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INTRODUCTION

The a b s e n c e  o f  e m p i r i c a l  d a t a  on s e l f - h e l p  g ro u p s  i s  
w e l l  known and i s  r e f l e c t e d  in  t h e  book .  C l e a r l y  i t  
i s  a  f e r t i l e  b u t  complex f i e l d  f o r  f u t u r e  r e s e a r c h ,  

- - f r o m  a r e v i e w  o f  The S t r e n g t h  i n  Us: S e l f - H e l p  
Groups i n  t h e  Modern World ( i n  S o c i a l  Work,
S e p t .  1976,  V o l .  21,  No. 5 ) ,  p .  410 .

The b e s t  way t o  t e s t  a l l  t h e s e  c o n c l u s i o n s  i s  to  
e x p e r i m e n t  w i t h  community w o r k e r s  and  w i t h  a v a r i e t y  
o f  s t r u c t u r e s  f o r  community a s s o c i a t i o n s  and o t h e r  
g r o u p s ,  m o n i t o r i n g  e a c h  s i t u a t i o n  c a r e f u l l y .

- - f r o m  Alan C. T w e l v e t r e e s ,  Community A s s o c i a t i o n s  
and C e n t e r s :  A C o m p ara t iv e  S t u d y , p .  148.

A m erica  has  been f r e q u e n t l y  c h a r a c t e r i z e d  a s  a  

n a t i o n  o f  j o i n e r s .  Both th e  h i s t o r i a n  and t h e  s o c i o l o g i s t  

have t a k e n  n o t e  o f  t h e  v a r i e t y  o f  a s s o c i a t i o n s ,  c l u b s ,  and  

s p e c i a l - i n t e r e s t  g rou p s  w h ich  a t t r a c t  men, women, and 

c h i l d r e n  from e v e r y  c l a s s  and e t h n i c  g roup  in  o u r  s o c i e t y .

I t  i s  n o t  o n ly  th e  s h e e r  number o f  a s s o c i a t i o n s  n o r  th e  

i n c r e d i b l e  v a r i e t y  o f  su c h  a s s o c i a t i o n s  w h ic h  f a s c i n a t e  t h e  

s t u d e n t  o f  h i s t o r y  o r  s o c i o l o g y .  What i s  c o n s i d e r e d  r e ­

m a r k a b le  a s  w e l l  a s  p e r p l e x i n g  i s  t h e  f a c t  t h a t  t h e s e  a s s o c i  

a t i o n s  a r e  b a s e d  on ’v o l u n t a r y  a c t i o n . '  V o l u n t a r y  a c t i o n ,  

t y p i c a l l y ,  has  t h e  f o l l o w i n g  f e a t u r e s :  (a)  n o n - c o e r c i v e  

p a r t i c i p a t i o n ,  (b) n o n - r e m u n e r a t i v e  p a r t i c i p a t i o n ,  (c )

1
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o r g a n i z e d  a c t i v i t y  p e r f o r m e d  c o l l e c t i v e l y ,  (d)  p a r t i c i ­

p a t i o n  i s  o f t e n  t e m p o r a r y ,  (e)  o f t e n  c o n s i s t s  o f  p u r p o s i v e  

a c t i o n  o r i e n t e d  tow ard  e f f e c t i n g  o r  c o n t r o l l i n g  s o c i a l  

c h a n g e . ^

The i n v o lv e m e n t  o f  a  p r o f e s s i o n a l  w i t h  a  ' s e l f -

h e lp  g r o u p ' - - a  s u b c a t e g o r y  o f  v o l u n t a r y  a s s o c i a t i o n s - - i s

wha t  t h i s  s t u d y  i s  a l l  a b o u t .  T w e l v e t r e e s  d e f i n e s ,  ita

t y p i c a l l y  B r i t i s h  t e r s e n e s s ,  s e l f - h e l p  g ro u p s  a s  "a  g roup

w hich  c o n c e n t r a t e s  on i t s  own n e ed s  r a t h e r  t h a n  on t h o s e
2

o f  o t h e r  g r o u p s . "  A more e l a b o r a t e  d e f i n i t i o n  i s  g iv e n

by A l f r e d  I .  K a tz  and  Eugene I .  B end er :

S e l f - h e l p  g ro u p s  a r e  v o l u n t a r y ,  s m a l l  g roup  s t r u c t u r e s  
f o r  m u tu a l  a i d  and t h e  a c c o m p l i sh m e n t  o f  a  s p e c i a l  
p u r p o s e .  They a r e  u s u a l l y  formed by p e e r s  a l s o  have  
come t o g e t h e r  f o r  m u tu a l  a s s i s t a n c e  i n  s a t i s f y i n g  a 
common n e e d ,  o ve rcom ing  a  common h a n d ic a p  o r  l i f e -  
d i s r u p t i n g  p r o b l e m ,  and b r i n g i n g  a b o u t  d e s i r e d  s o c i a l  
a n d / o r  p e r s o n a l  c h a n g e .

In  t h e s e  two d e f i n i t i o n s  a s  w e l l  a s  t h e  d e f i n i t i o n  

o f  s e l f - h e l p  g r o u p s  by Thomasina Borkman no m e n t io n  i s  

made o f  any  o u t s i d e  a s s i s t a n c e  o r ,  more s p e c i f i c a l l y ,  

a s s i s t a n c e  g i v e n  by a  p r o f e s s i o n a l .  In  h i s  r e c e n t  com para ­

t i v e  s t u d y  o f  community  a s s o c i a t i o n s  in  E n g la n d ,  T w elve­

t r e e s  o b s e r v e s  t h a t  community a s s o c i a t i o n s  can  e i t h e r  

e v o l v e  from t h e  g r a s s - r o o t s  o r  can  be m anda ted  by l e g a l  o r
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s t a t u t o r y  r e q u i r e m e n t s .  None o f  t h e  a s s o c i a t i o n s ,  w h ich  

T w e l v e t r e e s  s t u d i e d ,  w e re  formed w i t h  t h e  a s s i s t a n c e  o f  

a  p r o f e s s i o n a l  s t a f f  member. He s u g g e s t s  t h a t  . . a  

t h i r d  f o r m a t i v e  m o d e l ,  w h ic h  would a p p e a r  t o  have  t h e  

m e r i t s  b o t h  o f  t h e  ' g r a s s  r o o t s '  and t h e  ' o u t s i d e  i n t e r ­

v e n t i o n '  m o d e l ,  m ig h t  be where  an ' e n a b l e r '  g o t  t o  know

f e l t  n e e d s  i n  an a r e a  and e n c o u r a g e d  p e o p l e  t o  form an

5 <a s s o c i a t i o n  t o  m ee t  t h o s e  n e e d s . "  I n  o t h e r  w o r d s ,  v e r y

much y e t  v e r y  l i t t l e '  i s  known a b o u t  t h e  d e v e lop m en t  and 

g row th  o f  s e l f - h e l p  g r o u p s - - i . e . , how do th e y  i n  f a c t  g e t  

s t a r t e d ?  What p ro m p ts  p e o p l e  t o  p a r t i c i p a t e ?  What 

emerges  when an e n a b l e r ,  r e p r e s e n t i n g  an  o r g a n i z a t i o n ,  a s ­

sumes an  a c t i v e  r o l e  i n  t h e  f o r m a t i o n ,  m a i n t e n a n c e  and 

g o a l  d i r e c t i o n  o f  s u c h  a  g roup?

T h is  s t u d y  i s  a d e t a i l e d  d e s c r i p t i o n  and a n a l y s i s  

o f  an a c t i o n  r e s e a r c h  s o c i a l  s e r v i c e  p r o j e c t - - n a m e l y ,  t h e  

c r e a t i o n  o f  a h o s p i t a l - b a s e d  a u x i l i a r y  a s s o c i a t i o n  ( P a r e n t s  

A s s o c i a t i o n  For  R e t a r d e d  a n d  D e v e lo p m e n ta l l y  D i s a b l e d  P r e ­

s c h o o l ) . *  The P a r e n t s  A s s o c i a t i o n  r e p r e s e n t s  th e  'com ing

* I n  S e p tem b er  1976,  t h e  p a r e n t s  d e c i d e d  t o  d rop  
t h e  p h r a s e  " r e t a r d e d  and  d e v e l o p m e n t a l l y  d i s a b l e d . "  They 
p r e f e r r e d  t h e  w o r d in g  " d e v e l o p m e n t a l l y  h a n d ic a p p e d "  b e c a u s e  
r e t a r d e d  h a s  to o  many n e g a t i v e  c o n n o t a t i o n s .
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t o g e t h e r '  o f  a  p r o f e s s i o n a l  and  p a r e n t s / c o n s u m e r s  a t  t h e  

b e g i n n i n g  o f  t h e  c r e a t i o n  o f  a  s e l f - h e l p  g r o u p .  T h is  

coming t o g e t h e r  o f  p r o f e s s i o n a l  and  p a r e n t s  i s ,  by d e f i n i ­

t i o n ,  a  c o n t r a d i c t i o n  in  t e r m s - - i f  n o t  a  c o n t r a d i c t i o n  

t h e n  c e r t a i n l y  a  p a r a d o x :  s i n c e  s e l f - h e l p  g ro u p s  a r e  

u s u a l l y  n o t  fo rm ed  w i t h  t h e  a s s i s t a n c e  o f  p r o f e s s i o n a l  

p e r s o n ( s ) .  And i n  t h e  f i e l d  o f  m e n t a l  r e t a r d a t i o n  and 

d e v e lo p m e n ta l  d i s a b i l i t i e s ,  w h ic h  has  a  lo n g  and r i c h  h i s ­

t o r y  o f  s e l f - h e l p  g ro u p s  ( p a r e n t  a s s o c i a t i o n s ) - - b o t h  w i t h i n  

t h e  U n i t e d  S t a t e s  and in  E uropean  and A s ia n  c o u n t r i e s - -  

p r o f e s s i o n a l  a s s i s t a n c e  u s u a l l y  came a f t e r  a P a r e n t s  A sso ­

c i a t i o n  had s u c c e s s f u l l y  o b t a i n e d  a  s e r v i c e  f o r  r e t a r d e d  

i n d i v i d u a l s . *  There  i s  no d o c u m e n ta t io n  in  th e  l i t e r a t u r e  

o f  p r o f e s s i o n a l s  and  p a r e n t s  c o l l a b o r a t i n g  a t  t h e  f o r m a t i v e

s t a g e ,  t h a t  i s ,  when t h e  p a r e n t s  make t h e  d e c i s i o n  t o

. . .  6 ,7o r g a n i z e  i n t o  an a s s o c i a t i o n .

The d e s c r i p t i o n  and  a n a l y s i s  o f  t h e  P a r e n t s  A s s o c i ­

a t i o n  i s  t o  c o v e r  t h e  a s s o c i a t i o n ' s  f o r m a t i v e  s t a g e - - f r o m  

J a n u a r y  t o  J u n e  1976.  However, r e f e r e n c e  w i l l  be made to

*Up u n t i l  t h e  1 9 6 0 ' s  human s e r v i c e  p r o f e s s i o n a l s  
( p s y c h i a t r i s t s ,  p s y c h o l o g i s t s ,  p e d i a t r i c i a n s ,  s o c i a l  w o r k e r s ,  
e t c . ) ,  g e n e r a l l y ,  were  e i t h e r  d i s i n t e r e s t e d  i n  t h e  p ro g ra m ­
m a t i c  n e e d s  o f  t h e  r e t a r d e d  o r  r e f l e x i v e l y  recommended 
i n s t i t u t i o n a l  p l a c e m e n t  f o r  t h e  r e t a r d e d  i n d i v i d u a l .



5

c e r t a i n  c r i t i c a l  i n c i d e n t s  ( e . g . , l o s i n g  t h e  Board o f  

E d u c a t i o n  S p e c i a l  E d u c a t i o n  T e a c h e r  and p u b l i c i t y  by a 

m a jo r  T.V. S t a t i o n )  t h a t  o c c u r r e d  a f t e r  J u n e  1 9 7 6 ) .

A l th o u g h  t h i s  was an a p p l i e d  r e s e a r c h  p r o j e c t ,  i t  

i s  n o t  an e x p e r i m e n t a l  s t u d y :  t h e r e  w ere  no c o n t r o l  o r  

c o n t r a s t  g r o u p s ,  p a r t i c i p a n t s  w ere  s e l e c t i v e l y  r a t h e r  t h a n  

random ly  c h o s e n .  The p r o j e c t  was b a s i c a l l y  a  c a s e - s t u d y : 

a  d e t a i l e d  d e s c r i p t i o n  o f  p rog ram  e f f o r t s  (amounts and 

k i n d s  o f  p rog ram  a c t i v i t i e s ) , p ro g ram  e f f e c t i v e n e s s  ( t o  

what  e x t e n t  a r e  t h e  o b j e c t i v e s  a c h i e v e d ) ,  and p rog ram  

e f f i c i e n c y  ( e x p e n d i t u r e s  o f  manpower, t i m e ,  money,  p h y s i c a l
g

e q u ip m e n t ) .  By d e s c r i b i n g  t h e  p r o c e s s  o f  t h e  p ro g ram ;  

by h i g h l i g h t i n g  s p e c i f i c ,  p a r t i c u l a r l y  o r g a n i z a t i o n a l ,  

v a r i a b l e s ;  and by s p e c i f y i n g  t h e  t h e o r e t i c a l  f r am e s  o f  

r e f e r e n c e  w h ich  u n d e r p i n  and g u i d e  t h e  p r o j e c t ;  t h i s  r e p o r t  

s h o u l d  g i v e  t h e  r e a d e r  a  s e n s e  o f  w ha t  h a p p e n e d ,  how i t  

h a p p en e d ,  and why i t  h a p p en e d ,  so  t h a t  t h e  r e a d e r  may 

t r a v e r s e  t h e  same o r  s i m i l a r  t e r r i t o r y  b u t ,  h o p e f u l l y ,  w i t h  

much l e s s  r i s k .  As P o la n s k y  and Weber s t a t e ,  "Fo r  n o t h i n g  

e v e r  goes  e x a c t l y  a c c o r d i n g  to  p l a n ,  and t h e  d i s c o v e r y  t h a t  

c e r t a i n  p o s s i b l e  i n t e r v e n t i o n s  c a n n o t  a c t u a l l y  be c a r r i e d  

o u t  may be a s  u s e f u l  a s  knowing w h ic h  o t h e r  t e c h n i q u e s  were
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a b l e  t o  be o f f e r e d  b u t  had no d i s c e r n i b l e  e f f e c t s . "

In  t h i s  p r o j e c t  t h i s  w r i t e r  assumed two p r i m a r y  

r o l e s :  p r a c t i t i o n e r  and  r e s e a r c h e r  ( o b s e r v e r ) .  However, 

a l l  o f  h i s  a c t i o n s  were  d i c t a t e d  by h i s  r o l e  a s  p r a c t i t i o n e r  

At no t im e  d i d  h e ,  i n  h i s  work w i t h  e i t h e r  t h e  p a r e n t s  o r  

w i t h  p r o f e s s i o n a l  s t a f f  o r  a d m i n i s t r a t i v e  members o f  t h e  

h o s p i t a l  o r  w i t h  p e r s o n s  o u t s i d e  o f  t h e  h o s p i t a l  ( e . g . ,  

Board o f  E d u c a t i o n  p e r s o n n e l ) ,  rem a in  p a s s i v e  o r  n e u t r a l  as  

a  r e s e a r c h e r  m ig h t  have  c o n d u c te d  h i m s e l f :  u n l e s s  r e m a in i n g  

p a s s i v e  o r  u n o b t r u s i v e  was d i c t a t e d  by p ro g ra m m a t ic  

c o n s i d e r a t i o n s .

T hro u gh o u t  t h i s  r e p o r t  t h i s  w r i t e r  s h a l l  r e f e r  t o  

h i m s e l f  a s  e i t h e r  s t a f f  a d v i s o r  o r  r e s e a r c h e r .  P a r e n t s  

A s s o c i a t i o n  For  D e v e lo p m e n ta l ly  H and icapped  P r e - s c h o o l  

C h i l d r e n  w i l l  be r e f e r r e d  t o  a s  s i m p l y ,  P a r e n t s  A s s o c i a t i o n
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CHAPTER I

CURRENT TRENDS AND CONCEPTS

R e s o r t  t o  l i f e  in  i n s t i t u t i o n s  i s  l e s s  and  l e s s  
n e c e s s a r y  and  w i l l  p r o b a b l y  d i s a p p e a r  in  a n o t h e r  
25 t o  50 y e a r s .

E very  i n d i v i d u a l ,  no m a t t e r  how s e v e r e l y  i m p a i r e d ,  
i s  c a p a b l e  o f  l e a r n i n g  so  l o n g  a s  l i f e  e n d u r e s  and 
t h e  p e r s o n  i s  i n  any way r e s p o n s i v e  t o  th e  
e n v i r o n m e n t .

- - f r o m  M e n ta l  R e t a r d a t i o n ;  C e n tu ry  o f  D e c i s i o n  
( P r e s i d e n t ' s  Committee on M e n ta l  R e t a r d a t i o n ,  

March 1 9 7 6 ) ,  p .  20.

The t h r e e  au  c u r a n t  key  p h r a s e s  i n  th e  f i e l d  o f  

m e n t a l  r e t a r d a t i o n  and d e v e l o p m e n t a l  d i s a b i l i t i e s  a r e  

i n s t i t u t i o n a l i z a t i o n , n o r m a l i z a t i o n , and  c o n t in u u m  o f  

c a r e .*  The fo rm e r  i s  a  n e g a t i v e  code  w o r d - - a  word t h a t  

c o n j u r e s  up images o f  v e g e t a t i n g  i n d i v i d u a l s ,  n o n ­

a c t i v i t y ,  and  b r u t a l  l i v i n g  c o n d i t i o n s .  I n  c o n t r a s t  t o  

t h i s  gruesome p i c t u r e ,  n o r m a l i z a t i o n  a n d  c o n t in u u m  o f

^ D e v e lo p m e n ta l  d i s a b i l i t i e s  i s  a  b r o a d e r  c o n c e p t  
th a n  r e t a r d a t i o n . I t  i s  a  te rm  w h ic h  ack n o w le d g es  t h a t  
more o f t e n  th a n  n o t  a  r e t a r d e d  i n d i v i d u a l  may have o t h e r  
d i s a b i l i t i e s  su c h  a s  c e r e b r a l  p a l s y ,  h y d r o c e p h a l u s ,  
s e i z u r e s ,  e t c .

8
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c a r e  a r e  c o n c e p t s  w h ich  p r o j e c t  a  much more f a v o r a b l e  

i m a g e - a c t i v e  i n d i v i d u a l s ,  p u r p o s e f u l  a c t i v i t y ,  f a m i l y -  

t y p e  l i v i n g  c o n d i t i o n s ,  and  p e r h a p s  ev en  a c a r i n g  and 

l o v i n g  s t a f f .

What do t h e s e  words  mean? E n c a p s u l a t e d  i n  wo r d s , 

p a r t i c u l a r l y  words  w h ich  a r e  employed by p l a n n e r s  and 

p o l i c y  m a k e r s ,  a r e  b a s i c  v a l u e  p r e m i s e s ,  e m p i r i c a l  o r  

a p r i o r i  knowledge and community power a r r a n g e m e n t s .

Courage  i s  now r e q u i r e d  f o r  any S o c i a l  Worker t o  

d e fe n d  i n s t i t u t i o n a l i z a t i o n  a s  a  t r e a t m e n t  c h o i c e  f o r  th e  

r e t a r d e d .  Those  p r o f e s s i o n a l s  who a r e  a n t i - i n s t i t u t i o n s  

can  c i t e  th e  h o r r o r s  c o m m it ted  i n  t h e  name o f  " t r e a t m e n t "  

a s  w e l l  a s  th e  s t u d i e s  w h ic h  document th e  b e n e f i t s  f o r  a  

c h i l d  who can  be s u s t a i n e d  i n  h i s  own home.'*' And i f  t h e  

c h i l d ' s  p a r e n t s  c a n n o t  assume t h e i r  p a r e n t a l  r e s p o n s i b i l ­

i t i e s ,  an e r s a t z  f a m i l y ,  n o t  an i n s t i t u t i o n ,  i s  p r o p o s e d :  

a d o p t i o n ,  f o s t e r  c a r e ,  g roup  homes,  h o s t e l s .  Not  o n ly  i s  

an i n s t i t u t i o n  c o n s i d e r e d  inhumane compared t o  ( s a y )  

g roup  homes,  b u t  i t  i s  a l s o  v iew ed  a s  to o  c o s t l y .  Fo r  

e x am p le ,  W i l lo w b ro o k ,  an i n s t i t u t i o n  f o r  t h e  r e t a r d e d  in  

New York C i t y ,  w h ich  once  s h e l t e r e d  a s  many a s  5 ,0 0 0  

r e s i d e n t s ,  i s  b e i n g  p h a s e d  o u t  a s  a  r e s u l t  o f  a  c o u r t
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s u i t  b r o u g h t  by p a r e n t s ,  t h e  S t a t e  A s s o c i a t i o n  f o r  R e­

t a r d e d  C h i l d r e n ,  j o i n e d  by t h e  L e g a l  Aid S o c i e t y  and th e  

C i v i l  R i g h t s  D i v i s i o n  o f  t h e  U n i t e d  S t a t e s  D epa r tm en t  o f  

J u s t i c e .

At a r e c e n t  c o u r t  h e a r i n g ,  e x p e r t  t e s t i m o n y  s t r e s s e d

two them es :  (a )  t h e  n e e d  f o r  h o m e - l ik e  o r  n e a r l y  h o m e - l ik e

s e t t i n g s  ( f o s t e r  homes,  g roup  homes) f o r  t h e  r e t a r d e d  so

t h a t  e a c h  p e r s o n  can  r e c e i v e  i n d i v i d u a l  c a r e  as  w e l l  a s  l o v e

and a t t e n t i o n ;  and (b)  e s t i m a t e d  c o s t  a t  W il lo w broo k  i s

a b o u t  $1 5 ,0 0 0  a y e a r  f o r  e a c h  p a t i e n t  a s  compared t o  $ 5 ,4 0 0

p e r  p a t i e n t  i n  a  g roup  home i n  C o n n e c t i c u t  o r  $ 3 ,3 6 0  p e r
2

y e a r  f o r  f o s t e r  c a r e  in  New York S t a t e .

A l th o u g h  many i n s t i t u t i o n s  f o r  t h e  r e t a r d e d  a r e  

l a r g e  and may even accommodate p o p u l a t i o n s  l a r g e r  th a n  

2 , 0 0 0 ,  ' s i z e '  i s  n o t  a  component  i n h e r e n t  i n  a  more p r e c i s e  

and a c c u r a t e  d e f i n i t i o n  o f  t h e  w ord .  A f a c i l i t y  t h a t  

h o u s e s  100 o r  50 o r  7 can  be r e f e r r e d  t o  a s  an i n s t i t u t i o n .  

S i z e ,  t h e n ,  th o u g h  a  c r i t i c a l  and s i g n i f i c a n t  f a c t o r ,  i s  n o t  

a  d e f i n i n g  c h a r a c t e r i s t i c .

T hree  p o s s i b l e  ways o f  d e f i n i n g  so m e th in g  a r e  

c o n n o t a t i v e ,  o p e r a t i o n a l ,  o r  d e n o t a t i v e .  F o r  p u r p o s e s  o f  

t h i s  a n a l y s i s ,  we n e ed  o n l y  t o  be c o n c e r n e d  w i t h  c o n n o t a ­

t i v e  o r  d i c t i o n a r y  d e f i n i t i o n s .  When a word i s  d e f i n e d
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c o n n o t a t i v e l y , i t  i s  d e f i n e d  by u s i n g  a n o t h e r  word o r  s e t  

o f  w o rd s ;  one c o n c e p t  i s  employed t o  e x p l a i n  a n o t h e r  

c o n c e p t .

One word can  b e lo n g  t o  d i f f e r e n t  l i n g u i s t i c  w o r l d s .  

For  t h e  s o c i o l o g i s t ,  ' i n s t i t u t i o n '  i s  an ' i n t e r r e l a t e d  

sy s tem  o f  s o c i a l  r o l e s  and norms o r g a n i z e d  a b o u t  t h e  s a t i s ­

f a c t i o n  o f  an i m p o r t a n t  s o c i a l  f u n c t i o n . '  How does  t h e  

p o l i c y  m aker  i n  t h e  f i e l d  o f  m e n t a l  r e t a r d a t i o n  d e f i n e  

i n s t i t u t i o n ?  In  h i s  The Economics o f  M e n ta l  R e t a r d a t i o n ,  

Rona ld  W. Conley  e q u a t e s  i n s t i t u t i o n s  w i t h  ' s h e l t e r e d  

l i v i n g . '  Conley  s t a t e s :

S h e l t e r e d  l i v i n g  may r a n g e  f rom c o m p le te  and t o t a l  c a r e  
in  an i n s t i t u t i o n  t o  p e r i o d i c  v i s i t s  by a  s o c i a l  
w o r k e r .  In  be tw een  t h e s e  e x t r e m e s  a r e  a  number o f  
p o s s i b i l i t i e s ,  o f f e r i n g  v a r y i n g  d e g r e e s  o f  p r o t e c t i o n  
and s u p e r v i s i o n ,  i n c l u d i n g  group  homes o r  b o a r d i n g  
h o u s e s .

In  a s i m i l a r  v e i n ,  T h eodorson  and T heodorson  d e f i n e

i n s t i t u t i o n  ( i n  a p o l i c y  s e n s e )  a s  f o l l o w s :

A p l a c e  o f  c o n f i n e m e n t  o r  p a r t i a l  c o n f in e m e n t  where  
p e r s o n s  o f  a  s p e c i a l i z e d  ty p e  l i v e ,  f o l l o w i n g  a 
f o r m a l i z e d  l i f e  r o u t i n e  u n d e r  t h e  c o n t r o l  and d i r e c t i o n  
o f  a  b u r e a u c r a t i c  s t a f f ,  and h a v in g  l i m i t e d  c o n t a c t  
w i t h  t h e  r e s t  o f  s o c i e t y .

An i n s t i t u t i o n ,  t h e n ,  i s  i n  b u s i n e s s  t o  o f f e r  p r o t e c t i o n ,

s e r v i c e s ,  and  s u p e r v i s i o n  f o r  th e  r e t a r d e d .

A w ord ,  h ow ever ,  has  a  'common s e n s e '  d e f i n i t i o n  o r
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a ' m a n - i n - t h e - s t r e e t ' d e f i n i t i o n .  What has  happened  i s  

t h a t  a l l  t h e  h o r r e n d o u s  c h a r a c t e r i s t i c s  w h ich  have been  a s ­

s o c i a t e d  w i t h  ' l a r g e '  i n s t i t u t i o n s  f o r  t h e  r e t a r d e d  have 

become t h e  ' d e f i n i n g  c h a r a c t e r i s t i c s '  o f  t h e  word i n s t i t u ­

t i o n  . A group home i s  i n  f a c t  an  i n s t i t u t i o n  t o  t h e  e x t e n t  

t h a t  i t  r e p r e s e n t s  a  d e g re e  o f  c o n f i n e m e n t ,  f o r m a l i z e d  

r o u t i n e ,  and i s  u n d e r  th e  d i r e c t i o n  o f  a b u r e a u c r a t i c  s t a f f .  

I t  becomes i n s t i t u t i o n a l , how ever ,  when i t  i s  d i s c o v e r e d  

t h a t  t h e  group  home i s  a  p l a c e  where  i t s  r e s i d e n t s  p e r h a p s  

do l i t t l e  more t h a n  w a i t  f o r  d e a t h .

What has been  d i s c r e d i t e d  on b o t h  h u m a n i t a r i a n  

te rm s  ( i . e . ,  th e  goodness  t e s t )  and in  f i s c a l  te rm s  ( i . e . ,  

th e  e f f i c i e n c y  t e s t )  i s  n o t  t h e  c o n c e p t  o f  s h e l t e r e d  l i v i n g , 

o n ly  t h a t  q u a l i t y  i n d i v i d u a l  c a r e  i s  a lm o s t  i m p o s s i b l e  i n  a  

f a c i l i t y  w h ich  h o u se s  th o u s a n d s  o f  r e s i d e n t s .

D e f i n i n g  a c o n c e p t  a s  p r e c i s e l y  a s  p o s s i b l e  i s  n o t  

j u s t  a  l i n g u i s t i c  e x e r c i s e .  The b a s i c  a s s u m p t io n  o f  t h i s  

a p p l i e d  r e s e a r c h  p r o j e c t  i s  t h a t  a  r e t a r d e d  a n d / o r  d e v e l o p ­

m e n t a l l y  d i s a b l e d  p r e s c h o o l  c h i l d - - e v e n  a  p r o f o u n d l y /  

s e v e r e l y  r e t a r d e d  c h i l d * - - c a n  p r o b a b l y  do b e t t e r  ( i n  te rm s

* M i ld ly  r e t a r d e d — IQ 5 0 -6 9 ;  M o d e r a t e l y - - I Q  3 6 -4 9 ;  
S e v e r e l y — IQ 2 0 -3 5 ;  P r o f o u n d l y - - I Q  0 - 1 9 .
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o f  s e l f - h e l p  s k i l l s ,  m o to r  d e v e lo p m e n t ,  a c q u i s i t i o n  o f  

l a n g u a g e )  i n  h i s  home i f  and  o n ly  i f  s / h e  i s  ex p o sed  to  

s p e c i a l i z e d  p ro g ram s  w i t h i n  h i s  own community .  In  some 

i n s t a n c e s ,  how ever ,  e i t h e r  t h e  n a t u r e  o f  t h e  c h i l d ' s  

d i s a b i l i t y  i s  so  s e v e r e  o r  t h e  f a m i l y ' s  c o p in g  c a p a c i t y  i s  

so  l i m i t e d  o r  s t r a i n e d ,  t h a t  p l a c e m e n t  o f  t h e  c h i l d  i n t o  

an i n s t i t u t i o n  i s  t h e  o n ly  v i a b l e  a l t e r n a t i v e .  The 

P a r e n t s  A s s o c i a t i o n  r e c o g n i z e d  t h a t  th e y  had  a s t r o n g  s e l l ­

in g  p o i n t  when th e y  a rg u e d  t h a t  a p r e s c h o o l  p ro g ram  was 

n e ed e d  b e c a u s e  w i t h o u t  su ch  a p rog ram  some p a r e n t s  m ig h t  

d e c i d e  t h a t  t h e i r  o n ly  c h o i c e  i s  t o  p l a c e  t h e i r  c h i l d  in  

an " i n s t i t u t i o n . "  The f a c t  t h a t  i n s t i t u t i o n s  have been  

d i s c r e d i t e d  by p o l i c y  m akers  (as  th e  l a s t  t r e a t m e n t  c h o i c e ! )  

w i t h i n  th e  m e n t a l  h e a l t h  f i e l d  (New York C i t y  D epa r tm en t  o f  

M en ta l  H e a l t h  and M e n ta l  R e t a r d a t i o n ) , has  g iv e n  p a r e n t s  a s  

consum ers  a v e r y  e f f e c t i v e  a rgu m en t  f o r  t h e  n e e d  f o r  a 

v a r i e t y  o f  p rog ram s w i t h i n  t h e i r  l o c a l  c o m m u n i t i e s .

'N o r m a l i z a t i o n '  and 'C on t inuum  o f  C a r e '  r e p r e s e n t  

two c o n c e p t s  w h ich  a r e  a  d i r e c t  o u tg r o w th  o f  t h e  ' d i s ­

c r e d i t i n g  o f  i n s t i t u t i o n s '  a s  t h e  p r i m a r y  l i v i n g  a r r a n g e ­

ment f o r  r e t a r d e d  i n d i v i d u a l s .  What i s  n o r m a l i z a t i o n ?

I t  i s  a  p o l i c y  w h ich  s t a t e s  t h a t  t h e  r e t a r d e d  i n d i v i d u a l
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s h o u l d  be g iv e n  t h e  same o p p o r t u n i t i e s  d u r i n g  h i s  l i f e ­

c y c l e  t h a t  a r e  p r o v i d e d  f o r  th e  a v e r a g e  c i t i z e n .  A t h e o ­

r e t i c a l  d e f i n i t i o n  i s  p r o f e r r e d  by Bengt  N i r g e :

. . . The n o r m a l i z a t i o n  p r i n c i p l e  means making  a v a i l ­
a b l e  t o  th e  m e n t a l l y  r e t a r d e d  p a t t e r n s  and  c o n d i t i o n s  
of  e v e ry d a y  l i f e  w h ich  a r e  c l o s e  a s  p o s s i b l e  t o  t h e  
norms and  p a t t e r n s  o f  t h e  main  s t r e a m  o f  s o c i e t y .

An o p e r a t i o n a l  d e f i n i t i o n  i s  s u g g e s t e d  by Gunnar Dybad:

Thus human management s e r v i c e  i n  m e n t a l  r e t a r d a t i o n  
m ust  be p r e d i c a t e d  on t h e  a v a i l a b i l i t y  t o  t h e  p a r e n t  
o f  t h e  same a r r a y  o f  d i a g n o s t i c  and i n f o r m a t i o n a l ,  
t h e r a p e u t i c  and s u p p o r t i v e  s e r v i c e s  t h a t  a  f o r w a r d  
l o o k in g  community m ust  make a v a i l a b l e  t o  a l l  i t s  
i n f a n t s  and young c h i l d r e n .

The c o n c e p t  o f  n o r m a l i z a t i o n  r e s t s  on a  b a s i c  

a s s u m p t io n  w h ic h  i s  i m p l i c i t  i n  t h e  d e f i n i t i o n - - n a m e l y , 

t h a t  how an i n d i v i d u a l  g e t s  l a b e l l e d  ( i . e . ,  " r e t a r d a t i o n , "  

" h a n d i c a p p e d , "  e t c . )  i s  n o t  b a s e d  on o b j e c t i v e  f i n d i n g s .

We can  s a y ,  p h i l o s o p h i c a l l y  s p e a k i n g ,  t h a t  r e t a r d a t i o n  i s  

n o t  a  d in g  an s i c h - - a  t h i n g  i n  i t s e l f - - b u t  i n v o l v e s  how 

s o c i e t y  r e a c t s  to  i t s  l e s s  a b l e  c i t i z e n s .  I f  a  p e r s o n  i s  

d e f i n e d  a s  h a n d ic a p p e d  b e c a u s e  he d e v i a t e s  i n  some way from 

w ha t  he h i m s e l f  o r  o t h e r s  b e l i e v e  t o  be n o rm a l  o r  a p p r o ­

p r i a t e , ' 7 t h e n  a p o l i c y  o f  n o r m a l i z a t i o n  a t t e m p t s  t o  make 

t h e  r e t a r d e d  a p p e a r  a s  n o rm a l  a s  p o s s i b l e .  I f  n o rm a l  o r  

a v e r a g e  c h i l d r e n  ( s a y )  go t o  camp; o r  i f  n o rm a l  c h i l d r e n
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j o i n  t h e  boy s c o u t s  o r  g i r l  s c o u t s ;  o r  i f  n o rm a l  p r e ­

s c h o o l e r s  a r e  e n r o l l e d  i n  n u r s e r y  s c h o o l s ;  t h e n  t h e  more 

th e  r e t a r d e d  i n d i v i d u a l  has  t h e  same o p p o r t u n i t y  t o  go t o  

camp, j o i n  a  s c o u t  g r o u p ,  o r  t o  be e n r o l l e d  in  a p r e s c h o o l  

p r o g r a m - - t h e  b e t t e r  t h e  c h ance  t h a t  s / h e  w i l l  n o t  be 

p e r c e i v e d  as  a h a n d ic a p p e d  p e r s o n .  And t h e  more o t h e r s  

r e a c t  t o  a  p e r s o n  a s  a  d e v e l o p i n g  human b e i n g  r a t h e r  th a n  

( s a y )  a s  an e t e r n a l  c h i l d  o r  an o b j e c t  o f  p i t y ,  more 

n o rm al  o r  a p p r o p r i a t e  b e h a v i o r  w i l l  be e l i c i t e d  f rom th e  

r e t a r d e d  i n d i v i d u a l .

I n  o t h e r  w o r d s ,  n o r m a l i z a t i o n  r e p r e s e n t s  a  v a l u e

s t a n c e  ( v i z . ,  t h a t  g i v i n g  t h e  r e t a r d e d  i n d i v i d u a l  an a r r a y

o f  o p p o r t u n i t i e s  a s  i s  g i v e n  th e  a v e r a g e  c i t i z e n  i s  more

humane th a n  s e g r e g a t i n g  th e  r e t a r d e d  w i t h i n  i n s t i t u t i o n s )

a s  w e l l  a s  a  p o l i c y  b a s e d  on e m p i r i c a l  k n o w l e d g e - - t h a t

b e h a v i o r  i s  o f t e n  a  r e s p o n s e  t o  how one i s  p e r c e i v e d  by

o t h e r s .  N o r m a l i z a t i o n  i s  an  a t t e m p t  t o  change  how o u r

s o c i e t y  has  t r a d i t i o n a l l y  p e r c e i v e d  t h e  r e t a r d e d  ( e . g . ,

8o b j e c t  o f  s c o r n ,  o b j e c t  o f  p i t y ,  e t e r n a l  c h i l d ,  e t c . ) .

When t h e  P a r e n t s  A s s o c i a t i o n  began t o  n e g o t i a t e  f o r  a  p r e ­

s c h o o l  p ro g ra m ,  t h e y  w a n te d  a  p ro g ram  n o t  o n ly  t o  be u n d e r  

t h e  a u s p i c e s  o f  t h e  l o c a l  d i s t r i c t  s c h o o l  b o a r d  b u t  t o
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have t h e  p ro g ram  l o c a t e d  w i t h i n  a s c h o o l  b u i l d i n g  w i t h o u t  

a r c h i t e c t u r a l  b a r r i e r s ) ;  t h e y  w ere  o p e r a t i n g  u n d e r  t h e  

p o l i c y  o f  n o r m a l i z a t i o n - - v i z . ,  t h e y  w an ted  t h e i r  c h i l d r e n  

to  be  p e r c e i v e d  a s  s t u d e n t s  r a t h e r  t h a n  p a t i e n t s  b e c a u s e  

n o t  o n ly  o t h e r s  b u t  t h e y  a s  p a r e n t s  would b e g i n  t o  t h i n k  

o f  t h e i r  c h i l d r e n  a s  more n o rm a l  and l e s s  h a n d i c a p p e d * - -  

o r  a  c h i l d  w i t h  a  h a n d ic a p  r a t h e r  t h a n  a h a n d ic a p p e d  c h i l d .

The p o l i c y  o f  ' c o n t in u u m  o f  c a r e '  i s  i n e x t r i c a b l y  

l i n k e d  to  t h e  c o n c e p t  o f  n o r m a l i z a t i o n .  Both  n o r m a l i z a t i o n  

and c o n t in u u m  o f  c a r e  can  be  c o n s i d e r e d  a s  two s i d e s  o f  th e  

same c o i n .  W hereas n o r m a l i z a t i o n  e n c o u r a g e s  t h e  same 

p r o v i s i o n  o f  s e r v i c e s  and  o p p o r t u n i t i e s  t o  t h e  r e t a r d e d  a s  

g iv e n  t o  t h e  n o rm a l  p o p u l a t i o n ,  c o n t inu u m  o f  c a r e  i s  a 

p o l i c y  w h ich  s t a t e s  t h a t  s e r v i c e s  and p rogram s  m us t  c o v e r  a 

wide  s p e c t r u m  o f  g o a l s .  Program  p l a n n e r s  who have  e n d o r s e d  

c o n t in u u m  o f  c a r e  a s  a  v i a b l e  p o l i c y  have  drawn c h a r t s  and 

h y p o t h e t i c a l  f lo w  c h a r t s  (T a b le  1) w h ich  r e f l e c t  t h e  

v a r i e t y  o f  s e r v i c e s  a  r e t a r d e d  i n d i v i d u a l  may r e q u i r e  a t

*The c h a i r p e r s o n  o f  t h e  P a r e n t s  A s s o c i a t i o n  h as  u s e d  
t h e  f a c t  t h a t  i f  n o r m a l  c h i l d r e n  n e e d  n u r s e r y  s c h o o l  a s  p r e ­
p a r a t i o n  f o r  e l e m e n t a r y  s c h o o l  th e n  c e r t a i n l y  c h i l d r e n  w i t h  
s p e c i a l  p ro b le m s  n e e d  su c h  p r e p a r a t i o n  a s  one o f  h e r  m a jo r  
a rg u m e n ts  f o r  a p r e s c h o o l  p ro g ram  f o r  d e v e l o p m e n t a l l y  h a n d i ­
c ap p e d  c h i l d r e n .  A n o r m a l i z a t i o n  a rgum en t  p a r  e x c e l l e n c e !
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d i f f e r e n t  l i f e - c y c l e  s t a g e s .

F o r  exam ple :  A r e t a r d e d  i n d i v i d u a l ,  l i k e  any o t h e r  

i n d i v i d u a l ,  r e q u i r e s  m e d i c a l  s e r v i c e s  t h r o u g h o u t  h i s  l i f e .  

But  he may n e ed  a  s c o u t i n g  p rogram  d u r i n g  p r e a d o l e s c e n c e .  

Homemaker s e r v i c e  i s  n e e d e d  w heneve r  ( s a y )  h i s  m o th e r  i s  

a d m i t t e d  t o  a h o s p i t a l .  I n  o t h e r  w o r d s ,  some s e r v i c e s  a r e  

c o n t i n u o u s ,  f rom i n f a n c y  t o  o l d  age  ( e . g . ,  m e d i c a l  c a r e ) ;  

some a r e  o f  l i m i t e d  d u r a t i o n  ( e . g . ,  s c o u t i n g ) ;  and  some a r e  

r e q u i r e d  from t im e  t o  t im e  ( e . g . ,  homemaker s e r v i c e s ) .  

Continuum o f  c a r e  i s  a  p o l i c y  w h ich  i s  p r e d i c a t e d  on th e  

a s s u m p t io n  t h a t  w h a t e v e r  s e r v i c e  i s  r e q u i r e d ,  be i t  s c o u t i n g  

o r  d i a g n o s t i c  e v a l u a t i o n ,  i t  m ust  be a c c e s s i b l e  t o  t h e  r e ­

t a r d e d  and h i s  f a m i l y .  I t  a l s o  a c c e p t s  an i m p l i c i t  p r e m is e  

o f  th e  n o r m a l i z a t i o n  p o l i c y :  t h a t  t h e  r e t a r d e d  do n o t  b e lo n g  

i n  i n s t i t u t i o n s .  T ha t  s e r v i c e s  m ust  be p r o v i d e d  f o r  the  

r e t a r d e d  so t h a t  i n s t i t u t i o n s  would be th e  c h o i c e  o f  l a s t  

r e c o u r s e  ( o r ,  t o  u se  c h i l d  w e l f a r e  l a n g u a g e ,  ' t h e  l e a s t  

d e t r i m e n t a l  a l t e r n a t i v e ' ) .

P r e s c h o o l  Program s

The I n t e r n a t i o n a l  League o f  S o c i e t i e s  f o r  th e  

M e n t a l l y  H and icapped  in  1968 and th e  G e n e r a l  Assembly o f  t h e  

U n i t e d  N a t i o n s  in  1972 had  a d o p te d  a  b i l l  o f  r i g h t s  f o r  t h e  

r e t a r d e d .  One s u c h  r i g h t  i s  " t h e  r i g h t  t o  e d u c a t i o n  and
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t r a i n i n g  a p p r o p r i a t e  t o  d e v e lo p m e n ta l  s t a t u s . " ^  As e a r l y

as  1963 and  1966 a r t i c l e s  a p p e a re d  i n  p r o f e s s i o n a l

j o u r n a l s  w h ich  a rg u e d  f o r  th e  p r o v i s i o n  o f  p r e s c h o o l  p rogram s

11 12f o r  r e t a r d e d  c h i l d r e n .  * I n  1976,  s i x t e e n  y e a r s  l a t e r ,
13t h e r e  a r e  p rogram s w h ich  s e e k  to  e n r o l l  " b a b i e s . "  The

r a t i o n a l e  f o r  e n r o l l i n g  c h i l d r e n  a s  e a r l y  a s  e i g h t e e n  months

f o r  p u r p o s e s  o f  e d u c a t i o n a l  s t i m u l a t i o n  i s  b a s e d  on t h e

r e s e a r c h  o f  D r .  B u r to n  L. W hite  o f  t h e  H a rv a rd  G r a d u a t e

S c ho o l  o f  E d u c a t i o n :  who s t a t e s  t h a t  any c h i l d  o v e r  t h r e e

y e a r s  o f  age  who i s  s i x  m onths  o r  more b e h in d  i n  l a n g u a g e

and p r o b l e m - s o l v i n g  s k i l l s  i s  d e s t i n e d  t o  have d i f f i c u l t i e s

14t h r o u g h o u t  h i s  s c h o o l  c a r e e r .  What i s  i n t e r e s t i n g  t o  n o t e  

i s  t h a t  t h e  r a t i o n a l e  i s  f o r  a l l  c h i l d r e n ,  n o t  c e r t a i n  

g ro u p s  o f  c h i l d r e n  ( e . g . ,  c h i l d r e n  from m i n o r i t y  g r o u p s ,  o r  

c h i l d r e n  w i t h  h a n d i c a p s ) .

Head S t a r t ,  w h ich  was e s t a b l i s h e d  i n  1965 u n d e r  t h e  

a u s p i c e s  o f  t h e  O f f i c e  o f  Economic O p p o r t u n i t y ,  i s  a  com­

p e n s a t o r y  p rogram  f o r  p r e s c h o o l  c h i l d r e n  from i m p o v e r i s h e d  

p a r e n t s  m os t  g e n e r a l l y  B la c k  and P u e r t o  R ic a n  f a m i l i e s ) .  

Whereas some p rog ram s  f o r  p r e s c h o o l  c h i l d r e n  have  s t r e s s e d  

c o g n i t i v e  d e v e lo p m e n t ,  h e a d s t a r t  has  t r a d i t i o n a l l y  s t r e s s e d  

s o c i a l - e m o t i o n a l  development.^** The r a t i o n a l e  f o r  day c a r e ,
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how ever ,  i s  n o t  o n ly  t o  p r o v i d e  t h e  p r e s c h o o l  c h i l d  w i t h  

e d u c a t i o n a l  and  s o c i a l  s t i m u l a t i o n  b u t  t o  a l l o w  t h e  

p a r e n t s ,  p a r t i c u l a r l y  t h e  m o t h e r s ,  t o  g e t  o f f  p u b l i c  a s ­

s i s t a n c e  and to  become g a i n f u l l y  em ployed .  W ha teve r  t h e  

r a t i o n a l e - - b e  i t  c o g n i t i v e  d e v e lo p m e n t ,  c o m p e n sa to ry  e d u ­

c a t i o n ,  o r  g e t t i n g  m o th e r s  o f f  p u b l i c  a s s i s t a n c e  (AFDC), 

- - p r e s c h o o l  p rog ram s ( f o r  3 t o  5 y e a r  o l d s )  a r e  e s t a b l i s h e d  

p rog ram s u n d e r  e i t h e r  p u b l i c  o r  p r i v a t e  o r  v o l u n t a r y  

a u s p i c e s .

W i th in  th e  c o n t e x t  o f  c o n t in u u m  o f  c a r e ,  p r e s c h o o l  

p rogram s f o r  r e t a r d e d  and  d e v e l o p m e n t a l l y  d i s a b l e d  c h i l d r e n  

i s  a  r e q u i r e d  e d u c a t i o n a l  s e r v i c e .  The N a t i o n a l  A s s o c i ­

a t i o n  o f  S t a t e  D i r e c t o r s  o f  S p e c i a l  E d u c a t i o n ,  employed 

th e  D e lp h i  method  ( t h e  p r o j e c t i o n s  o f  t h e  f u t u r e  b a s e d  on 

p e r s o n a l  e x p e c t a t i o n s  o f  k n o w le d g e a b le  i n d i v i d u a l s )  on a 

v a r i e t y  o f  i s s u e s  w h ich  p e r t a i n  t o  s p e c i a l  e d u c a t i o n .

There  was a  s t r o n g  c o n s e n s u s  t h a t  by 1983 tw e n ty  f i v e

s t a t e s  would  have  i n c o r p o r a t e d  p rogram s  f o r  young h a n d i -

16capped  c h i l d r e n  in  day c a r e  c e n t e r s .  I n  New York S t a t e ,

however ,  s c h o o l  d i s t r i c t s  may p r o v i d e  ( b u t  a r e  n o t  l e g a l l y  

m and a ted )  c l a s s e s  f o r  h a n d ic a p p e d  p r e s c h o o l  c h i l d r e n .  

However,  u n d e r  t h e  new E d u c a t i o n  f o r  A l l  H an d icap ped
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C h i l d r e n  A c t  t h e  f e d e r a l  g o v e rn m e n t— f o r  t h e  f i r s t  t i m e - -  

h e l p s  pay  s t a t e s  f o r  ad ded  e d u c a t i o n  c o s t s  f o r  c h i l d r e n  

from 3 t o  18 by S e p tem b er  1978 and 3 to  21 by S e p tem b er  

1 9 8 0 .^  P r e s c h o o l  p rog ram s  f o r  h a n d ic a p p e d  c h i l d r e n  have 

f i n a l l y  r e c e i v e d  l e g a l  r e c o g n i t i o n . *

*The f a c t  t h a t  New York S t a t e  does  n o t  l e g a l l y  
m an da te  p r e s c h o o l  p ro g ram s  f o r  h a n d ic a p p e d  c h i l d r e n  (a g e s  
3 t o  5) i s  t h e  r e a s o n  why t h e  P a r e n t s  A s s o c i a t i o n  l o s t  
t h e  s p e c i a l  e d u c a t i o n  t e a c h e r  f rom t h e  New York C i t y  
Board  o f  E d u c a t i o n - - a t  l e a s t  t h a t  was t h e  o f f i c i a l  w r i t t e n  
e x p l a n a t i o n  g i v e n  t o  t h e  p a r e n t s  by t h e  Board  o f  E d u c a t i o n .  
P e r s o n a l  l e t t e r  f rom C h a n c e l l o r  I r v i n g  Anker  t o  t h e  s t a f f  
a d v i s o r :  "The i n a d e q u a t e  d o l l a r  a l l o t m e n t  we r e c e i v e d  
n e c e s s i t a t e d  o u r  r e a c h i n g  t h e  unhappy d e c i s i o n  t o  t r a n s f e r  
t h e  fu n d s  p r e v i o u s l y  u s e d  f o r  p r e s c h o o l  c h i l d r e n  t o  o u r  
E a r l y  E d u c a t i o n  s e c t i o n  w here  t h e  Board  o f  E d u c a t i o n  h as  
t h e  l e g a l  r e s p o n s i b i l i t y  t o  p r o v i d e  a d e q u a t e  s e r v i c e s  f o r  
h a n d ic a p p e d  c h i l d r e n . "  ( d a t e d  December 9 ,  1976)
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CHAPTER II

THEORETICAL FRAMES OF REFERENCE

T his  s e c t i o n  w i l l  a t t e m p t  t o  e x p l i c a t e  t h e  v a r i o u s  

t h e o r i e s  and m odels  w h ic h  u n d e r p i n  a  v o l u n t a r y  a u x i l i a r y  

a s s o c i a t i o n  a s  a  ( i )  v e h i c l e  t o  o b t a i n  a  s p e c i a l i z e d  p r e ­

s c h o o l  p rog ram  and ( i i )  a  s t r u c t u r e  o f  p r o f e s s i o n a l - p a r e n t  

c o l l a b o r a t i o n .  One o f  t h e  p r i m a r y  r e a s o n s  why t h e  

e v a l u a t i o n  o f  s o c i a l  s e r v i c e  p rog ram s has  been  so  p r o b le m ­

a t i c  ( o r  d i f f i c u l t ! )  i s  t h a t  p l a n n e r s  f a i l  t o  s p e c i f y  why 

th e y  e x p e c t  t h e  p rog ram  t o  s u c c e e d  ( i . e . , t o  p ro d u c e  a  

s p e c i f i c  outcome).*" C a r o l  W eiss  o b s e r v e s  t h a t  knowing 

t h e  t h e o r e t i c a l  f o u n d a t i o n  o f  t h e  p rogram  ( p a r t i c u l a r l y  

t h e  ' c a u s a l  c o n n e c t i o n s ' )  h e l p s  t h e  e v a l u a t o r  t o  d e t e r m i n e  

w h e t h e r  a  p rog ram  f a i l s  b e c a u s e  o f  a )  p rog ram  f a i l u r e - -  

p rog ram  d i d  n o t  r e a c h  t h e  t a r g e t  p o p u l a t i o n s ,  p a r t i c i p a n t s  

d i d  n o t  c o o p e r a t e ,  e t c . ;  o r ,  b )  t h e o r y  f a i l u r e - - t h e  p r o ­

gram was p e r f e c t l y  e x e c u t e d  bu t h e  p r o c e s s  d i d  n o t  " c a u s e "
2

t h e  d e s i r e d  ou tcom e.

24



25

P r a c t i c e  S c i e n c e  and Theory

S o c i o l o g i c a l  t h e o r y  a t t e m p t s  " t o  p r o v i d e  s y s t e ­

m a t i c  e x p l a n a t i o n s  and  p r e d i c t i o n s  r e l a t i n g  t o  t h e  n a t u r e ,
3

p a t t e r n s ,  and dynamics  o f  human s o c i a l  i n t e r a c t i o n . "

H a ro ld  Lewis makes t h e  f o l l o w i n g  d i s t i n c t i o n  be tw een

" t h e o r e t i c a l  s c i e n c e "  and " p r a c t i c e  s c i e n c e " :

T h e o r e t i c a l  s c i e n c e s  s e r v e  an o r i e n t i n g  f u n c t i o n ,  
l o c a t i n g  t h e  p r a c t i t i o n e r  i n  t im e  and p l a c e  and 
p o i n t i n g  him i n  r e l e v a n t  d i r e c t i o n s .  They s u g g e s t  
n a t u r a l  and s o c i e t a l  c o n s t r a i n t s  t o  be h e ed e d ,  
l e s t  e n e r g i e s  be  w a s t e d  i n  t r y i n g  t o  change  what  
w i l l  n o t  o r  o u g h t  n o t  be  c h a n g e d .  P r a c t i c e  s c i e n c e s ,  
i n  c o n t r a s t ,  a r e  c o n c e rn e d  w i t h  t h e  how o f  p r a c t i c e ,  
p r e s c r i b i n g  p u r p o s e f u l  a c t i o n s .

L e w i s 1 d e s c r i p t i o n  o f  p r a c t i c e  s c i e n c e  i s  a k i n  t o  wha t  i s

known a s  n o r m a t iv e  t h e o r y ,  v i z . ,  a  s e t  o f  i n t e r r e l a t e d

p r o p o s i t i o n s  t h a t  p r e s c r i b e  t h e  means o f  a t t a i n i n g  c e r t a i n

g o a l s ;  n o r m a t i v e  t h e o r y  i s  n o t  s c i e n t i f i c  t h e o r y :  i t

s e l e c t s  p r i n c i p l e s  from s c i e n t i f i c  t h e o r y  and f o r m u l a t e s

them i n  a  v a l u e - a n d - a c t i o n  o r i e n t e d  f ram ew ork .

R e l a t e d  t o  t h e o r i e s  a r e  " m o d e l s " - - a  p a t t e r n  o f  

r e l a t i o n s h i p s  "which  i s  found  in  some way t o  i m i t a t e ,  

d u p l i c a t e ,  o r  a n a l a g o u s l y  i l l u s t r a t e  a  p a t t e r n  o f  r e l a t i o n ­

s h i p s  i n  o n e ' s  o b s e r v a t i o n s  o f  t h e  w o r l d ,  su ch  a s  p a t t e r n s
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i n  s o c i a l  b e h a v i o r  o r  s o c i a l  s t r u c t u r e . " ^  I n k e l e s ,  i n  

h i s  c l a s s i c  monograph What i s  S o c i o l o g y ? , s t a t e s  t h a t  no 

one model c a p t u r e s  a l l  f a c e t s  o f  s o c i a l  r e a l i t y ;  a 

p a r t i c u l a r  model s u g g e s t s  r e l e v a n t  d a t a  and  f o c u s e s  

a t t e n t i o n  t o  s p e c i f i c  v a r i a b l e s ;  a n d ,  a  model  i s  n e v e r  

t r u e  o r  f a l s e  b u t  o n ly  " u s e f u l  o r  u s e l e s s ,  s t i m u l a t i n g  o r  

u n i n t e r e s t i n g ,  f r u i t f u l  o r  s t e r i l e .

The f o l l o w i n g  t h e o r i e s  and  m ode ls  were  c o n s i d e r e d  

p r i o r  t o  t h e  s t a f f  a d v i s o r ' s  d e c i s i o n :  t h a t  a  h o s p i t a l -  

b a s e d  p a r e n t s  a s s o c i a t i o n  c o u l d  be an e f f e c t i v e  and 

e f f i c i e n t  means t o  o b t a i n  a  s p e c i a l i z e d  p r e s c h o o l  p rogram  

and an " i n s t i t u t i o n a l i z e d "  group  w i t h i n  t h e  h o s p i t a l :

(1) t h e  p r e r e q u i s i t e s  o f  a p p l i e d  r e s e a r c h ;  (2)  exchange  

t h e o r y  and t h e  norm o f  r e c i p r o c i t y ;  (3 )  l i n k a g e s  w h ich  

c o n n e c t  b u r e a u c r a c i e s  and f a m i l i e s ;  (4) i n t r o d u c i n g  change  

i n  o r g a n i z a t i o n s ;  (5)  s t r a t e g i e s  o f  accom m odat ion ,  e . g . ,  

l o c a l i t y / c o m m u n i t y  d e v e lo p m e n t ;  a n d ,  (6)  p e r s o n a l  and 

s o c i a l  d e t e r m i n a n t s  o f  v o l u n t a r y  a s s o c i a t i o n  p a r t i c i p a t i o n .

P r e r e q u i s i t e s  o f  A p p l i e d  R e s e a r c h

Two a r t i c l e s  r e c e n t l y  a p p e a r e d  on t h e  p a g es  o f  The 

New York Times w h ich  a t t e m p t e d  t o  e x p l a i n  "why" c e r t a i n
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phenomena o c c u r .  On t h e  Op-Ed p a g e ,  S id n e y  Hook, an 

e m in e n t  p h i l o s o p h e r ,  c o n c lu d e d  t h a t  i t  i s  " l u c k , "  i n  t h e  

f i n a l  a n a l y s i s , w h ich  i s  r e s p o n s i b l e  f o r  what  o c c u r s  in
g

o u r  l i v e s .  On t h e  o t h e r  h a n d ,  D r .  I b e n  Brow ning ,  a

c l i m a t o l o g i s t ,  c l a im s  t h a t  i t  i s  t h e  d r a s t i c  c l i m a t i c

s h i f t s  w h ic h  sh a p e  th e  w o r l d ' s  food  p r o d u c t i o n ,  economic
9

s t a b i l i t y  and  s o c i a l  o r d e r .

W i th o u t  q u e s t i o n i n g  t h e  v a l i d i t y  o f  Dr.  H o o k 's  

c o n c e p t  o f  " l u c k "  a s  a  m a jo r  d e t e r m i n a n t  o f  t h e  human 

c o n d i t i o n  o r  t h e  c r e d i b i l i t y  o f  Dr. B r o w n in g 's  h y p o t h e s i s  

t h a t  t h e  w o r l d ' s  economy and t h e  w o r l d ' s  s o c i a l  s t a b i l i t y  

a r e  d i r e c t l y  r e l a t e d  t o  " c l i m a t i c  c h a n g e s , "  t h e  a p p l i e d  

r e s e a r c h e r  can o n ly  c o n c l u d e  t h a t  th o u g h  b o t h  l u c k  and 

c l i m a t i c  c h a n g e s ,  may, in  f a c t ,  be t h e  m ost  c r i t i c a l  v a r i ­

a b l e s  f o r  an  a d e q u a te  e x p l a n a t i o n  o f  t h e  human c o n d i t i o n ,  

t h e y  l a c k  p r a c t i c a l i t y .  As A lv in  W. G o u ld n e r  h a s  s t a t e d  so 

c l e a r l y  and c r i s p l y ,  "Thus t h e  a p p l i e d  s o c i a l  s c i e n t i s t  i s  

c o n c e r n e d  n o t  m e r e ly  w i t h  i d e n t i f y i n g  p r e d i c t i v e l y  p o t e n t  

i n d e p e n d e n t  v a r i a b l e s ,  b u t  a l s o  w i t h  d i s c o v e r i n g  some t h a t  

a r e  a c c e s s i b l e  t o  c o n t r o l . " ^ ®  Over and  beyond " a c c e s s i ­

b i l i t y "  and  " c o n t r o l "  a r e  o t h e r  c r i t e r i a  w h ich  th e  a p p l i e d  

r e s e a r c h e r  m ust  t a k e  i n t o  a c c o u n t :  ( a )  v a l u e s - - w o u l d  t h e
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m a n i p u l a t i o n  o f  a  p a r t i c u l a r  v a r i a b l e  v i o l a t e  a  c h e r i s h e d  

community norm o r  v a l u e ;  (b) c o s t - - w o u l d  t h e  c o s t  o f  

m a n i p u l a t i n g  t h i s  o r  t h a t  v a r i a b l e  o u tw e ig h  t h e  r e s u l t i n g  

b e n e f i t s  o r  i s  t h e  c o s t  o f  a  p a r t i c u l a r  r e s o u r c e  to o  c o s t l y  

f o r  t h e  r e s e a r c h e r ;  and ,  (c)  e n t r y - - s i n c e  t h e r e  a r e  many 

d i f f e r e n t  p a t h s  t o  t h e  r e s o l u t i o n  o f  a  s o c i a l  p r o b le m ,  th e  

a p p l i e d  r e s e a r c h e r  m us t  d e t e r m i n e  w h e t h e r  t o  m a n i p u l a t e  

c e r t a i n  v a r i a b l e s  d i r e c t l y  ( f r o n t a l l y )  t o  r e a c h  a p a r t i ­

c u l a r  g o a l  ( u s u a l l y  where  he has  s u f f i c i e n t  power t o  do

s o )  o r  t o  r e a c h  t h e  g o a l  by t h e  m a n i p u l a t i o n  o f  more

11d i s t a n t l y  removed v a r i a b l e s .  A n o th e r  c o n s i d e r a t i o n  w h ich  

m ust  be  t a k e n  i n t o  a c c o u n t  i s  w h e t h e r  o r  n o t  t h e  i n d e p e n ­

d e n t  v a r i a b l e  ( t h e  p rog ram )  w i l l  have  u n a n t i c i p a t e d  ( o r  

a n t i c i p a t e d  b u t  u n i n t e n d e d )  c o n s e q u e n c e s .  As C a r o l  Weiss  

h a s  n o t e d :

The e v a l u a t o r  has  t o  keep  an eye  on t h e  " o t h e r "  
c o n s e q u e n c e s  o f  t h e  p ro g ram  h e ' s  s t u d y i n g .  A l th o u g h  
d e c i s i o n  m akers  have  n o t  a r t i c u l a t e d  them as  g o a l s ,  
he must  u n e a r t h  and  s t u d y  c o n s e q u e n c e s  t h a t  have 
s i g n i f i c a n t  im pac t  on p e o p l e  and s y s t e m s .  L ik e  th e  
f o r m u l a t i o n  o f . g o a l s ,  t h i s  e x e r c i s e  r e q u i r e s  t h o u g h t  
an d  a t t e n t i o n .

Exchange Theory and Norm o f  R e c i p r o c i t y

A c c o rd in g  to  A l v i n  W. G o u ld n e r ,  t h e  norm o f  

r e c i p r o c i t y  i n v o l v e s  two i n t e r r e l a t e d ,  m in im a l  demands:
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(1)  p e o p l e  s h o u l d  h e lp  t h o s e  who have  h e l p e d  them, a n d ,
13(2) p e o p l e  s h o u l d  n o t  i n j u r e  t h o s e  who have  h e l p e d  them.

I n  o t h e r  w o r d s ,  we owe p e o p l e  n o t  on t h e  b a s i s  o f  t h e i r  

h um an i ty  o r  t h e i r  s o c i a l  p o s i t i o n  b u t  on t h e  b a s i s  o f  

t h e i r  p r e v i o u s  a c t i o n s .  The i m p l i c a t i o n  i s  t h a t  i f  you 

want  p e o p le  t o  h e l p  y ou ,  you have  t o  h e l p  them.

G o u ld n e r  s u g g e s t s  t h a t  t h e  norm o f  r e c i p r o c i t y  i s  

a  s t a r t i n g  m echan ism ,  t h a t  i s ,  i t  a l l o w s  p e r s o n s  (o r  

p a r t i e s )  t o  i n i t i a t e  new s o c i a l  s y s t e m s :  b e c a u s e  i t  g i v e s  

e a c h  p a r t y  t h e  c o n f i d e n c e  t h a t  t h e r e  w i l l  be  a  f a i r  e x ­

change  o f  r e s o u r c e s .  G o u ldn e r  s t a t e s ,  " . . .  The norm 

o b l i g e s  t h e  one who f i r s t  r e c e i v e d  a  b e n e f i t  t o  r e p a y  i t  

a t  some t i m e ;  i t  t h u s  p r o v i d e s  some r e a l i s t i c  g rou n ds  f o r  

c o n f i d e n c e ,  i n  t h e  one who f i r s t  p a r t s  w i t h  h i s  v a l u a b l e s ,  

t h a t  he w i l l  be r e p a i d .

Whereas t h e  norm o f  r e c i p r o c i t y  assum es  t h a t  t h e  

p a r t i e s  i n v o l v e d  w i l l  have  t h e  c a p a c i t y  t o  p r o v i d e  t h e

o t h e r  w i t h  r e s o u r c e s  e i t h e r  in  t h e  p r e s e n t  o r  a t  some t im e

15i n  t h e  f u t u r e ,  t h e  "norm o f  b e n e f i c i e n c e "  r e q u i r e s  t h a t

h e lp  be  g i v e n  on t h e  b a s i s  o f  n e e d ; t h i s  norm i s  a l s o  

v iew ed  a s  a  s t a r t i n g  mechanism: t o  i n i t i a t e  s o c i a l  i n t e r ­

a c t i o n .  U s in g  t h e  a u to m o b i l e  a s  a  m e t a p h o r ,  G o u ld n e r  shows
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t h e  i n t e r r e l a t e d n e s s  o f  b o t h  n o rm s ,  " . . .  The norm o f

b e n e f i c i e n c e  i s  an i g n i t i o n  k ey  t h a t  a c t i v a t e s  t h e

s t a r t i n g  e n g i n e  ( t h e  norm o f  r e c i p r o c i t y )  w h ic h ,  in  t u r n ,

g e t s  t h e  m o t o r - - t h e  o n g o in g  c y c l e  o f  m u tu a l  e x c h a n g e - - t o  

..16t u r n  o v e r .

What r e s o u r c e s  does e a c h  p a r t y  r e q u i r e ?  T e n s io n  and 

c o n f l i c t  w i l l  be p e r v a s i v e  i f  t h e  v a r i o u s  a c t o r s  w i t h i n  a 

s o c i a l  sy s te m  want  p a r t i c u l a r  a s s e t s  (which  b e lo n g  t o  

s p e c i f i c  a c t o r s )  r a t h e r  t h a n  a c e r t a i n  c l a s s  o f  a s s e t s .  To 

want  p a r t i c u l a r  r e s o u r c e s  i s  t o  engage  i n  a  z e r o - s u m  game: 

r e s o u r c e s  can  o n ly  be a c c u m u la t e d  by t a k i n g  them from a n ­

o t h e r :  t o  win  means t h a t  someone e l s e  has  t o  l o s e .  To want  

r e s o u r c e s  b u t  n o t  n e c e s s a r i l y  th e  i d e n t i c a l  r e s o u r c e s  w h ich  

b e lo n g  t o  t h e  o t h e r  e l i m i n a t e s  th e  t e n s i o n - l a d e n  z e ro - s u m  

game.

The exchange  t h e o r y  o f  s o c i a l  o r g a n i z a t i o n  i s  b a se d  

on t h e  " s e l f - i n t e r e s t s  o f  a c t o r s  who a r e  s e e k i n g  b e n e f i t s  

t h r o u g h  r e c i p r o c a l  e x ch a n g es  w i t h  o t h e r s ,  b u t  o v e r  t im e  

t h e s e  p r o c e s s e s  d e v e lo p  i n t o  s t a b l e  p a t t e r n s  o f  s o c i a l

17o r d e r  . . . tow ard  w h ic h  t h e  p a r t i c i p a n t s  a r e  c o m m i t t e d . "

The exchang e  t h e o r y  r e s t s  on t h e  f o l l o w i n g  a s s u m p t i o n s : ^
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a )  a c t i v i t y  i s  g o a l  d i r e c t e d ;

b) a c t i v i t i e s  i n v o l v e  c o s t  t o  t h e  a c t o r :  t i m e ,  

e n e r g y ,  o r  r e s o u r c e s  e x p en d ed ;

c)  a c t o r s  w an t  economy: t h e  b e n e f i t s  s h o u l d  o u tw e ig h  

t h e  c o s t ;

d) a c t i v i t i e s  w h ic h  t e n d  to  p r o d u c e  r e s u l t s  ( b e n e f i t s  

o u tw e ig h  t h e  c o s t )  a r e  u s u a l l y  p e r p e t u a t e d  t h r o u g h  

t im e .

H a ro ld  Weissman s p e c i f i e s  t h e  v a r i o u s  t y p e s  o f

r e w a rd s  p a r t i c i p a n t s  ( i n d i v i d u a l s  a s  w e l l  a s  o r g a n i z a t i o n s )

19can o b t a i n  a s  t h e y  engage  i n  s o c i a l  i n t e r a c t i o n :

a )  E m o t io n a l  ( f r i e n d s h i p ,  p r a i s e ,  s e l f - e s t e e m ) ;

b)  S e r v i c e s  t h a t  t h e  a s s o c i a t i o n  p r o d u c e s  ( e . g . ,  a  

new s c h o o l ,  more p o l i c e  p r o t e c t i o n ) ;

c )  I d e o l o g i c a l - - s u c h  a s  b e i n g  a  good Am erican  o r  a  

good C h r i s t i a n ;

d) N e g o t i a b l e - - i n  sy s te m s  o t h e r  th a n  t h e  p a r t i c u l a r  

a s s o c i a t i o n ,  s u c h  a s  g e t t i n g  o n e s e l f  i n  t h e  p u b l i c  

eye  o r  e n h a n c in g  t h e  p r e s t i g e  o f  o n e ' s  c h u rc h  o r  

e t h n i c  g r o u p .

An a s s o c i a t i o n ,  a c c o r d i n g  t o  Weissman,  can  v a r y  t h e  q u a n t i t y

and q u a l i t y  o f  t h e  a f o r e m e n t i o n e d  r e w a r d s  by m a n i p u l a t i n g
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20i t s  g o a l s ,  p r o c e d u r e s ,  o r  s t r u c t u r e .  Such m a n i p u l a t i o n  

becomes n e c e s s a r y  s i n c e  p e o p l e  a r e  w i l l i n g  to  i n v e s t  t h e i r  

r e s o u r c e s  ( c o s t )  i f  and o n ly  i f  t h e r e  a r e  c o m p e n s a t in g  r e ­

w a r d s .  F o r  e x am p le ,  s i n c e  s e r v i c e  r e w a r d s  ( e . g . ,  o b t a i n i n g  

a s p e c i a l i z e d  p r e s c h o o l  p rog ram )  may t a k e  a  c o n s i d e r a b l e  

t im e  t o  be p r o d u c e d ,  p a r t i c i p a n t s  u s u a l l y  r e q u i r e  some o t h e r  

forms o f  r e w a r d s  t o  g i v e  them t h e  m o t i v a t i o n  t o  c o n t i n u e  t o  

p a r t i c i p a t e  i n  t h e  a s s o c i a t i o n .  U n le s s  t h e  a s s o c i a t i o n  can 

o f f e r  t h e s e  o t h e r  r e w a r d s ,  r e c r u i t m e n t  o f  new p a r t i c i p a n t s  

w i l l  be m os t  d i f f i c u l t .

V o l u n t a r y  and A u x i l i a r y A s s o c i a t i o n s

An a s s o c i a t i o n  i s  a s o c i a l  o r g a n i z a t i o n  t h a t  i s  

c r e a t e d  t o  a c h i e v e  r e l a t i v e l y  s p e c i f i c  and l i m i t e d  g o a l s .  

Eugene L i tw a k  c o n s i d e r s  a  l o c a l  v o l u n t a r y  a s s o c i a t i o n  a  good 

b r i d g e  o r  l i n k a g e  be tw een  t h e  " g r a s s  r o o t s "  and " b u r e a u ­

c r a c i e s "  b e c a u s e  ( i )  a  v o l u n t a r y  a s s o c i a t i o n  c l o s e l y  r e ­

sem bles  t h e  s t r u c t u r e  o f  th e  f a m i l y  u n i t ;  a n d ,  ( i i )  t h e  

c r e a t i o n  o f  a  v o l u n t a r y  a s s o c i a t i o n  does  n o t  u s u a l l y  r e q u i r e  

a  heavy i n v e s t m e n t  o f  r e s o u r c e s :  and  s p e c i a l i z e d  knowledge

can be l e a r n e d  in  t h e  p r o c e s s  o f  d o in g  ( i . e . ,  r e a c h i n g
21c e r t a i n  g o a l s ) .



An a u x i l i a r y  a s s o c i a t i o n  su c h  a s  a  P a r e n t s  A s s o c i ­

a t i o n  i s  a t t a c h e d  t o  a  f o r m a l  o r g a n i z a t i o n  ( b u r e a u c r a c y ) :

s p o n s o r e d  by t h e  f o r m a l  o r g a n i z a t i o n :  and has  a q u a s i - l e g a l

22s t a t u s  w i t h i n  t h e  o r g a n i z a t i o n .  An a u x i l i a r y  a s s o c i a t i o n  

has  t h e  f o l l o w i n g  a d v a n t a g e s ;  i t  can  accommodate a  l a r g e  

number o f  p e r s o n s ; i t  r e q u i r e s  a  m o d e r a te  amount o f  

e x p e r t i s e ;  i t  can o f f e r  r e w a r d s  t h r o u g h  t h e  p r e s t i g e  o f  

o f f i c e s  h e l d ,  p u b l i c  r e c o g n i t i o n ,  e t c . , ;  and  i t  a p p e a r s  to

be most  e f f e c t i v e  when th e  p a r t i c i p a n t s  a l r e a d y  s u p p o r t  t h e

f o r m a l  o r g a n i z a t i o n ' s  g o a l s .

Over and  beyond t h e s e  a f o r e m e n t i o n e d  a d v a n t a g e s ,  an 

a u x i l i a r y  a s s o c i a t i o n  i s  c a p a b l e  o f  f l e x i b i l i t y  i n  te rm s  o f  

i t s  g o a l s ,  s t r u c t u r e  and  p r o c e d u r e s .  I t  has  t h e  f o l l o w i n g  

d i m e n s i o n s :

a )  i n t e r a c t i o n  can v a r y  from i n t i m a t e  and  i n f o r m a l  t o

f o r m a l ;

b)  l i m i t e d  membership  o r  u n l i m i t e d  m em bersh ip ;

c )  l o c a l  o r  n o n l o c a l  p a r t i c i p a n t s ;

d) may v a r y  i n  t h e  d e g re e  t o  w h ich  t h e  members a r e

f o c u s e d  on th e  g o a l s  o f  th e  s p o n s o r i n g  o r g a n i z a t i o n

e )  f r e q u e n c y  o f  m e e t i n g s ;

f )  can  m a i n t a i n  f u n c t i o n a l  autonomy o r  be c o m p l e t e l y
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d e p e n d e n t  on t h e  f o r m a l  o r g a n i z a t i o n  f o r  r e s o u r c e s  

( e . g . ,  f i n a n c i a l ,  l a b o r ,  e q u i p m e n t ) .

A l th o u g h  an a u x i l i a r y  a s s o c i a t i o n  r e p r e s e n t s ,  a t  

l e a s t  in  p r i n c i p l e ,  an i d e a l  s t r u c t u r e  f o r  t h e  c o l l a b o r a t i o n  

be tw een  p r o f e s s i o n a l  ( b u r e a u c r a c y )  and p a r e n t s  (community /  

f a m i l y ) ,  c o n f l i c t  and t e n s i o n  a r e  i n h e r e n t :  b e c a u s e  t h e r e  

i s  t h e  p o s s i b i l i t y  f o r  e i t h e r  t h e  a u x i l i a r y  o r  t h e  f o r m a l  

o r g a n i z a t i o n  t o  t a k e  c o n t r o l  ( e . g . ,  i n  some s c h o o l s  P a r e n t  

T e a c h e r  A s s o c i a t i o n s  a r e  d o - n o t h i n g  a u x i l i a r y  a s s o c i a t i o n s  

b e c a u s e  t h e  s c h o o l ' s  a d m i n i s t r a t i v e  s t a f f  l i m i t s  t h e  

r e s o u r c e s  a v a i l a b l e  t o  t h e  a u x i l i a r y  g r o u p ,  o r  i n  some 

i n s t a n c e s ,  a  P .T .A .  becomes so  p o w e r f u l  t h a t  t h e  a d m i n i s ­

t r a t i o n  f e e l s  c o m p e l l e d  t o  c o n s u l t  t h e  a u x i l i a r y  group  on 

even  t r i v i a l  d e c i s i o n s ) .  In  m os t  c a s e s ,  t h e  f o r m a l  o r g a n i ­

z a t i o n  c o n t r o l s  t h e  a u x i l i a r y  r a t h e r  t h a n  t h e  r e v e r s e ;  and 

i n  m ost  c a s e s ,  a  f o r m a l  o r g a n i z a t i o n  f i n d s  i t  more d i f f i c u l t  

t o  t a k e  c o n t r o l  o f  a  g roup  o u t s i d e  i t s  b o u n d a r i e s .

I n t r o d u c i n g  Change in  O r g a n i z a t i o n s

Change i n  an o r g a n i z a t i o n  can  come from e i t h e r  t h e

e x t e r n a l  e n v i r o n m e n t  o r  f rom w i t h i n  t h e  i n t e r n a l  e n v i r o n -

23ment o f  t h e  o r g a n i z a t i o n .  The e x t e r n a l  e n v i ro n m e n t
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c o n s i s t s  o f :  a )  t h e  n a t u r a l  e n v i r o n m e n t ,  b) p o p u l a t i o n  

t r e n d s ,  c)  t e c h n o lo g y ,  d) t h e  human b e i n g - - m o t i v a t i o n  and 

i n t e l l e c t u a l  c a p a c i t y ,  e)  s o c i a l  e n v i r o n m e n t - - i n c l u d e s  a l l  

o t h e r  o r g a n i z a t i o n s  w i t h  w h ich  t h e  p a r t i c u l a r  a s s o c i a t i o n  

comes i n t o  c o n t a c t .  The i n t e r n a l  en v i ro n m en t  may i n v o l v e :  

a ' )  d i s r e g a r d  o r  i n a d e q u a t e  f u l f i l l m e n t  o f  o r g a n i z a t i o n a l  

n e e d s ,  b ' )  d i f f e r e n c e s  in  a c t i v i t i e s  and power among 

p a r t i a l l y  autonomous s u b u n i t s ,  c 1) a l l o c a t i o n  o f  t h e  b e n e ­

f i t s  o f  o r g a n i z a t i o n a l  f u n c t i o n i n g .

There  i s  no a b s o l u t e  s t a n d a r d  by w h ic h  t o  m easure

any g iv e n  change  a s  e i t h e r  f u n d a m e n ta l  o r  m e r e ly  a  r o u t i n e

a d j u s t m e n t .  O lsen  makes t h e  f o l l o w i n g  o b s e r v a t i o n :

T h is  d i s t i n c t i o n  be tw een  change  " w i t h i n "  and " o f "  
o r g a n i z a t i o n s  i s  a d m i t t e d l y  a r b i t r a r y ,  d e p e n d in g  on 
which  f e a t u r e s  o f  t h e  o r g a n i z a t i o n  a r e  t a k e n  to  be 
c r u c i a l  and which  m e r e ly  p e r i p h e r a l ,  and on how much 
v a r i a t i o n  can o c c u r  in  a  key  f e a t u r e  b e f o r e  i t  i s  
c o n s i d e r e d  t o  have  c h an g e d .  . . .

The key f e a t u r e s  o f  an o r g a n i z a t i o n  u s u a l l y  i n c l u d e s  i t s  

b o u n d a r i e s ,  p a t t e r n s  o f  s o c i a l  o r d e r ,  d e c i s i o n - m a k i n g  p r o ­

c e s s ,  p r e d o m in an t  v a l u e s ,  e t c .  Any change  w h ich  has  a 

d e c i s i v e  im pac t  ( p o s i t i v e  o r  n e g a t i v e )  on any o f  t h e s e  key 

f e a t u r e s  can be c o n s i d e r e d  a  change  " o f "  r a t h e r  th a n  a 

change  " w i t h i n . "

Change w i t h i n  an o r g a n i z a t i o n  can be t r i g g e r e d  by
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t h e  p r o c e s s  o f  t h e  o r g a n i z a t i o n ' s  s u b u n i t s  a t t e m p t i n g  to  

g a i n  t h e i r  own g o a l s .  As s u b u n i t s  ( d e p a r t m e n t s ,  b u r e a u s ,  

d i v i s i o n s )  e x e r c i s e  power i n  r e l a t i o n  t o  o t h e r  s u b u n i t s - -

i . e . ,  p r o c u r i n g  r e s o u r c e s - - b o t h  t h e  s u b u n i t ( s )  and  t h e  

l a r g e r  o r g a n i z a t i o n  a r e  l i k e l y  t o  c h a n g e .  The d e g r e e  t o  

w h ich  th e  change  may s p r e a d  t h r o u g h o u t  t h e  o r g a n i z a t i o n  o r  

h a s  a  d e c i s i v e  im p a c t  on th e  key  f e a t u r e s  w i t h i n  t h e  

o r g a n i z a t i o n  depends  on t h e  amount o f  power e x e r c i s e d  by 

t h e  g iv e n  s u b u n i t .  In  o t h e r  w o r d s ,  t h e  more p o w e r f u l  t h e  

P a r e n t s  A s s o c i a t i o n  th e  g r e a t e r  w i l l  be  i t s  e f f e c t s  ( e . g . ,  

t h e  s p r e a d )  o f  t h e  chang e  on o t h e r  p a r t s  o f  t h e  o r g a n i z a t i o n .

Any change  i n t r o d u c e d  i n t o  an o r g a n i z a t i o n ,  i r r e s ­

p e c t i v e  o f  i t s  s o u r c e ^ w i l l  p r o b a b l y  m ee t  w i t h  r e s i s t a n c e  in  

v a r y i n g  d e g r e e s  f rom w i t h i n  t h e  o r g a n i z a t i o n .  I t  i s  n o t  

n e c e s s a r i l y  human p e r v e r s i t y  w h ic h  c r e a t e s  ' r e s i s t a n c e  t o  

c h a n g e . '  Over a  p e r i o d  o f  t im e  an o r g a n i z a t i o n  c r e a t e s  a 

s h a r e d  s o c i a l  o r d e r  and a  s h a r e d  c u l t u r e ;  any change  o r  

i n n o v a t i o n ,  p a r t i c u l a r l y  i f  i t  a f f e c t s  a  key  f e a t u r e ,  w i l l  

be  p e r c e i v e d  by some a s  d e s t r u c t i v e  r a t h e r  t h a n  b e n e f i c i a l  

t o  t h e  o r g a n i z a t i o n .
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Community Development

The p r o c e s s  by w h ich  ' p e o p l e  h e lp  t h e m s e l v e s 1

t h r o u g h  r a t i o n a l  d i s c o u r s e  and r e a s o n a b l e  a c t i o n  i s  a  form

o f  community o r g a n i z a t i o n  w h ic h  has  been  t r a d i t i o n a l l y

r e f e r r e d  t o  a s  community o r  l o c a l i t y  d e v e lo p m e n t .  I t  i s  a

p r o c e s s  ( o r  method)  w h ich  e n c o u r a g e s  t h e  g i v e n  p a r t i c i p a n t s

t o  a c c e p t  t h e  p r o p o s i t i o n  t h a t  t h e y  ajs c i t i z e n s  p o s s e s s  t h e

power t o  e i t h e r  a l t e r ,  c h a n g e ,  m o d ify  o r  o v e r h a u l  any

p r o b l e m a t i c  s i t u a t i o n  i n  w h ich  t h e y  f i n d  t h e m s e l v e s .  Only

r e c e n t l y  an  a r t i c l e  e n t i t l e d ,  "Give The P e o p l e  A V i s i o n "

by Rev. J e s s e  L.  J a c k s o n  (an a s s o c i a t e  o f  t h e  l a t e  Rev. Dr.

M a r t in  L u t h e r  K in g ,  J r . )  a p p e a r e d  i n  t h e  Sunday New York

Times M a g a z in e , a c c e n t u a t e d  t h e  t h e s i s  t h a t  more law s o r

more governm en t  p rog ram s w i l l  n o t  s u b s t a n t i a l l y  r e d u c e  t h e

25m i s e r y  e x p e r i e n c e d  by t h e  B la c k  community .  He b e l i e v e s  

t h a t  t h e  onus f o r  improvement  (be i t  s c h o o l s ,  p o v e r t y ,  

c r im e  i n  l o c a l  n e i g h b o r h o o d s ,  e t c . )  r e s t s  on t h e  s h o u l d e r s  

o f  t h e  B la c k  c o m m u n i ty - -n o t  on t h e  governm ent  n o r  on t h e  

c h a r i t y  o r  good w i l l  o f  t h e  w h i t e  community .  The a r t i c l e  

c o n c l u d e s  w i t h  t h e  f o l l o w i n g  p a s s i o n a t e  a p p e a l  f o r  s e l f -  

h e lp  e f f o r t s :
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The f i r s t  and im m edia te  t a s k  f o r  American b l a c k s  i s  
t o  r i s e  up from t h e  d e c a d en c e  in  w h ich  we f i n d  o u r -  
s e l v e s  i n  th e  c i t i e s ,  and t o  do so  by t h e  f o r c e  o f  
o u r  w i l l ,  o u r  i n t e l l e c t ,  o u r  e n e r g y  and  o u r  f a i t h  in  
o u r s e l v e s .  I t  i s  a  h i s t o r i c  o p p o r t u n i t y  we c a n n o t  
a f f o r d  t o  m i s s . ^

I n  community d e v e lo p m e n t ,  t h e  p a r t i c i p a n t  i s

27 2p e r c e i v e d  a s  t h e  m os t  s i g n i f i c a n t  and c r i t i c a l  r e s o u r c e .  * 

T h ere  i s  t h e  r e c o g n i t i o n  t h a t  o f t e n  a p r o f e s s i o n a l  o r  

c h a n g e - a g e n t  i s  r e q u i r e d  t o  g u id e  o r  t o  e n a b l e  a  g r o u p - -  

t y p i c a l l y  s m a l l  g r o u p s - - t o  d e v e lo p  t h e  s k i l l s  t h a t  a r e  

r e q u i r e d  t o  r e a c h  c e r t a i n  g o a l s  ( e . g . ,  o b t a i n i n g  a  s e r v i c e ) .  

As t h e  g roup  b e g i n s  to  a c q u i r e  o r g a n i z a t i o n a l  o r  communi­

c a t i o n  s k i l l s  and a s  t h e  p a r t i c i p a n t s  b e g in  to  e x p e r i e n c e  

a  s e n s e  o f  a cc o m p l i sh m en t  ( i . e . ,  a c h i e v i n g  t h e i r  g o a l s ) ,  

t h e  p r o f e s s i o n a l  c a n ,  in  a c c o r d a n c e  w i t h  t h e  p r e c e p t s  o f  

community d e v e lo p m e n t ,  w i th d r a w :  so  t h a t  t h e  p a r t i c i p a n t s  

can  b e g in  t o  a c c e p t  more and  more t h e  r e s p o n s i b i l i t y  f o r  

t h e i r  a c t i o n s .

Community deve lo p m en t  i s  b o t h  a  method and an end 

in  o f  i t s e l f .  I t  i s  a  m e t h o d / s t r a t e g y  b e c a u s e  i t  e n d o r s e s  

a p a r t i c u l a r  a p p r o a c h  t o  r e s o l v e  s o c i a l  p r o b le m s :  a s m a l l  

g roup  o f  c i t i z e n s / c o n s u m e r s  w o rk in g  t o g e t h e r  w i t h  a 

p r o f e s s i o n a l  engage  i n  a  p r o b l e m - s o l v i n g  p r o c e s s :  which  i s  

t h e n  f o l l o w e d  by a  c o u r s e  o f  a c t i o n .  The i m p l i c a t i o n  i s
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t h a t  t h e  p a r t i c i p a n t s  s h a r e  a  s e t  o f  common p e r c e p t i o n s  as  

t o  t h e  d e f i n i t i o n  o f  t h e  p ro b lem  a s  w e l l  a s  t h e  means t o  

r e s o l v e  t h e  p ro b le m .  Community de v e lo p m e n t  r e p r e s e n t s  a  

' s t r a t e g y  o f  accom m odat ion '  o r  a  method w h ich  r e l i e s  on 

c o n s e n s u s .  Whereas c o n c u r r e n c e  ( o r  r a t i o n a l  p r o b le m ­

s o l v i n g )  i s  a lw ays  employed ,  and n e g o t i a t i o n  ( t h e r e  may be 

d i s a g r e e m e n t  a b o u t  e i t h e r  g o a l s  o r  means o r  b o t h  b u t  e ac h  

p a r t y  i s  w i l l i n g  t o  r e a c h  a r e a s o n a b l e  a g re e m e n t  t h r o u g h  

g i v e - a n d - t a k e )  som etim es u s e d ,  c o n t e s t  i s  r a r e l y  employed 

(open c o n f r o n t a t i o n  i s  a  p r i m a r y  t a c t i c  and v i c t o r y  i s  t h e  

g o a l ) .

Community d ev e lo p m en t  i s  an  end i n  o f  i t s e l f  t o  t h e  

e x t e n t  t h a t  i t  e m p h a s iz e s  t h e  p r o c e s s  t h r o u g h  w h ich  

p a r t i c i p a n t s  l e a r n  t h e  s k i l l s  o f  c i t i z e n s h i p  and t h e y  

i n t e r n a l i z e  d e m o c r a t i c  a t t i t u d e s ;  t h e  a c h i e v e m e n t  o f  

s p e c i f i c  ( t a s k )  g o a l s  i s  n o t  t h e  s i n e  qua  n o n . What i s  

e s s e n t i a l  i s  t h a t  th e  p a r t i c i p a n t s  f e e l  l e s s  a l i e n a t e d  

f rom t h e  d e m o c r a t i c  p o l i t i c a l  p r o c e s s .  In  o t h e r  w o rd s ,  

what  r e a l l y  c o u n t s  i s  t h e  p r o c e s s  o f  l e a r n i n g  r a t h e r  th a n  

any p a r t i c u l a r  ou tcom e,  th ough  s u c c e s s f u l  outcomes a r e  

n e e d e d  t o  s u s t a i n  t h i s  p r o c e s s  o f  l e a r n i n g .  What c o u n t s  i s  

t h a t  p e o p l e  b e g in  t o  f e e l  t h a t  t h e y  have  some c l o u t  i n  a
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complex and  c o m p l i c a t e d  w o r l d .

E very  s t r a t e g y  g e n e r a t e s  an a r r a y  o f  t a c t i c s .  I n

t h e i r  book I n t r o d u c i n g  S o c i a l  Change: A Manual  F o r

Community D e v e lo p m e n t , A r e n s b e r g  and  N i e h o f f  l i s t  a

v a r i e t y  o f  t a c t i c s  w h ic h  a r e  i n  c o n so n a n c e  w i t h  t h e  i d e -

29o lo g y  o f  community d e v e lo p m e n t :

1 . e s t a b l i s h m e n t  o f  com m unica t ion  c h a n n e l s  w i t h  t h e  
t a r g e t  o f  r e c i p i e n t  p o p u l a t i o n ;

2 .  s e l e c t i n g  an  i n n o v a t i o n  w h ich  i s  h i g h l y  d e s i r e d  
by t h e  t a r g e t  p o p u l a t i o n ;

3 .  a d o p t i n g  t h e  i n n o v a t i o n  t o  t h e  e x i s t i n g  c u l t u r a l  
p a t t e r n ;

4 .  f l e x i b i l i t y - - m o d i f y  t h e  p rog ram  o r  i n n o v a t i o n  i f  
i t  m ee ts  w i t h  community r e s i s t a n c e ;

5 .  p e o p l e  s h o u l d  p a r t i c i p a t e - - b y  c o n t r i b u t i n g  t h e i r  
t i m e ,  l a b o r  so  t h a t  t h e  i n n o v a t i o n  o r  p r o j e c t
w i l l  c o n t i n u e  even a f t e r  t h e  p r o f e s s i o n a l  w i th d r a w s  
f rom t h e  p r o j e c t ;

6 .  t i m i n g - - t o  p r o v i d e  a  s e r v i c e  o r  t o  i n t r o d u c e  an 
i n n o v a t i o n  when i t  i s  c o n s i d e r e d  v i t a l  and  c r i t i c a l  
t o  th e  community;  som etim es  a  c r i s i s  i s  t h e  b e s t  
t im e  t o  g e t  a  f a v o r a b l e  h e a r i n g  f o r  an i d e a ;

7 .  s e l e c t i o n  o f  an i n n o v a t i o n  o r  p r o j e c t :

a )  a d a p t i v e - - a  m o d i f i c a t i o n  o f  a  s e t  o f  e x i s t i n g  
b e l i e f s  o r  p r a c t i c e s  ( e . g . ,  a  community d e v e l o p ­
ment p r o j e c t  may be t h e  improvement  o f  e x i s t i n g  
h o u se s  o r  r o a d s )

b) a d d i t i v e - - t h e  community o r  t a r g e t  p o p u l a t i o n  
w i l l  be  g e t t i n g  wha t  i t  n e v e r  had b e f o r e
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c) replacement--Che innovation is to replace a 
set of existing beliefs or practices

A r e p l a c e m e n t  i n n o v a t i o n  i s  t h e  m ost  p r o b l e m a t i c
s i n c e  t h e r e  i s  t h e  p o t e n t i a l  f o r  a  c l a s h  o f  v a l u e s .

P a u l  Kurzman, i n  d e s c r i b i n g  t h e  e x p e r i e n c e s  o f  c i v i l  

r i g h t s  o r g a n i z e r s  in  t h e  So u th  i n  t h e  1 9 6 0 ’ s a t  t h e  h e i g h t  

o f  t h e  c i v i l  r i g h t s  s t r u g g l e ,  p r o f f e r s  t h r e e  p h a s e s  w h ic h  

o p p r e s s e d  p e o p l e  have  t o  p a s s  t h r o u g h  b e f o r e  t h e y  a r e  a b l e  

t o  g a i n  t h e  c o n f i d e n c e  and c o n v i c t i o n  t h a t  t h e y  do i n  f a c t

p o s s e s s  t h e  p o w e r / s k i l l / i n f l u e n c e  t o  b r i n g  a b o u t  s o c i a l

. 30c h a n g e .

Ph ase  1 . The o r g a n i z e r  d e m o n s t r a t e s  t h a t  s / h e  has  no 

f e a r  i n  e i t h e r  c o n f r o n t i n g  o r  n e g o t i a t i n g  w i t h  t h e  

e s t a b l i s h m e n t  and t h a t  chang e  i s  in d e e d  p o s s i b l e  and 

t h a t  th e  outcome o f  su c h  c o n f r o n t a t i o n  i s  n o t  a s  

t r a g i c  a s  i s  o f t e n  im a g in e d .  The e s s e n t i a l  i n g r e d i e n t  

i s  t h a t  t h e  c i t i z e n s  who w i l l  e v e n t u a l l y  r e l y  l e s s  and  

l e s s  on t h e  o r g a n i z e r  have  t h e  o p p o r t u n i t y  t o  o b s e r v e  

t h e  o r g a n i z e r  i n  a c t i o n  a s  he  c o n f r o n t s  o r  n e g o t i a t e s  

w i t h  t h e  s y s te m .

Phase  2 . A t r a n s i t i o n  where  t h e  o r g a n i z e r  moves away 

from h i s  o r  h e r  a d v ocacy  model  t o  a community d e v e l o p ­

ment m ode l :  t h e  t r a n s m i s s i o n  o f  knowledge  and d e v e l o p ­

ment o f  l e a d e r s h i p  w i t h i n  t h e  c l i e n t  g r o u p .



Phase  3 . The o r g a n i z e r  ( o r  s t a f f  p e r s o n )  assum es  t h e  

r o l e  o f  c o n s u l t a n t  on t e c h n i c a l  m a t t e r s  and  " f r e ­

q u e n t l y  a s  an a g e n t  f o r  c o n t i n u e d  l e a d e r s h i p  d e v e l o p ­

ment  and t r a i n i n g  w i t h i n  t h e  g r o u p . "

P a r t i c i p a t i o n  in  A s s o c i a t i o n s

A l th o u g h  o u r  c o u n t r y  has  o f t e n  been  c h a r a c t e r i z e d  

a s  a  n a t i o n  o f  j o i n e r s  ( b e c a u s e  t h e r e  a r e  c o u n t l e s s  

v o l u n t a r y  a s s o c i a t i o n s  o f  a l l  s i z e s  and  s h a p e s ) , n o t  e v e r y  

member o f  an a s s o c i a t i o n  i s  an a c t i v e  p a r t i c i p a n t ;  some 

p e o p l e  pay  t h e i r  dues  b u t  n e v e r  go t o  m e e t i n g s  o r  o n l y  go 

once  o r  t w i c e  a  y e a r ;  some j o i n  c o m m i t t e e s ;  o t h e r s  ru n  

f o r  o f f i c e .  I n  o t h e r  w o r d s ,  " p a r t i c i p a t i o n "  i s  a  d i f f i ­

c u l t  v a r i a b l e  t o  o p e r a t i o n a l i z e .  What i s  more d i f f i c u l t  

t o  d e t e r m i n e  t h a n  t h e  d e f i n i t i o n  i s  what  m o t i v a t e s  o r  

p ro m p ts  p e o p l e  t o  p a r t i c i p a t e .  R e s e a r c h  on t h e  p e r s o n a l /  

s o c i a l  d e t e r m i n a n t s  o f  p a r t i c i p a t i o n  w i t h i n  a s s o c i a t i o n s

31have a r r i v e d  a t  t h e  f o l l o w i n g  e m p i r i c a l  g e n e r a l i z a t i o n s :

1. P a r t i c i p a t i o n  i s  a f f e c t e d  by an i n d i v i d u a l ' s  s o c i a l  

b a c k g r o u n d :

a )  l i f e - c y c l e  s t a g e - - e . g . ,  p a r e n t s  have a  h i g h e r

r a t e  o f  p a r t i c i p a t i o n  t h a n  a d u l t s  w i t h o u t  c h i l d r e n ;

b)  s o c io e c o n o m ic  s t a t u s - - h i g h e r  r a t e s  o f  p a r t i c i -
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p a t i o n  when a  p e r s o n  p o s s e s s e s  a  good o c c u p a t i o n ,  

c o l l e g e  b a c k g r o u n d ,  home o w n e r s h i p ;

c )  s e x ,  r a c e ,  e t h n i c i t y  can have  an im p a c t  on 

p a r t i c i p a t i o n ;

d) f o r m a l  o r g a n i z a t i o n a l  a f f i l i a t i o n s  and  r o l e s  have  

an  i m p a c t ;

e )  r e s i d e n c e  and l e n g t h  o f  t im e  r e s i d e n t  s t a y s  in  a 

g iv e n  l o c a t i o n  have  an im pac t  on p a r t i c i p a t i o n ;

2 .  So c io eco n om ic  l e v e l  o f  a  g iv e n  community- - I f  an 

i n d i v i d u a l  w i t h  ( s a y )  a  l i m i t e d  e d u c a t i o n a l  b ack g ro u n d  

l i v e s  in  a  community o f  h i g h  so c io e c o n o m ic  s t a t u s ,  t h i s  

i n d i v i d u a l  w i l l  p r o b a b l y  p a r t i c i p a t e  more  t h a n  a  h i g h l y  

e d u c a t e d  p e r s o n  who may l i v e  i n  a  community w i t h  l e s s  s o c i o ­

economic  s t a t u s ;

3 .  E l i g i b i l i t y  ( f o r m a l  and  i n f o r m a l )  r e q u i r e m e n t s  f o r  

m embership  can  e i t h e r  in d u c e  o r  p r e v e n t  p a r t i c i p a t i o n ;

4 .  R e w a rd s . " . . .  P e o p le  a r e  more l i k e l y  t o  p a r t i c i ­

p a t e  a c t i v e l y  when t h e i r  p a r t i c i p a t i o n  w i l l  make a  

d i f f e r e n c e ,  when th e y  f e e l  t h e i r  e f f o r t s  may h e l p  t o  i n f l u ­

e n c e  a  d e c i s i o n ,  e s t a b l i s h  a  p ro g ra m ,  a t t a i n  a g o a l ,  a n d ,

in  g e n e r a l ,  b r i n g  a b o u t  a  s t a t e  o f  a f f a i r s  t h e y  want  t o  

•.32g a i n .  . . .
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5 .  O r g a n i z a t i o n a l  f a c t o r s - - t h e  d e g re e  t o  w h ich  t h e  

a s s o c i a t i o n  e n c o u r a g e s  p a r t i c i p a t i o n  i s  an i m p o r t a n t  

v a r i a b l e ;

6 .  P e r s o n a l  s k i l l s  s u c h  a s  v e r b a l  a b i l i t i e s ,  g e n e r a l  

i n t e l l i g e n c e ,  n u m e r i c a l  a b i l i t i e s ,  s o c i a l  s k i l l s :  t h e r e  i s  

a  p o s i t i v e  c o r r e l a t i o n  b e tw een  h i g h  v e r b a l  m e a s u re s  o f  

i n t e l l i g e n c e  and h i g h  r a t e s  o f  membership  and  p a r t i c i p a t i o n .

The c r e a t i o n  o f  an a u x i l i a r y  a s s o c i a t i o n  ( P a r e n t s  

A s s o c i a t i o n ) - - a  h o s p i t a l - b a s e d  g ro u p - -w a s  b a s e d  on t h e  

f o l l o w i n g  v a l u e  p r e f e r e n c e s  and  d e s c r i p t i v e  h y p o t h e s e s * :

Value  A. T ha t  consum ers  o f  s e r v i c e s  ( o r  p a r e n t s  o f  

d e v e l o p m e n t a l l y  h a n d ic a p p e d  c h i l d r e n )  o u g h t  t o  p a r t i c i p a t e  

i n  t h e  p r o c e s s  o f  o b t a i n i n g  a  s e r v i c e :  b e c a u s e  i n  a  democ­

r a c y  c i t i z e n s  qua  c i t i z e n s  s h o u l d  p a r t i c i p a t e  i n  a s  many 

a s p e c t s  o f  l i f e  w h ic h  e i t h e r  d i r e c t l y  o r  i n d i r e c t l y  a f f e c t

*A v a l u e  p r e f e r e n c e  s t a t e s  what  o u g h t  t o  be b u t  an 
o u g h t  c a n n o t  be a u t o m a t i c a l l y  o r  l o g i c a l l y  d e r i v e d  from a 
p r o p o s i t i o n  o f  w ha t  i s .  A d e s c r i p t i v e  h y p o t h e s i s  does  n o t  
p r o f f e r  c a u s a l  c o n n e c t i o n s  b e tw een  i n d e p e n d e n t  and  d e p e n d e n t  
v a r i a b l e s  b u t  o n l y  s t i p u l a t e s  'w h a t  h a p p e n s '  when c e r t a i n  
c o n d i t i o n s  e x i s t .  An a n a l o g y  f rom  c h e m i s t r y - - a  d e s c r i p t i v e  
h y p o t h e s i s  would  s t a t e  w ha t  happens  when sodium and c h l o r i d e  
a r e  m ixed  b u t  n o t  'how ' o r  'why '  i t  h a p p e n s .
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t h e i r  own s i t u a t i o n :  b e c a u s e  th e  o p i n i o n s  o f  e x p e r t s  sh o u ld  

be c o u n t e r b a l a n c e d  by t h e  o p i n i o n s  o f  t h o s e  p e r s o n s /  

consum ers  o f  t h e  s e r v i c e  so t h a t  th e  s e r v i c e  o f f e r e d  w i l l  

have a  g r e a t e r  p r o b a b i l i t y  o f  b e i n g  u t i l i z e d  by t h e  p o p u ­

l a t i o n  f o r  whom i t  was i n t i a l l y  c r e a t e d .

V a lue  B . T h a t  w h e re v e r  p o s s i b l e  and  whenever  

f e a s i b l e  t h e  p r o f e s s i o n a l  e s t a b l i s h m e n t  and t h e  l a y  com­

m u n i ty  s h o u l d  work c o l l a b o r a t i v e l y : b e c a u s e  s o c i a l  work 

p h i l o s o p h y  g i v e s  a  g r e a t e r  p r e f e r e n c e  t o  e f f o r t s  which  

g e n e r a t e  c o o p e r a t i o n  r a t h e r  th an  c o n f l i c t :  b e c a u s e  s o c i a l /  

h e a l t h / e d u c a t i o n a l  s e r v i c e s  o f t e n  r e q u i r e  f o r  p u r p o s e s  o f  

s u r v i v a l  ( p a r t i c u l a r l y  d u r i n g  t h i s  y e a r  o f  f i s c a l  

s t r i n g e n c y )  a s  many c o a l i t i o n s  t h a t  can  be  fo rm ed .  ( In  

t h e  n e x t  c h a p t e r  a  h i s t o r i c a l  and s o c i o l o g i c a l  p e r s p e c t i v e  

w i l l  be p r e s e n t e d  o f  t h e  s e l f - h e l p  movement in  t h e  f i e l d  o f  

m e n t a l  r e t a r d a t i o n - - a  h i s t o r y  w h ich  o n l y  up u n t i l  r e c e n t l y  

was r i d d l e d  w i t h  t e n s i o n  be tween  p a r e n t  and p r o f e s s i o n a l . )

D e s c r i p t i v e  H y p o theses

1. Based  on t h e o r i e s  o f  c o l l e c t i v e  a c t i o n  and on t h e  

p r i n c i p l e s  o f  d e m o c r a t i c  g o v e rn m en t ,  c i t i z e n s / c o n s u m e r s  can  

i n f l u e n c e  t h e i r  s o c i a l  e n v i ro n m e n t  (which  i n c l u d e s  n e tw o rk s
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o f  o r g a n i z a t i o n s )  t o  t h e  e x t e n t  t h e y  a r e  m o b i l i z e d  and 

o r g a n i z e d  i n t o  a s s o c i a t i o n s ;  and m o b i l i z a t i o n  becomes 

f e a s i b l e  o n ly  t o  t h e  e x t e n t  t h a t  t h e  p a r t i c i p a n t s  can  

a c q u i r e  t h e  r e q u i s i t e  r e s o u r c e s  ( i . e . ,  w h a t e v e r  i s  n e e d e d  

to  r e a c h  a g o a l ) ; one p a r t i c u l a r  r e s o u r c e  w h ich  can be 

h e l p f u l  t o  an  a s s o c i a t i o n  i s  p r o f e s s i o n a l  ( t e c h n i c a l  o r  

e x p e r t )  e x p e r t i s e .

2. O r g a n i z a t i o n a l  an d  p o l i t i c a l  t h e o r y  i n d i c a t e  t h a t  

an a s s o c i a t i o n ' s  c a p a c i t y  t o  i n f l u e n c e  r e l e v a n t  g rou p s  o r  

key a c t o r s  o r  b o t h  i s  n o t  n e c e s s a r i l y  d e t e r m i n e d  by i t s  

s i z e  ( i . e . ,  number o f  members)  b u t  by i t s  c a p a c i t y  t o  

o b t a i n  s u p p o r t  from l a r g e  numbers o f  p e o p l e  on t h o s e  i s s u e s  

which  a r e  c o n s i d e r e d  e i t h e r  c r u c i a l  o r  c o n t r o v e r s i a l .

3 .  O r g a n i z a t i o n a l  and a d m i n i s t r a t i v e  t h e o r y  i n d i c a t e  

t h a t  a  h o s p i t a l - b a s e d  P a r e n t s  A s s o c i a t i o n  can  be a  v e h i c l e  

t o  o b t a i n  n o t  o n l y  c e r t a i n  t a s k  g o a l s  b u t  i t  can  a l s o  be

a s t r u c t u r e  f o r  c o l l a b o r a t i v e  e f f o r t s  be tw een  p r o f e s s i o n a l  

and con su m ers :  where  t h e r e  i s  more c o n s e n s u s  t h a n  c o n t e s t .

4 .  Based  on o r g a n i z a t i o n a l  t h e o r y  a s  w e l l  on an 

exchange  m o d e l ,  t h e  P a r e n t s  A s s o c i a t i o n  r e p r e s e n t s  a  com­

p r o m is e :  th e  h o s p i t a l  would  p r e f e r  n o t  t o  c o n s u l t  w i t h  

consum ers  on an o n g o ing  b a s i s  and n o t  to  a l l o w  t h e  p a r e n t s  

t o  e n t e r  t h e  o r g a n i z a t i o n ' s  i n t e r n a l  d e c i s i o n - m a k i n g  p r o c e s s
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b u t  i t  may t o l e r a t e  a group  w h ich  i s  n o t  c o m p l e t e l y  a u t o n ­

omous and i s  l o y a l  t o  t h e  g o a l s  o f  t h e  f o r m a l  o r g a n i z a t i o n .

5 .  The P a r e n t s  A s s o c i a t i o n  can  have  t h e  c a p a c i t y  t o  make 

an im p ac t  t h r o u g h o u t  t h e  f o r m a l  o r g a n i z a t i o n  b a s e d  on th e  

f a c t  t h a t  s i n c e  many a s p e c t s  ( i . e . ,  s u b s y s t e m s )  o f  a  h o s p i t a l  

a r e  i n t e r r e l a t e d  and  i n s t i t u t i o n a l i z e d ,  a  change  in  any  one 

p a r t  ( i n  t h i s  i n s t a n c e  th e  i n t r o d u c t i o n  o f  a  new su b s y s te m )  

w i l l  have  r a m i f i c a t i o n s  t h r o u g h o u t  o t h e r  p a r t s  o r  t h e  whole  

o r g a n i z a t i o n ;  t h a t  t h e  n a t u r e  o f  t h e  im p a c t  and  i t s  s p r e a d  

t h r o u g h o u t  t h e  h o s p i t a l  i s  c o n t i n g e n t  on t h e  amount o f  

power e x e r c i s e d  by t h e  A s s o c i a t i o n ;  t h a t  any g iv e n  su b s y s te m  

w i t h i n  an o r g a n i z a t i o n  in  t h e  p r o c e s s  o f  o b t a i n i n g  i t s  

g o a l s  m us t  c o n t i n u o u s l y  t a k e  a c c o u n t  o f  t h e  l i m i t s ,  demands,  

and  c o n s t r a i n t s  imposed by t h e  o r g a n i z a t i o n  a s  a  whole  as  

by t h e  l a r g e r  s o c i a l  e n v i r o n m e n t ;  t h a t  key  f e a t u r e s  o f  an 

o r g a n i z a t i o n  a r e  d i f f i c u l t  t o  change  b e c a u s e  t h e y  a r e  th e  

means t h e  o r g a n i z a t i o n  u s e s  t o  p e r p e t u a t e  i t s e l f  so  t h a t  

b e f o r e  any key f e a t u r e  ( e . g . ,  d e c i s i o n - m a k i n g  p r o c e s s )  i s  

tam p ere d  w i t h  o r  s u b s t a n t i a l l y  a l t e r e d ,  an  o r g a n i z a t i o n  

w i l l  employ w h a t e v e r  m a in t e n a n c e  d e v i c e s  t o  ward  o f f  th e  

p o s s i b i l i t y  o f  c h a n g e ;  a  " c r i s i s "  r e p r e s e n t s  a  good 

o p p o r t u n i t y  f o r  change  s i n c e  t h e  k ey  a c t o r s  i n  t h e  o r g a n i ­

z a t i o n  may be  l o o k i n g  f o r  new ways to  s o l v e  u r g e n t  p r o b le m s .
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6 .  O r g a n i z a t i o n a l  t h e o r y  would s u g g e s t  t h a t  community 

d e v e lo p m e n t  a s  a  s t r a t e g y  t o  o b t a i n  s o c i a l  change  ( e . g . ,  

o b t a i n i n g  a new s o c i a l / h e a l t h / e d u c a t i o n a l  s e r v i c e )  would  

be  v iew ed  a s  r e l a t i v e l y  n o n - t h r e a t e n i n g  a s  compared t o  a  

' s o c i a l  a c t i o n 1 model and t h e r e f o r e  t o l e r a t e d )  i n  a  h o s p i t a l :  

w h ic h  has  shown i n  t h e  p a s t  t h a t  i t  n o t  o n ly  f e a r s  b u t  

l o a t h e s  m i l i t a n t - p r o t e s t  a c t i v i t i e s  by autonomous g r a s s  

r o o t s  o r g a n i z a t i o n s ;  t h a t  t h e  r o l e  o f  t h e  p r o f e s s i o n a l  

s t a f f  member as  a " s t a f f  a d v i s o r "  would a l s o  be  a c c e p t a b l e  

and t o l e r a t e d  b e c a u s e  t h e  s t a f f  a d v i s o r  would  be  e x p e c t e d

t o  e x e r t  c o n t r o l  a s  w e l l  a s  a i d  i n  s u c h  a  way t h a t  t h e  

A s s o c i a t i o n ' s  g o a l s  and  t h e  h o s p i t a l ' s  g o a l s  a r e  c o n g r u e n t .

7 .  R e s e a r c h  on p e r s o n a l  and  s o c i a l  d e t e r m i n a n t s  o f  

p a r t i c i p a t i o n  s u g g e s t s  t h a t  p a r e n t s  whose c h i l d r e n  have  n o t  

b een  a c c e p t e d  i n t o  s p e c i a l i z e d  p r e s c h o o l  p rog ram s  would 

r e p r e s e n t  a  h i g h l y  m o t i v a t e d  g ro u p :  who would be  r e a d y ,  

w i l l i n g ,  o r  p r e p a r e d  t o  p a r t i c i p a t e  i n  an a s s o c i a t i o n  whose 

g o a l  i s  t h e  c r e a t i o n  o f  su c h  a  s p e c i a l i z e d  p ro g ram .  In  

o t h e r  w o rd s ,  p e o p l e  who n e e d  t h e  p ro g ram  t h e  most  would  be 

w i l l i n g  t o  p a r t i c i p a t e  i n  a c c o r d a n c e  t o  an ex ch an ge  t h e o r y  

m o de l :  i f  t h e y  p e r c e i v e  t h a t  t h e  a s s o c i a t i o n ' s  m a jo r  i n t e r ­

e s t  i s  c r e a t i n g  a  p rog ram  f o r  t h e i r  c h i l d r e n .
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CHAPTER I I I

A SOCIOLOGICAL AND HISTORICAL ANALYSIS OF PARENT 

ASSOCIATIONS FOR THE MENTALLY RETARDED

Growth o f  P a r e n t  A s s o c i a t i o n s  A f t e r  
World War I I

The g ro w th  o f  p a r e n t  a s s o c i a t i o n s  (w hich  i n c l u d e s

b o t h  f o r m a l  g ro u p s  a s  w e l l  a s  ad hoc g r o u p s )  was r a p i d

a f t e r  World War I I  (WW I I ) .  I n  t h e  U n i t e d  S t a t e s  t h e

N a t i o n a l  A s s o c i a t i o n  f o r  R e t a r d e d  C h i l d r e n  was fo u n d ed  i n

1 9 4 9 .^  A s s o c i a t i o n s  a l s o  s p ru n g  up in  I n d i a ,  P e r u ,
?

T u n i s i a  and  K o re a .  T y p i c a l l y ,  p a r e n t  a s s o c i a t i o n s *  were

*The f o l l o w i n g  i s  an e x c e r p t  from u n p u b l i s h e d  ma­
t e r i a l  d i s t r i b u t e d  by P r o j e c t  HOPE, L t d .  a t  t h e i r  C o n f e r ­
e n ce  on E a r l y  C h i ld h o o d  E d u c a t i o n  f o r  R e t a r d e d  C h i l d r e n  on 
3 / 2 1 / 7 5  a t  P . S .  230 in  B ro o k ly n :  " P r o j e c t  HOPE saw i t s  b e ­
g i n n i n g s  on Ju n e  5 ,  1972 .  At t h e  t im e  a s m a l l  g roup  o f  
p a r e n t s  o f  Down's Syndrome p r e - s c h o o l e r s  was i n v i t e d  t o  
a t t e n d  a s e r i e s  o f  r a p  s e s s i o n s  a t  t h e  D e v e lo p m en ta l  C l i n i c  
o f  t h e  J e w i s h  H o s p i t a l  and  M e d ic a l  C e n t e r  o f  B ro o k ly n .  
L i a b i l i t y  i n s u r a n c e  was p r o v i d e d  . . . and  we p o o l e d  o u r  
r e s o u r c e s  and r e n t e d  a  bus t o  t r a n s p o r t  t h e  c h i l d r e n  and 
c o o p e r a t i n g  p a r e n t s  t o  s c h o o l  and b a ck  home t h r e e  m o rn in g s  
a  week.  Our j o u r n e y  . . .  t o  o u r  p r e s e n t l y  f u n c t i o n i n g  
p rog ram  . . . has  been  e x c i t i n g ,  a t  t im e s  e x h a u s t i n g ,  
c h a l l e n g i n g ,  and  r e w a r d i n g .  We have f o u g h t  v i g o r o u s l y  f o r  
o u r  c h i l d r e n . "
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and  a r e  b e i n g  o r g a n i z e d  i n  t h e  f o l l o w i n g  m an ne r :  f i r s t ,  

two o r  t h r e e  i n t e r e s t e d  p a r e n t s  g e t  t o g e t h e r  and  m ee t  i n  

e a c h  o t h e r ' s  home. S e c o n d ly ,  th e y  p u b l i c i z e  t h e i r  m e e t i n g  

p l a c e  and  t im e  and i n v o l v e  o t h e r  p a r e n t s  t o  j o i n  them in  

t h e i r  f i g h t  f o r  more s e r v i c e s  t o  t h e i r  r e t a r d e d  c h i l d r e n .  

F i n a l l y ,  from t h e s e  i n f o r m a l  ad  hoc g ro u p s  a r e  d e r i v e d  

f o r m a l  a s s o c i a t i o n s  w i t h  m em bership  r e q u i r e m e n t s ,  an 

e x e c u t i v e  b o a r d ,  n a t i o n a l  and  r e g i o n a l  o f f i c e s ,  s t a n d i n g  

c o m m i t t e e s ,  p r o f e s s i o n a l  s t a f f ,  and  so  on .

B e r n a r d  F a r b e r  p r o f f e r s  a  h y p o t h e s i s  t o  e x p l a i n  

why t h i s  r a p i d  g ro w th  t o o k  p l a c e  im m e d ia te ly  a f t e r  WW I I :  

a s  more and more s e v e r e l y  and  p r o f o u n d l y  r e t a r d e d  c h i l d r e n  

w ere  b e i n g  b o rn  t o  m i d d l e - c l a s s  p a r e n t s  a t  a  t im e  o f  e c o ­

nomic  p r o s p e r i t y ,  t h e s e  p a r e n t s  had an  i n c e n t i v e  t o  

o r g a n i z e  i n t o  a s s o c i a t i o n s  t o  p r o v i d e  and  o b t a i n  n e ed ed

s e r v i c e s ,  p a r t i c u l a r l y  e d u c a t i o n a l  p r o g r a m s ,  f o r  t h e i r  
3

c h i l d r e n .  The two s i g n i f i c a n t  v a r i a b l e s  a r e  economic  

p r o s p e r i t y  and  m i d d l e - c l a s s  p a r e n t s .  P r o s p e r i t y  s t i m u l a t e d  

o p t im ism  t h a t  com m u n i t ie s  would s u p p o r t  s e r v i c e s  f o r  r e ­

t a r d e d  c h i l d r e n .  And m i d d l e - c l a s s  i n d i v i d u a l s  p o s s e s s e d  

t h e  o r g a n i z a t i o n  s k i l l s  and p o l i t i c a l  c l o u t  t o  o b t a i n  t h e s e  

s e r v i c e s .
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P r i o r  t o  WW I I ,  America  had been  p r e o c c u p i e d  w i t h  

o t h e r  d om inan t  s o c i a l  movements s u c h  a s  tem p era n ce  and 

t h e  n a t i v i s t i c  movement.  F a r b e r  s t a t e s ,  " S i n c e  t h e r e  i s  

a lw ay s  a  d om inan t  c a u s e  and  t h e  c a u s e s  o f  m e n t a l  r e t a r d a ­

t i o n  a r e  com plex ,  i t  becomes d i f f i c u l t  t o  f o c u s  a t t e n t i o n  

on m e n ta l  r e t a r d a t i o n . " ^  The f a c t  t h a t  many p a r e n t  

a s s o c i a t i o n s  f o r  t h e  m e n t a l l y  r e t a r d e d  were  (and s t i l l  a r e ! )  

i n i t i a t e d  and o r g a n i z e d  by t h e  m i d d l e - c l a s s  i s  more th a n  

j u s t  an i n t e r e s t i n g  h i s t o r i c a l  da tum .  B ecause  many o f  t h e  

c h i l d r e n  were  e i t h e r  p r o f o u n d l y  o r  s e v e r e l y  r e t a r d e d ,  

p a r e n t  a s s o c i a t i o n s  p r o m u lg a te d  a m e d i c a l  o r i e n t a t i o n .  P r o ­

f o u n d l y  and s e v e r e l y  r e t a r d e d  c h i l d r e n  a r e  o f t e n  r e t a r d e d  a s  

a  r e s u l t  o f  e i t h e r  p r e n a t a l ,  p e r i n a t a l ,  o r  p o s t  n a t a l  

i n j u r i e s .  T h is  new m e d i c a l  f o c u s  r e p r e s e n t e d  a  d r a s t i c  

d e p a r t u r e  f rom t h e  p r e v i o u s  p o l i c y  o f  s o c i a l  c o n t r o l . ^  In  

t h e  l a t e  1 9 th  c e n t u r y  and e a r l y  2 0 th  c e n t u r y ,  A m e r i c a ' s  

p o l i c y  to w a rd s  t h e  r e t a r d e d  ( " m e n t a l l y  d e f e c t i v e "  o r  

" f e e b l e "  minded) had  been  b a s e d  on t h e  p o l i c y  t h a t  s o c i e t y  

had t o  be p r o t e c t e d  from t h e  r e t a r d e d  i n d i v i d u a l .  What 

f lo w e d  from t h i s  s o c i a l  c o n t r o l  p o l i c y  w ere  l a r g e ,  d e ­

humanized  i n s t i t u t i o n s  l o c a t e d  away, o r  h id d e n  f ro m ,  com­

m u n i t i e s .  S t e r i l i z a t i o n  l a w s ,  b a s e d  on t h e  p r i n c i p l e s  o f  

e u g e n i c s ,  a l s o  r e s u l t e d  f rom t h e  s o c i a l  c o n t r o l  p o l i c y .
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In  1912 The K a l l i k a k  Fam ily  was p u b l i s h e d .  I t  made an  

im m edia te  i m p r e s s i o n  on t h e  p u b l i c .  Henry H. G oddard ,  

t h e  a u t h o r ,  u s e d  s t a t i s t i c s  t o  d e m o n s t r a t e  how one f a m i l y  

p r o d u c e d  g e n e r a t i o n s  o f  d e g e n e r a t e s ,  p r o s t i t u t e s ,  

a l c o h o l i c s ,  and e p i l e p t i c s .  He a r g u e d  t h a t  f e e b l e m i n d e d ­

n e s s  i s  i n h e r i t e d  and t h a t  t h e  f e e b l e m i n d e d  a r e  c r i m i n a l s .  

In  1915,  Dugda le  w r o t e  The J u k e s , w h ic h  s u g g e s t e d  t h e  same 

c o n n e c t i o n  be tw een  c r im e  a nd  t h e  m e n t a l l y  d e f e c t i v e .  Even 

when t h e  p o l i c y  changed  f rom " p r o t e c t i o n  o f  s o c i e t y "  to  

" p r o t e c t i o n  o f  t h e  r e t a r d e d "  i t  d i d  n o t  ch an g e  to o  much 

p r o g r a m m a t i c a l l y .  The b a s i c  a s s u m p t io n  was s t i l l  t h a t  t h e  

r e t a r d e d  c o u l d  n o t  l e a r n  o r  im p ro v e .  E r g o , t h e y  d i d  n o t  

b e lo n g  a t  home b u t  in  i n s t i t u t i o n s .

P a r e n t  a s s o c i a t i o n s  w i t h  t h e i r  s t r o n g  m e d i c a l  fo c u s  

p r e s e n t e d  a  c o m p l e t e l y  c o n t r a r y  v ie w .  A r e t a r d e d  c h i l d  can 

l e a r n .  R e t a r d a t i o n  i s  n o t  a lw ay s  i n h e r i t e d ,  t h a t  i t  can  be 

p r e v e n t e d  i n  t h e  same way a d i s e a s e  can  be p r e v e n t e d .  Fo r  

ex am p le ,  a  c h i l d  w i t h  h y d r o c e p h a l u s  (a  l a r g e  h ead  due to  

e x c e s s  f l u i d )  e i t h e r  d i e d  o r  became a s e v e r e l y  r e t a r d e d  

i n d i v i d u a l .  A s h u n t  was i n v e n t e d  and n e u r o s u r g e o n s  c o u ld  

o p e r a t e  and p l a c e  t h e  s h u n t  i n t o  t h e  head  t o  s i p h o n  t h e  

f l u i d  i n t o  o t h e r  o r g a n s  o f  t h e  body .  More h y d r o c e p h a l i c  

c h i l d r e n  l i v e d  and some d e v e lo p e d  o n ly  m o d e r a t e l y  o r  even
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m i l d  r e a t r d a t i o n .  An i m p o r t a n t  c o n se q u e n c e  o f  t h i s  new 

m e d i c a l  f o c u s  was r e s e a r c h  i n t o  t h e  c a u s e s  o f  r e t a r d a t i o n .

The E v o l u t i o n a r y  Growth o f  P a r e n t  A s s o c i a t i o n s

Some o b s e r v e r s  o f  p a r e n t  a s s o c i a t i o n s  have  n o t e d  

t h a t  t h e s e  g r o u p s  a r e  i n c l i n e d  t o  d e v e lo p  and grow i n  a 

v e r y  p r e d i c t a b l e  manner a s  i f  e a c h  a s s o c i a t i o n  d e v e l o p s  in  

a c c o r d a n c e  w i t h  d e f i n i t e  laws o f  o r g a n i z a t i o n a l  g r o w th .

Such a  v iew  o f  o r g a n i z a t i o n a l  de v e lo p m e n t  i s  a k i n  t o  a 

t h e o r y  o f  e v o l u t i o n  by s t e p s ;  n a m e ly ,  o v e r  a  p e r i o d  o f  t i m e ,  

g ro w th  t a k e s  p l a c e  i n  a  s t a i r - s t e p  f a s h i o n .  T h e re  a r e  

d i s c o n t i n u i t i e s  b u t  e a c h  s t a g e  ( o r  h i g h e r  l e v e l )  i s  d i f f e r ­

e n t  f rom  t h e  p r e v i o u s  o n e .  T here  i s  no i m p l i c i t  ( v a l u e )  

a s s u m p t io n  t h a t  e ac h  l a t e r  o r  h i g h e r  s t a g e  i s ' b e t t e r ' t h an  

t h e  p r e v i o u s  o n e .

Wolf  W o l f e n s b e r g e r  i n  a  l u c i d  and i n s i g h t f u l  mono­

g r a p h ,  The T h i r d  S t a g e  I n  t h e  E v o l u t i o n  Of V o l u n t a r y  

A s s o c i a t i o n s  F o r  The M e n t a l l y  R e t a r d e d  e x p l a i n s  t h a t  t h e

g o a l s  o f  an  a s s o c i a t i o n  u n d e rg o  an  e v o l u t i o n  i n  t h r e e  

6s t a g e s :

S t a g e  1. Members i n i t i a t e d ,  fun d  and o p e r a t e  s e r v i c e s .

S t a g e  2 .  P u b l i c  fu n d s  a r e  a c c e p t e d  t o  o p e r a t e  
a s s o c i a t i o n  s e r v i c e s .
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T r a n s f e r  o f  some s e r v i c e s  t o  p u b l i c  o r  
p r i v a t e  a g e n c i e s .

The i n i t i a t i o n  o f  new s e r v i c e s .

In  some c a s e s ,  t h e  c o m p le te  t r a n s f e r  o f  a l l  
p r o f e s s i o n a l — t e c h n i c a l  s e r v i c e s  t o  p u b l i c  
o r  p r i v a t e  a g e n c i e s .  The f o c u s  i s  on o b ­
t a i n i n g  r a t h e r  th a n  p r o v i d i n g  s e r v i c e s .

S t a g e  3 .  P u re  c h a n g e - a g e n t r y  r o l e .  M o n i t o r i n g  o f  t h e  
p u b l i c l y - f u n d e d  s e r v i c e  s y s t e m .

In  t h i s  s t a g e ,  p a r e n t  a s s o c i a t i o n s  no  l o n g e r  
p r o v i d e  o r  o b t a i n  s e r v i c e s .  They may 
s p o n s o r  d e m o n s t r a t i o n  o r  p i l o t  p r o j e c t s ,  
w h ic h  a r e  l a t e r  t r a n s f e r r e d  t o  o t h e r  
a u s p i c e s .

A p a r e n t  a s s o c i a t i o n  w h ich  h a s  r e a c h e d  t h i s  
s t a g e  has  ad v o ca cy  f u n c t i o n s  s u c h  a s  p u b l i c  
a t t i t u d e  c h an g e ;  m o n i t o r i n g  s e r v i c e s ;  
l e g i s l a t i v e  and g o v e rn m e n ta l  a c t i o n ;  l i a s o n  
w i t h  g e n e r i c  s e r v i c e s ;  manpower d e v e lo p m e n t .

He a l s o  s u g g e s t s  an i n t r i g u i n g  h y p o t h e s i s  r e g a r d i n g  

t h e  s t a g e s  o f  deve lo p m en t  o f  an  a s s o c i a t i o n  and  t h e  

p s y c h o l o g i c a l  deve lo pm en t  o f  t h e  p a r e n t s .  A p a r e n t  who i s  

o n ly  c o n c e r n e d  a b o u t  h i s  own c h i l d  i s  m o t i v a t e d  t o  j o i n  an 

a s s o c i a t i o n  t h a t  can  m ee t  h i s  u r g e n t  n e e d s — e . g . ,  t o  g e t  

th e  c h i l d  i n t o  a s p e c i a l  s c h o o l .  P a r e n t s  who a r e  r e a d y  t o  

c o n s i d e r  t h e  p l i g h t  o f  o t h e r  c h i l d r e n  w i l l  work f o r  an 

a s s o c i a t i o n  whose g o a l  i s  o b t a i n i n g  s e r v i c e s  f o r  f a m i l i e s  

w i t h  s i m i l a r  p r o b l e m s .  Only p a r e n t s  who can  b e g in  t o  s e e
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t h a t  t h e  n e e d s  o f  t h e i r  h a n d ic a p p e d  c h i l d  i s  l i n k e d  t o  a l l

human s e r v i c e s  a r e  r e a d y  t o  j o i n  an  a s s o c i a t i o n  which

s u p p o r t s  ad v ocacy*  and t h e  m o n i t o r i n g  o f  t h e  e n t i r e
7

d e l i v e r y  s y s t e m .

The im p e tu s  f o r  S t a g e  1 i s  t h e  r e a l i t y  t h a t  u n l e s s ,  

t h e y ,  t h e  p a r e n t s  o r g a n i z e  and p r e s s u r e  t h e i r  r e s p e c t i v e  

c o m m u n i t i e s ,  t h e r e  would be  v e r y  few s e r v i c e s  f o r  t h e  

r e t a r d e d  c h i l d .  By s h e e r  h a r d  work and o f t e n  w i t h  sw ea t  

and  t e a r s ,  s e r v i c e s  have  been  s u c c e s s f u l l y  o b t a i n e d  and 

s t a f f e d  by p a r e n t s .  But once  s e r v i c e s  a r e  in  e x i s t e n c e  

t h e y  have t o  c o n t i n u e  t o  s e r v i c e  f u t u r e  c l i e n t  p o p u l a t i o n s .  

S e r v i c e s  have t o  change  w i t h  c h a n g in g  c o n d i t i o n s  and some 

have t o  expand t o  r e a c h  l a r g e r  t a r g e t  p o p u l a t i o n s .  And in  

some i n s t a n c e s  new s e r v i c e s  m ust  be  c r e a t e d  ( o r  d e s i g n e d )  

t o  d e a l  w i t h  new p r o b l e m s .  S u c c e s s f u l  p a r e n t  a s s o c i a t i o n s  

soon r e a l i z e  t h a t  p r i v a t e  fu n d  r a i s i n g  does  n o t  p r o v i d e  

s u f f i c i e n t  fu n d s  t o  c o v e r  o p e r a t i n g  e x p e n s e s .  P u b l i c  fu n d s

* F or  p u r p o s e s  o f  t h i s  s t u d y ,  advocacy  i s  b r o a d l y  
d e f i n e d  a s  " .  . . i n t e r v e n t i o n  on b e h a l f  o f  h a n d ic a p p e d  
c h i l d r e n  i n  r e l a t i o n  to  t h o s e  s e r v i c e s  and i n s t i t u t i o n s  
t h a t  im pinge  on t h e i r  l i v e s . "  See C h i ld  Advocacy;  R e p o r t  
o f  a  N a t i o n a l  B a s e l i n e  S tud y  by A l f r e d  J .  Kahn, S h e i l a  
Kamerman and B renda  G. McGowan.
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become a n e c e s s i t y !  T h ere  a r e  b a s i c a l l y  two p r o p e l l i n g  

r e a s o n s  why a p a r e n t  a s s o c i a t i o n  b e g i n s  t o  r e q u e s t  p u b l i c  

m o n i e s :

Thus ,  t h e r e  were  two r e a s o n s  to  p u r s u e  s u p p o r t  o f  
s e r v i c e s  from p u b l i c  m o n ie s :  t h e  f a c t  t h a t  w i t h o u t  i t ,  
t h e r e  s im p ly  would n e v e r  be enough s e r v i c e s ;  and t h e  
g row ing  i d e o l o g i c a l  c o n v i c t i o n  t h a t  a  m a jo r  needed  
s e r v i c e  s h o u l d  be p r o v i d e d  as  a  m a t t e r  o f  r i g h t ,  
r a t h e r  t h a n  c h a r i ty .* *

W o l f e n s b e r g e r  n o t e s  t h a t  few p a r e n t  a s s o c i a t i o n s

move from S ta g e  1 t o  S t a g e  2 ,  and o n l y  one  o r  two have

a c t u a l l y  moved o n t o  S t a g e  3 .  The d i f f e r e n c e  be tw een  t h e

l a s t  two s t a g e s  i s  from o b t a i n i n g  t o  t h e  m o n i t o r i n g  o f

s e r v i c e s .  W o l f e n s b e r g e r  d e s c r i b e s  t h i s  change  a s  f o l l o w s :

H e r e w i t h ,  I  p r o p o s e  t h a t  t h e  s h i f t  f rom o b t a i n i n g  
more  and more new s e r v i c e s  on t h e  one h a n d ,  t o  th e  
f o r c e f u l  m o n i t o r i n g ,  o f  s e r v i c e s  on t h e  o t h e r ,  w i l l  
be t h e  t h i r d  s t a g e  i n  t h e  e v o l u t i o n  o f  a d a p t i v e  
a s s o c i a t i o n s ,  and w i l l  be one o f  t h e  m a jo r  m a n i f e s ­
t a t i o n s  o f  change  a g e n t r y  p a r t i c u l a r l y  i n  t h o s e  
s o c i e t i e s  where  t h e  q u a n t i t y  o f  s e r v i c e s  i s  s u b s t a n t i a l .

The c r u c i a l  v a r i a b l e  i s  " s u b s t a n t i a l  s e r v i c e s . "  S in c e  t h e

i n i t i a l  im p e tu s  f o r  t h e  f o r m a t i o n  o f  a s s o c i a t i o n s  i s  t h e

l a c k  o f  s e r v i c e s ,  i t  i s  i n d e e d  u n r e a l i s t i c  t o  e x p e c t  p a r e n t s

t o  become c o m p la c e n t  a b o u t  t h e  p r o v i s i o n  o f  s e r v i c e s .  They

c a n n o t  be c o n v in c e d  t h a t  any  g i v e n  community ,  on i t s  own

v o l i t i o n ,  w i l l  p r o v i d e  s e r v i c e s ;  t o  t h e  c o n t r a r y ,  th e y

b e l i e v e  t h a t  a  community w i l l  s u p p o r t  s e r v i c e s  f o r  t h e
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r e t a r d e d  o n ly  a f t e r  p a r e n t s  o r g a n i z e  i n t o  a s s o c i a t i o n s  and 

p r e s s u r e  and p r e s s u r e  u n t i l  a  s e r v i c e  i s  e v e n t u a l l y  g i v e n .

A p a r e n t  a s s o c i a t i o n  i s  r e l u c t a n t  to  s u r r e n d e r  

what  has  t a k e n  " sw e a t  and  t e a r s "  t o  c r e a t e .  No o r g a n i z a ­

t i o n  w an ts  to  e l i m i n a t e  i t s e l f .  The f i r s t  law  o f  o r g a n i ­

z a t i o n s  may be  s t a t e d  a s  f o l l o w s :  s u r v i v a l !  The c l a s s i c  

example  i s  t h e  N a t i o n a l  F o u n d a t io n  f o r  I n f a n t  P a r a l y s i s ,  

w h ich  d e c i d e d ,  a f t e r  t h e  d i s c o v e r y  and  s u c c e s s  o f  t h e  p o l i o  

v a c c i n e ,  t o  chan ge  i t s  g o a l  r a t h e r  t h a n  d i s s o l v e .  The 

F o u n d a t io n  went  t h r o u g h  a  p r o c e s s  o f  s u c c e s s i o n  o f  g o a l s . ^  

C o n s e q u e n t l y ,  a  p a r e n t  a s s o c i a t i o n  does  n o t  want  t o  t r a n s f e r  

i t s  s e r v i c e s  to  o t h e r  a u s p i c e s  t o  assume ad vo ca cy  f u n c t i o n s .  

S t a g e  3 i s  more o f  a  dream , a  p r o s p e c t  r a t h e r  t h a n  a  

r e a l i s t i c  p o s s i b i l i t y .  I f  p a r e n t  a s s o c i a t i o n s  f o r  t h e  

m e n t a l l y  r e t a r d e d  do n o t  m o n i t o r  t h e  d e l i v e r y  s y s t e m ,  th en  

who w i l l ?

W o l f e n s b e r g e r 1s i n t e r e s t  i n  p a r e n t  a s s o c i a t i o n s  

goes  beyond t h e o r y  b u i l d i n g  ( e . g . ,  s t a g e s  o f  e v o l u t i o n ) .

He w an ts  t o  i m p a r t  u n d e r s t a n d i n g  t o  g i v e  b o t h  p a r e n t s  a s  

w e l l  a s  p r o f e s s i o n a l s  t h e  ways and means o f  i n t r o d u c i n g  

e f f e c t i v e  p l a n n e d  c h a n g e .  He b e l i e v e s  t h a t  p a r e n t  a s s o c i ­

a t i o n s  s h o u l d ,  by c o n s c i o u s  c h o i c e ,  choose  t o  assume 

ad v ocacy  f u n c t i o n s . 1''1' I t  i s  i n t e r e s t i n g  t o  n o t e  t h a t  Kahn
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documents  i n  C h i l d  Advocacy:  R e p o r t  Of a  N a t i o n a l  B a s e l i n e

Study  t h a t  g ro u p s  w h ich  a r e  t r y i n g  t o  w ear  t h e  m a n t l e  o f

c h i l d  ad v ocacy  a r e  m o s t l y  i n t e r e s t e d  in  t h e  " d e l i v e r y  o f

s e r v i c e s "  i n  te rm s  o f  i t s  a d v e r s e  e f f e c t s  on c h i l d r e n .

He s t a t e s ,  "And b e c a u s e  t h e  f o c u s  i s  on r i g h t s  and

e n t i t l e m e n t s ,  i t  i s  v i t a l  t o  make t h e s e  s e r v i c e  sy s te m s

12more a c c o u n t a b l e  t o  c o n s u m e r s . "  In  o t h e r  w o rd s ,  

W o l f e n s b e r g e r  would want  p a r e n t  a s s o c i a t i o n s  t o  c a r r y  o u t  

th e  t y p e s  o f  f u n c t i o n s  t h a t  Kahn d e s c r i b e s .  The N a t i o n a l  

W e l f a r e  R i g h t s  O r g a n i z a t i o n  would b e ,  f o r  W o l f e n s b e r g e r ,  

a  p r o t o t y p e  o r g a n i z a t i o n  ( i n  te rm s  o f  i t s  d e s i r e  t o  make 

w e l f a r e  more humane) f o r  p a r e n t  a s s o c i a t i o n s  f o r  t h e  

m e n t a l l y  r e t a r d e d .

A l th o u g h  c h i l d  advocacy  h as  been  ( o r  becom ing)  a 

p o p u l a r  e n t e r p r i s e ,  p a r e n t  a s s o c i a t i o n s  f o r  t h e  r e t a r d e d  

have shown l i t t l e  i n t e r e s t  i n  t h e  a r e a s  o f  a c c o u n t a b i l i t y ,  

e v a l u a t i o n ,  and m o n i t o r i n g  o f  s e r v i c e s  t o  th e  r e t a r d e d .  

Even i n  t h e  few i n s t a n c e s  where  p a r e n t  a s s o c i a t i o n s  have  

gone t o  c o u r t  t o  a f f i r m  t h e  " r i g h t  t o  t r e a t m e n t "  f o r  t h e  

i n s t i t u t i o n a l i z e d  r e t a r d e d ,  t h e y  have  been  l a x  i n  d o in g  

t h e  n e c e s s a r y  l e g a l  f o l l o w - u p .  Y e t  K a h n 's  i n v e s t i g a t i o n  

showed t h a t  advocacy  p rog ram s t h r o u g h o u t  t h e  c o u n t r y  

c o n s i s t e d  more o f  v o l u n t e e r s  t h a n  p r o f e s s i o n a l s :
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S e v e r a l  k i n d s  o f  p ro g ram s  p l a c e  heavy  e m p h a s i s  on 
t h e  u s e  o f  v o l u n t e e r s .  F o r  e x a m p le ,  c i t i z e n  adv ocacy  
p r o g r a m s ,  a  r a p i d l y  e x p a n d in g  n e tw o r k ,  b e l i e v e  t h a t  
o n ly  v o l u n t e e r s  can  be  t o t a l l y  a c c o u n t a b l e  t o  t h e  
p r o g r a m s '  c l i e n t s . ^

Kahn a d m i t s  b e w i ld e r m e n t  a s  t o  why v o l u n t e e r s  r e p r e s e n t  s u c h

a d i s p r o p o r t i o n a t e  number w i t h i n  c h i l d  a d v o c a c y  p r o g r a m s .

He c a n n o t  s e e  any o b v io u s  l i n k ( s )  be tw een  t h e  u s e  o f

v o l u n t e e r s  and  o t h e r  o r g a n i z a t i o n a l  v a r i a b l e s  s u c h  a s  g o a l s ,

s t r u c t u r e ,  o r  p r o c e s s .

P e r h a p s  t h e  s i g n i f i c a n t  v a r i a b l e  i s  w h e t h e r  t h e  

o r g a n i z a t i o n  i s  new o r  e s t a b l i s h e d .  T h i s  may e x p l a i n  why 

p a r e n t  a s s o c i a t i o n s ,  whose m a j o r i t y  a r e  p a r e n t  v o l u n t e e r s ,  

do n o t  g e t  i n v o l v e d  w i t h  m o n i t o r i n g  and  e v a l u a t i o n  

f u n c t i o n s .  P a r e n t  a s s o c i a t i o n s  a r e  n o t  t o o  u n l i k e  t r a d e  

u n i o n s  whose g o a l  i s  more and  more and  more!  Kahn i s  

c o g n i z a n t  t h a t  newness  i s  an a s s e t ,  "One i m p r e s s i o n  i s  t h a t  

t h e  m ost  e f f e c t i v e  new p ro g ram s  d e f i n e d  t h e i r  g o a l s  f i r s t  

and  t h e n  d e v e l o p e d  s t r u c t u r e  and i n t e r v e n t i v e  s t r a t e g i e s  in  

a c c o r d a n c e  w i t h  t h e s e  g o a l s .  Of c o u r s e ,  t h i s  s e q u e n c e  i s  

n o t  f e a s i b l e  f o r  an  e x i s t i n g  agency  t h a t  t a k e s  on 

a d v o c a c y . " ^  E s t a b l i s h e d  p a r e n t  a s s o c i a t i o n s  have  g o a l s  

w h ich  a r e  f i x e d :  t h e y  a r e  n o t  p r e p a r e d  t o  u n d e rg o  a 

m e t a m o r p h o s i s .
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To sum u p :  1) The m a j o r i t y  o f  p a r e n t  a s s o c i a t i o n s  

a r e  e i t h e r  o p e r a t i n g  o r  o b t a i n i n g  s e r v i c e s  o r  d o in g  b o t h .  

Only o n e  o r  two a s s o c i a t i o n s  have  been  r e p o r t e d  in  t h e  

p r o f e s s i o n a l  l i t e r a t u r e  o f  h a v in g  g i v e n  up t h e i r  s e r v i c e s  

t o  assume a d v o ca cy  and m o n i t o r i n g  f u n c t i o n s .  2) C h i l d  

ad v o ca cy  p rogram s have  documented  t h e  i n a d e q u a c i e s  o f  t h e  

way o u r  co m m u n i t ie s  d e l i v e r  s e r v i c e s  t o  c h i l d r e n .  P a r e n t  

a s s o c i a t i o n s  f o r  t h e  m e n t a l l y  r e t a r d e d  have been  l e s s  

c o n c e rn e d  w i t h  m o n i t o r i n g  and e v a l u a t i n g  t h e  e f f e c t i v e n e s s  

and  e f f i c i e n c y  o f  p r o g r a m s .  3) W hereas v o l u n t e e r s  p r e ­

d o m in a te  i n  c h i l d  adv o cacy  p r o g r a m s ,  p a r e n t  a s s o c i a t i o n s  a r e  

b usy  o p e r a t i n g  s h e l t e r e d  w o rk s h o p s ,  camp p r o g r a m s ,  c l i n i c s ,  

and  h o s t e l s .  4 )  A c r u c i a l  v a r i a b l e  i s  w h e t h e r  an o r g a n i ­

z a t i o n  i s  new o r  e s t a b l i s h e d .  A new g ro u p  h as  more f reedom  

t o  a d o p t  adv o ca cy  g o a l s .  P a r e n t  a s s o c i a t i o n s  have  a  v e s t e d  

i n t e r e s t  i n  k e e p i n g  t h a t  w h ich  t h e y  s t r u g g l e d  f o r :  s e r v i c e s  

f o r  t h e  r e t a r d e d  c h i l d .  And s e r v i c e s  f o r  t h e  r e t a r d e d  have  

n o t  r e a c h e d  t h e  " s u b s t a n t i a l "  s t a g e  a t  w h ich  t im e  p a r e n t s  

can f e e l  s e c u r e  t o  c o n s i d e r  ad vo ca cy  g o a l s .

V o l u n t e e r s  a n d  P r o f e s s i o n a l s

The r e l a t i o n s h i p  be tw een  v o l u n t e e r s  and s o c i a l  

s e r v i c e  p r o f e s s i o n a l s  has  been  d e f i n e d  and  r e d e f i n e d  o v e r
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t h e  y e a r s .  I t  i s  a  r e l a t i o n s h i p  t h a t  r e f u s e s  t o  rem a in  

s t a t i c .  W a l t e r  I .  T r a t t n e r ,  who has  w r i t t e n  a  v e r y  r e a d ­

a b l e  h i s t o r y  o f  s o c i a l  w e l f a r e  i n  A m e r ic a ,  has  n o t e d  t h a t  

a s  soon a s  c h a r i t y  work demanded s y s t e m a t i c  f a c t  g a t h e r i n g  

and t h e  s c i e n t i f i c  i n t e r p r e t a t i o n  o f  d a t a ,  a g e n c i e s  n e ed ed  

p e o p l e  who were  t r a i n e d  and  p o s s e s s e d  e x p e r t i s e .

A c t i v i t y  b a se d  on s c i e n t i f i c  knowledge becomes more 

i m p o r t a n t  t h a n  good i n t e n t i o n s .  A c a u s e  r e q u i r e s  z e a l ;  a 

f u n c t i o n  r e q u i r e s  i n t e l l i g e n c e . ^  Whereas i n  t h e  m id d le  

o f  t h e  1 9 th  c e n t u r y  th e  " c h a r i t y  w o rk e r "  and  t h e  " v o l u n t e e r "  

was synonymous,  i n  t h e  e a r l y  2 0 th  c e n t u r y  " v o l u n t a r i s m "

was no l o n g e r  a  c i v i c  d u t y .  I t  was a  p r i v i l e g e  g r a n t e d  by 

16a g e n c i e s .  The r e v e r s a l  i n  r o l e s  r e p r e s e n t e d  a  m a jo r  

s h i f t  i n  t h e  d i s t r i b u t i o n  o f  power t o  t h e  p r o f e s s i o n a l .

P a r e n t  a s s o c i a t i o n s  a r e  s t i l l  s t r u g g l i n g  w i t h  t h i s  

i s s u e —who does  wha t?  p r o f e s s i o n a l  o r  p a r e n t ?  who i s  i n  

c o n t r o l ?  At an  i n t e r n a t i o n a l  c o n f e r e n c e  (1967) on p a r e n t  

a s s o c i a t i o n s  f o r  t h e  m e n t a l l y  r e t a r d e d  a  s t a t e m e n t  was 

adoped  w h ic h  e n d o r s e d  t h e  p r i n c i p l e  t h a t  an a s s o c i a t i o n  

s h o u l d  have a m a j o r i t y  o f  p a r e n t s  o f  t h e  r e t a r d e d  a s  i t s  

members , and t h a t  t h e s e  p a r e n t s  m ust  rem a in  i n  c o n t r o l  a t

e v e r y  l e v e l  o f  t h e  a s s o c i a t i o n . ^  F o r  ex am p le ,  in  th e
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N a t i o n a l  A s s o c i a t i o n  f o r  R e t a r d e d  C h i l d r e n  (NARC) no p a i d
18employee  i s  e l i g i b l e  t o  h o l d  any e l e c t i v e  o f f i c e .  The 

j u s t i f i c a t i o n  f o r  p a r e n t  c o n t r o l  i s  s i m p le  and c l e a r :  

s i n c e  an  a s s o c i a t i o n  f o r  t h e  m e n t a l l y  r e t a r d e d  i s  a lm o s t  

a lw ays  i n i t i a t e d  by p a r e n t s  o f  t h e  r e t a r d e d ,  t h e n  p a r e n t s  

i p s o  f a c t o  have  t h e  r i g h t  t o  d i r e c t  ( o r  d i c t a t e )  p o l i c y .

The r o l e  s t r a i n  b e tw een  t h e  p r o f e s s i o n a l  and  t h e  

p a r e n t  m us t  be  v iew ed  w i t h i n  a  s o c i a l  c o n t e x t :  s i n c e  r o l e s  

i n v o l v e  more th a n  j u s t  one p e r s o n .  A l f r e d  K a tz  i m p l i c i t l y  

c o n s i d e r s  t h e  t e n s i o n  be tw een  p a r e n t  and p r o f e s s i o n a l  as  

i n e v i t a b l e :  b e c a u s e  a s s o c i a t i o n s  a r e  c o n s t r a i n e d  by t h e i r  

dynamics  o f  g r o u p / o r g a n i z a t i o n  p s y c h o l o g y .  H is  s t u d y  o f  

p a r e n t  a s s o c i a t i o n s  r e v e a l  a  p r e d i c t a b l e  e v o l u t i o n  i n  f i v e  

p h a s e s : ^

1.  ORIGIN--Two o r  more p e r s o n s  g e t  t o g e t h e r  t o  s o l v e  
a  common p ro b le m .

2.  INFORMAL ORGANIZATIONAL STAGE--Volunteer  a c t i v i t y  
i s  p r a g m a t i c  and i m p r o v i s e d .

3 .  EMERGENCE OF LEADERSHIP--Certain f u n c t i o n s  become 
i d e n t i f i e d  w i t h  c e r t a i n  i n d i v i d u a l s ;  a c t i v i t i e s  
become r o u t i n e .

4 .  BEGINNINGS OF FORMAL ORGANIZATION--More s t r u c t u r e  
i s  d e v e lo p e d  and  c o d i f i e d  in  r u l e s  and b y law s .

5 .  BEGINNINGS OF PROFESSIONALIZATION--The l e a d e r s h i p  
group  may f i n d  i t  n e c e s s a r y  t o  g i v e  up some o f  i t s
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own r o u t i n e  o r g a n i z a t i o n a l  f u n c t i o n s  t o  p a i d  s t a f f  
w o rk e rs  ( f i r s t  c l e r i c a l  s t a f f  f o l l o w e d  by p r o ­
f e s s i o n a l  s o c i a l  w o r k e r s ) .

F a r b e r ,  on t h e  o t h e r  h an d ,  a n a l y z e s  a s s o c i a t i o n s

n o t  a s  an  a n t h r o p o l o g i s t  ( l i k e  K a tz )  b u t  a s  a  s o c i o l o g i s t

( f u n c t i o n a l i s m ) . He n o t e s  t h a t  a s s o c i a t i o n s  d e v e lo p

f e d e r a t e d  r a t h e r  t h a n  c o r p o r a t e  s t r u c t u r e s .  He s t a t e s ,

"When l o c a l  u n i t s  g a t h e r  to  combine i n t o  a  n a t i o n a l  o r g a n i -

20z a t i o n ,  a  f e d e r a t i o n  ty p e  o f  s t r u c t u r e  u s u a l l y  d e v e l o p s . "

T h is  o b s e r v a t i o n  can  be c o n s t r u e d  a s  a  h i s t o r i c a l  da tum .

But he p r o f f e r s  a  s o c i o l o g i c a l  e x p l a n a t i o n :

S i n c e  t h e  m e n t a l l y  r e t a r d e d  r e p r e s e n t  a  d i v e r s i t y  o f  
c l i n i c a l  symptoms and  s o c i a l  b a c k g r o u n d s ,  i t  seems 
u n l i k e l y  t h a t  a  c o r p o r a t e  s t r u c t u r e  c o u ld  have worked 
e f f i c i e n t l y  i n  h a n d l i n g  t h e  numerous p ro b le m s  i n  b o t h  
i d e o l o g y  and s o c i a l  r e l a t i o n s  a s s o c i a t e d  w i t h  m e n t a l  
r e t a r d a t i o n .  [ U n d e r l i n i n g  i s  m in e . ]

A l th o u g h  t h i s  e x p l a n a t i o n  does  n o t  p u r p o r t  t o  a n sw e r  t h e  

q u e s t i o n  o f  how t h e  t e n s i o n  be tw een  t h e  p r o f e s s i o n a l  and  

t h e  p a r e n t  d e v e l o p e d ,  i t  s u g g e s t s  an a n s w e r .  P a r e n t  a s s o ­

c i a t i o n s  have  been  " p ro b lem  o r i e n t e d "  b e c a u s e  t h e y  want  

s e r v i c e s  f o r  s p e c i f i c  p ro b lem  a r e a s .  P r o f e s s i o n a l s ,  on 

t h e  o t h e r  h a n d ,  a r e  more " i s s u e "  o r i e n t e d .  They a r e  more 

e q u i p p e d ,  by t r a i n i n g ,  t o  t r a n s c e n d  t h e  im m ed ia te  p ro b le m .  

P a r e n t s  do n o t  w an t  to  i n v o l v e  th e m s e lv e s  i n  an a c t i v i t y
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t h a t  does  n o t  have some im m ed ia te  and  d i r e c t  im p a c t  on 

t h e i r  c h i l d r e n .

T h is  d i f f e r e n c e  i n  p e r s p e c t i v e  has  a n o t h e r  d im en­

s i o n .  The p r o f e s s i o n a l  i s  v iew ed  by t h e  p a r e n t  a s  a

p e r s o n  who i s  a f t e r  power and s t a t u s  r a t h e r  t h a n  a  p e r s o n

22who has  community s a n c t i o n  t o  d e l i v e r  a  s e r v i c e .  From 

t h i s  p e r s p e c t i v e ,  p a r e n t  a s s o c i a t i o n s ,  h i s t o r i c a l l y ,  have 

a n sw e red  two b a s i c  s e r v i c e  d e l i v e r y  q u e s t i o n s  i n  th e  

f o l l o w i n g  m anner :

QUESTION ANSWER

1. Where s h a l l  a u t h o r i t y
and  c o n t r o l  r e s t ?  P a r e n t s

2.  Who s h a l l  c a r r y  o u t  P a r e n t s ,  a n d - - i f
t h e  d i f f e r e n t  t a s k s  d i c t a t e d  by p u b l i c
t o  be p e r f o r m e d ?  c o n t r a c t - - p r o f e s s i o n a l s

The o p e r a t i o n  o f  a  s e r v i c e  r e q u i r e s  " t im e "  and  i n  a  

p a r e n t  a s s o c i a t i o n  ( o r  any v o l u n t a r y  a s s o c i a t i o n )  t im e o r  

amount o f  p a r t i c i p a t i o n  e q u a l s  power .  The p r o f e s s i o n a l  i s  

p a i d  t o  have  t h e  t im e  t o  work f o r  t h e  a g e n c y ;  t h e  v o l u n t e e r -  

p a r e n t  m us t  cope  w i t h  c o n f l i c t i n g  ( i . e . ,  f a m i l y ,  j o b ,  

a v o c a t i o n )  demands and l o y a l t i e s  on h i s  t im e .  T y p i c a l l y ,  

t h e r e  i s  an  e x t r a o r d i n a r y  amount o f  p a r t i c i p a t i o n  a t  t h e  

t im e  t h e  a s s o c i a t i o n  i s  i n  t h e  p r o c e s s  o f  b e in g  formed
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( K a t z ' s  p h a s e s  1 t o  4 ) .  I t  may be a t r u i s m  t o  s t a t e  t h a t  

a l l  b e g i n n i n g s  a r e  d i f f i c u l t  a s  w e l l  a s  e x c i t i n g .  However, 

a s  t h e  a s s o c i a t i o n  becomes more e s t a b l i s h e d  t h e r e  i s  a 

d r a s t i c  d rop  i n  p a r t i c i p a t i o n ;  t h e  a s s o c i a t i o n  f i n d s  i t s e l f  

w i t h  what  i s  commonly known a s  a " p a p e r  m e m b e r s h ip . "  Time 

(which  e q u a l s  m oney) ,  t h e n ,  becomes a  c o u n t e r v a i l i n g  f o r c e  

w h ic h  f a v o r s  t h e  p r o f e s s i o n a l .  P e r h a p s  i t  i s  t h e  p a r e n t s '  

a w a re n e s s  t h a t  p a r t i c i p a t i o n  e q u a l s  power ( i n  a  v o l u n t a r y  

a s s o c i a t i o n )  t h a t  p a r e n t s  t h e m s e lv e s  b e g i n  t o  occupy  p a i d  

o r  s t a f f  p o s i t i o n s .

Over and beyond the difference between "issue"

(professional) and "problem" (parents) orientations, Thomas

Borkman suggests that the source of antipathy between

members o f  s e l f - h e l p  g ro u p s  and t h e  p r o f e s s i o n a l  community

is "experiential knowledge" versus "professional" knowledge.

According to Borkman:

There are also major differences between professional 
and experiential knowledge. In contrast to profes­
sional information, experiential knowledge is (1) 
pragmatic rather than theoretical or scientific,
(2)  o r i e n t e d  t o  h e re - a n d - n o w  a c t i o n  r a t h e r  t h a n  t o  t h e  
l o n g - t e r m  d e v e lo p m e n t  and  s y s t e m a t i c  a c c u m u l a t i o n  o f  
k n o w le d g e , and  (3)  h o l e s t i c  and  t o t a l  r a t h e r  t h a n  
se g m en ted .

Some s e l f - h e l p  g r o u p s ,  l i k e  A l c h o l i c s  Anonymous, 

r e l y  s o l e l y  on t h e i r  members f o r  p o l i c y - m a k i n g  a nd  p r o g r a m ­
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m ing .  Whereas o t h e r  s e l f - h e l p  g r o u p s ,  l i k e  s t u t t e r e r s ’ 

s e l f - h e l p  g r o u p s ,  make e x t e n s i v e  u s e  o f  p r o f e s s i o n a l  

a s s i s t a n c e .  A t h i r d  t y p e  o f  g roup  ( s t u t t e r e r  c l u b s  i n  

Sweden) w i l l  o b t a i n  knowledge  and  a s s i s t a n c e  i r r e s p e c t i v e  

o f  s o u r c e  ( e x p e r i e n t i a l  o r  p r o f e s s i o n a l )  and  h as  no 

s p e c i a l  membership  c a t e g o r y  f o r  " p r o f e s s i o n a l s . "

T h is  s e c t i o n  c o n s i s t e d  o f  a n  h i s t o r i c a l  and s o c i o ­

l o g i c a l  a n a l y s i s  o f  p a r e n t  a s s o c i a t i o n s  f o r  t h e  m e n t a l l y  

r e t a r d e d .  Some o f  t h e  m a j o r  p o i n t s  a r e :

1 .  In  t h e  f i e l d  o f  m e n t a l  r e t a r d a t i o n  p a r e n t s  a r e  

e x p e c t e d  t o  o r g a n i z e  and  t o  p r e s s u r e  t h e i r  r e s p e c t i v e  

co m m un i t ie s  t o  s u p p o r t  s e r v i c e s  f o r  t h e  r e t a r d e d .

2 .  P a r e n t  a s s o c i a t i o n s  a r e  p r i m a r i l y  a  m i d d l e - c l a s s  

movement w i t h  a  m a jo r  i n t e r e s t  i n  t h e  p r o f o u n d l y  and 

s e v e r e l y  r e t a r d e d  ( t h e  m i n o r i t y  o f  t h e  r e t a r d e d ) .

3 .  A s s o c i a t i o n s  c r e a t e d  a  s y s t e m ' s  c h an g e  when th e y  

i n t r o d u c e d  a  m e d i c a l  f o c u s .  Up u n t i l  W orld  War I I ,  s o c i a l  

c o n t r o l  was t h e  o v e r t  p o l i c y  f o r  t h e  r e t a r d e d .

4 .  A s s o c i a t i o n s  move t h r o u g h  s t a g e s  o f  e v o l u t i o n .  The 

s t a g e  o f  m o n i t o r i n g  and e v a l u a t i n g  s e r v i c e s  ( S t a g e  3) i s  

r a r e l y  r e a c h e d ;  i t  i s  more  o f  a  g o a l  o r  a  dream t h a n  a  

r e a l i t y .  A s s o c i a t i o n s  have  a  v e s t e d  i n t e r e s t  i n  e i t h e r
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o p e r a t i n g  o r  o b t a i n i n g  s e r v i c e s  ( S t a g e s  1 & 2 ) .  I n  a  

f i e l d  where  t h e r e  i s  a  huge s e r v i c e  gap p a r e n t  a s s o c i a t i o n s  

c a n n o t  j u s t i f y  t h e  t r a n s f e r  o f  t h e i r  s e r v i c e s  t o  d i f f e r e n t  

a u s p i c e s .

5 .  P a r e n t  A s s o c i a t i o n s  f o r  t h e  r e t a r d e d  a r e  u s u a l l y  

e s t a b l i s h e d  a s s o c i a t i o n s  and  t h e y  f i n d  i t  more d i f f i c u l t  to  

r e d e f i n e  t h e i r  g o a l s .

6 .  K a tz  d e s c r i b e s  f i v e  p r e d i c t a b l e  p h a s e s  t h a t  e v e r y  

p a r e n t  a s s o c i a t i o n  e x p e r i e n c e s .  I t  i s  a t  Phase  5 t h a t  

p r o f e s s i o n a l s  ( f i r s t  c l e r i c a l )  a r e  h i r e d  b e c a u s e  t h e  w ork-  

a c t i v i t y  becomes r o u t i n e .

Two o t h e r  r e a s o n s  why p r o f e s s i o n a l s  a r e  employed:

a )  o n ly  p u b l i c  fu n d s  can  s u p p o r t  a  v a r i e t y  o f  

s e r v i c e s ;

b)  p u b l i c  fu n d s  e n s u r e  t h a t  t h e  s e r v i c e  i s  a  r i g h t  

r a t h e r  t h a n  a  g i f t .

7 . P r o f e s s i o n a l s  a n d  v o l u n t e e r s  have  competed  w i t h  

e a c h  o t h e r  f o r  power and  r o l e s  r e v e r s e d  when knowledge  b e ­

came more i m p o r t a n t  ( v a l u e d )  th a n  good i n t e n t i o n s .

8 .  P a r e n t  a s s o c i a t i o n s  hav e  h i s t o r i c a l l y  e n d o r s e d  t h e  

p r i n c i p l e  t h a t  power o r  c o n t r o l  b e lo n g s  t o  p a r e n t s :  b e c a u s e  

i t  i s  t h e  p a r e n t s  who s t a r t e d  and  g o v e rn e d  t h e  a s s o c i a t i o n .
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9.  P a r e n t s  a r e  " p ro b lem "  o r i e n t e d ;  p r o f e s s i o n a l s  a r e  

more " i s s u e "  o r i e n t e d .  T here  a r e  a l s o  d i f f e r e n c e s  be tw een  

p r o f e s s i o n a l  and e x p e r i e n t i a l  kn o w le d g e .

10. P a r e n t s  v iew  p r o f e s s i o n a l s  a s  b e i n g  more  i n t e r e s t e d  

i n  power and s t a t u s  f o r  t h e m s e lv e s  r a t h e r  th a n  a s  p e r s o n s  

w i t h  s e r v i c e  f u n c t i o n s .

11.  A c o u n t e r v a i l i n g  f o r c e  i s  t i m e ;  t im e  o r  p a r t i c i ­

p a t i o n  e q u a l s  power and  money. As soon a s  a s s o c i a t i o n s  

become s u c c e s s f u l ,  p a r t i c i p a t i o n  d r o p s .  I t  i s  u s u a l l y  a t  

t h i s  p o i n t  t h a t  p r o f e s s i o n a l s  assume more and more 

r e s p o n s i b i l i t y .

P a r e n t s  do g e t  t o g e t h e r  and o r g a n i z e  l i k e  t h e

25p a r e n t s  o f  P r o j e c t  HOPE, L t d .  i n  B r o o k ly n .  They do 

s u c c e e d  i n  o p e r a t i n g  and  o b t a i n i n g  s e r v i c e s  f o r  t h e  r e t a r d e d .  

P a r e n t  a s s o c i a t i o n s  a r e  now t r y i n g  t o  amend E d u c a t i o n  Law 

4407 t o  m an d a te  r a t h e r  t h a n  r e n d e r  p e r m i s s i b l e  p u b l i c  s c h o o l  

e d u c a t i o n  f o r  c h i l d r e n  from t h r e e  t o  f i v e  y e a r s .  An e x c i t ­

i n g  c h a p t e r  f o r  p a r e n t  a s s o c i a t i o n s  and p u b l i c  s c h o o l  e d u ­

c a t i o n  i s  u n f o l d i n g .  Some l o c a l  community  s c h o o l  d i s t r i c t s  

have  a l r e a d y  a c c e p t e d  in  p r i n c i p l e  t h e  r e s p o n s i b i l i t y  t o  e d u ­

c a t e  p r e s c h o o l e r s .  I f  t h e  law  i s  amended,  p a r e n t  a s s o c i a ­

t i o n s  would have c o n t r i b u t e d  t o  a f u n d a m e n ta l  c h an g e :  b e c a u s e  

a l l  p r e s c h o o l  h a n d ic a p p e d  c h i l d r e n  would  b e n e f i t .
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CHAPTER IV

PLANNING AND IMPLEMENTING THE PARENTS ASSOCIATION

N a t u r e  o f  Unmet: Need

The C h i ld  D e v e lo p m en ta l  C e n t e r  a t  t h e  h o s p i t a l  

i s  c o n t r a c t e d  by th e  New York C i t y  D epar tm en t  o f  M e n ta l  

H e a l t h  and M e n ta l  R e t a r d a t i o n  t o  p r o v i d e  e v a l u a t i o n  and 

t r e a t m e n t  s e r v i c e s  f o r  c h i l d r e n  f rom b i r t h  up u n t i l  age  

s i x t e e n  who a r e  e i t h e r  s u s p e c t e d  of  r e t a r d a t i o n  o r  have 

a l r e a d y  been  c e r t i f i e d  by t h e  s c h o o l  sy s te m  a s  r e t a r d e d ,  

and who l i v e  w i t h i n  a  s p e c i f i e d  g e o g r a p h i c a l  a r e a .

I n  1975, o f  t h e  one h u n d red  f o u r  (104) c h i l d r e n  

s e r v i c e d  by t h e  D e v e lo p m en ta l  C e n t e r  a b o u t  507, o f  t h e  c a s e ­

lo a d  were  c h i l d r e n  f i v e  y e a r s  o f  age  o r  u n d e r . *  D ur ing  

t h e  summer o f  1975, t h e  p r o f e s s i o n a l  s t a f f  a s  w e l l  a s  some 

o f  t h e  p a r e n t s  began  t o  e x p e r i e n c e  and to  a r t i c u l a t e  t h e i r

* I n  t h e  a n n u a l  N.Y.C. B ureau  o f  M e n ta l  R e t a r d a t i o n  
r e p o r t s  (197 3 -1 9 74 ,  1 9 7 5 -1 9 7 6 ) ,  p r e s c h o o l  p rogram s a r e  
recommended f o r  e ac h  community though  o n ly  one o r  two com­
m u n i t i e s  have su c h  p ro g ra m s .
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f r u s t r a t i o n  t h a t  c h i l d r e n  f rom  a g es  t h r e e  t o  f i v e ,  

p a r t i c u l a r l y  t h o s e  c h i l d r e n  who w ere  i n  t h e  r a n g e  o f  

m o d e r a te  t o  p r o f o u n d  r e t a r d a t i o n ,  were  e x c l u d e d  from 

g e n e r i c  a g e n c i e s  l o c a t e d  w i t h i n  t h e  community .  The f i v e  

day c a r e  c e n t e r s ,  Head S t a r t  a s  w e l l  a s  t h e  R e ad in g  R e a d i ­

n e s s  p rog ram  ( s p o n s o r e d  by t h e  Board  o f  E d u c a t i o n  and  a  

p r i v a t e  v o l u n t a r y  a g e n c y )  " o f f i c i a l l y "  a c c e p t e d  h a n d ic a p p e d  

c h i l d r e n  i n t o  t h e i r  r e s p e c t i v e  p r o g r a m s ;  Head S t a r t ,  f o r  

e x am p le ,  has  been  m and a te d  by H.E.W. t o  i n c l u d e  10% h a n d i ­

capped  c h i l d r e n  i n t o  i t s  p ro g ram .

But t h e  s t a t e d  p o l i c y  i s  n o t  a lw ay s  t h e  a c t u a l  

p o l i c y .  These  g e n e r i c  c h i l d  c a r e  a g e n c i e s ,  th o u g h  p r o ­

f e s s i n g  c o n c e r n  and  commitment t o  h a n d ic a p p e d  c h i l d r e n ,  

s u c c e s s f u l l y  e x c l u d e d  r e t a r d e d  and d e v e l o p m e n t a l l y  d i s ­

a b l e d  c h i l d r e n  t h r o u g h  t h e i r  r e s t r i c t i v e  (and d i s c r i m i n ­

a t o r y )  i n t a k e  p o l i c i e s . *

The D e v e lo p m e n ta l  C e n t e r  a l s o  made r e f e r r a l s  to  

s p e c i a l i z e d  p r e s c h o o l  p ro g ram s  o u t s i d e  i t s  c a t c h m e n t  a r e a .

*Tn 1975 and  1976,  th e  g e n e r i c  a g e n c i e s  r e q u i r e d  t h a t  
a  p r e s c h o o l  c h i l d  be  t o i l e t  t r a i n e d  a s  an e l i g i b i l i t y  r e ­
q u i r e m e n t .  Few r e t a r d e d  c h i l d r e n  a r e  t o i l e t  t r a i n e d  by age  
3 o r  4 .
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B ecause  t h e s e  f a c u l t i e s  p o s s e s s e d  t h e i r  own m and a ted  

c a tc h m e n t  a r e a s ,  so  t h a t  p r e f e r e n c e  was g i v e n  to  a t - r i s k  

c h i l d r e n  i n  t h e i r  own a r e a s ,  r e f e r r a l s  f rom  t h e  C e n t e r  

r o u t i n e l y  g o t  p l a c e d  on a  " w a i t i n g  l i s t . "  T h ree  o r  f o u r  

c h i l d r e n  were  on su c h  w a i t i n g  l i s t s  f rom a  y e a r  t o  two 

y e a r s .

R e f e r r a l s  from C e n te r  t o  c h i l d  c a r e  a g e n c i e s  

w i t h i n  i t s  own c a t c h m e n t  a r e a  o r  t o  s p e c i a l i z e d  p r e s c h o o l  

p rog ram s  o u t s i d e  o f  i t s  c a t c h m e n t  a r e a  ( s i n c e  no s p e c i a l ­

i z e d  p r e s c h o o l  p rog ram s  w ere  a v a i l a b l e  w i t h i n  th e  commu­

n i t y )  were  e i t h e r  d i s a p p r o v e d  o r  a r e  p l a c e d  on w a i t i n g  

l i s t s  w i t h  i n d e f i n i t e  w a i t i n g  p e r i o d s .  A l th o u g h  t h e  

h o s p i t a l  in  g e n e r a l  and  t h e  C e n t e r  i n  p a r t i c u l a r  o f f e r e d  a 

v a r i e t y  o f  s e r v i c e s  t o  t h e  r e t a r d e d  p r e s c h o o l  c h i l d  ( e . g . ,  

s p e e c h  t h e r a p y ,  o c c u p a t i o n a l  t h e r a p y ,  p h y s i c a l  t h e r a p y ,  

p e d i a t r i c  c l i n i c s ) ; a l t h o u g h  t h e  C e n t e r  o f t e n  r e f e r r e d  

p r e s c h o o l  c h i l d r e n  t o  a g e n c i e s  w h ich  o f f e r  h o m e - t r a i n i n g  

p ro g ram s  ( e . g . ,  t e a c h i n g  a  p a r e n t  how to  t e a c h  a s e l f - h e l p  

s k i l l  t o  a  r e t a r d e d  c h i l d ) ;  b o t h  t h e  C e n t e r ' s  p r o f e s s i o n a l  

s t a f f  and  th e  p a r e n t s  o f  t h e  p r e s c h o o l  c h i l d r e n  w ere  

c o n v in c e d  t h a t  o n ly  a  s p e c i a l i z e d  p r e s c h o o l  p ro g ram  had t h e  

p o t e n t i a l  t o  o f f e r  (a )  a  s o c i a l i z a t i o n  e x p e r i e n c e  f o r
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c h i l d r e n  who have  been  i s o l a t e d  and s h e l t e r e d  f rom  o t h e r  

c h i l d r e n ;  (b) s y s t e m a t i c  e m o t i o n a l ,  s o c i a l ,  m o to r ,  and  

academ ic  s t i m u l a t i o n ,  a d m i n i s t e r e d  t h r o u g h  a  t r a i n e d  e a r l y  

s p e c i a l  e d u c a t i o n  t e a c h e r .

In  o t h e r  w o r d s ,  t h e  p a r e n t s  a s  w e l l  a s  t h e  C e n t e r ' s  

p r o f e s s i o n a l  s t a f f  f e l t  t h a t  a  t r e a t m e n t  p l a n  must  n o t  o n l y  

i n c l u d e  t h e  recom m enda t ion  o f  a  p r e s c h o o l  p ro g ram  b u t  s u c h  

a p rog ram  must  i n  f a c t  be a v a i l a b l e  and a c c e s s i b l e  t o  t h e  

c h i l d r e n .  T h a t  w i t h o u t  a  s p e c i a l i z e d  p rogram  v i o l e n c e  was 

b e in g  done to  t h e  p o l i c y  o f  ' c o n t in u u m  o f  c a r e '  and  t o  t h e  

c o n c e p t  o f  e a r l y  i n t e r v e n t i o n .  T h a t  w i t h o u t  su c h  a  p ro g ram  

th e  c h i l d r e n  would n o t  o n ly  s u f f e r  more  i n t e n s e l y  b u t  t h e i r  

d i s a b i l i t i e s  w i l l  become more c o m p l i c a t e d  as  t h e  c h i l d  

becomes o l d e r  and  t h e i r  c h a n c e s  t o  l a t e r  s u c c e e d  i n  p u b l i c  

s c h o o l  ( i n  s p e c i a l  c l a s s  p l a c e m e n t )  w i l l  become more 

p r o b l e m a t i c .

To sum up :  B ecause  p r e s c h o o l  and n u r s e r y  p r o g r a m s ,  

f o r  n o rm a l  c h i l d r e n  i n  g e n e r a l  a s  w e l l  a s  p r e s c h o o l  p ro g ram s  

f o r  c h i l d r e n  w i t h  e n v i r o n m e n t a l  d e p r i v a t i o n  and f o r  

c h i l d r e n  w i t h  d e v e l o p m e n t a l  h a n d ic a p s  i n  p a r t i c u l a r ^ h a v e  

been  e s t a b l i s h e d  and  t e s t e d  t h r o u g h o u t  t h e  c o u n t r y  s i n c e  

t h e  m id d l e  ' 6 0 ' s ;  and b e c a u s e  t h e  C e n t e r  was m anda ted  t o
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d e l i v e r  a  v a r i e t y  o f  s e r v i c e s  t o  d e v e l o p m e n t a l l y  h a n d i ­

c ap p e d  c h i l d r e n ;  i t s  a d v o c a c y  o f  a  s p e c i a l i z e d  p r e s c h o o l  

p ro g ram  f o r  c h i l d r e n  w i t h i n  t h e  community was c o n s i d e r e d  

by t h e  p r o f e s s i o n a l  s t a f f  and  t h e  p a r e n t s  n o t  o n ly  

" a p p r o p r i a t e "  b u t  a b s o l u t e l y  i m p e r a t i v e .

T i m e l i n e s s

In  1974 a  s o c i a l  w o rk e r  a t  t h e  D e v e lo p m e n ta l  

C e n t e r  o f  B ro o k ly n  J e w i s h  M e d ic a l  C e n t e r  h e l p e d  t o  o r g a n i z e  

a  g roup  o f  m o th e r s  o f  Down’ s Syndrome (M ongolo id)  c h i l d r e n  

f o r  t h e  p u r p o s e  o f  o b t a i n i n g  a  p r e s c h o o l  p ro g ram  w i t h i n  

t h e i r  own l o c a l  com m uni ty .*  W i th in  a  s i x  month p e r i o d ,  t h e  

p a r e n t s  i n c o r p o r a t e d  and r e f e r r e d  t o  t h e m s e lv e s  a s  P r o j e c t  

HOPE. They were  a b l e  t o  c o n v in c e  t h e i r  l o c a l  s c h o o l  

d i s t r i c t  t o  s t a r t  a  p r e s c h o o l  p ro g ram  i n  one o f  t h e  d i s ­

t r i c t ’ s p u b l i c  s c h o o l s .  T h is  was c o n s i d e r e d  an u n p r e c e ­

d e n t e d  s u c c e s s  s i n c e  p u b l i c  s c h o o l s  i n  New York S t a t e  a r e  

n o t  l e g a l l y  m anda ted  t o  e d u c a t e  r e t a r d e d  c h i l d r e n  u n d e r  

f i v e  y e a r s  o f  a g e .

*A f e a t u r e  s t o r y  a p p e a r e d  i n  t h e  Sunday New York 
News on F e b r u a r y  9 ,  1975,  p .  3B.
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The N.Y.C. Board  o f  E d u c a t i o n  p r o v i d e d  t h e  t e a c h e r  

( s u p p o r te d  by f e d e r a l  f u n d s )  ; and t h e  p a r e n t s , t h r o u g h  

t h e i r  a s s o c i a t i o n ,  r a i s e d  money ( b a z a a r s ,  f l e a  m a r k e t s ,  

d i n n e r  d a n c e s ,  e t c . )  t o  p u r c h a s e  e q u ip m en t  ( e . g . ,  b a l a n c e  

beams,  m a t s ,  e t c . )  and t r a n s p o r t a t i o n  (m in ib u s  s e r v i c e )  f o r  

t h e  c h i l d r e n  t o  g e t  t o  and f rom  t h e  p rogram .

I n  a d d i t i o n  t o  t h e  s u c c e s s  o f  P r o j e c t  HOPE, t h e  

Board  o f  E d u c a t i o n  B ure au  o f  C h i l d r e n  W ith  R e t a r d e d  M e n ta l  

Development  (BCRMD) h ad  a l r e a d y  e s t a b l i s h e d  t h e  p a t t e r n  o f  

c o - s p o n s o r i n g  s p e c i a l  e d u c a t i o n a l  p rog ram s " w i t h "  a s  w e l l  

a s  " w i t h i n "  h o s p i t a l  c l i n i c s .

Through  i t s  p u b l i c  r e l a t i o n s  m a t e r i a l  ( n e w s l e t t e r s ,  

a l l - d a y  c o n f e r e n c e s ) ,*  t h e  Board  o f  E d u c a t i o n  co nveyed  t h e  

m essage  t h a t  i t  was (a )  co m m it ted  to  t h e  i d e a  o f  e a r l y  

i n t e r v e n t i o n  f o r  c h i l d r e n  w i t h  r e t a r d a t i o n  and r e l a t e d  d e ­

v e lo p m e n t a l  d i s a b i l i t i e s ;  and  (b)  c o m m it ted  t o  t h e  i d e a  t h a t  

s p e c i a l i z e d  p r e s c h o o l  p rog ram s  must  b e  j o i n t l y  s p o n s o r e d  and 

o p e r a t e d  by t h e  s c h o o l s  and c e n t e r s  f o r  c h i l d  deve lo pm en t  

w i t h  s u p p o r t  by  p a r e n t  a s s o c i a t i o n s .

*See BCRMD, E a r l y  C h i ld h o o d  P r o g r a m s , e d . , Bebe 
B e r n s t e i n ,  A s s i s t a n t  D i r e c t o r  (Board  o f  E d u c a t i o n  o f  t h e  C i t y  
o f  New York,  65 C ou r t  S t r e e t ,  B ro o k ly n ,  N.Y. 1 1 2 0 1 ) ,  1972.
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There was no question about the "timeliness" of 

the need for a preschool program for developmentally 

handicapped children. It was the timeliness of this type 

of program which afforded the staff advisor the oppor­

tunity to test the feasibility on an auxiliary association 

as a vehicle to obtain this important educational program.

Appropriateness

Preschool programs for mentally retarded children 

already exist in Brooklyn, N.Y. under public and private 

auspices. Funding sources are varied: federal, city, and 

state, foundation grants, local school districts, etc.

In Brooklyn, many preschool programs are affiliated with 

hospital child development centers; the center usually 

evaluates the child to determine the nature and the extent 

of the disability and it continues to monitor the child's 

development as s/he participates in the preschool program.

Since the Center at the hospital evaluates a large 

number of the developmentally disabled children on a daily 

basis; and since the Center has achieved a reputation of 

providing quality diagnostic and treatment services to the 

children and their families; there was the expectation
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t h a t  l o c a l  community a g e n c i e s  su c h  a s  t h e  s c h o o l  d i s t r i c t ,  

day c a r e  c e n t e r s ,  and Head S t a r t  would p e r c e i v e  t h e  C e n t e r ' s  

t i l t  t o  advocacy  ( i . e . ,  f o r  a p r e s c h o o l  p rog ram )  a s  a  

l o g i c a l  and r e a s o n a b l e  d ev e lo pm en t  v i s  a  v i s  t h e  C e n t e r ' s  

own g row th  and d ev e lo p m e n t  as  an e v a l u a t i o n  and t r e a t m e n t  

f a c i l i t y .

Program D esign

The p u r p o s e  o f  t h i s  p r o j e c t  was t h e  c r e a t i o n ,  w i t h  

t h e  a s s i s t a n c e  o f  a  p r o f e s s i o n a l  s o c i a l  w o r k e r ,  o f  an 

a u x i l i a r y - t y p e  g roup  ( P a r e n t s  A s s o c i a t i o n )  whose u l t i m a t e  

g o a l  would be th e  c r e a t i o n  o f  a s p e c i a l i z e d  p r e s c h o o l  

p rog ram  w i t h i n  th e  h o s p i t a l ' s  c a tc h m e n t  a r e a .  I t  was n o t  

e x p e c t e d  t h a t  t h i s  u l t i m a t e  g o a l  would  be  a c c o m p l i s h e d  

w i t h i n  a  s i x  month t im e  p e r i o d  ( J a n u a r y - J u n e  1976). What 

was a n t i c i p a t e d ,  h ow ever ,  was t h a t  t h e  P a r e n t s  A s s o c i a t i o n  

(PA) would engage  i n  a c t i v i t i e s  which  c o u ld  r e s u l t  i n  t h e  

a c q u i s i t i o n  o f  r e s o u r c e s  ( f u n d s ,  s p a c e ,  community i n t e r e s t ,  

e t c . )  t h a t  i n  t u r n  c o u ld  be u t i l i z e d  f o r  t h e  o p e r a t i o n  o f  

a  s p e c i a l i z e d  p r e s c h o o l  p ro g ra m .

Whereas t h e  p r i m a r y  p u r p o s e  o f  t h e  p r o j e c t  was t h e  

c r e a t i o n  and d e v e lo p m e n t  o f  a  h o s p i t a l - b a s e d  P a r e n t s
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A s s o c i a t i o n ,  a  s e c o n d a r y  p u r p o s e  was t o  t e s t  t h e  f e a s i b i l i t y  

o f  i m p l a n t i n g  ( " i n s t i t u t i o n a l i z i n g " )  a  consum er  g ro u p  

w i t h i n  th e  h o s p i t a l .  I n  o t h e r  w o rd s ,  t h e  s o c i a l  n e e d  f o r  a 

p r e s c h o o l  p rogram  p r e s e n t e d  an  o p p o r t u n i t y  t o  c r e a t e  an 

o r g a n i z a t i o n a l  s t r u c t u r e  w h ich  would i n c l u d e  t h e  p a r e n t s  i n  

t h e  h o s p i t a l ' s  d e c i s i o n - m a k i n g  p r o c e s s :  w h ich  in  t u r n  

would  n o t  o n ly  make t h e  d e c i s i o n - m a k i n g  p r o c e s s  more 

d e m o c r a t i c  b u t  w ou ld  a l s o  r e s u l t  i n  more and b e t t e r  s e r v i c e s  

f o r  h a n d ic a p p e d  c h i l d r e n .

The b a s i c  a s s u m p t io n  was t h a t  an a u x i l i a r y  a s s o c i ­

a t i o n  w i t h  t h e  a s s i s t a n c e  o f  a p r o f e s s i o n a l  s o c i a l  w o rk e r  

would  a c t  a s  a s o c i o - p o l i t i c a l  o r g a n i z a t i o n  t h a t  would  

e x e r t  s u f f i c i e n t  p r e s s u r e  on v a r i o u s  c o n s t i t u e n c i e s  w i t h i n  

and o u t s i d e  o f  t h e  l o c a l  community t o  o b t a i n  s p e c i a l i z e d  

p r e s c h o o l  p ro g ram .  A c o r o l l a r y  t o  t h i s  b a s i c  a s s u m p t io n  

was t h a t  i f  t h e  P a r e n t s  A s s o c i a t i o n  was e f f e c t i v e ,  t h e n  a  

p r e s c h o o l  p rogram  would be  o b t a i n e d .

The p l a n n i n g  f o r  t h i s  p r o j e c t  began  a s  e a r l y  as  

May 1975. The s t a f f  a d v i s o r  r e c o g n i z e d  t h a t  he would  need  

t o  e s t a b l i s h  c r e d i b i l i t y  w i t h  v a r i o u s  " g a t e k e e p e r s "  w i t h i n  

t h e  h o s p i t a l  b e f o r e  he would r e c e i v e  s a n c t i o n  t o  work 

w i t h  a  h o s p i t a l - b a s e d  p a r e n t s  g r o u p .  S i n c e  h i s  employment
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a t  t h e  h o s p i t a l  i n  1973,  he has  h e a r d  t h a t  t h e  h o s p i t a l ' s  

a d m i n i s t r a t i o n  has  lo o k e d  a s k a n c e  a t  g r a s s - r o o t s  community 

g r o u p s .

An o p p o r t u n i t y  to  e s t a b l i s h  c r e d i b i l i t y  p r e s e n t e d  

i t s e l f  i n  May 1 9 7 5 - - t h e  s t a f f  a d v i s o r  was a p p o i n t e d  by th e  

B ro o k ly n  Boro-Wide C o u n c i l  f o r  M e n ta l  R e t a r d a t i o n  t o  be 

t h e  spokesman " f o r  t h e  n e e d s  o f  t h e  r e t a r d e d "  i n  th e  

h o s p i t a l ' s  c a tc h m e n t  a r e a  a t  a  "town h a l l "  m e e t i n g  ( s p o n ­

s o r e d  by the  N.Y.C. Com miss ioner  o f  M e n ta l  H e a l t h  and 

M e n ta l  R e t a r d a t i o n ) .  To p r e p a r e  f o r  t h a t  town h a l l  m e e t i n g ,  

t h e  s t a f f  a d v i s o r  convened  a  m e e t i n g  o f  consum ers  and 

p r o v i d e r s  a t  t h e  h o s p i t a l  so t h a t  he c o u l d  i n c o r p o r a t e  

t h e i r  s u g g e s t i o n s  i n t o  h i s  " p r e s e n t a t i o n "  to  t h e  Commis­

s i o n e r .  T h is  p r e l i m i n a r y  m e e t i n g  was c r i t i c a l  f o r  t h e  s t a f f  

a d v i s o r  b e c a u s e  i t  was a t t e n d e d  by t h e  h o s p i t a l ' s  D i r e c t o r  

o f  t h e  D epa r tm en t  o f  S o c i a l  S e r v i c e s  a s  w e l l  a s  by th e  

A f f i l i a t i o n  A d m i n i s t r a t o r  and h i s  A s s i s t a n t  A d m i n i s t r a t o r .  

L ik e  m os t  m u n i c i p a l  h o s p i t a l s ,  t h i s  h o s p i t a l  had  an 

a f f i l i a t i o n  c o n t r a c t  w i t h  a  p r i v a t e  v o l u n t a r y  h o s p i t a l .  A l l  

t h e  p r o f e s s i o n a l  s t a f f  o f  t h e  D e v e lo p m en ta l  C e n t e r  a s  w e l l  

a s  t h e  s t a f f  a d v i s o r  were u n d e r  t h e  a f f i l i a t i o n  c o n t r a c t .

The s t a f f  a d v i s o r  was l a t e r  t o l d  by t h e  D i r e c t o r  o f  S o c i a l
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S e r v i c e s  t h a t  a l l  t h e  a d m i n i s t r a t o r s  were  p l e a s e d  w i t h  t h e  

way he " h a n d l e d "  t h e  m e e t i n g .  Two days  p r i o r  t o  t h i s  

m e e t i n g ,  t h e  A s s i s t a n t  A f f i l i a t i o n  A d m i n i s t r a t o r  warned 

t h e  s t a f f  a d v i s o r  t h a t  he s h o u l d  " .  . . b e  c a r e f u l  n o t  to  

l e t  t h e  m e e t i n g  g e t  o u t  o f  hand n o r  a l l o w  a l a y  group  o f  

p e o p le  t o  d i c t a t e  t o  t h e  h o s p i t a l . "  By th e  end o f  Ju n e  

1975,  t h e  s t a f f  a d v i s o r  a c h i e v e d  some " c r e d i b i l i t y "  by 

d e m o n s t r a t i n g  to  th e  h o s p i t a l  t h a t  he can  " h a n d l e "  a  

community group  m e e t i n g ;  t h a t  he p o s s e s s e d  c e r t a i n  t e c h n i ­

c a l  knowledge  r e g a r d i n g  th e  p ro g ram m at ic  n e e d s  o f  th e  

r e t a r d e d ;  and  t h a t  he c a n ,  more i m p o r t a n t l y  work 

" r e s p o n s i b l y "  w i t h i n  a  h o s p i t a l - c o m m u n i t y  f ram ew ork .

I n  e a r l y  1975,  t h e  s t a f f  a d v i s o r  s e n t  o u t  a b r i e f  

p r o p o s a l  ( s e e  Appendix  A) t o  t h r e e  h o s p i t a l  a d m i n i s t r a t o r s ;  

t h e  p r o p o s a l  o u t l i n e d  t h e  c r e a t i o n  o f  a P a r e n t s  A s s o c i a t i o n ,  

w i t h  t h e  t a r g e t  d a t e  o f  Sep tem ber  1975 f o r  im p l e m e n ta t i o n  

(when p a r e n t s  and s t a f f  r e t u r n e d  from t h e i r  summer 

v a c a t i o n s ) .  The M e d ica l  D i r e c t o r  o f  t h e  D e v e lo p m e n ta l  

C e n te r  had  a  f a v o r a b l e  r e a c t i o n  b e c a u s e  she  f e l t  t h a t  t h e  

l o c a l  community n e e d e d  a s p e c i a l i z e d  p r e s c h o o l  p rog ram  f o r  

d e v e l o p m e n t a l l y  h a n d ic a p p e d  p r e s c h o o l  c h i l d r e n ;  and she  

f e l t  a  " s t r o n g "  P a r e n t s  A s s o c i a t i o n  c o u l d  e i t h e r  " r a i s e



money" or act as an "advocate" for the Developmental 

Center, especially during a time of budgetary cutbacks.

The Director of Social Services gave his "O.K." because 

the Medical Director of the Developmental Center had 

already given her approval: in addition, he gave his 

approval with the proviso that this project must not ad­

versely effect the staff advisor’s primary assignment as 

Coordinator, and Social Worker of the Developmental Center.

By t h e  end o f  J u n e  1975,  t h e  M e d ic a l  D i r e c t o r  o f  

t h e  D e v e lo p m en ta l  C e n t e r ,  t h e  D i r e c t o r  o f  S o c i a l  S e r v i c e ,  

t h e  D i r e c t o r  o f  Community R e l a t i o n s ,  and t h e  A f f i l i a t i o n  

A d m i n i s t r a t o r s  were  a l l  in  a g re e m e n t  t h a t  t h e  p r o j e c t  was 

a p p r o p r i a t e  and t h a t  i m p l e m e n ta t i o n  c o u l d  b e g i n  in  

S ep tem b er  1975.  T h rou g ho u t  t h e  months  o f  May and June  

1975 ,  t h e  s t a f f  a d v i s o r  c u l t i v a t e d  s u p p o r t  f o r  h i s  p r o j e c t  

by m e e t i n g  w i t h  v a r i o u s  a d m i n i s t r a t o r s  i n f o r m a l l y  on a 

o n e - t o - o n e  b a s i s ;  he p u r p o s e l y  a v o id e d  l a r g e r  m e e t i n g s  

b e c a u s e  he  f e a r e d  t h a t  w h e rea s  an a d m i n i s t r a t o r  m ig h t  be 

c o m f o r t a b l e  t a l k i n g  p o s i t i v e l y  a b o u t  a  h o s p i t a l - b a s e d  

P a r e n t s  A s s o c i a t i o n  on a  o n e - t o - o n e  b a s i s ,  s / h e  m ig h t  

become more n e g a t i v e  a b o u t  " m i l i t a n t "  consumer  g rou p s  i f  

he had t o  f a c e  two o r  t h r e e  o f  h i s  c o l l e a g u e s  a t  a
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m e e t i n g .  See  F i g .  1 f o r  a  v i s u a l  r e p r e s e n t a t i o n  o f  t h e  

c o n t r a c t u a l  ( e x p l i c i t  and  i m p l i c i t )  a r r a n g e m e n t s  and 

T a b le  2 f o r  s i g n i f i c a n t  p r o f e s s i o n a l  and a d m i n i s t r a t i v e  

p e r s o n n e l  p a r t i c i p a t i o n  in  t h i s  p r o j e c t .

D u r in g  th e  summer months o f  J u l y  and Augus t  a s  w e l l  

a s  S ep tem ber  1975,  t h e  s t a f f  a d v i s o r  c a n v a s s e d  a b o u t  

f i f t e e n  m o th e r s  o f  h a n d ic a p p e d  p r e s c h o o l  c h i l d r e n  t o  d e ­

t e r m in e  t h e i r  i n t e r e s t  i n  fo r m in g  a P a r e n t s  A s s o c i a t i o n  F o r  

P r e s c h o o l  R e ta r d e d  and D e v e lo p m e n ta l ly  D i s a b l e d  C h i l d r e n .

The m a j o r i t y  e x p r e s s e d  i n t e r e s t ;  how ever ,  many o f  them f e l t  

t h a t  th ey  had so  many c l i n i c  a p p o in t m e n t s  t h a t  th e y  d i d  

n o t  know how th ey  c o u l d  f i n d  t h e  t im e  to  p a r t i c i p a t e .  On 

Sep tem ber  1 2 ,  1975,  a  l e t t e r  ( d r a f t e d  by t h e  s t a f f  a d v i s o r )  

s i g n e d  by t h e  s t a f f  a d v i s o r  and a p a r e n t  (who l a t e r  became 

th e  c h a i r p e r s o n )  was m a i l e d  t o  a b o u t  f i f t e e n  p a r e n t s  who 

had h a n d ic a p p e d  p r e s c h o o l  c h i l d r e n .  The l e t t e r  in fo rm e d  t h e  

p a r e n t s  t h a t  t h e y  w ere  i n v i t e d  t o  a m e e t i n g  a t  w h ich  t im e  

th ey  would b e g in  to  p l a n  th e  c r e a t i o n  o f  a h o s p i t a l - b a s e d  

P a r e n t s  A s s o c i a t i o n .  On S ep tem b er  22 ,  1975 o n ly  two 

p a r e n t s  a t t e n d e d  t h e  m e e t i n g .  One o f  t h e  r e a s o n s  f o r  t h i s  

s m a l l  a t t e n d a n c e  was t h a t  t h e  l e t t e r s  were  m a i l e d  on 

S ep tem ber  17 and t h e  m e e t i n g  was s c h e d u l e d  f o r  Sep tem ber  22.



Developmental Center 
agrees to

Work with St* 
Staff Advisor 
(Oct. 1975)

To give the hospital favorable 
recognition in the media 
(Sept. 1976)

To use other than hospital 
resources for operation of 
preschool program (Jan. 1976)

Provide Staff Advisor 
Provide Clerical Assistance 
Provide professional (medical, 
psychological) consultation 
(Jan. 1976)

Municipal Hospital Parents Association
agrees to agrees to

Provide meeting space for 
parents

Allow P.A. to use hospital name 
in its community negotiations 

Make available the resources of 
the Dept, of Community Relations 
(Dec. 1975)

Keep the books for monies 
parents raise 

Donate equipment for 
educational purposes for 
the children (Jan. 1976)

Make the Auxiliary as 
a co-sponsor of the 
preschool program 
(Apr. 1976)

N.Y.C. Bureau of 
Mental Retardation 

agrees to

Provide Senior Consultant to assist 
professional staff in their efforts 
to obtain a specialized preschool 
program (Jan. 1976)

Hospital Community 
Board agrees to

Give technical assistance and 
endorsement (June 1976)

Local public and private 
Educational Systems 

agree to

Engage in discussions with parents to 
discuss co-sponsorship of preschool 
program (Jan. 1976)

Auxiliary Association to Municipal Hospital 
agrees to

FIG. 1
CONTRACTUAL ARRANGEMENTS AMONG THE COOPERATING HOSPITAL UNITS AND COMMUNITY INSTITUTIONS

(FROM JANUARY TO JUNE 1976)
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TABLE 2

SIGNIFICANT PERSONNEL PARTICIPATING IN THE HOSPITAL-BASED PARENTS ASSOCIATION
AND THEIR PRIMARY INSTITUTIONAL AFFILIATION

HOSPITAL NEW YORK CITY DEPARTMENT
QUASI-PUBLIC OF MENTAL HEALTH AND

DEPARTMENTS STRUCTURES MENTAL RETARDATION

1. Senior Consultant from 
the Bureau of Mental 
Retardation (Account­
able to the Assistant 
Commissioner of Mental 
Retardation Services) 

(Accountable to Chief, Pediatrics)
2. Chief, Pediatrics Department 

(Accountable to Medical Board, Affiliation 
Administrator)

3. Director Community Relations 
(Accountable to Executive Director)

4. Assistant Affiliation Administrator 
(Accountable to Affiliation Administrator)

5. Director of Department of Social Services 
(Accountable to Executive Director)

6. Affiliation Administrator
(Accountable to Executive Director, Medical Board,
Board of Trustees of Voluntary Hospital)

7. Executive Director
(Accountable to Health and Hospitals Corporation,
Community Board, Medical Board)

1. Developmental Center 1. Auxiliary Association
a. Staff Advisor of Hospital 

(Accountable to Affiliation, Administrator,
Director of Dept, of Social Service, Center's 2. Community Board
Medical Director) (September 1976)

b. Medical Director

oooo
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T h rou g h o u t  t h e  m onths  o f  O c t o b e r  and November,  t h e  

a t t e n d a n c e  a t  m e e t i n g s  c o n s i s t e d  o f  o n ly  t h r e e  and f o u r  

m o t h e r s .  A l e t t e r  o f  commendation ( d r a f t e d  by t h e  s t a f f  

a d v i s o r  b u t  s i g n e d  by th e  C h ie f  o f  P e d i a t r i c s )  was s e n t  

t o  two m o t h e r s - - o n e  o f  t h e s e  m o th e r s  soon d ro p p ed  o u t  b e ­

c a u s e  she  f e l t  h e r  own son  was n o t  a s  h a n d ic a p p e d  a s  t h e  

o t h e r  p r e s c h o o l  c h i l d r e n - - w h o  had been  a t t e n d i n g  a lm o s t  

e v e r y  m e e t i n g  s i n c e  Sep tem b er  1975.

By e a r l y  December 1975,  f i v e  o r  s i x  m o th e r s  ( a l l  

o f  whom had h a n d ic a p p e d  p r e s c h o o l  c h i l d r e n  who r e q u i r e d  

s p e c i a l i z e d  p ro g ra m s)  had e s t a b l i s h e d  a  p a t t e r n - - t h e y  

would  m ee t  e v e r y  o t h e r  Wednesday a t  1 :3 0  p .m .  w i t h  th e  

s t a f f  a d v i s o r  p r e s e n t .  T h i s  p a t t e r n  p e r s i s t e d  a lm o s t  

w i t h o u t  i n t e r r u p t i o n  f o r  one y e a r .  I n  O c to b e r  1976,  t h e  

p a r e n t s  began  t o  m ee t  i n  t h e  e v e n in g s  a t  t h e  h o s p i t a l  b e ­

c a u s e  th e y  t h o u g h t  more p a r e n t s  c o u ld  f i n d  t im e  to  m ee t  

i n  t h e  e v e n i n g  r a t h e r  th a n  in  t h e  a f t e r n o o n s .  I t  was 

d u r i n g  t h i s  t im e  p e r i o d - - l a t e  November and e a r l y  December 

1 9 7 5 - - t h a t  th e  s t a f f  a d v i s o r  began  t o  e n c o u r a g e  t h e  

m o th e r s  to  c r e a t e  some s t r u c t u r e  so  t h a t  th e y  can  do 

t h e i r  work more e f f i c i e n t l y ;  t h e  s t a f f  a d v i s o r  s u g g e s t e d  

t h r e e  p o s i t i o n s - - " c h a i r p e r s o n , "  " c o - c h a i r p e r s o n "  and



" s e c r e t a r y . "  He e m p h a s iz e d  t h e  f a c t  t h a t  th e  s t r u c t u r e  

had  t o  have t h e  c a p a c i t y  t o  be  f l e x i b l e  s i n c e  t h e  A s s o c i ­

a t i o n  has  r e l a t i v e l y  few p a r t i c i p a n t s .  T h ree  m o th e r s  

v o l u n t e e r e d  a f t e r  much d i s c u s s i o n  and w i t h  some a p p r e h e n ­

s i o n  a s  t o  w h e th e r  o r  n o t  t h e y  had th e  knowledge  o r  

e x p e r i e n c e  to  assume t h e s e  p o s i t i o n s .  T h is  b a s i c  

s t r u c t u r e  o f  t h r e e  p o s i t i o n s  has  r e m a in e d  t h e  same f o r  

more t h a n  one y e a r .  See T a b le  3 f o r  t h e  o r g a n i z a t i o n a l  

c h a r t  o f  t h e  P a r e n t s  A s s o c i a t i o n .

From November 1975 to  J a n u a r y  1976 ,  t h e  p a r e n t s  

met  f o r  a  t o t a l  o f  f i v e  m e e t i n g s  i n  t h e  o f f i c e  o f  th e  

D i r e c t o r  o f  Community R e l a t i o n s ,  who was p r e s e n t  a t  some 

o f  t h e  m e e t i n g s .  C o f f e e  and  c o o k ie s  were  p r o v i d e d  by th e  

h o s p i t a l .  Some o f  t h e  m o th e r s  b r o u g h t  a l o n g  t h e i r  c h i l d r e n  

b e c a u s e  t h e y  c o u l d  n o t  f i n d ,  and i n  some i n s t a n c e  c o u l d  n o t  

a f f o r d ,  a  b a b y s i t t e r .  In  e a r l y  J a n u a r y  1976 ,  A d m i n i s t r a t o r  

A d i d  n o t  t h i n k  she  had t o  a t t e n d  th e  m e e t i n g s  b e c a u s e  she 

f e l t  t h e  p a r e n t s  were  a c t i n g  r e s p o n s i b l y ;  and t h a t  t h e  

p a r e n t s  s h o u l d  l o c a t e  a n o t h e r  m e e t i n g  p l a c e  b e c a u s e  t h e  

room t h e  p a r e n t s  were  m e e t i n g  i n  was an  o f f i c e  n o t  a 

c o n f e r e n c e  room. The s t a f f  a d v i s o r  found  a n o t h e r  l o c a t i o n  

f o r  t h e  m e e t i n g s  b u t  t h e  p a r e n t s  f e l t  t h a t  11. . . w e  were
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4 . * C o n t a c t i n g  h o s p i t a l  p e r s o n n e l ,  

Community l e a d e r s
M r s . P .

5. O b t a i n i n g  m e r c h a n d i s e  f o r  f l e a  m ark e t  
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M r s . F .
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s t a f f  a d v i s o r M r s . P .

7. R e c r u i tm e n t  o f  members S t a f f  A d v i s o r

^ A l th o u g h  o t h e r  members h a d  c o n t a c t s  w i t h  
p r o f e s s i o n a l  and a d m i n i s t r a t i v e  s t a f f  i n s i d e  and 
o u t s i d e  o f  t h e  h o s p i t a l ,  i t  was t h e  c h a i r p e r s o n  
(Mrs. P) who t o o k  t h e  i n i t i a t i v e  i n  t h i s  a r e a .
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pushed out because meeting in the office of the Director 

of Community Relations we were too visible to a lot of 

people and they probably did not want us to have all that 

publicity because other groups in the hospital would 

become jealous." The Director of Community Relations, 

though praising "militant" consumer activity, told the 

parents in no uncertain terms that (a) they should not 

expect the hospital to provide them with any resources for 

a specialized preschool program; and (b) it is not "advis­

able" for the parents to meet with the hospital's Community 

Board until the parents had something tangible to bring to 

the Board--in other words, not to approach the Community 

Board for any assistance.

The Role of the "Professional"

The demand that there should be more "citizen 

participation" (and less reliance on doctors, lawyers, 

social workers, etc.) for advice on 'what services are 

needed,' or 'how these services should be delivered' or 

'who should be eligible for these services' has been 

argued on a number of different levels: (a) psychological 

--that people have a psychological need to participate
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b e c a u s e  s u c h  p a r t i c i p a t i o n  in  t h e  d e c i s  io n -m a k in g  p r o c e s s  

g iv e s  them a s e n s e  o f  i n f l u e n c e  and c o n t r o l  o v e r  t h e i r  

l i v e s ,  t h a t  w i t h o u t  su c h  a s e n s e  o f  pow er ,  p e o p l e  b e g in  to  

f e e l  e s t r a n g e d  from th e m s e lv e s  a s  w e l l  a s  from o t h e r s :

(b) d e m o c r a t i c  e t h o s - - t h a t  i n  a  d e m o c ra c y - -g o v e rn m e n t  by 

and f o r  th e  p e o p l e - - c i t i z e n s  ou g h t  t o  p a r t i c i p a t e  in  

a f f a i r s  which  a f f e c t  them e i t h e r  d i r e c t l y  o r  i n d i r e c t l y ;

(c)  p r a c t i c a l - - t h a t  o n ly  w i t h  c o n s t a n t  f e e d b a c k  from 

c i t i z e n s / c o n s u m e r s  can s o c i a l  h e a l t h / e d u c a t i o n a l  s e r v i c e s  

be  s u c c e s s f u l l y  d e s i g n e d  i n  te rm s  o f  i t s  m e e t in g  an unmet 

n e e d ,  p rogram  c o v e r a g e ,  e l i g i b l i t y ,  e t c . ;  a n d ,  a d m i n i s t r a - 

t i v e - - t h a t  c i t i z e n  p a r t i c i p a t i o n  compels  t h e  b u r e a u c r a c y  

t o  be more a c c o u n t a b l e  and a c c e s s i b l e  t o  t h e  p u b l i c .

Whereas community c o n t r o l  ( c i t i z e n  p a r t i c i p a t i o n  

e x e r t s  c o m p le te  c o n t r o l  o v e r  p r o f e s s i o n a l  a c t i v i t y )  r e p r e ­

s e n t s  one end o f  t h e  c o n t in u u m ,  e l i t i s t  p l a n n i n g  ( p r o f e s ­

s i o n a l s  e x e r t  c o m p le te  c o n t r o l )  r e p r e s e n t s  t h e  o p p o s i t e  

end o f  t h e  c o n t in u u m .  A c a s e  f o r  e l i t i s t  p l a n n i n g  i s  made 

by Freeman and J o n e s :

I n  t h e s e  t im e s  i t  m ust  be  acknow ledged  t h a t ,  i n  many 
w ays ,  t h e  e x p e r t  i s  n o t  o n ly  more a v a i l a b l e  b u t  b e t t e r  
e q u ip p e d  a n d ,  on t h e  a v e r a g e  more l i k e l y  t o  make 
a d v a n ta g e o u s  d e c i s i o n s  f o r  t h e  p e o p l e  he r e p r e s e n t s
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and som etim es  f o r  t h e  e n t i r e  c o m m u n i ty - - th a n  a r e  t h e  
community members t h e m s e l v e s .  Con tem porary  h i s t o r y  
p r o v i d e s  some g l a r i n g  exam ples  o f  e r r a t i c  community 
b e h a v i o r . ^

R a t h e r  t h a n  p l a y  t h e  game o f  community i n v o lv e m e n t  on 
e v e r y  i s s u e ,  i t  would  be w i s e r  t o  r e c o g n i z e  t h e  r e ­
s p o n s i b i l i t y  o f  p r o f e s s i o n a l s  and to  d e v e lo p  s o c i a l  
c o n t r o l  t e c h n i q u e s  t h a t  r e g u l a t e  t h e i r  b e h a v i o r  and 
keep  them i n  l i n e .

The d e b a t e  o v e r  th e  c o r r e c t  form and p r o p o r t i o n  o f
✓

c i t i z e n  p a r t i c i p a t i o n  v i s  a  v i s  p r o f e s s i o n a l  i n v o lv e m e n t  

w i l l  p r o b a b l y  n e v e r  end s i n c e  a b s o l u t e  an sw e rs  a r e  r a r e  in  

t h e  r e a l m  o f  human r e l a t i o n s .  What w i l l  be r e q u i r e d  a r e  

e m p i r i c a l  e x a m in a t io n s  o f  d i f f e r e n t  forms and p r o p o r t i o n s  

o f  c i t i z e n - p r o f e s s i o n a l  p a r t i c i p a t i o n  f o r  d i f f e r e n t  s i t u ­

a t i o n s .  T h is  p r o j e c t  r e p r e s e n t s  a  c a s e  i n  p o i n t .

The s t a f f  a d v i s o r  d e c i d e d  t h a t  he would a c t  a s  a  

d e l i v e r y  a g e n t  f o r  b o t h  th e  p a r e n t s  and t h e  h o s p i t a l  in  

te rm s  o f  h e l p i n g  b o t h  o b t a i n  a  s h a r e d  g o a l  ( v i z . ,  a 

s p e c i a l i z e d  p r e s c h o o l  p r o g r a m ) ;  how ever ,  t h e  f ram ework  o f  

n o r m a l i z a t i o n  was u t i l i z e d  a s  a  p r o f e s s i o n a l  c r i t e r i o n  t o  

e v a l u a t e  th e  a p p r o p r i a t e n e s s  o f  any g iv e n  d e c i s i o n .  The 

s t a f f  a d v i s o r  was n o t  p r e p a r e d  t o  a b d i c a t e  h i s  a l l e g i a n c e  

t o  c e r t a i n  " p r o f e s s i o n a l "  norm s.

1. R e c o g n iz in g  t h a t  r a t i o n a l  a rg u m en ts  i n  o f  th em ­

s e l v e s  do n o t  n e c e s s a r i l y  c o n v in c e  p o l i c y  m akers  and



i n s t i t u t i o n s  t o  e i t h e r  m od ify  o r  o v e r h a u l  o l d  p rog ram s o r  

t o  implement  new p r o g r a m s ,  t h e  s t a f f  a d v i s o r ' s  p r i m a r y  

c o n t r i b u t i o n  t o  t h e  P a r e n t s  A s s o c i a t i o n  would be t o  

f a c i l i t a t e  an " e n c o u r a g i n g  e n v i r o n m e n t "  f o r  t h e  g o a l s  and 

a c t i v i t i e s  o f  t h e  p a r e n t s  w i t h i n  and o u t s i d e  o f  t h e  

h o s p i t a l .  The s t a f f  a d v i s o r ' s  m idd le -m anagem en t  p o s i t i o n  

w i t h i n  t h e  h o s p i t a l  and h i s  s t a t u s  (MSW) w i t h i n  t h e  p r o ­

f e s s i o n a l  community gave  him a c c e s s  t o  "key"  p e r s o n s  and 

g ro u p s  t o  whom he c o u ld  " s e l l "  t h e  i d e a  o f  a s p e c i a l i z e d  

p r e s c h o o l  p ro g ram .  As I r v i n g  A. S p e r g e l  has  s t a t e d ,

". . . He [professional] must facilitate the flow of in­

formation about community problems to the community groups 

and he must make certain that the role of the group is 

understood by the other significant sectors of the com­

munity."5

2.  A n o th e r  c o n t r i b u t i o n  t h e  p r o f e s s i o n a l  c o u l d  make 

was th e  u t i l i z a t i o n  o f  h i s  t e c h n i c a l  knowledge  t o  th e  

m a i n t e n a n c e  and  d ev e lo pm en t  o f  t h e  P a r e n t s  A s s o c i a t i o n .  

E . g . :  to  h e l p  p a r e n t s  m a i n t a i n  a b a l a n c e  be tw een  s t r u c t u r e  

g o a l s  and  a l l o c a t i o n  o f  r e s o u r c e s  so  t h a t  th e y  do n o t  

t u r n  i n t o - - a s  many l o c a l  community g ro u p s  have a  t e n d e n c y  

t o  d o - - a  s o c i a l  c l u b  a n d  t h e r e b y  f o r g e t  t h e i r  r e a s o n  f o r



I

96

e x i s t e n c e .  To h e l p  " n a v i g a t e "  th e  p a r e n t s  w i t h i n  t h e  maze 

o f  l a r g e  o r g a n i z a t i o n s ,  d e p a r t m e n t s ,  b u r e a u s ,  d i v i s i o n s  

e t c .  so t h a t  th e y  can  l e a r n  f o r  t h e m s e lv e s  how t o  r e a c h  

t h e  r i g h t  p e r s o n  a t  t h e  r i g h t  t im e  f o r  t h e  r i g h t  r e s o u r c e .

Whereas t h e  f i r s t  c o n t r i b u t i o n  m ig h t  be  c o n s i d e r e d  

" s a l e s m a n s h i p , "  t h e  secon d  " n a v i g a t i o n , "  t h e  t h i r d  

c o n t r i b u t i o n  may be c o n s i d e r e d  " t e a c h i n g . "  What w i l l  t h e  

s t a f f  a d v i s o r  t e a c h ?  F i r s t ,  s p e c i f i c  a d m i n i s t r a t i v e  

s k i l l s - - e . g . , how t o  c h a i r  a  m e e t i n g ,  how t o  u t i l i z e  

m in u t e s  o f  m e e t i n g ,  how to  sp e a k  t o  a  b u r e a u c r a t  when a 

r e q u e s t  i s  made o f  h im, e t c .  S e c o n d ly ,  t o  t e a c h  t h e  

"whys" and  "hows" o f  c e r t a i n  s t r a t e g i e s  and t a c t i c s  o f  

accom m odat ion ,  n e g o t i a t i o n ,  o r  c o n f r o n t a t i o n .

The s t a f f  a d v i s o r ' s  p l a n ,  in  a c c o r d a n c e  w i t h  a  

community d e v e lo p m e n t  m o d e l ,  was to  g r a d u a l l y  become l e s s  

i n v o l v e d  (a s  " s a l e s m a n , "  " n a v i g a t o r "  and  " t e a c h e r " )  as  

t h e  p a r e n t s  became more c o n f i d e n t  and t h e i r  A s s o c i a t i o n  *■ 

more o r g a n i z a t i o n a l l y  s u c c e s s f u l  i n  a c h i e v i n g  i t s  

o b j e c t i v e s .  I t  was e x p e c t e d  t h a t  th e  s t a f f  a d v i s o r ' s  i n ­

v o lv e m e n t  o v e r  a  p e r i o d  o f  t im e  would  be  m ost  i n t e n s e  

d u r i n g  t h e  i n i t i a l  s t a g e  o f  p l a n n i n g  and i m p l e m e n ta t i o n  

and g r a d u a l l y  l e s s  i n t e n s e  a s  t h e  p a r e n t s  become more
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a cc u s to m e d  t o  ' o r g a n i z a t i o n a l  w o r k . '

T here  a r e ,  h o w ev er ,  two q u a l i f i c a t i o n s  t o  t h i s  

e s t i m a t e d  p r o j e c t i o n  o f  p r o f e s s i o n a l  i n v o lv e m e n t .  F i r s t ,  

t h a t  c o m p le te  p r o f e s s i o n a l  w i t h d r a w a l  o r  i n a c t i v i t y  was 

n o t  a n t i c i p a t e d  s i n c e  h i s  c o n s u l t a t i o n  and d i r e c t  

in v o lv e m e n t  m ig h t  be r e q u i r e d  a s  t h e  A s s o c i a t i o n  c o n f r o n t e d  

e i t h e r  " c r i s e s "  o r  complex t e c h n i c a l  m a t t e r s  ( e . g . ,  f u n d ­

ing} g r a n t  p r o p o s a l s ,  e t c . ) .  Secondly ,  t h a t  t h o u g h  a 

community g r o u p ,  p a r t i c u l a r l y  i n  i t s  " em bryon ic  and f e t a l "  

s t a g e s  o f  d e v e lo p m e n t ,  r e q u i r e s  a  heavy  i n v e s t m e n t  o f  

p r o f e s s i o n a l  a c t i v i t y ,  t h e  s t a f f  a d v i s o r  w an ted  th e  

members o f  t h e  P a r e n t s  A s s o c i a t i o n  t o  be  r e s p o n s i b l e  f o r  

c e r t a i n  " t e d i o u s "  t a s k s :  e . g . ,  t a k i n g  m in u t e s  a t  a  m e e t ­

i n g ,  making  phone c a l l s ,  a r r a n g i n g  s c h e d u l e s ,  e t c .  He 

w an ted  t h e  A s s o c i a t i o n  t o  s u r v i v e  n o t  on t h e  b a s i s  o f  h i s  

p r o f e s s i o n a l  i n v o lv e m e n t  b u t  on t h e  b a s i s  o f  t h e i r  own 

s t r o n g  commitment to  t h e i r  a s s o c i a t i o n .  As H a ro ld  

Weisman a s t u t e l y  o b s e r v e d  r e g a r d i n g  th e  s u r v i v a l  and  

e f f e c t i v e n e s s  o f  n e ig h b o r h o o d  c o u n c i l s ,  11. . . i t  i s  

p o s s i b l e  t h a t  d e a t h  comes t o  many c o u n c i l s  b e c a u s e  th e  

commitment and t h e  s o l i d a r i t y  n e c e s s a r y  to  overcome m a jo r  

o r g a n i z a t i o n a l  p ro b le m s  n e v e r  d e v e lo p  i n  t h e  c o u r s e  o f
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d e a l i n g  w i t h  m in o r  p r o b l e m s .  Workers t a k e  c a r e  o f  t h e

m in o r  p rob lem s  s im p ly  b e c a u s e  t h e y  a r e  a f r a i d  t h e  c o u n c i l
£

m ig h t  n o t  s u r v i v e  o t h e r w i s e . "  The a t t i t u d e  o f  t h e  s t a f f  

a d v i s o r  t h r o u g h o u t  t h e  d u r a t i o n  o f  t h e  p r o j e c t  was though  

he w an ted  to  h e lp  t h e  p a r e n t s  su c c e e d  he would n o t  and 

c o u ld  n o t  t a k e  t h e  r e s p o n s i b i l i t y  f o r  t h e  s u r v i v a l  o f  t h e  

P a r e n t s  A s s o c i a t i o n - - i f  t h e  p a r e n t s  t h e m s e lv e s  were  n o t  

a b l e ,  r e a d y ,  o r  p r e p a r e d  t o  make a  s t r o n g  commitment t o  

t h e i r  own o r g a n i z a t i o n .  See F i g .  2 f o r  a  v i s u a l  r e p r e ­

s e n t a t i o n  o f  a  h y p o t h e t i c a l  c o u r s e  o f  p r o f e s s i o n a l  

i n v o lv e m e n t  o v e r  t i m e - - t h e  v e r t i c a l  a x i s  shows t h a t  i t  i s  

a t  t h e  b e g i n n i n g  o f  p ro g ram  d e v e lo p m e n t  ( " i n i t i a t i o n "  and 

" c o n t a c t " ) *  t h a t  r e c e i v e s  t h e  m ost  p r o f e s s i o n a l  e f f o r t ,  t h a t  

p r o f e s s i o n a l  i n v o lv e m e n t  g r a d u a l l y  t a p e r s  o f f  a s  t h e  

p ro g ram  becomes s e t t l e d .

*Every  p rog ram  moves t h r o u g h  t h r e e  s t a g e s  o f  
d e v e lo p m e n t .  I n i t i a t i o n - - i n v o l v e s  p r o c u r i n g  s a n c t i o n ,  
t e c h n o l o g i c a l  r e s o u r c e s ,  community i n t e r e s t ,  e t c .  
C o n t a c t - - i n v o l v e s  c o n t a c t i n g  p o t e n t i a l  p rog ram  b e n e f i -  
c a r i e s .  I m p l e m e n t a t i o n - - i s  synonomous w i t h  t h e  u l t i m a t e  
g o a l s  o f  t h e  p ro g ra m ,  i . e . ,  t h e  p ro g ram  f i n a l l y  engag es  
i t s  c l i e n t e l e ,  g i v e s  s e r v i c e s ,  a n d / o r  a p p l i e s  a  change  
t e c h n o l o g y .  See S o c i a l  Program E v a l u a t i o n  by T r i p o d i ,  
F e l l i n  and E p s t e i n .
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A n t i c i p a t e d  and U n a n t i c i p a t e d  C o n s e q u e n c e s . I t  

was a n t i c i p a t e d  t h a t  t h e  s t a f f  a d v i s o r  would e x p e r i e n c e  

some r o l e  s t r a i n  a s  he t r i e d  t o  b a l a n c e  t h e  v a r i e t y  o f  

demands made on him by t h e  p a r e n t s ,  by v a r i o u s  h o s p i t a l  

p e r s o n n e l ,  a s  w e l l  a s  by h i s  own commitment t o  c e r t a i n  

p r o f e s s i o n a l  norm s .  A l th o u g h  he c o n s i d e r e d  h i m s e l f  an 

a d v o c a t e - - s o m e  m ig h t  s a y  a  " z e a l o t " - ~ f o r  t h e  h a n d ic a p p e d  

c h i l d r e n  and t h e i r  f a m i l i e s - - h e  was n o t  p r e p a r e d  to  

e i t h e r  become an "agency  i n s u r g e n t "  ( i . e . ,  i d e n t i f y i n g  

c o m p l e t e l y  w i t h  t h e  p a r e n t s )  o r  an " o r g a n i z a t i o n  

f u n c t i o n a r y "  ( i . e . ,  i d e n t i f y i n g  c o m p l e t e l y  w i t h  th e  

h o s p i t a l ) .

I t  i s  a x i o m a t i c ,  s o c i o l o g i c a l l y ,  t h a t  i n d i v i d u a l s  

w i l l  u t i l i z e  a  v a r i e t y  o f  mechanisms t o  r e d u c e  r o l e  s t r a i n .  

In  h i s  a n a l y s i s  o f  r o l e  s t r a i n ,  W i l l i a m  J .  Goode c o n c l u d e s :  

"The i n d i v i d u a l ' s  p ro b lem  i s  how t o  make h i s  whole  r o l e  

sy s te m  m a n a g e a b le ,  t h a t  i s ,  how t o  a l l o c a t e  h i s  e n e r g i e s  

and s k i l l s  so a s  t o  r e d u c e  r o l e  s t r a i n  t o  some b e a r a b l e  

p r o p o r t i o n s . " ^  The s t a f f  a d v i s o r  r e c o g n i z e d  t h a t  a l t h o u g h  

th e  p a r e n t s  and h o s p i t a l  s h a r e d  a  common g o a l - - i . e . ,  

o b t a i n i n g  a  s p e c i a l i z e d  p r e s c h o o l  p r o g r a m - - t h e r e  m ig h t  be 

h o n e s t  d i f f e r e n c e s  a s  t o  how t h i s  s h a r e d  g o a l  can  be
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o p e r a t i o n a l i z e d .  I t  was a n t i c i p a t e d  t h a t  t h e  s t a f f  a d ­

v i s o r  m ig h t  be f o r c e d  t o  become more o f  a  " m e d i a t o r "

( i . e . ,  b r i n g i n g  d i f f e r e n t  p a r t i e s  t o g e t h e r )  r a t h e r  t h a n  

an a d v o c a te  ( i . e . ,  t a k i n g  a s t a n d  on any g iv e n  i s s u e )  i f  

and when t h e  s i t u a t i o n  d i d  n o t  r e f l e c t  a h i g h  d e g re e  o f  

c o n s e n s u s .  One o f  t h e  e v a l u a t i o n  q u e s t i o n s  f o r  t h i s  p r o ­

j e c t  was:  Did t h e  s t a f f  a d v i s o r  e x p e r i e n c e  r o l e  s t r a i n ?  

and  how d i d  he a t t e m p t  t o  r e d u c e  i t ?  D e s c r i b i n g  a  com p ar ­

a b l e  s i t u a t i o n  where  p r o f e s s i o n a l s  had t o  r e p r e s e n t  an 

o r g a n i z a t i o n  a s  w e l l  a s  a g roup  o f  consum ers  o f  s o c i a l  

s e r v i c e s ,  N e i l  G i l b e r t  c o n c l u d e d ,  " .  . . m os t  c o o r d i n a t o r s  

r e s p o n d  t o  b o t h  agen cy  and c i t i z e n  i n t e r e s t s ,  and  i n  d o in g  

so  w a lk  t h e  t i g h t  r o p e  be tw een  a d v o c a t e  and  m idd lem an .  To 

m a i n t a i n  t h i s  b a l a n c e ,  t h e y  become m a s t e r s  a t  n e g o t i a t i o n ,  

accom m odat ion ,  and m a n i p u l a t i o n  o f  c i t i z e n s  and agen cy  

s t a f f .

P r a c t i c e  P r i n c i p l e s  and  H y p o th eses

The P a r e n t s  A s s o c i a t i o n  can  be  c o n c e p t u a l i z e d  a s  

an i n t e r v e n t i o n  s e t - - a  s e r i e s  o f  i n t e r v e n t i o n s  t o  e f f e c t u ­

a t e  a  ch an g e :  i n  t h i s  p a r t i c u l a r  i n s t a n c e ,  t h e  c r e a t i o n  

o f  a  n e ed e d  community s e r v i c e  f o r  d e v e l o p m e n t a l l y
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h a n d ic a p p e d  c h i l d r e n .  We m ig h t  a l s o  add t h a t  t h i s  

i n t e r v e n t i o n  s e t  was v a r i e d  r a t h e r  t h a n  f i x e d . T h is  

p r o j e c t  i n c l u d e d  a t  a  minimum t h e  f o l l o w i n g  i n t e r v e n t i o n s :

(a)  th e  s t a f f  a d v i s o r  w o rk in g  w i t h  t h e  PA a t  t h e i r  

s c h e d u l e d  m e e t in g s

(b) t h e  s t a f f  a d v i s o r  w o rk in g  w i t h  t h e  c h a i r p e r s o n  

o n ly

(c)  t h e  c h a i r p e r s o n  w o rk in g  w i t h  o t h e r  members o f  

t h e  PA

(d) t h e  c h a i r p e r s o n  w o rk in g  w i t h  community g ro u p s  

and  a g en cy  p e r s o n n e l

(e )  t h e  s t a f f  a d v i s o r  w ork ing  w i t h  community g ro u p s  

and agency  p e r s o n n e l .

T h is  was c o n s i d e r e d  a v a r i e d  s e t  o f  i n t e r v e n t i o n s  b e c a u s e  

t h e  s t a f f  a d v i s o r ' s  o b j e c t i v e  was n o t  t o  keep  any i n d e ­

p e n d e n t  v a r i a b l e  c o n s t a n t  so  t h a t  he may s t u d y  i t s  e f f e c t s  

b u t  to  a c h i e v e  chan ge  f o r  t h e  t a r g e t  p o p u l a t i o n  ( h a n d i ­

capped  c h i l d r e n  and t h e i r  f a m i l i e s ) .  To q u o t e  Edwin J .  

Thomas "The o b j e c t i v e  o f  r e s e a r c h  i s  t o  e v a l u a t e  t h e  

e f f e c t s  o f  one o r  more i n d e p e n d e n t  v a r i a b l e s ,  w h e rea s  t h e

o b j e c t i v e  o f  p r a c t i c e  i s  t o  a c h i e v e  change  i n  g iv e n
9

t a r g e t  b e h a v i o r s . "
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The p r o j e c t  was d e s i g n e d  t o  c o n s i d e r  s i x  

h y p o t h e s e s :

1 .  T h a t  a  h o s p i t a l - b a s e d  P a r e n t s  A s s o c i a t i o n  w i t h  

p r o f e s s i o n a l  a s s i s t a n c e  c an  be c r e a t e d  and i m p l a n t e d  i n  

t h e  h o s p i t a l ;

2 . T h a t  a  PA can be s u c c e s s f u l  i n  r e a c h i n g  i t s  

o b j e c t i v e s  though  t h e  A s s o c i a t i o n  may be s m a l l  i n  numbers  

(10 t o  20 p a r e n t s ) ;

3 .  T ha t  a  PA would g e n e r a t e  i n t e n s e  p a r e n t  

p a r t i c i p a t i o n  i f  t h e  members were w o rk in g  f o r  a  p rog ram  

t h a t  would  b r i n g  d i r e c t ,  t a n g i b l e  b e n e f i t s  t o  t h e i r  own 

h a n d ic a p p e d  c h i l d r e n ;

4 .  T h a t  a  PA as  an a u x i l i a r y  group  would  r e l y  

r e l a t i v e l y  more on c o l l a b o r a t i o n  and n e g o t i a t i o n  r a t h e r  

t h a n  on c o n t a c t  and  c o n f l i c t  t o  o b t a i n  i t s  o b j e c t i v e s ;

5 .  T ha t  th e  p a r e n t s  o f  t h e  A s s o c i a t i o n  would be 

a c c e p t e d  i n t o  t h e  h o s p i t a l ' s  d e c i s i o n  making p r o c e s s  and 

t h e r e b y  become " i n s t i t u t i o n a l i z e d "  i n t o  t h e  h o s p i t a l  

s y s t e m ,  i . e . ,  p a r e n t s  would b e  a l l o w e d  t o  engage  i n  r o u t i n e  

i n t e r a c t i o n  w i t h  o t h e r  h o s p i t a l  u n i t s .  T h a t  t h e  d e g r e e  o f  

i n s t i t u t i o n a l i z a t i o n  w i t h i n  t h e  h o s p i t a l  would  be 

c o n t i n g e n t  upon th e  amount o f  power and i n f l u e n c e  t h e  PA
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p o s s e s s e d .

6 .  T h a t  t h e  s t a f f  a d v i s o r  would  e x p e r i e n c e  c o n f l i c t ­

in g  demands made by t h e  p a r e n t s ,  t h e  h o s p i t a l  and t h e  

community and  he would be f o r c e d  to  u t i l i z e  mechanisms to  

r e d u c e  t h e  r o l e  s t r a i n .  F o r  ex am p le :  he m ig h t  have  t o  p l a y  

more o f  a  m e d i a t i n g  r o l e  t o  r e d u c e  t h e  r o l e  s t r a i n .

Whereas h y p o t h e s e s  s p e c i f y  wha t  i s  e x p e c t e d  t o  

happen b a s e d  on t h e o r e t i c a l  c o n s i d e r a t i o n s ,  p r a c t i c e  

p r i n c i p l e s  p r o v i d e  t h e  p r a c t i t i o n e r  w i t h  g u i d e l i n e s  f o r  

a c t i o n .  The p r o j e c t  was d e s i g n e d  t o  i n c o r p o r a t e  t h e  

f o l l o w i n g  p r a c t i c e  p r i n c i p l e s  and r u l e s :

1 .  The p a r e n t s  s h o u l d  be  e n c o u r a g e d  t o  t a k e  t h e  

i n i t i a t i v e  i n  im p le m e n t in g  t h e i r  own d e c i s i o n s  a s  much as  

p o s s i b l e  and a s  f a r  a s  p o s s i b l e :  so  e a c h  p a r e n t  can  l e a r n  

t o  become r e s o u r c e f u l ,  c o n f i d e n t ,  and f e e l  a  s e n s e  o f  

commitment t o  th e  a s s o c i a t i o n .

Rule  1 . The s t a f f  a d v i s o r  w i l l  n o t  do w ha t  t h e  p a r e n t s  

can  do f o r  t h e m s e l v e s - - e . g . , phone c a l l s ,  s c h e d u l i n g  

m e e t i n g s ,  e t c . ,  u n l e s s  t h e  p a r e n t s  l a c k  e i t h e r  a  p a r t i c u l a r  

s k i l l  o r  c o n f i d e n c e  t o  c a r r y  o u t  a  s p e c i f i c  t a s k .

2 .  I n  a  p l u r a l i s t i c  s o c i e t y ,  t h e  a l l o c a t i o n  o f  

r e s o u r c e s  i s  o f t e n  d e t e r m i n e d  t h r o u g h  a  n e g o t i a t i o n / a c c o m ­

m o d a t io n  p r o c e s s  which  i n v o l v e s  p a r t i e s  w i t h  v e s t e d
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i n t e r e s t s .  P a r e n t s  a s  consum ers  s h o u l d  a c t i v e l y  p a r t i ­

c i p a t e  i n  th e  p r o c e s s  so  t h a t  th e y  can l e a r n  how t o  b e ­

come e f f e c t i v e  community l e a d e r s ,  w h ich  i n  t u r n  would 

i n c r e a s e  t h e  e f f e c t i v e n e s s  o f  t h e i r  a s s o c i a t i o n .

Rule  2 . The s t a f f  a d v i s o r  w i l l  e n c o u r a g e  t h e  p a r e n t s  

t o  p a r t i c i p a t e  a t  community m e e t i n g s ,  p a n e l  d i s c u s s i o n s  

. . . t o  e n c o u r a g e  p r o f e s s i o n a l  and  a d m i n i s t r a t i v e  s t a f f  

w i t h i n  and o u t s i d e  o f  t h e  h o s p i t a l  t o  i n c l u d e  t h e  p a r e n t s  

i n  d e c i s i o n - m a k i n g  d i s c u s s i o n s  w h ich  p e r t a i n  t o  h a n d ic a p p e d  

c h i l d r e n .

3 .  P a r e n t s  a r e  t o  be v iew ed  a s  v o l u n t e e r s ,  who s h o u l d  

r e c e i v e  r e c o g n i t i o n  and s t a t u s  a s  b o t h  an i n c e n t i v e  and 

r e w a rd  f o r  t h e i r  s e r v i c e  to  t h e  community.  E x p e r i e n c e  has  

shown t h a t  u n l e s s  t h i s  r e c o g n i t i o n  i s  g i v e n  v o l u n t e e r s  

o f t e n  d e c i d e  n o t  t o  c o n t i n u e  v o l u n t e e r i n g .

Rule 3 . W herever  p o s s i b l e  t h e  p a r e n t s  a r e  t o  r e c e i v e  

l e t t e r s  o f  commendation f rom t h e  h o s p i t a l ' s  a d m i n i s t r a t i o n  

o r  t o  s p o n s o r  c e r e m o n ie s  o r  f e s t i v i t i e s  w h ich  p u b l i c l y  

p r a i s e  t h e i r  community e f f o r t s .

4 .  The s t a f f  a d v i s o r  w i l l  a d h e r e  t o  t h e  n o r m a l i z a t i o n  

p r i n c i p l e - - i . e . ,  t h e  u t i l i z a t i o n  o f  means which  a r e  

c u l t u r a l l y  n o r m a t i v e  a s  p o s s i b l e ,  i n  o r d e r  t o  e s t a b l i s h
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a n d / o r  m a i n t a i n  p e r s o n a l  b e h a v i o r  and  c h a r a c t e r i s t i c s  

w h ic h  a r e  c u l t u r a l l y  n o r m a t i v e  a s  p o s s i b l e .

Rule  4 . To e n c o u r a g e  p a r e n t s  t o  p rom ote  t h e  n o r m a t iv e  

p r i n c i p l e - - e , g . , t o  u s e  a s c h o o l  r a t h e r  t h a n  a h o s p i t a l  f o r  

t h e  p r e s c h o o l  p rog ram  s i n c e  fo rm a l  l e a r n i n g  t a k e s  p l a c e  in  

s c h o o l s  n o t  i n  h o s p i t a l s ;  o r ,  t o  make c e r t a i n  t h a t  th e  

r e t a r d e d  c h i l d  i s  n o t  s e g r e g a t e d  f rom n o rm a l  c h i l d r e n  in  

any s e t t i n g .

The Evaluation Component

The P a r e n t s  A s s o c i a t i o n  had two p u r p o s e s - - o n e  

p r i m a r y  and one s e c o n d a r y .  The p r im a r y  p u r p o s e  was t h e  

c r e a t i o n ^ w i t h  t h e  a s s i s t a n c e  o f  a  p r o f e s s i o n a l  s t a f f  

member, o f  a  P a r e n t s  A s s o c i a t i o n  whose u l t i m a t e  g o a l  was t o  

o b t a i n  t h e  c r e a t i o n  o f  a  s p e c i a l i z e d  p r e s c h o o l  p ro g ram .  The 

s e c o n d a r y  p u r p o s e  was t o  i m p l a n t  a consum er  g roup  w i t h i n  

t h e  h o s p i t a l  s y s t e m .

As an a p p l i e d - r e s e a r c h  p r o j e c t ,  t h e  e v a l u a t i o n  

component was n o t  o n l y  c o n c e r n e d  w i t h  e f f e c t  d e t e c t i o n , 

t h a t  i s ,  t o  what  e x t e n t  d i d  t h e  P a r e n t s  A s s o c i a t i o n  a c h i e v e  

i t s  o b j e c t i v e s — e . g . ,  a c q u i r e  r e s o u r c e s  su c h  a s  f u n d s ,  

e q u ip m e n t ,  s p a c e ,  c o m m u n i t y / h o s p i t a l  s u p p o r t ,  e t c . ?
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But i t  a l s o  i n c l u d e d  t h e  c a r e f u l  s p e c i f i c a t i o n  o f  p rogram  

i n p u t s ,  o f  p a r t i c i p a n t s ,  and o f  e n v i r o n m e n t a l  c o n d i t i o n s  

s o  t h a t  we can b e g i n  t o  e x p l a i n  w h ich  f a c t o r s  a r e  a s s o c i ­

a t e d  w i t h  s u c c e s s f u l  o r  u n s u c c e s s f u l  o u tco m es .  Based on 

t h e  a s s u m p t io n  t h a t  m e tho d o log y  m u s t  f lo w  from t h e  p r o b le m ,  

t h e  c a s e - s t u d y  a p p ro a c h  ( w i th  t h e  s t a f f  a d v i s o r  a s  

o b s e r v i n g - p a r t i c i p a n t )  was u t i l i z e d .  I t  i s  i n t e r e s t i n g  t o  

n o t e  t h a t  i n  h i s  a p p r a i s a l  o f  t w e n t y - f i v e  y e a r s  o f  s o c i a l  

p ro b le m  r e s e a r c h ,  M elv in  L.  Kohn recommends t h a t  more 

r e s e a r c h  i s  n e e d e d  w h ich  " .  . . make e x p l i c i t  t h e  a ssum p­

t i o n s  u n d e r l y i n g  c u r r e n t  and p r o p o s e d  s o c i a l  p o l i c i e s  and 

t o  a n a l y z e  t h e s e  a s s u m p t io n s  e m p i r i c a l l y "  and t h a t  " .  . . 

p a r t i c i p a n t  o b s e r v a t i o n  more t h a n  q u a n t i t a t i v e  d a t a  can 

e l i m i n a t e  f u n d a m e n t a l l y  e r r o n e o u s  a s s u m p t i o n s . " ^  S i n c e  

t h e  f o c u s  was on wha t  c h ang es  were  p ro d u c e d  i n  te rm s  o f  

t a s k  and p r o c e s s  o b j e c t i v e s ,  t h e  a n a l y s i s  w i l l  r e q u i r e  a 

v i s u a l  i n s p e c t i o n  o f  t h e  d a t a  t o  d e t e r m i n e  w h e th e r  a  

p r a c t i c a l  d i f f e r e n c e  r e s u l t e d  f rom t h e  i n t e r v e n t i o n ( s ) . "

U s ing  George W. F a i r w e a t h e r 1s f ram ework  f o r  t h e

e v a l u a t i o n  o f  s o c i a l  i n n o v a t i o n s ,  t h e  f o l l o w i n g  c a t e g o r i e s

12w i l l  be  d e s c r i b e d  and a s s e s s e d :
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A. Outcome C r i t e r i o n - - t o  wha t  e x t e n t  d i d  t h e  p a r e n t s  

a c h i e v e  t h e i r  o b j e c t i v e s  ( e . g . ,  o b t a i n i n g  f u n d s ,  community 

s u p p o r t ,  e q u ip m e n t ,  e t c . ) .  A d a i l y  p l a n n e r  was u s e d  to  

r e c o r d  and  document  t h e  n a t u r e  and  r a n g e  o f  t h e  e f f o r t s  and 

a c h ie v e m e n t s  made by t h e  s t a f f  a d v i s o r  and  t h e  p a r e n t s .

B. P a r t i c i p a n t  C h a r a c t e r i s t i c s - - S e x ,  a g e ,  e d u c a t i o n a l  

b a c k g r o u n d ,  p e r s o n a l i t y  c h a r a c t e r i s t i c s ,  o r g a n i z a t i o n a l  

a f f i l i a t i o n s ,  m a r i t a l  s t a t u s ,  and so c io e c o n o m ic  s t a t u s .  

I n f o r m a l  i n t e r v i e w s ,  and  a d m i n i s t r a t i v e  r e c o r d s  were  

u t i l i z e d  t o  o b t a i n  t h e s e  c h a r a c t e r i s t i c s .

C. S o c i a l  S i t u a t i o n  V a r i a b l e s - - t h e  s i t u a t i o n  i n  w h ich  

t h e  P a r e n t s  A s s o c i a t i o n  was o p e r a t i v e .

To u s e  F a i r w e a t h e r ' s e q u a t i o n ,  t h e  outcome ( a c h i e v e ­

m en ts  o f  t h e  P a r e n t s  A s s o c i a t i o n ;  i t s  i n t e g r a t i o n  w i t h i n  

th e  h o s p i t a l )  was a f u n c t i o n  o f  t h e  p a r t i c i p a n t s  ( a t t r i b u t e s  

o f  t h e  p a r e n t s  s u c h  as  e d u c a t i o n ,  a g e ,  e x p e c t a n c i e s ,  e t c . )  

and  t h e  s o c i a l  s i t u a t i o n  ( t h e  P a r e n t  A s s o c i a t i o n ' s  i n t e r n a l  

p r o c e s s e s  s u c h  a s  i t s  e c o n o m ic s ,  s o c i a l  s t r u c t u r e  and group  

dynam ics ;  and t h e  e x t e r n a l  p r o c e s s e s  s u c h  a s  p u b l i c i t y ,

s t a t e  o f  t h e  economy, r e l a t i o n s h i p  t o  o t h e r  community

1 ^i n s t i t u t i o n s ,  e t c . )  J
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I n t e r n a l  P r o c e s s e s

S u g g e s t i o n s  and  comments 
on P a r e n t s  A s s o c i a t i o n  by 
members ( i n f o r m a l  i n t e r ­
v i e w s ,  o b s e r v a t i o n s )

The s t r u c t u r e  o f  t h e  
o r g a n i z a t i o n ;  ty p e  of  
work p e r f o r m e d ;  t y p e s  o f  
d i s c u s s i o n s  ( i n f o r m a l  
i n t e r v i e w s ,  o b s e r v a t i o n  
and  r e c o r d i n g  fo rm s)

F i s c a l  p r o c e s s e s  
( a d m i n i s t r a t i v e  r e c o r d s )

N a r r a t i v e  a c c o u n t  o f  
e v e n t s  r e l a t e d  t o  i n t e r n a l  
p r o c e s s e s  ( r e s e a r c h  j o u r n a l )

E x t e r n a l  P r o c e s s e s

S u g g e s t i o n s  and  comments 
on s o c i a l  s u b s y s t e m  made 
by o t h e r s  ( i n f o r m a l  
i n t e r v i e w s ,  o b s e r v a t i o n s )

S t a t e  o f  t h e  economy; 
s o c i a l  c l i m a t e  o f  t h e  
h o s p i t a l  i n  w h ic h  p r o j e c t  
i s  i m p l a n t e d  ( n e w s p a p e r s ,  
o b s e r v a t i o n ,  a d m i n i s t r a t i v e  
r e c o r d s )

N a r r a t i v e  a c c o u n t  o f  
e v e n t s  r e l a t e d  t o  e x t e r n a l  
p r o c e s s e s  ( r e s e a r c h  j o u r n a l )

In  summary: a  d a i l y  p l a n n e r ,  a  r e c o r d i n g  form  f o r  

P a r e n t  A s s o c i a t i o n  m e e t i n g s ,  i n f o r m a l  i n t e r v i e w s ,  o b s e r ­

v a t i o n ,  r e s e a r c h  j o u r n a l  ( a n e c d o t a l  m a t e r i a l )  a d m i n i s t r a t i v e  

and  c l i n i c a l  r e c o r d s ,  and n e w sp a p e r  a r t i c l e s  were  u t i l i z e d  

t o  m easu re  i n t e r n a l  and  e x t e r n a l  p r o c e s s e s .  The s t a f f  

a d v i s o r  had p l a n n e d  t o  p e r i o d i c a l l y  a d m i n i s t e r  some 

s t a n d a r d i z e d  t e s t s  t o  t h e  p a r e n t s  t o  d e t e r m i n e  i f  t h e i r  

f e e l i n g s  r e g a r d i n g  t h e i r  a b i l i t y  t o  e f f e c t u a t e  c h ang e  had  

c h a n g e d .  Two b r i e f  q u e s t i o n n a i r e s  w ere  a d m i n i s t e r e d  a t  a 

s c h e d u l e d  P a r e n t s  A s s o c i a t i o n  m e e t i n g  i n  March 1976 ( s e e
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A p p e n d ic e s  D and E ) . Up u n t i l  t h a t  d a t e  t h e  s t a f f  

a d v i s o r  had n o t  i n d i c a t e d  to  t h e  p a r e n t s  t h a t  he was u s i n g  

t h e  PA a s  an a p p l i e d - r e s e a r c h  p r o j e c t .  He had been  

c o n c e r n e d  t h a t  t h e  h o s p i t a l  a d m i n i s t r a t i o n  m ig h t  want  to  

f i n d  an e x c u s e  t o  u se  p e r h a p s  a t  a  l a t e r  d a t e  when 

c o n t r o v e r s y  m ig h t  e r u p t ,  t o  d i s c r e d i t  b o t h  t h e  p a r e n t s  

a n d / o r  t h e  s t a f f  a d v i s o r ;  and t h a t  an  a d m i n i s t r a t o r  m ig h t  

" s u g g e s t "  t h a t  t h e  s t a f f  a d v i s o r  was "more" c o n c e rn e d  

a b o u t  h i s  d o c t o r a l  r e s e a r c h  t h a n  t h e  i n t e r e s t s  o f  t h e  

c h i l d r e n  and  t h e i r  p a r e n t s .

As soon  a s  th e  s t a f f  a d v i s o r  i n fo rm e d  (a s  t h e  

r e s u l t  o f  h i s  e t h i c a l  r e s p o n s i b i l i t y  a s  a  r e s e a r c h e r )  t h e  

p a r e n t s  t h a t  he  was " u s i n g "  t h e i r  a s s o c i a t i o n  a s  an o b j e c t  

o f  s t u d y  b e c a u s e  he  was i n t e r e s t e d  i n  d o in g  r e s e a r c h  a b o u t  

s e l f - h e l p  g r o u p s ,  he a sk e d  them t o  c o m p le te  two f o r m s - -  

w h ich  to o k  no more th a n  f i f t e e n  m i n u t e s  to  c o m p l e t e .  Most 

o f  t h e  p a r e n t s  e x p r e s s e d  e a g e r n e s s  t o  a s s i s t  t h e  s t a f f  

a d v i s o r  i n  h i s  r e s e a r c h  e f f o r t s .  As one m o th e r  p u t  i t ,

"You had  been  h e l p i n g  us t o  g e t  s o m e th in g  f o r  o u r  c h i l d r e n ,  

I 'm  g l a d  we now h a v e  t h e  c h an c e  t o  h e lp  y o u .  . . . "  I t  

was a day o r  two a f t e r  t h e  m e e t i n g  t h a t  t h e  s t a f f  a d v i s o r  

began  t o  g e t  n e g a t i v e  f e e d b a c k - - a t  l e a s t  f o u r  p a r e n t s  f e l t
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e m b a r r a s s e d  t h a t  t h e y  were  n o t  members o f  any  o r g a n i z a t i o n  

( t h e  s t a f f  a d v i s o r  made t h e  m i s t a k e  o f  a s k i n g  them t o  p u t  

t h e i r  names on t h e  c o m p le t e d  f o r m s ) ,  and  one p a r e n t  c a l l e d  

i n  p a n i c  b e c a u s e  sh e  s a i d  t h a t  she  d i d  n o t  w an t  t o  r e v e a l  

any o f  h e r  p o l i t i c a l  v i e w p o i n t s .

In  r e t r o s p e c t ,  t h e  s t a f f  a d v i s o r ' s  m i s t a k e  was t o  

i n fo rm  th e  p a r e n t s  a t  a  r e l a t i v e l y  l a t e  d a t e  t h a t  he  had 

a " r e s e a r c h  i n t e r e s t "  i n  t h e i r  a c t i v i t i e s ;  c o n s e q u e n t l y ,  

t h e y  r e a c t e d  w i t h  a n x i e t y  and  a p p r e h e n s i o n  t o  t h e  b r i e f  

fo rm s he had a sk e d  them t o  c o m p l e t e .  A f t e r  t h a t  i n c i d e n t ,  

t h e  s t a f f  a d v i s o r  n e v e r  gave  them a n o t h e r  q u e s t i o n n a i r e  to  

c o m p l e t e - - s i n c e  he d i d  n o t  want  t o  c r e a t e  an  a d d i t i o n a l  

s o u r c e  o f  a n x i e t y  f o r  i n d i v i d u a l s  who a l r e a d y  had  so  many 

p ro b lem s  to  s h o u l d e r ;  n o r  d i d  he w a n t  h i s  own p r e s e n c e  a s  

a  r e s e a r c h e r  t o  g e n e r a t e  r e s u l t s  w h ic h  would r e p r e s e n t  an 

a r t i f a c t  o f  t h e  p ro g ra m .

In  March 1976 ,  t h e  s t a f f  a d v i s o r  r e c e i v e d  

p e r m i s s i o n  from t h e  p a r e n t s  t o  u se  a  t a p e  r e c o r d e r  a t  

t h e i r  m e e t i n g s .  He e x p l a i n e d  t h a t  i t  c o u ld  be  h e l p f u l  t o  

him f o r  " r e s e a r c h  p u r p o s e s , "  and t h a t  i t  c o u ld  a l s o  a s s i s t  

them i n  l i s t e n i n g  t o  how th e y  in  f a c t  c o n d u c t  m e e t i n g s .

The staff advisor as well as the parents agreed that the
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r e c o r d e r  was i n h i b i t i n g  d i s c u s s i o n - - e i t h e r  t h e  s t a f f  

a d v i s o r  o r  t h e  p a r e n t s  would  f r e q u e n t l y  r e q u e s t  t h a t  t h e  

r e c o r d e r  b e  s t o p p e d  so t h a t  t h e y  can say  so m e th in g  t h a t  

was " c o n t r o v e r s i a l "  o r  " s e n s i t i v e . "  T h e r e a f t e r  t h e  t a p e  

r e c o r d e r  was n e v e r  u s e d  a g a i n .  ( I n  November 1976, t h e  

c h a i r p e r s o n  a sk e d  t h e  s t a f f  a d v i s o r  what  had  h a p p e n e d  t o  

t h e  t a p e s .  She was " c u r i o u s "  w h e th e r  any u n i v e r s i t y  

f a c u l t y  member o r  s t u d e n t  l i s t e n e d  t o  t h e  t a p e s  b e c a u s e  

sh e  w a n te d  t o  know how o t h e r s  m igh t  i n t e r p r e t  wha t  t h e y  

h a d  h e a r d . )

A sse ssm e n t  D ev ice s

1. I n f o r m a l  i n t e r v i e w s  r a t h e r  t h a n  s t r u c t u r e d  o r  

f o c u s e d  i n t e r v i e w s  w e re  u t i l i z e d  b e c a u s e  t h e  s t a f f  a d v i s o r  

f e l t  t h a t  i n f o r m a l  i n t e r v i e w s  would be  p e r c e i v e d  by t h e  

p a r t i c i p a n t s  as  a " n a t u r a l  o c c u r r e n c e , "  i . e . ,  j u s t  a 

f r i e n d l y  t a l k  w i t h  t h e  s t a f f  a d v i s o r ,  r a t h e r  t h a n  an 

" a r t i f i c i a l "  a c t .

The s t a f f  a d v i s o r  had  hoped he  would  be  a b l e  t o  i n ­

f o r m a l l y  i n t e r v i e w  p a r e n t s  and s i g n i f i c a n t  h o s p i t a l  

p e r s o n n e l  a t  v a r i o u s  p o i n t s  i n  t im e  t o  d e t e r m i n e  i f  t h e i r  

v iew s  had  c hanged  o v e r  t im e .  But su c h  s y s t e m a t i c  i n t e r ­

v i e w in g  was n o t  a lw ays  p o s s i b l e  s i n c e  p a r e n t s  were  n o t



113

a lw ays  a v a i l a b l e  t o  t h e  s t a f f  a d v i s o r  f o r  i n t e r v i e w i n g - - 

t h e i r  c h i l d r e n  w ere  s i c k  f o r  one o r  two weeks o r  f a m i ly  

p r o b le m s  o r  v i s i t s  t o  o t h e r  a g e n c i e s  p r e v e n t e d  t h e  m o th e r s  

f rom  k e e p i n g  t h e i r  c l i n i c  a p p o i n t m e n t s .

S in c e  t h e  s t a f f  a d v i s o r  was i n  a m idd le -m anagem en t  

p o s i t i o n ,  he  was n o t  a lw ays  i n  a  p o s i t i o n  t o  i n f o r m a l l y  

i n t e r v i e w  a C h i e f  o f  S e r v i c e  o r  an A d m i n i s t r a t o r  u n l e s s  

t h e  s t a f f  a d v i s o r  h ad  a  s p e c i f i c  r e a s o n  f o r  r e q u e s t i n g  

s u c h  a m e e t i n g :  w h ic h  m ean t  t h a t  he  c o u ld  n o t  a lw ays  sp e a k  

t o  a p a r t i c u l a r  a d m i n i s t r a t o r  e v e r y  two months t o  o b t a i n

c e r t a i n  d a t a .  And t h e  s t a f f  a d v i s o r  d i d  n o t  want  t o  

’’f a b r i c a t e "  r e a s o n s  f o r  m e e t i n g s  b e c a u s e  t h e n  h i s  b e h a v i o r  

would  be  an o b j e c t  o f  s u s p i c i o n  and d i s t r u s t .

2a .  The D a i l y  P l a n n e r  ( s e e  Appendix  B f o r  t y p i c a l  

e n t r i e s  f o r  t h r e e  d i f f e r e n t  d a y s  i n  t h r e e  d i f f e r e n t  m onths)  

was d e v i s e d  t o  c a p t u r e  t h e  r a n g e  and n a t u r e  o f  a c t i v i t i e s  

t h a t  t h e  p a r e n t s  and s t a f f  a d v i s o r  were  i n v o l v e d  w i t h .

The s t a f f  a d v i s o r  a t t e m p t e d  t o  f i l l  o u t  t h e  d a i l y  p l a n n e r  

b e f o r e  t h e  end o f  e a c h  w o r k in g  day (5 :0 0  p . m . )  as  a means 

to  m in im iz e  f a i l u r e  o f  r e c o l l e c t i o n .  I n  a d d i t i o n ,  h e  t r i e d  

t o  r e c o r d  o n ly  f a c t s  r a t h e r  t h a n  an i n t e r p r e t a t i o n  o f  t h e  

f a c t s  u n l e s s  t h e  i n t e r p r e t a t i o n  o f  a f a c t  was g iv e n  t o  him 

by  a p a r e n t ,  h o s p i t a l  a d m i n i s t r a t o r ,  community l e a d e r ,  e t c .
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By s t a y i n g  w i t h  o n l y  t h e  d e s c r i p t i o n  o f  t h e  s i t u a t i o n  t h e  

s t a f f  a d v i s o r  a t t e m p t e d  to  m in im iz e  h i s  own " d i s t o r t e d "  

p r e c e p t i o n - - a l t h o u g h  an " im m a c u la t e "  p r e c e p t i o n  i s  an 

i m p o s s i b i l i t y .

2b.  R ecord  o f  M e e t in g s  ( s e e  A ppend ix  C ) . T h is  form 

was u t i l i z e d  t o  r e c o r d  t h e  d i s c u s s i o n s  and  d e c i s i o n s  o f  t h e  

P a r e n t  A s s o c i a t i o n  m e e t i n g s  i n  an o r g a n i z e d  and s y s t e m a t i c  

manner .  I t  was a d o p te d  i n  i t s  e n t i r e t y  f rom W i l l i a m  W.

B i d d l e , The Community Developm ent  P r o c e s s :  The R e d i s c o v e r y  

o f  L o c a l  I n i t i a t i v e  (New York: H o l t ,  R i n e h a r t  and W in s to n ,

I n c . , 1 96 5 ) .

3. A d m i n i s t r a t i v e  and econom ic  r e c o r d s  have  b e e n  

t r a d i t i o n a l l y  u t i l i z e d  t o  m ea su re  d im e n s io n s  t h a t  p e r t a i n  

to  p a r t i c i p a t n s  and  t h e  s o c i a l  s i t u a t i o n s .  The s t a f f  

a d v i s o r  had  t o  c h o o se  i t e m s  w h ich  w e re  r e l e v a n t  t o  h i s  

p r o j e c t .  F o r  exam ple ,  t h e  t a b l e  o f  o r g a n i z a t i o n  f o r  t h e  

P a r e n t s  A s s o c i a t i o n  and t h e  h o s p i t a l  w ere  i m p o r t a n t  

a d m i n i s t r a t i v e  r e c o r d s .  C l i n i c a l  m a t e r i a l  ( e . g . ,  i n t a k e  

i n t e r v i e w s )  was a l s o  c o n s i d e r e d  an a d m i n i s t r a t i v e  r e c o r d .

The s t a f f  a d v i s o r  a t t e m p t e d  t o  i n c r e a s e  r e l i a b i l i t y  

by c h e c k in g  as  many d i f f e r e n t  r e c o r d s  (and  t h r o u g h  i n f o r m a l  

i n t e r v i e w s )  t o  d e t e r m i n e  w h e t h e r  i n f o r m a t i o n  on any g i v e n  

i t e m  was a c c u r a t e  and r e l i a b l e .
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4. S o c i o m e t r i c  s c a l e s  a d m i n i s t e r e d  w e re  t a k e n  from 

t h e  Handbook o f  R e s e a r c h  D e s ign  and S o c i a l  Measurement  

( seco nd  e d i t i o n )  by D e l b e r t  C. M i l l e r  (New York: Dav id  

McKay Company, I n c . ,  1 9 7 0 ) .  The a d v a n t a g e  o f  u s i n g  s c a l e s  

a l r e a d y  t e s t e d  was t h a t  t h e  t e s t ' s  v a l i d i t y  and r e l i a b i l i t y  

had b e en  r i g o r o u s l y  e s t a b l i s h e d .  (See A p p e n d ic e s  D and E . )

5. R e s e a r c h  J o u m a l - - a p p l i e d  t o  a l l  d im e n s io n s  o f  t h e  

p r o j e c t .  I t  was a d e s c r i p t i o n  o f  t h e  " l i f e ” o f  t h e  p r o j e c t .  

I t  was a l s o  a m ethod  t o  d e s c r i b e  " c r i t i c a l  i n c i d e n t s , "  

p a r t i c u l a r l y  i n c i d e n t s  t h a t  o c c u r r e d  o n l y  o n c e .  ( M a t e r i a l  

r e c o r d e d  i n  a  r e s e a r c h  j o u r n a l  i s  r a r e l y  u s e d  t o  p r o d u c e  

f o r m a l l y  s c o r e d  i t e m s  b u t  may b e  c a t e g o r i z e d  by  f r e q u e n c y  

c o u n t  o r  n a t u r e  o f  c o n t e n t . )  (See T ab le  4 f o r  t h e  

G e n e ra l  P l a n  o f  t h e  P r o j e c t . )
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TABLE 4 .
GENERAL PLAN OF THE PROJECT

P rog ram  Ph ase Time S c a l e

t»oG
•H

I
rH

I n i t i a t e  
Sub-S ys tem s  
( P a r e n t s  
A s s o c i a t i o n )

Go
■ U

O
<!

C l o s e
S u b -S y s tem
(F o r
E v a l u a t i o n
P u r p o s e s
Only)

Minus 4 months 5 /7 5
Minus 3 months 6 /75
Minus 2 months 7 /75

Minus 1 month 8 /75

0 months 9 /7 5

P lu s 3 months 12/75

P l u s 4 months 1 /76
P lu s 5 months 2 /7 6
P l u s 6 months 3 /76
P lu s 7 months 4 /7 6
P l u s 8 months 5 /76
P lu s 9 months 6 /76

P i u s  :12 months 9 /7 6

E v a l u a t i o n  A c t i v i t y

M o d i f i c a t i o n  and 
p e r f e c t i o n  o f  a s s e s s ­
ment d e v i c e s

U t i l i z a t i o n  o f  r e s e a r c h  
j  o u r n a l

'T a k e  o f f  p e r i o d  f o r  
p r o j e c t
Use o f  r e s e a r c h  j o u r n a l  
and  p a r t i c i p a n t  
o b s e r v a t i o n

Use o f  d a i l y  p l a n n e r  
I n f o r m a l  i n t e r v i e w s  
A d m i n i s t e r  s o c i o m e t r i c  
s c a l e s
Use o f  t a p e  r e c o r d e r  
a t  p a r e n t  m e e t in g s

R e co rd  ' c r i t i c a l '  
i n c i d e n t s  ( e . g . ,  t e a c h e r  
removed f rom  p rog ram ;  
WABC TV and n e w sp a p e r  
p u b l i c i t y )
D i s s e m i n a t i o n  and p u b l i ­
c a t i o n  o f  e v a l u a t i o n  
f o r  u n i v e r s i t y
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CHAPTER V

DESCRIPTION OF THE PARENTS ASSOCIATION

I n t r o d u c t i o n

S i n c e  t h e  outcome o f  t h i s  o r  any i n n o v a t i v e  p r o j e c t  

i s  a  f u n c t i o n  o f  t h e  p a r t i c i p a n t s  i n v o l v e d  and  t h e  s o c i a l  

s i t u a t i o n  ( i n t e r n a l  and e x t e r n a l  p r o c e s s e s )  i n  w h ich  t h e  

p r o j e c t  i s  embedded, t h i s  c h a p t e r  w i l l  d e s c r i b e  (a)  t h e  

c h a r a c t e r i s t i c s  o f  t h e  p a r e n t s  who a c t i v e l y  p a r t i c i p a t e d  

f rom J a n u a r y  1976 t o  Ju n e  1976;  and (b)  t h e  s o c i a l  s i t u ­

a t i o n  c o v e r i n g  t h e  same t im e  p e r i o d .

As a s e r v i c e  p r o j e c t ,  t h e  P a r e n t s  A s s o c i a t i o n

p o s s e s s e d  t h e  f o l l o w i n g  c h a r a c t e r i s t i c s :

I t  [ s e r v i c e  p r o j e c t ]  d e f i n e s  a  s i g n i f i c a n t  p ro b lem ,  
makes n a t u r a l i s t i c  o b s e r v a t i o n s ,  c r e a t e s  one  new s o c i a l  
s u b s y s t e m  and i m p l a n t s  i t  i n  t h e  a p p r o p r i a t e  s o c i a l  
s e t t i n g ,  i s  l o n g i t u d i n a l  i n  t im e ,  assum es r e s p o n s i b i l i t y  
f o r  l i v e s  and  w e l f a r e  o f  t h e  members p a r t i c i p a t i n g  i n  
i t ,  and  u s e s  a  m u l t i d i s c i p l i n a r y  a p p r o a c h .  I t  does  n o t  
c r e a t e  d i f f e r e n t  s u b - s y s t e m s  as  a l t e r n a t i v e  s o l u t i o n s  
t o  t h e  s o c i a l  p ro b le m  a n d ,  h e n c e ,  does  n o t  d e s i g n  
e x p e r i m e n t s  t o  compare t h e s e  c r e a t e d  s o l u t i o n s .

I f  we can  a c c u m u la t e  c a s e - s t u d i e s  o f  community p a r t i c i p a t i o n ,
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we m ig h t  e v e n t u a l l y  d i s c e r n  t h e  s i g n i f i c a n t  v a r i a b l e s .  

A c c o rd in g  t o  Ray L e e s ,  " a c t i o n  r e s e a r c h  i n  community p r o ­

grams o f f e r s  t h e  o p p o r t u n i t y  t o  b u i l d  a c o l l e c t i o n  o f  

' p u b l i c  a d m i n i s t r a t i o n  c a s e s 1 a n a l a g o u s  t o  t h e  b u s i n e s s

c a s e s  u s e d  i n  t e a c h i n g  a t  H a r v a r d  and  o t h e r  b u s i n e s s  
2

s c h o o l s . "  Ray Lees  c o n c lu d e s  " .  . . i t  i s  i m p o r t a n t  t o  

have on r e c o r d  how d e c i s i o n s  a r e  made: how much i n f o r m a t i o n  

i s  n e c e s s a r y ,  who i n f l u e n c e s  t h e  outcome t h e  m o s t ,  how d i s ­

a g re e m e n ts  a r e  r e s o l v e d ,  w ha t  p r o c e d u r e s  a r e  u s e d  and i n  

p a r t i c u l a r  w ha t  i s  t h e  e f f e c t  o f  community i n i t i a t i v e s  on
o

th e  way c h o i c e s  a r e  m ad e ."

Some p r o j e c t s  may i n v o l v e  low -incom e p a r t i c i p a n t s  b u t  

a s p e c t s  o f  t h e  s o c i a l  s i t u a t i o n  may be  d i f f e r e n t  ( e . g . ,  

community agency  vs p r i v a t e  v o l u n t a r y  a g e n c y ) ; o r  t h e  s o c i a l  

s i t u a t i o n  can  be  e q u i v a l e n t  b u t  t h e  p a r t i c i p a n t s  may v a r y  

( p a r e n t s  vs n o n p a r e n t s  o r  m a r r i e d  vs  s i n g l e ) . The u l t i m a t e  

g o a l  o f  such  a c a t a l o g  o f  c a s e  s t u d i e s  on community 

p a r t i c i p a t i o n  i s  t o  d e t e r m i n e  w ha t  v a r i a b l e s  a r e  e i t h e r  

n e c e s s a r y  o r  s u f f i c i e n t  o r  b o t h  t o  t h e  o u tc o m e .*  We may t h e n

*See  H u b e r t  M. B lad ock  i n  h i s  C a u sa l  I n f e r e n c e s  i n  
N o n e x p e r im e n ta l  R e s e a r c h  (C hape l  H i l l !  U n i v e r s i t y  o f  N o r th  
C a r o l i n a  P r e s s ,  1964) r e f e r s  t o  S t e f a n  Nowak's  d e s c r i p t i o n  
o f  t h e  v a r i o u s  c o m b i n a t i o n s  o f  how c o n d i t i o n  A may be
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be in  a  p o s i t i o n  t o  s t i p u l a t e  w i t h  some d e g re e  o f  a c c u r a c y  

a  s p e c i f i c  d e s i g n  f o r  a  s p e c i f i c  o u tc o m e - -w h ic h  i s  t h e  

u l t i m a t e  g o a l  o f  p rog ram  e v a l u a t i o n .

P a r t i c i p a n t s

Who in  f a c t  p a r t i c i p a t e d ?  Was i t  a homogeneous o r  

h e t e r o g e n e o u s  group  in  te rm s  o f  a g e ,  m a r i t a l  s t a t u s ,  

e t h n i c i t y ,  e d u c a t i o n a l  b a c k g r o u n d ,  e t c . ?  The b a ck g ro u n d  

m a t e r i a l  was o b t a i n e d  from t h e  D e v e lo p m en ta l  C e n t e r ' s  i n ­

t a k e  s t u d i e s - - w h i c h  u s u a l l y  i n c l u d e d  c e r t a i n  b a s e l i n e  d a t a  

on e ac h  f a m i l y  t h a t  s e e k s  a s s i s t a n c e  from t h e  C e n t e r .

T ab le  5 g i v e s  t h e  b a s i c  b a ck g ro u n d  d a t a  o f  t h e  " n u c l e u s "

r e l a t e d  t o  c o n d i t i o n  B.

1. A i s  b o t h  a  n e c e s s a r y  and s u f f i c i e n t  c o n d i t i o n
f o r  B.

2 .  A i s  a  n e c e s s a r y  b u t  n o t  a s u f f i c i e n t  c o n d i t i o n
f o r  B ( i . e . ,  A m u s t  be  p r e s e n t ,  b u t  B n o t  
a lw ays  f o l l o w s  A ) .

3. A i s  a  s u f f i c i e n t  b u t  n o t  a  n e c e s s a r y  c o n d i t i o n
f o r  B ( i . e . ,  B i s  a lw ay s  p r e s e n t  when A i s ,  b u t  
B may a l s o  o c c u r  when A i s  n o t  p r e s e n t ) .

4 .  A i s  o n ly  p a r t l y  n e c e s s a r y  a n d / o r  s u f f i c i e n t  f o r
B ( i . e . ,  A must  u s u a l l y  be p r e s e n t  f o r  B t o  
o c c u r ,  e t c . ) ,  p .  31.
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TABLE 5
BACKGROUND CHARACTERISTICS OF PARTICIPANTS 

(AGE, LAST SCHOOL GRADE COMPLETED,

ETHNICITY, MARITAL STATUS)

Name

M r s . P . 
( C h a i r p e r s o n )

Mrs. T. 
( S e c r e t a r y )

M r s . J .
(C o - C h a i r p e r s o n )  

M rs . E .*

M r s . F .

Mrs.  H.

M rs . C.

M r s . A.

Agea S c h oo l  Grade E t h n i c i t y
M a r t i a l
S t a t u s

39 High Schoo l  
E q u iv a l e n c y  
Diploma

26

26

28

40

42

27

30

1 2 t h

12  t h  

1 0 t h  

1 1 t h  

12  t h  

1 1 t h

1 2 t h

I r i s h

I t a l i a n

B lack

J e w i s h

I t a l i a n

I r i s h

H i s p a n i c

J e w i s h

M a r r i e d

M a r r ie d

M a r r ie d

M a r r ie d

M a r r i e d

M a r r i e d

M a r r ie d  
( common 

law)

M a r r i e d

a
A verage  age  = 32 y e a r s  Median age  = 2 8 .5  y e a r s

* M rs . E. s t o p p e d  p a r t i c i p a t i n g  i n  May 1976.  The s t a f f  
a d v i s o r  c o u l d  n o t  r e a c h  h e r  by phone n o r  d i d  h i s  l e t t e r s  g e t  
a n sw e red .  Once t h e  s t a f f  a d v i s o r  a s k e d  t h e  c h a i r p e r s o n  i f  she  
had any " g u e s s ” a s  t o  what  h a p p en e d  t o  Mrs. E. I n  a  h e s i t a t i n g  
v o i c e ,  Mrs. P. t h o u g h t  i t  m ig h t  be r e l a t e d  t o  an i n c i d e n t  where  
Mrs. E . ' s  f e e l i n g s  were  " h u r t ” by a n o t h e r  p a r e n t .  F u r t h e r  
p r o b i n g  c o u l d  n o t  g e t  Mrs. P. t o  b e  more s p e c i f i c - - a s  i f  she  
d i d  n o t  w an t  t o  s a y  more!
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p a r t i c i p a n t s — i . e . ,  t h o s e  who a t t e n d e d  a t  l e a s t  75% o f  

t h e  t o t a l  number o f  t h e  s c h e d u l e d  m e e t in g s  and who were  

a l s o  i n v o l v e d  in  th e  A s s o c i a t i o n ' s  fund r a i s i n g  p r o j e c t s  

o r  had a t t e n d e d  ad  hoc community m e e t i n g s . *

A l th o u g h  t h i s  was a  s m a l l  g r o u p ,  i t  was b o th  

homogeneous i n  te rm s o f  a g e ,  e d u c a t i o n a l  b a c k g ro u n d ,  

m a r i t a l  s t a t u s ,  b u t  h e te r o g e n e o u s  i n  te rm s  o f  e t h n i c i t y .  

A f t e r  June  1976,  a n o t h e r  B lack  m o th e r  ( h ig h  s c h o o l  g r a d u ­

a t e )  and a n o t h e r  J e w i s h  m o the r  ( c o l l e g e  g r a d u a t e )  j o i n e d  

th e  A s s o c i a t i o n .

* E xc luded  from T ab le  5 i s  a  H a s s i d i c  woman (age 
26) and  a S p a n i s h - s p e a k i n g  woman (age  2 4 ) .  Both a t t e n d e d  
m e e t in g s  b u t  l e s s  t h a n  757. and n e i t h e r  became in v o lv e d  in  
any o f  t h e  A s s o c i a t i o n ' s  fund  r a i s i n g  p r o j e c t s .  The 
H a s s i d i c  m o the r  had t h r e e  c h i l d r e n ,  two o f  whom were  
m o d e r a t e l y  t o  s e v e r e l y  r e t a r d e d ;  she  found  i t  d i f f i c u l t  to  
a t t e n d  t h e  m e e t i n g s  b e c a u s e  (a)  no b a b y s i t t e r ,  (b)  t r a v e l ­
l i n g  p r o b l e m s - - s h e  l i v e d  o u t s i d e  o f  t h e  h o s p i t a l ' s  c a t c h ­
ment a r e a  and had t o  u s e  t h r e e  b u se s  which  was p h y s i c a l l y  
e x h a u s t i n g  o r  u se  c a r  s e r v i c e  w h ich  was f i n a n c i a l l y  
p r o h i b i t i v e .

The H i s p a n ic  m o th e r ,  who had a p r o f o u n d l y  r e t a r d e d  
c h i l d  who was w h e e l c h a i r - b o u n d ,  came c o n s i s t e n t l y  u n t i l  s h e ,  
t o o ,  moved o u t s i d e  o f  t h e  c a tc h m e n t  a r e a .

We can  c o n c lu d e  t h a t  g e o g r a p h i c a l  p r o x i m i t y  t o  t h e  
h o s p i t a l  was a  n e c e s s a r y  b u t  n o t  s u f f i c i e n t  c o n d i t i o n  f o r  
p a r t i c i p a t i o n .
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The g roup  was a l s o  homogeneous in  te rm s  o f  s o c i o ­

economic  s t a t u s - - t h e  m a j o r i t y  e i t h e r  c o l l e c t e d  p u b l i c  

a s s i s t a n c e  (AFDC) o r  M e d i c a i d .  See T a b le  6  f o r  t h e  

i n d i v i d u a l  breakdown o f  s o u r c e  o f  incom e.

Out o f  t h e  e i g h t  p a r t i c i p a n t s ,  s i x  r e c e i v e d  some 

income s u b s i d y  f rom a  g o v e r n m e n ta l  p ro g ram .  We m ig h t  a l s o  

add t h a t  a l l  t h e  p a r t i c i p a n t s  were  a l i k e  i n  t h a t  t h e y  a l l  

had  t o  cop e  w i t h  d i s a b l e d ,  and  i n  two c a s e s  m u l t i h a n d i ­

c a p p e d ,  c h i l d r e n .  Many o f  t h e  f a m i l i e s  had to  cope  w i t h  

s t r e s s e s  o v e r  and  beyond  t h e  c a r e  and management o f  a  

d i s a b l e d  c h i l d :

1 .  The c h a i r p e r s o n ’ s h usband  was n o t  w o rk in g  b e c a u s e  

he had a  r e c e n t  m e n t a l  b reakdow n.  He was s t a b i l i z e d  on 

p s y c h o t r o p i c  m e d i c a t i o n .

2. The s e c r e t a r y  had to  cope  w i t h  a crowded l i v i n g  

s i t u a t i o n - - a  f a m i l y  o f  f i v e  l i v i n g  i n  t h r e e  s m a l l  room s.  

She c o u ld  n o t  a f f o r d  t o  pay a h i g h e r  r e n t  f o r  a  l a r g e r  

a p a r t m e n t .  In  a d d i t i o n ,  h e r  hu sb a n d  who h a s  t h r e e  d a u g h ­

t e r s  f rom a  p r e v i o u s  m a r r i a g e  was h a v in g  s e r i o u s  " c o u r t  

b a t t l e s "  w i t h  h i s  e x - w i f e .

3 .  Mrs .  F .  who has  f o u r  c h i l d r e n  l i v i n g  a t  home was 

f o r c e d  t o  move t o  a n o t h e r  a p a r t m e n t  b e c a u s e  s h e  had  to
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TABLE 6

ECONOMIC STATUS OF PARTICIPANTS

Name S o u rce  o f  Income

M r s . P . 
( C h a i r p e r s o n )

Mrs. T. 
( S e c r e t a r y )

Mrs.  J .
( C o - C h a i r p e r s o n )  

M r s . E .

M r s . F .

Mrs. H.

M other  worked f u l l  t im e ;  M e d ic a id ;  
Husband was unemployed .

Husband unemployed;  M e d ic a id  b e n e f i t s .

Husband unemployed;  AFDC.

Unemployment and M e d ic a id  b e n e f i t s .

Unemployment b e n e f i t s ;  husband  r e f u s e d  
t o  a p p ly  f o r  W e l f a r e  o r  M e d ic a id .

Husband works f u l l  t im e .  C h i l d ' s  
m u l t i p l e  d i s a b i l i t i e s  made h im e l i g i b l e  
i n t o  p rog ram s  w i t h o u t  a f e e .

M r s . C. 

Mrs. A.

AFDC.

Husband worked f u l l  t im e .
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f i n d  a  " c h e a p e r "  a p a r t m e n t .

4 .  M rs .  C. had  to  cope w i t h  an a l c o h o l i c  hu sb a n d  as  

w e l l  a s  a  p r o f o u n d l y  r e t a r d e d  d a u g h t e r  and  t h r e e  o t h e r  

c h i l d r e n  (one o f  whom w i t h  a  h i s t o r y  o f  h o s p i t a l i z a t i o n s  

f o r  s e i z u r e s . )

Community P a r t i c i p a t i o n

On th e  a v e r a g e  t h e  p a r t i c i p a n t s  s c o r e d  v e r y  low 

on 'community  i n v o l v e m e n t . 1 The s c o r e s  were o b t a i n e d  by 

h a v in g  e a c h  p a r e n t  c o m p le te  C h a p i n ' s  S o c i a l  P a r t i c i p a t i o n  

S c a l e  ( s e e  Appendix  D ) . A h i g h  s c o r e  o f  18 and  o v e r
4

r e p r e s e n t s  " t i t u l a r  l e a d e r  a c h i e v e m e n t . "  A "0"  s c o r e  

i n d i c a t e s  t h a t  t h e  p a r e n t  was n o t  a f f i l i a t e d  w i t h  any 

o r g a n i z a t i o n  e x c e p t  f o r  t h e  P a r e n s  A s s o c i a t i o n .  See 

T a b le  7 f o r  t h e  i n d i v i d u a l ' s  s c o r e s .

What i s  e v i d e n t  was t h a t  t h e  p a r e n t s  who were  

i n v o l v e d  e x t e n s i v e l y  a s  w e l l  a s  i n t e n s i v e l y  in  t h e  P a r e n t s  

A s s o c i a t i o n  had a  p r e v i o u s  h i s t o r y  o f  e i t h e r  m in im a l  o r  no 

community p a r t i c i p a t i o n . The c h a i r p e r s o n ,  h o w e v e r ,  had a 

h i g h  s c o r e .  S in c e  t h a t  s c o r e  (37) was b a se d  on t h e  c h a i r ­

p e r s o n ' s  o r g a n i z a t i o n a l  a f f i l i a t i o n s  p r i o r  t o  h e r  j o i n i n g  

t h e  P a r e n t s  A s s o c i a t i o n ,  we can  n o t  a t t r i b u t e  h e r  c u r r e n t
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TABLE 7

PARTICIPANTS' DEGREE OF 

COMMUNITY INVOLVEMENT

Name S c o r e

M rs .  P .  37
( C h a i r p e r s o n )

Mrs.  T.
( S e c r e t a r y )  0

M r s . J .
( C o - C h a i r p e r s o n )  0

M r s . E. 0

Mrs.  F .  0

M rs .  H, 30

M r s . C . 6

M r s . A . 0
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i n t e r e s t  in  community a f f a i r s  t o  h e r  p a r t i c i p a t i o n  i n  t h e  

P a r e n t s  A s s o c i a t i o n .

Two p a r e n t s ,  Mrs .  T. and M rs .  C. r e p o r t e d  t h a t  th e y  

had p a r t i c i p a t e d  i n  an ad hoc p r o t e s t  s c h o o l  m e e t i n g  in  

S ep tem ber  1976 when t h e  s c h o o l s  t h e i r  c h i l d r e n  a t t e n d e d  

w ere  s u b j e c t  t o  s e v e r e  b u d g e t a r y  c u t s .

C o s t s  o f  P a r t i c i p a t i o n

Many o f  t h e  p a r e n t s  who a c t i v e l y  p a r t i c i p a t e d  had 

t o  f a c e  t h e  " c o n s e q u e n c e s "  e i t h e r  a t  home o r  i n  t h e  o f f i c e .  

Mrs .  T . jw ho  had n e v e r  j o i n e d  o r  p a r t i c i p a t e d  i n  an o r g a n i ­

z a t i o n ,  had " f i g h t s "  w i t h  h e r  husband  f o r  t h e  f i r s t  two o r  

t h r e e  months  b e c a u s e  he was f o r c e d  t o  s t a y  home and b a b y s i t  

so  h i s  w i f e  c o u ld  come t o  t h e  m e e t i n g s :

M rs .  T . : " I  t o l d  him i t s  n o t  o n ly  f o r  my_ s a t i s f a c t i o n
t h a t  I  was c o m i n g - - i t  was f o r  t h e  h e a l t h  o f  
h i s  d a u g h t e r - - b u t  c e r t a i n l y  I  e n jo y  l e a v i n g  
t h e  a p a r t m e n t  t o  m ee t  w i t h  o t h e r  a d u l t s .  He 
has  a  good t h i n g  g o in g  so  I 'm  n o t  a f r a i d  o f  
h i s  b a r k  th o u gh  I  som etim es  g e t  t i r e d  o f  h i s  
c o m p l a i n i n g . "

B e ca u se  t h e  c h a i r p e r s o n  worked f u l l - t i m e  (15 m in u t e s  away 

f rom t h e  h o s p i t a l  by c a r e ) ,  she  had t o  l e a v e  work to  

a t t e n d  t h e  a f t e r n o o n  s c h e d u l e d  m e e t i n g s ;  b u t  she  had t o  

make-up t h e  h o u r s  away from employment .  When h e r  " o l d "
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b o s s  l e f t  and sh e  had t o  be  a c c o u n t a b l e  to  a  new b o s s ,  

sh e  worked u n d e r  s e v e r e  s t r a i n :

Mrs.  P . :  " I  d o n ' t  know what  I 'm  g o in g  t o  do .  I
d o n ' t  want  t o  g e t  f i r e d  b u t  y e t  I  want  
t o  p a r t i c i p a t e .  My o n ly  c h an c e  i s  t o  
e d u c a t e  t h i s  new b o s s  and make m y s e l f  
i n d i s p e n s a b l e  a t  w o r k . "

M rs .  C. r e p o r t e d  t h a t  e v e r y  t im e  she  l e f t  f o r  a  m e e t i n g

h e r  husband  h a r r a s s e d  h e r  f o r  l e a v i n g  h im. Mrs .  C.

came t o  t h e  f o l l o w i n g  c o n c l u s i o n :

M rs .  C . :  "My husband  a c t s  up e v e r y  t im e  I  come to
t h e  m e e t i n g s  b e c a u s e  he h a t e s  t o  a d m i t  t h a t  
h i s  d a u g h t e r  i s  r e t a r d e d .  When I  come to  
t h e  h o s p i t a l  f o r  any r e a s o n ,  he c a n ' t  f a c e  
t h e  f a c t  t h a t  I ' m  g o in g  b e c a u s e  h i s  
d a u g h t e r  has s e r i o u s  m u l t i p l e  d i s a b i l i t i e s . "

A n o th e r  c h a r a c t e r i s t i c  o f  th e  g roup  was t h a t  a l l  

t h e  p a r t i c i p a n t s  had a  s t r o n g  " f e e l i n g "  t h a t  th e y  c o u ld  

e x e r t  some c o n t r o l  o v e r  t h e i r  own d e s t i n i e s .  T h is  " f e e l ­

i n g "  was a s c e r t a i n e d  by h a v in g  e a c h  p a r t i c i p a n t  c o m p le te  

N ea l  and Seeman S c a l e  o f  P o w e r l e s s n e s s  ( s e e  Appendix  E ) .

A low s c o r e  i n d i c a t e s  t h a t  t h e  i n d i v i d u a l  f e e l s  a s e n s e  o f  

" m a s t e r y "  w h e reas  a h i g h  s c o r e  r e v e a l s  a  s e n s e  o f  "pow er­

l e s s n e s s . "  See  T a b le  8 f o r  t h e  i n d i v i d u a l  s c o r e s .  I t  

s h o u l d  be n o t e d  t h a t  t h e  t e s t  was a d m i n i s t e r e d  on March 

17 ,  1 9 7 6 - - a  week b e f o r e  t h e  h o s p i t a l  r e c e i v e d  a l e t t e r  

f rom t h e  Board o f  E d u c a t i o n  c o n f i r m i n g  t h e  f a c t  t h a t  th ey
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w ere  i n t e r e s t e d  i n  p r o v i d i n g  t h e  h o s p i t a l  w i t h  a  S p e c i a l  

E d u c a t i o n  T e a c h e r - - b u t  t h r e e  weeks a f t e r  t h e  A s s i s t a n t  

D i r e c t o r  o f  BCRMD announced  a t  a  m e e t i n g  t h a t  h e r  B ureau  

w i l l  g i v e  t h e  p a r e n t s  a  t e a c h e r ;  t h e  p a r e n t s  c o m p le te d  

t h i s  ( s e l f - a d m i n i s t e r e d )  t e s t  a f t e r  t h e y  had s u c c e e d e d  

i n  g e t t i n g  t h e  Board o f  E d u c a t i o n  t o  make a  commitment to  

s u p p o r t  t h e i r  p ro g ram .

TABLE 8

PARENT SCORES ON THE NEAL AND SEEMAN

POWERLESSNESS SCALE

Name S c o re

M rs . P .
( C h a i r p e r s o n ) 0

M rs.  T.
( S e c r e t a r y ) 2

M r s . E 2

M rs.  F 2

M r s . H 0

M r s . C 1

The l o w e s t  p o s s i b l e  s c o r e  i s  "0 "  and t h e  h i g h e s t  p o s s i b l e  

s c o r e  i s  " 1 4 . "
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S o c i a l  S i t u a t i o n  V a r i a b l e s

B ackground

On A p r i l  2 0 ,  1976 A d m i n i s t r a t o r  E* and  th e  

D i r e c t o r  o f  t h e  Board o f  E d u c a t i o n  B ureau  F o r  C h i l d r e n  

W ith  R e t a r d e d  M e n ta l  D evelopm ent  s i g n e d  a l e t t e r  o f  a g r e e ­

ment  w h ic h  s t i p u l a t e d  w ha t  e a c h  i n s t i t u t i o n  would  p r o v i d e  

t o  e s t a b l i s h  a s p e c i a l i z e d  p r e s c h o o l  p ro g ram .  He r e ­

q u e s t e d  t h a t  t h e  l e t t e r  be  d r a f t e d  by t h e  S t a f f  A d v i s o r .

The f o l l o w i n g  a r e  e x c e r p t s  from t h i s  l e t t e r  o f  a g r e e m e n t :

. . .  We a r e  d e l i g h t e d  t h a t  t h e  Board  o f  E d u c a t i o n  and 
o u r  h o s p i t a l  a r e  t o  c o - s p o n s o r  a  m os t  n e e d e d  community 
p r o j e c t  f o r  p r e s c h o o l  c h i l d r e n  who a r e  r e t a r d e d  and 
d e v e l o p m e n t a l l y  d i s a b l e d .  Our m u tu a l  g o a l  i n  t h i s  
p r o j e c t  i s  t o  p r e p a r e  t h e s e  c h i l d r e n  i n t e l l e c t u a l l y ,  
e m o t i o n a l l y ,  and s o c i a l l y  f o r  e n t r a n c e  i n t o  t h e  p u b l i c  
s c h o o l  s y s t e m .

T h is  P r o j e c t  i s  i n d e e d  a  "community  p r o j e c t "  s i n c e  i t  
i s  a  d i r e c t  o u t g r o w t h  o f  o u r  h o s p i t a l ' s  P a r e n t s  A s s o ­
c i a t i o n  e f f o r t s  t o  o b t a i n  more s e r v i c e s  f o r  h a n d ic a p p e d  
c h i l d r e n .  . . .

The p a r e n t s  had a  s e n s e  o f  d i s b e l i e f  t h a t  a  l e t t e r  

o f  a g re e m e n t  was a c t u a l l y  s i g n e d .  They were  e l a t e d  b u t

* L e t t e r s  have been  s u b s t i t u t e d  f o r  names so  t h a t  an 
i n d i v i d u a l ' s  i d e n t i t y  c a n  r em a in  anonymous.  What i s  
i m p o r t a n t  f o r  t h i s  s t u d y  i s  t h e  b e h a v i o r  and  a t t i t u d e  o f  a  
g i v e n  a c t o r  r a t h e r  t h a n  h i s / h e r  t i t l e  o r  p o s i t i o n .
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c o u l d  n o t  r e a l l y  b e l i e v e  t h a t  t h e i r  u l t i m a t e  g o a l  o f  

o b t a i n i n g  a  p r e s c h o o l  p rog ram  had become a  r e a l i t y  in  

su c h  a  s h o r t  p e r i o d  o f  t im e  ( f rom  J a n u a r y  1976 t o  A p r i l  

20 ,  1 9 7 6 ) .  The s t a f f  a d v i s o r  was a l s o  s u r p r i s e d  s i n c e  h i s  

e x p e c t a t i o n  was t h a t  t h e  p rog ram  would be  o b t a i n e d  no 

e a r l i e r  t h a n  S ep tem ber  1976. The h o s p i t a l  a g r e e d  t o  p r o ­

v i d e  s u i t a b l e  s p a c e  f o r  a b o u t  5 to  10 h a n d ic a p p e d  c h i l d r e n  

(a g e s  3 t o  5) who w ere  r e g i s t e r e d  w i t h  t h e  Developm ent  

C e n t e r ;  t o  p r o v i d e  m e i d c a l ,  p s y c h o l o g i c a l  and  s o c i a l  

s e r v i c e s  w h ic h  were  r o u t i n e l y  p r o v i d e d  by t h e  D e v e lo p m e n ta l  

C e n t e r ;  t o  r e c r u i t  v o l u n t e e r s  so  t h a t  t h e  p ro g ram  c o u l d  

m a i n t a i n  a  s u i t a b l e  r a t i o  o f  a d u l t s  t o  c h i l d r e n .  The 

Board o f  E d u c a t i o n  a g r e e d  t o  p r o v i d e  a  l i c e n s e d  s p e c i a l  

e d u c a t i o n  t e a c h e r ;  t o  p r o v i d e  $400 p e r  c l a s s  f o r  e q u ip m en t  

(w hich  a l s o  i n c l u d e d  t a b l e s  and  c h a i r s ) .*

*The s p e c i a l  E d u c a t i o n  T e a c h e r  a s  w e l l  a s  t h e  $400 
p e r / c l a s s  w ere  f i n a n c e d  t h r o u g h  T i t l e  VI-B f u n d s .  In  i n ­
f o r m a l  c o n v e r s a t i o n s ,  t h e  Board o f  E d u c a t i o n  in fo rm e d  t h e  
p a r e n t s  and  t h e  h o s p i t a l  t h a t  t h e y  were  i n  a  " h u r r y "  to  
g i v e  t h e  h o s p i t a l  t h i s  t e a c h e r  in  A p r i l  1976 so  t h a t  th ey  
w o u l d n ' t  l o s e  t h e  " l i n e "  f o r  Sep tem ber  1976.  In  a d d i t i o n ,  
t h e y  t o l d  t h e  p a r e n t s  t h a t  t h e r e  was a  good c h a n c e  o f  g e t ­
t i n g  two t e a c h e r s  and a  p a r a p r o f e s s i o n a l  i n  S e p tem b er  
1976.
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I n i t i a l l y ,  t h e  p a r e n t s  a s  w e l l  a s  t h e  s t a f f  a d v i s o r  

had recommended t h a t  t h e  p r e s c h o o l  p rog ram  be l o c a t e d  

w i t h i n  a  n e i g h b o r h o o d  p u b l i c  s c h o o l  s o  t h a t  t h e  c h i l d r e n  

can be v iew ed  a s  s t u d e n t s  r a t h e r  t h a n  p a t i e n t s . I t  was t h e  

Board  o f  E d u c a t i o n *  w h ich  w a n ted  t h e  h o s p i t a l  a s  th e  s i t e  

f o r  t h e  p ro g ram  b a s e d  on t h e  f o l l o w i n g  c o n s i d e r a t i o n s :

(a )  p u b l i c  s c h o o l s  have  many a r c h i t e c t u r a l  b a r r i e r s  

w h ic h  c o u l d  p r e v e n t  c h i l d r e n  in  w h e e l c h a i r s  from p a r t i ­

c i p a t i n g ;

(b)  p r i n c i p a l s  o f t e n  do n o t  u n d e r s t a n d  t h e  n e e d s  o f  

c h i l d r e n  w i t h  s p e c i a l  p r o b l e m s ;

( c )  t h e  s p e c i a l  e d u c a t i o n  t e a c h e r  would f e e l  more 

s e c u r e  i f  s / h e  had c l o s e  c o n t a c t  w i t h  c l i n i c a l  p e r s o n n e l

* B e f o re  t h e  B ure au  o f  C h i l d r e n  For  R e ta r d e d  M e n ta l  
Developm ent  (BCRMD) a g r e e d  t o  p r o v i d e  t h e  h o s p i t a l  w i t h  a 
t e a c h e r ,  t h e  p a r e n t s  and t h e  s t a f f  a d v i s o r  had met w i t h  
members o f  t h e  D i s t r i c t  S c h o o l  B o a rd .  The S c h o o l  Board 
w a n te d  to  c o n s i d e r  u s i n g  an " u n d e r u t i l i z e d "  s c h o o l  b u i l d i n g  
f o r  t h e  p r e s c h o o l  p ro g ram :  i f  a  s c h o o l  r e m a in e d  u n d e r ­
u t i l i z e d  i t  was i n  d a n g e r  o f  b e i n g  c l o s e d  due t o  b u d g e t a r y  
c u t b a c k s .

In  l a t e  May 1976 ,  a f t e r  t h e  t e a c h e r  had a l r e a d y  been  
a s s i g n e d  t o  t h e  h o s p i t a l ,  t h e  S c ho o l  Board  r e q u e s t e d  a 
m e e t i n g  w i t h  t h e  s t a f f  a d v i s o r  and t h e  p a r e n t s  t o  d i s c u s s  
"why" t h e  p ro g ram  had  n o t  b een  l o c a t e d  i n  a  p u b l i c  s c h o o l  
b u i l d i n g .  The p a r e n t s  c o n v in c e d  t h e  S c h oo l  Board  t h a t  t h e  
c h i l d r e n  were  to o  ' m e d i c a l l y  i n v o l v e d '  f o r  a  s c h o o l  
s e t t i n g .
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su c h  a s  p h y s i c i a n s ,  p h y s i c a l  t h e r a p i s t s ,  e t c . ,  s i n c e  many 

o f  t h e  c h i l d r e n  would be m u l t i p l e  h a n d ic a p p e d .

The B le a k  Economic E n v iro n m en t

The s u c c e s s  o f  t h e  P a r e n t s  A s s o c i a t i o n  i n  e s t a b l i s h ­

i n g  a  p r e s c h o o l  p ro g ram  b o r d e r s  on t h e  " m i r a c u l o u s 1* when 

we c o n s i d e r  t h a t  1975-1976 was t h e  t im e  t h a t  New York C i ty  

was r e a d y  t o  go " b a n k r u p t "  and a l l  m u n i c i p a l  s e r v i c e s ,  i n ­

c l u d i n g  p o l i c e  and  f i r e f i g h t i n g  s e r v i c e s ,  were  r e t r e n c h e d  

- - i . e . ,  em ployees  w ere  l a i d - o f f .  In  1975 ,  th e  h o s p i t a l ,  

l i k e  many o t h e r  m u n i c i p a l  h o s p i t a l s ,  had t o  l a y - o f f  

c l i n i c a l  and l a b o r a t o r y  s t a f f ;  and  i n  some i n s t a n c e s ,  

p h y s i c i a n s  who were  p a r t - t i m e  w ere  e i t h e r  n o t  r e h i r e d  o r  

had  t h e i r  h o u r s  r e d u c e d .

F o r  t h e  m u n i c i p a l  h o s p i t a l  sy s te m  t h e r e  was n o t  o n ly  

r e t r e n c h m e n t  b u t  c l o s i n g  o f  a t  l e a s t  two h o s p i t a l s  a s  w e l l  

a s  rumors t h a t  t h e  C i t y  no l o n g e r  w an ted  to  s u p p o r t  th e  

m u n i c i p a l  h o s p i t a l  sy s te m  ( H e a l t h  and H o s p i t a l  C o r p o r a t i o n )  

b e c a u s e  a d u a l  h o s p i t a l  s y s t e m - - p u b l i c  and  p r i v a t e - - w a s  too  

e x p e n s i v e  f o r  t h e  C i t y  t o  m a i n t a i n .  Some p o l i t i c a l  com­

m e n t a t o r s  have  a t t r i b u t e d  P r e s i d e n t  F o r d ' s  d e f e a t  in  t h e  

November 1976 e l e c t i o n  to  th e  f a c t  t h a t  t h e  m a j o r i t y  o f  

New York C i t y  r e s i d e n t s  were  o u t r a g e d  t h a t  h i s  a d m i n i s t r a t i o n
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d i d  n o t h i n g  t o  s a v e  t h e  p ro g ram s  w h ich  were  b e in g  p h a se d  

o u t  t o  b a l a n c e  t h e  C i t y ' s  b u d g e t .

The s e v e r e  b u d g e t a r y  p ro b lem s  o f  t h e  C i t y  ( e x t e r n a l  

p r o c e s s e s )  had b o t h  a  p o s i t i v e  a s  w e l l  a s  a  n e g a t i v e  im­

p a c t  on t h e  e f f o r t s  o f  t h e  P a r e n t s  A s s o c i a t i o n :  (1) The 

D i s t r i c t  Board was i n t e r e s t e d  in  t h e  p r e s c h o o l  p rog ram  

b e c a u s e  i t  w an ted  t o  " s a v e "  an u n d e r u t i l i z e d  b u i l d i n g  ( i f  

i t  were  c l o s e d ,  t e a c h e r s  would be l a i d - o f f ) ;  (2)  The 

B ureau  o f  CRMD w a n ted  t o  s a v e  f e d e r a l  " l i n e s "  ( i . e . ,  

monies  f o r  t e a c h i n g  s t a f f )  f o r  Sep tem ber  1976 so  t h e y  were  

d e l i g h t e d  t h a t  t h e  P a r e n t s  A s s o c i a t i o n  had p r e s s u r e d  f o r  a  

p r e s c h o o l  p rog ram ;  (3) The h o s p i t a l  was a b l e  t o  p r o v i d e  

s p a c e  b e c a u s e  th e y  had  c l o s e d  wards  due  to  b u d g e t a r y  c u t ­

back s  (no money t o  h i r e  n u r s i n g  s t a f f ) .

I n  e a r l y  Sep tem ber  1976,  t h e  Board  o f  E d u c a t i o n  had

t o  remove t h e  s p e c i a l  e d u c a t i o n  t e a c h e r  f rom t h e  p r e s c h o o l

p rog ram  b e c a u s e  t h e  Board c o u ld  no l o n g e r  a f f o r d  t o  s u p p o r t

a  l e g a l l y  n o n -m an d a te d  p ro g ra m .  The f o l l o w i n g  a r e  e x c e r p t s

from C h a n c e l l o r  I r v i n g  A n k e r ' s  l e t t e r  ( d a t e d  Dec. 9 ,  1976)

t o  t h e  s t a f f  a d v i s o r :

T h is  l e t t e r  i s  i n  r e s p o n s e  t o  y o u r  r e q u e s t ,  on b e h a l f  
o f  t h e  p a r e n t s  and s t a f f  o f  . . . f o r  a s s i s t a n c e  w h ich  
would b r i n g  a b o u t  t h e  f o r m a l  r e s t o r a t i o n  o f  a p r e s c h o o l
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p ro g ram  f o r  c h i l d r e n .

The i n a d e q u a t e  d o l l a r  a l l o t m e n t  were  r e c e i v e d  
n e c e s s i t a t e d  o u r  r e a c h i n g  t h e  unhappy d e c i s i o n  t o  
t r a n s f e r  t h e  f u n d s  p r e v i o u s l y  u se d  f o r  p r e s c h o o l  
c h i l d r e n  t o  o u r  E a r l y  E d u c a t i o n  s e c t i o n  where  t h e  
Board  o f  E d u c a t i o n  has  t h e  l e g a l  r e s p o n s i b i l i t y  t o  
p r o v i d e  a d e q u a t e  s e r v i c e s  f o r  h a n d ic a p p e d  c h i l d r e n .

Lack  o f  fu n d s  was a  p r o b le m  even  b e f o r e  th e  Board 

o f  E d u c a t i o n  made i t s  d e c i s i o n  t o  remove t h e  t e a c h e r  i n  

S e p tem b er  1976. A l th o u g h  t h e  h o s p i t a l  a g r e e d  t o  p r o v i d e  

s p a c e  f o r  th e  p ro g ra m ,  t h e  h o s p i t a l  a d m i n i s t r a t i o n  t o l d  

t h e  p a r e n t s  t h a t  t h e y - - t h e  p a r e n t s - - m i g h t  t o  have t o  " c l e a n "  

t h e  c l a s s r o o m  b e c a u s e  o f  t h e  s e v e r e  manpower s h o r t a g e  in  

t h e  h o u s e k e e p in g  s t a f f .  In  May 1976,  A d m i n i s t r a t o r  B t o l d  

t h e  s t a f f  a d v i s o r  t h a t  t h e  E x e c u t i v e  D i r e c t o r  "was n o t  

h appy"  w i t h  th e  f a c t  t h a t  no one was p a y in g  t h e  h o s p i t a l  

f o r  t h e  " u s e "  o f  t h e  c l a s s r o o m . *  F o r  t h e  h o s p i t a l ,  money 

was a lw ay s  a p r i m a r y  c o n s i d e r a t i o n .  The f o l l o w i n g  i s  an 

e x c e r p t  f rom th e  memo ( d a t e d  A p r i l  14 ,  1976) A d m i n i s t r a t o r

*The s t a f f  a d v i s o r  r e s p o n d e d  by s a y i n g  t h a t  he was 
s u r e  t h e  p a r e n t s  would be w i l l i n g  t o  pay p a r t  o f  t h e  c o s t  
f o r  t h e  u s e  o f  t h e  c l a s s r o o m .  The A d m i n i s t r a t o r  became 
v i s i b l y  u p s e t  and  acknow ledged  t h a t  i t  would  be " c r i m i n a l "  
t o  t a k e  money from p a r e n t s  o f  " h a n d i c a p p e d "  c h i l d r e n .
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B s e n t  t o  t h e  E x e c u t i v e  D i r e c t o r  when i t  became c l e a r  t h a t  

t h e  Board o f  E d u c a t i o n  was r e a d y  to  s t a f f  t h e  p r e s c h o o l  

p r o g r a m :*

The a d v a n t a g e s  o f  t h i s  j o i n t  s c h o o l  p rog ram  to  t h e  
c h i l d r e n ,  p a r e n t s  and o u r  . . . Developm ent  U n i t  and  
t h e  h o s p i t a l  a r e  s e l f - e v i d e n t .  I n  t h e  c a s e  o f  t h e  
l a t t e r ,  two a d d i t i o n a l  o u t - p a t i e n t  v i s i t s  w i l l  be 
g e n e r a t e d  a s  c o n s u l t a t i o n s  a r e  p r o v i d e d  and  p a t i e n t  
a c t i v i t y  i n  p rog ram  s t i m u l a t e d .

S o c i a l  C l im a te

The s o c i a l  c l i m a t e  o f  t h e  P a r e n t s  A s s o c i a t i o n  r e p r e ­

s e n t e d  t h e  d e g r e e  t o  w h ic h  v a r i o u s  h o s p i t a l  p e r s o n n e l  a c ­

c e p t e d  t h e  A s s o c i a t i o n  a s  a  l e g i t i m a t e  s u b u n i t .  I n f o r m a l  

i n t e r v i e w s  w ere  u se d  t o  gauge  t h e  p e r c e p t i o n  o f  s i g n i f i c a n t

*The s t a f f  a d v i s o r  d i d  n o t  s e e  t h i s  memo a t  t h e  t im e  
i t  was w r i t t e n .  Only a f t e r  A d m i n i s t r a t o r  B was r e a d y  to  
l e a v e  t h e  h o s p i t a l  i n  November 1976 to  assume a new p o s i t i o n  
a t  a n o t h e r  h o s p i t a l ,  d i d  t h e  s t a f f  a d v i s o r  a s k  t h e  A d m in is ­
t r a t o r  f o r  a  copy o f  t h e  memorandum.

At t h e  t im e  A d m i n i s t r a t o r  B s e n t  t h i s  memorandum he 
d e s c r i b e d  t h e  s t a f f  a d v i s o r  a s  a  " s e r g e a n t "  who was a d ­
v a n c i n g  w h i l e  t h e  army was r e t r e a t i n g .  His  army m e ta p h o r  
i m p l i e d  t h a t  i t  i s  no e a s y  t a s k  to  p u s h  f o r  new p rogram s  a t  
a  t im e  when t h e  s u r v i v a l  o f  e s t a b l i s h e d  s e r v i c e s  a r e  a t  
s t a k e .
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h o s p i t a l  p e r s o n n e l  o f  t h e  p a r e n t ' s  e f f o r t s  t o  e s t a b l i s h  a 

p r e s c h o o l  p rog ram .

1. A d m i n i s t r a t o r  A— There  was a  d i s c r e p a n c y  be tw een  

h i s  r h e t o r i c  and  h i s  a c t u a l  i n s t r u c t i o n s  t o  t h e  p a r e n t s  

and th e  s t a f f  a d v i s o r .  At  t h e  f i r s t  two o r  t h r e e  m e e t in g s  

i n  Sep tem ber  1975 he spoke  a b o u t  t h e  n e ed  f o r  " o r g a n i z e d  

and m i l i t a n t  consumer  a c t i o n "  b u t  a t  t h e  f i f t h  m e e t i n g  

i n s t r u c t e d  th e  p a r e n t s  n o t  t o  r e q u e s t  a s s i s t a n c e  from t h e  

Community B o a rd .*

In  A p r i l  1975,  when t h e  p a r e n t s  w an ted  to  e n l i s t  

h i s  s u p p o r t  i n  g e t t i n g  t h e  h o s p i t a l  t o  l o c a t e  t h e  p rog ram  

on t h e  t h i r d  f l o o r  n e a r  t h e  D ev e lo p m en ta l  C e n t e r ,  he r e ­

f u s e d  t o  t a k e  a s t a n d .

In  J a n u a r y  1977,  when t h e  p a r e n t s  p u t  on t h e  p r e s ­

s u r e  f o r  t h e  h o s p i t a l  t o  s u b m i t  a  f e d e r a l  g r a n t  (demon­

s t r a t i o n  p r e s c h o o l  p r o g r a m ) ,  A d m i n i s t r a t o r  A r e s e n t e d  t h e

*Each h o s p i t a l  o f  t h e  New York C i ty  H e a l t h  and 
H o s p i t a l s  C o r p o r a t i o n  m u s t  have  an a d v i s o r y  Community Board .  
" F u n c t i o n s  i n  w h ich  Community Boards  s h a l l  p a r t i c i p a t e  w i l l  
i n c l u d e ,  b u t  n o t  be  l i m i t e d  t o ,  t h e  f o l l o w i n g  . . . e s t a b ­
l i s h i n g  o f  p r i o r i t i e s  . . . a l l o c a t i o n  o f  fu n d s  . . . a r e a -  
wide  p l a n n i n g  . . . a c c e p t a b i l i t y  o f  s e r v i c e s , "  from 
I n t e r i m  P o l i c y  and G u i d e l i n e s ;  The Community Boards  o f  t h e  
New York C i ty  H e a l t h  and H o s p i t a l s  C o r p o r a t i o n .
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i d e a  t h a t  t h e  E x e c u t i v e  D i r e c t o r  a s s i g n e d  him t h e  j o b  

( w i t h o u t  r e d u c i n g  h i s  r e g u l a r  a s s i g n m e n t )  o f  " g e t t i n g  t h e  

g r a n t  o u t . "  A t  one  m e e t i n g  he r a i s e d  h i s  v o i c e  and w i t h  

a  n o t e  o f  i r r i t a t i o n  s a i d ,  "You b e t t e r  n o t  s i c  t h e  p a r e n t s  

on me. I 'm  n o t  g e t t i n g  p a i d  e x t r a  t o  do t h i s . "  He a l s o  

a c k n o w l e d g e d - - a t  a n o t h e r  m e e t i n g - - t h a t  "Mrs.  P .  h a s  p r o v e n  

h e r s e l f  t o  be  an e f f e c t i v e  consum er  a d v o c a t e . "

The a t t i t u d e  o f  A d m i n i s t r a t o r  A was o f  a c c e p t a n c e  

o f  t h e  P a r e n t s  A s s o c i a t i o n  a s  a  l e g i t i m a t e  and n e c e s s a r y  

v o i c e  w i t h i n  t h e  h o s p i t a l ;  h ow ever ,  when t h e  s i t u a t i o n  g o t  

" h o t , "  h i s  w i l l i n g n e s s  t o  a c t  i n  b e h a l f  o f  t h e  p a r e n t s - -  

even  when he r e c o g n i z e d  t h a t  t h e  p a r e n t s  h ad  a  p o w e r f u l  

c a s e - - b e c a m e  s t r a i n e d .  We m ig h t  i n f e r  f rom  h i s  a c t i o n s  

t h a t  h i s  p r i m a r y  a l l e g i a n c e  was a lw ays  t o  t h e  E x e c u t i v e  

D i r e c t o r .

2 . A d m i n i s t r a t o r  B- -T h e  s t a f f  a d v i s o r  had  v e r y  l i m i t e d  

c o n t a c t  w i t h  t h e  A d m i n i s t r a t o r  u n t i l  t h e  s t a f f  a d v i s o r  b e ­

gan w o rk in g  w i t h  t h e  P a r e n t s  A s s o c i a t i o n .  When M rs .  P .  

c a l l e d  t h e  A d m i n i s t r a t o r  two o r  t h r e e  t im e s  in  May 1976,  

he  r e s p o n d e d  q u i c k l y  t o  h e r  r e q u e s t s  and h i s  a t t i t u d e  was 

t h a t  o f  a c c e p t a n c e .

When i n  l a t e  November 1976,  t h e  A d m i n i s t r a t o r  l e f t
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t h e  h o s p i t a l ,  t h e  s t a f f  a d v i s o r  a s k e d  f o r  a  m e e t i n g  t o  g e t  

t h e  A d m i n i s t r a t o r ' s  p e r c e p t i o n  o f  t h e  P a r e n t s  A s s o c i a t i o n .  

He d i d  n o t  r e s p o n d  s p e c i f i c a l l y  to  t h e  q u e s t i o n s ,  "How d i d  

you  f e e l  a b o u t  t h e  p a r e n t s '  in v o lv e m e n t  i n  o b t a i n i n g  t h e  

p r e s c h o o l  program ? Did you f e e l  t h a t  t h e y  have  a c t e d  

r e s p o n s i b l y ? "  I n s t e a d ,  he s a i d  t h a t  w h a t e v e r  "we" do 

s h o u l d  go t h r o u g h  " a f f i l i a t i o n  c h a n n e l s "  b e f o r e  i t  g oes  to  

t h e  E x e c u t i v e  D i r e c t o r .

A d m i n i s t r a t o r  B gave  t h e  i m p r e s s i o n  t h a t  he ' c a r e d '  

a b o u t  t h e  p ro g ra m m a t ic  n e e d s  o f  h a n d ic a p p e d  c h i l d r e n  and 

t h a t  he d i d  n o t  q u e s t i o n  t h e  p a r e n t s  r i g h t  t o  become 

i n v o l v e d .

3 .  A d m i n i s t r a t o r  C--He was t h e  p e r s o n  t o  whom t h e  

s t a f f  a d v i s o r  was d i r e c t l y  a c c o u n t a b l e  f o r  a d m i n i s t r a t i v e  

m a t t e r s .  He e x p r e s s e d  annoyance  a n d ,  a t  t i m e s ,  d i s d a i n  

w h en ev e r  t h e  s t a f f  a d v i s o r  m e n t io n e d  th e  P a r e n t s  A s s o c i ­

a t i o n  o r  w henever  he  r e c e i v e d  a c a l l  f rom M rs .  P .  He s a i d  

on a t  l e a s t  t h r e e  o c c a s i o n s :  (a )  " P a r e n t s  s h o u l d  n o t  

d i c t a t e  p o l i c y  t o  p r o f e s s i o n a l s " ;  (b )  " I f  p a r e n t s  s i t  down 

w i t h  p r o f e s s i o n a l s  a t  a  m e e t i n g  th e n  p r o f e s s i o n a l s  c a n n o t  

t a l k  h o n e s t l y " ;  ( c )  "Mrs. P .  sounds  l i k e  s h e  r e a d  a book 

on how t o  make p e o p l e  f e e l  g u i l t y " ;  (d)  " I f  i t  was any



140

o t h e r  l a y  p e r s o n  I  would  g i v e  h e r  t h e  ' b a c k  o f  my h a n d 1 

b u t  I  was s p e c i a l l y  t o l e r a n t  o f  M rs .  P .  b e c a u s e  I  know 

t h a t  t h e s e  m o th e r s  o f  h a n d ic a p p e d  c h i l d r e n  a r e  e m o t i o n a l  

p e o p l e " ;  a n d ,  (e )  " T h a t  I  h o ld  y ou ,  t h e  s t a f f  a d v i s o r ,  

r e s p o n s i b l e  f o r  t h e  a c t i o n s  o f  t h e  p a r e n t s . "

From t h e  m onths  o f  J a n u a r y  t o  J u n e  1976,  he v iew ed  

t h e  p a r e n t s '  i n v o lv e m e n t  a s  a  n u i s a n c e  and  a  g r e a t  s o u r c e  

o f  i r r i t a t i o n ;  how ever ,  he n e v e r  q u e s t i o n e d  t h e  r i g h t  o f  

t h e  p a r e n t s  t o  o r g a n i z e  i n t o  a  P a r e n t s  A s s o c i a t i o n .

4 .  A d m i n i s t r a t o r  D- - S h e  gave  e n c o u ra g e m e n t  t o  M rs .  P . 

a s  w e l l  as  t o  t h e  o t h e r  p a r e n t s  t o  r e m a in  o r g a n i z e d .  She 

f e l t  t h a t  A d m i n i s t r a t o r  E was a  " p a r a n o i d  a u t o c r a t "  who had 

t o  be k e p t  i n  ch ec k  by community p e o p l e  who had no "ax  to  

g r i n d . "  At  t h e  Community Board  m e e t i n g  on S ep tem ber  20, 

1976 ,  a t  which  t ime M rs .  P .  and t h e  o t h e r  p a r e n t s  were  

i n v i t e d  t o  r e p o r t  on t h i s  p ro g ram ,  t h e  P r e s i d e n t  o f  t h e  

A u x i l i a r y  announced  how t h e  p a r e n t s  a c c o m p l i s h e d  so much 

i n  such  a  s h o r t  p e r i o d  o f  t im e :  and t h a t  ' w h a t '  t h e y  were  

f i g h t i n g  f o r  was so  much n e e d e d  i n  t h e  community .

A d m i n i s t r a t o r  D (who h as  g i v e n  s e r v i c e  t o  th e  

h o s p i t a l  f o r  t h e  p a s t  e i g h t e e n  y e a r s )  seemed g e n u i n e l y  

s i n c e r e  a b o u t  h e r  s u p p o r t  f o r  t h e  P a r e n t s  A s s o c i a t i o n .
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She saw t h e  p a r e n t s  a s  a  s o u r c e  o f  c o u n t e r v a i l i n g  power 

a g a i n s t  wha t  sh e  c o n s i d e r e d  an  i n e p t  and  p o w er-h u ng ry  a d ­

m i n i s t r a t i o n .

5 .  A d m i n i s t r a t o r  E— The s t a f f  a d v i s o r  n e v e r  had an 

o p p o r t u n i t y  t o  a s k  him d i r e c t l y  wha t  he t h o u g h t  o f  t h e  

p a r e n t s '  e f f o r t s  i n s i d e  and o u t s i d e  o f  t h e  h o s p i t a l .  The 

day he p u t  h i s  s i g n a t u r e  on a  p u b l i c i t y  f l i e r  which  t h e  

p a r e n t s  w an ted  t o  d i s t r i b u t e  t h r o u g h o u t  t h e  h o s p i t a l  was 

t h e  o n l y  w r i t t e n  a p p r o v a l  t h e  A s s o c i a t i o n  r e c e i v e d  f rom t h e  

A d m i n i s t r a t i o n .  He n e v e r  q u e s t i o n e d  t h e  u se  o f  t h e  p h r a s e  

P a r e n t s  A s s o c i a t i o n  i n  t h e  l e t t e r  o f  a g re e m e n t  be tw een  t h e  

h o s p i t a l  and t h e  B oa rd  o f  E d u c a t i o n .  I n  December 1976,  

he i s s u e d  a b r i e f  news r e l e a s e  t o  t h e  l o c a l  n e w s p a p e r s :  

w hich  s t a t e d  t h a t  t h e  h o s p i t a l ' s  p r e s c h o o l  p rog ram  was 

s p o n s o r e d  by t h e  P a r e n t s  A s s o c i a t i o n .

A d m i n i s t r a t o r  C w arn ed  t h e  s t a f f  a d v i s o r  n o t  t o  be 

n a i v e  a b o u t  A d m i n i s t r a t o r  E ' s  m o t i v e s :  "S u re  h e ' s  t a l k i n g  

n i c e  t o  Mrs .  P .  and  he gave  t h e  p a r e n t s  a  room on a c l o s e d  

w a rd .  His  c r e d i b i l i t y  w i t h  th e  community i s  a t  i t s  

l o w e s t  ebb s i n c e  t h e  b u d g e t  c u t s .  And th e  p a r e n t s  o f f e r e d  

him a ready-m ade  f r e e  p ro g ram  w h ic h  he can  t a k e  c r e d i t  

f o r . "  T h is  v i e w p o i n t  was p a r t i a l l y  c o l l a b o r a t e d  when i n
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A p r i l  1976 t h e  p a r e n t s  a s k e d  A d m i n i s t r a t o r  A, "Now t h e  

Board  o f  E d u c a t i o n  gave us a  t e a c h e r ,  how s h o u l d  we th a n k  

t h e  E x e c u t i v e  D i r e c t o r ,  w i t h  a  p e r s o n a l  v i s i t  t o  h i s  

o f f i c e ?  o r  a  l e t t e r ?  (The s t a f f  a d v i s o r  s u g g e s t e d  t h i s  

a p p r o a c h  to  t h e  p a r e n t s  b e c a u s e  he f e l t  t h a t  t h e  A d m in is ­

t r a t i o n  had to  g e t  t h e  m essage  t h a t  t h e  p a r e n t s  u n d e r s t o o d  

t h e  p r i n c i p l e  o f  e x c h a n g e . )  The E x e c u t i v e  D i r e c t o r  s a i d  

he p r e f e r r e d  a l e t t e r  s i n c e  he was to o  busy  t o  m ee t  w i t h  

t h e  p a r e n t s - - b u t  t h e  t o n e  o f  A d m i n i s t r a t o r  A s u g g e s t e d  t h a t  

he w an ted  t h e  l e t t e r  f o r  p u b l i c  d i s p l a y  a t  h i s  m e e t i n g s  

w i t h  t h e  Community B o a rd .

6 . A d m i n i s t r a t o r  F —The p a r e n t s  had  no c o n t a c t  w i t h  

him u n t i l  a f t e r  Ju n e  1976.  In  O c to b e r  1976 ,  t h e  p a r e n t s  

a g a i n  a s k e d  t h e  h o s p i t a l  f o r  s p a c e  f o r  t h e  p r e s c h o o l  p rog ram  

b e c a u s e  th e y  " fo u n d "  a  young q u a l i f i e d  t e a c h e r  who w an ted  

t o  v o l u n t e e r  M o n d a y - F r id a y , 9 :0 0  a . m . - 3 : 0 0  p .m .  M rs .  P .  

s e n t  t h e  E x e c u t i v e  D i r e c t o r  a memorandum w h ich  r e q u e s t e d  t h e  

r e t u r n  o f  t h e  c l a s s r o o m  t h e  c h i l d r e n  had been  g i v e n  in  

A p r i l  1976;  in  t h a t  same memorandum s h e  w r o t e :

. . . Mrs .  A. f rom t h e  TV s t a t i o n  news c a l l s  me e v e r y  
day t o  f i n d  o u t  i f  we g o t  t h e  p r e s c h o o l  p ro g ram  back  
a t  t h e  h o s p i t a l .
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A d m i n i s t r a t o r  F was g i v e n  t h e  a s s i g n m e n t  by t h e  

E x e c u t i v e  D i r e c t o r  t o  l o c a t e  s u i t a b l e  s p a c e  i n  t h e  h o s p i t a l  

f o r  t h e  h a n d ic a p p e d  c h i l d r e n .  He s h o u t e d  a t  t h e  s t a f f  

a d v i s o r  f o r  n o t  h a v in g  t h e  p a r e n t s  u n d e r  c o n t r o l ;  t h a t  t h e  

s t a f f  a d v i s o r  and p a r e n t s  had  made t o o  many demands on an 

ove rw o rk ed  s t a f f ;  and t h a t  he was n o t  g o in g  t o  p e r m i t  M rs .  

P .  t o  i n t i m i d a t e  t h e  a d m i n i s t r a t i o n  by h e r  r e f e r e n c e s  t o  

h e r  c o n t a c t s  w i t h  a t e l e v i s i o n  s t a t i o n .  (The s t a f f  a d v i s o r  

had u r g e d  M rs .  P .  t o  m e n t io n  a t e l e v i s i o n  s t a t i o n  i n  th e  

memorandum b e c a u s e  he knew t h a t  t h e  A d m i n i s t r a t i o n  would 

r e s p o n d  t o  t h e  i m p l i c i t  t h r e a t  o f  m ed ia  e x p o s u r e ;  y e t  on 

t h e  s u r f a c e  i t  was a  t r u t h f u l  s t a t e m e n t . )

7 .  A d m i n i s t r a t o r  G--T h e  p a r e n t s  had  no c o n t a c t  w i t h  

A d m i n i s t r a t o r  G even a f t e r  J u n e  1976.  T h is  a d m i n i s t r a t o r  

was m a in ly  c o n c e r n e d  t h a t  t h e  s t a f f  a d v i s o r  " t o u c h  b a s e  

w i t h  t h e  r i g h t  p e o p l e "  s i n c e  he was a c c o u n t a b l e  f o r  t h e  

s t a f f  a d v i s o r ' s  p r o f e s s i o n a l  p e r f o r m a n c e .  T h ro u g h o u t  t h e  

t im e  p e r i o d  o f  t h e  p r o j e c t  and up u n t i l  t h e  p r e s e n t ,  t h e  

s t a f f  a d v i s o r  was n e v e r  c h a s t i s e d  o r  r e p r im a n d e d  by 

A d m i n i s t r a t o r  G f o r  any  s p e c i f i c  a c t i v i t y .

E x c e p t  f o r  A d m i n i s t r a t o r  G, t h e  s i x  o t h e r  a f o r e ­

m e n t io n e d  i n d i v i d u a l s  had a  d i r e c t  i n v o lv e m e n t  w i t h  t h e
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a c t i v i t i e s  o f  t h e  P a r e n t s  A s s o c i a t i o n .  The s i g n i f i c a n t  

change  in  a t t i t u d e  f o r  t h e s e  p e r s o n s  came a f t e r  t h e  

p a r e n t s  were  f i l m e d  on t e l e v i s i o n  i n  S ep tem ber  1 9 7 6 - - t h e  

s t a f f  a d v i s o r  l e a r n e d  t h r o u g h  t h e  h o s p i t a l  g r a p e v i n e  t h a t  

e v e r y o n e  was im p r e s s e d  w i t h  t h e  p a r e n t s '  a b i l i t y  to  c a p t u r e  

t h e  i n t e r e s t  o f  a  m a j o r  t e l e v i s i o n  s t a t i o n - - a n d  t h e y  were  

f i l m e d  f o r  a  s e co n d  t im e  two m onths  l a t e r  d u r i n g  t h e  

T h a n k s g iv i n g  s e a s o n .

I n t e r n a l  P r o c e s s e s

F i s c a l

The p a r e n t s  r e c o g n i z e d  t h a t  i f  t h e y  were  s u c c e s s f u l  

i n  e s t a b l i s h i n g  a p r e s c h o o l  p ro g ram  t h e y  would n e e d  money 

t o  p u r c h a s e  e i t h e r  s p e c i a l  e d u c a t i o n  eq u ip m en t  ( e . g . ,  m a t s ,  

b a l a n c e  beams,  e t c . )  o r  t r a n s p o r t a t i o n  s e r v i c e s  ( e . g . ,  

h i r i n g  a  m in ib u s  t o  g e t  c h i l d r e n  t o  and  from t h e  p r o g r a m ) . 

M rs .  P . ,  t h e  c h a i r p e r s o n ,  b e lo n g e d  t o  a  c h u r c h  w h ich  was 

s p o n s o r i n g  a  " f l e a  m a r k e t " - - p e o p l e  s e l l i n g  a l l  t y p e s  o f  

i t e m s ,  u s e d  and new, a t  r e d u c e d  p r i c e s .  Fo r  t e n  d o l l a r s  

( i . e . ,  c o n t r i b u t i o n  t o  t h e  c h u r c h )  any o r g a n i z a t i o n  c o u ld  

p u r c h a s e  a  " t a b l e "  and keep  t h e  money from t h e  s a l e  o f  

t h e i r  m e r c h a n d i s e .  From J a n u a r y - J u n e  1976 ,  t h e  p a r e n t s
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p a r t i c i p a t e d  in  t h r e e  f l e a  m a r k e t s  (two u n d e r  t h e  a u s p i c e s  

o f  a  c h u r c h  and one u n d e r  t h e  a u s p i c e s  o f  a n e ig h b o r h o o d  

c o u n c i l ) .  By t h e  end o f  J u n e ,  t h e y  a c c u m u la t e d  $ 3 2 5 .0 0 .  

T he re  was some d i s c u s s i o n  a b o u t  s p o n s o r i n g  a  r a f f l e - - b u t  

i t  n e v e r  g o t  o f f  t h e  g ro u nd  ( b e c a u s e  t h e  A s s o c i a t i o n  l a c k e d  

a t  t h a t  t im e  c e r t a i n  r e s o u r c e s - - p r i z e s , manpower t o  d i s t r i ­

b u t e  t i c k e t s  to  t h e  p u b l i c ,  e t c . ) .

The p a r e n t s  were  p ro u d  o f  t h e i r  " q u i c k "  f i n a n c i a l  

s u c c e s s .  They d i d  m os t  o f  t h e  o r g a n i z i n g  f o r  t h e  f l e a  

m a r k e t s  o u t s i d e  o f  t h e  s c h e d u l e d  m e e t i n g s .  They c a l l e d  

e a c h  o t h e r  a t  home t o  s e t  up s c h e d u l e s  f o r  r o t a t i o n — s i n c e  

a  f l e a  m a r k e t  t y p i c a l l y  l a s t e d  8 -10  h o u r s .  The s t a f f  

a d v i s o r ' s  i n v o lv e m e n t  was l i m i t e d  e x c e p t  f o r  e i t h e r  d o n a t i n g  

m e r c h a n d i s e  t o  be  s o l d  a t  th e  f l e a  m a r k e t  o r  g i v i n g  t h e  

c h a i r p e r s o n  a  "pep  t a l k "  w henever  sh e  c a l l e d  ( t w i c e )  i n  a  

s t a t e  o f  p a n i c  b e c a u s e  s h e  was a f r a i d  t h a t  t h e  f l e a  m a r k e t  

w ould  n o t  be a  s u c c e s s .

Form al  and I n f o r m a l  A c t i v i t i e s

1 .  F o r m a l - - B iw e e k ly  m e e t i n g s  a t  w h ic h  t im e  p a r e n t s  

d i s c u s s e d  t h e i r  p l a n s  ( e . g . ,  t o  v i s i t  o t h e r  p r e s c h o o l  p r o ­

grams i n  B ro o k ly n ;  t o  r e h e a r s e  w ha t  t h e y  w i l l  s a y  a t  a 

m e e t i n g  w i t h  com m u n i ty /agency  p e r s o n s ) ;  im p lem en ted  s p e c i a l
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p r o j e c t s  s u c h  a s  f l e a  m a r k e t s ;  p l a n n e d  s t r a t e g i e s  t o  g e t  

n e e d e d  r e s o u r c e s  ( e . g . ,  c a l l e d  A d m i n i s t r a t o r  E to  t e l l  

him t h a t  t h e  p r e s c h o o l  p ro g ram  s h o u l d  be l o c a t e d  on th e  

same f l o o r  a s  t h e  D e v e lo p m e n ta l  C e n t e r ;  and w r o t e  him a 

l e t t e r  w h ic h  e x p r e s s e d  t h e  p a r e n t s '  g r a t i t u d e  so  t h a t  t h e  

D i r e c t o r  c o u ld  f e e l  t h a t  he " g o t "  so m e th in g  f o r  h i s  s u p p o r t  

o f  t h e  p r e s c h o o l  p r o g r a m ) ; i n t e r v i e w e d  t h e  p r o s p e c t i v e  

t e a c h e r  from t h e  Board o f  E d u c a t i o n ;  o b t a i n e d  e s t i m a t e s  

f rom bus  com panies  t o  d e t e r m i n e  how much money would be 

n e e d e d  t o  g e t  t h e  c h i l d r e n  t o  and  from th e  h o s p i t a l :  a l l  o f  

t h e s e  a c t i v i t i e s  t r a n s p i r e d  d u r i n g  a s i x  month t im e  p e r i o d  

- - a t  t h e  f o r m a t i v e  s t a g e  o f  o r g a n i z a t i o n a l  d e v e lo p m e n t .

In  May 1976, Mrs.  H. i n t r o d u c e d  t h e  p a r e n t s  t o  a n ­

o t h e r  "new" o r g a n i z a t i o n  w h ich  she  had j o i n e d .  Members 

from e a c h  o r g a n i z a t i o n  a t t e n d e d  m e e t i n g s  o f  t h e  o t h e r  o r g a n ­

i z a t i o n .  I n t e n s e  d i s c u s s i o n s  t o o k  p l a c e  a s  t o  w h e t h e r  t h e  

two o r g a n i z a t i o n s  s h o u l d  o r  c o u ld  merge o r  fo rm  an 

a l l i a n c e ;  t h e r e b y  m u l t i p l y i n g  l i m i t e d  r e s o u r c e s .  P e r s o n a l i t y  

d i f f e r e n c e s  a s  w e l l  a s  t h e  p a r e n t s '  f e a r  t h a t  t h e  new 

o r g a n i z a t i o n  w i l l  " t a k e  o v e r "  t h e  P a r e n t s  A s s o c i a t i o n  p r e ­

v e n t e d  e i t h e r  a  m e rg e r  o r  an a l l i a n c e .  The p a r e n t s  f e l t  

t h a t  s i n c e  t h e y  made a  s u b s t a n t i a l  i n v e s t m e n t  i n  t e rm s  o f
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t im e  and  e f f o r t  t o  e s t a b l i s h  t h e i r  own i d e n t i t y  a s  an 

o r g a n i z a t i o n ,  th e y  d i d  n o t  w an t  t o  g i v e  i t  up so  e a s i l y .

A l l  t h e  a c t i v i t i e s  w ere  c l e a r l y  g e a r e d  t o  one 

s p e c i f i c  g o a l :  t o  o b t a i n  a  p r e s c h o o l  p r o g r a m .  The s t a f f  

a d v i s o r  on two o r  t h r e e  o c c a s i o n s  t r i e d  t o  c o n v in c e  them 

t o  have  a  p a r t y  so t h a t  t h e i r  s p o u s e s  c o u l d  m ee t  and th e y  

c o u ld  r e l a x  and e n jo y  t h e m s e l v e s .  They p o l i t e l y  t o l d  t h e  

s t a f f  a d v i s o r  t h a t  h i s  s u g g e s t i o n  was a good i d e a  b u t  no 

e f f o r t  was made to  p l a n  s u c h  a p a r t y .  I t  i s  a l s o  i n t e r ­

e s t i n g  to  n o t e  t h a t  a t  no m e e t i n g  w h ic h  t h e  s t a f f  a d v i s o r  

had a t t e n d e d  d i d  t h e  p a r e n t s  sp en d  t im e  d i s c u s s i n g  " p e r s o n a l "  

p ro b le m s  o r  " v e n t i l a t i n g "  t h e i r  f r u s t r a t i o n s .

2 .  I n f o r m a l  A c t i v i t i e s --Many o f  t h e  p a r e n t s  c a l l e d  e a c h  

o t h e r  f r e q u e n t l y  on t h e  p h o n e - - t o  d i s c u s s  i s s u e s  d i r e c t l y  

r e l a t e d  t o  t h e  P a r e n t s  A s s o c i a t i o n  a s  w e l l  a s  t o  en g ag e  i n  

f r i e n d l y  d i s c u s s i o n s  a b o u t  f a m i l y ,  c h i l d r e n ,  r e c r e a t i o n ,  e t c .  

The s t a f f  a d v i s o r  became aware  o f  " v i s i t i n g "  when Mrs .  T. 

t o l d  him t h a t  s h e  and  M rs .  P .  v i s i t e d  M rs .  H. " b e c a u s e  Mrs .

H. sounded  e x t r e m e l y  d e p r e s s e d  f o r  more t h a n  a  w e e k ."  Two 

o t h e r  p a r e n t s  a l s o  d e c i d e d  t o  v i s i t  a  s p e c i a l  s c h o o l  t o ­

g e t h e r  so  th e y  c o u ld  compare  n o t e s  a f t e r  t h e  v i s i t .



148

D u r in g  t h e  t im e  p e r i o d  o f  t h e  p r o j e c t ,  t h e  s t a f f  

a d v i s o r  n e v e r  h e a r d  p a r e n t s  make any comments a b o u t  t h e  

" p e r s o n a l i t i e s "  o f  one a n o t h e r .  In  November 1976, M rs .  P . 

and  M rs .  T. in f o r m e d  t h e  s t a f f  a d v i s o r  t h a t  M rs .  A. " i s  a 

n i c e  woman b u t  o f t e n  sp e a k s  in  an  a b r a s i v e  t o n e  o f  v o i c e "  

and  t h a t  t h e y  w ere  g o in g  t o  t r y ,  d i p l o m a t i c a l l y ,  t o  change  

h e r  b e h a v i o r  " so  t h a t  she  d o e s n ' t  t u r n  p e o p l e  away f rom 

t h e  g r o u p . "

S i n c e  a l l  t h e  p a r e n t s  had  t h e  e x p e r i e n c e  o f  n o t  

f i n d i n g  s u i t a b l e  s e r v i c e s  f o r  t h e i r  h a n d ic a p p e d  c h i l d ,  

t h e y  would  o f t e n  ex change  i n f o r m a t i o n  a b o u t  new s e r v i c e s  

t h a t  th e y  r e a d  a b o u t  i n  t h e  p a p e r  o r  saw p u b l i c i z e d  on 

t e l e v i s i o n  o r  a b o u t  s e r v i c e s  t h a t  t h e y  w ere  d i s s a t i s f i e d  

w i t h .  At one m e e t i n g  t h e  p a r e n t s  c o m p la in e d  t h a t  " i t  i s  

a  shame t h a t  t h e r e  a r e  so  few s e r v i c e s  and  t h a t  t h e  p r o ­

f e s s i o n a l s  f a i l  t o  p u b l i c i z e  t h e  a v a i l a b i l i t y  o f  a  new 

s e r v i c e . "

S t r u c t u r e

C h a i r p e r s o n - S t a f f  A d v i s o r - - A l t h o u g h  t h e  p a r e n t s  

o c a s i o n a l l y  w a n ted  s p e c i f i c  i t e m s  t o  be d i s c u s s e d  a t  a 

m e e t i n g ,  m os t  o f  t h e  a g en d a  i t e m s  b r o u g h t  t o  t h e  m e e t i n g  

w ere  t h e  r e s u l t  o f  d i s c u s s i o n s  b e tw ee n  M rs .  P .  and  t h e
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s t a f f  a d v i s o r .  B ecause  M rs .  P .  worked f u l l - t i m e ,  l e n g t h y  

d i s c u s s i o n s  to o k  p l a c e  o v e r  t h e  t e l p h o n e . On two o r  t h r e e  

o c c a s i o n s  b o t h  met i n  a  n e a r b y  r e s t a u r a n t  d u r i n g  Mrs.  P . ' s  

l u n c h  h o u r .  By F e b r u a r y ,  M rs .  P . came t o  t h e  m e e t i n g s  w i t h  

a  w r i t t e n  a g e n d a ,  a  l i s t  o f  u n f i n i s h e d  b u s i n e s s ,  and a  w e l l  

o r g a n i z e d  l o g  (which  t h e  s t a f f  a d v i s o r  s u g g e s t e d )  o f  a l l  

t h e  phone c a l l s  and l e t t e r s  w h ich  p e r t a i n e d  t o  t h e  a c t i v i ­

t i e s  o f  t h e  P a r e n t s  A s s o c i a t i o n .

One o f  t h e  p e r s i s t e n t  p ro b lem s  was t h a t  t h e  c h a i r ­

p e r s o n  fo un d  h e r s e l f  d o in g  ' a l l  t h e  w o rk '  w h i l e  t h e  

o t h e r  p a r e n t s  o f t e n  f a i l e d  t o  f o l l o w - u p  on t h i n g s  which  

t h e y  s a i d  t h e y  w ere  g o in g  t o  do .  In  May 1976, M rs .  C. 

c o n f i d e d  to  t h e  s t a f f  a d v i s o r  t h a t  she  and one o r  two o t h e r  

p a r e n t s  f e l t  t h a t  Mrs.  P . was n o t  l i s t e n i n g  t o  t h e  s u g g e s ­

t i o n s  made by t h e  g r o u p - - a n d  t h i s  was one  o f  t h e  r e a s o n s  

why p a r e n t s  o f t e n  f a i l e d  t o  f o l l o w - t h r o u g h  w i t h  t h e i r  r e ­

s p o n s i b i l i t i e s .  The s t a f f  a d v i s o r  e n c o u r a g e d  t h e  c h a i r ­

p e r s o n  t o  spend  one m e e t i n g  d i s c u s s i n g  t h e  s t r u c t u r e  o f  t h e  

g roup  and  m o r a l e  p r o b l e m s .  I n  l a t e  May 1976,  t h e  p a r e n t s  

met w i t h o u t  t h e  s t a f f  a d v i s o r  (who was o u t  s i c k )  and 

engaged  i n  what  t h e  p a r e n t s  d e s c r i b e d  a s  a " t r u t h "  s e s s i o n .  

They d e c i d e d  t h a t  e a c h  p a r e n t  must  be  w i l l i n g  and p r e p a r e d
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t o  " s p e a k  o u t "  a t  t h e  t im e  when she  i s  n o t  happy w i t h  th e  

way t h i n g s  a r e  g o i n g .

What i s  i n t e r e s t i n g  t o  n o t e  i s  t h a t  t h e  c h a i r ­

p e r s o n  r a r e l y  q u e s t i o n e d  t h e  s t a f f  a d v i s o r ' s  s u g g e s t i o n s  

d u r i n g  t h e  s i x  m onths  t im e  p e r i o d .  However,  by November 

1976,  t h e  c h a i r p e r s o n  n o t  o n ly  made s u g g e s t i o n s  b u t  

o f f e r e d  c o n s t r u c t i v e  c r i t i c i s m s  t o  th e  s t a f f  a d v i s o r .

B ecau se  t h e  s t a f f  a d v i s o r  was c o n c e r n e d  t h a t  t h e  

h o s p i t a l  a d m i n i s t r a t i o n  m ig h t  s q u e l c h  t h e  P a r e n t s  A s s o c i ­

a t i o n ,  t h e  s t a f f  a d v i s o r  e n c o u r a g e d  o n ly  t h e  c h a i r p e r s o n  

to  i n t e r a c t  w i t h  t h e  h o s p i t a l  a d m i n i s t r a t o r :  b e c a u s e  he  d i d  

n o t  want  t h e  a d m i n i s t r a t i o n  t o  f e e l  h a r r a s s e d  by a  g rou p  o f  

p a r e n t s .  In  o t h e r  w o r d s ,  t h e  a d m i n i s t r a t o r  m ig h t  f i n d  i t  

e a s i e r  t o  d e a l  w i t h  one p a r e n t  r a t h e r  t h a n  w i t h  many. On 

t h e  o t h e r  h a n d ,  t h e  s t a f f  a d v i s o r  e n c o u r a g e d  a l l  o f  t h e  

p a r e n t s  t o  make community c o n t a c t s  w i t h i n  t h e  l o c a l  

community .

E l i g i b i l i t y  f o r  Membership and R e c r u i tm e n t

D u r in g  t h i s  f o r m a t i v e  s t a g e ,  t h e r e  were  no member­

s h i p  f e e s  o r  any f o r m a l  e l i g i b i l i t y  r e q u i r e m e n t s .  Member­

s h i p  was v o l u n t a r y .  T h e re  were  no p e n a l t i e s  f o r  p a r e n t s  who
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w ere  c o n t a c t e d  b u t  n e v e r  j o i n e d  o r  who j o i n e d  b u t  o n ly  a t ­

t e n d e d  one o r  two m e e t i n g s . *  B o th  t h e  s t a f f  a d v i s o r  and 

t h e  s e c r e t a r y  were  r e s p o n s i b l e  f o r  r e c r u i t m e n t  o f  new 

members ,  th o u g h  t h e  s t a f f  a d v i s o r  e n c o u ra g e d  e a c h  p a r t i c i ­

p a n t  t o  p u b l i c i z e  t h e  n e e d  f o r  new members .  Mrs .  T. was 

g i v e n  t h e  r e s p o n s i b i l i t y  t o  w r i t e - u p  a  p r e s s  r e l e a s e  f o r  

l o c a l  n e w sp a p e r s  b u t  sh e  f a i l e d  t o  f o l l o w - u p .  The s t a f f  

a d v i s o r  gave h e r  a  m imeographed l i s t  o f  t h e  names and a d ­

d r e s s e s  o f  a t  l e a s t  t e n  l o c a l  n e w s p a p e r s ;  made s u g g e s t i o n s  

a s  t o  how she  can  w r i t e  a  s im p le  b u t  i n t e r e s t i n g  s t o r y ;  

and o f f e r e d  t o  r e v i s e  wha t  she  had w r i t t e n  s i n c e  sh e  was 

c o n c e r n e d  a b o u t  h e r  "g ram m ar ."  She a s k e d  t h e  s t a f f  a d v i s o r  

t o  w r i t e  t h e  s t o r y  b u t  he c o n s i s t e n t l y  r e f u s e d .

* I n  A p r i l  1976 when t h e  Board  o f  E d u c a t i o n  p r o v i d e d  
t h e  s p e c i a l  e d u c a t i o n  t e a c h e r ,  t h e  c h a i r p e r s o n  w an ted  to  
make a  r u l e  t h a t  p a r e n t s  o f  c h i l d r e n  who a r e  i n v o l v e d  in  t h e  
h o s p i t a l ' s  p ro g ram  m us t  become i n v o l v e d  w i t h  th e  P a r e n t s  
A s s o c i a t i o n .  The s t a f f  a d v i s o r  s u g g e s t e d  t o  t h e  p a r e n t s  
t h a t  t h e y  t h i n k  a b o u t  t h e  c o n s e q u e n c e s  o f  m aking  p a r t i c i ­
p a t i o n  a  p r e r e q u i s i t e  f o r  a  c h i l d ' s  e n t r a n c e  i n t o  th e  p r o ­
gram. As o f  t h e  d a t e  o f  t h i s  w r i t i n g ,  no f o r m a l  d e c i s i o n  
has  been  made. Membership i s  p r i m a r i l y  a  v o l u n t a r y  
p r o p o s i t i o n  w i t h o u t  any p e n a l t y  imposed  on a  p a r e n t  f o r  n o t  
j o i n i n g .
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The s t a f f  a d v i s o r  spoke  a b o u t  t h e  P a r e n t s  A s s o c i ­

a t i o n  t o  p a r e n t s  who had p r e s c h o o l  c h i l d r e n  and who 

a p p e a r e d  t o  have  some i n t e r e s t  i n  community a f f a i r s .  At 

one p o i n t  he had t h o u g h t  a b o u t  r e c r u i t m e n t  o f  a l l  p a r e n t s  

known t o  t h e  D e v e lo p m en ta l  C e n t e r  i r r e s p e c t i v e  o f  t h e  age  

o f  t h e i r  c h i l d  b u t  d e c i d e d  t h a t  i n c l u d i n g  p a r e n t s  whose 

c h i l d r e n  a r e  " o l d e r "  would p r o b a b l y  m o d ify  o r  c o m p l e t e l y  

a l t e r  t h e  p r i m a r y  g o a l  o f  t h e  P a r e n t s  A s s o c i a t i o n .

M rs .  T. o f t e n  u s e d  t h e  D e v e lo p m e n ta l  C e n t e r ' s  

t e l e p h o n e  t o  c a l l  p a r e n t s  who had n e v e r  h e a r d  o f  t h e  

P a r e n t s  A s s o c i a t i o n  o r  c a l l e d  t o  rem in d  p a r e n t s  o f  s c h e d u l e d  

m e e t i n g s .  She a l s o  u s e d  t h e  o f f i c e  t y p e w r i t e r  t o  t y p e  t h e  

m in u t e s  o f  t h e  m e e t i n g .  M rs .  T. s a i d  t h a t  she  f e l t  good 

w henever  sh e  s a t  i n  t h e  C e n t e r ' s  o f f i c e - - a n d  t h e  C e n t e r ' s  

c l e r i c a l  s t a f f  n o t  o n ly  d i d  n o t  c o m p la in  a b o u t  M rs .  T ' s  

o c c a s i o n a l  p r e s e n c e  i n  t h e i r  o f f i c e  b u t  th e y  e n jo y e d  h e r  

company a nd  were  a b l e  t o  o f f e r  h e r  h e l p f u l  h i n t s  on how ' to  

r e c r u i t '  p e o p l e .  (One s e c r e t a r y  h as  now become an u n ­

o f f i c i a l  r e c r u i t e r  f o r  t h e  P a r e n t s  A s s o c i a t i o n .

e c t i v e  S e n se  o f  S a t i s f a c t i o n  w i t h  P a r t i c i p a t i o n  

The s t a f f  a d v i s o r  a t t e m p t e d  t o  e l i c i t  f rom each
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p a r e n t  an  i n d i v i d u a l  e v a l u a t i o n  o f  th e  e f f e c t i v e n e s s  o f  

t h e  P a r e n t s  A s s o c i a t i o n .  Each  p a r e n t  f e l t  t h a t  t h e  P a r e n t s  

A s s o c i a t i o n  "was d o in g  a l l  t h a t  i t  c o u l d  do u n d e r  t h e  

c i r c u m s t a n c e s . "  When t h e  same q u e s t i o n  was a s k e d  a f t e r  th e  

Board  o f  E d u c a t i o n  made a commitment t o  s u p p ly  a  t e a c h e r  

and  t h e  h o s p i t a l  p r o m is e d  to  f u r n i s h  a  c l a s s r o o m ,  th e  

p a r e n t s  a t t r i b u t e d  t h e i r  s u c c e s s  p a r t i a l l y  t o  " l u c k , "  t o  

" t i m i n g , "  and  t o  t h e i r  " g e t t i n g  o r g a n i z e d . "  On one o r  two 

o c c a s i o n s ,  t h e  c h a i r p e r s o n  had  p u b l i c l y  th a n k e d  t h e  s t a f f  

a d v i s o r  f o r  h i s  " show ing  us  who to  go t o  f o r  t h e  r i g h t  

i n f o r m a t i o n . "

Whereas a l l  t h e  p a r e n t s  found  i t  somewhat d i f f i c u l t  

t o  e v a l u a t e  t h e  e f f e c t i v e n e s s  o f  t h e i r  o r g a n i z a t i o n a l  

e f f o r t s ,  m os t  p a r e n t s  acknow ledged  t h a t  t h e i r  a t t i t u d e  

to w a rd s  d e a l i n g  w i t h  p r o f e s s i o n a l s  a s  w e l l  a s  t h e i r  p e r c e p ­

t i o n  r e g a r d i n g  t h e  a v a i l a b i l i t y  o f  s o c i a l  s e r v i c e s  f o r  

c h i l d r e n  had  changed  c o n s i d e r a b l y  s i n c e  t h e i r  j o i n i n g  t h e  

A s s o c i a t i o n .  Mrs. P .  f o r  e x am p le ,  s a i d  t h a t  she  c o u l d n ’ t  

b e l i e v e  t h a t  " t a x  money i s  s p e n t  on a l l  t y p e s  o f  p rogram s 

- -som e v e r y  u s e l e s s  and  u n n e c e s s a r y - - a n d  t h a t  p rog ram s  f o r  

h a n d ic a p p e d  i n f a n t s  and t o d d l e r s  a r e  a l m o s t  n o n e x i s t e n t . "  

M rs .  P. became more c r i t i c a l  o f  t h e  f e d e r a l  governm ent  f o r
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n o t  o v e r s e e i n g  a g e n c i e s  who g e t  f e d e r a l  f u n d s  b u t  f a i l e d  

t o  conform  to  f e d e r a l  g u i d e l i n e s  r e g a r d i n g  s e r v i c e s  to  t h e  

h a n d ic a p p e d  ( e . g . ,  H e a d s t a r t  o n ly  r e c e n t l y  has  begun t o  

s e r v i c e  t h e  h a n d ic a p p e d  c h i l d  i n  s p i t e  o f  t h e  f a c t  t h a t  

Head S t a r t  C e n te r s  were  u n d e r  a f e d e r a l  d i r e c t i v e  to  

s e r v i c e  (10%) h a n d ic a p p e d  c h i l d r e n  f o r  t h e  p a s t  two o r  t h r e e  

y e a r s ) .

At th e  same t im e  M rs .  P .  was becoming more aware  o f  

how c h a o t i c  and f r a g m e n te d  t h e  h e a l t h  sy s te m  was f o r  

c h i l d r e n ,  sh e  f e l t  t h a t  h e r  c o n f i d e n c e  in  h e r s e l f  had i n ­

c r e a s e d  :

M rs .  P . :  When I  f i r s t  began w i t h  t h e  p a r e n t s  I  was
i n  a  s h e l l - - p s y c h o l o g i c a l l y  s p e a k i n g .  Not  
t h a t  I  am now a " p r o "  b u t  I  remember t h e  
f i r s t  two o r  t h r e e  m e e t i n g s  w i t h  t h e  Board 
o f  E d u c a t i o n .  I  a lm o s t  d i e d  when I  had to  
sp e a k  u p - - s o m e t im e s  I  t h o u g h t  my v o i c e  
would  a c t u a l l y  c r a c k .  You d o n ' t  know how 
a p p r e c i a t i v e  I  w as ,  when you [ t h e  s t a f f  
a d v i s o r ]  spoke  up f o r  u s .

The f o l l o w i n g  a r e  r e p r e s e n t a t i v e  s t a t e m e n t s  from 

some o f  t h e  o t h e r  p a r e n t s  r e g a r d i n g  how t h e y  f e l t  a b o u t  

t h e m s e lv e s  a s  a  r e s u l t  o f  t h e i r  p a r t i c i p a t i o n :

Mrs.  C . : I  am now l e s s  a f r a i d  t o  s p e a k  up t o  d o c t o r s
b e c a u s e  I  know when I  sp e a k  up I 'm  s p e a k i n g  
up f o r  a l l  t h e  c h i l d r e n .

You s h o u l d  have s e e n  t h e  t r e a t m e n t  t h e  
d o c t o r s  g i v e  to  B a r b a r a  when sh e  was an
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i n - p a t i e n t  when th e y  saw t h e  C h i e f  o f  
S e r v i c e  g r e e t  m e - - b e c a u s e  he knew me f rom 
th e  P a r e n t s  A s s o c i a t i o n .  I t ' s  who you 
know t h a t  seems t o  a lw ay s  c o u n t .

Mrs .  T . : I  am l e s s  a f r a i d  to  s p e a k  u p .  I 'm  n o t  a s
a f r a i d  o f  p r o f e s s i o n a l s  a s  I  u s e d  t o  b e .

Mrs. A . :  I ' v e  n e v e r  b e en  a  member i n  any o r g a n i z a ­
t i o n .  I 'm  l e a r n i n g  t o  have  more c o n f i d e n c e  
i n  m y s e l f .  I  want  t o  l e a r n - - b u t  s l o w l y .
Do you know what?  My h usb an d  and  I  now 
have good lo n g  d i s c u s s i o n s  a b o u t  w ha t  t h e  
p a r e n t s  s h o u l d  be  d o in g  i n  t h e  P a r e n t s  
A s s o c i a t i o n .

M o th e r :  My h usband  does  n o t  l i k e  me t o  t e l l
( H a s i d i c  s t r a n g e r s  t h a t  we have h a n d ic a p p e d  c h i l d r e n
M othe r)  - - h e  s a y s  i t ' s  none  o f  t h e i r  b u s i n e s s .  But

I  t h i n k  t h e  p a r e n t s  a t  t h e  h o s p i t a l  a r e  
f i g h t i n g  f o r  so m e th in g  t h e  c h i l d r e n  n e e d .
I n  E u ro p e ,  t h e r e  w ere  more p ro g ram s  f o r  
h a n d ic a p p e d  c h i l d r e n .

I  want  t o  g i v e  you s t a f f  a d v i s o r  names o f
p e o p l e  t o  c o n t a c t  who I  t h i n k  can  h e l p  us
t o  g e t  a  t e a c h e r .  I  d o n ' t  c a r e  i f  t h e s e  
p e o p l e  l e a r n  a b o u t  my c h i l d r e n .

F o r  many o f  t h e  p a r e n t s ,  p a r t i c i p a t i o n  gave  them a d d i t i o n a l  

c o n f i d e n c e  and c o n v i c t i o n  s t r e n g t h  t o  a s s e r t  t h e m s e lv e s  

w i t h  p r o f e s s i o n a l s .  In  a d d i t i o n ,  i f  any p a r e n t s  had any 

d o u b t s  a b o u t  how t h i n g s  g e t  done ,  p a r t i c i p a t i o n  i n  th e  

P a r e n t s  A s s o c i a t i o n  c o n v in c e d  them t h a t  "who you know" was
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w h a t  c o u n t s  m o s t .  T h ere  was p r o b a b l y  a  m a r g i n a l  i n c r e a s e  

i n  t h e i r  c y n ic i s m  r e g a r d i n g  th e  p r o c e s s  o f  how r e s o u r c e s  

g e t  a l l o c a t e d  f o r  i n d i v i d u a l s  in  n e e d .

Commentary

T h is  c h a p t e r  d e s c r i b e d  i n  d e t a i l  t h e  P a r e n t s  A s s o ­

c i a t i o n ' s  p a r t i c i p a n t s , i t s  i n t e r n a l  p r o c e s s e s  (which  were  

i n t r i n s i c  t o  t h e  A s s o c i a t i o n )  and  i t s  e x t e r n a l  p r o c e s s e s  

(which  r e s u l t e d  from t h e  A s s o c i a t i o n ' s  i n t e r a c t i o n  w i t h  t h e  

l a r g e r  e n v i r o n m e n t ) . T h is  d e s c r i p t i o n  was n e c e s s a r y  b e ­

c a u s e  " t h e  g o a l  o f  s o c i a l  i n n o v a t i v e  e x p e r i m e n t s  i s  t o

compare  t h e  e f f e c t i v e n e s s  o f  new s o c i a l  s u b s y s te m s  in
5

s o l v i n g  a  s e l e c t e d  s o c i a l  p r o b l e m . "  I n  o t h e r  w o rd s ,  a n ­

o t h e r  a p p l i e d - r e s e a r c h e r  may w an t  t o  t e s t  t h e  outcome by 

v a r y i n g  an e x t e r n a l  component ( e . g . ,  i m p l a n t  an A s s o c i a t i o n  

w i t h i n  a  t o t a l  i n s t i t u t i o n  r a t h e r  t h a n  a community s e t t i n g )  

o r  by v a r y i n g  an i n t e r n a l  component  ( e . g . ,  i n v o l u n t a r y  

r a t h e r  th a n  v o l u n t a r y  m e m b e r s h ip ) . S i n c e  t h i s  was a  

s e r v i c e  p r o j e c t ,  v a l i d  g e n e r a l i z a t i o n s  m ust  come from r e ­

p e a t e d  ( n o t  n e c e s s a r i l y  i d e n t i c a l )  r e p l i c a t i o n s - - i f  e a c h  

r e p l i c a t i o n  p r o d u c e s  p o s i t i v e  r e s u l t s ,  we can have  g r e a t e r  

c o n f i d e n c e  i n  t h e  r e l i a b i l i t y  o f  o u r  i n t e r v e n t i o n
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( i n t e r v e n t i o n  s e t ) .  Edwin J .  Thomas has  c o n c l u d e d :

" S i n g l e - c a s e  e x p e r i m e n t a l  work has  r e l i e d  h e a v i l y  and  w i l l

c o n t i n u e  t o  r e l y  h e a v i l y  on v i s u a l  i n s p e c t i o n  o f  r e s u l t s

and r e l i a b l e  r e p l i c a t i o n  a s  t h e  b a s e s  o f  i n f e r r i n g  w h e th e r
6

p r o c e d u r e s  a r e  a d e q u a t e . "

W hereas  t h e  p r e v i o u s  m a t e r i a l  gave a  f u l l  d e s c r i p ­

t i o n  o f  t h e  p a r t i c i p a n t s  a s  w e l l  a s  t h e  i n t e r n a l  and  e x ­

t e r n a l  s i t u a t i o n  o f  t h e  P a r e n t s  A s s o c i a t i o n ,  t h i s  s e c t i o n  

w i l l  o f f e r  some e x p l a n a t i o n s  a s  t o  "why" c e r t a i n  t h i n g s  

happened  t h e  way th e y  d i d .

1 .  I t  s h o u l d  be no s u r p r i s e  t h a t  i t  was t h e  m o t h e r s ,  

n o t  t h e  f a t h e r s ,  who w ere  t h e  p a r t i c i p a n t s  s i n c e  i t  was th e  

m o th e r s  who c a r r i e d  t h e  d a i l y  b u r d e n  o f  c a r e t a k i n g - - e . g . , 

k e e p i n g  i n  some i n s t a n c e s  a  m u l t i t u d e  o f  c l i n i c  a p p o i n t m e n t s .  

Two h u s b a n d s ,  how ever ,  i n fo rm e d  t h e  s t a f f  a d v i s o r  t h a t  th ey  

w ere  i n t e r e s t e d  i n  a t t e n d i n g  t h e  m e e t i n g s ,  " . . .  b u t  we 

f e e l  u n c o m f o r t a b l e  s i t t i n g  down w i t h  so  many women."

One p e r s i s t e n t  p ro b lem  was t h a t  t h e  m o th e r s  who had 

more th an  one c h i l d  o r  an  i n f a n t  c o u l d  n o t  o b t a i n  n o r  

a f f o r d  b a b y s i t t e r s  on a  r o u t i n e  b a s i s .  I t  was t h r e e  

m o t h e r s — t h e  c h a i r p e r s o n ,  t h e  c o - c h a i r p e r s o n ,  and t h e  

s e c r e t a r y - - w h o  had  t h e  b e s t  r e c o r d  o f  a t t e n d a n c e ,  had
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unemployed h u s b a n d s :  who b a b y s a t  f o r  t h e i r  c h i l d r e n  w h i l e  

t h e i r  w iv e s  a t t e n d e d  m e e t i n g s .  Our c o u n t r y ' s  f a i l i n g  

economy p r o v i d e d  a  f a v o r a b l e  s i t u a t i o n  f o r  consumer p a r t i ­

c i p a t i o n  .

2.  Given th e  f a c t  t h a t  t h e  c o s t s  o f  p a r t i c i p a t i o n  

were  e x t r e m e l y  h i g h  f o r  t h e  p a r e n t s ,  we m ig h t  i n f e r  t h a t  

i t  was t h e  p a r t i c i p a n t s '  o v e r r i d i n g  commitment t o  o b t a i n  

s e r v i c e s  f o r  t h e i r  c h i l d r e n  t h a t  p ro m p te d  them t o  p a r t i c i ­

p a t e  e x t e n s i v e l y  and i n t e n s i v e l y *  d e s p i t e  l i m i t e d  e c o ­

nomic r e s o u r c e s  and  s e r i o u s  f a m i l y  d i f f i c u l t i e s .

3 .  The f l e a  m a r k e t  a s  an  a c t i v i t y  p r o d u c e d  a  number 

o f  b e n e f i t s  b e c a u s e :  ( i )  i t  r e q u i r e d  o n ly  i n e x p e n s i v e  

and e a s y - t o - o b t a i n  r e s o u r c e s - - e . g . , u s e d  m e r c h a n d i s e ;

^ P a r t i c i p a t i o n  i s  a  d i f f i c u l t  v a r i a b l e  t o  o p e r a ­
t i o n a l i z e .  One a u t h o r i t y  made t h e  f o l l o w i n g  d i s t i n c t i o n :

e x t e n s i v e l y - - t h e  number o f  r o l e s  o c c u p i e d  by an
i n d i v i d u a l  i n  a  v o l u n t a r y  a s s o c i a t i o n

i n t e n s i v e l y - - s p e c i f i c  a c t i v i t i e s  a t t e n d e d  by t h e
i n d i v i d u a l  a n d / o r  t h e  s p e c i f i c  r o l e s  he 
o c c u p i e s  may t e l l  us  a b o u t  t h e  q u a l i t y  
o f  t h e  i n d i v i d u a l ' s  p a r t i c i p a t i o n .

I n  o t h e r  w o r d s ,  e x t e n s i v e  r e p r e s e n t s  q u a n t i t y  w he reas  
i n t e n s i v e  i n d i c a t e s  q u a l i t y .  See Dav id  H o r ton  Sm ith  and  
R i c h a r d  D. Reddy in  V o l u n t a r y  A c t io n  R e s e a r c h  (1 9 7 2 ) ,  
p .  324.
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( i i )  r e l a t i v e s *  become i n v o l v e d  by e i t h e r  d o n a t i n g  m a t e r i a l  

o r  by " r o t a t i n g "  a t  t h e  f l e a  m a r k e t ;  ( i i i )  i t  gave  th e  

p a r e n t s  a  f e e l i n g  o f  a cc o m p l i sh m e n t  b e c a u s e  th ey  r e a l i z e d  

t h a t  money i s  a lw ay s  a  n e c e s s a r y  r e s o u r c e .

T h e re  w as ,  h ow ever ,  a n o t h e r  s i g n i f i c a n t  b e n e f i t  

which  r e s u l t e d  f rom  t h e  p a r e n t s '  f u n d - r a i s i n g  e f f o r t s .  The 

money t h e y  r a i s e d  had t o  be  s a f e g u a r d e d  and c a r e f u l  r e c o r d s  

had to  be  k e p t .  The P a r e n t s  A s s o c i a t i o n  p y ram id ed  i t s  

b e n e f i t s  by a l l o w i n g  th e  h o s p i t a l ' s  A u x i l i a r y  I n c .  t o  b e ­

come i t s  e x c h e q u e r :  (a )  i t  a s s u r e d  t h a t  th e  P a r e n t s  A sso ­

c i a t i o n  t h a t  i t s  m on ies  were  s e c u r e ;  (b) t h e  A u x i l i a r y ' s  

P r e s i d e n t - - w h o  was a l s o  an  a c t i v e  Community Board member 

became a  s t a u n c h  s u p p o r t e r  o f  t h e  P a r e n t s  A s s o c i a t i o n  and 

sh e  soon became a r e l i a b l e  i n f o r m a n t  ( f o r  h o s p i t a l  g o s s i p )  

t o  t h e  p a r e n t s  and t o  t h e  s t a f f  a d v i s o r ;  and (c)  th e  

A u x i l i a r y  i t s e l f  d o n a t e d  new m a t e r i a l  t o  t h e  f l e a  m a r k e t s ,  

and  i n  Ju n e  1976 p u r c h a s e d  a  p h o n og raph  f o r  th e  c l a s s r o o m .

4 .  The m os t  f r e q u e n t l y  e x p r e s s e d  annoyance  w i t h  t h e  

p a r e n t s  came from i n d i v i d u a l s  f rom m idd le -m anagem ent

* M rs . C. had a  y o u n g e r  b r o t h e r  i n  t h e  Navy who 
d o n a te d  $ 2 5 .0 0  w h ich  he c o l l e c t e d  f rom h i s  Navy f r i e n d s .
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p o s i t i o n s .  T h e i r  annoyance  was m a n i f e s t e d  u s u a l l y  when 

th e y  had to  r e s p o n d  to  a  s p e c i f i c  r e q u e s t  by t h e  p a r e n t s  

( e . g . ,  f o r  s p a c e ,  f o r  s u p p o r t  on a  s p e c i f i c  i s s u e ,  f o r  

p a r t i c i p a t i o n  a t  a  s p e c i f i c  m e e t i n g , e t c . X Only A d m in is ­

t r a t o r  C was c o n s i s t e n t l y  n e g a t i v e  even  when t h e  p a r e n t s  

were  n o t  making  r e q u e s t s  ( e . g . ,  t h e  s t a f f  a d v i s o r  n e v e r  

p o s t e d  t h e  P a r e n t s  A s s o c i a t i o n ' s  p u b l i c i t y  f l i e r  t h r o u g h ­

o u t  t h e  h o s p i t a l  b e c a u s e  he f e a r e d  t h a t  A d m i n i s t r a t o r  C 

m ig h t  a c t  i r r a t i o n a l l y  i n  o p p o s i t i o n  t o  t h e  e f f o r t s  o f  th e  

p a r e n t s  i f  he  w ere  t o  d a i l y  c o n f r o n t  t h e i r  p u b l i c i t y .

5 .  P e rh a p s  one  o f  t h e  r e a s o n s  t h i s  a s s o c i a t i o n  n e v e r

t u r n e d  i n t o  a  s o c i a l  c l u b  was t h a t  t h e  p a r e n t s  p a i d  heed

t o  t h e  a d v i c e  o f  Jo h n  G a r d n e r :

And a c t i v i t y  i n  members i s  d i r e c t l y  r e l a t e d  t o  
form o f  o r g a n i z a t i o n .  I t  i s  odd b u t  t r u e  t h a t  
many g ro u p s  t h a t  p r o f e s s  an i n t e r e s t  i n  a c t i o n  
a r e  n o t  i n  f a c t  o r g a n i z e d  f o r  a c t i o n .  Some, 
th ough  a s s e r t i n g  an i n t e r e s t  i n  a c t i o n ,  a r e  ,  
o r g a n i z e d  e s s e n t i a l l y  f o r  s t u d y  and d i s c u s s i o n .

I n  o t h e r  w o r d s ,  t h e  p a r e n t s  were  s m a l l  i n  nu m b ers ;  

t h e i r  t im e  l i m i t e d ;  t h e i r  o b j e c t i v e s  c l e a r  and  c o n c r e t e ;  

a l l  o f  t h e i r  a c t i v i t i e s  were  f o c u s e d  on r e a c h i n g  p r a c t i c a l  

o b j e c t i v e s .
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CHAPTER VI

ANALYSIS

T h is  c h a p t e r  w i l l  be a  r e t r o s p e c t i v e  a n a l y s i s  of 

t h e  t h e o r e t i c a l  u n d e r p i n n i n g  o f  t h e  p r o j e c t .  Was i t  

p o s s i b l e  t o  i m p l a n t  a  v i a b l e  a u x i l i a r y  a s s o c i a t i o n  w i t h i n  

a  m u n i c i p a l  h o s p i t a l ?  How d i d  t h e  c o n t r a c t u a l  a g r e e m e n t s ,  

e n t e r e d  i n t o  by a  number o f  d i f f e r e n t  p a r t i e s ,  change  o v e r  

a p e r i o d  o f  t im e?  Could t h e  p r a c t i c e  p r i n c i p l e s  be 

im plem ented?  Which t h e o r e t i c a l  c o n s i d e r a t i o n  was t h e  most  

c r i t i c a l  f o r  t h e  s u c c e s s  ( o r  f a i l u r e )  o f  t h e  p r o j e c t ?

What were  t h e  u n a n t i c i p a t e d  c o n se q u e n c e s?

S p e c i f i c  exam ples  o r  a n e c d o t a l  m a t e r i a l  w i l l  be  

p r e s e n t e d  to  s u p p o r t  a p a r t i c u l a r  p o i n t  o f  v iew ;  and when­

e v e r  p o s s i b l e  r i v a l  e x p l a n a t i o n s  w i l l  be c o n s i d e r e d  so  

t h a t  t h e  r e s e a r c h e r ' s  p e r s o n a l  b i a s  can  be a t  l e a s t  r e d u c e d  

i f  n o t  t o t a l l y  e l i m i n a t e d .  N e i l  G i l b e r t  i n  h i s  book 

C l i e n t s  o r  C o n s t i t u e n t s , a  s t u d y  o f  consum er  p a r t i c i p a t i o n  

in  th e  s o c i a l  s e r v i c e  f i e l d ,  d i s c u s s e d  t h r e e  ways he 

a t t e m p t e d  a s  a  p a r t i c i p a n t  o b s e r v e r  t o  r e d u c e  p e r s o n a l  b i a s

162
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f rom h i s  a n a l y s i s :  (1)  r e f l e c t i n g  upon a l t e r n a t i v e  

e x p l a n a t i o n s  o f  t h e  e v e n t s  and a c t i o n s  t h a t  t o o k  p l a c e ;

(2) t r y i n g  t o  p e r c e i v e  t h e s e  e v e n t s  and a c t i o n s  f rom  th e  

p e r s p e c t i v e s  o f  th e  v a r i o u s  i n d i v i d u a l s  i n v o l v e d ;  and

(3) s e e k i n g  t o  o b s e r v e  s i t u a t i o n s  t h a t  m ig h t  o f f e r  some
1

d e g re e  o f  c o m p a r a b i l i t y .

A Review o f  t h e  P r o j e c t ' s  H y p o th e ses

1. A b a s i c  a s s u m p t io n  f rom  t h e  o u t s e t  was t h a t  a 

P a r e n t s  A s s o c i a t i o n  can  be  c r e a t e d  and i m p l a n t e d  i n  t h e  

h o s p i t a l .  As o f  t h i s  w r i t i n g ,  t h e  P a r e n t s  A s s o c i a t i o n  has  

s u c c e s s f u l l y  " i n f l u e n c e d "  ( t h r o u g h  phone c a l l s ,  memoranda,  

and p e r s o n a l  c o n t a c t s )  t h e  E x e c u t i v e  D i r e c t o r  t o  p u t  h i s  

s i g n a t u r e  t o  a f e d e r a l  g r a n t  a p p l i c a t i o n  f o r  a  p r e s c h o o l  

p rog ram  f o r  d e v e l o p m e n t a l l y  h a n d ic a p p e d  c h i l d r e n .  They 

have a l s o  s u c c e s s f u l l y  p r e s e n t e d  t h e i r  c a s e  t o  t h e  h o s p i ­

t a l ' s  Community B oa rd ,  w h ich  has  a s s i g n e d  a su b c o m m it te e  

o f  f o u r  members t o  a c t  as  c o n s u l t a n t s  f o r  th e  P a r e n t s  As­

s o c i a t i o n .  By May 1976,  v a r i o u s  A d m i n i s t r a t o r s  were  

" s u r p r i s e d "  t h a t  th e  p a r e n t s  had n e g o t i a t e d  a  s p e c i a l  e d u ­

c a t i o n  t e a c h e r  from t h e  New York C i t y  Board o f  E d u c a t i o n ;  

by O c to b e r  1976,  a d m i n i s t r a t o r s  w ere  e x p r e s s i n g  ' r e s p e c t '
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b e c a u s e  t h e  P a r e n t s  A s s o c i a t i o n  had  found  a q u a l i f i e d  

t e a c h e r  (age  26) t o  v o l u n t e e r  d a i l y  f rom 9 :0 0  a . m . - 3 : 0 0  

p .m .  t o  r e p l a c e  t h e  t e a c h e r  who had  t o  be r e a s s i g n e d  by 

th e  Board o f  E d u c a t i o n .  The E x e c u t i v e  D i r e c t o r  c a l l e d  

Mrs .  P . ,  t h e  c h a i r p e r s o n ,  t o  a p o l o g i z e  f o r  t h e  a d m i n i s t r a ­

t i o n ' s  i n a d v e r t e n t  i n s e n s i t i v i t y  by o c c u p y in g  t h e  t e a c h e r ' s  

o f f i c e  w i t h  a u d i t o r s  on t h e  t e a c h e r ' s  l a s t  day a t  t h e  

h o s p i t a l .

In  J a n u a r y  1976,  t h e  P a r e n t s  A s s o c i a t i o n  had r e ­

c e i v e d  s a n c t i o n  t o  u s e  t h e  h o s p i t a l  name in  i t s  e f f o r t s  t o  

o b t a i n  a  p r e s c h o o l  p ro g ram ;  b u t  by Ju n e  1976, t h e  P a r e n t s  

A s s o c i a t i o n  had been  d e e p ly  enmeshed in  h o s p i t a l  p o l i t i c s .

Given t h e  f a c t  t h a t  by J u n e  1976,  t h e  P a r e n t s  A s ­

s o c i a t i o n  had r o u t i n e  "commerce" w i t h  t h e  D e p a r tm en t  o f  

Community R e l a t i o n s ,  t h e  A u x i l i a r y  A s s o c i a t i o n ,  t h e  D e v e lo p ­

m e n t a l  C e n t e r ,  and t h e  C h ie f  o f  P e d i a t r i c s - - we may c o n c l u d e  

t h a t  i n  f a c t  a  P a r e n t s  A s s o c i a t i o n  can  be c r e a t e d  and im­

p l a n t e d  i n  th e  h o s p i t a l .

2 . What a b o u t  t h e  p r i n c i p l e s  o f  n o r m a l i z a t i o n - - t h o s e  

p r o f e s s i o n a l  norms which  g o v e rn  t h e  p r o v i s i o n  o f  s e r v i c e s  

t o  t h e  r e t a r d e d ?  In  A p r i l  1976,  th e  h o s p i t a l  had t o  d e c i d e  

where  t o  l o c a t e  t h e  p r e s c h o o l  p ro g ram .  On t h e  t h i r d  f l o o r
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w h ich  c a t e r e d  t o  a g e r i a t r i c  (and in  two o r  t h r e e  c a s e s

s e n i l e )  p o p u l a t i o n ?  O r ,  on t h e  n i n t h  f l o o r  where  t h e r e

was a  p e d i a t r i c  a c u t e l y  i l l  p o p u l a t i o n ?  W o l f e n s b e r g e r

s t i p u l a t e s  t h e  f o l l o w i n g  p r i n c i p l e  o f  s o c i a l  i n t e g r a t i o n :

. . .  In  o r d e r  t o  a c c o m p l i s h  t h e  g r e a t e s t  amount o f  
n o r m a l i z a t i o n ,  b o t h  by e n c o u r a g i n g  d e v i a n t  p e r s o n s  
t o  i m i t a t e  n o n d e v i a n t  o n e s ,  a s  w e l l  a s  by s h a p i n g  
t h e  s t e r e o t y p e s  h e l d  by t h e  p u b l i c  o f  v a r i o u s  d e v i a n t  
g r o u p s ,  d e v i a n t  i n d i v i d u a l s  s h o u l d  have  maximal  e x ­
p o s u r e  t o  t h e  n o n d e v i a n t ,  and m in im a l  e x p o s u r e  ( o r  
j u x t a p o s i t i o n )  t o  w o r k e r s ,  v o l u n t e e r s ,  o r  o t h e r  
i n d i v i d u a l s  who a r e  p e r c e i v e d  as  d e v i a n t  t h e m s e lv e s  
by s i g n i f i c a n t  p r o p o r t i o n  o f  th e  p u b l i c . ^

The p a r e n t s  were  n o t  c o n c e rn e d  t h a t  t h e  t h i r d  f l o o r  

was a ward f o r  a  g e r i a t r i c  p o p u l a t i o n  ( f e m a l e ) . What 

m a t t e r e d  th e  m os t  f o r  t h e  p a r e n t s - - a n d  th e y  were  unanimous 

i n  t h e i r  o p i n i o n - - w a s  t h a t  t h e  p r e s c h o o l  p rog ram  s h o u l d  be  

l o c a t e d  n e a r  t h e  D e v e lo p m en ta l  C e n t e r  and o t h e r  R e h a b i l i t a ­

t i o n  s e r v i c e s  su c h  a s  p h y s i c a l  and  o c c u p a t i o n a l  t h e r a p y .

By l o c a t i n g  t h e  p r e s c h o o l  p rog ram  n e a r  t h e s e  o t h e r  

s e r v i c e s  (P .T .  and O . T . ) ,  t h e  c h i l d r e n  would  be " v i s i b l e "  

on a  d a i l y  b a s i s  to  many d i f f e r e n t  p r o f e s s i o n a l  s t a f f  

members--who would be in  a  p o s i t i o n  t o  o b s e r v e  t h e  c h i l d r e n  

on an  i n f o r m a l  b a s i s .  The p a r e n t s  f e l t  t h a t  i n  many 

i n s t a n c e s  a  p r a c t i c a l  recom m enda t ion  by a p r o f e s s i o n a l  r e ­

s u l t s  from i n f o r m a l  o b s e r v a t i o n .
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The E x e c u t i v e  D i r e c t o r ,  ho w ev er ,  w an ted  to  l o c a t e  

t h e  p rog ram  on th e  n i n t h  f l o o r .  His  o f f i c i a l  e x p l a n a t i o n  

was b a s e d  on t h e  a f o r e m e n t i o n e d  n o r m a l i z a t i o n  p r i n c i p l e ,  

though  he acknowledged  t h a t  he d i d  n o t  w an t  t o  t a k e  away 

s p a c e  from a  ward w h ic h  was o f f i c i a l l y  a l l o c a t e d  f o r  r e ­

h a b i l i t a t i o n  p a t i e n t s .  When t h e  s t a f f  a d v i s o r  in fo rm e d  

him r e g a r d i n g  th e  p a r e n t s '  p r e f e r e n c e  f o r  t h e  t h i r d  f l o o r ,  

he c o u ld  n o t  u n d e r s t a n d  how t h e  p a r e n t s  would be w i l l i n g  

" t o  m ix"  t h e i r  c h i l d r e n  w i t h  a g e r i a t r i c  p o p u l a t i o n .  The 

p a r e n t s  f e l t  t h a t  " t h e  o l d e r  p e o p l e  would  p r o b a b l y  e n jo y  

s e e i n g  s m a l l  c h i l d r e n ;  and t h e  c h i l d r e n  would n o t  r e a l i z e  

t h a t  some o f  t h e s e  o l d e r  p e r s o n s  a r e  s e n i l e . "

In  May 1976,  t h e  E x e c u t i v e  D i r e c t o r  a u t h o r i z e d  th e  

u se  o f  an empty ward  on t h e  t h i r d  f l o o r  f o r  t h e  p r e s c h o o l  

p ro g ram  on a t em p o ra ry  b a s i s . As o f  t h i s  w r i t i n g ,  t h e  p r o ­

gram e x i s t s  on th e  n i n t h  f l o o r  o f  t h e  h o s p i t a l .  A l th o u g h  

t h e  n o r m a l i z a t i o n  p r i n c i p l e  p r o v i d e d  a  u s e f u l  f ram ew ork ,  

v i z . ,  t h a t  c l i e n t s  who a r e  p e r c e i v e d  a s  ' d e v i a n t '  sh o u ld  

n o t  be s u p e r v i s e d  b y ,  o r  l o c a t e d  n e a r ,  a n o t h e r  ' d e v i a n t '  

p o p u l a t i o n ,  t h e  P a r e n t s  A s s o c i a t i o n  was more i n t e r e s t e d  in  

t h e  s h o r t - r a n g e  im m edia te  a d v a n t a g e s  w h ic h  c o u ld  be 

o b t a i n e d  f o r  t h e i r  c h i l d r e n  th a n  a c o n c e r n  f o r  'how o t h e r s
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m ig h t  p e r c e i v e  t h e i r  c h i l d r e n . '

The p a r e n t s  were  a l s o  w i l l i n g  t o  a c c e p t  th e  p r e ­

s c h o o l  p ro g ram  w i t h i n  t h e  h o s p i t a l  r a t h e r  th an  a p u b l i c  

s c h o o l  b e c a u s e  t h e  h o s p i t a l  had more t o  o f f e r  t h e i r  

c h i l d r e n :  no a r c h i t e c t u r a l  b a r r i e r s  and c l i n i c a l  s u p p o r t  

s e r v i c e s .  In  o t h e r  w o rd s ,  when t h e r e  was a  d e c i s i o n  t h a t  

c o u n t e r p o s e d  a n o r m a l i z a t i o n  p r i n c i p l e  ( i . e . ,  t h e  s o c i a l  

i n t e g r a t i o n  o f  t h e  r e t a r d e d  c h i l d  w i t h  n o rm al  c h i l d r e n )  

w i t h  im m ed ia te  b e n e f i t s  to  t h e  c h i l d r e n ,  th e  p a r e n t s  c h o se  

t h e  l a t t e r .

3 . Can a s m a l l  o r g a n i z a t i o n  be  e f f e c t i v e ?  We can  

answ er  t h i s  q u e s t i o n  a f f i r m a t i v e l y ,  g i v e n  t h e  f a c t  t h a t  

w i t h i n  a  s i x - m o n th  p e r i o d  a group  o f  e i g h t  t o  t e n  p a r e n t s  

o b t a i n e d  a p r e s c h o o l  p rogram  ( s t a f f ,  s p a c e ,  e q u ip m e n t ,  

c o n s u l t a t i o n ) .  As s t a t e d  i n  a  p r e v i o u s  s e c t i o n ,  t h e  " c o s t s "  

o f  p a r t i c i p a t i o n  w ere  h i g h - - i . e . ,  f a m i l y  f e u d i n g ,  p u t t i n g  

o n e ' s  j o b  on t h e  l i n e ,  e t c .  S u b s t a n t i a l  " r e w a r d s "  f o r  p a r ­

t i c i p a t i o n  come o n ly  a f t e r  June  1976,  when th e  p a r e n t s  and 

th e  c h i l d r e n  were  t e l e v i s e d  tw ic e  ( w i t h i n  a two-month  

p e r i o d )  and were  g i v e n  a f u l l  page  f e a t u r e  s t o r y  in  t h e
O

New York News.
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The s t a f f  a d v i s o r  a t t e m p t e d  to  r e w a rd  t h e  p a r e n t s '  

p a r t i c i p a t i o n  w i t h  ' e m o t i o n a l '  a s  w e l l  a s  ' n e g o t i a b l e '  

r e w a r d s . ^  I n  a lm o s t  a l l  h i s  c o n v e r s a t i o n s  t h e  s t a f f  a d ­

v i s o r  p r a i s e d  ( e .g . - ,  " I t ' s  j u s t  g r e a t  t h a t  you were  a b l e  

t o  come") t h e  p a r e n t s ;  and w henever  p o s s i b l e ,  p a r e n t s  who 

p a r t i c i p a t e d  w ere  g iv e n  " p r e f e r e n c e s "  f o r  c l i n i c  a p p o i n t ­

m e n t s ;  o r  i f  a  p a r e n t  c a l l e d ,  t h e  s t a f f  a d v i s o r  r e t u r n e d  

t h e  c a l l  b e f o r e  5 :0 0  p .m . I t  was as  i f  t h e  s t a f f  a d v i s o r  

u s e d  p r i n c i p l e s  o f  b e h a v i o r  m o d i f i c a t i o n  ( o p e r a n t  c o n d i ­

t i o n i n g )  t o  r ew ard  as  w e l l  a s  t o  e n c o u r a g e  s u s t a i n e d  

p a r t i c i p a t i o n .

The s t a f f  a d v i s o r  a l s o  found  h i m s e l f  s h a r i n g  w i t h  

th e  p a r e n t s  i n t i m a t e  d e t a i l s  a b o u t  d i f f e r e n t  p e o p l e  i n  th e  

h o s p i t a l  ( e . g . ,  "Mr. S. g e t s  u p t i g h t  w i t h  consumer g ro u p s  

and more n e rv o u s  w i t h  women") as  w e l l  a s  r e v e a l i n g  more 

a b o u t  h i m s e l f  and h i s  f a m i l y .  The s t a f f  a d v i s o r  and h i s  

w i f e  a t t e n d e d  one o f  t h e  A s s o c i a t i o n ' s  f l e a  m a r k e t s  on a 

Sunday a f t e r n o o n  to  show t h e  p a r e n t s  t h a t  h i s  i n t e r e s t  in  

t h e i r  e f f o r t s  was n o t  l i m i t e d  t o  Monday t o  F r i d a y ,  9 :0 0  a .m .  

- - 5 : 0 0  p .m .  There  i s  ( o r g a n i z a t i o n a l )  m e r i t  t o  R o thm an 's  

d i c t i m ,  "When a  p r a c t i t i o n e r  n e e d s  t r u s t i n g  r e l a t i o n s h i p  

to  be  e f f e c t i v e  i n  h i s  w ork ,  he may i n i t i a t e  s u c h  r e l a t i o n s



169

by r i s k i n g  e x p o s u r e  t h a t  can  be a c c e p t e d  o r  r e j e c t e d . " ^

Some o f  t h e  r e a s o n s  f o r  t h e  A s s o c i a t i o n ' s  s m a l l n e s s  

w e re :  (a)  p a r e n t s  who p a r t i c i p a t e d  d i d  n o t  have s u f f i c i e n t  

t im e  t o  a t t e n d  s c h e d u l e d  a s  w e l l  a s  community m e e t i n g s  and 

a l s o  spend  t im e  r e c r u i t i n g  new members; (b) t h e  t o t a l  p o p u ­

l a t i o n  from w h ich  to  draw new members was r e l a t i v e l y  s m a l l  

s i n c e  t h e  P a r e n t s  A s s o c i a t i o n  w an ted  to  a t t r a c t  o n ly  t h o s e  

p a r e n t s  w i t h  p r e s c h o o l  age  c h i l d r e n ;  (c )  t h e  s t a f f  a d v i s o r  

d id  n o t  want  to  i n c r e a s e  h i s  e f f o r t s  t o  r e c r u i t  new members 

b e c a u s e  he f e l t  t h a t  t h e  p a r e n t s ,  i r r e s p e c t i v e  o f  t h e  

" c o s t s "  o f  p a r t i c i p a t i o n ,  u l t i m a t e l y  had to  t a k e  r e s p o n s i ­

b i l i t y  f o r  t h e  c o n t i n u a t i o n  o f  t h e i r  own o r g a n i z a t i o n .

Only a f t e r  t h e  p a r e n t s  w ere  a b l e  to  " s t a r t "  t h e  

p r e s c h o o l  p ro g ram  a g a i n - - t h i s  t im e  w i t h  a  v o l u n t e e r - - w e r e  

th ey  a b l e  t o  d i s c u s s  w i t h  more i n t e n s i t y  t h e  s u b j e c t  o f  r e ­

c r u i t i n g  and m o t i v a t i n g  new members .  The P a r e n t s  A s s o c i ­

a t i o n  h as  now d e c i d e d  to  c h a r g e  a n n u a l  f a m i ly  membership  

dues and to  i s s u e  membership  c a r d s  and t o  open membership  

t o  a l l  i n t e r e s t e d  p e r s o n s .  L o s in g  t h e  Board o f  E d u c a t i o n  

t e a c h e r  made t h e  p a r e n t s  r e a l i z e  on an e x p e r i e n t i a l  l e v e l  

t h a t  a p rog ram  c a n n o t  s u r v i v e  f o r  to o  lon g  i f  i t  d o e s n ' t  

have th e  p o t e n t i a l  s u p p o r t  o f  l a r g e  numbers o f  p e o p l e - -
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h o p e f u l l y  p e o p l e  w i t h  p o l i t i c a l  and economic c l o u t .

T h is  p r o j e c t  has  d e m o n s t r a t e d  t h a t  a  s e l f - h e l p  

g r o u p - - d u r i n g  i t s  f o r m a t i v e  s t a g e  o f  d e v e l o p m e n t - - c a n  be 

e f f e c t i v e  in  a c h i e v i n g  i t s  t a s k  o b j e c t i v e s  w i t h  a  s m a l l  

c a d r e  o f  members who p a r t i c i p a t e  e x t e n s i v e l y  a s  w e l l  a s  

i n t e n s i v e l y .  As John W. G a rd n e r  s t a t e d  in  h i s  r e c e n t  book 

In  Common Cause ,  "The c i t i z e n s 1 group  s h o u l d  t r e a t  i t s  

membership  as a  c a d r e ,  n o t  a ' b l o c 1 in  t h e  e l e c t o r a l  s e n s e .  

The g o a l  i s  n o t  v a s t  numbers b u t  an a c t i v e  m em bership  t h a t

m u l t i p l i e s  i t s  e f f e c t i v e n e s s  by r e a c h i n g  o u t  i n t o  t h e

■ „ .,6com m uni ty .

4 a .  Norm o f  R e c i p r o c i t y  and Exchange T h e o r y . I f  t h e r e  

were  one theme which  r e a r e d  i t s  head  a g a i n  and a g a i n  

t h r o u g h o u t  t h e  d u r a t i o n  o f  t h e  p r o j e c t  i t  was 'who owes 

whom?' Both  t h e  p a r e n t s  a s  w e l l  a s  t h e  h o s p i t a l  k e p t  a 

'm e n t a l  s c o r e c a r d '  o f  a s s e t s  and d e b i t s .  From t h e  o u t s e t ,  

th e  h o s p i t a l  made i t  c l e a r  t h a t  t h e  p a r e n t s  were  n o t  to  

r e q u e s t  any  r e s o u r c e s  e x c e p t  f o r  m e e t i n g  sp a c e  and a s t a f f  

a d v i s o r .  Not o n ly  were  t h e  p a r e n t s  to  r e f r a i n  f rom s e e k i n g  

r e s o u r c e s  from w i t h i n  t h e  h o s p i t a l ,  t h e y  were  r e q u e s t e d ,  in  

r e t u r n  f o r  u s i n g  t h e  h o s p i t a l  a s  a  b a s e  o f  s u p p o r t ,  t o  p r o ­

v i d e  th e  h o s p i t a l  w i t h  a t a n g i b l e  p ro g ram ,  w h ich  c o u ld  t h e n
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be p u b l i c i z e d  and h a i l e d  by t h e  h o s p i t a l ' s  Community B o a rd .  

The p a r e n t s  a c c e p t e d  t h e  te rm s  o f  t h i s  c o n t r a c t - - w h i c h  

were  made e x p l i c i t  a t  t h e  f i r s t  few m e e t i n g s  h e ld  in  t h e  

Community R e l a t i o n s  o f f i c e .  They a c c e p t e d  i t  b e c a u s e  th e y  

n e e d e d  an o r g a n i z a t i o n a l  b a s e  f rom w hich  t o  o p e r a t e .  Only 

a f t e r  t h e  E x e c u t i v e  D i r e c t o r  s i g n e d  t h e  l e t t e r  o f  a g re e m e n t  

w i t h  t h e  Board  o f  E d u c a t i o n  d i d  t h e  p a r e n t s  b e g in  t o  make 

demands on t h e  h o s p i t a l - - e . g . , t h a t  t h e  p r e s c h o o l  p rog ram  

s h o u ld  be  l o c a t e d  on t h e  t h i r d  r a t h e r  th a n  th e  n i n t h  f l o o r ;  

t h a t  t h e  D e v e lo p m e n ta l  C e n te r  and th e  R e h a b i l i t a t i o n  

m e d i c i n e  D e p a r tm en t  s h o u l d  c o n s u l t  w i t h  e a c h  o t h e r  more 

f r e q u e n t l y ;  and t h a t  t h e  h o s p i t a l ' s  P h y s i c a l  Therapy  De­

p a r t m e n t  s h o u l d  n o t  r o t a t e  i t s  s t a f f  w i t h  d e v e l o p m e n t a l l y  

h a n d ic a p p e d  p r e s c h o o l  c h i l d r e n .

What p rom pted  t h e  p a r e n t s  t o  a c t  so  b o l d l y ,  i . e . ,  

in  making  t h e s e  demands^was t h e i r  b e l i e f  t h a t  th e y  have 

g e n e r a t e d  p o s i t i v e  p u b l i c i t y  f o r  t h e  h o s p i t a l  a n d ,  m os t  

i m p o r t a n t l y ,  g e n e r a t e d  a d d i t i o n a l  income f o r  t h e  h o s p i t a l  

by g i v i n g  t h e  h o s p i t a l  a  new p ro g ram .  Behind  t h i s  c a l c u l u s  

o f  'how much we owe e a c h  o t h e r '  loomed t h e  power f a c t o r .

The p a r e n t s  r e c o g n i z e d  t h a t  th e  E x e c u t i v e  D i r e c t o r ,  now 

t h a t  he s i g n e d  h i s  name to  a  q u a s i - o f f i c i a l  l e t t e r  o f
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a g r e e m e n t ,  was c o n s t r a i n e d  to  s u p p o r t  t h e  p ro g ram ;  w h e rea s  

t h e  p a r e n t s  f e l t  i n i t i a l l y  t h a t  t h e  a d m i n i s t r a t i o n  c o u ld  

j u s t i f y  t h e  A s s o c i a t i o n ' s  d i s a p p e a r a n c e  from t h e  h o s p i t a l  

f o r  even  t h e  s l i g h t e s t  ' a n n o y a n c e '  c a u s e d  by t h e  A s s o c i a ­

t i o n ,  t h e  p a r e n t s  now f e l t  t h a t  t h e y  c o u ld  b e g i n  t o  make 

"waves"  and s t i l l  s u r v i v e  as  a  h o s p i t a l - b a s e d  g r o u p .

The waves g o t  l a r g e r  a s  t h e  p a r e n t s  f e l t  t h e y  

a c c u m u la t e d  more a s s e t s  a s  w e l l  a s  more  power .  F o r  e x ­

a m p le ,  when th e y  found  a  v o l u n t e e r  t o  r e p l a c e  th e  Board  

o f  E d u c a t i o n  t e a c h e r ,  t h e y  r e q u e s t e d  t h e  r e t u r n  o f  t h e  

c l a s s r o o m  and  t h e  t e a c h e r ' s  o f f i c e .  R e c o g n iz in g  t h a t  t h e  

h o s p i t a l  m ig h t  be o n ly  w i l l i n g  to  a l l o c a t e  a s c a r c e  r e s o u r c e  

( v i z . ,  s p a c e )  f o r  a  p rog ram  which  i n v o l v e s  a n o t h e r  m a jo r  

i n s t i t u t i o n  ( v i z . ,  Board o f  E d u c a t i o n ) ,  t h e  p a r e n t s  made 

c e r t a i n  t h a t  t h e  E x e c u t i v e  D i r e c t o r  and h i s  a s s o c i a t e s  were  

aw are  o f  t h e i r  c l o s e  a l l i a n c e  w i t h  a  t e l e v i s i o n  s t a t i o n .

The p a r e n t s  g o t  t h e  room and o f f i c e  f o r  t h e  v o l u n t e e r ,  b u t  

th e  s t a f f  a d v i s o r  was adm onished  by an a d m i n i s t r a t o r  n o t  t o  

f o r g e t  t h a t  th e  h o s p i t a l  has  g iv e n  t h e  p a r e n t s  e v e r y t h i n g  

and  t h e  p a r e n t s  have  g iv e n  t h e  h o s p i t a l  n o t h i n g  b u t  " h e a d ­

a c h e s "  and " r e q u e s t s . "  A l th o u g h  t h e  p a r e n t s  w e re  a b l e  t o  

e s c a l a t e  t h e i r  r e q u e s t s  a s  t h e y  f e l t  t h e y  p o s s e s s e d  t h e
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u s e  o f  c o n f r o n t a t i o n  t a c t i c s  and  a lw ays  p r e s e n t e d  t h e i r  

r e q u e s t s  in  a  d i r e c t  b u t  a lw ay s  u r b a n e  m anner .

T h is  p r e d i l e c t i o n  to  a v o id  c o n f r o n t a t i o n  and to  be 

p o l i t e  and u r b a n e  was a f u n c t i o n  o f  t h e  p e r s o n a l i t i e s  of 

t h e  p a r t i c i p a n t s  i n v o l v e d  ( a t  m e e t i n g s  r a r e l y  d i d  t h e  

p a r e n t s  u se  te rm s  a s  " f i g h t , "  " p r o t e s t , "  o r  " l e t ' s  g e t  

th em " )*  b u t  a l s o  a  f u n c t i o n  o f  t h e i r  r e c o g n i t i o n  t h a t  th ey  

p e r h a p s  n e ed e d  t h e  h o s p i t a l  more th a n  t h e  h o s p i t a l  n e e d e d  

them. The p a r e n t s  n e v e r  w an ted  to  win p y r r h i c  v i c t o r i e s !

4 b .  P y ra m id in g  R e s o u r c e s . As soon a s  t h e  Board o f  

E d u c a t i o n  i n d i c a t e d  i n  w r i t i n g  t h e i r  i n t e r e s t  i n  s t a f f i n g  a 

p r e s c h o o l  p ro g ram  a t  t h e  h o s p i t a l ,  t h e  p a r e n t s  and  t h e  s t a f f  

a d v i s o r  were  a b l e  to  b e g in  t o  "p y ram id "  r e s o u r c e s .  As 

Weissman has  s t a t e d  in  h i s  a n a l y s i s  o f  n e ig h b o r h o o d  c o u n c i l s

*0n one o r  two o c c a s i o n s  Mrs .  C. would  j o k i n g l y  
s u g g e s t  t h a t  t h e  p a r e n t s  u se  a  more m i l i t a n t  and d r a m a t i c  
s t r a t e g y  to  r e a c h  t h e i r  o b j e c t i v e s .  Whenever t h i s  
o c c u r r e d ,  t h e  s t a f f  a d v i s o r  warned  i n  a to n e  o f  s o l e m n i t y  
t h a t  t h e  g o a l  o f  t h e  P a r e n t s  A s s o c i a t i o n  was n o t  ' a c t i o n  
f o r  t h e  s a k e  o f  a c t i o n '  so  t h e  p r o s p e c t  o f  more m i l i t a n t  
a c t i o n  was im m e d ia te ly  d i s c o u r a g e d  by t h e  s t a f f  a d v i s o r .
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. . . R e s o u r c e s  do n o t  have t o  be d i r e c t l y  r e ­
c r u i t e d  f o r  t h e  p r o j e c t  a t  hand ;  n o r  do t h e y  have  to  
be  im m e d ia te ly  a v a i l a b l e  to  c o m p le t e  t h e  p r o j e c t  
s u c c e s s f u l l y .  I t  [ n e i g h b o r h o o d  c o u n c i l ]  a t t e m p t s  to  
r e c r u i t  f o r  a n o t h e r  p r o j e c t  r e s o u r c e s  t h a t  c o u ld  be 
p y ram ided  f o r  u se  i n  t h e  f i r s t . ^

Example 1 .  Mrs .  C. became i n t e r e s t e d  i n  t h e  

h o s p i t a l ' s  Community Board and w an ted  t o  become a member 

o f  th e  B oard .  The s t a f f  a d v i s o r  began  to  c o a c h  Mrs.  C. 

f o r  a Board s c r e e n i n g  i n t e r v i e w ,  and h e lp e d  h e r  c o m p le te  a 

membership  a p p l i c a t i o n  fo rm .  On t h e  a p p l i c a t i o n  form M r s .

C. w r o t e :  "My p a r t i c i p a t i o n  i n  th e  h o s p i t a l ' s  P a r e n t s  As­

s o c i a t i o n  For  D e v e lo p m e n ta l ly  H and icapped  has  h e lp e d  me to  

l e a r n  a b o u t  community r e s o u r c e s  and how a l l  c h i l d r e n  s u f f e r  

when o u r  community does n o t  g e t  a d e q u a t e  d e l i v e r y  o f  h e a l t h  

c a r e  s e r v i c e s . "  Mrs .  C. a p p l i e d  f o r  membership  a s  soon as  

t h e  s t a f f  a d v i s o r  had h e a r d  from t h e  Community R e l a t i o n s  

o f f i c e  t h a t  t h e  Board n e ed e d  new members from c e r t a i n  g e o ­

g r a p h i c a l  a r e a s .  Mrs.  C. was a c c e p t e d  ( r e c e i v e d  an  e n d o r s e ­

ment from th e  P r e s i d e n t  o f  t h e  h o s p i t a l ' s  A u x i l i a r y  who had 

been  a s t r o n g  s u p p o r t e r  o f  t h e  P a r e n t s  A s s o c i a t i o n ) .  The 

P a r e n t s  A s s o c i a t i o n  t h e n  u se d  Mrs.  C. a s  a  c h a n n e l  f o r  

" i n s i d e  i n f o r m a t i o n " ;  and they  a l s o  e x p e c t e d  Mrs.  C. t o  

p l e a d  t h e i r  c a s e  t o  t h e  Community B o a rd .  T h is  d u a l  r o l e ,
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as  a  member o f  t h e  P a r e n t s  A s s o c i a t i o n  and a member o f  t h e  

Community B oard ,  has  c r e a t e d  r o l e  s t r a i n  f o r  M rs .  C . :  

s i n c e  sh e  now f e e l s  t h a t  she  i s  a  " sp y "  f o r  t h e  P a r e n t s  As­

s o c i a t i o n  on th e  Community Board .

Example 2.  The s t a f f  a d v i s o r  u sed  t h e  f a c t  t h a t  

t h e  p a r e n t s  were  t r y i n g  t o  r a i s e  money f o r  a p r e s c h o o l  p r o ­

gram t o  o b t a i n  a u t h o r i z a t i o n  from t h e  Bureau  o f  M e n ta l  

R e t a r d a t i o n  and t h e  h o s p i t a l ' s  a f f i l i a t i o n  A d m i n i s t r a t i o n  

t o  a t t e n d  a one week g r a n t s m a n s h i p  t r a i n i n g  p ro g ram .  A f t e r  

he a t t e n d e d  t h e  p ro g ram ,  th e  s t a f f  a d v i s o r  was r e q u e s t e d  

t o  " b r i e f "  a  number o f  a d m i n i s t r a t i v e  s t a f f  and  C h i e f s  o f  

S e r v i c e  ( P e d i a t r i c s  and P s y c h i a t r y )  a t  a  s p e c i a l  m e e t i n g  

r e g a r d i n g  t h e  c o n t e n t  o f  t h e  t r a i n i n g  p rog ram .  The s t a f f  

a d v i s o r  u se d  t h i s  s p e c i a l  m e e t i n g  to  p u b l i c i z e  th e  e f f o r t s  

o f  t h e  P a r e n t s  A s s o c i a t i o n  and to  g e t  h e l p f u l  h i n t s  a b o u t  

how t o  a p p ly  f o r  f e d e r a l  s t a t e  g r a n t s .

We can summarize  t h e  above two exam ples  d i a g ra m -  

a t i c a l l y :

Example 1

Mrs.  C . —  ........ . ...................— ■) Community Board
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Mrs. C. u s e d  h e r  e x p e r i e n c e  w i t h  t h e  P a r e n t s  A s s o c i a t i o n  

to  become a member o f  t h e  Community Board and  i n  t u r n  has 

u s e d  t h e  Community Board to  s u p p o r t  t h e  e f f o r t s  o f  t h e  

P a r e n t s  A s s o c i a t i o n :

P a r e n t s

S t a f f
A d v i s o r

A s s o c i a t i o n

Example 2

S t a f f  A d v i s o r  
b r i e f s  s t a f f  At 
s p e c i a l  m e e t in g

G ra n ts m a n sh ip  

T r a i n i n g

Program

The s t a f f  a d v i s o r  u s e d  th e  P a r e n t s  A s s o c i a t i o n  a s  a j u s t i ­

f i c a t i o n  t o  a t t e n d  a g r a n t s m a n s h i p  t r a i n i n g  p ro g ra m .  He 

was t h e n  i n v i t e d  t o  b r i e f  h i s  c o l l e a g u e s  a t  a s p e c i a l  ad 

hoc m e e t i n g - - w h i c h  th e  s t a f f  a d v i s o r  i n  t u r n  u s e d  to  p u b l i ­

c i z e  t h e  a c t i v i t i e s  o f  t h e  P a r e n t s  A s s o c i a t i o n  and to 

g a t h e r  i n f o r m a t i o n  w h ich  m ig h t  be  h e l p f u l  t o  th e  p a r e n t s .

5 .  Was a community  dev e lo p m e n t  a p p r o a c h  o p e r a t i v e  f o r  

t h i s  p r o j e c t ?  Was th e  s t a f f  a d v i s o r  a b l e  t o  f o l l o w  t h e  

p r a c t i c e  p r i n c i p l e s  o u t l i n e d  by Kurzman ( s e e  C h a p te r  3 ) :

a d v o c a c y ---------- > community d e v e lo p m e n t -------- ^ c o n s u l t a t i o n ?

Was th e  s t a f f  a d v i s o r  a b l e  to  become l e s s  i n v o l v e d  w i t h
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t h e  p a r e n t s  as  he a n t i c i p a t e d  ( s e e  F i g .  4 . 2  f o r  a  h y p o ­

t h e t i c a l  example  o f  a p r a c t i t i o n e r ' s  i n v o lv e m e n t  o v e r  a 

p e r i o d  o f  t im e ) ?

Rothman's Community Organization Variables

In his article, "Three Models of Community Organi­

zation Practice," Rothman lists twelve "selected" variables:

( I )  g o a l  c a t e g o r i e s  o f  community a c t i o n ;  (2) a s s u m p t io n s  

c o n c e r n i n g  community s t r u c t u r e  and p ro b lem  c o n d i t i o n s ;  (3) 

b a s i c  c h an g e  s t r a t e g y ;  (4)  c h a r a c t e r i s t i c  change  t a c t i c s  

and  t e c h n i q u e s ;  (5)  s a l i e n t  p r a c t i t i o n e r  r o l e s ;  (6)  medium 

o f  c h ang e ;  (7) o r i e n t a t i o n  tow ard  power s t r u c t u r e ;  (8)  

b ou n d a ry  d e f i n i t i o n  o f  t h e  community c l i e n t  sy s te m  o r  

c o n s t i t u e n c y ;  (9)  a s s u m p t io n s  r e g a r d i n g  i n t e r e s t s  o f  com­

m u n i ty  s u b p a r t s ;  (10) c o n c e p t i o n  o f  t h e  p u b l i c  i n t e r e s t ;

( I I )  c o n c e p t i o n  o f  t h e  c l i e n t  p o p u l a t i o n  o r  c o n s t i t u e n c y ;
g

(12) c o n c e p t i o n  o f  c l i e n t  r o l e .  A l l  o f  t h e s e  tw e lv e  v a r i ­

a b l e s  a r e  e i t h e r  d i r e c t l y  o r  i n d i r e c t l y  a f f e c t e d  by t h e  

o r g a n i z a t i o n  w h ic h  employs t h e  p r o f e s s i o n a l .  What f o l l o w s  

s e r i a t i m  i s  an a n a l y s i s  o f  t h e s e  tw e lv e  v a r i a b l e s  v i s  a  v i s  

t h e  P a r e n t s  A s s o c i a t i o n .
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1. Goal  c a t e g o r i e s . T h ro ug h ou t  t h e  f o r m a t i v e  s t a g e  

o f  t h e  p r o j e c t  ( J a n u a r y  1976 -Ju n e  1 9 7 6 ) ,  th e  p r im a r y  g o a l  

f o r  t h e  p a r e n t s  and f o r  t h e  s t a f f  a d v i s o r  was c o n c r e t e  

and c l e a r :  o b t a i n  a p r e s c h o o l  p rog ram  f o r  d e v e l o p m e n t a l l y  

h a n d ic a p p e d  p r e s c h o o l  c h i l d r e n .  At one o r  two m e e t i n g s  

th e  s t a f f  a d v i s o r  a t t e m p t e d  t o  g e t  t h e  p a r t i c i p a n t s  t o  t h i n k  

a b o u t  g o a l s  o v e r  and  beyond t h e  p r e s c h o o l  p ro g ra m .  But  t h e  

p a r e n t s  w ere  o n ly  i n t e r e s t e d  in  t a s k  o b j e c t i v e s  s u c h  a s  

f i n d i n g  a d e q u a t e  r e s o u r c e s  t h a t  c o u l d  be u t i l i z e d  f o r  a p r e ­

s c h o o l  p ro g ra m .

T he re  were  two i n s t a n c e s ,  however ,  where  th e  

C h a i r p e r s o n  ’moved' t h e  A s s o c i a t i o n  to  a  "w a tch do g "  r o l e .  

Mrs .  P .  was a n g ry  o v e r  th e  f a c t  t h a t  c e r t a i n  a g e n c i e s  

m anda ted  t o  s e r v e  h a n d ic a p p e d  c h i l d r e n  were  e i t h e r  h i d i n g  

b e h i n d  l o n g  w a i t i n g  l i s t s  o r  u s i n g  o u t d a t e d  r e s t r i c t i v e  i n ­

t a k e  p o l i c i e s .  I n  March and A p r i l  1976,  t h e  p a r e n t s  s e n t  

l e t t e r s  ( d r a f t e d  by t h e  s t a f f  a d v i s o r )  and t e l e p h o n e  c a l l s  

were made t o  demand e x p l a n a t i o n s  from t h e s e  a g e n c i e s  a s  to  

why so  many h a n d ic a p p e d  p r e s c h o o l  c h i l d r e n  w ere  e x c lu d e d  

from t h e i r  p r o g r a m s .  A f t e r  h a v in g  r e c e i v e d  many t e l e p h o n e  

c a l l s  f rom  M rs .  P .  a s  w e l l  a s  l e t t e r s  (w i th  c o p i e s  t o  

s t r a t e g i c  p e o p l e ) ,  t h e  l o c a l  Head S t a r t  C e n t e r  began  to
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r e s p o n d  p o s i t i v e l y  by a c c e p t i r  ( i n  S ep tem ber  1976) r e ­

t a r d e d  p r e s c h o o l  c h i l d r e n  r e f e r r e d  t o  them by t h e  

h o s p i t a l ' s  D e v e lo p m en ta l  C e n t e r .

It should come as no surprise that the Parents

A s s o c i a t i o n  was f o c u s e d  on ' t a s k '  g o a l s ,  i . e . ,  " s o l u t i o n
g

o f  a d e l i m i t e d  p r o b l e m , "  b e c a u s e  t h a t  was t h e  p a r e n t s  

b a s i s  f o r  j o i n i n g ;  and  t h e  c o s t s  o f  p a r t i c i p a t i o n  were  too  

h i g h  f o r  t h e r e  t o  be any g o a l  d i s p l a c e m e n t .  I n  a d d i t i o n ,  

by f o c u s i n g  on t h i s  one s p e c i f i c  n a r r o w  g o a l ,  w h ich  was 

p e r c e i v e d  by b o t h  h o s p i t a l  and n o n h o s p i t a l  s t a f f  a s  norm a-  

t i v e l y  a c c e p t a b l e  as  " a p p l e  p i e "  and  " m o th e r h o o d , "  th e  

P a r e n t s  A s s o c i a t i o n  was a b l e  t o  make a  l e g i t i m a t e  c l a i m  f o r  

r e s o u r c e s  from a v a r i e t y  o f  i n s t i t u t i o n s .

2 .  A ssum p t io n s  c o n c e r n i n g  community s t r u c t u r e  and 

p ro b le m  c o n d i t i o n s . The s t a f f  a d v i s o r ' s  b a s i c  a s s u m p t io n  

was t h a t  t h e  P a r e n t s  A s s o c i a t i o n  p o s s e s s e d  t h e  p o t e n t i a l  

c a p a c i t y  to  i n f l u e n c e  l o c a l  i n s t i t u t i o n s :  b e c a u s e  'p o w e r '  

o v e r  t h e  d i s t r i b u t i o n  o f  c e r t a i n  r e s o u r c e s  was n o t  

c e n t r a l i z e d :  t h a t  t h e r e  was n o t  one "power e l i t e "  b u t  a  

number o f  power c e n t e r s  t h r o u g h o u t  t h e  community :  a  p l u r a l ­

i s t i c  power s t r u c t u r e  " w i t h i n  which  d e m o c r a t i c  p r o c e s s e s  

and d e m o c r a t i c a l l y  e l e c t e d  o f f i c i a l s  c o n s t i t u t e  a t  l e a s t
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one o f  s e v e r a l  p o w e r f u l  e l e m e n t s . F r o m  J a n u a r y - J u n e  

1976 ,  th e  p a r e n t s  were  a b l e  to  c o n t a c t  t h e s e  v a r i o u s  power 

s t r u c t u r e s  ( i . e . ,  t h e  e d u c a t i o n a l  e s t a b l i s h m e n t ,  t h e  m e n t a l  

h e a l t h  e s t a b l i s h m e n t ,  e t c . )  t o  e i t h e r  o b t a i n  r e s o u r c e s  o r  

t o  o b t a i n  s a n c t i o n  f o r  t h e i r  a c t i v i t i e s .

As o f  t h i s  w r i t i n g ,  th e  P a r e n t s  A s s o c i a t i o n  has 

r e c o g n i z e d ,  p a r t i c u l a r l y  Mrs .  P . ,  t h a t  t h e  power s t r u c t u r e s  

w i t h i n  t h e  l o c a l  community a r e  c o n t r o l l e d  o r ,  a t  l e a s t ,  

a f f e c t e d  by power c e n t e r s  more d i s t a n t l y  removed f rom  t h e  

l o c a l  community .  The p a r e n t s  came t o  t h i s  r e c o g n i t i o n  when 

t h e y  d i s c o v e r e d  t h a t  a l l  t h e  l o c a l  i n s t i t u t i o n s  w h ic h  d e a l  

w i t h  c h i l d r e n  h a v e ,  i n  f a c t ,  no fo rm a l  p ro g ra m m a t ic  r e s p o n ­

s i b i l i t y  f o r  d e v e l o p m e n t a l l y  h a n d ic a p p e d  p r e s c h o o l  c h i l d r e n ,  

p a r t i c u l a r l y  s e v e r e l y / p r o f o u n d l y  r e t a r d e d  c h i l d r e n .

3 .  B a s i c  chan ge  s t r a t e g y . From J a n u a r y - M a r c h  1976,  

t h e  p a r e n t s  u s e d  s m a l l - g r o u p  m e e t i n g s  ( " r a t i o n a l  d i s c u s ­

s i o n " )  a s  a  modus o p e r a n d i  to  a c c o m p l i s h  t h e i r  o b j e c t i v e s .

I t  was n o t  o n ly  t h e  c o n t e n t  o f  t h e  m e e t i n g s  which  was 

i m p o r t a n t  b u t  o f  e q u a l  i m p o r t a n c e  was th e  " t i m i n g "  o f  th e  

m e e t i n g s ,  t h e  " s e q u e n c e "  o f  t h e  m e e t i n g s  and  t h e  " c o m p o s i ­

t i o n "  (who a t t e n d e d ) .  The s t a f f  a d v i s o r ' s  b a s i c  s t r a t e g y ,  

f rom J a n u a r y  t o  March 1976,  w as ,  to  c r e a t e  a 'momentum'
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w h ic h  would  h e i g h t e n  t h e  c o n s c i o u s n e s s  o f  c e r t a i n  key 

p e r s o n s  i n s i d e  and o u t s i d e  o f  t h e  h o s p i t a l ,  w h ich  i n  t u r n  

would  c r e a t e  an " e n c o u r a g i n g  e n v i r o n m e n t "  f o r  t h e  o b j e c ­

t i v e s  o f  t h e  P a r e n t  A s s o c i a t i o n .  At no p o i n t  d i d  th e  

p a r e n t s  s e r i o u s l y  e n t e r t a i n  any o t h e r  s t r a t e g y  e x c e p t  

" r a t i o n a l "  o r  " r e a s o n a b l e "  d i s c u s s i o n .

T h is  em p has is  on ' r a t i o n a l '  and ' r e a s o n a b l e '  a c t i o n  

c o u ld  be  r e l a t e d  to  c e r t a i n  o r g a n i z a t i o n a l  v a r i a b l e s .  In  

t h e i r  S o c i o l o g y :  A B i o g r a p h i c a l  A p p ro a c h , P e t e r  L. B e rg e r  

and  B r i g e t t e  B e r g e r  have  s t a t e d ,  " I n  o r d e r  to  cop e  e f f e c ­

t i v e l y  w i t h  a b u r e a u c r a t i z e d  w o r l d ,  t h e  i n d i v i d u a l  must  

c o n t i n u o u s l y  keep  in  c o n t r o l  v a r i o u s  e m o t i o n s ,  su c h  as  

a f f e c t i o n ,  h a t r e d ,  i m p a t i e n c e , e n th u s i a s m  o r  a n x i e t y .  In  

o t h e r  w o rd s ,  a  b u r e a u c r a t i z e d  w o r l d ,  e x p e c t s  him to  be 

' r e a s o n a b l e '  a t  a l l  t i m e s . G i v e n  t h e  f a c t  t h a t  th e  

h o s p i t a l  i n  w h ich  t h e  P a r e n t s  A s s o c i a t i o n  was im p l a n t e d  had 

a h i s t o r y  o f  " f i g h t i n g "  l o c a l  community g r o u p s ;  and g iv e n  

t h e  f a c t  t h a t  t h e  h o s p i t a l ' s  p r i m a r y  m i s s i o n  was t h e  p r o ­

v i s i o n  o f  d i r e c t  h e a l t h  s e r v i c e s  and n o t  t h e  s p o n s o r s h i p  

o f  community a c t i o n  g r o u p s ;  any o t h e r  s t r a t e g y - - s u c h  as  a 

s o c i a l  a c t i o n  a p p r o a c h - - c o u l d  n o t  have been  a d o p te d  by a 

h o s p i t a l - b a s e d  P a r e n t s  A s s o c i a t i o n ,  p a r t i c u l a r l y  d u r i n g
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i t s  f o r m a t i v e  s t a g e .

The community d e v e lo p m e n t  model  was c o n g r u e n t  w i t h  

t h e  h o s p i t a l ' s  c o n s e r v a t i v e  a p p r o a c h  tow ards  i t s  s o c i a l  

e n v i r o n m e n t - - i t  was a s  i f  t h e  h o s p i t a l  had a d o p te d  a  

' f o r e i g n  p o l i c y '  o f  p e a c e f u l  c o e x i s t e n c e .  D ur ing  t h e  

P a r e n t s '  A s s o c i a t i o n  f o r m a t i v e  s t a g e ,  a community d e v e l o p ­

ment model  was an e f f e c t i v e  s t r a t e g y .  A f t e r  Sep tem ber  

1976 ,  how ever ,  t h e  p a r e n t s  found  th e m s e lv e s  i n  a q u a n d r y : 

how c o u ld  th e y  p u b l i c l y  p r o t e s t  t h e  f a c t  t h a t  t h e  Board o f  

E d u c a t i o n  v i o l a t e d  i t s  commitment t o  th e  p a r e n t s  by r e ­

moving th e  s p e c i a l  e d u c a t i o n  t e a c h e r ,  w i t h o u t  any em bar­

r a s s m e n t  to  th e  h o s p i t a l  a n d ,  more i m p o r t a n t l y ,  w i t h o u t  

any j e o p a r d y  t o  t h e  h o s p i t a l ' s  o n g o in g  c o n t r a c t u a l  a r r a n g e ­

m ents  w i t h  t h e  Board o f  E d u c a t i o n ?  When t h e  h o s p i t a l ' s  

E x e c u t i v e  D i r e c t o r ,  f o r  e x a m p le ,  was in fo rm e d  by th e  s t a f f  

a d v i s o r  t h a t  a  t e l e v i s i o n  s t a t i o n  w a n ted  to  do a s t o r y  on 

t h e  p a r e n t s '  e f f o r t s  t o  e s t a b l i s h  a  p r e s c h o o l  p ro g ram ,  t h e  

E x e c u t i v e  D i r e c t o r ,  th o u g h  s y m p a t h e t i c  t o  th e  p a r e n t s '  

s i t u a t i o n ,  r em in d ed  t h e  s t a f f  a d v i s o r  " t o  be c a r e f u l  n o t  to  

p u t  t h e  Board o f  E d u c a t i o n  i n  a  p o o r  l i g h t  s i n c e  t h e  h o s ­

p i t a l  has  o t h e r  j o i n t  p rog ram s w i t h  t h e  Board o f
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E d u c a t i o n . " *  The p a r e n t s  have been  w a l k i n g  a  t i g h t r o p e  

be tw een  ' f i g h t i n g '  f o r  t h e i r  o b j e c t i v e s  y e t  n o t  a l i e n a t i n g  

th e  h o s p i t a l ' s  a d m i n i s t r a t i o n :  b e c a u s e  t h e  h o s p i t a l  has  

been  th e  o n l y  m a jo r  community i n s t i t u t i o n  w h ic h  has  made 

an o r a l  a s  w e l l  a s  w r i t t e n  commitment t o  t h e  m e d i c a l /  

s o c i a l  n e e d s  o f  d e v e l o p m e n t a l l y  h a n d ic a p p e d  c h i l d r e n . * *  

Rothman has  n o t e d  t h a t  a  p r a c t i t i o n e r  m u s t  r e a l i z e  t h a t  

n o t  o n ly  do some s i t u a t i o n s  n e c e s s i t a t e  t h e  im p l e m e n ta t i o n  

o f  ( say )  a  community d ev e lo pm en t  model and a p l a n n i n g  model  

s i m u l t a n e o u s l y ;  b u t  t h a t  one model may be a p p r o p r i a t e  f o r  

a g iv e n  p e r i o d  o f  t im e  u n t i l  c i r c u m s t a n c e s  d i c t a t e  th e  u se  

o f  a  d i f f e r e n t  m ode l :

* L ik e  m os t  h o s p i t a l s ,  t h e r e  was a  Board  o f  E d u c a t io n  
t e a c h e r  a s s i g n e d  to  t h e  P e d i a t r i c  ward  f o r  t h o s e  c h i l d r e n  
whose h o s p i t a l  s t a y  was p r o l o n g e d .  Only two o r  t h r e e  
months l a t e r  d i d  t h e  s t a f f  a d v i s o r  l e a r n  t h a t  a n o t h e r  h o s p i ­
t a l  d e p a r tm e n t  was n e g o t i a t i n g  w i t h  t h e  B oard  o f  E d u c a t i o n  
f o r  a p rog ram  (which  was to  be l o c a t e d  a t  t h e  h o s p i t a l )  a t  
t h e  same t im e  t h a t  t h e  P a r e n t s  A s s o c i a t i o n  l o s t  t h e i r  Board 
o f  E d u c a t io n  t e a c h e r .

* * In  F e b r u a r y  1977, t h e  E x e c u t i v e  D i r e c t o r ,  i n  a 
c o v e r i n g  l e t t e r  a t t a c h e d  t o  a  f e d e r a l  g r a n t  a p p l i c a t i o n ,  
w r o t e  t h a t  t h e  h o s p i t a l  has  made a commitment to  d e v e l o p ­
men t a l l y  h a n d ic a p p e d  c h i l d r e n  by b o t h  word and d e e d .
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I n  a d d i t i o n  t o  m i x i n g ,  t h e r e  i s  a  p h a s i n g  r e l a t i o n s h i p  
among t h e  m o d e l s .  A g i v e n  change  p r o j e c t  may b e g in  in  
one mode and th e n  a t  a  l a t e r  s t a g e  move i n t o  a n o t h e r .
For example, as a social action organization achieves 
success and attains resources, it may find that it can 
function most efficiently out of a social planning 
model.

The parents have attempted in recent months to mix a com­

munity development approach with a social action approach 

(two dramatically opposed models) by letting certain social 

action groups assume the responsibility for social action. 

Another study would be necessary, however, to examine how 

effective such a "mixed" approach proved to be.

4 .  C h a r a c t e r i s t i c s  change  t a c t i c s  and  t e c h n i q u e s . 

Whereas t h e  o v e r a l l  s t r a t e g y  was s m a l l - g r o u p  d i s c u s s i o n  

(from J a n u a r y  to  Ju n e  1976 t h e r e  were  15 s c h e d u l e d  m e e t i n g s  

a s  w e l l  a s  4 ad hoc m e e t i n g s  o u t s i d e  t h e  h o s p i t a l  and  9 

m e e t i n g s  i n s i d e  t h e  h o s p i t a l ) ,  t h e  m a jo r  t a c t i c  u t i l i z e d  

was t h e  c o l l a b o r a t i o n  be tw een  t h e  s t a f f  a d v i s o r  and  t h e  

c h a i r p e r s o n - - w h e r e  e i t h e r  t h e  s t a f f  a d v i s o r  o r  M rs .  P. 

would c o n t a c t  a  s t a f f  p e r s o n  w i t h i n  o r  o u t s i d e  t h e  h o s p i t a l ;  

o r  a  memorandum would  be w r i t t e n  s i g n e d  by e i t h e r  t h e  

c h a i r p e r s o n  o r  t h e  c h a i r p e r s o n  and  t h e  s t a f f  a d v i s o r .

The staff advisor's approach was to issue as many 

memoranda signed by the chairperson so that with each
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w r i t t e n  memo t h e  h o s p i t a l  would  be  l e s s  i n c l i n e d  t o  c o n s i d e r  

t h e  e l i m i n a t i o n  o f  t h e  P a r e n t s  A s s o c i a t i o n .  Only once  d i d  

an a d m i n i s t r a t o r  admonish  t h e  s t a f f  a d v i s o r  f o r  s e n d i n g  a 

copy o f  a memo t o  t h e  P a r e n t s  A s s o c i a t i o n ;  he  f e l t  t h a t  t h e  

p a r e n t s  n e e d  n o t  c o n c e r n  t h e m s e lv e s  w i t h  i n t e r n a l  h o s p i t a l  

m a t t e r s .  T ha t  same a d m i n i s t r a t o r  was a l s o  annoyed*  when 

Mrs. P . ,  t h e  c h a i r p e r s o n  a t t e n d e d  a m e e t i n g  convened  by a 

C h i e f  o f  S e r v i c e .  T h e r e a f t e r ,  t h r o u g h o u t  t h e  f o r m a t i v e  

s t a g e ,  t h e  c h a i r p e r s o n  d i d  n o t  g e t  any i n v i t a t i o n  t o  p a r t i c i ­

p a t e  a t  " i n t e r n a l "  m e e t i n g s ;  how ever ,  t h e  s t a f f  a d v i s o r  gave 

t h e  c h a i r p e r s o n  c o m p re h e n s iv e  r e p o r t s  on e a c h  m e e t i n g  and 

a lw ays  r e q u e s t e d  h e r  o p i n i o n s  on " s i g n i f i c a n t "  m a t t e r s .

Was t h e  p a r e n t s '  p a r t i c i p a t i o n  m e a n in g f u l ?  A c c o r d in g  

t o  W i l l i a m  Ryan, " a d v i s o r y  b o a r d s  o f  a l l  s o r t s - - f r o m  u r b a n  

r e n e w a l  and p o v e r t y  t o  community m e n ta l  h e a l t h  c e n t e r s - - a r e  

r a r e l y  r e p r e s e n t a t i v e  i n  any s e n s e  w h a t e v e r ,  and t h e y  a r e

*The s t a f f  a d v i s o r  was t o l d  a b o u t  t h e  a d m i n i s t r a t o r ' s  
an noyance  by t h e  C h i e f  o f  S e r v i c e ,  who had  g iv e n  Mrs .  P. 
t h e  s a n c t i o n  t o  a t t e n d  t h i s  p a r t i c u l a r  m e e t i n g .  But i t  was 
t h e  s t a f f  a d v i s o r  who had  e n c o u ra g e d  Mrs. P. t o  a sk  t h e  
C h i e f ' s  p e r m i s s i o n  t o  a t t e n d .
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u s u a l l y  a sk e d  t o  r e a c t  t o ,  r a t h e r  t h a n  p a r t i c i p a t e  i n  

d e c i s i o n s . " 1 3  From R y a n 's  p e r s p e c t i v e ,  t h e  p a r e n t s '  p a r ­

t i c i p a t i o n  w i t h i n  t h e  h o s p i t a l  was s u p e r f i c i a l  b e c a u s e  

t h e y  o n l y  r e a c t e d  t o  r a t h e r  t h a n  f o r m u l a t e d  d e c i s i o n s .  On 

t h e  o t h e r  h a n d ,  S p e c h t  v iew s  p a r t i c i p a t i o n  on a co n t in u u m  

o f  p a s s i v e  ■? a c t i v e .  On t h e  a c t i v e  s c a l e ,  he p o s t u ­

l a t e s  "dem o cracy  by v e t o " :

The p r o c e s s  m ig h t  be te rm ed  "dem ocracy  by  v e t o , "  s i n c e  
r e a l  i n f l u e n c e  i s  o n l y  e x e r t e d  when t h e  c i t i z e n s  r e ­
j e c t  a p u b l i c  p l a n .  I n  p r a c t i c e  t h i s  i s  o f t e n  n o t  an 
a l l - o r - n o t h i n g  s i t u a t i o n .  P l a n s  t h a t  a r e  r e j e c t e d  may 
be  m o d i f i e d  and a g a i n  b r o u g h t  b e f o r e  t h e  c i t i z e n s .
When t h i s  o c c u r s ,  t h e  f u n c t i o n  o f  p a r t i c i p a t i o n  moves 
i n t o  t h e  n e x t  c a t e g o r y  [ a c t u a l  s h a p i n g  o f  p u b l i c  
d e c i s i o n s ] . 1 4

Both  R y a n ' s  and S p e c h t ' s  f o r m u l a t i o n s  c o n t a i n  i m p l i ­

c i t  v a l u e  j u d g m e n t s - - t h i s  o r  t h a t  t y p e  o f  p a r t i c i p a t i o n  i s  

'g o o d '  o r  ' b a d . 1 To a v o id  t h e s e  i m p l i c i t  j u d g m e n t s ,  a n o t h e r  

'm o re '  n e u t r a l  f ramework w i l l  be  u t i l i z e d .  W i th in  any 

o r g a n i z a t i o n  change  can a f f e c t  a t  l e a s t  f o u r  s t r u c t u r a l  

l e v e l s :  (a)  s p e c i f i c  a c t i o n s ;  (b) d e c i s i o n - m a k i n g  r u l e s ;

( c )  i n s t i t u t i o n a l  s t r u c t u r e  i t  u s e d  t o  make t h o s e  r u l e s ;  and

(d) t h e  b a s i c  o r g a n i z a t i o n a l  m anda ted  g o a l s .15 The P a r e n t s  

A s s o c i a t i o n  made an im p a c t  on s p e c i f i c  a c t i o n s  o f  t h e  

Developm ent  C e n t e r  as  w e l l  a s  on o t h e r  h o s p i t a l  d e p a r t m e n t s  

i n  a d d i t i o n  t o  a l t e r i n g  a  d e c i s i o n - m a k i n g  r u l e - - v i z . ,  t h a t
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t h e  s t a f f  a d v i s o r  m ust  c o n s u l t  t h e  P a r e n t s  A s s o c i a t i o n  on 

m a t t e r s  w h ich  p e r t a i n  t o  d e v e l o p m e n t a l l y  h a n d ic a p p e d  p r e ­

s c h o o l  c h i l d r e n .  T h a t  t h e  p a r e n t s  su c c e e d e d  i n  making su ch  

an im p a c t  can  be  a t t r i b u t e d  t o  t h e  i n f l u e n c e  t h e y  accumu­

l a t e d  i n  a r e l a t i v e l y  s h o r t  p e r i o d  o f  t im e .  Why d i d n ' t  

t h e y  change  t h e  d e c i s i o n - m a k i n g  s t r u c t u r e ?  o r  t h e  b a s i c  

o r g a n i z a t i o n a l  g o a l s ?  T here  were  two r e a s o n s :  F i r s t ,  t h e  

P a r e n t s  A s s o c i a t i o n  was o n l y  i n t e r e s t e d  i n  g a t h e r i n g  r e ­

s o u r c e s  f o r  a p r e s c h o o l  p rog ram ,  n o t  i n  r e m o ld in g  t h e  h o s ­

p i t a l .  S e c o n d ly ,  " i t  i s  e a s i e r  t o  a d j u s t  a c t i o n s  t h a n  

r u l e s ,  e a s i e r  t o  s h i f t  r u l e s  t h a n  change  s t r u c t u r e s  t h a n  

a d o p t  new p u r p o s e s ."1 6  i n  o t h e r  w o rd s ,  even  i f  t h e  P a r e n t s  

A s s o c i a t i o n  f e l t  t h e  n e c e s s i t y  to  a l t e r  t h e  d e c i s i o n - m a k i n g  

p r o c e s s ,  t h e y  d i d  n o t  p o s s e s s  s u f f i c i e n t  power t o  change  o r  

m od ify  e i t h e r  t h e  h o s p i t a l ' s  d e c i s i o n - m a k i n g  s t r u c t u r e ( s )  o r  

i t s  p r i m a r y  m i s s i o n  o f  d i r e c t  h e a l t h  c a r e  d e l i v e r y .

5. S a l i e n t  p r a c t i t i o n e r  r o l e s . I n  C h a p te r  V, t h e  

d e s i g n  o f  t h e  p r o j e c t  s t i p u l a t e d  t h r e e  p r i m a r y  f u n c t i o n s  f o r  

t h e  s t a f f  a d v i s o r :  s a l e s m a n s h i p - - p r o m o t i n g  t h e  a c t i v i t i e s  o f  

t h e  P a r e n t s  A s s o c i a t i o n  w i t h i n  and o u t s i d e  o f  t h e  h o s p i t a l ;

n a v i g a t i o n - - r e f e r r i n g  t h e  p a r e n t s  t o  t h e  r i g h t  p e r s o n ;  t e a c h e r  

- - t h r o u g h  c o a c h i n g ,  r o l e - p l a y ,  o r  d i d a c t i c  i n s t r u c t i o n :  s k i l l s
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such  a s  c h a i r i n g  a  m e e t i n g ,  t a k i n g  m i n u t e s ,  s p e a k i n g  to  a 

b u r e a u c r a t ,  e t c .

D u r in g  t h e  f o r m a t i v e  s t a g e ,  t h e  ' t e a c h e r '  f u n c t i o n  

was p r e e m i n e n t  from J a n u a r y  t o  March 1976. The s t a f f  a d ­

v i s o r  had  num erous ,  l e n g t h y  t e l e p h o n e  c o n v e r s a t i o n s  w i t h  

Mrs.  P. r e g a r d i n g  t h e  n e ed  f o r  an a g e n d a ,  f o r  g e t t i n g  agenda  

i t e m s  f rom  t h e  p a r t i c i p a n t s  t h e m s e l v e s ,  f o r  d e l e g a t i n g  c e r ­

t a i n  r e s p o n s i b i l i t i e s  t o  t h e  o t h e r  p a r t i c i p a n t s  so t h a t  t h e  

l e a d e r s h i p  f u n c t i o n  can be  lo d g e d  t h r o u g h o u t  t h e  group  

r a t h e r  w i t h i n  one i n d i v i d u a l ,  e t c .  He a l s o  had  many im­

p ro m ptu  m e e t i n g s *  w i t h  Mrs. T . , t h e  s e c r e t a r y ,  r e g a r d i n g  

m in u te  t a k i n g  (what g e t s  i n t o  m in u te s  a s  w e l l  a s  w ha t  one  

l e a v e s  o u t )  and t h e  d i f f e r e n t  a p p r o a c h e s  t o w a rd  m o t i v a t i n g  

a t t e n d a n c e  and a c t i v e  ( i . e . ,  i n t e n s i v e )  p a r t i c i p a t i o n - -

s i n c e  Mrs. T. o f t e n  w an ted  t o  t a k e  a h a r d l i n e  a p p ro a c h ,  v i z . ,  

t h a t  p e o p l e  sh o u ld  be  t o l d  t h a t  t h e y  must  p a r t i c i p a t e  o r  t h a t  

any p a r e n t  who d i d  n o t  r e s p o n d  to  a  m e e t in g  n o t i c e  s h o u ld  be

* I n i t i a l l y ,  t h e  m e e t i n g s  w ere  impromptu  b e c a u s e  Mrs. 
T. w ou ld  come i n t o  t h e  s t a f f  a d v i s o r ' s  o f f i c e  w h i l e  h e r  
c h i l d  was b e in g  s e e n  by a t h e r a p i s t .  A f t e r  two o r  t h r e e  
su c h  u n s c h e d u l e d  m e e t i n g s ,  t h e  s t a f f  a d v i s o r  p u r p o s e l y  l e f t  
h i s  c a l e n d a r  c l e a r  t o  s e e  Mrs. T. on t h e  day  h e r  d a u g h t e r  
was i n  t h e r a p y .
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a u t o m a t i c a l l y  d ro p ped  f rom t h e  membership  r e g i s t e r .

I n  t e rm s  o f  e x p e n d i t u r e  o f  t im e ,  t h e  s t a f f  a d v i s o r ,  

was d o in g  more t e a c h i n g  t h a n  s e l l i n g  o r  n a v i g a t i n g  from 

J a n u a r y  t o  March 1976.  He d i d  i n t r o d u c e ,  how ever ,  t h e  

p a r e n t s  t o  a number o f  s c h o o l  o f f i c i a l s ,  and t o  p a r e n t s  

f rom o t h e r  l o c a l  o r g a n i z a t i o n s ;  and he  spoke  w i t h  a number 

o f  a d m i n i s t r a t i v e  s t a f f  f rom  b o t h  t h e  p u b l i c  s c h o o l  s y s te m  

and f rom a  p r i v a t e  s c h o o l  f o r  s p e c i a l  c h i l d r e n  a b o u t  t h e  

P a r e n t s 1 A s s o c i a t i o n  m e r i t o r i u s  g o a l s .  The f a c t  t h a t  f rom 

J a n u a r y  t o  March 1976, i t  was s t i l l  u n c e r t a i n  w h ich  i n s t i ­

t u t i o n s  i n  t h e  community would  c o n t r i b u t e  r e s o u r c e s  f o r  a 

p r e s c h o o l  p rog ram ,  gave  t h e  p a r e n t s  more t im e  to  l e a r n  by 

d o i n g - - e . g . ,  a t t e n d i n g  a m e e t i n g  h e l d  o u t s i d e  t h e  h o s p i t a l  

i n  t h e  D eputy  S u p e r i n t e n d e n t ' s  o f f i c e - - i n v i t i n g  t h e  P r e s i ­

d e n t  o f  t h e  h o s p i t a l ' s  A u x i l i a r y  t o  t h e  A s s o c i a t i o n ' s  

s c h e d u l e d  m e e t in g ;  e t c .  I t  a l s o  a l l o w e d  t h e  s t a f f  a d v i s o r  

t o  pay  h eed  t o  Kurzm an 's  p r a c t i c e  p r i n c i p l e s *  f o r  a s s i s t i n g  

an o p p r e s s e d  g ro u p .  The s t a f f  a d v i s o r  would p u r p o s e l y - -  

p a r t i c u l a r l y  a t  m e e t in g s  w i t h  t h e  Board o f  E d u c a t i o n - - s p e a k  

i n  a v i g o r o u s  and b o l d  f a s h i o n  so  t h a t  t h e  p a r e n t s  m ig h t  be

*See C h a p te r  2.
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i n s p i r e d  ( o r  i n f e c t e d )  by t h e  s t a f f  a d v i s o r ' s  c o n v i c t i o n .  

A f t e r  a few o f  t h e s e  m e e t i n g s ,  t h e  p a r e n t s  would  e x c l a i m  

to  t h e  s t a f f  a d v i s o r  t h a t  t h e y  were  so  happy  t h a t  i t  was

t h e  s t a f f  a d v i s o r  t o  whom t h e  o f f i c i a l  a d d r e s s e d  h i s  q u e s ­

t i o n ;  o r  a m o th e r  would t e l l  t h e  s t a f f  a d v i s o r  how d i f f i ­

c u l t  i t  was t o  " g e t  a word o u t . "  (These  same p a r e n t s  a r e  

now a b l e  t o  g i v e  i n t e r v i e w s  w i t h  r e p o r t e r s  w i t h o u t  t h e  

s t a f f  a d v i s o r  p r e s e n t  and a r e  a b l e  t o  a p p e a r  on p a n e l  d i s ­

c u s s i o n s  .)

I t  was a f t e r  t h e  h o s p i t a l  a g r e e d  t o  p r o v i d e  sp a c e  

f o r  t h e  p r e s c h o o l  p ro g ram  (March 1976) t h a t  t h e  s t a f f  a d ­

v i s o r  became p r e e m i n e n t l y  a n a v i g a t o r - - c o n s t a n t l y  g i v i n g  

th e  p a r e n t s ,  p a r t i c u l a r l y ,  Mrs. P . ,  i n s i d e  i n f o r m a t i o n  on 

how t h e y  c o u l d  n e g o t i a t e  t h e  h o s p i t a l  sy s te m --w h o  t o  c a l l ,  

who t o  w r i t e  a memo t o ,  who t o  m ee t  w i t h  on a f a c e - t o - f a c e  

b a s i s ,  who n o t  t o  c a l l ,  e t c .  The s t a f f  a d v i s o r ' s  p u r p o s e  

i n  g i v i n g  o u t  t h i s  ty p e  o f  i n f o r m a t i o n  was n o t  n e c e s s a r i l y  

t o  e d u c a t e  t h e  p a r e n t s  on how t h e  h o s p i t a l  works  b u t  i n f o r ­

m a t i o n  w h ic h  t h e y  i n  t u r n  c o u ld  u s e  to  c o n s t r a i n  t h e  h o s p i ­

t a l  t o  e i t h e r  a c t  o r  n o t  a c t  i n  a c e r t a i n  way. From March

t o  J u n e  1976, t h e  o p e r a t i v e  model f o r  t h e  s t a f f  a d v i s o r  was 

n o t  a community deve lop m en t  model b u t  a  " g u e r i l l a  i n  t h e
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bureaucracy" model:

But suppose the community has an insider--like the 
community planner--who not only understands all this 
red tape but also has access to information about 
the city's activities in the community. Through him, 
the results can lay their hands on the weapon of 
information and attack unwanted city policies at 
their weakest points. ^

Every bureaucracy has its secrets which are privy only to

its staff. In the same way a staff can sabotage their

employer's request for the implementation of a new policy

directive by 'going by the book,' i.e., adhering strictly

to antiquated established procedural minutia, the staff

advisor was able to put the hospital administration 'on

the spot' by giving the parents office secrets.

5b .  Role  s t r a i n . One o f  t h e  h y p o t h e s e s  o f  t h i s  p r o -

ject was that the staff advisor would experience role

strain as a result of the varied and conflicting demands

made on him by different parties (parents, hospital admini

stration, and colleagues from the Developmental Center).

One strain that was experienced by the staff ad­

visor throughout the duration of this project was that he 

was still responsible for certain casemanager functions as 

well as intake interviews for families who came to the
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t h e  D e v e lo p m en ta l  C e n t e r  f o r  a s s i s t a n c e .  S in c e  t h e r e  a r e  

o n ly  "x"  h o u r s  i n  a  d a y ,  t h e  s t a f f  a d v i s o r  had t o  f i n d  a 

way to  f u l f i l l  h i s  r o l e  as  t h e  C e n t e r ' s  S o c i a l  Worker and 

to  f i n d  t h e  t im e  t o  f u l f i l l  h i s  "new" r o l e  as  " s t a f f  

a d v i s o r "  t o  t h e  P a r e n t s  A s s o c i a t i o n .  This  i s s u e  o f  t im e  

a l l o c a t i o n  h a d ,  t o  some d e g r e e ,  a  " l i f e  and  d e a t h "  q u a l i t y  

to  i t  b e c a u s e  a l l  p rog ram s  in  t h e  h o s p i t a l  were  c o n c e rn e d  

t h a t  w i t h o u t  "good s t a t i s t i c s "  ( i . e . ,  l a r g e  number o f  

i n t e r v i e w  s e s s i o n s )  a p rog ram  o r  s e r v i c e  would f i n d  i t s e l f  

in  a  v u l n e r a b l e  p o s i t i o n  a t  a t im e  when c i t y  and s t a t e  

o f f i c i a l s  were  l o o k in g  f o r  p rogram s t o  c u t .  The s t a f f  a d ­

v i s o r  r e s o l v e d  t h e  p r o b le m ,  a d m i n i s t r a t i v e l y ,  by " c o u n t ­

i n g "  e a c h  p a r e n t  who a t t e n d e d  th e  b i m o n t h l y  m e e t i n g  on h i s  

m o n th ly  s t a t i s t i c a l  fo rm .  On t h e  o t h e r  h a n d ,  we can  o n ly  

s u r m i s e  what  th e  o p p o r t u n i t y  c o s t  w a s - - t h a t  i s ,  how many 

o t h e r  p a r e n t s  o f  h a n d ic a p p e d  c h i l d r e n  who n e e d e d  e i t h e r  

c o u n s e l  o r  r e s o u r c e s  o r  b o t h  d i d  n o t  r e c e i v e  i t  b e c a u s e  

t h e  s t a f f  a d v i s o r  had d e c i d e d  t o  a l l o c a t e  more t im e  ( i . e . ,  

a l i m i t e d  r e s o u r c e )  t o  t h e  P a r e n t s  A s s o c i a t i o n .  A l th o u g h  

t h e  s t a f f  a d v i s o r  a lw ays  found  "some" t im e  t o  a s s i s t  

p a r e n t s  who r e q u e s t e d  h i s  i n t e r v e n t i o n ,  he r a r e l y  found
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t h e  t im e  to  c o n t a c t  p a r e n t s  whom he d id  n o t  h e a r  f r o m - -  

w h ich  he u se d  t o  do a s  a  r o u t i n e  p r a c t i c e  p r i o r  to  t h e  

c r e a t i o n  o f  t h e  P a r e n t s  A s s o c i a t i o n .  R e a l i z i n g  t h a t  he 

was n o t  g e t t i n g  f e e d b a c k  f rom some p a r e n t s ,  t h e  s t a f f  

a d v i s o r  would c o n s t a n t l y  a s k  h i s  c o l l e a g u e s  ( e . g . ,  

p s y c h o l o g i s t ,  s p e e c h  t h e r a p i s t ,  p e d i a t r i c i a n ,  p s y c h i a t r i s t )  

i f  t h e y  had  h e a r d  from t h i s  o r  t h a t  p a r e n t .  I n  o t h e r  

w o rd s ,  g e t t i n g  f e e d b a c k  f rom  h i s  c o l l e a g u e s  was a f u n c t i o n a l  

e q u i v a l e n t  (which i n v o l v e d  l e s s  t im e )  f o r  c a l l i n g  a  p a r e n t .

So lo n g  as  t h e  s t a f f  a d v i s o r  and th e  e f f o r t s  of  th e  

p a r e n t s  were  f o c u s e d  o u t s i d e  o f  t h e  h o s p i t a l  ( f rom  J a n u a r y -  

March 1 9 7 6 ) ,  t h e  s t a f f  a d v i s o r  d i d  n o t  e x p e r i e n c e  any r o l e  

s t r a i n  which  was t h e  r e s u l t a n t  o f  " c o n f l i c t i n g "  demands.  

However, a s  soon  a s  t h e  p r e s c h o o l  p ro g ram  was l o c a t e d  a t  

t h e  h o s p i t a l ,  t h e  s t a f f  a d v i s o r  began  t o  be " p u l l e d "  in  

d i f f e r e n t  d i r e c t i o n s - - f o r  exam p le ,  t h e  p a r e n t s  w an ted  t h e  

t h i r d  f l o o r  a s  t h e  l o c a t i o n  f o r  t h e  p ro g ram ;  t h e  C h i e f  o f  

S e r v i c e  w an ted  t h e  t h i r d  f l o o r  b e c a u s e  he d id  n o t  want  i t  

on t h e  n i n t h  f l o o r  ( p e d i a t r i c  s e r v i c e ) ;  and one  A f f i l i a t i o n  

A d m i n i s t r a t o r  w a n ted  t h e  p rog ram  on th e  n i n t h  f l o o r  b e c a u s e  

he was engaged  i n  a  power s t r u g g l e  w i t h  t h e  C h i e f  o f
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S e r v i c e .  I n  t h i s  p a r t i c u l a r  c a s e ,  t h e  s t a f f  a d v i s o r  i n ­

formed t h e  p a r e n t s  t h a t  he d i d  n o t  want  t o  t a k e  a s t r o n g  

s t a n d  b e c a u s e  he f e l t  e i t h e r  t h e  t h i r d  f l o o r  o r  t h e  n i n t h  

f l o o r  would be  a " s u i t a b l e "  sp a c e  f o r  t h e  c h i l d r e n - - e a c h  

f l o o r  p o s s e s s i n g  c e r t a i n  a d v a n t a g e s  a s  w e l l  a s  d i s a d v a n ­

t a g e s .  But he a l s o  c o n f i d e d  t o  t h e  p a r e n t s  t h a t  t h e  sp a c e  

i s s u e  was b e i n g  u se d  a s  a sm o ke sc re en  f o r  a  power s t r u g g l e  

and t h a t  he ( s t a f f  a d v i s o r )  d i d  n o t  want  to  be " s c o r c h e d "  

i n  t h e  p r o c e s s .

S i n c e  t h e  s p a c e  i s s u e  ( i . e . ,  t h i r d  o r  n i n t h  f l o o r )

t h e r e  were  o t h e r  t im e s  when t h e  s t a f f  a d v i s o r  c o n f i d e d  to

t h e  p a r e n t s  t h a t  he was c o n c e rn e d  a b o u t  h i s  p o s i t i o n  w i t h i n

t h e  h o s p i t a l .  T h e re  i s  much v a l i d i t y  t o  C lo w a r d ' s  comment,

" I t  i s  n o t  e a sy  to  be  a  b u r e a u c r a t ,  i n t e n t  on r i s i n g  w i t h i n

t h e  b u r e a u c r a c y  and s i d e  w i t h  t h e  c l i e n t s  and v i c t i m s  o f

18t h a t  b u re a u c ra c y ."  The s t a f f  a d v i s o r  i n  one i n s t a n c e  

in fo rm e d  Mrs .  P .  t h a t  he d i d  n o t  want  h e r  t o  "jump th e  

l i n e "  b e c a u s e  he  f e a r e d  t h a t  t h e  l o w e r - l e v e l  a d m i n i s t r a t o r  

would h a r a s s  h im. By u s i n g  t h e  p a r e n t s '  c o m p le te  c o n f i ­

dence  and  l o y a l t y  t o  t h e  s t a f f  a d v i s o r ,  t h e  s t a f f  a d v i s o r  

was a b l e  t o  l e s s e n  t h e  p a r e n t s  demands on him w heneve r  t h e s e
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demands c o n f l i c t e d  w i t h  t h e  h o s p i t a l  a d m i n i s t r a t i o n .

I n  t h e  same way t h a t  i t  may be  a x i o m a t i c  t h a t  

a g ency  "Y" w i l l  h o ld  agency "X" r e s p o n s i b l e  f o r  t h e  m i l i ­

t a n t  a c t i o n  o f  a  g r a s s - r o o t s  g r o u p ,  i t  may be  e q u a l l y  

a x i o m a t i c  t h a t  agency  "X" w i l l  h o ld  t h e  s t a f f  a d v i s o r  r e ­

s p o n s i b l e  f o r  any " i r r e s p o n s i b l e "  o r  " t r o u b l e s o m e "  b e ­

h a v i o r  o f  th e  consumer g r o u p .  On a t  l e a s t  t h r e e  o c c a s i o n s  

t h e  s t a f f  a d v i s o r  was e i t h e r  warned d i r e c t l y  o r  c a u t i o n e d  

i n d i r e c t l y  t h a t  he was e x p e c t e d  t o  " i n f l u e n c e "  t h e  a c t i o n s  

o f  t h e  p a r e n t s .  The s t a f f  a d v i s o r  r e a c t e d  by n e v e r  r e ­

s p o n d in g  a p o l e g e t i c a l l y - - h e  d i d  n o t  want  t o  hav e  h i m s e l f  

p e r c e i v e d  a s  an i n d i v i d u a l  who c o u ld  be  i n t i m i d a t e d .  He 

a l s o  would demand a c o u n t e r - p r o p o s a l  f rom  t h e  a d m i n i s t r a t o r  

- - w h a t  s / h e  would do i f  he w ere  i n  t h e  p a r e n t s '  s i t u a t i o n .  

Sometimes t h i s  l a t t e r  a p p ro a c h  would f o r c e  th e  a d m i n i s t r a t o r  

t o  t a k e  a  more ' u n d e r s t a n d i n g '  p o s i t i o n .  N o n e t h e l e s s ,  t h e  

s t a f f  a d v i s o r  was a lw ays  m i n d f u l  t h a t ,  i r r e s p e c t i v e  o f  t h e  

' r i g h t n e s s '  o f  t h e  p a r e n t s '  a c t i o n s ,  t h e  h o s p i t a l  a d m i n i s ­

t r a t i o n  would a lw ays  assume t h a t  t h e  s t a f f  a d v i s o r  e i t h e r  

e n c o u r a g e d  t h i s  o r  t h a t  a c t i o n  o r  d i d  n o t  u s e  h i s  

i n f l u e n c e  to  g e t  t h e  p a r e n t s  t o  do so m e th in g  e l s e .
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5 c .  I n  C h a p te r  IV, F i g .  1 i n d i c a t e d  a  h y p o t h e t i c a l  

c o u r s e  o f  p r o f e s s i o n a l  i n v o lv e m e n t  o v e r  a p e r i o d  o f  t im e .

By March 1976,  t h e  p a r e n t s  w ere  a b l e  t o  c o n d u c t  a  b u s i n e s s  

m e e t i n g ;  t h e  s e c r e t a r y  knew how t o  t a k e  m i n u t e s ;  t h e  c h a i r ­

p e r s o n  knew how t o  p r e p a r e  an  agen d a  and  how to  e l i c i t  

s u g g e s t i o n s  f rom t h e  p a r t i c i p a n t s ;  t h e r e f o r e ,  t h e  s t a f f  

a d v i s o r  d id  n o t  have  t o  d e v o te  a s  much t im e  t e a c h i n g  t h e s e  

a f o r e m e n t i o n e d  s k i l l s  a f t e r  March 1976.  In  A p r i l  1976,  

h ow ever ,  when t h e  Board o f  E d u c a t i o n  gave  t h e  p a r e n t s  and 

t h e  h o s p i t a l  a  s p e c i a l  e d u c a t i o n  t e a c h e r  and a $400 .0 0  

a l l o t m e n t  f o r  t h e  p u r c h a s e  o f  e q u ip m e n t ,  t h e  s t a f f  a d v i s o r  

s p e n t  as  much t im e  t e a c h i n g  t h e  p a r e n t s  'how t o  o p e r a t e '  a  

p rog ram  as  he once  d i d  t e a c h i n g  them a d m i n i s t r a t i v e  s k i l l s  

(on c o n d u c t i n g  m e e t i n g s ) .  F o r  ex am p le ,  t h e  s t a f f  a d v i s o r  

c o n d u c te d  r e h e a r s a l s  w i t h  t h e  p a r e n t s  so t h a t  t h e  p a r e n t s  

would  know what  q u e s t i o n s  t o  a s k  when t h e y  i n t e r v i e w e d  t h e  

Board o f  E d u c a t i o n  t e a c h e r - - b e f o r e  t h e  p a r e n t s  d e c i d e d  t o  

o f f i c i a l l y  a c c e p t  h e r  a t  t h e  h o s p i t a l .  Then t h e r e  was a  

q u e s t i o n  a s  t o  w h e th e r  t h e r e  would be a  " f e e " - -  w h ich  

i n v o l v e d  i s s u e s  su c h  a s  M e d ic a id  payment  v s .  n o n - M e d ic a id ;  

a  h o s p i t a l  p rog ram  v s .  Board o f  E d u c a t i o n  p ro g ram .  The 

s t a f f  a d v i s o r  had to  h e lp  t h e  p a r e n t s  t o  s e e  t h a t  e a c h
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s o l u t i o n  had  c o n s e q u e n c e s  n o t  o n l y  f o r  e a c h  i n d i v i d u a l  f a m i l y  

b u t  f o r  t h e  h o s p i t a l  as w e l l  as  f o r  t h e  P a r e n t s  A s s o c i a t i o n !  

From J a n u a r y  t o  Ju n e  1976, t h e  s t a f f  a d v i s o r  d e v o te d  a t  

l e a s t  8 -10  h o u r s  p e r  week t o  h i s  work w i t h  t h e  P a r e n t s  A s so ­

c i a t i o n ;  wha t  c hanged  was how he  u s e d  t h o s e  h o u r s  o v e r  t h i s  

p e r i o d  o f  t i m e .

6 . O r i e n t a t i o n  to w a rd  power s t r u c t u r e . Rothman s t a t e s ,  

"One c o n se q u e n c e  o f  t h i s  [members o f  t h e  power s t r u c t u r e  a r e  

c o n s i d e r e d  t o  be  c o l l a b o r a t o r s  i n  a common v e n t u r e ]  m igh t  

w e l l  be  t h a t  i n  Model community d e v e lo p m e n t  o n l y  g o a l s  upon 

w h ich  t h e r e  c an  be  m u tu a l  a g re e m e n t  become l e g i t i m a t e  o r  

r e l e v a n t ,  t h e  g o a l s  w h ich  i n v o l v e  i n c o m p a t i b l e  i n t e r e s t s  a r e  

i g n o r e d  o r  d i s c a r d e d  as i n a p p r o p r i a t e . " - ^  A l th o u g h  t h e  

p a r e n t s  n e v e r  s p e c i f i c a l l y  s t a t e d  w ha t  t h e i r  o r i e n t a t i o n  was 

to w a rd  t h e  "power s t r u c t u r e ( s ) , "  t h e y  d i d  b e l i e v e  t h a t  

e i t h e r  p r e s s u r e  f rom  consumer g r o u p s ,  money, o r  p o l i t i c a l  

p r e s s u r e  was o f t e n  n e c e s s a r y  b e f o r e  an agen c y  o r  i n s t i t u t i o n  

would  s u r r e n d e r  a r e s o u r c e ,  y i e l d  on a  p o l i c y  i s s u e ,  o r  c on ­

demn an e s t a b l i s h e d  p r a c t i c e .  The p a r e n t s  c o n t a c t e d  o n ly  

t h o s e  a g e n c i e s  o r  p e r s o n s  w h ich  had  some d i r e c t  r e l a t i o n s h i p  

w i t h  s e r v i c e s  f o r  c h i l d r e n  o r  f o r  c h i l d r e n  w i t h  d e v e l o p m e n t a l  

h a n d i c a p s .  They a lw ays  a p p ro a c h e d  an  a g en cy  o r  a  k ey  p e r s o n
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on two l e v e l s :  ( i )  o v e r t l y - - t h a t  t h e  agency  w a n te d  t o  a c t  

i n  t h e  b e s t  i n t e r e s t s  o f  h a n d ic a p p e d  c h i l d r e n ;  and ( i i )  

c o v e r t l y - - t h a t  t h e  a g ency  w i l l  do wha t  i t  n e e d s  t o  do f o r  

i t s e l f .  I n  o t h e r  w o rd s ,  we may i n f e r  f rom t h e  p a r e n t s '  

a c t i o n s  and words t h a t  t h e i r  o r i e n t a t i o n  to w a rd  t h e  power 

s t r u c t u r e  w a s : th o u g h  t h e y  d i d  n o t  b e l i e v e  i n  a  m o n o l i t h i c  

power s t r u c t u r e  ( " t h e m " ) , t h e y  d i d  h a r b o r  a  s t r o n g  s u s p i c i o n  

o f  d i s t r u s t  to w a rd  a g e n c i e s / i n s t i t u t i o n s ; an  agen cy  was 

g u i l t y  u n t i l  p r o v e n  i n n o c e n t ,  even  an  agency  w i t h  a c l e a r  

m an d a te  t o  s e r v i c e  h a n d i c a p p e d  c h i l d r e n .

7. Boundary  d e f i n i t i o n  o f  t h e  community  c l i e n t  sy s te m  

o r  c o n s t i t u e n c y . I n  a c l a s s i c a l  community d ev e lo p m e n t  p r o ­

j e c t ,  t h e  n e ig h b o r h o o d  o r  t h e  b l o c k  r e p r e s e n t s  t h e  o b j e c t  

as  w e l l  a s  t h e  c o n t e x t  f o r  c h an g e .  Fo r  t h i s  p r o j e c t ,  

g e o g ra p h y  was an i m p o r t a n t  c o n t e x t u a l  f a c t o r .  The P a r e n t s  

A s s o c i a t i o n  a rg u e d  e f f e c t i v e l y  t h a t  a h a n d ic a p p e d  c h i l d ' s  

c h an c e  f o r  s e r v i c e s  (and  im provement)  was b a s e d  on " a c c i d e n t  

o f  b i r t h " - - t h e  u n f a i r n e s s  o f  t h e  f a c t  t h a t  c h i l d r e n  who 

l i v e d  o n l y  i n  c e r t a i n  a r e a s  had  a c c e s s  t o  s p e c i a l i z e d  p r e ­

s c h o o l  p ro g ra m s .  Geography  was a s i g n i f i c a n t  p a r a m e t e r  f o r  

a n o t h e r  r e a s o n - - i t  was a s m a l l  enough a r e a  f o r  p a r e n t s  t o  

meet  i n f o r m a l l y  i n  t h e  s t r e e t s  w h i l e  ( s a y )  s h o p p in g  o r  t o
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v i s i t  one a n o t h e r  w i t h o u t  t r a v e l l i n g  lo n g  d i s t a n c e s ;  i t  i n ­

d i r e c t l y  i n c r e a s e d  o r g a n i z a t i o n a l  m o r a l e .

8 . A ssu m pt io n s  r e g a r d i n g  i n t e r e s t s  o f  community s u b ­

p a r t s  . The P a r e n t s  A s s o c i a t i o n  d i d  n o t  l i v e  u n d e r  t h e  

i l l u s i o n  t h a t  a l l  a g e n c i e s / i n s t i t u t i o n s  s h a r e d  t h e  same g o a l s  

o r  t h a t  t h e s e  d i v e r s e  g o a l s  were  " b a s i c a l l y  r e c o n c i l a b l e  and

r e s p o n s i v e  to  t h e  i n f l u e n c e s  o f  r a t i o n a l  p e r s u a s i o n ,  commu-

20n i c a t i o n ,  and m u tu a l  good w i l l . "  The p a r e n t s  i n s i s t e d  

t h a t  e ac h  agency  con fo rm  t o  i t s  s t a t e d  g o a l s  and w henever  

p o s s i b l e  u s e d  t h e  New York C i t y  D epa r tm en t  o f  M e n ta l  H e a l t h

and  M e n ta l  R e t a r d a t i o n  as  a l e v e r a g e  f o r  m a n i p u l a t i o n  (power) 

s i n c e  i t  was t h e  a g en c y  w h ich  s e t  s t a n d a r d s  and m o n i t o r e d  

c o n t r a c t s  w i t h  v o l u n t a r y  a s  w e l l  a s  p u b l i c  f a c i l i t i e s .  As 

s t a t e d  i n  i t e m  6 ,  t h e  p a r e n t s  n e v e r  t h o u g h t  f o r  a  moment t h a t  

an  i n s t i t u t i o n  o r  a g en cy  w ould  be c h a r i t a b l e  f o r  t h e  s a k e  o f  

b e i n g  c h a r i t a b l e - - e v e n  when t h e  agency  a c c e p t e d  i n  t o t o  t h e  

o b j e c t i v e s  and g o a l s  o f  t h e  P a r e n t s  A s s o c i a t i o n .  What was 

m ost  f r u s t r a t i n g  f o r  t h e  p a r e n t s  t o  c o n s t a n t l y  h e a r  was t h a t  

no  one agency  o r  i n s t i t u t i o n  was r e s p o n s i b l e  f o r  s e r v i c e s  

f o r  h a n d ic a p p e d  p r e s c h o o l  c h i l d r e n ,  th o u gh  e v e ry o n e  was i n  

f u l l  a g re e m e n t  t h a t  su c h  p rogram s were  n e e d e d  on b o t h  t h e  

'g o o d n e s s  t e s t s '  ( v i z . ,  t h a t  su ch  p rog ram s  c o u ld  s u b s t a n t i a l l y
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improve t h e  f u n c t i o n i n g  o f  h a n d ic a p p e d  c h i l d r e n )  and t h e  

' e f f i c i e n c y  t e s t '  ( v i z . ,  t h a t  su c h  p rogram s  w ere  l e s s  

e x p e n s i v e  t h a n  p rogram s i n  i n s t i t u t i o n s ) .

9 .  C o n c e p t io n  o f  t h e  p u b l i c  i n t e r e s t . The p a r e n t s  n e v e r  

f e l t  t h a t  t h e y  had  t o  j u s t i f y  t h e i r  in v o lv e m e n t  in  t h e  commu­

n i t y  a s  a d v o c a t e s  f o r  i n c r e a s e d  s e r v i c e s  f o r  h a n d ic a p p e d  p r e ­

s c h o o l  c h i l d r e n .  They b e l i e v e d  in  t h e  d e m o c r a t i c  e t h o s  a s  

e x e m p l i f i e d  in  t h e  B i b l i c a l  p r o v e r b ,  " L e t  us  s i t  down and 

r e a s o n  t o g e t h e r , "  th o ug h  th e y  r e c o g n i z e d  t h a t  n o t  e v e ry o n e

a t  t h e  t a b l e  was e q u a l  i n  te rm s  o f  pow er .  To u s e  R o thm an 's

21a n a l y t i c a l  f ram ew ork ,  t h e  p a r t i c i p a n t s  s h a r e d  two d i a ­

m e t r i c a l l y  o p p o s i t e  v i e w p o i n t s :  (a )  r a t i o n a l i s t - - t h r o u g h  

r a t i o n a l  d i s c o u r s e  w h ich  i n v o l v e d  many p a r t i e s  a f a i r  s o l u ­

t i o n  can  be  fo u n d ;  a n d ,  (b)  r e a l i s t - - p u b l i c  p o l i c y  was d e ­

t e r m in e d  by a b a l a n c e  o f  power .  The p a r e n t s  r e c o g n i z e d  t h a t  

r a t i o n a l  d i s c o u r s e  w i t h o u t  t h e  a c c u m u l a t i o n  r e s o u r c e s  was 

an e x e r c i s e  in  f u t i l i t y ;  t h a t  t h e  d e m o c r a t i c  e t h o s  o r  t h e  

American  c r e d o  was n o t  i n  o p p o s i t i o n  t o  t h e  a c c u m u l a t i o n  o f  

( o r  c o m p e t i t i o n  f o r )  r e s o u r c e s .

10 and 11 .  C o n c e p t io n  o f  t h e  c l i e n t  p o p u l a t i o n  o r  

c o n s t i t u e n c y . The p a r e n t s  v iew ed  t h e m s e lv e s  a s  consum ers  

( r e c i p i e n t s )  and t h e r e f o r e  r e s p o n s i b l e  f o r  d e t e r m i n i n g  what
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s e r v i c e s  w ere  r e q u i r e d  f o r  t h e i r  c h i l d r e n  and  how t h e s e  

s e r v i c e s  w e re  t o  be d e f i n e d .  In  f a c t ,  t h e y  u se d  t h e i r  r o l e  

as  " p a r e n t s "  i n  g e n e r a l  and as  " m o th e r s "  i n  p a r t i c u l a r  t o  

j u s t i f y  t h e i r  b a s i c  r i g h t  t o  v i g o r o u s l y  demand s e r v i c e s  i n  

b e h a l f  o f  t h e i r  c h i l d r e n .  The r o l e  o f  p a r e n t , n o t  t h a t  o f  

' c i t i z e n '  o r  even  ' c o n s u m e r , '  was t h e  o v e r a r c h i n g  r o l e .

Us ing  R o thm an 's  f ramework a s  a  h e u r i s t i c  m odel ,  t h e  

P a r e n t s  A s s o c i a t i o n  was c o n g r u e n t  w i t h  a community d e v e l o p ­

ment model e x c e p t  f o r  t h r e e  v a r i a b l e s :  (a)  g e o g ra p h y - -m o re  

o f  a  c o n t e x t u a l  f a c t o r  t h a n  an o b j e c t  f o r  ch ang e ;  (b) power 

s t r u e t u r e - - r e c o g n i z e d  t h a t  i n s t i t u t i o n s  were  n o t  i n h e r e n t l y  

m a l e v o l e n t ;  on t h e  one hand ,  t h a t  t h e y  do r e s p o n d  t o  

r a t i o n a l  d i s c o u r s e ;  on t h e  o t h e r  h a n d ,  r a t i o n a l  d i s c o u r s e  

had  a g r e a t e r  im p a c t  when i t  was a ccom pan ied  w i t h  some d e ­

g r e e  o f  power;  ( c )  t h a t  t h e y  j u s t i f i e d  t h e i r  i n v o lv e m e n t  as  

w e l l  as t h e i r  c l a i m  f o r  a  p r e s c h o o l  p ro g ram  on t h e  b a s i s  o f  

t h e i r  r o l e  as  p a r e n t s - - n o t  a s  c i t i z e n s  p e r  s e .

U n a n t i c i p a t e d  C onsequences

U n l ik e  t h e  p h y s i c a l  s c i e n c e s ,  no s o c i a l  s c i e n c e  

t h e o r y  h a s  g iv e n  us  t h e  a b i l i t y  t o  p r e d i c t  w i t h  u n f a i l i n g  

a c c u r a c y  t h a t  u n d e r  c o n d i t i o n s  "X ,"  " Y ,"  and  "Z" o r  any
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c o m b in a t io n  o r  p e r m u t a t i o n  t h e r e o f  a c e r t a i n  outcome w i l l  

r e s u l t .  Over and beyond  t h e  l i m i t a t i o n s  o f  s o c i a l  s c i e n c e  

t h e o r y ,  a  l o n g - r a n g e  p l a n  w i t h  p r e c i s e  d e t a i l s  can  r a r e l y  

be im p lem en ted  i n  a democracy  b e c a u s e  as  E t z i o n i  h a s  s t a t e d ,  

" d e m o c r a c ie s  must  a c c e p t  a  r e l a t i v e l y  h i g h  d e g r e e  o f  i n c r e -  

m e n t a l i s m  b e c a u s e  o f  t h e i r  g r e a t e r  n e e d  t o  g a i n  s u p p o r t  f o r  

new d e c i s i o n s  f rom many and c o n f l i c t i n g  g r o u p s ,  a n e ed  t h a t  

r e d u c e s  t h e i r  c a p a c i t y  to  f o r m u l a t e  and  f o l l o w  a l o n g - r u n  

p l a n . T h e r e  w as ,  however ,  o n l y  one u n a n t i c i p a t e d  c o n ­

se q u e n c e  d u r i n g  t h e  f o r m a t i v e  s t a g e  ( J a n u a r y  t o  J u n e  1 9 7 6 ) ,

b u t  many u n a n t i c i p a t e d  c o n s e q u e n c e s  a f t e r  Ju n e  1976; (a)  

A f t e r  g i v i n g  t h e  p a r e n t s / h o s p i t a l  t h e  t e a c h e r  i n  A p r i l  

1976, t h e  Board  o f  E d u c a t i o n  removed t h e  t e a c h e r  on Septem­

b e r  13, 1976 w i t h  o n l y  one w e e k ' s  ad v an ce  n o t i c e ;  (b)  T h a t  

Mrs.  F . , an  a c t i v e  p a r t i c i p a n t  u se d  h e r  r e l a t i v e  t o  g e t  t h e

A s s o c i a t i o n  t e l e v i s i o n  c o v e r a g e  on a m a jo r  n e t w o r k - - p a r e n t s  

and c h i l d r e n  were  f i l m e d  t w i c e  w i t h i n  a two month p e r i o d ;  

t h a t  Mrs. A . ,  an a c t i v e  p a r t i c i p a n t ,  had a r e l a t i v e  i n  a 

h i g h  p o s i t i o n  i n  t h e  U .F .T .  ( t e a c h e r ' s  u n io n )  who b eg an  to  

e x e r t  p r e s s u r e  t h r o u g h  t h e  m ed ia ;  (c )  T h a t  t h r o u g h  t h e  

p u b l i c i t y  t h e  p a r e n t s  found  a q u a l i f i e d  v o l u n t e e r  t o  work 

w i t h  t h e  c h i l d r e n  on a d a i l y  b a s i s ;  (d)  T h a t  by Ju n e  1976,
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t h e  s t a f f  a d v i s o r  was g a i n i n g  a c c e s s  t o  c e r t a i n  h o s p i t a l  

c h a n n e l s  o f  com m un ica t io n  w h ich  were  n e v e r  open t o  h im  b e ­

f o r e  t h e  c r e a t i o n  o f  t h e  P a r e n t s  A s s o c i a t i o n .

The one u n a n t i c i p a t e d  c o n se q u e n c e  w h ich  o c c u r r e d  

d u r i n g  t h e  f o r m a t i v e  s t a g e  ( J a n u a r y  t o  Ju n e  1976) was t h e  

f a c t  t h a t  s i n c e  Mrs. P . ,  c h a i r p e r s o n ,  was s t i l l  l o o k i n g  

f o r  a p r e s c h o o l  p ro g ram  f o r  h e r  3 1 /2  y e a r  o l d  son ,  h e r  

s i t u a t i o n  a c t e d  a s  a c o n s t r a i n t  as  w e l l  a s  a s o u r c e  f o r  

chang e .  I t  was a c o n s t r a i n t  b e c a u s e  she  was r e l u c t a n t  t o  

p u b l i c i z e  h e r  r o l e  as  c h a i r p e r s o n  as  w e l l  as  h e r  a c t i v e  

p a r t i c i p a t i o n  i n  t h e  P a r e n t s  A s s o c i a t i o n  " b e c a u s e  p r o f e s ­

s i o n a l s  do n o t  l i k e  t o  d e a l  w i t h  t r o u b l e m a k e r s  so I ' m  n o t  

g o in g  to  t a k e  any gamble u n t i l  I  g e t  my c h i l d  i n t o  an 

e s t a b l i s h e d  p r e s c h o o l  p r o g r a m ."  I t  was a s o u r c e  o f  change  

b e c a u s e  sh e  r e q u e s t e d ,  i n  h e r  c a p a c i t y  as  c h a i r p e r s o n ,  t h a t  

c e r t a i n  p r a c t i c e s  i n  t h e  h o s p i t a l  b e  ch anged :  " I  c a n ' t  s e e  

how my son  as  w e l l  as  o t h e r  c h i l d r e n  a r e  t r e a t e d  by two 

d e p a r t m e n t s  and t h e  s t a f f  o f  b o t h  d e p a r t m e n t s  r a r e l y  t a l k  

t h i n g s  o v e r  e x c e p t  on an o c c a s i o n  i n  t h e  c o r r i d o r s . "  Now 

t h a t  Mrs. P. h a s  h e r  son e n r o l l e d  i n  an e s t a b l i s h e d  p r e ­

s c h o o l  p ro g ram  (two y e a r s  on a  w a i t i n g  l i s t ) ,  Mrs. P. h a s  

t a k e n  a b o l d e r  s t a n c e  on more i s s u e s  t h a n  sh e  h a d  done
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p r e v i o u s l y .

The f a c t  t h a t  t h e r e  was o n ly  one u n a n t i c i p a t e d  

c o n se q u e n c e  f rom  J a n u a r y - J u n e  1976 b u t  many t h e r e a f t e r  

i n d i c a t e s  t h a t  t h e  p r o j e c t ' s  t h e o r e t i c a l  u n d e r p i n n i n g  and 

t h e  p r a c t i c e  p r i n c i p l e s  were  a p p l i c a b l e  o n ly  t h r o u g h o u t  

t h e  f o r m a t i v e  s t a g e  o f  d e v e lo p m e n t .  T ha t  we would n e e d  to  

d e v e lo p  a n o t h e r  model  a s  t h e  P a r e n t s  A s s o c i a t i o n  moved 

from an embryon ic  and f e t a l  s t a g e  t o  t h e  s t a g e  o f  n e o n a t e .

P r o c e s s  and Task  Goals

T h is  p r o j e c t  h a s  d e m o n s t r a t e d  t h a t  we s h o u l d  n o t  

v iew  p r o c e s s  and t a s k  g o a l s  a s  two d i f f e r e n t  c o i n s  b u t  

r a t h e r  as  two s i d e s  o f  t h e  same c o i n .  As t h e  p a r e n t s  

a c q u i r e d  r e s o u r c e s  t o  e s t a b l i s h  a  p r e s c h o o l  p ro g ra m ,  th e y  

were  a l s o  a c q u i r i n g  t h e  i n f l u e n c e  (o r  power)  th e y  n e e d e d  

t o  make th e m s e lv e s  c r e d i t a b l e  as  a v i a b l e  h o s p i t a l - b a s e d  

g r o u p ;  t h e  a c q u i s i t i o n  of  t h e  t a s k  g o a l  ( p r e s c h o o l  p rog ram )  

gave th e  p a r e n t s  t h e  o p p o r t u n i t y  t o  a c h i e v e  a s i g n i f i c a n t  

p r o c e s s  g o a l  ( i n s t i t u t i o n a l i z a t i o n  w i t h i n  t h e  h o s p i t a l ) .  

When th e  p a r e n t s  l o s t  t h e  t e a c h e r  ( t h e  t a s k  g o a l )  i n  

S e p tem b er  1976,  t h e y  were i n  a  p o s i t i o n  to  i n f l u e n c e  t h e  

h o s p i t a l  ( p r o c e s s  g o a l )  t o  g e t  t h e  A d m i n i s t r a t i o n  t o
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su b m i t  an H.E.W. d e m o n s t r a t i o n  g r a n t  ($ 7 0 -1 2 0 ,0 0 0 )  f o r  a  

p r e s c h o o l  p rogram  f o r  d e v e l o p m e n t a l l y  h a n d ic a p p e d  c h i l d r e n  

( t a s k  g o a l ) . Task o r  p r o c e s s  g o a l s  were  p r i m a r y  a t  

d i f f e r e n t  p o i n t s  i n  t i m e .  From t h e  p a r e n t s '  p e r s p e c t i v e  

what  c o u n te d  m ost  was t h e  t a s k  g o a l s  b u t  from a l a r g e r  

s y s t e m i c  p e r s p e c t i v e ,  wha t  a l s o  c o u n te d  was t h e  f i r m  

i m p l a n t a t i o n  o f  th e  P a r e n t s  A s s o c i a t i o n  w i t h i n  th e  h o s p i t a l  

sy s te m .

C o n t r a c t u a l  A r ra n g e m e n ts  

E x p l i c i t  a s  w e l l  a s  i m p l i c i t  c o n t r a c t u a l  a r r a n g e ­

m en ts  c h a n g e - -w e  m ig h t  s t a t e  t h a t  o b s e r v a t i o n  a s  a  p o s t u ­

l a t e :  c o n t r a c t u a l  a r r a n g e m e n t s  w i l l  ch an g e  a s  t h e  p a r t i c i ­

p a n t s  and t h e  s o c i a l  s i t u a t i o n  change  o v e r  a p e r i o d  o f  

t im e .  Whereas t h e  B ureau  o f  M e n ta l  R e t a r d a t i o n  was an 

a c t i v e  f o r c e - - b y  s e n d i n g  a S e n i o r  C o n s u l t a n t  t o  some o f  t h e  

m e e t i n g s  w h ich  th e  p a r e n t s  had a t t e n d e d  and by g i v i n g  t h e  

s t a f f  a d v i s o r  v e r b a l  a u t h o r i z a t i o n  to  a t t e n d  a  f i v e - d a y  

g r a n t s m a n s h i p  t r a i n i n g  p r o g r a m - - i t  was no l o n g e r  an a c t i v e  

f o r c e  by A p r i l  1976: when t h e  B ureau  e x p e r i e n c e d  an a lm o s t  

100% s t a f f  t u r n o v e r  and h a s  n o t  c o m p l e t e l y  r e c o v e r e d  a s  o f  

t h i s  d a t e .  On t h e  o t h e r  h a n d ,  t h e  h o s p i t a l ' s  Community



206

Board o n ly  became an a c t i v e  f o r c e  i n  Sep tem ber  1976;  and 

i t  was o n ly  by s e r e n d i p i t y  t h a t  t h e  Community Board became 

i n v o l v e d  on an o n go in g  b a s i s .  When M rs .  P .  was g i v e n  an 

i n v i t a t i o n  t o  a t t e n d  a Community Board m e e t i n g ,  i t  was 

e x p e c t e d  t h a t  she would t e l l  a  s u c c e s s  s t o r y :  How t h e  

h o s p i t a l  and t h e  Board o f  E d u c a t i o n  o b t a i n e d  a  n e e d e d  p r o ­

gram f o r  and w i t h i n  t h e  l o c a l  community .  But  Mrs .  P .  had 

a n o t h e r  s t o r y  t o  t e l l - - h o w  a f t e r  much e f f o r t  and  even w i t h  

a  ' l e t t e r  o f  a g r e e m e n t , 1 t h e  t e a c h e r  was rem oved .  The 

Community Board r e s p o n d e d  w i t h  an o u t p o u r i n g  o f  s u g g e s t i o n s  

mixed w i t h  sym pathy ;  b u t ,  more i m p o r t a n t l y ,  t h e y  c r e a t e d  a 

p e rm a n en t  su b c o m m it tee  which  was to  be a s o u r c e  o f  c o n s u l ­

t a t i o n  f o r  t h e  P a r e n t s  A s s o c i a t i o n .

The a f f i l i a t i o n  a d m i n i s t r a t i o n  w h ich  was m os t  h e l p ­

f u l  f rom J a n u a r y - J u n e  1976, was no l o n g e r  i n v o lv e d  by 

November 1976. The A f f i l i a t i o n  A d m i n i s t r a t o r  l e f t  f o r  

a n o t h e r  j o b  o n ly  t o  be f o l l o w e d  by t h e  announcement  t h a t  

t h e  a f f i l i a t i o n  c o n t r a c t  was no l o n g e r  t o  be  e f f e c t i v e  

a f t e r  June  1977.

C a r o l  Weiss h a s  s t a t e d  t h a t  any g iv e n  p r o g r a m 's

o b j e c t i v e s  sh o u ld  have m eaning  t o  t h e  p r o g r a m ' s  r e l e v a n t

23c o n s t i t u e n c i e s .  A l th o u g h  i t  was n o t  c l e a r  as  t o 'w h y '
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t h e  E x e c u t i v e  D i r e c t o r  a g r e e d  t o  s a n c t i o n  t h e  e x i s t e n c e  o f  

t h e  P a r e n t s  A s s o c i a t i o n  a t  t h e  o u t s e t ,  i t  became c l e a r e r  

t h r o u g h  t h e  v e r b a l  s t a t e m e n t s  o f  t h e  s t a f f  who were  c l o s e  

t o  him t h a t  he  w an ted  t o  show t h e  Community Board t h a t  he 

was in  f a c t  r e c e p t i v e  t o  community g r o u p s ;  and t h a t  he  was 

l o o k i n g  t o  t h e  P a r e n t s  A s s o c i a t i o n  as  an ( e v e n t u a l )  s o u r c e  

o f  r e s o u r c e s  f o r  t h e  h o s p i t a l .  In  O c to b e r  1976, one 

a d m i n i s t r a t o r  sh o u te d  a t  t h e  s t a f f  a d v i s o r ,  "We’r e  t o l e r a t ­

i n g  y o u r  z e a l o u s n e s s  and t h e  p a r e n t s '  r e q u e s t s  b e c a u s e  we 

know t h a t  i t  may b r i n g  a  ' b u c k '  i n t o  t h e  h o s p i t a l . "  The 

p a r e n t s  were  n o t  o f f e n d e d  by th e  f a c t  t h a t  t h e  h o s p i t a l  

e x p e c t e d  so m e th in g  i n  r e t u r n  b e c a u s e  th e y  f e l t  t h a t  t h e  

r e l a t i o n s h i p  be tw een  t h e  h o s p i t a l  and t h e  P a r e n t s  A s s o c i ­

a t i o n  would be  more e q u i t a b l e  on a b a s i s  o f  ' r e c i p r o c i t y , '  

t h a n  on ' b e n e f i c i e n c e . '  By Ju n e  1976,  t h e  P a r e n t s  A s s o c i ­

a t i o n  gave  t h e  h o s p i t a l  p o s i t i v e  p u b l i c i t y  and t h e  

p r o s p e c t  o f  more i n c o m e - - b e c a u s e  m id d le - in c o m e  p e o p l e  who 

n e v e r  came t o  a  m u n i c i p a l  h o s p i t a l  began  to  c a l l  t h e  

D e v e lo p m e n ta l  C e n te r  b e c a u s e  t h e y  had h e a r d  a b o u t  t h e  p r e ­

s c h o o l  p rog ram  w hich  was e s t a b l i s h e d  a t  t h e  h o s p i t a l .

The Development  C e n te r  s t a f f  were  n o t  d i r e c t l y  

i n v o l v e d  i n  t h e  c r e a t i o n  o f  t h e  P a r e n t s  A s s o c i a t i o n .  The
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p r o f e s s i o n a l  s t a f f  h a s  had  a f a v o r a b l e  a t t i t u d e  t h r o u g h ­

o u t  t h e  d u r a t i o n  o f  t h e  p r o j e c t  b e c a u s e  t h e y  r e c o g n i z e d  

t h e  n e e d  f o r  a  s p e c i a l i z e d  p r e s c h o o l  p ro g ra m .  A f t e r  

S ep tem ber  1976, a  d i s c e r n i b l e  n e g a t i v e  a t t i t u d e  had  d e ­

v e l o p e d .  A l l  th e  p u b l i c i t y  on t e l e v i s i o n  a s  w e l l  a s  in  

t h e  n e w sp a p e rs  e i t h e r  i g n o r e d  o r  p a i d  v e r y  l i t t l e  a t t e n t i o n  

t o  t h e  e x i s t e n c e  o f  t h e  D e v e lo p m en ta l  C e n t e r .  As one 

p s y c h o l o g i s t  p u t  i t ,  "What i s  t h e  C e n te r  g e t t i n g  o u t  o f  

t h i s  p u b l i c i t y ?  We a l l  know t h a t  i f  i t  were  n o t  f o r  th e  

s t a f f  a d v i s o r  and th e  s u p p o r t  o f  t h e  p r o f e s s i o n a l  s t a f f ,  

t h e  P a r e n t s  A s s o c i a t i o n  would n o t  l i k e l y  be  i n  e x i s t e n c e . "  

A l th o u g h  t h e  p a r e n t s  d i d  i n  f a c t  g i v e  c o n s i d e r a b l e  c r e d i t  

t o  t h e  D ev e lo p m en ta l  C e n t e r  in  t h e i r  i n t e r v i e w s ,  t h e  m ed ia  

h as  g i v e n  t h e  p a r e n t s  t h e  s p o t l i g h t  and p l a c e d  t h e  C e n te r  

i n  t h e  p a r e n t s '  shadow. Here  i s  one i n s t a n c e  where  th e  

p a r e n t s  have  n o t  been  a b l e  to  " r e p a y "  t h e  C e n t e r  f o r  i t s  

s u p p o r t .
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CHAPTER VII

POLICY AND PROGRAM IMPLICATIONS 

The I m p le m e n t a t i o n  P r o c e s s

The p r a c t i t i o n e r  who i n t e n d s  t o  r e p l i c a t e  t h i s  

p r o j e c t  by w o rk in g  w i t h  a  l o c a l  s e l f - h e l p  g roup  a t  i t s  

f o r m a t i v e  s t a g e  o f  d e v e lo p m e n t  h a s  t o  know and u n d e r s t a n d  

t h o s e  f a c t o r s  and p r o c e s s e s  w h ic h  e i t h e r  f a c i l i t a t e d  o r  

i n h i b i t e d  t h e  p r o g r e s s  o f  t h e  P a r e n t s  A s s o c i a t i o n .  Why 

was t h e r e  su c h  q u i c k  s u c c e s s  ( e . g . ,  o b t a i n i n g  a  s p e c i a l  

e d u c a t i o n  t e a c h e r )  and th e n  su c h  a  q u i c k  l o s s  ( e . g . ,  

l o s i n g  t h e  t e a c h e r ) ?  What was t h e  n a t u r e  and q u a l i t y  o f  

t h e  s t a f f  a d v i s o r ' s  r o l e ?  A d v oca te?  B ro k e r?  E n a b l e r ?

O r ,  so m e th in g  i n  be tw een?  By r a i s i n g  su c h  q u e s t i o n s ,  

t h i s  w r i t e r  i n t e n d s  t o  f a c t o r  o u t  r eco m m end a t io n s  w h ic h ,  

h o p e f u l l y ,  can  h e l p  a  p r o f e s s i o n a l  t o  c r o s s  s i m i l a r  ( n o t  

n e c e s s a r i l y  i d e n t i c a l )  t e r r a i n  b u t  w i t h  l e s s  r i s k  f o r  

f a i l u r e .

I n  h i s  b ook ,  P ro m o t in g  I n n o v a t i o n , Rothman s u g g e s t s
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f ram ew orks  ( o r  a c t i o n  g u i d e s )  by w h ich  t o  a n a l y z e  " p r o ­

m o t in g  an i n n o v a t i o n " ^  and  " i n c r e a s i n g  t h e  e f f e c t i v e n e s s
2

o f  r o l e  p e r f o r m a n c e . "  T hese  f ram eworks  w i l l  be a p p l i e d  

t o  t h e  P a r e n t s  A s s o c i a t i o n  s i n c e  t h e  a s s o c i a t i o n  can  be 

c o n c e p t u a l i z e d  as  a new s u b s y s t e m  w i t h i n  t h e  h o s p i t a l ;  and 

t h e  s t a f f  a d v i s o r ' s  work w i t h  t h e  p a r e n t s  can  a l s o  be 

c o n c e p t u a l i z e d  a s  a new r o l e  w h ich  had to  be  made more 

e f f e c t i v e .

How was th e  P a r e n t s  A s s o c i a t i o n  im plemented?

Rothman s p e c i f i e s  two b a s i c  m ode ls  ( w i th  many v a r i a t i o n s )

w h ich  can  be  u t i l i z e d  f o r  t h e  i m p l e m e n ta t i o n  o f  any g iv e n
3

i n n o v a t i v e  p r o j e c t :

( a )  S p o n ta n e o u s  C o n ta g io n  Model
P - -  P a r t i a l  T a r g e t  Sys tem - -  G e n e r a l  T a r g e t  Sys tem

(b)  P - -  P a r t i a l  T a r g e t  Sys tem  - -  D e c i s i o n  Making 
U n i t  - -  G e n e r a l  T a r g e t  System

I n  (a )  t h e  p r a c t i t i o n e r  (P) i n t r o d u c e s  t h e  i n n o v a ­

t i o n  t o  o n l y  a  sample  o f  t h e  t a r g e t  p o p u l a t i o n ,  who, i n

t u r n ,  i n t r o d u c e s  t h e  i n n o v a t i o n  d i r e c t l y  to  t h e  t o t a l  p o p u ­

l a t i o n .  I n  ( b ) , t h e r e  i s  an a g e n t  o r  t r a n s f e r  mechanism 

t h r o u g h  w h ic h  t h e  i n n o v a t i o n  i s  s p r e a d  t o  t h e  t o t a l  p o p u ­

l a t i o n .
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F o r  t h i s  p a r t i c u l a r  p r o j e c t ,  t h e  t r a n s f e r  mechanism 

e x i s t e d  a t  t h e  o u t s e t  so t h a t  t h e  i m p l e m e n ta t i o n  p r o c e s s  

can  be diagrammed as  f o l l o w s :

(c )  D e c i s i o n  Making U n i t  - -  P - -  P a r t i a l  T a r g e t  
Sys tem — G e n e r a l  T a r g e t  Sys tem

I n  o t h e r  w o rd s ,  b e f o r e  t h e  s t a f f  a d v i s o r  o r  P 

( p r a c t i t i o n e r )  was a b l e  t o  a c t  he had t o  f i r s t  o b t a i n  

a p p r o v a l  f rom key  i n d i v i d u a l s  w i t h i n  h i s  o r g a n i z a t i o n .

From J a n u a r y  t o  J u n e  1976,  t h e  P a r e n t s  A s s o c i a t i o n  f o l lo w e d  

t h e  p r o c e s s  o f  model ( c ) . Now t h a t  t h e  p a r e n t s  have  d i s ­

c o v e r e d ,  how ev er ,  t h a t  t h e y  no l o n g e r  have  a c c e s s  to  c e r ­

t a i n  r e s o u r c e s  and t h e  power t o  p r y  l o o s e  some o f  t h e s e  

r e s o u r c e s  from e i t h e r  t h e  e d u c a t i o n a l  o r  th e  h e a l t h  e s t a b ­

l i s h m e n t s ,  t h e y  r e c o g n i z e d  t h a t  th e y  n e e d  a n o t h e r  d e c i s i o n ­

making  u n i t *  w h ic h  c o u ld  g i v e  them t h e  c l o u t  t o  o b t a i n  what 

t h e y  n e e d .  From a  l o n g - r u n  p e r s p e c t i v e ,  model  (c )  h a s  to

*The d e c i s i o n - m a k i n g  u n i t  (#2)  w i l l  p r o b a b l y  be  one 
o f  t h e  new f i v e  r e g i o n a l  c o u n c i l s  c r e a t e d  by t h e  M e t r o ­
p o l i t a n  P la c e m e n t  U n i t ,  u n d e r  t h e  a u s p i c e s  o f  New York S t a t e  
D e p a r tm e n t  o f  M e n ta l  Hygiene  and M e n ta l  R e t a r d a t i o n ;  e ac h  
c o u n c i l  w i l l  be  r e s p o n s i b l e  f o r  t h e  p l a n n i n g  and implemen­
t a t i o n  o f  co m m uni ty -based  s e r v i c e s  i n  i t s  r e s p e c t i v e  a r e a s .
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be c o n v e r t e d  t o  model  ( d ) :

(d)  D e c i s i o n  Making U n i t  (31) - -  P - -  P a r t i a l  T a r g e t  
System — D e c i s i o n  Making U n i t  (#2)
G e n e r a l  T a r g e t  System

Rec ommenda t  io n  1 .

T h is  p r o j e c t  has  d e m o n s t r a t e d  t h a t  a  p r a c t i t i o n e r  

m us t  n o t  assume t h a t  once  a  s e l f - h e l p  g rou p  r e c e i v e s  

a u t h o r i z a t i o n  t o  come i n t o  e x i s t e n c e  t h a t  th e  g rou p  does 

n o t  have to  renew  t h a t  a u t h o r i z a t i o n  f rom e i t h e r  t h e  same 

a u s p i c e s  o r  f rom  a n  e n t i r e l y  d i f f e r e n t  s o u r c e .  In  t h i s  

s t u d y ,  t h e  l a c k  o f  r e s o u r c e s  a v a i l a b l e  a f t e r  Ju n e  1976 

made i t  n e c e s s a r y  f o r  th e  p a r t i c i p a n t s  t o  c o n s i d e r  an 

e n t i r e l y  new and  d i f f e r e n t  d e c i s i o n - m a k i n g  u n i t  f o r  a u t h o r ­

i z a t i o n  a s  w e l l  a s  renewed a u t h o r i z a t i o n  f rom t h e  h o s p i t a l .

F a c i l i t a t i n g  F a c t o r s

One o f  t h e  p r im a r y  r e a s o n s  why t h e  P a r e n t s  A s s o c i ­

a t i o n  d id  n o t  have  t o  expend to o  much e n e r g y  j u s t i f y i n g  

and d e f e n d i n g  i t s  r i g h t  t o  e x i s t e n c e  was t h a t  t h e  f a c i l i ­

t a t i n g  f a c t o r s  o u tw e ig h e d  t h e  i n h i b i t i n g  f a c t o r s .  The 

f o l l o w i n g  r e p r e s e n t s  o n ly  a  p a r t i a l  l i s t  o f  f a c i l i t a t i n g  

f a c t o r s :
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a .  P e r s o n a l  F a c t o r s . Based  on th e  r e s p e c t  f o r ,  and 

t h e  p r e d i c t a b i l i t y  o f  t h e  s t a f f  a d v i s o r ' s  p e r f o r m a n c e  a s  

a  S o c i a l  Worker and C o o r d i n a t o r  o v e r  a  two y e a r  p e r i o d  

( 1 9 7 3 -1 9 7 5 ) ,  t h e  h o s p i t a l  a d m i n i s t r a t i o n  was w i l l i n g  to  

t a k e  th e  'g a m b le '  w i t h  t h e  c r e a t i o n  o f  a  P a r e n t s  A s s o c i a ­

t i o n .  I t  c an  be  c o n s i d e r e d  a  'g a m b le '  b e c a u s e  any i n n o ­

v a t i o n ,  p a r t i c u l a r l y  an i n n o v a t i o n  which  i n v o l v e s  a  key  

o r g a n i z a t i o n a l  f e a t u r e  ( e . g . ,  d e c i s i o n - m a k i n g  p r o c e s s ) ,  

may g e n e r a t e  more change  t h a n  t h e  o r g a n i z a t i o n  h a s  i n i t i ­

a l l y  b a r g a i n e d  f o r .  What t i p p e d  t h e  s c a l e s  in  f a v o r  o f  

th e  p r o j e c t  was i n  p a r t  t h e  h o s p i t a l ' s  r e s p e c t  f o r  th e  

s t a f f  a d v i s o r ' s  p a s t  p e r f o r m a n c e  a s  i t  p e r t a i n e d  t o  commu­

n i t y  r e l a t i o n s .

b .  O r g a n i z a t i o n a l  F a c t o r s . The f a c t  t h a t  t h e  D e v e lo p ­

m e n t a l  C e n t e r ' s  f u n d i n g  agency  approved  o f ,  and e n c o u r a g e d ,  

t h e  s t a f f  a d v i s o r ' s  e f f o r t s  t o  work w i t h  t h e  p a r e n t s  t o  

o b t a i n  a  v i t a l  s e r v i c e  f o r  t h e i r  c h i l d r e n  was a s i g n i f i c a n t  

indu cem en t  f o r  t h e  h o s p i t a l  a d m i n i s t r a t i o n  t o  'g o  a l o n g '  

w i t h  t h e  i d e a  o f  a  P a r e n t s  A s s o c i a t i o n .  The f a c t  t h a t  t h e  

h o s p i t a l  was a l r e a d y  s p o n s o r i n g  p a r e n t  g ro u p s  w i t h i n  i t s  

p s y c h i a t r y  and d rug  p rog ram s a l s o  m in im iz ed  any a n x i e t y  th e
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a d m i n i s t r a t i o n  m ig h t  have had r e g a r d i n g  a  p a r e n t s  a u x i l i a r y  

a s s o c i a t i o n  a t t a c h e d  to  t h e  D e v e lo p m e n ta l  C e n t e r .

c .  C l i e n t  F a c t o r s . As th e  D e v e lo p m e n ta l  C e n t e r ' s  

S o c i a l  W orker ,  t h e  s t a f f  a d v i s o r  a p p r e c i a t e d  t h e  f a c t  t h a t  

many p a r e n t s  o f  h a n d ic a p p e d  c h i l d r e n  s u f f e r  f rom a s e n s e  

o f  im p o te n ce  b e c a u s e  t h e y ,  u n l i k e  p a r e n t s  o f  h e a l t h y  

c h i l d r e n ,  have  so  l i t t l e  power t o  a l t e r  t h e i r  c h i l d r e n ' s  

c h a n c e s  f o r  g row th  and d e v e lo p m e n t .  I t  was t h e  p a r e n t s '  

n e e d  t o  e x e r t  some c o n t r o l  o v e r  t h e i r  c h i l d r e n ' s  p r e s e n t  

and  f u t u r e  w e l f a r e  t h a t  o u tw e ig h e d  t h e  ' c o s t s '  o f  p a r t i c i ­

p a t i o n  ( e . g . ,  b e i n g  away from t h e i r  f a m i l i e s  so  t h e y  c o u ld  

a t t e n d  m e e t i n g s ;  a rg u m en ts  w i t h  s p o u s e s ,  e t c . ) .

d .  Community F a c t o r s . The h i s t o r y  o f  s e r v i c e s  f o r  th e  

m e n t a l l y  r e t a r d e d  has  been  b a s i c a l l y  t h e  h i s t o r y  o f  p a r e n t s  

o f  t h e  r e t a r d e d  f i g h t i n g  f o r  s e r v i c e s  f o r  t h e i r  c h i l d r e n .

In  1975 ,  th e  c o n c e p t s  o f  n o r m a l i z a t i o n  and co n t in u u m  o f  

c a r e  w ere  a l r e a d y  a c c e p t e d  as  c o n v e n t i o n a l  wisdom by many 

i n  t h e  human s e r v i c e  e s t a b l i s h m e n t .  The p a r e n t s ,  t h e r e f o r e ,  

d i d  n o t  have  t o  a r g u e  w i t h ,  c o n v i n c e ,  o r  c a j o l e  p r o f e s ­

s i o n a l s / a d m i n i s t r a t o r s  o f  t h e  m e r i t s  o f  s p e c i a l i z e d  p r e ­

s c h o o l  p ro g ram s  f o r  d e v e l o p m e n t a l l y  h a n d ic a p p e d  c h i l d r e n .  

T h i s  a c c e p t a n c e  by t h e  p r o f e s s i o n a l  community o f  t h e  n e e d
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f o r  s p e c i a l i z e d  s e r v i c e s  o u tw e ig h e d  w h a t e v e r  i n d i f f e r e n c e  

o r  r e s i s t a n c e  m ig h t  have  e x i s t e d  in  t h e  community a t  t h e  

t im e  o f  i m p l e m e n t a t i o n .

Recommendation 2 .

An a s s e s s m e n t  o f  t h e  f a c i l i t a t i n g  f a c t o r s  has  to  

be combined w i t h  an a s s e s s m e n t  o f  e x i s t i n g  r e s o u r c e s .  A 

p r o f e s s i o n a l  can  make a  c r i t i c a l  c o n t r i b u t i o n  to  a l o c a l  

s e l f - h e l p  g roup  a t  a  t im e  when r e s o u r c e s  a r e  a v a i l a b l e .

To p u t  i t  a n o t h e r  way: a  p r o f e s s i o n a l  can a s s i s t  t h e  p a r ­

e n t s  in  t h e  s h o r t - r u n  to  l e a r n  how t o  q u i c k l y  c o m p e te /  

n e g o t i a t e  f o r  " p a r t  o f  th e  p i e . "  However, i f  and when 

t h e  r e s o u r c e s  b e g in  t o  c o n t r a c t ,  a  l o c a l ,  o r g a n i z a t i o n a l -  

b a s e d  s e l f - h e l p  group  may no l o n g e r  p o s s e s s  th e  c a p a c i t y  

and  l e v e r a g e  t o  r e a c h  i t s  o b j e c t i v e s .  I t  w i l l  have  t o  

t r a n s f o r m  i t s e l f  and th e  p r o f e s s i o n a l  w i l l  have  to  s h i f t  

t o  a d i f f e r e n t  s e t  o f  p r a c t i c e  p r i n c i p l e s .

I t  may be n e c e s s a r y ,  f o r  ex am p le ,  f o r  t h e  P a r e n t s  

A s s o c i a t i o n  t o  s e v e r  i t s  f o r m a l  t i e s  w i t h  t h e  h o s p i t a l  so 

t h a t  i t  c a n ,  p e r h a p s ,  assume a s o c i a l  a c t i o n  p o s t u r e  (and 

h i r e  a l a w y e r ! ) ;  a n d ,  i f  n e c e s s a r y ,  t o  r e c r u i t  " f r i e n d s , "  

i r r e s p e c t i v e  o f  t h e i r  a u s p i c e s ,  o v e r  and beyond l o c a l
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community  b o u n d a r i e s .  The j o b  o f  t h e  s t a f f  a d v i s o r ,  t h e n ,  

u n d e r  t h e s e  c i r c u m s t a n c e s ,  would  r e q u i r e  consummate s k i l l  

b e c a u s e  he m u s t  n o t  o n ly  ' e n a b l e '  t h e  p a r e n t s  t o  ' l e a v e '  

t h e  o r g a n i z a t i o n  w h ich  o f f e r e d  them s u c c o r  and s a n c t u a r y ;  

b u t  he  m u s t  a l s o  do i t  i n  su ch  a way t h a t  t h e  p a r e n t s  a s  

w e l l  as  t h e  h o s p i t a l  a d m i n i s t r a t i o n  c o n s i d e r  and  e x p e r i ­

e n ce  t h e  exodus  o f  t h e  p a r e n t s  f rom t h e  h o s p i t a l  a s  a  

n e c e s s a r y  b u t  p o s i t i v e  c h an g e .

C r e a t i n g  A New Role

Rothman d e s c r i b e s  f o u r  modes by w h ich  a p r a c t i t i o n e r

c an  a l t e r ,  m o d ify  o r  c r e a t e  a  new r o l e  f o r  h i m s e l f .  They 

4a r e :

1. Agreem ent  e x e r c i s i n g  t h e  r o l e

2 .  E n v i r o n m e n t a l  l e g i t i m i t a t i o n  o r  s u p p o r t
a g re e m e n t  e x e r c i s i n g  th e  r o l e

3 .  D e m o n s t r a t i n g  t h e  r o l e  --■> a g re e m e n t
e x p anded  e x e r c i s e  o f  t h e  r o l e

4 .  Agreem ent  --■) d e m o n s t r a t i n g  t h e  r o l e  ---fr
ex p and ed  e x e r c i s e  o f  t h e  r o l e

F o r  t h e  i m p l e m e n t a t i o n  o f  t h e  P a r e n t s  A s s o c i a t i o n ,  mode #3

was a p p l i c a b l e .  The s t a f f  a d v i s o r  d e m o n s t r a t e d  t h a t  he

c o u ld  c o n d u c t  a  community m e e t i n g  (which  r e q u i r e d  t e c h n i c a l
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knowledge  a s  w e l l  a s  p e r s o n a l  c o n f i d e n c e ) ;  h e ,  t h e n  

s e c u r e d - - b y  i n i t i a t i n g  and o r c h e s t r a t i n g  a  v a r i e t y  o f  

c o n t a c t s - - a g r e e m e n t  from t h e  h o s p i t a l ' s  a d m i n i s t r a t i o n  to  

a c t  a s  a  s t a f f  a d v i s o r  t o  t h e  P a r e n t s  A s s o c i a t i o n .

The s t a f f  a d v i s o r  w an ted  t h e  p a r e n t s  t o  m a i n t a i n  a 

" low p r o f i l e "  a t  t h e  b e g i n n i n g  o f  t h e  i m p l e m e n t a t i o n  p r o ­

c e s s .  His  p r a c t i c e  p r i n c i p l e  a t  t h i s  p a r t i c u l a r  s t a g e  was 

t h a t  a  "good b e g i n n i n g  would h e lp  t o  a s s u r e  a good o u tc o m e ."  

T h is  i s  n o t  t o  imply  t h a t  t h e  s t a f f  a d v i s o r  was e i t h e r  

o m n i s c i e n t  and o m n i p r e s e n t  o r  t h a t  t h e  p a r e n t s  w ere  t o t a l l y  

i n a c t i v e .  What i t  does mean i s  t h a t  a  p r a c t i t i o n e r  m ust  

d e c i d e  how v i s i b l e  he w an ts  t h e  s e l f - h e l p  g roup  t o  be to  

t h e  f o r m a l  o r g a n i z a t i o n  and when t h i s  v i s i b i l i t y  s h o u l d  

o c c u r .  In  t h i s  a p p l i e d - r e s e a r c h  p r o j e c t , *  t h e  s t a f f  a d ­

v i s o r  f e l t  t h a t  t h e  v i s i b i l i t y  o f  th e  p a r e n t s  r e q u i r e d  two 

p r e - c o n d i t i o n s :  (a )  t h e  a g re em e n t  f o r  t h e  c r e a t i o n  o f  t h e  

P a r e n t s  A s s o c i a t i o n  had t o  be  f i r m l y  e s t a b l i s h e d  be tw een  

t h e  p r a c t i t i o n e r  and  h i s  s u p e r o r d i n a t e s ;  a n d ,  (b)  t h e

*The p h r a s e  " a p p l i e d - r e s e a r c h  p r o j e c t "  i s  b e i n g  
u s e d  a s  a synonym f o r  " d e m o n s t r a t i o n  p r o j e c t , "  i . e . ,  a 
p r o j e c t  which  d e m o n s t r a t e s ,  b u t  does  n o t  v e r i f y ,  p r i n c i p l e s  
i n  a c t i o n .
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p a r e n t s  had t o  e s t a b l i s h  some o r g a n i z a t i o n a l  s t r u c t u r e ,  

no m a t t e r  how e l e m e n t a r y ,  a s  w e l l  a s  a s t a b i l i z e d  a t t e n ­

dance  p a t t e r n .  The b a s i c  a s su m p t io n  u n d e r l y i n g  t h e s e  two 

p r e - c o n d i t i o n s  was t h a t  a p r a c t i t i o n e r  m ust  n o t  ( w i t h i n  

h i s  c o n t r o l )  c r e a t e  any " e x c u s e s "  o r  "am m uni t ion"  which  

t h e  o r g a n i z a t i o n  can  u se  t o  d i s c r e d i t  t h e  i n n o v a t i o n  a t  

i t s  p o i n t  o f  t a k e - o f f :  which  was t h e  m ost  v u l n e r a b l e  p o i n t  • 

f o r  t h e  P a r e n t s  A s s o c i a t i o n .

Recommendation 3 a .

T h is  d i s c u s s i o n  on ' s e c u r i n g  a f i r m  i n i t i a l  a g r e e ­

m en t '  l e a d s  t o  a n o t h e r  recom m enda t ion :  A p r a c t i t i o n e r  c a n ­

n o t  assume t h a t  he does  n o t  have to  "renew" t h e  i n i t i a l  

ag re em e n t  f rom t i m e - t o - t i m e . We c an  r a i s e  t h e  q u e s t i o n  a s  

t o  w h e t h e r  t h e  s t a f f  a d v i s o r  e x p e r i e n c e d  a s  much r o l e  

s t r a i n  a s  he d i d  w i t h  c e r t a i n  a d m i n i s t r a t o r s  b e c a u s e  he 

f a i l e d  to  o b t a i n  t h e  i n i t i a l  a g re em e n t  i n  more f o r m a l  t e r m s . 

Rothman does n o t  s p e c i f y  u n d e r  what  c o n d i t i o n s  a p r a c t i ­

t i o n e r  s h o u l d  be  s a t i s f i e d  w i t h  ( s a y )  a  " h a n d - s h a k e "  w i t h  

h i s  s u p e r o r d i n a t e s  o r  when a p r a c t i t i o n e r  s h o u l d  ( o r  m u s t l )  

r e q u e s t  th e  a g re em e n t  i n  w r i t i n g .  As a r u l e  o f  thumb, a 

p r a c t i t i o n e r  s t a n d s  more on t e r r a  f i r m a  whenever  he can
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s u p p o r t  h i s  a c t i o n s  w i t h  a  w r i t t e n  s t a t e m e n t ;  a  v e r b a l  o r  

i n f o r m a l  a g re e m e n t  i s  n o t  o n ly  open t o  more i n t e r p r e t a t i o n s  

th a n  a  w r i t t e n  s t a t e m e n t  b u t  t h e r e  even  may be d e n i a l  t h a t  

an a g re e m e n t  e v e r  e x i s t e d .

Recommendation 3 b .

I t  may b e  o n l y  p o s s i b l e ,  and s u f f i c i e n t ,  t o  g e t  

o n ly  a  h a n d - s h a k e  and a  v e r b a l  s t a t e m e n t  ( i . e . ,  made, o f  

c o u r s e ,  "on t h e  r e c o r d " )  a s  a  b a s i s  f o r  an  i n i t i a l  a g r e e ­

m en t .  The o r g a n i z a t i o n  may n o t  be i n c l i n e d  to  commit 

i t s e l f  i n  w r i t i n g  t o  s o m e th in g  t h a t  c o u l d  p r o v e  to  be  a d ­

v a n ta g e o u s  a t  t h e  moment b u t  c o n t r o v e r s i a l  and  d e l e t e r i o u s  

l a t e r .  What a  p r a c t i t i o n e r  m us t  r e c o g n i z e  and a p p r e c i a t e  

i s  t h e  f a c t  t h a t  c i r c u m s t a n c e s  ( i . e . ,  c o n t e x t u a l  f a c t o r s )  

change  so t h a t  t h e  " i n i t i a l  a g r e e m e n t , "  no m a t t e r  how i t  

was made ( i n f o r m a l  o r  f o r m a l ) , c o u l d  a c q u i r e  d i f f e r e n t  

m ean ing  t o  th e  c o n t r a c t i n g  p a r t i c i p a n t s .  F o r  e x am p le ,  t h e  

h o s p i t a l  a d m i n i s t r a t i o n ' s  r e s p e c t  f o r  t h e  s t a f f  a d v i s o r ' s  

p e r f o r m a n c e  r e m a in e d  t h e  same t h r o u g h o u t  t h e  c o u r s e  o f  t h e  

p r o j e c t ;  n o n e t h e l e s s ,  a s  soon as  t h e  a d m i n i s t r a t o r s  f e l t  

t h a t  t h e  p a r e n t s  e x p e c t e d  t h e  h o s p i t a l  t o  g i v e  r a t h e r  th a n  

to  r e c e i v e  r e s o u r c e s ,  t h e  s t a f f  a d v i s o r  was th e  p e r s o n  who
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r e c e i v e d  w a r n i n g s  a b o u t  making to o  many demands.  The 

d a n g e r  i n  t h i s  t y p e  o f  s i t u a t i o n  i s  t h a t  t h e  p r a c t i t i o n e r  

may become a n g r y  b e c a u s e  he b e l i e v e s  t h a t  h i s  o r g a n i z a t i o n  

has a c t e d  d i s h o n e s t l y  when, i n  t r u t h ,  t h e  o r g a n i z a t i o n  h a s  

d e m o n s t r a t e d  a  ' f a i l u r e  o f  n e r v e '  due t o  c h a n g in g  c i r c u m ­

s t a n c e s  ( e . g . ,  p a r e n t s  l o o k i n g  t o  t h e  h o s p i t a l  a s  a s o u r c e  

f o r  r e s o u r c e s  r a t h e r  t h a n  b r i n g i n g  new r e s o u r c e s  i n t o  t h e  

h s o p i t a l ) .  A p r a c t i t i o n e r  shows h i s  m e t t l e  when he i s  

u n d e r  a t t a c k  b u t  b e h a v e s  l i k e  a s t a t e s m a n  b e c a u s e  he u n d e r ­

s t a n d s  t h e  s o u r c e  o f  t h e  o r g a n i z a t i o n a l  a n x i e t y .

New I s s u e s  and New C o n t e x t s

E v ery  s t u d y  i n e v i t a b l y  b r i n g s  t o  t h e  s u r f a c e  new 

q u e s t i o n s  and i s s u e s  o r  o ld  i s s u e s  b u t  w i t h i n  new c o n t e x t s .  

The p u r p o s e  o f  i d e n t i f y i n g  s u c h  new q u e s t i o n s  and new 

c o n t e x t s  i s  t o  p r e c i p i t a t e  f u r t h e r  d i s c u s s i o n  and h y p o ­

t h e s i s  f o r m u l a t i o n .  H o p e f u l l y ,  o t h e r  a p p l i e d - r e s e a r c h  

p r o j e c t s  w i l l  e n l a r g e  and add f u r t h e r  s u b s t a n c e  t o  t h e  

d i s c u s s i o n .

1. What a b o u t  t h e  power f a c t o r ?  Power may be  d e f i n e d  

a s  t h e  c a p a c i t y  o f  a c t o r  A to  g e t  a c t o r  B t o  do what  A 

w a n t s ;  o r  t o  p r e v e n t  B from a c t i n g .  The s t a f f  a d v i s o r  and
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t h e  p a r e n t s  were  e t h i c a l l y  r e p e l l e d  by th e  p r i n c i p l e  

'm i g h t  makes r i g h t . '  But a t  t h e  same t im e  th e y  w ere  a l s o  

aw are  t h a t  t h e  p r i n c i p l e  ' r i g h t  makes m i g h t , '  though  

e t h i c a l l y  l a u d a b l e ,  was n o t  a lw ays  e f f e c t i v e  s i n c e  o r g a n i ­

z a t i o n s  r a r e l y  r e s p o n d  o n l y  t o  t h e  m e r i t s  o f  a  r e q u e s t .

The s t a f f  a d v i s o r  f r e q u e n t l y  d i d  n o t  know how much 

power e i t h e r  he o r  t h e  p a r e n t s  p o s s e s s e d  v i s  a  v i s  t h e  

h o s p i t a l  o r  t h e  Board o f  E d u c a t i o n ;  and  "how" and "when" 

t h e y  c o u ld  w i e l d  t h e  power t h a t  t h e y  d i d  p o s s e s s .  An 

a c c u r a t e  d i a g n o s i s  o f  t h e  power f a c t o r  can be  a s  p r o b le m ­

a t i c  and demanding a s  a  c a s e - w o r k  p s y c h o s o c i a l  d i a g n o s i s .  

The o v e r a l l  s t r a t e g y  f rom  J a n u a r y  t o  Ju n e  1976 was t o  "b ox -  

i n "  t h e  h o s p i t a l  and  t h e  Board o f  E d u c a t i o n  so t h a t  any 

g iv e n  a d m i n i s t r a t o r  would f i n d  i t  d i f f i c u l t  (due t o  p u b l i c  

r e l a t i o n s  e m b a r ra s s m e n t ,  l e g a l  c o n s t r a i n t s ,  p e r s o n a l  g u i l t ,  

e t c . )  t o  t u r n  down a r e q u e s t  made by t h e  P a r e n t s  A s s o c i a ­

t i o n  .

The u s e  o f  power and t h e  u se  o f  l o c a l i t y  d e v e l o p ­

m ent  a s  a community o r g a n i z a t i o n  i n t e r v e n t i o n  were  n o t  

m u t u a l l y  e x c l u s i v e .  L o c a l i t y  deve lo p m e n t  r h e t o r i c  i s  d e ­

c e p t i v e  b e c a u s e  i t  g i v e s  t h e  i m p r e s s i o n  t h a t  c o n s i d e r a t i o n s  

o f  power do n o t  and s h o u l d  n o t  e x i s t ;  and when i t  does
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e x i s t ,  i t  m ust  be  e l i m i n a t e d  b e c a u s e  power can  o n ly  

c o r r u p t  t h e  d e m o c r a t i c  p r o c e s s .  The e v id e n c e  o f  t h i s  

s t u d y  s u g g e s t e d ,  t o  th e  c o n t r a r y ,  t h a t  when t h e  power 

f a c t o r  was acknowledged  and a p p l i e d  j u d i c i o u s l y ,  l o c a l i t y  

deve lo p m e n t  was p o l i t i c a l l y  e f f e c t i v e .

B ecause  t h e  s t a f f  a d v i s o r  was o f t e n  u n c e r t a i n  a s  

to  what  t h e  c a l c u l u s  o f  power was a t  any g iv e n  t i m e ,  h i s  

o n ly  means o f  ' f i n d i n g  o u t '  was t o  ' t e s t '  t h e  o r g a n i z a ­

t i o n .  The t e s t  would c o n s i s t  o f  p u r p o s e l y  and c a r e f u l l y  

e l i c i t i n g  a  r e a c t i o n  from t h e  o r g a n i z a t i o n  and th e n  

a n a l y z i n g  t h e  r e a c t i o n  f o r  i t s  d u r a t i o n ,  i n t e n s i t y  and 

c o n t e n t .  Fo r  exam ple ,  t h e  s t a f f  a d v i s o r  d i s c o v e r e d  t h a t  

t h e  h o s p i t a l  a d m i n i s t r a t i o n  was c o m p la c e n t  whenever  t h e  

s t a f f  a d v i s o r  would g i v e  i n - h o u s e  memoes t o  t h e  p a r e n t s .  

However,  t h e r e  was a lw ays  a  lo ud  s h r i e k  whenever  t h e  s t a f f  

a d v i s o r  a t t e m p t e d  t o  u se  t h e  P a r e n t s  A s s o c i a t i o n  a s  an 

a l l y  t o  "do b a t t l e "  a g a i n s t  o t h e r  h o s p i t a l  d e p a r t m e n t s .  

Each r e a c t i o n  from t h e  h o s p i t a l  was a  b a s i s  f o r  a  ro u g h  

e s t i m a t i o n  o f  what  th e  p a r e n t s  and t h e  s t a f f  a d v i s o r  c o u ld  

o r  c o u ld  n o t  do and what t h e  h o s p i t a l  c o u ld  o r  c o u ld  n o t  

d o .
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I t  was a l m o s t  a s  i f  t h e  s t a f f  a d v i s o r ,  whose 

o b j e c t i v e  was t h e  c r e a t i o n  o f  a ha rm onious  a tm o s p h e r e ,  was 

p l a y i n g  a p i a n o :  s t r i k i n g  a key t o  h e a r  w h e th e r  t h e  key 

p ro d u c e d  a ha rm on ious  o r  d i s c o r d a n t  n o t e ;  i f  i t  were  

h a rm o n io u s ,  t h e n  t h e  key ( i . e . ,  o r  a c t i o n )  c o u l d  be  t r i e d  

a g a i n ;  i f  t h e  n o t e  were  d i s c o r d a n t ,  a n o t h e r  key would be 

t r i e d  o r  t h e  same k ey  would  be s t r u c k  a t  a n o t h e r  t im e .

S in c e  no s i t u a t i o n  i n  t h e  human r e l a t i o n s  f i e l d  i s  

a b s o l u t e l y  c l e a r  and u n am big u ou s ,  a  p r a c t i t i o n e r  h a s  t o  

a s k  h i m s e l f :  "Am I  p r e p a r e d  t o  r i s k  t e s t i n g  my em ployer  t o  

a s c e r t a i n  how much power i s  p o s s e s s e d  by th e  s e l f - h e l p  

g ro u p ? "

2 .  P r o c e s s  and Task  G o a l s .  I n  t h e  1 9 6 0 ' s  i t  was 

r a t h e r  f a s h i o n a b l e  t o  c r i t i c i z e  t h e  c o n c e p t  o f  t h e  p r a c t i ­

t i o n e r  as  an e n a b l e r  b e c a u s e  democracy as  a  p o l i t i c a l  

c o n c e p t  was c o n s i d e r e d  n o t h i n g  more th a n  a  m yth .  Urban 

p ro b lem s  were  a l s o  v iew ed  a s  to o  complex and  i n t r a c t a b l e  

f o r  r e s o l u t i o n  by l o c a l  o r  n e ig h b o r h o o d  g r o u p s .

In  t h e  1 9 7 0 ' s ,  how ever ,  s k e p t i c i s m  o v e r  t h e  m e r i t s  

o f  m a c r o p la n n i n g  and c e n t r a l i z e d  s t r u c t u r e s  f o r  e i t h e r  t h e  

p l a n n i n g  o r  t h e  d e l i v e r y  o f  h e a l t h / s o c i a l / e d u c a t i o n a l  

s e r v i c e s ,  h a s  r eaw akened  i n t e r e s t  in  d e c e n t r a l i z a t i o n  and
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c o m m u n i t y / l o c a l i t y  d e v e lo p m e n t .  As t h i s  s t u d y  h a s  demon­

s t r a t e d ,  l o c a l i t y  d ev e lo p m en t  can  e f f e c t i v e l y  a c c o m p l i s h  

b o t h  t a s k  ( e . g . ,  o b t a i n i n g  a t a n g i b l e  o b j e c t i v e  su ch  a s  a  

p r e s c h o o l  p rogram ) and p r o c e s s  ( e . g . ,  h e l p i n g  p a r e n t s  

l e a r n  o r g a n i z a t i o n a l  s k i l l s )  g o a l s .

Task  and p r o c e s s  g o a l s  a r e  b o t h  e q u a l l y  n e c e s s a r y  

f o r  a  community o r g a n i z a t i o n  i n t e r v e n t i o n ;  b o t h  ty p e  o f  

g o a l s  r e i n f o r c e  one a n o t h e r .  For  exam ple ,  t h e  P a r e n t s  

A s s o c i a t i o n  has  and s t i l l  i s  s u r v i v i n g  b e c a u s e  i t  h a s  n o t  

f o r g o t t e n  i t s  t a s k  g o a l ;  a n d ,  e q u a l l y  i m p o r t a n t ,  i t  has  

n o t  f o r g o t t e n  t h a t  t h e y  c o u ld  n o t  c o n t i n u e  t o  e x i s t  o r g a n i ­

z a t i o n a l l y  u n l e s s  th e y  l e a r n e d  how t o  s o l v e  p ro b lem s  t o ­

g e t h e r ;  how to  l i v e  w i t h  ambiguous s i t u a t i o n s ;  a n d ,  how t o  

a c q u i r e  107> tod ay  so t h a t  tomorrow o r  t h e  day a f t e r  th ey  

m ig h t  a c q u i r e  207o o r  307».

I s  i t  p o s s i b l e  t h a t  l o c a l i t y  d e v e lo p m e n t ,  a s  a 

m ethod  w h ic h  u t i l i z e s  t a s k  and p r o c e s s  g o a l s ,  i s  l e s s  c o n ­

s e r v a t i v e  t h a n  a m etho do lo gy  w h ich  i s  i n s e n s i t i v e  and i n ­

d i f f e r e n t  t o  t h e  l o n g - r a n g e  c o n t r i b u t i o n  ( i n t e l l e c t u a l ,  

s o c i a l ,  e m o t i o n a l )  i t  can  make t o  i t s  p a r t i c i p a n t s ?

3 .  C o n f i d e n t i a l i t y . I n  a  c l i n i c a l  r e l a t i o n s h i p ,  

c o n f i d e n t i a l i t y  i s  c o n s i d e r e d  s a c r o s a n c t  b e c a u s e  w i t h o u t
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i t  a  c l i e n t  would r e f u s e  t o  e n t e r  i n t o  a  h e l p i n g  r e l a t i o n ­

s h i p .  C o n f i d e n t i a l i t y ,  how ev er ,  becomes l e s s  o f  a  b u r n i n g  

i s s u e  when p e o p le  b r i n g  i s s u e s  i n t o  t h e  p u b l i c  domain .

I n  t h i s  a p p l i e d - r e s e a r c h  s t u d y ,  t h e  i s s u e  o f  c o n f i d e n t i a l i t y  

d i d  r e a r  i t s  p r o b l e m a t i c  h ead  on o c c a s i o n .  F i r s t ,  t h e  

s t a f f  a d v i s o r  e x p e c t e d  t h e  p a r e n t s  t o  keep  c e r t a i n  i n f o r ­

m a t io n  q u i e t  b e c a u s e  he  was c o n c e rn e d  t h a t  t h e  h o s p i t a l  

a d m i n i s t r a t i o n  m ig h t  p e r c e i v e  him a s  an "ag en cy  i n s u r g e n t . "  

S e c o n d ly ,  a  few o f  t h e  p a r e n t s  w an ted  t h e i r  a f f i l i a t i o n  

w i t h  t h e  P a r e n t s  A s s o c i a t i o n  to  be  k e p t  q u i e t  b e c a u s e  t h e y  

d i d  n o t  w an t  t o  j e o p a r d i z e  t h e i r  c h i l d r e n ' s  c h a n c e s  o f  

g e t t i n g  s e r v i c e s  f rom e i t h e r  w i t h i n  o r  o u t s i d e  o f  t h e  

h o s p i t a l .

The s t a f f  a d v i s o r  made a c o n s c i o u s  e f f o r t  n o t  to  

d i v u l g e  ( o r  to  s i n g l e - o u t )  t h e  names o f  p a r e n t s  who were 

r e s p o n s i b l e  f o r  any g i v e n  d e c i s i o n .  I n  o t h e r  w o r d s ,  what  

was i m p o r t a n t  f o r  t h e  h o s p i t a l  a d m i n i s t r a t i o n  was t h e  

d e c i s i o n  i t s e l f  a s  w e l l  a s  th e  f a c t  t h a t  t h e  d e c i s i o n  was 

e n d o r s e d  by t h e  P a r e n t s  A s s o c i a t i o n ,  n o t  t h e  name o f  t h i s  

o r  t h a t  p a r e n t  who i n s t i g a t e d  t h e  d e c i s i o n .  The p a r e n t s  

a l s o  k e p t  t h e i r  word t o  r e s p e c t  th e  s t a f f  a d v i s o r ' s  r e q u e s t  

f o r  c o n f i d e n t i a l i t y .
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Can we c o n c l u d e  t h a t  i n  a community o r g a n i z a t i o n  

i n t e r v e n t i o n  t h e  s o c i a l  w o rk e r  h a s  a s  much t o  l o s e  a s  the  

p ro g ram  p a r t i c i p a n t s  w heneve r  t h e r e  i s  a  b r e a c h  in  

c o n f i d e n t i a l i t y ?

4 .  The norm o f  r e c i p r o c i t y . The a d d i t i o n  and s u b ­

t r a c t i o n  o f  who owes w ha t  t o  whom w as ,  t o  p a r a p h r a s e  an 

o l d  p o l i t i c a l  a p h o r i s m ,  " o p e n ly  d i s c u s s e d  and o p e n ly  

a r r i v e d  a t "  t h r o u g h o u t  t h e  s t u d y .  I t  was t h e  b a s i s  f o r  th e  

a g re e m e n t  b e tw een  t h e  p a r e n t s  and t h e  h o s p i t a l  a d m i n i s t r a ­

t i o n .  The p a r e n t s  as  w e l l  a s  t h e  h o s p i t a l  r e c o g n i z e d  t h a t  

t h e y  b o t h  s h a r e d  t h e  d e s i r e  and " t h i r s t "  f o r  r e s o u r c e s  

( i . e . ,  f u n d s ,  e q u ip m e n t ,  s t a f f ,  and  p u b l i c i t y ) .  This  a p ­

p r e c i a t i o n  by t h e  p a r e n t s  f o r  t h e  h o s p i t a l ' s  n e e d  f o r  

r e s o u r c e s  was a  c r i t i c a l  and s i g n i f i c a n t  f a c t o r  i n  t h e  a c ­

c e p t a n c e  o f  t h e  P a r e n t s  A s s o c i a t i o n  by t h e  h o s p i t a l .  The 

h o s p i t a l  a d m i n i s t r a t i o n  was " t u r n e d - o n "  by t h e  p a r e n t s  

w i l l i n g n e s s  t o  a c q u i r e  r e s o u r c e s  f o r  t h e  h o s p i t a l .

An i n t e r e s t i n g  "what  i f ? "  q u e s t i o n  p r e s e n t s  i t s e l f .  

What i f  t h e  p a r e n t s  were  a t t a c h e d  t o  ( s a y )  a community 

s e t t l e m e n t  ho use  which  a s s i g n e d  a s t a f f  member to  th e  s e l f -  

h e lp  g r o u p .  In  su c h  a  s i t u a t i o n ,  s h o u l d  t h e  s t a f f  member 

c h o o se  a  s o c i a l  a c t i o n  model  r a t h e r  th a n  l o c a l i t y
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deve lopm en t  t o  g e t  t h e  h o s p i t a l  t o  a s s i s t  t h e  p a r e n t s ?  A 

gedank  e x p e r i m e n t ,  t h a t  i s ,  a  "what  i f "  s i t u a t i o n ,  can  

o n ly  s u g g e s t  p o s s i b i l i t i e s  s i n c e  i t  p o s e s  a  q u e s t i o n  a f t e r  

th e  f a c t .  The f a c t  t h a t  t h e  norm o f  r e c i p r o c i t y  was a 

b a s i s  f o r  a  t r a d i t i o n a l ,  non-com m unity  o r g a n i z a t i o n  ty p e  

o f  o r g a n i z a t i o n  su c h  a s  a h o s p i t a l  t o  a c c e p t  t h e  P a r e n t s  

A s s o c i a t i o n  u n d e r  i t s  r o o f  would seem t o  i n d i c a t e  t h a t  

l o c a l i t y  d e v e lo p m e n t  r a t h e r  t h a n  a  s o c i a l  a c t i o n  model  

would be  t h e  method  o f  c h o i c e  f o r  o u r  s e t t l e m e n t  ho u se  

s t a f f  member. B ecause  a  s o c i a l  a c t i o n  m o d e l ,  w i t h  i t s  

p r e d i l e c t i o n  f o r  c o n f r o n t a t i o n ,  d r a m a t i c  d e m o n s t r a t i o n s ,  

and i n t i m i d a t i o n  o f  t h e  " o p p o s i t i o n , "  m ig h t  have  s u c c e e d e d  

i n  g e t t i n g  a l l  p a r t i e s  i n v o l v e d  " a n g r y "  w i t h o u t  w in n in g  

a n y t h i n g  ( i . e . ,  r e s o u r c e s )  f o r  an y o n e ;  more i m p o r t a n t l y ,  

su c h  an  a p p r o a c h ,  i f  u t i l i z e d  i n i t i a l l y  by t h e  s e t t l e m e n t  

house  s t a f f  w o r k e r ,  c o u l d  have  had  t h e  e f f e c t  o f  f o r c i n g  

e x t r a n e o u s  f a c t o r s  ( e . g . ,  s a v i n g  f a c e ,  i n t e r o r g a n i z a t i o n a l  

f r i c t i o n ,  e t c . )  i n t o  t h e  s i t u a t i o n  so  t h a t  t h e  i s s u e  o f  

t h e  need  f o r  a  s p e c i a l i z e d  p r e s c h o o l  p rogram  becomes o n ly  

an i n c i d e n t a l  i s s u e  r a t h e r  t h a n  t h e  p r im a r y  i s s u e .  C o n se ­

q u e n t l y ,  l o c a l i t y  d e v e lo p m e n t  may be  an e f f e c t i v e  method 

n o t  o n ly  f o r  w o rk in g  w i t h i n  t h e  sy s te m  b u t  e q u a l l y
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e f f e c t i v e  f o r  w o rk in g  o u t s i d e  o f  t h e  sy s te m .

5 .  Who does what?  How d i d  t h e  s t a f f  a d v i s o r  d e c i d e  

when t h e  p a r e n t s  n e ed e d  h i s  g u i d a n c e  and  c o n s u l t a t i o n ?

One o f  t h e  s t a f f  a d v i s o r ' s  p r a c t i c e  p r i n c i p l e s  was a  

p o p u l a r  m e d i c a l  p r i n c i p l e ,  n a m e ly ,  " f i r s t ,  do no h a rm ."

In  o t h e r  w o rd s ,  b e f o r e  a p h y s i c i a n  p r e s c r i b e s  a  m e d i c a ­

t i o n  he has  t o  have  some d e g r e e  o f  c e r t a i n t y  t h a t  t h e  c u r e  

i s  n o t  w o rse  t h a n  t h e  i l l n e s s .  The s t a f f  a d v i s o r  a d h e r e d  

t o  t h i s  p r i n c i p l e  by a s su m in g  t h a t  t h e  p a r e n t s  had t h e  

c a p a c i t y  t o  c o m p e te n t ly  a c h i e v e  any g i v e n  t a s k ;  o n ly  a f t e r  

t h e  s t a f f  a d v i s o r  o b s e r v e d  t h a t  t h e  p a r e n t s  n e e d e d  a s s i s t ­

a n ce  d i d  he  o f f e r  s u g g e s t i o n s  a n d / o r  do i t  ( i . e . ,  t h e  t a s k )  

h i m s e l f  w i t h  t h e  p a r e n t s  a s  s p e c t a t o r s .  T h ro u gh o u t  t h e  

c o u r s e  o f  t h e  p r o j e c t ,  th e  s t a f f  a d v i s o r  was e x t r e m e l y  

a c t i v e  b e c a u s e  a s  soon as  t h e  p a r e n t s  l e a r n e d  one s e t  o f  

s k i l l s  ( e . g . ,  how to  c o n d u c t  a b u s i n e s s  m e e t i n g ,  how t o  

a r r a n g e  a  v i s i t  t o  a n o t h e r  a g e n c y ,  e t c . ) ,  c h a n g in g  c i r c u m ­

s t a n c e s  f o r c e d  them t o  l e a r n  new s k i l l s  ( e . g . ,  how to  

n e g o t i a t e  w i t h  a d m i n i s t r a t o r s ,  how to  cope  w i t h  t e l e v i s i o n  

p u b l i c i t y  and  ne w sp a p e r  i n t e r v i e w s ,  e t c . ) .

T h ere  w as ,  how ever ,  one  a c t i v i t y  w i t h  which  t h e
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p a r e n t s  n e ed e d  o n ly  m in im a l  a s s i s t a n c e  so t h a t  t h e  s t a f f  

a d v i s o r ' s  i n v o lv e m e n t  was r e d u c e d  t o  a  minimum. The 

a c t i v i t y  was fu n d  r a i s i n g  t h r o u g h  f l e a  m a r k e t s .  P a r e n t s  

made a l l  t h e  o r g a n i z a t i o n a l  c o n t a c t s ,  c o l l e c t e d  a l l  t h e  

m e r c h a n d i s e ,  r o t a t e d  t h e m s e lv e s  on t h e  day o f  t h e  f l e a  

m a r k e t ,  and d i d  a l l  t h e  n e c e s s a r y  b o o k k e e p i n g .  The s t a f f  

a d v i s o r  was a lw ays  a v a i l a b l e  when and i f  t h e  p a r e n t s  

n e ed e d  h i s  a s s i s t a n c e ;  b u t  a v a i l a b i l i t y  was a  p a s s i v e  form 

o f  a s s i s t a n c e .  A f t e r  t h e  f i r s t  and  s e c o n d  f l e a  m a r k e t s ,  

th e  s t a f f  a d v i s o r  in fo rm e d  th e  a s s o c i a t i o n  t h a t  a l l  he 

w an ted  t o  know was on w h ich  day a f l e a  m a r k e t  had been 

s c h e d u l e d ;  he d i d  n o t  n e ed  t o  know how th e y  w ere  p l a n n i n g  

f o r  i t .

The s t a f f  a d v i s o r ' s  i n v o l v e m e n t ,  i . e . ,  h i s  d e g re e  

o f  " e n a b l i n g , "  was a l s o  p r e d i c a t e d  on t h e  p a r e n t s  do in g  no 

harm t o  t h e m s e lv e s  o r  t o  t h e  h o s p i t a l  ( th o u g h  b o t h  were 

i n e x t r i c a b l y  i n t e r t w i n e d ! ) .  As soon  a s  t h e  s t a f f  a d v i s o r  

f e l t  a s s u r e d  t h a t  t h e  P a r e n t s  A s s o c i a t i o n ,  p a r t i c u l a r l y  

t h e  c h a i r p e r s o n ,  u n d e r s t o o d  and a c c e p t e d  t h e  c o n c e p t  o f  t h e  

norm o f  r e c i p r o c i t y ,  he  f e l t  t h a t  h i s  r o l e  a s  e n a b l e r  

( a c t i v e )  c o u l d  be  changed t o  t h a t  o f  c o n s u l t a n t  ( p a s s i v e ) .  

Once a g a i n ,  l o c a l i t y  d e v e lo p m e n t  r h e t o r i c  g i v e s  t h e  f a l s e
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i m p r e s s i o n  t h a t  t h e  e n a b l e r  e x e r t s  m in im a l  c o n t r o l  t h r o u g h ­

o u t  t h e  p r o c e s s .  T h is  s t u d y  h a s  i n d i c a t e d  t h a t  w i t h o u t  

s t r o n g  c o n t r o l  o v e r  t h e  p r o c e s s  by t h e  s t a f f  a d v i s o r  a t  t h e  

b e g i n n i n g  o f  t h e  p r o c e s s ,  t h e  P a r e n t s  A s s o c i a t i o n  would 

( i n  r e t r o s p e c t )  c e r t a i n l y  have  met  w i t h  f a i l u r e .  In  t h e  

same way t h a t  s e l f - d e t e r m i n a t i o n  and autonomy a r e  n o t  

v i r t u e s  in  o f  t h e m s e l v e s ,  a  p r a c t i t i o n e r  who w a n ts  to  

a s s i s t  a  s e l f - h e l p  g roup  h a s  t o  a s k  h i m s e l f :  "Am I  p r e p a r e d  

t o  assume some r e s p o n s i b i l i t y  f o r  t h e  g ro w th  and d e v e l o p ­

m ent  o f  t h e  s e l f - h e l p  g r o u p ? "  I f  t h e  answ er  i s  " y e s , "  

t h e n  he m ust  be  w i l l i n g ,  r e a d y ,  and p r e p a r e d  t o  e x e r t  some 

c o n t r o l  o v e r  t h e  g row th  p r o c e s s  r a t h e r  t h a n  l e t t i n g  t h i n g s  

happen  f o r t u i t o u s l y  o r  l e t t i n g  t h e  p a r e n t s  do wha t  t h e y  

w an t  no m a t t e r  what  t h e  c o n s e q u e n c e s .  What i s  a t  s t a k e  i s  

e i t h e r  s u c c e s s  o r  f a i l u r e .  P a r e n t s  who d e s p e r a t e l y  n e ed  

s p e c i a l i z e d  s e r v i c e s  f o r  t h e i r  h a n d ic a p p e d  c h i l d r e n  c a n n o t  

a f f o r d  f a i l u r e !
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APPENDIX A

PROPOSAL SUBMITTED TO HOSPITAL ADMINISTRATORS

I .  WHAT IS THE NEED?

I t  i s  e s t i m a t e d  t h a t  t h e r e  a r e  8 ,41 6  r e t a r d e d  

i n d i v i d u a l s  i n  o u r  community  (Community P l a n n i n g  D i s t r i c t s  

13 and 1 5 ) .  Of t h e s e  i n d i v i d u a l s ,  i t  i s  p r o j e c t e d  t h a t  

t h e r e  a r e  627 r e t a r d e d  c h i l d r e n  u n d e r  t h e  age  o f  f i v e . *

I n  t h e  l o c a l  community t h e r e  a r e  no e x i s t i n g  i n f a n t  

o r  p r e - s c h o o l  t r a i n i n g  p ro g r a m s .  The C h i ld  D ev e lo p m en ta l  

C e n t e r  i s  f o r c e d  t o  r e f e r  i t s  p r e - s c h o o l  c h i l d r e n  (more 

t h a n  50% o f  o u r  c a s e  l o a d )  t o  p rog ram s  o u t s i d e  o f  t h e  

community . We know f rom  e x p e r i e n c e  t h a t  an i n a c c e s s i b l e  

s e r v i c e  i s  i n  f a c t  no  s e r v i c e .  On May 14, 1975 t h e  s t a f f  

a d v i s o r  i n f o r m e d  Dr. J u n e  C h r i s t m a s ,  Com m iss ioner  o f  

M en ta l  H e a l t h  and M e n ta l  R e t a r d a t i o n ,  a t  h e r  " S p r i n g  M eet­

i n g "  h e r e  a t  t h e  h o s p i t a l  t h a t  a  number one p r i o r i t y  f o r  

t h e  r e t a r d e d  and d e v e l o p m e n t a l l y  d i s a b l e d  c h i l d  i n  Coney 

I s l a n d  a r e  p r e - s c h o o l  p ro g ra m s .

*From t h e  19 74 -1 9 75 ,  1975-1976 B u reau  o f  M en ta l  
R e t a r d a t i o n  Borough-Wide P l a n n i n g  R e p o r t .
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I I .  AN AUXILIARY PARENTS' ASSOCIATION

I n  t h e  f i e l d  o f  m e n ta l  r e t a r d a t i o n  t h e r e  i s  a 

r i c h  t r a d i t i o n  o f  p a r e n t  p a r t i c i p a t i o n  t o  o b t a i n  s e r v i c e s  

f o r  t h e i r  c h i l d r e n .  T h is  t r a d i t i o n  h a s  t a k e n  p l a c e  n o t  

o n l y  i n  t h e  U n i t e d  S t a t e s  b u t  a l s o  i n  E u rop e ,  S o u th  A m er ica ,  

and Canada.  P a r e n t s  o f  t h e  r e t a r d e d  have  t o  c o n v in c e ,  

t h r o u g h  r e s p o n s i b l e  v o l u n t a r y  o r g a n i z a t i o n ,  v a r i o u s  c o n s t i ­

t u e n c i e s  t h a t  t h e  p r o v i s i o n  o f  s e r v i c e s ,  p a r t i c u l a r l y  e d u ­

c a t i o n ,  a r e  n e e d e d .  E d u c a t i o n  i s  t h e  p r i m a r y  t h e r a p y  f o r  

t h e  r e t a r d e d  c h i l d !

B e g in n in g  i n  S ep tem ber  1975, t h e  s t a f f  a d v i s o r  

would  l i k e  t o  t e s t  f e a s i b i l i t y  o f  o r g a n i z i n g  t h e  p a r e n t s  o f  

t h e  c h i l d r e n  D e v e lo p m e n ta l  C e n te r  s e r v i c e s  i n t o  an a s s o c i ­

a t i o n  whose p r i m a r y  g o a l  would  be  t o  o b t a i n  p r e - s c h o o l  p r o ­

grams w i t h i n  o u r  community .  T h is  t y p e  o f  an a s s o c i a t i o n  

would  i n v o l v e  c o n t a c t s  w i t h  o t h e r  community a g e n c i e s  such  

as  Day Care  C e n t e r s ,  Head S t a r t ,  P u b l i c  S c h o o l s ,  e t c .  (On 

May 1, 1975,  t h e  s t a f f  a d v i s o r  i n v i t e d  p e r s o n n e l  f rom t h e s e  

a g e n c i e s  t o  a  m e e t i n g  h e r e  a t  t h e  h o s p i t a l .  T h e i r  p r e s e n c e  

was an i n d i c a t i o n  o f  t h e i r  k e en  i n t e r e s t  and c o n c e r n . )

The s t a f f  a d v i s o r ' s  r o l e  w i t h  t h i s  a s s o c i a t i o n  would
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be  t h a t  o f  e n a b l e r  ( t o  h e l p  p a r e n t s  i d e n t i f y  t h e i r  n e e d s  

and t h e  c a p a c i t y  t o  s o l v e  t h e i r  p r o b le m s )  and p l a n n e r  ( t o  

h e l p  e v a l u a t e  t h e  p r o s  and  cons  o f  a l t e r n a t i v e s  and f o r  

recommending a c o u r s e  o f  a c t i o n  t o  t h o s e  who make t h e

d e c i s i o n s ) .

An a u x i l i a r y  p a r e n t s '  a s s o c i a t i o n  can  o n l y  be  

s u c c e s s f u l  i f  i t  f u n c t i o n s  w i t h i n  an " e n c o u r a g i n g  e n v i r o n ­

m e n t . "  S i n c e  November 1973,  t h e  D e v e lo p m e n ta l  C e n t e r  h a s  

d e v e l o p e d  a  good w o rk in g  r e l a t i o n s h i p  w i t h  community s o c i a l  

s e r v i c e  and  h e a l t h  a g e n c i e s :  The C e n t e r ' s  s t a f f  b e l i e v e s  

t h a t  i t  i s  p e r c e i v e d  p o s i t i v e l y  by  o t h e r  community 

a g e n c i e s .

To h e l p  c r e a t e  a more e f f e c t i v e  and v i a b l e  

c o n s t i t u e n c y  f o r  o u r  p a r e n t s '  a s s o c i a t i o n ,  i t  would  be  

n e c e s s a r y  t o  fo rm  a  c o a l i t i o n  o f  p r o f e s s i o n a l s  (and  

p a r e n t s ! )  t o  c r e a t e  g u i d e l i n e s  f o r  t h e  o r g a n i z a t i o n  and 

a l l o c a t i o n  o f  r e s o u r c e s  f o r  p r e s c h o o l  p r o g r a m s .

I I I .  MONITORING AND EVALUATION

As soon as  t h e  p r o c e s s  o f  b u i l d i n g  an a u x i l i a r y  

a s s o c i a t i o n  o f  p a r e n t s  b e g i n s ,  t h e r e  w i l l  b e  m o n i t o r i n g
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p r o c e d u r e s  i n s t i t u t e d  t o  d e t e r m i n e  w h e t h e r  g o a l s  a r e  b e i n g  

r e a c h e d .

P a r e n t s  o f  t h e  r e t a r d e d  c h i l d  n e e d  e ac h  o t h e r  f o r  

c o m f o r t  and s u p p o r t .  B u t ,  more i m p o r t a n t l y ,  t h e y  n e e d  t o  

j o i n  w i t h  e a c h  o t h e r ,  a s  t h e y  have  done  s u c c e s s f u l l y  i n  

t h e  p a s t ,  t o  o b t a i n  n e e d e d  s e r v i c e s  so  t h a t  t h e i r  c h i l d r e n  

can  l i v e  a t  home and d e v e lo p  i n t o  p r o d u c t i v e  c i t i z e n s .

The D e v e lo p m e n ta l  C e n te r  as  w e l l  a s  t h e  h o s p i t a l  h a v e  t h e  

o p p o r t u n i t y  t o  p r o v i d e  t h e s e  p a r e n t s  w i t h  e n co u rag e m en t  

and e x p e r t i s e .



APPENDIX B
INSTRUCTIONS FOR THE USE OF THE DAILY PLANNER 

AND THREE SAMPLE COPIES

The D a i l y  P l a n n e r  form h a s  been  d e v e lo p e d  a s  an 
a i d  t o  t h e  s t a f f  a d v i s o r  i n  k e e p i n g  a  r e c o r d  o f  a l l  
a c t i v i t i e s  engaged  i n  w h i l e  d e v e l o p i n g  a  p r e s c h o o l  p ro g ram  
f o r  r e t a r d e d  c h i l d r e n .  The form was d e s i g n e d  t o  be u s e d  i n  
s c h e d u l i n g  a c t i v i t i e s  t o  be d on e ,  and when t h e  a c t i v i t y ,  
t e l e p h o n e  c a l l ,  m e e t i n g  o r  c o r r e s p o n d e n c e  i s  c o m p le t e d  i t  
c o u l d  be  c h ec k ed  o f f  a s  h a v in g  been  c o m p l e t e d .

The D a i ly  P l a n n e r  s h o u l d  b e  m a i n t a i n e d  as  a r e c o r d  
o f  each  d a y ' s  a c t i v i t y ;  t h a t  i s ,  e ac h  a c t i o n  o f  t h e  s t a f f  
a d v i s o r ' s  a c t i v i t i e s  s h o u l d  be r e c o r d e d  d a i l y  on t h e  day 
t h e  a c t i v i t y  was p l a n n e d  o r  c o m p le te d  r a t h e r  th a n  c o m p le te d  
a s  a  weekly  summary.

A c t i v i t i e s  t o  Do

T h is  s e c t i o n  can  be  u s e d  t o  r e c o r d  t a s k s  t o  be 
done in  d e v e l o p i n g  t h e  new s e r v i c e .  When s c h e d u l i n g  o r  
p l a n n i n g  a c t i v i t i e s  t h e  a c t i v i t i e s  t o  be  a c c o m p l i s h e d  can  
be r e c o r d e d  and  c o m p l e t i o n  i n d i c a t e d  w i t h  a  ch ec k  ( V ) .

T e leph o ne  C a l l s

I n  p l a n n i n g  a c t i v i t i e s  f o r  t h e  d a y ,  t h e  name, 
agency  ( o r g a n i z a t i o n )  and t e l e p h o n e  number o f  t h e  p e r s o n  
t o  whom t h e  c a l l  i s  d i r e c t e d  can  b e  e n t e r e d .  Upon c o m p le ­
t i o n  o f  t h e  c a l l  a  l i n e  c an  be  drawn t h r o u g h  to  i n d i c a t e  
c o m p l e t i o n .  The P l a n n e r  w i l l  t h u s  become a r e c o r d  o f  
t e l e p h o n e  a c t i v i t y  w h ich  t h e  s t a f f  a d v i s o r  can  u s e  to  
e s t a b l i s h  b o t h  t h e  amount and n a t u r e  o f  a c t i v i t i e s  i n v o l v e d  
i n  d e v e l o p i n g  o r  e x p a n d in g  s e r v i c e s .

M e e t i n g s / C o n f e r e n c e s

L ik e  t h e  r e c o r d i n g  o f  t e l e p h o n e  c a l l s ,  m e e t i n g s ,
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c o n f e r e n c e s ,  o r  any o t h e r  group  s e s s i o n s  s h o u l d  be  i d e n ­
t i f i e d .  The n a t u r e  o r  p u r p o s e  o f  t h e  m e e t i n g ,  i n  b r i e f ,  
s h o u l d  be  s t a t e d  and w here  p o s s i b l e  t h e  number o f  p e o p l e  
a t t e n d i n g  sh o u ld  be  l i s t e d .

C o r re s p o n d e n c e

L e t t e r s ,  memos and o t h e r  c o r r e s p o n d e n c e  would  be  
i d e n t i f i e d  and l i s t e d  on t h e  s t a f f  a d v i s o r ' s  p l a n n e r .
The t i t l e  o f  th e  p e r s o n  and agency  ( o r g a n i z a t i o n )  s h o u l d  
a l s o  be  e n t e r e d  on t h e  fo rm .

E xp en ses

A l l  o u t - o f - p o c k e t  e x p e n s e s  o f  t h e  s t a f f  a d v i s o r  
f o r  w h ic h  t h e  s t a f f  a d v i s o r  i s  t o  be r e i m b u r s e d  s h o u l d  be  
l i s t e d  i n  t h i s  s e c t i o n .

S t a f f  a d v i s o r ' s  o u t - o f - p o c k e t  e x p e n s e s  i n  c o n n e c ­
t i o n  w i t h  t h e  P r o j e c t  c o u ld  i n c l u d e :  t e l e p h o n e  c a l l s ,  
l o c a l  and lo n g  d i s t a n c e ;  l o c a l  c a r  f a r e  and m i l e a g e ;  
p o s t a g e ;  s t a t i o n e r y ;  a u d i o - v i s u a l  e q u ip m en t  r e n t a l .

COMMENTS/PROBLEMS/ACCOMPLISHMENTS

T h is  s e c t i o n  i s  t o  b e  u s e d  f o r  comments a s  w e l l  a s  
a  summary o f  w ha t  a cc o m p l i sh m e n ts  have  b een  made toward  
t h e  g o a l  o f  d e v e l o p i n g  t h e  new s e r v i c e .

A c t i v i t i e s  o f  O th e r  P e o p l e / O r g a n i z a t i o n s

I n  t h e  p r o c e s s  o f  d e v e l o p i n g  t h i s  new s e r v i c e  t h e  
s t a f f  a d v i s o r  w i l l  more t h a n  l i k e l y  engage  t h e  a c t i o n s  o f  
o t h e r  p e o p l e  o r  a g e n c i e s .  He s h o u l d  r e c o r d  t h i s  a c t i v i t y  
i n  o r d e r  t o  i d e n t i f y  t h e  f u l l  e x t e n t  o f  a c t i o n s  n e c e s s a r y  
t o  c r e a t i n g  t h i s  new s e r v i c e .  The f o l l o w i n g  i n f o r m a t i o n  
s h o u l d  be  e n t e r e d  on t h e  fo rm :

The p e r s o n ' s  (o r  a gen cy )  name and p o s i t i o n  ( jo b  t i t l e ) .
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W hether  t h e  p e r s o n  i s  a v o l u n t e e r  o r  b e i n g  p a i d  by 
an  a g en cy  w h i l e  engaged  i n  t h e  work o f  d e v e l o p i n g  
s e r v i c e .

The n a t u r e  o f  t h e  a c t i v i t y  and  i n v o l v e m e n t .

The m o t i v a t i o n  o f  t h e  p e r s o n  ( o r  p e o p l e )  i n v o l v e d  
i s  an i m p o r t a n t  i t e m  to  be  e n t e r e d .  T h is  i n f o r m a t i o n  can  
b e  a s c e r t a i n e d  e i t h e r  by o b t a i n i n g  a  d i r e c t  s t a t e m e n t  
f rom  t h e  p e r s o n  o r  by i n f e r e n c e .
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DAILY PLANNER 1

S t a f f  A d v i s o r
ADVOCATE

i n  B r o o k ly n ,  New York n 
COMMUNITY J DATE(S)

2 / 1 1 / 7 6

Month D a y ( s )

ACTIVITIES TO DO COMPLETED
( 7 )

1. M e e t in g  to d a y  w i t h  s t a f f  f rom  Agency 
X t o  d i s c u s s  " p r e s c h o o l "  p rog ram s 
1 :30  p .m .  S t a f f  A d v i s o r ,  M e d ic a l  
D i r e c t o r  and Mrs.  C. ( p a r e n t )  w i l l  
a t t e n d

7

2.  A d m i n i s t r a t o r  c a l l e d  u n s c h e d u l e d  
m e e t i n g  a t  9 :3 0  a .m .  S t a f f  
A d v i s o r ,  M e d ic a l  D i r e c t o r ,  C h i e f ,  
P e d i a t r i c s ,  C h i e f ,  Rehab.  M e d i c i n e ,  
Adm. A s s ' t .  Rehab.  M e d i c i n e .

7

3 .  S c h e d u le  v i s i t  t o  B r o o k d a le  H o s p i t a l  
t o  s e e  p r e s c h o o l  p ro g ram .

TELEPHONE CALLS MEETINGS/CONFERENCES 
( s p e c i f y  t i t l e  o f  ( s p e c i f y  number  o f  
p e r s o n  and ag en c y )  p e o p l e ,  p u r p o s e )

M rs .  P . c a l l e d  s t a f f  a d v i s o r
a .  S t a f f  a d v i s o r  a s k e d  h e r  t o  

remove f l e a  m a r k e t  i t e m s  
from h i s  o f f i c e

b .  T ha t  t h e  h o s p i t a l  w i l l  
p r o v i d e  sp a c e  f o r  t h e  
p r e s c h o o l  p rog ram

*Two (2) m e e t i n g s
1 .  s c h e d u l e d  a t  1 :3 0  

p .m.
2 . u n s c h e d u le d  a t  

9 :3 0  a .m .
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TELEPHONE CALLS 
( c o n t i n u e d )

c .  T h a t  Mrs .  P . s h o u l d  t h i n k  
a b o u t  m e e t in g  w i t h  t h e  
C h ie f  o f  P e d i a t r i c s  w i t h o u t  
s t a f f  a d v i s o r .

CORRESPONDENCE
( s p e c i f y  t i t l e  o f EXPENSES

p e r s o n  and agency) I tem Amount

None None

COMMENTS/PROBLEMS/ACCOMPLISHMENTS

^ U n sc h ed u le d  m e e t i n g - - S t a f f  a d v i s o r  b r i e f s  t h e  g roup  on 
t h e  e f f o r t s  o f  t h e  P a r e n t s  A s s o c i a t i o n .  C h i e f ,  Rehab. 
M e d i c i n e ,  p r o m is e s  to  p r o v i d e  sp a c e  f o r  any p r o s p e c t i v e  
p r e s c h o o l  p ro g ram .

S c h e d u le d  M e e t i n g - - M r s . C. a g r e e d  w i t h  t h e  s t a f f  a d v i s o r  
t h a t  t h e  s t a f f  from Agency X were  m o s t  r e l u c t a n t  t o  i n ­
c l u d e  p a r e n t s  i n  t h e  d e c i s i o n - m a k i n g  p r o c e s s  o f  Agency 
X ' s  p r e s c h o o l  p ro g ram .
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DAILY PLANNER 1 

ADVOCATE S t a f f  A d v i s o r  ___________ 2 / 1 1 / 7 6

COMMENTS/NOTES/ACCOMPLISHMENTS

ACTIVITIES OF OTHER PEOPLE/ORGANIZATIONS

Person-Position/Organization Paid Volunteer

Agency X J

Activity-Involvement Motivation

Wanted to meet parents of 
handicapped preschool 
children.

They received a grant 
for a preschool program 
and they need children 
for the program

COMMENTS/PROBLEMS/ACCOMPLISHMENTS

P ro b le m —Agency X i s  a  l a r g e ,  e s t a b l i s h e d  agency  in  
t h e  f i e l d  o f  m e n t a l  r e t a r d a t i o n .  The m e e t i n g  was 
t e n s e  and u n p r o d u c t i v e .  S t a f f  a d v i s o r  w i l l  c o n s u l t  
w i t h  h o s p i t a l  A d m i n i s t r a t o r ,  S e n i o r  C o n s u l t a n t  f rom 
The Bureau  o f  M e n ta l  R e t a r d a t i o n  and t h e  P a r e n t s  
A s s o c i a t i o n .
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DAILY PLANNER 2

ADVOCATE S t a f f  A d v i s o r ______________

COMMUNITY in  B ro o k ly n ,  N. Y._________DATE(S) 4 / 2 0 / 7 6
Month Day(s)

ACTIVITIES TO DO COMPLETED
( wO

9 :3 0  a .m .  m e e t in g  w i t h  A d m i n i s t r a t o r  
t o  r e v i e w  d r a f t  l e t t e r  o f  a g re e m e n t  
b e tw een  Board  o f  E d u c a t i o n  and h o s p i t a l ,  
10 :00  a .m .  t o  m ee t  w i t h  A d m i n i s t r a t o r  
and E x e c u t i v e  D i r e c t o r

J
9 :3 0  a . m . -  

1 0 : 0 0  a .m .
V

1 0 - 1 0 :3 0  a.m.

TELEPHONE CALLS 
( s p e c i f y  t i t l e  o f  
p e r s o n  and agency)

MEETINGS/CONFERENCES 
( s p e c i f y  number o f  
p e o p l e ,  p u r p o s e )

C a l l  M rs .  P ( c h a i r p e r s o n )  to  t e l l  h e r  
t h a t  p rog ram  w i l l  p r o b a b l y  be  on t h e  
9 t h ,  n o t  t h e  3 rd  f l o o r .  She was 
an g ry  b e c a u s e  she f e l t  3 rd  f l o o r  had  
more a d v a n t a g e s .  She s a i d  t h a t  t h e  
p a r e n t s  p l a n  to  d i s c u s s  i t  f u r t h e r .

CORRESPONDENCE EXPENSES
( s p e c i f y  t i t l e  o f  p e r s o n  and a g e n c y )  I t e m  Amount

COMMENTS/PROBLEMS/ACCOMPLISHMENTS

The E x e c u t i v e  D i r e c t o r  l i k e d  t h e  l e t t e r  b u t  added  t h a t  th e  
Bd. o f  Ed. t e a c h e r  m us t  a b i d e  by a l l  h o s p i t a l  r u l e s .  He 
was a p o l o g e t i c  t h a t  t h e  h o s p i t a l  was n o t  a b l e  to  s u b s i d i z e  
" c o o k i e s  and m i l k "  f o r  t h e  c h i l d r e n .
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DAILY PLANNER 3 

ADVOCATE S t a f f  A d v i s o r _______________

COMMUNITY i n  B r o o k ly n ,  N.Y.__________ DATE(S) May 7 ,  1976
Month D ay(s )

ACTIVITIES TO DO COMPLETED
( V )

R e q u e s t  m e e t i n g  w i t h  S o c i a l  S e r v i c e s
D i r e c t o r  t o  d i s c u s s  c o m p o s i t i o n  o f  J
A d v i s o r y  Comm, f o r  p r e s c h o o l  p ro g ram  4 : 1 5  p .m .

TELEPHONE CALLS MEETINGS/CONFERENCES
( s p e c i f y  t i t l e  o f  ( s p e c i f y  number o f
p e r s o n  and ag en c y )  p e o p l e ,  p u r p o s e

* M rs . P .  c a l l e d  ( C h a i r p e r s o n )

CORRESPONDENCE EXPENSES
( s p e c i f y  t i t l e  o f  p e r s o n  and agen c y )  I t e m  Amount

L e t t e r  w i l l  be s i g n e d  by E x e c u t i v e  
D i r e c t o r  and  l a t e r  s i g n e d  by t h e  
D i r .  o f  t h e  B ureau  o f  CRMD. (The 
l e t t e r  d i d  n o t  have  to  be  r e v i e w e d  
by t h e  H e a l t h  & H o s p i t a l  C o r p . )

COMMENTS/PROBLEMS/ACCOMPLISHMENTS

* M rs . P .  h a s  b een  i n  to u c h  w i t h  t h e  l o c a l  Head S t a r t  
P s y c h o l o g i s t ,  who in fo rm e d  h e r  t h a t  he w a n ts  a  m tg .  w i t h  
t h e  p a r e n t s  and s t a f f  a d v i s o r  t o  d i s c u s s  a c c e p t i n g  
d e v e l o p m e n t a l l y  h a n d ic a p p e d  c h i l d r e n  i n  t h e  Head S t a r t  
p ro g ra m .  M rs .  P .  i s  s k e p t i c a l  b e c a u s e  t h e i r  i n t a k e  r e ­
q u i r e m e n t s  a r e  s t i l l  r e s t r i c t i v e .
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DAILY PLANNER 3
i*\

ADVOCATE S t a f f  A d v i s o r ____________May 7 ,  1976

COMMENTS/NOTES/ACCOMPLISHMENTS

ACTIVITIES OF OTHER PEOPLE/ORGANIZATIONS

P e r s o n - P o s i t i o n / O r g a n i z a t i o n P a id V o l u n t e e r

S c h e d u le d  m e e t i n g  May 24 a t  
3 :0 0  p .m .  a t  t h e  h o s p i t a l  t o  
d i s c u s s  d e v e l o p m e n t a l l y  
h a n d ic a p p e d  c h i l d r e n  and Head 
S t a r t .  (The m tg .  was s c h e d u le d  
by Mrs .  P . ,  c h a i r p e r s o n . )

COMMENTS/PROBLEMS/ACCOMPLISHMENTS



APPENDIX C
FORM USED FOR RECORDING MEETINGS

D ate  o f  R e c o rd in g _______________  D a te  o f  M e e t in g ______________

Name o f  N uc leu s  _________________ P e r s o n  R e c o r d i n g _____________

O c c a s io n __________________________  P l a c e __________________________
( R e g u la r  o r  S p e c i a l  ( L o c a t i o n )
M e e t in g ,  Work P r o j e c t ,  e t c . )

Time o f  B e g i n n i n g ______________ Time o f  E nd ing _________________

C i t i z e n s  P r e s e n t :

Name O c c u p a t io n  R e p r e s e n t i n g  S p e c i a l
I n t e r e s t ?

1 .
2 .
3.
4 .
5 .
6 . 
7 .

H e l p e r s  P r e s e n t :

S t a f f  A d v i s o r  _______

R e so u rc e  D i s c u s s a n t s  

V i s i t o r s
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Record  o f  M e e t in g

A. M a t t e r s  Under D i s c u s s i o n

B. D e c i s i o n s  Reached

C. M a t t e r s  D e f e r r e d

D. Next  M e e t in g  (D a te ,  Time, P l a c e )

E.  S i g n i f i c a n t  S id e  C o n v e r s a t i o n s
( b e f o r e ,  d u r i n g ,  and a f t e r  m e e t i n g )



APPENDIX D
SCALE TO MEASURE COMMUNITY PARTICIPATION

Name ________________________________________________________________________

A d d ress  ____________________________________________________________________

Age _____________  E d u c a t i o n _____________________________________________

O c c u p a t io n  _________________________________________________________________

Name o f  O r g a n i z a t i o n  

1 .

1 .  Member* 2 .  A t t e n d a n c e
3 .  F i n a n c i a l  
C o n t r i b u t i o n s

4 .  Member o f  
Committees  
(Not Name)

5 .  O f f i c e  
Held

2 . j

3.

4 .

5. -

*L = l o c a l  group  N = l o c a l  u n i t  o f  a  s t a t e  o r  n a t i o n a l  o r g a n i z a t i o n .

" S o c i a l  P a r t i c i p a t i o n  S c a l e ,  1952 E d i t i o n , "  F .  S t u a r t  C h a p in ,  U n i v e r s i t y  o f  
M in n e s o ta ,  D e l b e r t  C. M i l l e r ,  Handbook o f  R e s e a r c h  D e s ig n  and S o c ia l .  Measurem ent  
(New York:  David  McKay Company, I n c . ,  1 9 7 0 ) ,  p .  291.
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APPENDIX E
SCALE TO MEASURE ALIENATION

NAME __

ADDRESS

1 .  ______ I  t h i n k  we have a d e q u a t e  means f o r  p r e v e n t i n g
run -aw ay  i n f l a t i o n .

  T h e r e ' s  v e r y  l i t t l e  we can  do to  keep  p r i c e s
from g o in g  h i g h e r .

2 .  ______ P e r s o n s  l i k e  m y s e l f  have  l i t t l e  c h a n c e  o f  p r o ­
t e c t i n g  o u r  p e r s o n a l  i n t e r e s t s  when th e y  c o n ­
f l i c t  w i t h  t h o s e  o f  s t r o n g  p r e s s u r e  g r o u p s .

  I  f e e l  t h a t  we hav e  a d e q u a te  ways o f  c o p in g
w i t h  p r e s s u r e  g r o u p s .

3 .  ______ A l a s t i n g  w o r ld  p e a c e  can  be a c h i e v e d  by t h o s e
o f  us  who work to w ard  i t .

  T h e r e ' s  v e r y  l i t t l e  we can do to  b r i n g  a b o u t  a
p e rm a n e n t  w o r ld  p e a c e .

4 .  ______ T h e r e ' s  v e r y  l i t t l e  p e r s o n s  l i k e  m y s e l f  can  do
t o  improve w o r ld  o p i n i o n  o f  t h e  U n i t e d  S t a t e s .

  I  t h i n k  e a c h  o f  us  can  do a  g r e a t  d e a l  to
improve  w o r ld  o p i n i o n  o f  t h e  U n i t e d  S t a t e s .

5 .  ______ T h is  w o r ld  i s  ru n  by t h e  few p e o p l e  i n  power ,
and t h e r e  i s  n o t  much t h e  l i t t l e  guy can  do 
a b o u t  i t .

  The a v e r a g e  c i t i z e n  can  have  an i n f l u e n c e  on
governm en t  d e c i s i o n s .

6 . ______ I t  i s  o n l y  w i s h f u l  t h i n k i n g  t o  b e l i e v e  t h a t  one
can  r e a l l y  i n f l u e n c e  wha t  happ en s  i n  s o c i e t y  a t  
l a r g e .

  P e o p le  l i k e  me can  change  th e  c o u r s e  o f  w o r ld
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e v e n t s  i f  we make o u r s e l v e s  h e a r d .

7 .    More and m ore ,  I  f e e l  h e l p l e s s  i n  t h e  f a c e  o f
w h a t ' s  h a p p e n in g  i n  t h e  w o r ld  t o d a y .

  I  som e t im es  f e e l  p e r s o n a l l y  t o  b lam e f o r  t h e
sa d  s t a t e  o f  a f f a i r s  i n  o u r  g o v e rn m e n t .

N e a l  and  Seeman P o w e r l e s s n e s s  S c a l e

"The a u t h o r s  d e f i n e  p o w e r l e s s n e s s  a s  ' l o w  e x p e c t a n c i e s  
f o r  c o n t r o l  o f  e v e n t s ' a s  l a c k  o f  c o n t r o l  o v e r  t h e  
p o l i t i c a l  s y s t e m ,  t h e  i n d u s t r i a l  economy, and i n t e r ­
n a t i o n a l  a f f a i r s .  B a s i c a l l y  m e a s u re s  t h e  s u b j e c t i v e l y  
h e l d  p r o b a b i l i t i e s  t h a t  t h e  outcome o f  p o l i t i c a l  and 
economic e v e n t s  c a n n o t  be a d e q u a t e l y  c o n t r o l l e d  by 
o n e s e l f  o r  c o l l e c t i v e l y  by p e r s o n s  l i k e  o n e s e l f . "

- - f r o m  D e l b e r t  C. M i l l e r ,  Handbook o f  R e s e a r c h  D e s ig n  
and S o c i a l  Measurement  (New York:  Dav id  McKay 

Company, I n c . ,  1 9 7 0 ) ,  p .  318.
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