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ABSTRACT 

The a i m o f t h e s t u d y r e p o r t e d i n t h i s t h e s i s was t o o b t a i n i n f o r m a t i o n 

on a group o f p e o p l e w i t h a m e n t a l h a n d i c a p l i v i n g i n t h e community. 

The s t u d y i n c l u d e d 86 c a s e s l i v i n g i n a v a r i e t y o f homes. The main 

d i s t i n c t i o n was between s t a f f e d and u n s t a f f e d homes, w i t h 24 p e o p l e 

l i v i n g i n s t a f f e d homes and 62 p e o p l e l i v i n g i n u n s t a f f e d homes. D a t a 

were o b t a i n e d on t h e i r g e n e r a l c h a r a c t e r i s t i c s , on t h e i r o c c u p a t i o n a l 

a c t i v i t i e s and on t h e i r l e i s u r e a c t i v i t i e s o u t s i d e t h e home. The f i r s t 

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

r e p o r t s t h e methodology. D a t a were o b t a i n e d i n an i n t e r v i e w w i t h a 

main c a r e r , o r when t h e c a s e l i v e d a l o n e , w i t h h i m / h e r s e l f . A 

q u e s t i o n n a i r e was d e s i g n e d f o r u s e d u r i n g t h e i n t e r v i e w and was p a r t l y 

b a s e d on t h e Wessex S c h e d u l e ( K u s h l i c k , B l u n d e n and Cox, 1 9 7 3 ) . The 

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

o f t h e c h a r a c t e r i s t i c s o f t h e sa m p l e showed t h a t o n l y a m i n o r i t y h ad 

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

a s s i s t a n c e i n a l l t h e i r p e r s o n a l n e e d s . The r e s u l t s on t h e 

o c c u p a t i o n a l a c t i v i t i e s was l e s s p o s i t i v e . O n l y 6 c a s e s were i n p a i d 

employment; 50 c a s e s a t t e n d e d an ATC. The c a s e s from s t a f f e d homes 

were more l i k e l y t o a t t e n d an o c c u p a t i o n a l a c t i v i t y t h a n t h o s e l i v i n g 

i n u n s t a f f e d homes. The r e s u l t s on t h e l e i s u r e a c t i v i t i e s r e v e a l e d 

t h a t a l t h o u g h some l e d f a i r l y a c t i v e l i v e s o t h e r s d i d n o t . Few c a s e s 

had f r i e n d s f o r co m p a n i o n s . The f o u r t h c h a p t e r d i s c u s s e s t h e r e s u l t s 

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

r e s e a r c h . The i m p l i c a t i o n s o f t h e s t u d y a r e a l s o c o n s i d e r e d . 
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CHAPTER ONE 

P e o p l e w i t h a m e n t a l h a n d i c a p l i v i n g i n t h e community. 

1.1 I n t r o d u c t i o n . 

The p o l i c y o f Community C a r e c a n be t r a c e d back t o t h e 1959 M e n t a l 

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

w i t h i n t h e community a s a l t e r n a t i v e s t o h o s p i t a l . The i m p e t u s t o w a r d s 

community c a r e was a l m o s t c e r t a i n l y i n c r e a s e d by r e c o g n i t i o n o f t h e 

d e p l o r a b l e c o n d i t i o n s i n some l o n g s t a y h o s p i t a l s (DHSS, 1969) and t h e 

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

had upon t h e d e v e l o p m e n t o f p e o p l e l i v i n g i n them (Goffman, 1961; 

T i z a r d , 1964; K i n g , R a y n e s and T i z a r d , 1 9 7 1 ) . The r e a l i s a t i o n t h a t 

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

and d e v e l o p m e n t ( C l a r k e a n d C l a r k e , 1974) was a l s o o f m a j o r 

s i g n i f i c a n c e . 

The W h i t e P a p e r " B e t t e r S e r v i c e s f o r t h e M e n t a l l y H a n d i c a p p e d " , s e t 

t h e framework f o r much o f t h e e n s u i n g d e b a t e a b o u t h o s p i t a l s . I t 

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

u n n e c e s s a r i l y s e g r e g a t e d from o t h e r p e o p l e and t h a t t h e y s h o u l d be 

s u p p o r t e d a s f a r a s p o s s i b l e i n t h e community. I t e n v i s a g e d a 

r e d u c t i o n by h a l f i n h o s p i t a l p l a c e s by 1991 (Ryan and Thomas, 1987) . 

T h e r e a r e many schemes t h r o u g h o u t t h e U.K. where c h i l d r e n and a d u l t s 

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

e v a l u a t i o n s o f s u c h schemes ( e . g . L o c k e r , Rao and W e d d e l l , 1984; Shah 
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and Holmes, 1987; R a y n e s and Sumpton, 1 9 8 7 ) . 

However, many p e o p l e w i t h a m e n t a l h a n d i c a p a l r e a d y l i v e i n t h e 

community, e i t h e r a t home w i t h t h e i r f a m i l i e s , i n d e p e n d e n t l y o r i n 

o t h e r r e s i d e n t i a l s e t t i n g s . F o r example, a r e p o r t i s s u e d by t h e 

N o r t h e r n R e g i o n a l H e a l t h A u t h o r i t y q u o t e d t h a t 2,500 p e o p l e w i t h a 

m e n t a l h a n d i c a p were l i v i n g i n l o n g s t a y h o s p i t a l s ; 10,000 were l i v i n g 

i n t h e community, e i t h e r a t home o r i n S o c i a l S e r v i c e s accommodation 

( N o r t h e r n R e g i o n a l H e a l t h A u t h o r i t y , 1 9 8 7 ) . I t i s i m p o r t a n t t o 

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

t h o s e p e o p l e moving from h o s p i t a l s t o community b a s e d homes. L i t t l e i s 

known about t h o s e a l r e a d y l i v i n g i n t h e community. However t h e i r 

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

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

about t h e e x t e n t t o w h i c h p e o p l e w i t h a m e n t a l h a n d i c a p a r e i n t e g r a t e d 

i n t o t h e community i n w h i c h t h e y l i v e . 

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

community c a r e , and t h e g e n e r a l c h a r a c t e r i s t i c s o f p e o p l e w i t h a 

m e n t a l h a n d i c a p l i v i n g w i t h i n t h e community; and t o r e v i e w s t u d i e s o f 

t h e i r work and l e i s u r e a c t i v i t i e s . 

1.2 Community C a r e 

The W h i t e P a p e r " B e t t e r S e r v i c e s f o r t h e M e n t a l l y H a n d i c a p p e d " (1971) 

was an i m p o r t a n t m i l e s t o n e f o r d e v e l o p m e n t s i n m e n t a l h a n d i c a p . I t 

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

w i t h i n t h e community. P a r t i c u l a r e m p h a s i s was p l a c e d on r e d u c i n g t h e 

h o s p i t a l p o p u l a t i o n w i t h a c o n c o m i t a n t a t t e m p t t o a v o i d s e g r e g a t i o n 
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from t h e o r d i n a r y community. The J a y c o m m i t t e e (1979) i s s u e d a r e p o r t 

w h i c h l o o k e d i n t o m e n t a l h a n d i c a p n u r s i n g and c a r e . They l i s t e d a s e t 

o f b a s i c p r i n c i p l e s a r o u n d w h i c h t h e y b u i l t a model o f t h e way i n 

w h i c h c a r e s h o u l d be d e l i v e r e d . The argument was b a s e d upon t h e 

p r i n c i p l e t h a t p e o p l e w i t h a m e n t a l h a n d i c a p , l i k e o t h e r members o f 

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

s e r v i c e s t h a t t h e community had t o o f f e r and t h a t s p e c i a l i s t s e r v i c e s 

s h o u l d be p r o v i d e d o n l y when a n e e d f o r them was i d e n t i f i e d . The 

r e p o r t e m p h a s i s e d t h e r i g h t o f e a c h p e r s o n t o be t r e a t e d a s an 

i n d i v i d u a l , who w ould have n e e d s t h a t were u n i q u e and w h i c h w o u l d 

change o v e r t i m e , and who had t h e r i g h t t o be i n v o l v e d i n d e c i s i o n s 

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

T h i s p r i n c i p l e p l a c e s t h e i n d i v i d u a l a t t h e c e n t r e , w i t h s e r v i c e s 

d e s i g n e d t o meet t h e needs o f t h e i n d i v i d u a l , w i t h o u t i m p o s i n g 

i s o l a t i o n o r s e g r e g a t i o n from t h e o r d i n a r y community. I t p r e s e n t e d a 

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

t h e t e r m ' c a r e i n t h e community' a c t u a l l y meant. A d e t a i l e d d i s c u s s i o n 

o f t h e a m b i g u i t i e s s u r r o u n d i n g t h e t e r m i s g i v e n by B a y l e y i n " M e n t a l 

H a n d i c a p and Community C a r e " (1973) . A c c o r d i n g t o H a t t e r s l e y e t a l 

(1987) i t h a s become a " t h r e a d b a r e c l i c h e and, l i k e a l l 

g e n e r a l i s a t i o n s , h a s been i n t e r p r e t e d i n many ways, u s u a l l y v e r y 

l o o s e l y " . They a r g u e t h a t many moves t o t h e community " a r e muddled and 

i l l u n d e r s t o o d " , w i t h u n c e r t a i n t y about who i s e l i g i b l e , and t h a t many 

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

a l t e r n a t i v e c o m p r e h e n s i v e community s e r v i c e " . They go on t o a r g u e t h a t 

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

a l w a y s l i v e d i n t h e community, d e p e n d e n t on t h e i r p a r e n t s , w i t h l i t t l e 

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

- 3 -



i n v e s t i g a t i o n o f t h e s e p e o p l e , t h e i r n eeds and s e r v i c e r e q u i r e m e n t s , 

may h e l p t o a d d r e s s some o f t h e i s s u e s r e l a t e d t o what community c a r e 

and community l i v i n g mean i n p r a c t i c e t o p e o p l e w i t h a m e n t a l 

h a n d i c a p . 

The movement i n t o t h e community i s b a s e d on t h e g u i d i n g g o a l o f an 

' o r d i n a r y l i f e ' . C e n t r a l t o t h i s t r e n d i s t h e c o n c e p t o f 

' n o r m a l i s a t i o n ' , d e f i n e d by N i r j e (1970) a s moving t o w a r d s " p a t t e r n s 

and c o n d i t i o n s o f e v e r y d a y l i f e w h i c h a r e a s 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 m a i n s t r e a m s o c i e t y " . T h i s d e f i n i t i o n was 

e x t e n d e d t o mean "as much a s p o s s i b l e t h e u s e o f c u l t u r a l l y v a l u e d 

means t o e n a b l e / e s t a b l i s h and o r m a i n t a i n v a l u e d s o c i a l r o l e s " 

( W o l f e n s b e r g e r and T u l l m a n , 1 9 8 2 ) . N o r m a l i s a t i o n does not mean t h a t 

p e o p l e w i t h a m e n t a l h a n d i c a p become n o r m a l . I t does mean t h a t t h e y 

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

A c c o r d i n g t o W o l f e n s b e r g e r t h e p r o c e s s o f " r e c o g n i s i n g p e o p l e w i t h a 

m e n t a l h a n d i c a p a s competent i n d i v i d u a l s w i t h e q u a l r i g h t s and v a l u e 

i s a t t h e h e a r t o f n o r m a l i s a t i o n " ( W o l f e n s b e r g e r , 1 9 8 0 ) . 

The Campaign f o r P e o p l e w i t h M e n t a l H a n d i c a p s (CMH) a r g u e d t h a t t h e 

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

normal a l i f e a s p o s s i b l e . T h i s i n c l u d e s a normal rhythm o f d a y s , 

weeks and y e a r s ; n o r m a l s i z e d l i v i n g u n i t s ; a d e q u a t e p r i v a c y ; n o r m a l 

a c c e s s t o s o c i a l , e m o t i o n a l and s e x u a l r e l a t i o n s h i p s w i t h o t h e r s ; 

normal g r o w i n g up e x p e r i e n c e s ; t h e p o s s i b i l i t y o f d e c e n t p a i d work; 

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

f u t u r e (CMH, 1 9 7 5 ) . T h e i r n e e d s a r e s e e n a s b a s i c a l l y s i m i l a r t o t h o s e 

o f o t h e r p e o p l e , w i t h t h e d i f f e r e n c e b e i n g t h a t t h e y may n o t be a b l e 

t o meet t h e s e needs u n a i d e d o r a s i n d e p e n d e n t l y a s o t h e r s c a n , and 



t h a t t h e y may have a d d i t i o n a l s p e c i a l n e e d s . 

S e v e r a l i m p l i c a t i o n s a r i s e from t h e p r i n c i p l e o f n o r m a l i s a t i o n : 1) 

t h a t e v e r y p e r s o n s h o u l d have t h e o p t i o n o f h a v i n g a home; 2) t h a t 

a d u l t s s h o u l d be t r e a t e d a s a d u l t s ; 3) t h a t e v e r y p e r s o n s h o u l d be 

c h a l l e n g e d and e n a b l e d t o l e a r n , and a l l o w e d t o t a k e r i s k s i n d e c i s i o n 

making; 4) t h a t e v e r y p e r s o n s h o u l d be a l l o w e d t o p a r t i c i p a t e i n t h e 

m a i n s t r e a m o f community l i f e and, a s f a r a s p o s s i b l e , e i t h e r 

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

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

c o n c e p t s . One c e n t r a l c o n c e p t i s t h a t o f d e v i a n c y . H a n d i c a p p e d p e o p l e 

a r e f r e q u e n t l y s e e n a s d e v i a n t . T h i s o c c u r s when t h e y a r e s e e n a s 

d i f f e r e n t from o t h e r s , where t h e d i f f e r e n c e s a r e v i e w e d a s s i g n i f i c a n t 

by o t h e r s and a r e n e g a t i v e l y v a l u e d . I t i s not t h e d i f f e r e n c e s t h a t 

make f o r d e v i a n c y , b u t t h e f a c t t h a t t h e d i f f e r e n c e s a r e n e g a t i v e l y 

v a l u e d . A l t h o u g h d e v a l u a t i o n b e g i n s i n t h e e y e s o f o t h e r s , s o c i a l 

e x p e c t a t i o n s c a n l e a d t o p e o p l e d e v a l u i n g t h e m s e l v e s ( e . g . Goffman, 

1 9 5 9 ) . When a p e r s o n i s p e r c e i v e d a s d e v a l u e d h e / s h e i s c a s t i n t o a 

p a r t i c u l a r r o l e t h a t c a r r i e s w i t h i t p o w e r f u l e x p e c t a t i o n s . T h e s e 

e x p e c t a t i o n s c a n t h e n i n f l u e n c e not o n l y t h e a t t i t u d e o f t h e p e r c e i v e r 

b u t a l s o t h a t o f t h e p e r c e i v e d p e r s o n . A p e r s o n ' s b e h a v i o u r c a n be 

i n f l u e n c e d by t h e r o l e e x p e c t a t i o n s p l a c e d upon h i m / h e r . ( T h i s i s 

r e f e r r e d t o i n t h e n o r m a l i s a t i o n l i t e r a t u r e a s ' r o l e c i r c u l a r i t y ' ) . 

P e o p l e w i t h a m e n t a l h a n d i c a p h a v e been c a s t i n a number o f r o l e s : a s 

a subhuman o r g a n i s m , a s a menace, a s a h o l y i n n o c e n t , a s s i c k , a s an 

o b j e c t o f p i t y , and a s c h i l d l i k e ( W o l f e n s b e r g e r , 1 9 8 0 ) . The one t h a t 

w i l l be d i s c u s s e d h e r e i s t h e c h i l d l i k e r o l e . 
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n o t i o n of 

The ' e t e r n a l c h i l d ' i s p r e v a l e n t i n work w i t h p e o p l e w i t h a m e n t a l 

h a n d i c a p ( W o l f e n s b e r g e r , 1980; H a t t e r s l e y , H o s k i n g , Morrow amd Myers, 

1 9 8 7 ) . The i d e a t h a t t h e y a r e j u s t c h i l d r e n and must t h e r e f o r e be 

p r o t e c t e d l e a d s t o r e s t r i c t e d o p p o r t u n i t i e s . T h i s k i n d o f age 

d e g r a d a t i o n c a n be s u b t l e and c a n i n c l u d e , f o r example, e n g a g i n g 

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

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

a s c h i l d r e n . 

R i s k s a r e a p a r t o f e v e r y d a y l i f e and a r e i m p o r t a n t f o r l e a r n i n g and 

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

from r i s k s . O v e r p r o t e c t i o n c a n e n d a n g e r t h e d i g n i t y o f p e o p l e w i t h a 

m e n t a l h a n d i c a p and keep them from e x p e r i e n c i n g t h e n o r m a l t a k i n g o f 

r i s k s w h i c h i s i m p o r t a n t f o r human growth and d e v e l o p m e n t . C o n c e r n f o r 

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

on them a l i f e w h i c h g e t s 'wrapped i n c o t t o n w o o l ' : one w h i c h few 

p e o p l e would v o l u n t a r i l y a c c e p t . 

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

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

have t h e o p t i o n o f h a v i n g a home. However, s i m p l y l o c a t i n g a p e r s o n 

w i t h a m e n t a l h a n d i c a p i n an o r d i n a r y house, i n an o r d i n a r y s t r e e t 

does no t e n s u r e t h a t h e / s h e becomes p a r t o f t h a t community. 

W o l f e n s b e r g e r (1980) d i f f e r e n t i a t e s b etween p h y s i c a l and s o c i a l 

i n t e g r a t i o n . P h y s i c a l i n t e g r a t i o n u s u a l l y i n v o l v e s b u i l d i n g s and 

p h y s i c a l s e t t i n g s and i s d e t e r m i n e d by f o u r f a c t o r s : t h e l o c a t i o n o f 

t h e home, i t s p h y s i c a l c o n t e x t , i t s e a s e o f a c c e s s , and i t s s i z e . 

S o c i a l i n t e g r a t i o n , on t h e o t h e r hand, t a k e s p l a c e on a p e r s o n a l l e v e l 

and i n v o l v e s s o c i a l i n t e r a c t i o n w i t h h a n d i c a p p e d and n o n - h a n d i c a p p e d 
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p e o p l e . S o c i a l i n t e g r a t i o n i s a l s o d e t e r m i n e d by f o u r f a c t o r s : program 

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

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

t h e c l i e n t s , and t h e ways i n w h i c h s e r v i c e b u i l d i n g s a r e p e r c e i v e d . 

U n l e s s community o p p o r t u n i t i e s a r e u t i l i s e d p e o p l e w i t h a m e n t a l 

h a n d i c a p w i l l r e m a i n i s o l a t e d . A t k i n s o n (1982) r e f e r r e d t o p e o p l e w i t h 

m e n t a l h a n d i c a p s who were " p i o n e e r s " who "shunned t r a i n i n g and 

r e h a b i l i t a t i o n schemes, s e v e r e d c o n n e c t i o n s w i t h h o s p i t a l and work f o r 

i n d e p e n d e n c e and a new n o r m a l l i f e s t y l e " b u t goes on t o s a y t h a t 

" a l t h o u g h t h e p i o n e e r s e n j o y home b a s e d l e i s u r e p u r s u i t s t h e y l a c k t h e 

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

and B j a a n e s (1978) i n a d i s c u s s i o n o f community c a r e homes and t h e i r 

n o r m a l i s i n g e f f e c t l o o k e d a t t h e u s e made of community programmes by 

p e o p l e from 160 community c a r e homes. They f o u n d t h a t t h e s m a l l e r 

f a c i l i t i e s were " c r e a t i n g s o c i a l l y i s o l a t e d t o t a l i n s t i t u t i o n s w i t h i n 

t h e community". T h e s e s t u d i e s i l l u s t r a t e t h a t s o c i a l i n t e g r a t i o n and 

becoming a p a r t o f a community does no t a u t o m a t i c a l l y f o l l o w from 

a c t u a l l y l i v i n g i n t h a t community. I t i s i m p o r t a n t f o r a p e r s o n w i t h a 

m e n t a l h a n d i c a p t o u t i l i s e community o p p o r t u n i t i e s . I f t h e y do not 

t h e n t h e home a l o n e w i l l not be enough t o s u p p o r t t h e p e r s o n i n t h e 

n o r m a l i s i n g p r o c e s s . 

As p r e v i o u s l y m e n t i o n e d , a l t h o u g h p e o p l e w i t h a m e n t a l h a n d i c a p have 

t h e same n e e d s a s o r d i n a r y p e o p l e t h e y may n o t be a b l e t o meet them 

i n d e p e n d e n t l y w i t h o u t a d d i t i o n a l h e l p . F o r example many need t r a i n i n g 

i n community l i v i n g s k i l l s , e.g. p e d e s t r i a n s k i l l s ; t r a v e l s k i l l s f o r 

u s i n g v a r i o u s means o f p u b l i c t r a n s p o r t a t i o n ; s e l f c a r e s k i l l s ; money 

managemant; l e i s u r e and s o c i a l a c t i v i t i e s ; and v o c a t i o n a l s k i l l s . A 
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number o f s t u d i e s have a l s o c o n c l u d e d t h a t p e o p l e w i t h a m e n t a l 

h a n d i c a p may need h e l p i n making f r i e n d s ( F i r t h , 1986) . 

Not e v e r y o n e w i t h a m e n t a l h a n d i c a p i s new t o t h e community i n w h i c h 

t h e y l i v e . Many have l i v e d a l l t h e i r l i v e s a t home w i t h f a m i l i e s and 

w i l l c o n t i n u e d o i n g so f o r many y e a r s t o come. They r e p r e s e n t a wide 

r a n g e o f p e o p l e w i t h v a r i o u s l e v e l s o f IQ, a d a p t i v e s k i l l s and 

a b i l i t i e s a nd l i v e i n a v a r i e t y o f s o c i a l s i t u a t i o n s . A few ha v e 

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

c o n t a c t s . Many more l e a d more r e s t r i c t e d l i v e s w i t h few o p p o r t u n i t i e s 

t o d e v e l o p t h e i r s o c i a l l i v e s o r form new r e l a t i o n s h i p s . F o r some, l i f e 

i n t h e community means o n l y t h a t t h e i r home i s l o c a t e d i n t h e 

community; f o r o t h e r s i t means a d e g r e e o f p a r t i c i p a t i o n i n community 

l i f e . The f o l l o w i n g s e c t i o n s r e v i e w t h e r e l e v a n t l i t e r a t u r e . The 

r e v i e w i s s e l e c t i v e and c o n c e n t r a t e s m a i n l y on B r i t i s h s t u d i e s . 

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

l i v i n g i n community s e t t i n g s . 

L i t t l e i n f o r m a t i o n i s a v a i l a b l e on t h e c h a r a c t e r i s t i c s o f p e o p l e w i t h 

a m e n t a l h a n d i c a p l i v i n g i n t h e community. McConkey, Walsh a n d Mulcahy 

(1982) c o n d u c t e d a s u r v e y o f a d u l t s w i t h a m e n t a l h a n d i c a p l i v i n g i n 

D u b l i n C i t y . U s i n g s t a t e d i s a b i l i t y r e c o r d s 712 p e o p l e a g e d 15 t o 64 

y e a r s were i d e n t i f i e d a s h a v i n g a m e n t a l h a n d i c a p . On i n t e r v i e w i n g , 

150 were f o u n d not i n f a c t t o have a m e n t a l h a n d i c a p . The r e m a i n i n g 

562 p e o p l e were s u c c e s s f u l l y i n t e r v i e w e d f u r t h e r . They d i d n o t s a y why 

t h e d i s c r e p a n c y e x i s t e d . N i n e t y one p e r c e n t o f t h o s e i d e n t i f i e d l i v e d 



w i t h t h e i r f a m i l i e s , 6% l i v e d i n a community h o s t e l and 4% l i v e d 

a l o n e . D a t a were o b t a i n e d on age, s e x , l i v i n g c i r c u m s t a n c e s , 

c o m m u n i c a t i o n , s e l f c a r e and community s k i l l s , f reedom o f movement and 

l e i s u r e a c t i v i t i e s . Of t h e i n t e r v i e w s , 72.6% were w i t h p a r e n t s , 20% 

w i t h a n o t h e r f a m i l y member and 7.4% were w i t h t h e p e r s o n w i t h a m e n t a l 

h a n d i c a p . 

& Mulca hy 

An i n d e x was u s e d , d e v e l o p e d by McConkey and Walsh ( 1 9 8 1 ) , w h i c h r a t e d 

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

s k i l l s on a 4 o r 5 p o i n t s c a l e . The r e s u l t s from t h e s t u d y were 

p r e s e n t e d i n t h e form o f p i e c h a r t s . T h e r e f o r e o n l y t h e r e s u l t s q u o t e d 

by t h e a u t h o r s i n t h e t e x t w i l l be r e f e r r e d t o . They found t h a t o v e r 

70% had i n t e l l i g i b l e s p e e c h , w i t h o n l y 10% u n a b l e t o r e s p o n d when 

spoken t o ( o t h e r t h a n t o t h e i r own name). F i f t y p e r c e n t were a b l e t o 

t a k e c a r e o f t h e i r own p e r s o n a l needs i n d e p e n d e n t l y and 18% were 

dependent on o t h e r s . The a u t h o r s d i d n o t quote t h e p e r c e n t a g e s o f 

p e o p l e who needed h e l p o r who needed c h e c k i n g , t h e o t h e r two a b i l i t y 

l e v e l s on t h e i n d e x . S e v e n t y f o u r p e r c e n t c o u l d manage a l l t a b l e 

a c t i v i t i e s , w i t h 14% n e e d i n g h e l p w i t h f e e d i n g and d r i n k i n g . N e a r l y 

50% were c a p a b l e o f c o p i n g w i t h e v e r y d a y money t r a n s a c t i o n s ; n e a r l y 

60% c o u l d t e l l t h e t i m e and n e a r l y 50% c o u l d w r i t e t h e i r own name. 

S i x t y - f o u r p e r c e n t o f t h e men and 47% o f t h e women were a b l e t o t r a v e l 

i n d e p e n d e n t l y . R e l a t e d t o t h i s was t h e f i n d i n g t h a t s i g n i f i c a n t l y more 

men, 73%, compared w i t h women, 57%, were c a p a b l e o f r u n n i n g and 

c l i m b i n g w i t h o u t d i f f i c u l t y ; 37% o f t h e men, compared w i t h 2 1% o f t h e 

women t i r e d e a s i l y . 

McConkey e t a l s u m m a r i s e d t h e i r r e s u l t s by d i v i d i n g t h e p o p u l a t i o n 

i n t o f o u r a b i l i t y g r o u p s : 1) a h i g h a b i l i t y group; 2) a group 
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competent i n s e l f c a r e group; 3) a group n e e d i n g a s s i s t a n c e i n s e l f 

c a r e ; and 4) a low a b i l i t y group. The p i c t u r e w h i c h emerged was, 

a c c o r d i n g t o t h e a u t h o r s , one t h a t " b e l i e d t h e p o p u l a r image o f a d u l t s 

s e e n i n t h e community". They f o u n d t h a t t h e m a j o r i t y were c a p a b l e o f 

l o o k i n g a f t e r t h e i r own p e r s o n a l needs and o n l y a m i n o r i t y were 

d e p e n d e n t . N e a r l y 30% o f t h e sample p o p u l a t i o n came w i t h i n t h e h i g h 

a b i l i t y group, 20% i n t h e s e c o n d group, 30% i n t h e 3 r d group and j u s t 

u n d e r 20% i n t h e low a b i l i t y group. 

The s e c o n d s t u d y o f i n t e r e s t i s t h a t o f C h e s e l d i n e and J e f f r e e ( 1 9 8 1 ) . 

They l o o k e d a t f a c t o r s c o n t r i b u t i n g t o t h e u s e o f l e i s u r e t i m e by 

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

aged between 13 and 19 y e a r s were i d e n t i f i e d by 10 e d u c a t i o n 

a u t h o r i t i e s a s " e d u c a t i o n a l l y s u b n o r m a l ( s e v e r e ) " and l i v i n g a t home 

w i t h t h e i r p a r e n t s . D a t a were o b t a i n e d t h r o u g h s t r u c t u r e d i n t e r v i e w s 

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

i n d e p e n d e p e n t s k i l l s and f a m i l y s t r u c t u r e and a t t i t u d e s . P a r t o f t h e 

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

l e i s u r e - t i m e i s o l a t i o n . U s i n g t h e P a t h w a y s t o I n d e p e n d e n c e C h e c k l i s t 

t h e y r a t e d s o c i a l s k i l l s , l a n g u a g e , i n d e p e n d e n c e i n m o b i l i t y and money 

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

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

t h e m a j o r i t y had a t t a i n e d a l e v e l o f i n d e p e n d e n c e a t t h e t a b l e " w h i c h 

would e n a b l e them t o mix w i t h o t h e r s i n a f a m i l i a r e n v i r o n m e n t w i t h o u t 

c a u s i n g undue e m b a r r a s s m e n t " . E i g h t y p e r c e n t had a c c e p t a b l e t a b l e 

manners and c o u l d s p r e a d b u t t e r o r jam, 72% c o u l d h e l p t h e m s e l v e s t o 

v e g e t a b l e s a t t h e t a b l e and 87% c o u l d d r i n k from a n o r m a l cup o r 

g l a s s . O n l y 4% d i d not have a c c e p t a b l e t a b l e manners and e i t h e r a t e 

w i t h t h e i r f i n g e r s o r h a d t o be f e d . E i g h t y s i x p e r c e n t c o u l d d r e s s 
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independently, deal w i t h buttons and take t h e i r coats o f f . Forty one 

per cent were able t o use language a p p r o p r i a t e l y and t h e i r speech was 

reasonable and i n t e l l i g i b l e . A f u r t h e r 42% had t o augment t h e i r words 

w i t h gestures. Sixteen percent could only be understood by other 

f a m i l y members. The m a j o r i t y lacked independent m o b i l i t y and were 

dependent on fam i l y or speci a l t r a n s p o r t t o take them outside the 

home. For example, 93% were not capable of catching a f a m i l i a r bus and 

42% d i d not go f u r t h e r than t h e i r own cul-de-sac without an a d u l t . 

M o b i l i t y and t r a v e l s k i l l s are needed t o be able t o get out i n t o the 

community t o make use of i t s resources. These o f t e n prove t o be 

problems f o r people w i t h a mental handicap. 

Both studies present a f a i r l y p o s i t i v e p i c t u r e of the c h a r a c t e r i s t i c s 

of people w i t h a mental handicap l i v i n g i n the community. This, however, 

contrasts w i t h the data obtained on the work and l e i s u r e a c t i v i t i e s of 

the same groups of people, which w i l l be presented more f u l l y i n the 

f o l l o w i n g sections. 

1.4 The Occupational A c t i v i t i e s of People w i t h a Mental Handicap 

L i v i n g i n the Community. 

Work, l e i s u r e and s o c i a l r e l a t i o n s h i p s are c l o s e l y i n t e r l i n k e d . R e i t e r 

and Levi (1980) i d e n t i f i e d having companions without a mental handicap 

and g e t t i n g employment as two pressing needs f o r people w i t h a mental 

handicap. Employment i s important f o r a number of reasons. I t puts a 

s t r u c t u r e t o d a i l y l i f e which helps a sense of purpose, provides 

access t o many of l i f e ' s pleasures, gives a f e e l i n g of being valued by 
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others and provides the o p p o r t u n i t y f o r personal growth and s o c i a l 

i n t e r a c t i o n . I t i s o f t e n through work t h a t acquaintances are made 

which l a t e r develop i n t o f r i e n d s h i p . 

Though work has long been considered c r i t i c a l by those concerned w i t h 

the community adjustment of people w i t h a mental handicap (Cobb, 1972; 

B r o l i n , 1976; Whelan and Speake, 1982), most reach a d u l t l i f e without 

the expectation of t a k i n g personal r e s p o n s i b i l i t y f o r t h e i r d a i l y 

s u r v i v a l . People w i t h a mental handicap are r a r e l y seen as p o t e n t i a l 

members of the labour force (Wertheimer, 1983) . The s a t i s f a c t i o n s and 

rewards of work t h e r e f o r e remain unknown t o them. 

People w i t h p h y s i c a l d i s a b i l i t i e s need help i n g e t t i n g and performing 

jobs. A number of schemes have been set up t o help such people, e.g. 

employment r e h a b i l i t a t i o n centres and the Manpower Service Commission 

(Hattersley, Hosking, Morrow and Myers, 1987) , through which many 

people w i t h p h y s i c a l d i s a b i l i t i e s are given p r a c t i c a l support. This 

makes i t possible f o r them t o f u n c t i o n i n or d i n a r y working s i t u a t i o n s . 

However the needs and r i g h t s of people w i t h l e a r n i n g d i f f i c u l t i e s do 

not appear t o have been considered t o the same degree. H a t t e r s l e y 

et a l (1987) argued t h a t they too have the need t o be supported i n 

ordinary employment. 

The t r a d i t i o n a l p r o v i s i o n w i t h i n the U.K. has been centres aimed at 

p r o v i d i n g occupation. These evolved from occupation centres t o a d u l t 

t r a i n i n g centres (ATCs) and were managed by Social Service 

departments. These centres have been c r i t i c i s e d i n t h a t they put many 

people w i t h l o t s of problems together i n one place. This goes against 

the p r i n c i p l e of normalisation which states t h a t the more the number 
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and s e v e r i t y or v a r i e t y of stigmata (defined as "overt and ne g a t i v e l y 
a r e 

valued c h a r a c t e r i s t i c s " ) or the more people w i t h such stigmata placed 

together, the more impact they have. I n a d d i t i o n t o t h i s , these 

centres tend t o provide several d i f f e r e n t kinds of l e a r n i n g ; domestic, 

money, l e i s u r e , l i t e r a r y , and speech. A l l are de s i r a b l e but are not 

us u a l l y provided i n a place of work. I t i s a c h a r a c t e r i s t i c of t o t a l 

i n s t i t u t i o n s t o blend a l l of l i f e ' s a c t i v i t i e s i n t o one place. Again 

t h i s i s contrary t o the p r i n c i p l e of no r m a l i s a t i o n and i s not how 

ordinary l i f e i s l i v e d . 

For people w i t h a mental handicap t h e i r f u t u r e expectations seldom go 

beyond attending t h e i r l o c a l ATC. Less than 2% of those i n ATCs move 

on t o she l t e r e d or open i n d u s t r y . Whereas 15 t o 20% of the general 

population are unemployed, 98% of people w i t h l e a r n i n g d i f f i c u l t i e s 

are unemployed f o r many years (Hattersley et a l , 1987) . While 

a t t e n d i n g these centres people are dependent on welfare b e n e f i t s and 

are not w e l l paid f o r t h e i r e f f o r t s . There i s c l e a r l y a need f o r 

greater e f f o r t s t o be d i r e c t e d towards p r o v i d i n g meaningful and paid 

employment f o r those w i t h a mental handicap. 

Two examples w i l l be given t o i l l u s t r a t e how e f f e c t i v e s o l u t i o n s can 

be found. Work pioneered i n the United States has demonstrated t h a t 

mentally handicapped people w i t h severe d i s r u p t i v e behaviour can be 

employed on a f u l l y commercial basis. Bellamy and others (1979) have 

esta b l i s h e d a network of commercial business i n e l e c t r o n i c s across 

America, which employs severely mentally handicapped a d u l t s 

(Hattersley, Hosking, Morrow and Myers, 1987) . 

A p r o j e c t was i n i t i a t e d i n Wales, r e f e r r e d t o as Antur Waunfawr (the 
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"Waunfawr Venture"), which presented the o p p o r t u n i t y f o r a small group 

of people w i t h a mental handicap t o work i n a meaningful work 

s i t u a t i o n . The aim was t o e s t a b l i s h an open employment op p o r t u n i t y f o r 

adults w i t h mental handicaps. The p r o j e c t included renovating a row of 

f i v e o l d d e r e l i c t cottages t o provide independent l i v i n g 

accommodation, developing a small cottage i n d u s t r y and developing land 

near the b u i l d i n g f o r h o r t i c u l t u r a l , a g r i c u l t u r a l and animal husbandry 

a c t i v i t i e s . A l l the work was t o be undertaken by adu l t s w i t h a mental 

handicap under supervision. The aims also included: developing the 

greatest possible degree of i n t e g r a t i o n of the workers w i t h i n the 

community: developing s o c i a l , s e l f help, r e c r e a t i o n a l and 

communication s k l l s t o enable the workers t o lead as normal and 

independent l i f e as pos s i b l e ; developing independent l i v i n g s k i l l s ; 

and encouraging and a s s i s t i n g workers t o a t t a i n employment w i t h other 

employers i n the community. 

A number of studies have looked at the kinds of a c t i v i t i e s t h a t people 

with a mental handicap engage i n during the day. I n a long term 

evaluation of services f o r people w i t h a mental handicap l i v i n g i n 

C a r d i f f , i t was found t h a t 62% of those c l i e n t s who l i v e d at home and 

who used day services, attended ATCs compared w i t h only 8% of those 

l i v i n g i n long term care (Humphreys, Lowe, McLaughlin and Blunden, 

1984). Whelan and Speake (1977) i n a study of ATCs found t h a t 80% of 

those a t t e n d i n g were young ad u l t s l i v i n g at home. 

McConkey, Walsh and Mulcahy (1982), i n a d d i t i o n t o o b t a i n i n g 

i n f o r m a t i o n on general c h a r a c t e r i s t i c s (section 1.3) i n v e s t i g a t e d the 

types of day a c t i v i t i e s t h a t the people i n the sample attended. Only 

5% of the adu l t s were i n open employment. Twenty one per cent of the 
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adults attended a long term s h e l t e r e d workshop. A f u r t h e r 7% went t o a 

short term t r a i n i n g centre and 6% t o a sp e c i a l day care u n i t f o r 

severely handicapped a d u l t s . F i f t y four per cent were at home most of 

the day. They stressed the need t o consider forms of p r o t e c t e d 

employment or sp e c i a l supports i n open employment. 

Raynes and Sumpton (1987) examined the q u a l i t y of l i f e i n four types 

of residence f o r people w i t h a mental handicap. The study included 175 

people l i v i n g i n e i t h e r h o s p i t a l s , v o l u n t a r y or p r i v a t e homes, hos t e l s 

or p a r e n t a l homes. The data were c o l l e c t e d through i n t e r v i e w s w i t h a 

primary carer of each of the p a r t i c i p a n t s . Of relevance here are the 

data c o l l e c t e d on the type of occupation i n which people were 

involved, the l o c a t i o n , and whether or not i t was f u l l or p a r t time. 

The type of occupation d i f f e r e d s i g n i f i c a n t l y depending on where they 

l i v e d . A l l those l i v i n g i n hostels were i n v o l v e d i n a c t i v i t i e s which 

were described as t r a i n i n g , compared w i t h 86.2% i n vol u n t a r y homes, 

62.0% i n h o s p i t a l and 76.7% i n p a r e n t a l homes. Twenty per cent of 

those l i v i n g i n h o s p i t a l and 16.7% of those l i v i n g at home d i d 

nothing. Only 4.8% .(8 people), were i n open employment. Of these 8 

people: 3 were l i v i n g i n vol u n t a r y homes, 3 were l i v i n g i n h o s p i t a l s , 

and 2 were l i v i n g at home. 

The f i n d i n g s r e l a t i n g t o the t i m i n g of the employment also showed 

d i f f e r e n c e s . A l l h o s t e l residents were i n f u l l time occupation 

compared w i t h 83.3% from p a r e n t a l homes, 79.3% from v o l u n t a r y homes 

and only 4 8.8% from h o s p i t a l . 

The remaining studies reviewed i n t h i s s ection were important i n t h a t 

they e l i c i t e d the views of the people w i t h a mental handicap 



themselves. 

One study i l l u s t r a t e s the importance of employment i n the l i v e s of 

people w i t h a mental handicap. Scheerenberger and Felsenthal (1977) 

looked at the ef f e c t i v e n e s s of the community placement programs of 75 

former residents of a p u b l i c r e s i d e n t i a l f a c i l i t y who were, at the 

time of the research, l i v i n g i n 1 of 3 types of residence: a f o s t e r 

home, a group home or an adu l t home. Their ages ranged from 7 t o 77 

years. The study e l i c i t e d i n f o r m a t i o n on t h e i r a t t i t u d e s and 

impressions of l i v i n g i n the community. The data was gathered through 

s t r u c t u r e d i n t e r v i e w s using a 36 item questionnaire. One s e c t i o n was 

releva n t f o r adu l t residents only and s p e c i f i c a l l y looked at 

employment. Although 52 were e n r o l l e d i n an adu l t a c t i v i t y , only 18 of 

these were involved i n s e l e c t i n g t h e i r jobs. When asked "What would 

you l i k e t o do i n the f u t u r e ? " , 25 (51%) of the a d u l t residents said 

they would l i k e some form of employment. According t o the authors t h i s 

deserved a d d i t i o n a l a t t e n t i o n by those agencies responsible f o r the 

a d u l t s . 

Flynn and Saleem (1986) i n t e r v i e w e d 12 ad u l t s chosen from an ATC 

r e g i s t e r . They were aged between 19 and 44 years and a l l were l i v i n g 

w i t h t h e i r parents. Data were obtained using simply phrased, open 

ended questions. Eight of the twelve people s a i d t h a t they would l i k e 

some form of paid employment. The authors noted t h a t of a l l the t o p i c s 

discussed the two t h a t l e d e i g h t people t o express a desire f o r change 

were l i v i n g independently and work. 

Donegan and Potts (1988) conducted a p i l o t study of the q u a l i t y of 

l i f e of 9 ad u l t s , ranging i n age from 37 t o 67 years, who had been 
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l i v i n g alone i n the community f o r at l e a s t one year. They found t h a t 

only 3 were engaged i n a d a i l y occupation; two attended an ATC and one 

was i n open employment. Two were unemployed. Four were r e t i r e d ; two 

from an ATC. The authors commented on the f a c t t h a t e i g h t of the nine 

p a r t i c i p a n t s i n the study received Social Security b e n e f i t which meant 

t h a t they had l i t t l e money t o spend which i n t u r n may have c o n t r i b u t e d 

t o t h e i r r e l a t i v e l y i n f r e q u e n t use of community f a c i l i t i e s . 

The above studies demonstrate t h a t people w i t h a mental handicap are 

not r e a l l y seen as p o t e n t i a l members of the labour f o r c e . Few are i n 

paid employment and even though they may have s i g n i f i c a n t amounts of 

free time they may not have s u f f i c i e n t resources, e i t h e r f i n a n c i a l or 

personal, t o be able t o use t h i s time f u l l y . Many of the b e n e f i t s 

derived from paid employment, m a t e r i a l , personal and s o c i a l are, as a 

r e s u l t of t h i s , denied t o them. I n a d d i t i o n t o t h i s , s o c i e t y does not 

value h i g h l y those w i t h u n l i m i t e d , enforced l e i s u r e (Wertheimer, 

1983). This i s contrary t o one of the basic o b j e c t i v e s of the 

normalisation p r i n c i p l e which i s t o enable mentally handicapped people 

t o become valued members of soc i e t y . 

1.5 Leisure a c t i v i t i e s of people w i t h a mental handicap l i v i n g i n the 

community• 

Recreation and l e i s u r e a c t i v i t i e s provide important c o n t r i b u t i o n s t o 

the q u a l i t y of l i f e of people w i t h a mental handicap (Whelan and 

Speake, 1979) . The c o n s t r u c t i v e use of l e i s u r e i s i n c r e a s i n g l y 

recognised as e s s e n t i a l i n t r a i n i n g programs aimed at preparing people 
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f o r l i f e and work i n the community. Gollay (1976) i n a study 

i n v e s t i g a t i n g the community adjustment of ad u l t s w i t h a mental 

handicap, found a p o s i t i v e r e l a t i o n s h i p between community adjustment 

and three f a c t o r s : amount of preplacement t r a i n i n g ; engagement i n 

r e c r e a t i o n a c t i v i t i e s ; and the range and a v a i l a b i l i t y of support 

services a f t e r placement. However according t o Cheseldine and J e f f r e e 

(1981) the "normalising p o t e n t i a l of l e i s u r e i s yet t o be r e a l i s e d " . 

Research suggests t h a t a d u l t s w i t h a mental handicap may f a i l t o 

adjust t o community l i f e because they are not aware of r e c r e a t i o n a l 

resources a v a i l a b l e t o them or have not learned t o use them. The 

n o r m a l i s a t i o n p r i n c i p l e states t h a t people w i t h a mental handicap 

should have access t o a l l the f a c i l i t i e s and o p p o r t u n i t i e s t h a t the 

community has t o o f f e r . However i t may be t h a t they also need t o be 

shown how t o use them. Atkinson (1982) concluded t h a t even the most 

independent a d u l t s , r e f e r r e d t o as "pioneers", lacked confidence i n 

e n t e r i n g f a r i n t o normal l e i s u r e s e t t i n g s and t h a t they t h e r e f o r e 

needed help t o be able t o use t h e i r l e i s u r e time f u l l y . 

The r e l a t i o n s h i p between community adjustment and l e i s u r e i l l u s t r a t e s 

the importance of t h i n k i n g about and planning f o r the l e i s u r e needs of 

people w i t h a mental handicap. Obtaining i n f o r m a t i o n about the l e i s u r e 

a c t i v i t i e s of those already i n the community i s an important step. A 

number of studies have done t h i s . 

Humphreys, Lowe and Blunden (1984), as p a r t of the long term 

e v a l u a t i o n of services f o r people w i t h a mental handicap i n C a r d i f f , 

r e f e r r e d t o as NIMROD, obtained data on c l i e n t s ' use of community 

f a c i l i t i e s . Data were c o l l e c t e d on the percentage of people using 

f a c i l i t i e s a v a i l a b l e t o everyone i n the community, i n c l u d i n g cinemas, 
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pubs,shops, churches and p u b l i c t r a n s p o r t . Over a 6 month period, of 

the 22 people l i v i n g i n NIMROD houses: 100% used shops, 96% v i s i t e d a 

pub, 86% used p u b l i c t r a n s p o r t , 82% v i s i t e d other places of i n t e r e s t , 

i n c l u d i n g parks, and 73% attended clubs f o r people w i t h a mental 

handicap. Of the 55 l i v i n g at home: 91% used shops, 87% v i s i t e d parks, 

73% v i s i t e d a cafe or resta u r a n t , 62% attended s p e c i a l clubs such as 

Gateway and only 58% used p u b l i c t r a n s p o r t . 

Although the f i n d i n g s of Humphreys et a l seem t o suggest t h a t many 

people w i t h a mental handicap l i v i n g i n the community use community 

f a c i l i t e s , several studies have shown t h a t the l e i s u r e a c t i v i t i e s of 

people w i t h a mental handicap tend t o be s o l i t a r y , passive or f a m i l y 

based. Many of the people studied l e d impoverished l e i s u r e and s o c i a l 

l i v e s . I t i s important t o bear i n mind t h a t the l e i s u r e a c t i v i t i e s of 

people w i t h a mental handicap need t o be looked at i n the context of 

the l e i s u r e a c t i v i t i e s of non-handicapped people. Unfortunately few 

studies do t h i s . Where normative data have been used i t w i l l be given. 

The s o c i a l i s o l a t i o n of people w i t h a mental handicap has been 

documented by several studies. Tyne (1978) using a q u a l i t a t i v e 

approach gave an account of the q u a l i t y of l i f e f o r residents l i v i n g 

i n various s e t t i n g s . He found t h a t even the most independent people 

l i v i n g i n group homes or lodgings l e d u n s t i m u l a t i n g l i v e s . For some, 

s a t i s f a c t i o n was derived from the d a i l y a c t i v i t i e s of work, shopping 

and watching TV i n the evenings. For others, e s p e c i a l l y those l a c k i n g 

any r e a l i n t e g r a t i o n i n the l o c a l community, e i t h e r through f a m i l y , 

v o l u n t a r y associations or i n f o r m a l contacts, t h e i r l i f e t o the eyes of 

an outs i d e r seemed "bleak". For those who voiced d i s s a t i s f a c t i o n w i t h 

t h e i r new and more independent l i v e s the source of the d i s s a t i s f a c t i o n 
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was the use of l e i s u r e . Tyne remarked t h a t these a d u l t s " l e d c u r i o u s l y 

u n s t i m u l a t i n g l i v e s " . 

Cheseldine and J e f f r e e (1981) also produced evidence t h a t young people 

w i t h a mental handicap l i v i n g at home w i t h t h e i r parents l e d 

r e s t r i c t e d l i v e s , spending most of t h e i r time " i n passive and s o l i t a r y 

a c t i v i t i e s " . I n a study i n v e s t i g a t i n g the use of l e i s u r e by mentally 

handicapped adolescents, 4 2 n a t i o n a l organisations which made some 

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

were i d e n t i f i e d . Of these, 26, i n c l u d i n g Gateway clubs and Riding f o r 

the disabled clubs, made some p r o v i s i o n f o r adolescents w i t h a severe 

mental handicap. They then went on t o look at the l e i s u r e a c t i v i t i e s 

of a sample of teenagers w i t h a severe mental handicap whose names 

were given by the 10 education a u t h o r i t i e s of Greater Manchester. The 

survey involved 214 f a m i l i e s w i t h adolescents w i t h severe mental 

handicap. Data were obtained on t h e i r l e i s u r e a c t i v i t i e s , f r i e n d s h i p 

p a t t e r n s , l e v e l of independence s k i l l s (see sect i o n 1.3), and fa m i l y 

s t r u c t u r e and a t t i t u d e , using semi-structured i n t e r v i e w s w i t h parents 

or guardians i n the homes of the teenager. I n response t o the question 

"What does he/she do i n his/her spare time?", the f i v e a c t i v i t i e s most 

f r e q u e n t l y reported were l i s t e n i n g t o music (89%), watching TV (87%), 

shopping (70%), t r i p s i n the car w i t h f a m i l y (60%), h e l p i n g i n the 

home (54%), and p l a y i n g out (51%). (The f i g u r e s i n brackets r e f e r t o 

the percentage who mentioned t h a t p a r t i c u l a r a c t i v i t y ) . As can be 

seen, the most popular a c t i v i t i e s were passive, s o l i t a r y and/or f a m i l y 

o r i e n t e d . Only 40% mentioned going t o a youth club or s i m i l a r club, 

even though clubs such as Gateway are s p e c i f i c a l l y f o r people w i t h a 

mental handicap. 
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The authors went on t o look at possible f a c t o r s c o n t r i b u t i n g t o these 

teenagers l e i s u r e i s o l a t i o n . They found t h a t the only s k i l l s which 

were l a c k i n g were those necessary f o r games and hobbies, e.g. p i c t u r e 

r e c o g n i t i o n and numeracy, and independent m o b i l i t y s k i l l s . I n a d d i t i o n 

t o t h i s they found t h a t the teenagers had d i f f i c u l t i e s i n developing 

f r i e n d s h i p s . F i f t y seven per cent said they had a sp e c i a l f r i e n d s h i p 

but only 26% ever v i s i t e d a f r i e n d and only 27% were ever v i s i t e d by a 

f r i e n d . Therefore f r i e n d s r a r e l y c o n t r i b u t e d t o the choice of l e i s u r e 

a c t i v i t i e s . 

I n f o r m a t i o n on the a t t i t u d e s of the parents revealed t h a t some parents 

or carers had become the main or only providers of both care and 

r e c r e a t i o n and as a r e s u l t had u n w i t t i n g l y r e s t r i c t e d the 

o p p o r t u n i t i e s of t h e i r son/daughter. 

They concluded t h a t though l e i s u r e was becoming i n c r e a s i n g l y important 

there was a danger t h a t people w i t h a mental handicap would remain 

i s o l a t e d . This would present a problem i f they were t o remain i n the 

community. Cheseldine and J e f f r e e suggest t h a t one s o l u t i o n would be 

t o apply methods used i n work s k i l l t r a i n i n g t o l e i s u r e time 

a c t i v i t i e s . 

McConkey, Walsh and Mulcahy (1981) interviewed the parents and carers 

of 207 adults w i t h a mental handicap l i v i n g i n Dublin c i t y . Their 

f i n d i n g s were s i m i l a r t o those of Cheseldine and J e f f r e e i n t h a t many 

adul t s were l a c k i n g i n o p p o r t u n i t i e s r a t h e r than i n c a p a b i l i t i e s . 

Though many were f a i r l y able i n terms of s o c i a l s k i l l s and s e l f care 

(section 1.3) the most popular a c t i v i t i e s were again passive and 

s o l i t a r y . Seventy three per cent watched TV, 41% l i s t e n e d t o music. 
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However, 38.6% engaged i n club a c t i v i t i e s , 37.7% i n various hobbies, 

32.9% i n outdoor sports and 13.5% i n indoor games. Although these 

a c t i v i t i e s cannot be described as passive and s o l i t a r y , the authors 

s t a t e t h a t only about one t h i r d of the sample took p a r t i n community 

a c t i v i t i e s . McConkey et a l also found t h a t the more severely 

handicapped people tended t o have more passive a c t i v i t i e s such as 

watching TV and l i s t e n i n g t o music. S i x t y s i x per cent d i d not 

p a r t i c i p a t e i n community a c t i v i t i e s . 

McConkey et a l also obtained data on the people w i t h whom the sample 

spent t h e i r l e i s u r e time, • i . e . parents, s i b l i n g s handicapped 

peers, non-handicapped f r i e n d s and w i t h i n the community i n general. 

They found t h a t the f a m i l y were the most f r e q u e n t l y mentioned 

companions, f o r 9.2% of the sample no one else was i n v o l v e d i n the 

l e i s u r e a c t i v i t y . For 35.3% only the f a m i l y were in v o l v e d and f o r a 

f u r t h e r 29% f a m i l y and one other person outside the f a m i l y was 

involved. Only 10.6% of the sample engaged i n l e i s u r e p u r s u i t s wholly 

outside the f a m i l y . The percentage of a d u l t s who spent t h e i r l e i s u r e 

w i t h parents was 69.6% and w i t h s i b l i n g s 54.6%: these percentages were 

s i m i l a r f o r a l l four a b i l i t y groups r e f e r r e d t o i n s e c t i o n 1.3. Only 

21.7% shared any l e i s u r e a c t i v i t i e s w i t h a non handicapped f r i e n d . The 

less able people were more l i k e l y t o engage i n a c t i v i t i e s w i t h other 

handicapped people or alone. 

McConkey et a l compared the f i n d i n g s t o those a v a i l a b l e on the l e i s u r e 

a c t i v i t i e s of non-handicapped people aged between 16 t o 24 years. The 

most f r e q u e n t l y c i t e d a c t i v i t i e s f o r these non-handicapped people were 

watching TV (87%), l i s t e n i n g t o music (87%), a t t e n d i n g dances (53%), 

going t o the pub (46%), cinema (32%), n i g h t classes (25%). Dancing and 
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going t o the pub were a c t i v i t i e s r a r e l y mentioned by people i n the 

McConkey et a l study. Dowling, O'Donohue and Whelan ( c i t e d by McConkey 

et a l ) reported t h a t 78% of young people i n Dublin c i t y r e g u l a r l y 

shared t h e i r l e i s u r e time w i t h a f r i e n d compared w i t h only 58% of the 

more able people and 28% of the less able people reported on by 

McConkey et a l . 

One problem w i t h the McConkey, Walsh and Mulcahy study i s t h a t t h e i r 

r e s u l t s were at times d i f f i c u l t t o f o l l o w . They d i d not always c l e a r l y 

define how the percentages r e l e v a n t t o the contexts i n which 

a c t i v i t i e s occurred were c a l c u l a t e d . Nevertheless the f i n d i n g s show 

t h a t the most popular a c t i v i t i e s were passive, s o l i t a r y and f a m i l y 

o r i e n t e d . 

McConkey, Walsh and Mulcahy (1982) included data from 562 people w i t h 

a mental handicap. This f i g u r e may include the 207 already r e f e r r e d 

t o , though t h i s i s not made e x p l i c i t by the authors. Although t h i s 

study concentrated more on the c h a r a c t e r i s t i c s of the sample they d i d 

b r i e f l y r e f e r t o l e i s u r e a c t i v i t i e s . The r e s u l t s confirmed those 

p r e v i o u s l y reported, t h a t most of the l e i s u r e p u r s u i t s were w i t h 

f a m i l y members. For 64% l e i s u r e time was w i t h parents and f o r 57% i t 

was w i t h s i b l i n g s . For 4 6% of the sample a l l t h e i r l e i s u r e a c t i v i t i e s 

were w i t h t h e i r f a m i l y . Only 20% had a non-handicapped f r i e n d , 

although they quoted nearly 40% as sharing t h e i r l e i s u r e a c t i v i t i e s 

w i t h a f r i e n d . They concluded t h a t the although the m a j o r i t y of a d u l t s 

were capable of l o o k i n g a f t e r a l l t h e i r personal needs, they were 

s o c i a l l y i s o l a t e d : they were t o a large extent "home and f a m i l y 

bound". McConkey et a l emphasised the need t o look at the pr e p a r a t i o n 

and the opportunites given t o people w i t h a mental handicap f o r 
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becoming involved i n s o c i a l a c t i v i t i e s outside work and away from 

home. 

The barrenness of some people's l i v e s was also i l l u s t r a t e d i n the 

McConkey, Naughton and Nugent study (1983). One hundred and s i x t y 

a d ults aged between 14 and 4 8 years were interviewed about the people 

w i t h whom they came i n t o contact when i n the c i t y or i n t h e i r 

neighbourhood. A l l the adults attended day workshops f o r people w i t h a 

mental handicap. These workshops are s i m i l a r t o B r i t i s h ATCs w i t h the 

exception t h a t a l l those att e n d i n g have t o make t h e i r own way the r e , 

u s u a l l y by p u b l i c t r a n s p o r t . The f i n d i n g s showed t h a t the people w i t h 

whom they were most l i k e l y t o i n t e r a c t w i t h were l o c a l shopkeepers, 

bus conductors and chemists, followed by p r i e s t s and shopkeepers i n 

town. The place where they were most l i k e l y t o meet people was at 

home. Data was also given on who accompanied the handicapped person. 

As previous studies have shown f r i e n d s r a r e l y featured as companions. 

Only 42% ever went w i t h f r i e n d s i n t o the c i t y and only 39% ever had a 

f r i e n d accompanying them around the neighbourhood. They quoted t h a t 

" f o r around one s i x t h " of the sample a l l contacts i n the c i t y were 

w i t h f a m i l y and a f u r t h e r "one s i x t h " were always alone (percentages 

not g i v e n ) . They suggest t h a t the value of t h e i r data l i e s i n 

p i n p o i n t i n g aspects of community l i v i n g which these adults are not 

experiencing. They concluded t h a t "community l i v i n g i s not a r e a l i t y 

f o r most ad u l t s who are mentally handicapped. Only a m i n o r i t y appear 

t o have recent and diverse contacts.... and even fewer have the 

regular companionship of a f r i e n d " . 

Atkinson (1985) drew on research f i n d i n g s t o answer the question "What 

do people w i t h a mental handicap, l i v i n g i n the community, do i n t h e i r 
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spare time?". The survey i n v o l v e d 26 men and 24 women aged between 29 

and 74 years, a l l of whom had moved from a h o s p i t a l t o l i v e 

independently. As a l l of the 50 p a r t i c i p a n t s d i s t i n g u i s h e d between 

work time and l e i s u r e time i t was possible t o study each person's 

spare time a c t i v i t i e s . As the o r i g i n a l data (Atkinson, 1984) are not 

a v a i l a b l e , q u a n t i t a t i v e data on l e i s u r e time a c t i v i t i e s cannot be 

given. However Atkinson (1985) reported t h a t research revealed a " r i c h 

d i v e r s i t y of i n t e r e s t s " . Home a c t i v i t i e s included watching TV, 

l i s t e n i n g t o music and l o o k i n g at magazines or newspapers as w e l l as 

a c t i v i t i e s such as p a i n t i n g , rug making, and sewing t o name j u s t a 

few. A c t i v i t i e s outside the home included t r a v e l f o r pleasure, walks, 

s o c i a l v i s i t s t o the pub and l o c a l cafe. 

The f i n d i n g s seemed t o suggest t h a t at one l e v e l these people l e d f u l l 

l i v e s , l i s t i n g many home based and community based a c t i v i t i e s from 

which they derived enjoyment. However lo o k i n g more c l o s e l y at ' s o c i a l 

a c t i v i t i e s ' or those a c t i v i t i e s which brought them i n t o contact w i t h 

o r d i n a r y people and which may or may not promote s o c i a l i n t e g r a t i o n , 

four main problems were i d e n t i f i e d . B r i e f l y these were: 

a) The g i v i n g up of p u r s u i t s or a c t i v i t i e s t h a t had once been enjoyed, 

e i t h e r through f i n a n c i a l problems, age, or i l l h e a l t h . I n some cases 

t h i s narrowed people's l i v e s . 

b) The ' g e t t i n g stuck' syndrome. People had a p a r t i c u l a r i n t e r e s t but 

d i d not have the confidence t o expand t h a t i n t e r e s t i n t o a s o c i a l 

hobby. This also included g e t t i n g stuck i n a p a r t i c u l a r r o l e . One 

example i s t h a t of g e t t i n g stuck i n a mental handicap r o l e . 

c) The problem of the t h r e s h o l d . Some people were unable t o cross the 

thr e s h o l d of making r e a l contacts and developing r e c i p r o c a l 

r e l a t i o n s h i p s w i t h others i n t h e i r community. 
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d) The adoption of observer s t a t u s . Some people r a r e l y j o i n e d i n 

p a r t i c i p a t o r y a c t i v i t i e s but instead remained on " l i f e ' s s i d e l i n e s " 

observing. 

These tendencies r e s u l t e d i n some of the p a r t i c i p a n t s i n the survey 

remaining on the edges of community l i f e . Atkinson concluded t h a t i n 

order t o change them^people w i t h a mental handicap needed t r a i n i n g t o 

help them develop s o c i a l r e l a t i o n s h i p s and t h a t t h i s i s as important 

as t r a i n i n g other s k i l l areas such as s e l f care and domestic s k i l l s . 

The review so f a r has concentrated on studies which have obtained 

i n f o r m a t i o n on the l e i s u r e a c t i v i t i e s of people w i t h a mental handicap 

from parents or carers, and not from the people themselves. 

Self-advocacy i s becoming i n c r e a s i n g l y popular i n the f i e l d of mental 

handicap and i t i s t h e r e f o r e important t o f i n d out what people w i t h a 

mental handicap themselves have t o say about t h e i r l i v e s and about the 

ways i n which they spend t h e i r l e i s u r e . 

Donegan and Potts (1988) i n a p i l o t study of the q u a l i t y of l i f e of 

9 people w i t h a mental handicap l i v i n g alone i n the community gathered 

data on l e i s u r e a c t i v i t i e s both i n and out of the home. A l l except one 

person had a narrow range of a c t i v i t i e s w i t h i n the home, f i v e 

a c t i v i t i e s or less. These a c t i v i t i e s included watching TV, l i s t e n i n g 

t o the radio or music, reading, hobbies, and e n t e r t a i n i n g . S i m i l a r l y 

they found a low l e v e l of p a r t i c i p a t i o n i n generic l e i s u r e s e r v i c e s . 

Only one person mentioned using a cafe. None of the p a r t i c i p a n t s 

reported using restaurants, cinemas, bingo h a l l s , t h e a t r e s , sports 

f a c i l i t i e s or other a c t i v i t i e s which required money. Only four 

reported a t t e n d i n g group s o c i a l a c t i v i t i e s : the Church and a s o c i a l 
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club. 

Donegan and P o t t s concluded t h a t these people had reduced opportunites 

for i n t e g r a t i o n i n t o the community because of t h e i r i n f requent use of 

l e i s u r e a c t i v i t i e s . T h i s i n tur n reduced the opportunity for contact 

with other people. The p a r t i c i p a n t s l i v e d "on the f r i n g e s of s o c i e t y " 

r a r e l y appearing i n s o c i e t y except "as s i n g l e i n d i v i d u a l s shopping, 

walking or c a t c h i n g buses". The authors c i t e l a c k of: money, 

companions, s t r u c t u r e d d a i l y a c t i v i t i e s , and experience and confidence 

i n coping with s o c i a l s i t u a t i o n s , as the main f a c t o r s r e s p o n s i b l e f o r 

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

F i r t h and Rapley (1987) addressed the i s s u e of how people make 

acquaintances and develop f r i e n d s h i p s i n order to help people with a 

mental handicap l i v i n g i n the community widen t h e i r range of 

r e l a t i o n s h i p s and to improve t h e i r q u a l i t y of l i f e . F o llowing a survey 

of the impact of l e i s u r e a c t i v i t i e s on the r e l a t i o n s h i p s of people 

with a mental handicap they conclude t h a t the l e i s u r e and s o c i a l l i v e s 

of a d u l t s with a mental handicap l i v i n g i n the community could not be 

de s c r i b e d as r i c h . Other than p a s s i v e and s o l i t a r y or family o r i e n t e d 

a c t i v i t i e s , such as watching TV, l e i s u r e a c t i v i t i e s as such d i d not 

fea t u r e d g r e a t l y i n t h e i r l i v e s . They went on to say t h a t l e i s u r e 

a c t i v i t i e s alone do not provide these people with r i c h s o c i a l l i v e s 

but t h a t i t was a l s o n ecessary to look at the impact of l e i s u r e 

a c t i v i t i e s on s o c i a l r e l a t i o n s h i p s . The development of s o c i a l 

r e l a t i o n s h i p s i s an important area to look a t but one which has only 

b r i e f l y been r e f e r r e d t o i n t h i s t h e s i s . However i t does represent an 

important t o p i c for f u t u r e r e s e a r c h . De Kock, F e l c e , Saxby, and Thomas 

(1985) s t r e s s e d " i t i s the s u s t a i n e d and v a r i e d exposure to community 
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l i f e i n the company of confident people who model appropriate 

behaviour, which i s l i k e l y t o l e a d to the g r e a t e s t number of 

o p p o r t u n i t i e s f o r new experience, l e a r n i n g new s k i l l s and developing 

new r e l a t i o n s h i p s " . 

I t remains t h a t f o r people with a mental handicap l e i s u r e i s 

f r e q u e n t l y e i t h e r family centred or a s o l i t a r y a f f a i r . Atkinson (1985) 

gave two p o s s i b l e reasons for t h i s : 

1) Many people with a mental handicap remain segregated, l e a d i n g t h e i r 

l i v e s "almost e x c l u s i v e l y w i t h i n the confines of mental handicap 

subgroups, drawing support from designated c a r e r s and handicapped 

peers". T h i s was echoed by Malin (1982) who concluded t h a t "group home 

r e s i d e n t s depend mainly on the support provided through o f f i c i a l 

networks" . 

2) The way people with a mental handicap see themselves. Atkinson 

(1982) r e f e r r e d to "pioneers" who were l i v i n g independent l i v e s but 

who "l a c k e d the confidence to i n f i l t r a t e i n t o normal l e i s u r e 

s e t t i n g s " . 

Wertheimer (1983) i n a review of the r e s e a r c h on l e i s u r e reported t h a t 

the r e s e a r c h was c o n s i s t e n t i n i t s f i n d i n g s t h a t the f o l l o w i n g 

r e p r e s e n t b a r r i e r s to a f u l l e r and more i n t e g r a t e d l i f e : 

1) Lack of awareness of o p p o r t u n i t i e s . 

2) Lack of p r a c t i c a l and s o c i a l s k i l l s . 

3) Lack of money. 

4) Lack of f r i e n d s . 

5) Continued use of l a r g e group a c t i v i t i e s . 

6) The s i z e and l o c a t i o n of r e s i d e n c e s . 
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I f people with a mental handicap are to become valued members of 

s o c i e t y they must be given g r e a t e r o p p o r t u n i t i e s to meet and mix with 

people without handicaps. T h i s means p l a c i n g l e s s emphasis on 

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

encouragement i n u s i n g ordinary f a c i l i t i e s . P r o v i d i n g s p e c i a l 

a c t i v i t i e s l e a d s to people with a mental handicap spending t h e i r 

l e i s u r e time wholly i n the company of other handicapped people. I f 

t h e i r day time a c t i v i t i e s i n c l u d e a t t e n d i n g an ATC or a s i m i l a r c e ntre 

then i t a l l adds up to a segregated e x i s t e n c e even though they may be 

l i v i n g i n the community. 

The above review mainly shows t h a t people with a mental handicap l e a d 

f a i r l y i s o l a t e d l i v e s . Many of t h e i r a c t i v i t i e s are p a s s i v e , s o l i t a r y 

or family based. F r i e n d s do not appear to f e a t u r e to any great degree 

i n t h e i r l i v e s . Few have open employment. For many t h e i r daytime 

a c t i v i t i e s c e n t r e around ATCs or s i m i l a r c e n t r e s f o r people with 

mental handicaps. 

An important step i n meeting the v o c a t i o n a l and l e i s u r e needs of 

people with a mental handicap i s to f i r s t i d e n t i f y what they a c t u a l l y 

do. The o b j e c t i v e of the present study i s to t r y to gain a b e t t e r 

understanding of the l i v e s of a group of people with a mental handicap 

l i v i n g i n the community i n County Durham, most of whom have never 

l i v e d i n a h o s p i t a l or other l a r g e i n s t i t u t i o n . The aims of the study 

are t o : 

1) Obtain information on t h e i r g eneral c h a r a c t e r i s t i c s . 

2) Describe t h e i r o c c u p a t i o n a l a c t i v i t i e s or occupations. 

3) I d e n t i f y the kinds of l e i s u r e a c t i v i t i e s t h a t they p a r t i c i p a t e i n . 
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CHAPTER TWO 

Method 

2.1 Sample S e l e c t i o n 

I n any r e s e a r c h of t h i s nature one main problem i s o b t a i n i n g an 

adequate r e p r e s e n t a t i v e sample. The sample i n t h i s study was obtained 

by approaching Durham County S o c i a l S e r v i c e s , which maintains an index 

of people with a mental handicap. 

E s t a b l i s h i n g an index of people with a mental handicap i s an important 

step i n the planning of mental handicap s e r v i c e s : "a w e l l 

maintained r e g i s t e r can help s olve the problem of inadequate data and 

perhaps prevent the fragmentation of s e r v i c e s " (Farmer and Rohde, 

1983). The r e g i s t e r i s not an end i n i t s e l f , but a t o o l to help those 

p r o f e s s i o n a l s i n v o l v e d i n the care of people with a mental handicap 

improve the s e r v i c e s they provide. I n a d d i t i o n to p r o v i d i n g an o v e r a l l 

p i c t u r e of the population with a mental handicap, i t provides 

information on i n d i v i d u a l s (Farmer and Rohde, 1983); minimises the 

danger of i n d i v i d u a l s being ' l o s t ' i n the a d m i n i s t r a t i v e system, which 

i s e s p e c i a l l y important with d e c e n t r a l i s a t i o n and i n c r e a s e d care at 

home (Farmer and Rohde, 1983); provides data upon which to base 

r e s e a r c h ( F r y e r s , 1987; Cubbon, 1987); and reduces p r o f e s s i o n a l b i a s 

(Cubbon and Malin, 1985) as no one p r o f e s s i o n a l knows the e n t i r e 

mentally handicapped population. Aggregation of the data makes the 
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f a c t s a v a i l a b l e to everyone. 

Although t h e r e are advantages i n ma i n t a i n i n g a r e g i s t e r , a number of 

problems do e x i s t : 

1) E s t a b l i s h i n g a r e g i s t e r i s time consuming and labour i n t e n s i v e 

(Farmer and Rohde, 1983) . 

2) Information could be misused u n l e s s the nec e s s a r y safeguards are 

taken. 

3) A p o t e n t i a l l y v a l u a b l e system could be underused through a l a c k of 

awareness. Cubbon and Malin (1985) i n a n a t i o n a l survey of r e g i s t e r s 

of people with a mental handicap found "an overwhelming enthusiasm f o r 

the c o n t r i b u t i o n t h a t r e g i s t e r s could make to the planning and 

management of s e r v i c e s . However t h i s p o t e n t i a l was not...always 

r e a l i s e d " . 

4) Unless adequate updating procedures are b u i l t i n t o the system t h e r e 

i s a danger t h a t the information w i l l be out of date before i t i s 

completed (Farmer and Rohde, 1983). 

Durham County C o u n c i l S o c i a l S e r v i c e s Department has maintained 

records of people with a mental handicap s i n c e the 1930s. I n the e a r l y 

1980s they developed a computerised index which t a k e s i n t o account the 

problems d i s c u s s e d above. I t i s b a s i c a l l y a c l i e n t information system, 

p r o v i d i n g i n d i v i d u a l and aggregated information on the population with 

a mental handicap l i v i n g i n County Durham. The index w i l l be used 

p r i m a r i l y as a t o o l f o r planning and c o o r d i n a t i n g f u t u r e s e r v i c e s and 

s e c o n d a r i l y as a database with which formal r e s e a r c h can be conducted. 

For the purpose of the index a person with a mental handicap i s 

defined by Durham County C o u n c i l S o c i a l S e r v i c e s a s : 

- 31 -



"...someone who, at some stage i n h i s or her l i f e , i s deemed by 

a s p e c i a l i s t t o r e c e i v e the s e r v i c e s f o r mentally handicapped 

people provided by the Health A u t h o r i t y or the L o c a l A u t h o r i t y 

S o c i a l S e r v i c e and/or Education Department ". 

This d e f i n i t i o n i s based on c u r r e n t or a n t i c i p a t e d f u t u r e need for 

s p e c i a l i s t s e r v i c e s f o r people with a mental handicap and o f f e r s a 

pragmatic s o l u t i o n to the complex problem of d e f i n i t i o n . T h i s 

d e f i n i t i o n does not, however, s p e c i f y how or why a person i s "deemed" 

to r e c e i v e s p e c i a l s e r v i c e s . 

R e f e r r e d to as the C l i e n t Information Index (mental handicap) the 

index i s not yet f u l l y o p e r a t i o n a l . F o l l o w i n g i t s i n i t i a l development 

i t i s c u r r e n t l y undergoing refinement which i n v o l v e s c o n t a c t i n g the 

parents or main c a r e r of each person named, v e r i f y i n g the information 

a v a i l a b l e and ob t a i n i n g informed consent to the holding of information 

over and above b a s i c d e t a i l s . Once r e f i n e d the system's management 

w i l l i n c l u d e a b u i l t i n review procedure which w i l l r e g u l a r l y update 

information: without t h i s there would be a danger of the index 

becoming out of date. The review a l s o ensures t h a t a l l people with a 

mental handicap w i t h i n the d i s t r i c t have the opportunity of a r e g u l a r 

v i s i t from a p r o f e s s i o n a l , even i f only y e a r l y . 

Although my use of t h i s index proved f r u i t f u l , i t had l i m i t a t i o n s . The 

need to use another agency as 'gatekeeper' to the t a r g e t p opulation 

i n e v i t a b l y l i m i t e d the degree of c o n t r o l I had over the sampling 

procedure. The r e g i s t e r was i n the e a r l y stages of development when 

the i n i t i a l request to use i t i n t h i s r e s e a r c h was made, and t h e r e f o r e 

there were more i n n a c u r a c i e s than t h e r e would have been had the 

- 32 -



request been made a year l a t e r . Much of the o r i g i n a l data f o r the 

index was e x t r a c t e d from records of people with whom the s p e c i a l i s t 

s e r v i c e s had had no contact f o r many years and as a r e s u l t the 

information was sometimes out of date. (The nature of the i n a c c u r a c i e s 

w i l l be d i s c u s s e d l a t e r ) . Since then much of the information on the 

index has been updated and amended. 

The sampling frame f o r the study reported i n t h i s t h e s i s was the above 

c l i e n t index on which were l i s t e d the names of people de f i n e d as 

mentally handicapped c u r r e n t l y l i v i n g w i t h i n Durham County. I t was 

from t h i s index that the sample was drawn. F i v e stages were i n v o l v e d : 

1) Permission to obtain a l i s t of names and addresses of people with a 

mental handicap was f i r s t obtained from the D i r e c t o r of S o c i a l 

S e r v i c e s . 

2) A random sample of 205 names was drawn from the c l i e n t index by the 

computer o f f i c e r of the S o c i a l S e r v i c e s department u s i n g a computer 

package named 'Randxact' which produces "a s t a t i s t i c a l l y v a l i d 

u n r e s t r i c t e d sample". 

3) From t h i s o r i g i n a l sample, 46 were excluded f o r one of the 

f o l l o w i n g reasons: were known to be deceased; were known to have moved 

out of the area; were under 13 or over 65 years of age; were l i v i n g i n 

h o s p i t a l ; had asked f o r no contact with s o c i a l s e r v i c e s . 

4) A l e t t e r was sent from the P r i n c i p a l Co-Ordinator of Mental 

Handicap S e r v i c e s to each of the remaining 159 people, g i v i n g d e t a i l s 

of the r e s e a r c h and asking whether they had any o b j e c t i o n to being 

approached by a r e s e a r c h e r . From t h i s i n i t i a l sample , 2 6 s t a t e d t h a t 

they d i d not wish to be approached. No information i s a v a i l a b l e as to 

why they d e c l i n e d . 

5) The names, addresses, dates of b i r t h and telephone numbers of the 
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remaining 133 were 

d e t a i l s were given 

passed on to me for use i n t h i s r e s e a r c h . No other 

2.2 Arranging the I n t e r v i e w 

On r e c e i p t of the names and addresses of those w i l l i n g to p a t i c i p a t e 

each person was contacted by l e t t e r to arrange the i n t e r v i e w . As 

Durham County Co u n c i l S o c i a l S e r v i c e s covers 9 d i s t r i c t s i n c l u d i n g 

Derwentside, Chester Le S t r e e t , Wear V a l l e y , C i t y of Durham, 

Easington, Teesdale, S e d g e f i e l d , Darlington, and County Durham, the 

sample was subdivided according to l o c a l i t y of r e s i d e n c e . A maximum of 

5 v i s i t s / d a y , 3 days/week was planned. One week before an intended 

v i s i t each p o t e n t i a l p a r t i c i p a n t was sent a l e t t e r o u t l i n i n g the study 

and g i v i n g the date of my v i s i t . Each case* was v i s i t e d on the day 

arranged. I f no answer was obtained repeated c a l l s were made u n t i l 

e i t h e r a s u c c e s s f u l i n t e r v i e w had been completed, or information had 

been obtained concerning the reason why the case was i n a c c e s s i b l e . I n 

a l l but 1 i n s t a n c e t h i s was achieved. A maximum of 5 r e t u r n v i s i t s 

* The term 'case' i s employed to i d e n t i f y the person with a mental 

handicap. I t i s not wholly s a t i s f a c t o r y because of i t s negative 

connotations, and i t s a s s o c i a t i o n with p r o f e s s i o n a l jargon: a 'case' 

can be one person's l a w s u i t and another's p s y c h i a t r i c p a t i e n t . I t i s 

n e v e r t h e l e s s used to d i s t i n g u i s h the sampled person from the 

respondents, and to reduce r e p e t i t i o n of "person with a mental 

handicap". I would be glad to l e a r n of a happier s o l u t i o n to t h i s 

t e r m i n o l o g i c a l problem. ' C l i e n t ' i s not an improvement, as the c a s e s 

are not my c l i e n t s , or n e c e s s a r i l y anybody's. 
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were planned. F u l l records were kept which i n c l u d e d the number of 

v i s i t s made, reasons why i n t e r v i e w was not p o s s i b l e and b r i e f d e t a i l s 

of those i n t e r v i e w s which were s u c c e s s f u l . 

As p r e v i o u s l y mentioned, information on the index a t the time the 

i n i t i a l request was made was sometimes i n a c c u r a t e and out of date. 

Th i s reduced the number of s u c c e s s f u l i n t e r v i e w s . Of the o r i g i n a l 133 

p o t e n t i a l p a r t i c i p a n t s 6 were deceased and t h e r e f o r e should not have 

been in c l u d e d i n the i n i t i a l sampling frame. A f u r t h e r 41 were l o s t 

from the sample f o r v a r i o u s reasons, d e t a i l e d i n Appendix 1. As shown 

i n t h i s t a b l e , f o r 2 cases I had s e r i o u s doubts as to whether the 

person contacted was i n f a c t mentally handicapped: to continue with 

the i n t e r v i e w could have caused embarrassment, owing to the presence 

of other people. Durham County S o c i a l S e r v i c e s i n checking t h e i r 

records a l s o found a number of i n s t a n c e s where the person r e g i s t e r e d 

was not i n f a c t mentally handicapped. McConkey, Walsh and Mulcahy 

(1982) i n a survey of mentally handicapped a d u l t s l i v i n g i n the 

community found t h a t 150 out of 712 were i n c o r r e c t l y i d e n t i f i e d as 

mentally handicapped. 

To b r i e f l y summarise, 86 i n t e r v i e w s were s u c c e s s f u l l y completed. T h i s 

r e p r e s e n t s 54% of the o r i g i n a l sample of 159. The remaining 73 (46%) 

e i t h e r d e c l i n e d to take p a r t ; should not have been included; or were 

l o s t from the t a r g e t group for the reasons s t a t e d above. 

2.3 C h a r a c t e r i s t i c s of the F i n a l Sample 

The f i n a l sample c o n s i s t e d of 86 people with a mental handicap l i v i n g 

i n a v a r i e t y of homes. T h e i r ages ranged from 14 to 64 ye a r s with a 
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mean age of 33.4 years (SD 13.4). F i f t y f i v e were male, with a mean 

age of 33.5 years (SD 14.1) and 31 were female with a mean age of 33.3 

years (SD 14.1) . 

2.4 Home S e t t i n g 

I t i s p o s s i b l e to c l a s s i f y these i n t o s t a f f e d and u n s t a f f e d homes by 

re f e r e n c e to address, r e l a t i o n s h i p of the respondent to case, f a m i l y 

composition and the number of people i n the household. 

2.4.i S t a f f e d homes 

Of the people with a mental handicap, 24 (28%) l i v e d i n 15 s t a f f e d 

homes which ranged i n s i z e from 3 to 53 r e s i d e n t s . Not more than 3 

people from the sample l i v e d i n any one home 

2 . 4 . i i U n s t a f f e d homes 

F i f t y four cases l i v e d i n t h e i r family home. Of these 31 (36%) were 

l i v i n g a t home with both par e n t s ; a f u r t h e r 16 (19%) l i v e d with 

mother; and 3 (3%) with f a t h e r . Four cases (5%) were being cared for 

by another family member. The remaining 8 (9%) l i v e d independently i n 

t h e i r own home. T h i s information i s summarised i n Table 2.1, and a 

f u l l breakdown of household composition i s shown i n Appendix 2. 

2.5 The I n t e r v i e w 

The information was obtained through i n d i v i d u a l s t r u c t u r e d i n t e r v i e w s 

i n the homes of the c a s e s . Most i n t e r v i e w s were conducted with someone 
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NUMBER OF CASES 

Family home (with both parents) 31 
Family home (with one parent) 19 

Family home 
(with r e l a t i v e s other than parents) 4 

Independent own home 2 
(with people other than r e l a t i v e s ) 

Independent own home 6 
(alone) 

S t a f f e d home* 24 

S t a f f e d Homes* 

Number of r e s i d e n t s 

W e l l f i e l d House 53 
Lanchester Hostel 32 
Es s i n g t o n House 29 
F i n e s Park House 29 
Horndale House 24 
T a l l Trees 24 
Mount P l e a s a n t Grange 24 
Walker Drive Home 21 
Premiere Lodge 21 
Hylton House 13 
Cleves Ferye House 13 
Skerne Lodge 13 
Greenbank 6 
Arran Walk 3 
Heathway Community Homes 3 

Table 2.1 The Number of Cases L i v i n g i n Each Type of Home 



other than the case. F o r t y nine percent were with the mother, which 

re p r e s e n t s 78% of the i n s t a n c e s i n which the case l i v e d i n the family 

home. A f u r t h e r 13% were with another f a m i l y member; 28% were with 

s t a f f and 1% was with a female c a r e r i n a family placement scheme. For 

9% of the i n t e r v i e w s the case was the respondent. Table 2.2 shows the 

r e l a t i o n s h i p of the respondents to the ' c a s e s ' . 

As contact was made only a week p r i o r to the intended i n t e r v i e w t h e r e 

was, as time progressed, a s i g n i f i c a n t delay between f i r s t contact by 

County H a l l and f i r s t contact by me. I t was t h e r e f o r e not s u r p r i s i n g 

t h a t i n d i v i d u a l s o f t e n had no r e c o l l e c t i o n of having r e c e i v e d a l e t t e r 

from Durham County C o u n c i l ; e i t h e r they had not r e c e i v e d a l e t t e r t h a t 

was sent or they had forgotten about i t . When t h i s was the case more 

time was given to e x p l a i n i n g why I had c a l l e d and i f nece s s a r y showing 

a copy of the l e t t e r sent by County H a l l . However i n a l l i n s t a n c e s the 

re s e a r c h contact began by e x p l a i n i n g what the r e s e a r c h e n t a i l e d , 

v e r i f y i n g w i l l i n g n e s s to p a r t i c i p a t e , g i v i n g r e a s s u r a n c e s of 

c o n f i d e n t i a l i t y and answering any qu e r i e s t h a t the respondents had. I f 

necessary a f u r t h e r v i s i t was arranged. T h i s was seldom necessary and 

most i n t e r v i e w s were completed on my f i r s t v i s i t . 

The i n t e r v i e w was s t r u c t u r e d using a q u e s t i o n n a i r e designed f o r 

completion by the i n t e r v i e w e r with e i t h e r the case h i m / h e r s e l f , a 

parent or other r e l a t i v e , or care s t a f f , depending on whether the case 

l i v e d independently, a t home with parents or other family, or i n a 

s t a f f e d r e s i d e n t i a l home. The questions were designed t o e l i c i t 

information about the case. Respondents were asked each question i n a 

f i x e d order and the answers were recorded and r a t e d by the i n t e r v i e w e r 

as a p p r o p r i a t e . Where the i n t e r v i e w was conducted with the case as 
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RESPONDENT NUMBER OF CASES 

Mother of case 42 
Stepmother 1 
Fath e r 7 

Brother 1 
S i s t e r 1 

Wife 1 

Female c a r e r i n fam i l y 1 
placement scheme 

Case 8 

S t a f f of s t a f f e d 24 
home 

Table 2.2 The R e l a t i o n s h i p of the Respondent to the Case 



respondent the wording 

the questions on s o c i a l 

q u e s t i o n n a i r e ) . 

of the questions was a l t 

s k i l l s were omitted 

ered 

(see 

a p p r o p r i a t e l y and 

s e c t i o n 2.6 on 

Where the case was present an endeavour was made to i n c l u d e him/her i n 

the i n t e r v i e w , but the answers recorded were those given by the 

respondent. Information over and above the answers was recorded: t h i s 

i n c l u d e d s i g n i f i c a n t comments made at the time. F o l l o w i n g each 

i n t e r v i e w s h o r t notes were made on the home, h o s p i t a l i t y , cooperation 

and a t t i t u d e of the respondent. T h i s p r a c t i c e provided i n t e r e s t i n g 

information which would not have been a v a i l a b l e otherwise. The 

i n t e r v i e w s l a s t e d from about 20 minutes to one and a h a l f hours. T h i s 

v a r i a t i o n depended on the respondents: on the extent to which they 

e l a b o r a t e d on the b a s i c answers and o f f e r e d information over and above 

tha t r e q u i r e d . 

Respondents were g e n e r a l l y f r i e n d l y , h o s p i t a b l e and cooper a t i v e . I was 

often i n v i t e d to r e t u r n . There was only one exception, and t h i s was 

probably due to f a c t o r s u n r e l a t e d to my v i s i t . The i n t e r v i e w was 

n e v e r t h e l e s s completed and the r e q u i r e d data obtained. 

The number of people present a t the i n t e r v i e w v a r i e d but seldom 

exceeded 2 or 3 people. One exception was when th e r e were 5 members of 

the family p r e s e n t . During t h i s i n t e r v i e w i t was necessary to d i r e c t 

the questions at one main respondent, the mother of the case, i n order 

to maintain some c o n t r o l over the d i r e c t i o n of the i n t e r v i e w . 

The i n t e r v i e w r e l i e d on the respondents' knowledge about the a b i l i t i e s 

and day to day a c t i v i t i e s of the case. Where the case l i v e d a t home 



with r e l a t i v e s t h i s was not a p a r t i c u l a r problem. However, where they 

l i v e d i n a s t a f f e d home d i f f i c u l t i e s arose. These were as f o l l o w s : 

1) The s i z e of some s t a f f e d homes i n e v i t a b l y l i m i t e d the amount of 

contact s t a f f had with any p a r t i c u l a r i n d i v i d u a l . 

2) S t a f f work i n s h i f t s and, as a r e s u l t , were not always on duty when 

case went out. 

3) S t a f f were not always i n v o l v e d i n day care and may have l i t t l e or 

no contact with s t a f f from day c e n t r e s . I t was sometimes ne c e s s a r y to 

check i n d i v i d u a l records to answer c e r t a i n questions p a r t i c u l a r l y 

those concerned with reading and w r i t i n g . 

2 . 6 The Questionnaire 

The i n t e r v i e w schedule c o n s i s t e d of 29 questions designed to c o l l e c t 

information i n the f o l l o w i n g a r e a s : b a s i c d e s c r i p t i v e data on both the 

respondent and the case; the degree of dependence of the case; the 

kinds of o c c u p a t i o n a l a c t i v i t i e s t h a t they engaged i n ; the kinds of 

l e i s u r e a c t i v i t i e s t h a t they p a r t i c i p a t e d i n ; and p a r t i c u l a r problems 

t h a t the respondent had about case (see Appendix 3 f o r the 

q u e s t i o n n a i r e ) . 

The b a s i c d e s c r i p t i v e data i n c l u d e d : respondent's name, address and 

r e l a t i o n s h i p to case (questions 1 and 4 ) ; age, sex, date of b i r t h and 

address of the case (questions 2 and 3 ) ; and household c h a r a c t e r i s t i c s 

(questions 5 and 6 ) . 

The questions on the degree of dependence of the case (questions 7 to 

16) were taken from the dependency r a t i n g s c a l e of K u s h l i c k , Blunden 

and Cox (1973). I t s aim i s to o b t a i n information on the l e v e l of 



s k i l l s possessed by people with a mental handicap. R e f e r r e d to as the 

Wessex Mental Handicap S c a l e , i t i s one of the most w e l l known 

dependency r a t i n g s c a l e s a v a i l a b l e and i s widely used i n planning 

mental handicap s e r v i c e s . For example Humphreys, Lowe and Blunden 

(1983) used a modified v e r s i o n of the Wessex s c a l e s i n t h e i r long term 

e v a l u a t i o n of s e r v i c e s f o r people with a mental handicap l i v i n g i n 

C a r d i f f . 

I t was o r i g i n a l l y designed f o r a l a r g e s c a l e survey i n Wessex to 

c o l l e c t data on people with a mental handicap from those concerned 

with t h e i r day to day care, p r i n c i p a l l y the parents of those l i v i n g a t 

home or the nu r s i n g and h o s p i t a l s t a f f of those l i v i n g i n h o s p i t a l or 

r e s i d e n t i a l c a r e . The schedule, an example of which i s given i n 

Appendix 4, c o n s i s t s of 20 questions d i v i d e d i n t o 2 s c a l e s : the S o c i a l 

and P h y s i c a l I n c a p a c i t y (SPI) s c a l e which r a t e s l e v e l of continence, 

ambulance and presence of d i s r u p t i v e behaviours; and the Speech, S e l f 

Help and L i t e r a c y (SSL) s c a l e which r a t e s the l e v e l of speech, s e l f 

help (feeding, washing and dr e s s i n g ) and l i t e r a c y (reading, w r i t i n g 

and c o u n t i n g ) . The s c a l e s use a 3 point r a t i n g system to answer each 

question: a score of 1 i n d i c a t e s a high degree of i n c a p a c i t y , 2 a 

moderate degree of i n c a p a c i t y and 3 no i n c a p a c i t y . The exception i s 

the question on speech where a 4 point r a t i n g i s used: a score of 4 

i n d i c a t e s p a r t l y v e r b a l ('can t a l k but does n o t ' ) , 3 v e r b a l 

('sentences and normal'), 2 p a r t l y v e r b a l ('odd words only') and 1 

non-verbal. Speech i s a d d i t i o n a l l y c l a s s i f i e d f o r those r a t e d as 

'v e r b a l ' according to whether or not speech can be understood, 

although t h i s i s not i n c l u d e d i n the o v e r a l l SSL r a t i n g . Using these 

r a t i n g s people can be c a t e g o r i s e d i n t o High, Medium or Low dependency. 
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A number o f s t u d i e s have l o o k e d a t t h e i n t e r - r a t e r r e l i a b i l i t y o f t h e 

Wessex s c a l e s . As o n l y some o f t h e i t e m s from t h e Wessex s c a l e s were 

u s e d i n t h i s r e s e a r c h o n l y t h o s e r a t i n g s r e l e v a n t t o t h e s e i t e m s w i l l 

be q u o t e d . K u s h l i c k e t a l ( 1 9 7 3 ) , u s i n g p e r c e n t a g e r e l i a b i l i t y , f o u n d 

i n t e r - r a t e r a g r e e m e n t s o f 92% f o r m o b i l i t y , 82% f o r s p e e c h , 78% f o r 

l i t e r a c y , and 76% f o r t o t a l SSL s c o r e . May, H a l l e t t and C r o w h u r s t 

(1982) l o o k e d a t r e l i a b i l i t y u s i n g ' w e i g h t e d kappa' (Cohen, 1 9 6 8 ) , a 

more s o p h i s t i c a t e d r e l i a b l i t y a s s e s s m e n t t h a t t a k e s c h a n c e a s s o c i a t i o n 

i n t o a c c o u n t . They f o u n d a ' w e i g h t e d kappa' o f 68%. They d i d not q u o t e 

r e l i a b i l i t y f i g u r e s f o r t h e i n d i v i d u a l i t e m s . P a l m e r and J e n k i n s 

(1982) i n v e s t i g a t e d i n t e r - r a t e r r e l i a b i l i t y i n r e s i d e n t i a l and 

n o n - r e s i d e n t i a l s e t t i n g s . R e l i a b i l i t y f o r e a c h i t e m was c a l c u l a t e d 

u s i n g ' w e i g h t e d k a p p a ' . ( T a b l e 2.3 g i v e s t h e o b t a i n e d v a l u e s o f 

K a p p a ) . They c o n c l u d e d t h a t " t h e 'Wessex c l a s s i f i c a t i o n ' i s an 

i n s t r u m e n t o f modest but n o t n e g l i g i b l e r e l i a b i l i t y " and t h a t " i t i s 

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

i n d i v i d u a l c l i e n t s i t must be t r e a t e d w i t h g r e a t c a u t i o n . " 

The Wessex h a s been c r i t i c i s e d a s b e i n g t o o i n s t i t u t i o n - o r i e n t a t e d , 

and n o t g i v i n g an a d e q u a t e i n d i c a t i o n o f i n d i v i d u a l n e e d s (Cubbon, 

1 9 8 7 ) . However t h e a d v a n t a g e s a r e t h a t i t i s q u i c k a n d e a s y t o 

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

r e q u i r i n g l i t t l e o r no t r a i n i n g . The q u e s t i o n s a r e f r amed i n t e r m s o f 

b e h a v i o u r w h i c h can be a s s e s s e d a s o b j e c t i v e l y a s p o s s i b l e . The 

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

d e g r e e o f d ependency. 

As I was c o n c e r n e d w i t h o b t a i n i n g an o v e r a l l p i c t u r e o f t h o s e w i t h a 

m e n t a l h a n d i c a p l i v i n g i n t h e community and n o t w i t h a d e t a i l e d 
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WEIGHTED KAPPA VALUES 

R e s i d e n t i a l N o n - R e s i d e n t i a l 

A d u l t s C h i l d r e n A d u l t s C h i l d r e n 

Wessex I t e m s 

S p e e c h 

C o u n t i n g 

Walk by S e l f 

W r i t i n g 

D r e s s i n g 

Washing 

Walk w i t h A i d 

R e a d i n g 

V i s i o n 

F e e d i n g 

H e a r i n g 

.71 

, 62 

.77 

.52 

.62 

. 63 

. 61 

.59 

.77 

.52 

. 50 

.73 

. 67 

.72 

.63 

. 69 

.72 

.59 

.40 

.56 

.55 

. 56 

,78 

.89 

.84 

.83 

. 69 

.52 

.80 

.73 

.56 

.59 

.42 

.78 

. 77 

. 61 

. 78 

. 74 

. 67 

. 57 

. 75 

.48 

.54 

.48 

T a b l e 2.3 The V a l u e s o f 'Weighted Kappa' O b t a i n e d by P a l m e r and 
J e n k i n s (1982) f o r I n d i v i d u a l I t e m s on t h e Wessex S c h e d u l e 



a s s e s s m e n t o f i n d i v i d u a l c a s e s , t h e Wessex was s u i t a b l e p a r t i c u l a r l y 

b e c a u s e of t h e above a d v a n t a g e s . I t was p o s s i b l e t o s e l e c t t h o s e i t e m s 

of r e l e v a n c e t o t h i s p r o j e c t and d i s r e g a r d t h o s e n o t r e l e v a n t . I n 

a d d i t i o n t o t h i s , t h e Wessex i s c u r r e n t l y b e i n g u s e d i n a p r o j e c t a t 

Newton A y c l i f f e h o s p i t a l , County Durham. U s i n g t h e same s c h e d u l e 

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

and community p o p u l a t i o n s . 

The i t e m s c h o s e n f r o m t h e Wessex were t h o s e w h i c h I f e l t were o f 

r e l e v a n c e t o a p e r s o n ' s a b i l i t y t o p a r t i c i p a t e i n a c t i v i t i e s o u t s i d e 

t h e home and t o make u s e o f community f a c i l i t i e s . They i n c l u d e d t h e 

q u e s t i o n s on v i s i o n , h e a r i n g , s p e e c h ( i n c l u d i n g c l a r i t y ) , w a l k i n g by 

s e l f a nd w i t h a i d , f e e d i n g , d r e s s i n g , w a s h i n g , r e a d i n g w r i t i n g and 

c o u n t i n g . The same s c o r i n g s y s t e m was u s e d b u t t h e i t e m s were 

r e p h r a s e d so t h a t t h e y were i n q u e s t i o n form r a t h e r t h a n a s s t a t e m e n t s 

of a b i l i t y a s on t h e o r i g i n a l s c h e d u l e . 

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

by an i n t e r v i e w e r w i t h a p a r e n t o r c a r e r . However i n 8 i n t e r v i e w s t h e 

c a s e was t h e r e s p o n d e n t . Nathan, M i l l h a m , C h i l c u t t and A t k i n s o n (1980) 

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

w i t h a m e n t a l h a n d i c a p were e v a l u a t e d f o r 10 b e h a v i o u r a l subdomains o f 

t h e AAMD A d a p t i v e B e h a v i o u r S c a l e (ABS), a s c h e d u l e f o r r a t i n g t h e 

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

i n c l u d e d 17 m i l d l y a nd 17 m o d e r a t e l y m e n t a l l y h a n d i c a p p e d c l i e n t s . 

E a c h c l i e n t was a s s e s s e d i n 4 ways: by a t r a i n e d s t a f f c o u n s e l l o r , by 

t h e c l i e n t h i m / h e r s e l f , by t h e c l i e n t ' s b e s t f r i e n d , and by a t r a i n e d 

o b s e r v e r . When t h e r a t i n g s were made by t h e a d u l t w i t h a m e n t a l 

h a n d i c a p t h e l a n g u a g e was s i m p l i f i e d and t h e q u e s t i o n s r e q u i r e d o n l y a 
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y e s / n o r e s p o n s e . The r a t i n g s made by t h e f i r s t 3 o f t h e above methods 

were compared w i t h t h e r a t i n g s made when t h e b e h a v i o u r o f t h e m e n t a l l y 

h a n d i c a p p e d c l i e n t was o b s e r v e d by a t r a i n e d o b s e r v e r u n d e r c o n t r o l l e d 

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

a m i l d m e n t a l h a n d i c a p were more f r e q u e n t l y e x a c t l y t h e same a s t h o s e 

o b t a i n e d by d i r e c t o b s e r v a t i o n t h a n were t h o s e o b t a i n e d from t h e s t a f f 

c o u n s e l l o r s . N e a r l y 60% o f t h e a d a p t i v e b e h a v i o u r r a t i n g s a g r e e d w i t h 

t h e b e h a v i o u r a l o b s e r v a t i o n a s s e s s m e n t when t h e i n f o r m a n t f o r t h e ABS 

was m i l d l y m e n t a l l y h a n d i c a p p e d . F o r t r a i n e d s t a f f t h e r e was p e r f e c t 

agreement between a d a p t i v e b e h a v i o u r a s s e s s m e n t and b e h a v i o r a l 

o b s e r v a t i o n f o r o n l y 44% o f t h e r a t i n g s . The a u t h o r s c o n c l u d e d t h a t 

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

c o u n s e l l o r o f e v a l u a t i n g h i s / h e r p e r f o r m a n c e on many a d a p t i v e 

b e h a v i o u r d i m e n s i o n s " . 

The above s t u d y p r o v i d e s j u s t i f i c a t i o n f o r i n c l u d i n g t h e r a t i n g s made 

by a d u l t s who a r e m i l d l y m e n t a l l y h a n d i c a p p e d o f t h e i r own a d a p t i v e 

b e h a v i o u r . However a s t h e p r e s e n t s t u d y i s c o n c e r n e d w i t h a random 

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

t o i n c l u d e t h e r a t i n g s made by a t h i r d p a r t y . As i n t h e Nathan e t a l 

s t u d y when t h e c a s e was u s e d a s t h e r e s p o n d e n t t h e q u e s t i o n s were 

s i m p l i f i e d and r e p h r a s e d . F o r example t h e q u e s t i o n on v i s i o n , "How 

w e l l i s ( c a s e ) a b l e t o s e e ? " was ch a n g e d t o "Do you have any p r o b l e m s 

w i t h y o u r s i g h t ? " . A s i m i l a r change was made w i t h h e a r i n g . The 

q u e s t i o n on s p e e c h was o m i t t e d . The q u e s t i o n s on s e l f h e l p were a l s o 

o m i t t e d . As t h e c a s e was l i v i n g i n d e p e n d e n t l y i t c o u l d be assumed t h a t 

t h e s e s k i l l s were p r e s e n t . I f e l t t h a t t o a s k t h e q u e s t i o n s would h a v e 

been i n s e n s i t i v e . The q u e s t i o n s on l i t e r a c y were c h a n g e d from, " I s 

( c a s e ) a b l e t o r e a d ( w r i t e o r c o u n t ) " t o "Are you a b l e t o r e a d ( w r i t e 
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o r c o u n t ) " . 

The q u e s t i o n s r e l a t i n g t o o c c u p a t i o n a l a c t i v i t i e s , q u e s t i o n s 19 t o 22, 

and t h o s e r e l a t i n g t o l e i s u r e a c t i v i t i e s , q u e s t i o n s 24 t o 26, were 

p a r t l y b a s e d on t h e ' N i g h t i n g a l e p r o j e c t ' u n d e r t a k e n a t Newton 

A y c l i f f e h o s p i t a l : a m o b i l i t y s t u d y l o o k i n g a t t h e d a i l y a c t i v i t i e s o f 

p e o p l e w i t h a m e n t a l h a n d i c a p w i t h i n a h o s p i t a l e n v i r o n m e n t (Dagnan, 

1 9 9 0 ) . T h i s was m o d i f i e d and e x t e n d e d f o r u s e w i t h p e o p l e l i v i n g i n 

t h e community. The a i m was t o o b t a i n i n f o r m a t i o n on t h e r a n g e o f 

o c c u p a t i o n a l a nd l e i s u r e a c t i v i t i e s t h a t c a s e s engaged i n , t h e modes 

o f t r a v e l u s e d , and w i t h whom t h e y t r a v e l l e d . 

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

a c t i v i t i e s w h i c h a r e u n d e r t a k e n d u r i n g t h e w o r k i n g week. I t c o v e r s a 

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

t r a i n i n g and o t h e r a c t i v i t i e s w h i c h o c c u r on a r e g u l a r w e e k l y b a s i s . 

O b t a i n i n g d a t a on o c c u p a t i o n a l a c t i v i t i e s was not p a r t i c u l a r l y 

p r o b l e m a t i c . R e s p o n d e n t s were m e r e l y a s k e d about t h e p l a c e / p l a c e s t h a t 

t h e c a s e a t t e n d e d r e g u l a r l y d u r i n g t h e week. D a t a were a d d i t i o n a l l y 

o b t a i n e d on t h e t i m i n g , number o f h o u r s and d a y s a t t e n d e d . I n a d d i t i o n 
t h e 

t o t h i s r e s p o n d e n t s were a s k e d how c a s e t r a v e l l e d t o e a c h a c t i v i t y , 

and w i t h whom. 

Da t a on l e i s u r e and s o c i a l a c t i v i t i e s were o b t a i n e d i n a s i m i l a r way. 

T h e s e a c t i v i t i e s i n c l u d e a l l t h o s e n o t i n c l u d e d i n t h e d e f i n i t i o n o f 

o c c u p a t i o n a l a c t i v i t i e s . The d a t a were n e c e s s a r i l y r e t r o s p e c t i v e and 

t h e r e f o r e h a d s e v e r a l l i m i t a t i o n s . O b t a i n i n g t h e d a t a depended upon 

t h e a s s u m p t i o n t h a t t h e r e s p o n d e n t was f a m i l i a r w i t h t h e a c t i v i t i e s o f 
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t h e c a s e and t h e r e f o r e c o u l d a n s w e r t h e q u e s t i o n s . T h i s p r o v e d t o c a u s e 

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

l i v i n g i n f a m i l y homes o r i n d e p e n d e n t l y , f o r t h e r e a s o n s s t a t e d 

p r e v i o u s l y . T h e r e f o r e t h e d a t a o b t a i n e d on l e i s u r e a c t i v i t e s from t h e 

s t a f f e d homes c a n o n l y g i v e some i n d i c a t i o n o f what t h e c a s e s d i d 

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

t o r e c a l l e v e n t s t h a t had o c c u r r e d i n t h e p a s t . C o n v e r s e and P r e s s e r 

1986 q u o t e , " I f r e s e a r c h e r s were g u i d e d by a c o n c e r n f o r v a l i d 

d e s c r i p t i v e d a t a , t h e y would f o c u s on t h e c u r r e n t , t h e s p e c i f i c , t h e 

r e a l " ( T u r n e r a nd M a r t i n , 1 9 8 4 ) . A l t h o u g h i t would be d e s i r a b l e t o 

o b t a i n a day t o day a c c o u n t o f t h e a c t i v i t i e s o f p e o p l e w i t h a m e n t a l 

h a n d i c a p ( a s d i d t h e N i g h t i n g a l e p r o j e c t ) t h i s was n o t p o s s i b l e g i v e n 

t h e n a t u r e o f t h e r e s e a r c h and t h e l i m i t e d t i m e a nd r e s o u r c e s 

a v a i l a b l e . I n o n l y one s t a f f e d home were t h e d a i l y a c t i v i t i e s o f e a c h 

o f t h e 3 r e s i d e n t s r e c o r d e d and t h e r e s u l t i n g i n f o r m a t i o n was 

e x t e n s i v e . However t h i s was t h e e x c e p t i o n . A s o l u t i o n t o t h i s was t o 

narr o w t h e t i m e p e r i o d o f i n t e r e s t t o t h e 2 weeks i m m e d i a t e l y p r i o r t o 

t h e i n t e r v i e w . P r o v i d i n g c u e s i n t h e form o f a l i s t o f p o s s i b l e p l a c e s 

and a c t i v i t i e s was a l s o a s t r a t e g y u s e d t o a s s i s t i n r e c a l l ( q u e s t i o n 

2 5 ) . The d a t a o b t a i n e d on l e i s u r e a c t i v i t i e s a l s o i n c l u d e d t i m i n g , how 

c a s e t r a v e l l e d and w i t h whom. 

I n o r d e r t o g a i n a more p r e c i s e p i c t u r e o f what a p e r s o n w i t h a m e n t a l 

h a n d i c a p does on one p a r t i c u l a r day, r e s p o n d e n t s were a s k e d about t h e 
t h e 

p l a c e s t h a t c a s e went t o on t h e day p r i o r t o t h e i n t e r v i e w . T h i s a g a i n 

i n c l u d e d where, t i m i n g , mode o f t r a v e l and w i t h whom ( q u e s t i o n 2 3 ) . 

Q u e s t i o n s 28 and 29 r e f e r r e d t o any p a r t i c u l a r a n x i e t i e s t h a t t h e 
t h e 

r e s p o n d e n t had when c a s e was o u t and what, i f any, were t h e m a j o r 

- 45 



p r o b l e m s f a c i n g h i m / h e r . Where t h e c a s e was t h e r e s p o n d e n t t h e 

q u e s t i o n s were r e p h r a s e d a p p r o p r i a t e l y . 

E a c h q u e s t i o n n a i r e was e d i t e d s h o r t l y a f t e r t h e i n t e r v i e w , and t h e 

d a t a t r a n s f e r r e d o n t o an SPSSx d a t a f i l e . 

2 . 7 P i l o t S t u d y 

A s h o r t p i l o t s t u d y i n v l o l v i n g 10 c a s e s was c a r r i e d out i n o r d e r t o 

d e t e r m i n e t h e a d e q u a c y o f t h e q u e s t i o n n a i r e . F o l l o w i n g t h i s a number 

of amendments were made t o t h e q u e s t i o n n a i r e . S h o p p i n g was added t o 

t h e l i s t o f s o c i a l a c t i v i t i e s a s i t became a p p a r e n t t h a t some c a s e s 

went ou t s h o p p i n g b u t r e s p o n d e n t s d i d n o t t h i n k i t was i m p o r t a n t 

enough t o m e n t i o n . F o r many p e o p l e w i t h a m e n t a l h a n d i c a p t h i s i s an 

e n j o y a b l e a c t i v i t y and one w h i c h o f t e n e n a b l e s them t o come i n t o 

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

One p a r t i c u l a r c o n c e r n , w h i c h became a p p a r e n t a f t e r t h e f i r s t few 

i n t e r v i e w s , was t h e method o f r e c o r d i n g . I t was n e c e s s a r y t o c o m p l e t e 

t h e q u e s t i o n n a i r e d u r i n g t h e i n t e r v i e w w h i c h i n v o l v e d s p l i t t i n g my 

a t t e n t i o n b e t w e e n w r i t i n g and l i s t e n i n g . To overcome t h i s I e x p l a i n e d 

t h a t i t was i m p o r t a n t t o c o m p l e t e t h e q u e s t i o n n a i r e a t t h a t t i m e t o 

e n s u r e a c c u r a c y and t o e n s u r e t h a t no i m p o r t a n t i n f o r m a t i o n was l o s t . 
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CHAPTER THREE 

R e s u l t s 

3.1 I n t r o d u c t i o n 

The m ain f o c u s o f t h i s c h a p t e r i s on t h e r a n g e o f o c c u p a t i o n a l a nd 

l e i s u r e a c t i v i t i e s engaged i n by a group o f p e o p l e w i t h a m e n t a l 

h a n d i c a p l i v i n g i n County Durham. The t y p e o f a c t i v i t i e s i n c l u d e d 

u n d e r t h e s e t e r m s w i l l be d e s c r i b e d a t t h e b e g i n n i n g o f t h e 

a p p r o p r i a t e s e c t i o n s . The r e s u l t s a r e m a i n l y d e s c r i p t i v e . They b e g i n 

w i t h an a c c o u n t o f t h e a b i l i t i e s o f t h e c a s e s s e l e c t e d , f o l l o w e d by an 

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

s p e n t away from home, how and w i t h whom t h e y t r a v e l l e d . A s t a t i s t i c a l 

c o m p a r i s o n i s made be t w e e n c a s e s from s t a f f e d and c a s e s from u n s t a f f e d 

homes, i n t e r m s o f t h e i r a b i l i t i e s and t h e i r a c t i v i t i e s . 

3.2 A b i l i t i e s 

The a b i l i t i e s r a t e d were t h o s e w h i c h were c o n s i d e r e d i m p o r t a n t t o 

t a k i n g p a r t i n a c t i v i t i e s o u t s i d e t h e home. They were s e n s o r y 

c a p a c i t y , a b i l i t y t o wa l k , s e l f c a r e and s k i l l s o f r e a d i n g w r i t i n g a nd 

c o u n t i n g . 

3 . 2 . i V i s i o n a nd h e a r i n g 

T a b l e 3.1 g i v e s t h e r a t i n g s o f v i s i o n and h e a r i n g . As c a n be s e e n t h e 
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m a j o r i t y , 76 c a s e s , were r a t e d a s h a v i n g n o r m a l v i s i o n and h e a r i n g . 

O n l y 10 c a s e s had some i m p a i r m e n t i n e i t h e r v i s i o n , h e a r i n g o r b o t h . 

3 . 2 . i i M o b i l i t y 

By c o m b i n i n g t h e r a t i n g s f rom q u e s t i o n 10a, "Can ( c a s e ) w a l k w i t h 

h e l p ? " and q u e s t i o n 10b, "Can ( c a s e ) w a l k by h i m / h e r s e l f ? " , a t o t a l 

m o b i l i t y s c o r e was o b t a i n e d . C a s e s were s u b s e q u e n t l y r a t e d a s f u l l y 

m o b i l e i f t h e i r t o t a l s c o r e from t h e two q u e s t i o n s was 6; p a r t l y 

m o b i l e i f t h e i r t o t a l s c o r e was 4 o r 5; and non m o b i l e i f t h e i r t o t a l 

s c o r e was 2 o r 3. 

F i g u r e 3.1 shows t h a t 79 c a s e s were r a t e d a s f u l l y m o b i l e . As w i t h 

v i s i o n and h e a r i n g o n l y a m i n o r i t y were r a t e d a s h a v i n g m o b i l i t y 

p r o b l e m s . 

3 . 2 . i i i S p e e c h 

As f i g u r e 3.2 shows 72 c a s e s were d e s c r i b e d a s b e i n g a b l e t o s p e a k 

n o r m a l l y and i n s e n t e n c e s . 

F o r t h e 72 c a s e s w i t h no s p e e c h i m p a i r m e n t c l a r i t y o f s p e e c h was 

a d d i t i o n a l l y a s s e s s e d . F i g u r e 3.3 shows t h e number o f c a s e s r a t e d a t 

e a c h l e v e l on c l a r i t y o f s p e e c h . As c a n be s e e n 62 c a s e s were r a t e d a s 

i n t e l l i g i b l e t o e v e r y o n e . Ten c o u l d be u n d e r s t o o d by t h e r e s p o n d e n t s 

and c l o s e a q u a i n t a n c e s b u t s t r a n g e r s f o u n d t h e i r s p e e c h more d i f f i c u l t 

t o u n d e r s t a n d . T h e r e were no i n s t a n c e s i n w h i c h s p e e c h c o u l d not be 

u n d e r s t o o d by r e s p o n d e n t s o r c l o s e a c q u a i n t a n c e s . 
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F o r t h e 13 c a s e s who had s p e e c h p r o b l e m s , no r a t i n g was made of t h e i r 

a b i l i t y t o u n d e r s t a n d what was s a i d t o them, a s t h e r e was no r e l e v a n t 

q u e s t i o n on t h e Wessex s c h e d u l e . 

3 . 2 . i v S e l f h e l p S k i l l s 

The b a s i c s k i l l s o f w a s h i n g , d r e s s i n g and f e e d i n g were c h o s e n t o 

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

n e e d s . A c o m p o s i t e s c o r e was c a l c u l a t e d by c o m b i n i n g t h e r a t i n g s o f 

a b i l i t y t o f e e d , wash and d r e s s . C a s e were s u b s e q u e n t l y g i v e n a 

s e l f h e l p r a t i n g o f e i t h e r 'not a b l e ' , ' p a r t l y a b l e ' o r ' a b l e ' . 

As p r e v i o u s l y m e n t i o n e d i n i n t e r v i e w s where t h e c a s e was t h e 

r e s p o n d e n t , t h e q u e s t i o n s r e f e r r i n g t o s e l f h e l p were n o t a s k e d . 

T h e r e f o r e a s 8 i n t e r v i e w s were w i t h t h e c a s e , o n l y 78 c a s e s were 

r a t e d . 

As f i g u r e 3.4 shows 61 o f t h e 78 c a s e s r a t e d were a b l e t o t a k e c a r e o f 

a l l o f t h e i r p e r s o n a l n e e d s i n d e p e n d e n t l y . O n l y 9 were r a t e d a s 

n e e d i n g f u l l a s s i s t a n c e . 

3.2.v E d u c a t i o n a l S k i l l s 

F i g u r e s 3.5, 3.6 and 3.7 show t h e number o f c a s e s r a t e d a t e a c h l e v e l 

o f a b i l i t y on r e a d i n g w r i t i n g and c o u n t i n g . They show t h a t 27 c a s e s 

were a b l e t o r e a d a t l e a s t s i m p l e books and n e w s p a p e r s , 16 c o u l d 

w r i t e , and 33 c o u l d u n d e r s t a n d money v a l u e s and were c a p a b l e o f c o p i n g 

w i t h e v e r y d a y money t r a n s a c t i o n s . I n some c a s e s t h i s u n d e r s t a n d i n g was 

l i m i t e d o n l y t o f a m i l i a r p u r c h a s e s . 
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A t o t a l score f o r l i t e r a c y was a d d i t i o n a l l y o b t a i n e d by com b i n i n g t h e 

scores f r o m t h e q u e s t i o n s on r e a d i n g , w r i t i n g and c o u n t i n g . A t o t a l 

s core o f 3, 4 o r 5 i n d i c a t e d 'not l i t e r a t e ' , a t o t a l score o f 6 or 7 

i n d i c a t e d p a r t l y l i t e r a t e and 8 or 9 l i t e r a t e . F i g u r e 3.8 shows t h a t 

o n l y 21 cases were r a t e d as l i t e r a t e ; 35 cases were r a t e d as n o t 

l i t e r a t e . 

3.3 C h a r a c t e r i s t i c s o f Cases by Home S e t t i n g 

To d e t e r m i n e whether t h e r e were any d i f f e r e n c e s i n t h e c h a r a c t e r i s t i c s 

o f cases l i v i n g i n d i f f e r e n t home s e t t i n g s f u r t h e r a n a l y s e s were 

c a r r i e d o u t . The a n a l y s e s were based upon t h e c l a s s i f i c a t i o n d e s c r i b e d 

i n Chapter 2 ( s t a f f e d home and u n s t a f f e d home). 

There was a s t a t i s t i c a l l y s i g n i f i c a n t d i f f e r e n c e i n t h e ages o f cases 

i n t h e 2 t y p e s o f home. Those from s t a f f e d homes were s i g n i f i c a n t l y 

o l d e r t h a n t h o s e f r o m u n s t a f f e d homes (t = 3 . 9 7 , p<0.01). The mean age 

o f cases f r o m s t a f f e d homes was 42 y e a r s (sd=12) compared w i t h a mean 

age o f 30 ye a r s (sd=12) f o r cases f r o m u n s t a f f e d homes. 

There were no s i g n i f i c a n t d i f f e r e n c e s i n t h e p r o p o r t i o n o f c l i e n t s 

r a t e d a t each a b i l i t y l e v e l on v i s i o n ( c h i - s q u a r e = 2 . 1 , p=0.4), h e a r i n g 

( c h i - s q u a r e = 0 . 4 , p=0.8), m o b i l i t y ( c h i - s q u a r e = 2 . 1 , p=0.3), or l i t e r a c y 

( c h i - s q u a r e = 3 . 4 , p=0.2). 

The r e s u l t s f r o m t h e 78 cases on s e l f h e l p s k i l l s show t h a t a h i g h e r 

p r o p o r t i o n o f cases f r o m s t a f f e d homes were a b l e t o t a k e care o f t h e i r 

own p e r s o n a l needs, w i t h 96% o f th o s e f r o m s t a f f e d homes compared w i t h 
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70% o f t h o s e f r o m u n s t a f f e d homes a b l e t o do so ( c h i - s q u a r e = 6 . 6 , 

p=0.04). Table 3.2 shows t h e number o f cases f r o m each home s e t t i n g 

r a t e d a t each l e v e l . T h i s i n c l u d e s 54 cases l i v i n g i n u n s t a f f e d homes 

and 24 l i v i n g i n s t a f f e d homes. 

For t h e 8 i n t e r v i e w s where t h e case was t h e r e s p o n d e n t , a l l o f whom 

were l i v i n g i n u n s t a f f e d homes, a r a t i n g o f ' a b l e ' was assumed. When 

the s e are i n c l u d e d i n t h e a n a l y s i s t h e s i g n i f i c a n c e i s reduced, w i t h 

96% o f t h o s e i n s t a f f e d homes compared w i t h 74% o f t h o s e i n u n s t a f f e d 

homes a b l e t o t a k e c a r e o f t h e i r p e r s o n a l needs ( c h i - s q u a r e = 5 . 4 , 

p=0.07). When t h o s e w i t h severe v i s u a l or m o b i l i t y problems were 

removed f r o m t h e a n a l y s i s , t h e p r o p o r t i o n s a b l e t o t a k e care o f t h e i r 

own p e r s o n a l needs i n c r e a s e d t o 100% f o r s t a f f e d and 8 1 % f o r u n s t a f f e d 

homes. 

3 . 4 O c c u p a t i o n a l A c t i v i t i e s 

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

i n c l u d e t h ose a c t i v i t i e s which are u n d e r t a k e n d u r i n g t h e w o r k i n g week 

(Monday t o F r i d a y ) . They i n c l u d e a c t i v i t i e s w h i c h can be c o n s i d e r e d as 

t r a i n i n g , e d u c a t i o n - o r work and - o t h e r a c t i v i t i e s w h i c h -occur on a 

r e g u l a r weekly b a s i s . For example a t t e n d a n c e a t an A r t c e n t r e 1 day a 

week w i l l be c l a s s e d as an o c c u p a t i o n a l a c t i v i t y . 

3 . 4 . i A t tendance a t O c c u p a t i o n a l A c t i v i t i e s 

Seventy-one cases (83 per c e n t ) a t t e n d e d some t y p e o f o c c u p a t i o n a l 

a c t i v i t y d u r i n g t h e w o r k i n g week. F i f t e e n cases d i d n o t . 
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SELFHELP RATINGS 

Able P a r t l y Able Not Able 

S t a f f e d home 23 1 24 

U n s t a f f e d home 38 8 8 54 

78 

c h i - s q u a r e = 6 . 6 , p=.04. 

The t a b l e does n o t i n c l u d e t h e d a t a f r o m t h e i n t e r v i e w s where t h e case 
was t h e respondent 

Table 3.2 The S e l f h e l p R a t i n g s o f Cases f r o m S t a f f e d and U n s t a f f e d 
Homes. 



As f i g u r e 3.9 shows o f t h e 71 a t t e n d i n g o c c u p a t i o n a l a c t i v i t i e s , 50 

a t t e n d e d an ATC, 12 were s t i l l a t s c h o o l and 6 a t t e n d e d o t h e r 

a c t i v i t i e s i n an a r t c e n t r e , a l e i s u r e c e n t r e and a day c e n t r e o t h e r 

t h a n an ATC. Only 6 cases were i n p a i d employment. These f i g u r e s 

i n c l u d e 4 p e o p l e who a t t e n d e d 2 d i f f e r e n t a c t i v i t i e s a week. 

3 . 4 . i i T i m i n g o f O c c u p a t i o n a l A c t i v i t i e s 

Of t h e 71 a t t e n d i n g o c c u p a t i o n a l a c t i v i t i e s t h e m a j o r i t y , 65, a t t e n d e d 

5 days a week. Only 6 a t t e n d e d on 4 days o r l e s s . F i g u r e 3.10 shows 

t h e p r o p o r t i o n o f cases f r o m s t a f f e d and u n s t a f f e d homes a t t e n d i n g on 

e i t h e r 5, 4, 3, 2 o r 1 days p e r week. 

The average number o f hours a week spent i n one o r more a c t i v i t i e s was 

32 (s d = 6 ) , w i t h a range o f 5 t o 45 h o u r s . 

3 . 4 . i i i T r a v e l t o O c c u p a t i o n a l A c t i v i t i e s 

T h i s s e c t i o n g i v e s t h e r e s u l t s on t h e mode o f t r a v e l used by cases t o 

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

As f i g u r e 3.11 shows, 61 o f t h e 71 cases a t t e n d i n g o c c u p a t i o n a l 

a c t i v i t i e s used a means o f t r a n s p o r t t h a t was s p e c i f i c a l l y p r o v i d e d 

e i t h e r by t h e p l a c e o f a t t e n d a n c e ( i e ATC) o r by t h e s t a f f e d home. Of 

t h e 50 people a t t e n d i n g an ATC, 47 t r a v e l l e d by s p e c i a l l y p r o v i d e d 

t r a n s p o r t . Only 4 p e o p l e t r a v e l l e d by p u b l i c t r a n s p o r t f o r a t l e a s t 

p a r t o f t h e j o u r n e y . Ten p e o p l e walked e i t h e r a l l o r p a r t o f t h e way 

t o or f r o m t h e i r d e s t i n a t i o n . 
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3 . 4 . i v W i t h Whom Cases T r a v e l l e d 

Data were o b t a i n e d on whether case t r a v e l l e d a l o n e o r accompanied t o 

t h e i r u s u a l o c c u p a t i o n . 

The r e s u l t s show t h a t 57 cases were always accompanied. Only 9 p e o p l e 

were r e p o r t e d as t r a v e l l i n g a l o n e a l l t h e way and 8 t r a v e l l e d a l o n e 

f o r p a r t o f t h e j o u r n e y . 

3.5 Attendance a t O c c u p a t i o n a l A c t i v i t i e s by Home S e t t i n g 

Again u s i n g t h e c l a s s i f i c a t i o n o f s t a f f e d and u n s t a f f e d homes i t i s 

p o s s i b l e t o ask, does a t t e n d a n c e a t an o c c u p a t i o n a l a c t i v i t y d i f f e r 

between t h e 2 t y p e s o f home s e t t i n g ? 

F i g u r e 3.12 shows t h e p e r c e n t a g e f r o m s t a f f e d and u n s t a f f e d homes 

a t t e n d i n g each t y p e o f a c t i v i t y . Table 3.3 g i v e s t h e numbers from each 

home s e t t i n g a t t e n d i n g any o c c u p a t i o n a l a c t i v i t y . As can be seen o n l y 

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

I n t e r e s t i n g l y t h i s man was aged 63 y e a r s . F o u r t e e n cases f r o m 

u n s t a f f e d homes d i d n o t a t t e n d o c c u p a t i o n a l a c t i v i t i e s . T h e i r average 

age was 36 y e a r s . 

Table 3.4 g i v e s t h e number o f males and females f r o m each home s e t t i n g 

a t t e n d i n g o c c u p a t i o n a l a c t i v i t e s . Table 3.5 g i v e s t h e mean age o f 

cases f r o m t h e d i f f e r e n t home s e t t i n g s a t t e n d i n g o c c u p a t i o n a l 

a c t i v i t i e s . 

Comparing t h e p r o p o r t i o n o f cases from s t a f f e d and u n s t a f f e d homes 
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ATTENDANCE AT OCCUPATIONAL ACTIVITIES 

Yes No 

S t a f f e d 23 1 

U n s t a f f e d 48 14 

Table 3.3 The Number o f Cases A t t e n d i n g O c c u p a t i o n a l A c t i v i t i e s f r o m 
S t a f f e d and U n s t a f f e d Homes 



ATTENDANCE AT OCCUPATIONAL ACTIVITIES 

Yes No 

Male 15 1 

S t a f f e d 

Female 8 0 

Male 2 9 4 
U n s t a f f e d 

Female 19 10 

Table 3.4 Number o f Males and Females From Each Home S e t t i n g 
A t t e n d i n g O c c u p a t i o n a l A c t i v i t i e s 



ATTENDANCE AT OCCUPATIONAL ACTIVITIES 

Yes No 

Mean Age Mean Age 
(years) (years) 

S t a f f e d 41 63 

U n s t a f f e d 28 37 

Table 3.5 The Mean Age Of Cases From S t a f f e d and U n s t a f f e d 
Homes A t t e n d i n g O c c u p a t i o n a l A c t i v i t i e s 



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

homes were more l i k e l y t o a t t e n d ( c h i square=4.07, p<.05). T h i s 

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

p a r t l y due t o t h e r a t h e r s m a l l number i n t h e s t a f f e d homes. 

A d d i t i o n a l d a t a on s t a f f e d homes were a v a i l a b l e f r o m t h e m o b i l i t y 

s t u d y o f t h e A y c l i f f e P r o j e c t a l r e a d y r e f e r r e d t o on page 44. Cases 

f o r t h i s p r o j e c t were t h o s e who had moved f r o m h o s p i t a l t o t h e 

community w i t h i n t h e p a s t 2 y e a r s . The cases were n o t d e f i n e d i n 

e x a c t l y t h e same way i n my own s t u d y b u t t h e r e s u l t s can n e v e r t h e l e s s 

be c a u t i o u s l y combined. 

Data f r o m 18 cases l i v i n g i n s t a f f e d homes were a v a i l a b l e . Of t h e s e , 

16 a t t e n d e d an o c c u p a t i o n a l a c t i v i t y and 2 d i d n o t . The p l a c e s 

a t t e n d e d were s i m i l a r (A.T.C., work, a r t s c e n t r e , t e c h n i c a l c o l l e g e 

and a m e e t i n g p l a c e f o r people w i t h a m e n t a l h a n d i c a p ) • When t h e two 

dat a s e t s were combined t h e number o f cases l i v i n g i n s t a f f e d homes 

i n c r e a s e d t o 42. Table 3.6 p r e s e n t s t h e combined d a t a . An a n a l y s i s o f 

t h e combined d a t a c o n f i r m s t h a t a h i g h e r p r o p o r t i o n o f pe o p l e l i v i n g 

i n s t a f f e d homes a t t e n d day a c t i v i t i e s , 93 p e r ce n t o f t h o s e l i v i n g i n 

s t a f f e d homes compared w i t h 77 per cent o f t h o s e l i v i n g i n u n s t a f f e d 

homes ( c h i square= 4.36, p<.05). I t appears t h e r e f o r e t h a t home 

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

a c t i v i t i e s . 

Why i s i t t h a t p e o p l e from s t a f f e d homes a r e more l i k e l y t o a t t e n d a 

day a c t i v i t y ? 

There i s a s i g n i f i c a n t d i f f e r e n c e i n t h e ages o f cases f r o m s t a f f e d 
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ATTENDANCE AT OCCUPATIONAL ACTIVITIES 

Yes No 

S t a f f e d Home 39 3 

U n s t a f f e d Home 4 8 14 

Table 3.6 Attendance a t O c c u p a t i o n a l A c t i v i t i e s by Home S e t t i n g 
( i n c l u d i n g Data f r o m t h e Newton A y c l i f f e P r o j e c t (n=104)) 



and u n s t a f f e d homes (page 5 0 ) . The average age o f cases f r o m s t a f f e d 

homes was 42 years compared w i t h an average age o f 30 years f o r cases 

fr o m u n s t a f f e d homes (t = 3 . 9 7 , p<0.01). However t h e r e i s no s i g n i f i c a n t 

d i f f e r e n c e i n t h e ages o f cases f r o m t h e whole group who do and who do 

no t a t t e n d o c c u p a t i o n a l a c t i v i t i e s ( t = - 1 . 5 6 , p =0.1). The mean age o f 

tho s e who a t t e n d o c c u p a t i o n a l a c t i v i t i e s f r o m s t a f f e d homes was 41 

years and fr o m u n s t a f f e d homes was 28 years ( t a b l e 3 . 5 ) . The mean age 

o f t h o s e who do n o t a t t e n d o c c u p a t i o n a l a c t i v i t i e s f r o m s t a f f e d homes 

was 63 years and f r o m u n s t a f f e d homes was 37 y e a r s ( t a b l e 3 . 5 ) . I n so 

f a r as t h e r e i s a d i f f e r e n c e younger p e o p l e were more l i k e l y t o 

a t t e n d . 

I n f a c t , t h e age d i f f e r e n c e between t h e s t a f f e d and u n s t a f f e d homes t o 

some e x t e n t d i s g u i s e s t h e a t t e n d a n c e r a t e s f r o m s t a f f e d and u n s t a f f e d 

homes. The two v a r i a b l e s can be combined i n a s i n g l e a n a l y s i s , u s i n g 

age and t y p e o f home t o p r e d i c t t o a t t e n d a n c e ( o r non a t t e n d a n c e ) a t 

o c c u p a t i o n a l a c t i v i t i e s . 

A l o g i s t i c a l r e g r e s s i o n a n a l y s i s was c a r r i e d o u t u s i n g GLIM, w i t h age 

e n t e r e d as a v a r i a b l e and t y p e o f home as a f a c t o r (coded l = u n s t a f f e d , 

2 = s t a f f e d ) , and u s i n g t h e p r o b a b i l i t y o f a t t e n d i n g an o c c u p a t i o n a l 

a c t i v i t y as t h e outcome v a r i a b l e , a f t e r t r a n s f o r m a t i o n t o a l o g i t ; 

l o g i t p= I n ( p / l - p ) 

The e s t i m a t e s ( w i t h t h e i r s t a n d a r d e r r o r s ) were: 

3.189 (0.90) -0.06041 (0.02451) age 

+2.708 (1.140) home t y p e . 

The e f f e c t o f age i s o p p o s i t e i n s i g n t o t h e e f f e c t o f home t y p e . B o t h 

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

age and home s e t t i n g have a s i g n i f i c a n t e f f e c t upon a t t e n d a n c e a t an 
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o c c u p a t i o n a l a c t i v i t y . 

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

c h a r a c t e r i s t i c s o f c a s e s f r o m s t a f f e d a n d u n s t a f f e d homes was i n t h e i r 

s e l f h e l p s k i l l s . H owever t h e r e i s no s i g n i f i c a n t d i f f e r e n c e i n t h e 

s e l f h e l p s k i l l s o f t h o s e who a t t e n d a n d t h o s e who do n o t a t t e n d 

o c c u p a t i o n a l a c t i v i t i e s ( c h i - s q u a r e = 0 . 5 , p = 0 . 8 ) . 

T hose w i t h d i f f i c u l t i e s i n w a l k i n g i n d e p e n d e n t l y o r t h o s e w i t h s e v e r e 

v i s u a l i m p a i r m e n t s may be among t h o s e l e s s l i k e l y t o be a c c o m m o d a t e d 

i n d a y c a r e c e n t r e s , g i v e n t h e l i m i t e d number o f p l a c e s a v a i l a b l e . 

H owever as a l r e a d y shown t h e r e i s no s i g n i f i c a n t d i f f e r e n c e i n t h e 

m o b i l i t y ( c h i s q u a r e = 2 . 1 3 2 , p = 0 . 3 ) o r t h e v i s u a l c a p a c i t y ( c h i 

s q u a r e = 2 . 0 7 6 , p = 0 . 4 ) o f t h o s e l i v i n g i n s t a f f e d a n d u n s t a f f e d homes. 

To d e t e r m i n e i f t h e s e f a c t o r s a r e i m p o r t a n t t o d a y c a r e a t t e n d a n c e , 

t h o s e who w e r e r a t e d as b l i n d o r a l m o s t on q u e s t i o n 7, a n d as e i t h e r 

n o n a m b u l a n t o r o n l y p a r t l y m o b i l e o n q u e s t i o n 10, w e r e e x c l u d e d . A 

t o t a l o f 7 c a s e s w e r e e x c l u d e d u s i n g t h e s e c r i t e r i a ; 2 f r o m s t a f f e d 

homes a n d 5 f r o m u n s t a f f e d homes. A l t h o u g h t h e s t a t i s t i c a l 

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

homes s t i l l - a t t e n d o c c u p a t i o n a l a c t i v i t i e s ; 95 p e r c e n t i n . s t a f f e d 

homes c o m p a r e d w i t h 77 p e r c e n t f r o m u n s t a f f e d homes ( c h i s q u a r e = 3 . 6 3 , 

p = 0 . 0 5 6 7 ) . As t h e p r o p o r t i o n a t t e n d i n g a c t i v i t i e s r e m a i n s h i g h e r f o r 

t h e s t a f f e d homes e v e n w i t h 7 e x c l u d e d t h e d i f f e r e n c e c a n n o t be 

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

c o n t r i b u t i o n t o i t . 

A l o g i s t i c a l r e g r e s s i o n a n a l y s i s was a g a i n c a r r i e d o u t u s i n g GLIM a s 

a b o v e , b u t w i t h t h e s e 7 c a s e s w e r e r e m o v e d . The e s t i m a t e s ( w i t h t h e i r 
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s t a n d a r d e r r o r s ) w e r e : 

3.529 ( 0 . 9 0 ) -0.06897 ( 0 . 0 2 6 3 8 ) age 

+2.768 ( 1 . 1 6 1 ) home t y p e . 

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

T h e s e r e s u l t s show t h a t when b o t h age a n d t y p e o f home a r e t a k e n i n t o 

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

a t an o c c u p a t i o n a l a c t i v i t y . 

3.6 O c c u p a t i o n a l A c t i v i t i e s o n t h e Day P r i o r t o t h e I n t e r v i e w 

The p r e v i o u s s e c t i o n s on o c c u p a t i o n a l a c t i v i t i e s r e f e r t o d a t a 

c o l l e c t e d on a c t i v i t i e s e n g a g e d i n e a c h week. T h i s s e c t i o n p r e s e n t s 

t h e r e s u l t s o b t a i n e d f r o m q u e s t i o n 23, " C o u l d y o u b r i e f l y t e l l me 

w h e r e ( c a s e ) w e n t y e s t e r d a y ? " , w h i c h f o c u s e s o n a l l t h e a c t i v i t i e s 

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

O n l y 4 p e o p l e d i d n o t go o u t t h a t d a y : 3 l i v e d w i t h t h e i r p a r e n t s a n d 

1 l i v e d i n a s t a f f e d home. The r e s t e n g a g e d i n a v a r i e t y o f b o t h 

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

o n l y o c c u p a t i o n a l a c t i v i t i e s as a l r e a d y d e f i n e d i n s e c t i o n 3.4. 

A c t i v i t i e s A t t e n d e d 

S i x t y t h r e e c a s e s a t t e n d e d an o c c u p a t i o n a l a c t i v i t y . F i g u r e 3.13 shows 

t h e number o f c a s e s a t t e n d i n g e a c h t y p e o f a c t i v i t y . The m a j o r i t y 

a t t e n d e d an ATC on t h a t d a y . 

How Cases T r a v e l l e d 
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Of t h e 63 c a s e s a t t e n d i n g o c c u p a t i o n a l a c t i v i t i e s , 55 u s e d s p e c i a l l y 

p r o v i d e d t r a n s p o r t , 7 w a l k e d a n d o n l y 1 p e r s o n u s e d p u b l i c t r a n s p o r t . 

W i t h Whom Cases T r a v e l l e d 

Of t h e 63 c a s e s a t t e n d i n g o c c u p a t i o n a l a c t i v i t i e s on t h e d a y p r i o r t o 

t h e i n t e r v i e w , 55 w e r e a c c o m p a n i e d b y o t h e r s on t h e b u s t r a v e l l i n g t o 

t h e same d e s t i n a t i o n a n d 2 were a c c o m p a n i e d b y s t a f f o f t h e s t a f f e d 

home i n w h i c h t h e y l i v e d . O n l y 6 t r a v e l l e d a l o n e on t h a t d a y . 

3 . 7 L e i s u r e A c t i v i t i e s 

The n e x t s e c t i o n o f t h e q u e s t i o n n a i r e was s p e c i f i c a l l y c o n c e r n e d w i t h 

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

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

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

a c t i v i t i e s o c c u r r i n g d u r i n g t h e w e e k d a y , i n t h e e v e n i n g s a n d a t 

we e k e n d s a n d i n c l u d e s s u c h a c t i v i t i e s as s h o p p i n g , b a b y s i t t i n g , a n d 

w a l k i n g . I t a l s o i n c l u d e s a c t i v i t i e s e n g a g e d i n d u r i n g t h e d a y i f t h e 

c a s e d i d n o t a t t e n d a n y o c c u p a t i o n a l a c t i v i t e s . P l a c e s v i s i t e d i n c l u d e 

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

3 . 7 . i I n t e r e s t s a n d H o b b i e s 

The r e s u l t s show t h a t 43 c a s e s h a d some i n t e r e s t o r h o b b y . G a r d e n i n g , 

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

among t h e i n t e r e s t s o r h o b b i e s m e n t i o n e d . O n l y 3 p e o p l e m e n t i o n e d a n 

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

w i t h a m e n t a l h a n d i c a p . 
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3 . 7 . i i A c t i v i t i e s E n g a g e d i n a n d P l a c e s V i s i t e d 

As d i s c u s s e d i n t h e p r e v i o u s c h a p t e r (page 45) t h e r e a r e a number o f 

d i f f i c u l t i e s a s s o c i a t e d w i t h o b t a i n i n g d a t a r e t r o s p e c t i v e l y . I n an 

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

e n g a g e d i n d u r i n g t h e 2 week p e r i o d i m m e d i a t e l y p r i o r t o my v i s i t . 

S even c a s e s w e r e r e p o r t e d as n o t p a r t i c i p a t i n g i n a n y l e i s u r e 

a c t i v i t i e s o r v i s i t i n g a n y p l a c e s o u t s i d e t h e home d u r i n g t h e 2 week 

p e r i o d i m m e d i a t e l y p r i o r t o my v i s i t . S i x o f t h e 7 c a s e s l i v e d i n 

u n s t a f f e d homes a n d 1 l i v e d i n a s t a f f e d home. 

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

t h e h i g h e s t number o f p e o p l e w e r e s a i d t o p a r t i c i p a t e i n . T a b l e 3.7 

shows t h a t o f t h e 79 c a s e s , 55 w e r e r e c o r d e d as g o i n g s h o p p i n g o n a t 

l e a s t one o c c a s i o n d u r i n g t h e 2 week p e r i o d a n d 4.3 w e r e r e c o r d e d as 

v i s i t i n g f r i e n d s o r r e l a t i v e s o n a t l e a s t one o c c a s i o n . 

The m i n i m u m number o f a c t i v i t i e s r e c o r d e d was 1 a n d t h e maximum was 7. 

A m o r e d e t a i l e d e x a m i n a t i o n o f l e i s u r e a c t i v i t i e s shows t h a t t h e t o t a l 

number o f l e i s u r e a c t i v i t i e s o r v i s i t s r e c o r d e d f o r t h e 79 c a s e s was 

230 ( t a b l e 3 . 8 ) . A g a i n t h e m o s t f r e q u e n t l y e n g a g e d i n a c t i v i t y was 

s h o p p i n g . O f t e n t h e s e s h o p p i n g e x p e d i t i o n s w e r e o n l y s h o r t t r i p s t o 

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

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

f r i e n d s o r r e l a t i v e s . ' O t h e r v i s i t s ' a s shown i n t a b l e 3.8 w e r e t h e 

f o u r t h m o s t f r e q u e n t l y m e n t i o n e d . They c o v e r e d a w i d e r a n g e o f 
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S t a f f e d Home U n s t a f f e d Home 

n=23 n=56 n=79 

N % N % N 

L e i s u r e A c t i v i t y 

G a teway C l u b e t c 4 17 14 25 18 

P u b / S o c i a l C l u b 10 43 2 1 37 31 

O t h e r C l u b s 2 9 10 18 12 

D a n c e / D i s c o 2 9 4 7 6 

C a f e / R e s t a u r a n t 2 9 5 9 7 

T h e a t r e / C i n e m a 4 13 1 4 5 

V i s i t F r i e n d s / R e l a t i v e s 11 43 32 57 43 

S h o p p i n g 20 87 35 63 55 

O t h e r V i s i t s 10 43 18 32 28 

T a b l e 3.7 The Number o f Cases f r o m S t a f f e d a n d U n s t a f f e d Homes 
E n g a g i n g i n Each L e i s u r e A c t i v i t y L i s t e d 



L e i s u r e A c t i v i t y 

G a teway C l u b e t c 

P u b / S o c i a l C l u b 

O t h e r C l u b s 

D a n c e / D i s c o 

C a f e / R e s t a u r a n t 

T h e a t r e / C i n e m a 

V i s i t F r i e n d s / R e l a t i v e s 

S h o p p i n g 

O t h e r V i s i t s 

S t a f f e d Home 

n=68 

N % 

4 

10 

2 

2 

2 

6 

11 

22 

9 

6 

15 

3 

3 

3 

9 

16 

32 

13 

U n s t a f f e d Home 

n=162 

N % 

21 

2 1 

10 

2 

10 

2 

36 

42 

18 

13 

13 

6 

1 

6 

1 

22 

26 

11 

25 

31 

12 

4 

12 

8 

47 

64 

27 

T o t a l Number o f O c c a s i o n s 230 

T a b l e 3.8 The Number o f O c c a s i o n s t h e t E a c h L e i s u r e A c t i v i t y was 
En g a g e d i n b y Cases f r o m S t a f f e d a n d U n s t a f f e d Homes 



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

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

c l u b , l o c a l a t t r a c t i o n s s u c h as S u n d e r l a n d i l l u m i n a t i o n s a n d Durham 

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

a n d d a y t r i p s . A t t e n d i n g Gateway c l u b s o r o t h e r s u c h c l u b s f o r p e o p l e 

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

f r e q u e n t l y m e n t i o n e d a c t i v i t y . V i s i t s t o ' c a f e o r r e s t a u r a n t ' , ' d a n c e 

o r d i s c o ' , a n d ' t h e a t r e a n d c i n e m a ' w e r e t h e l e a s t o f t e n m e n t i o n e d . 

3 . 7 . i i i T r a v e l t o L e i s u r e A c t i v i t i e s 

T a b l e 3.9 shows t h e number o f o c c a s i o n s t h a t e a c h mode o f t r a n s p o r t 

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

t h e p r e v i o u s s e c t i o n . 

On 95 o c c a s i o n s c a s e s w a l k e d t o t h e i r d e s t i n a t i o n . O f t e n t h i s was o n l y 

a s h o r t walk, t o t h e l o c a l s h o p . On 53 o c c a s i o n s t h e y w e r e t a k e n b y 

c a r . On 39 o c c a s i o n s s p e c i a l l y p r o v i d e d t r a n s p o r t was u s e d . 

3 . 7 . i v W i t h Whom Cases T r a v e l l e d 

T a b l e 3.10 shows t h e number o f o c c a s i o n s o n w h i c h c a s e s w e r e 

a c c o m p a n i e d a n d b y whom. On 82 o c c a s i o n s c a s e s w e r e a c c o m p a n i e d b y 

f a m i l y members a n d on 66 o c c a s i o n s t h e y w e r e a l o n e . ' O t h e r s ' r e f e r s t o 

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

p u b l i c t r a n s p o r t . ' O t h e r r e s i d e n t s ' a n d ' s t a f f o f s t a f f e d homes' 

a p p l i e s o n l y t o t h o s e f r o m s t a f f e d homes. 

D u r i n g a 2 week p e r i o d 15 c a s e s f r o m u n s t a f f e d homes w e r e w i t h f a m i l y 
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S t a f f e d Homes U n s t a f f e d Homes 

n=68 n=162 

N % N % N 

MODE OF TRANSPORT 

Walk 29 43 66 40 95 

P u b l i c T r a n s p o r t 14 21 17 10 31 

S p e c i a l T r a n s p o r t 15 22 24 15 39 

Car 5 7 48 30 53 

T a x i 0 0 1 1 1 

O t h e r 5 7 6 4 11 

230 

T a b l e 3.9 Mode o f T r a n s p o r t U s ed b y Cases f r o m S t a f f e d a n d 
U n s t a f f e d Homes t o T r a v e l t o L e i s u r e A c t i v i t i e s 



S t a f f e d Homes U n s t a f f e d Homes 

n=68 n=162 

N % N % N 

A c c o m p a n i e d b y 

A l o n e 20 29.5 46 28 66 

F a m i l y 4 6 78 48 82 

F r i e n d s 1 1 22 13.5 23 

N e i g h b o u r 0 0 4 2.5 4 

O t h e r s o n t h e Bus 2 3 12 7 14 

O t h e r R e s i d e n t s 2 1 31 0 0 21 

S t a f f o f S t a f f e d Home 20 29.5 0 0 20 

230 

T a b l e 3.10 The Number o f O c c a s i o n s on w h i c h Cases w e r e A c c o m p a n i e d a n d 
by Whom 



members a n d 11 c a s e s f r o m s t a f f e d homes w e r e w i t h s t a f f members f o r 

a l l t h e i r l e i s u r e a c t i v i t i e s . F o r t y - o n e c a s e s n e v e r w e n t o u t a l o n e t o 

a l e i s u r e a c t i v i t y o r a p l a c e o u t s i d e o f t h e home; 10 f r o m s t a f f e d 

homes a n d 31 f r o m u n s t a f f e d homes. 

3.8 L e i s u r e A c t i v i t i e s b y Home S e t t i n g 

T a b l e 3.7 ( r e f e r r e d t o on p a g e 59) g i v e s t h e p r o p o r t i o n o f c a s e s f r o m 

s t a f f e d a n d u n s t a f f e d homes e n g a g i n g i n e a c h a c t i v i t y o n a t l e a s t one 

o c c a s i o n . The f i g u r e s q u o t e d a r e a p e r c e n t a g e o f t h e number e n g a g i n g 

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

number o f p e o p l e f r o m e a c h . The f i g u r e s shown a r e t h e r e f o r e a 

p e r c e n t a g e o f 23 f o r s t a f f e d homes a n d 56 f o r u n s t a f f e d homes. 

3.9 L e i s u r e A c t i v i t i e s on t h e Day P r i o r t o t h e I n t e r v i e w 

As m e n t i o n e d i n s e c t i o n 3.6 (page 5 7 ) , i n f o r m a t i o n was o b t a i n e d o n 

a c t i v i t i e s e n g a g e d i n o n t h e d a y p r i o r t o t h e i n t e r v i e w . T h i s s e c t i o n 

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

v i s i t e d n o t a l r e a d y r e f e r r e d t o i n s e c t i o n 3.6 

L e i s u r e A c t i v i t i e s a n d P l a c e s A t t e n d e d 

i n 

On t h e d a y p r i o r t o t h e i n t e r v i e w 36 c a s e s e n g a g e d l e i s u r e a c t i v i t i e s . 

F i f t e e n c a s e s a t t e n d e d an o c c u p a t i o n a l a c t i v i t y a n d e n g a g e d i n one 

l e i s u r e a c t i v i t y , a n d 2 a t t e n d e d a n o c c u p a t i o n a l a c t i v i t y a n d e n g a g e d 

i n 2 l e i s u r e a c t i v i t i e s . N i n e t e e n c a s e s d i d n o t a t t e n d an o c c u p a t i o n a l 

a c t i v i t y , o f t h e s e 12 e n g a g e d i n one l e i s u r e a c t i v i t y , 6 i n 2 l e i s u r e 

a c t i v i t i e s a n d 1 i n 3 d i f f e r e n t l e i s u r e a c t i v i t e s . A t o t a l o f 46 
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s e p a r a t e l e i s u r e a c t i v i t i e s w e r e r e c o r d e d a n d t h e s e a r e shown i n 

f i g u r e 3.14 

F i g u r e 3.15 shows t h e v a r i o u s modes o f t r a v e l u s e d . As c a n be s e e n o n 

t h e m a j o r i t y o f o c c a s i o n s c a s e s w a l k e d . 

F i g u r e 3.16 Shows t h e p e o p l e w i t h whom c a s e s t r a v e l l e d . On 22 

o c c a s i o n s c a s e s t r a v e l l e d a l o n e a n d o n 10 o c c a s i o n s c a s e s w.ere w i t h a 

f a m i l y member. 

3.10 P r o b l e m s a n d A n x i e t i e s 

Q u e s t i o n s 28 a n d 29 r e f e r r e d t o a n x i e t i e s t h a t t h e r e s p o n d e n t h a d 

a b o u t c a s e when h e / s h e was o u t a n d a b o u t . T a b l e 3.11 g i v e s t h e number 

o f r e s p o n d e n t s f r o m s t a f f e d a n d u n s t a f f e d homes m e n t i o n i n g e a c h t y p e 

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

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

homes w e r e t r a f f i c a n d c r o s s i n g r o a d s . 

F i f t y f o u r r e s p o n d e n t s i n d i c a t e d t h a t t h e r e w e r e no p a r t i c u l a r 

p r o b l e m s o r a n x i e t i e s : 10 f r o m s t a f f e d homes a n d 4 4 f r o m u n s t a f f e d 

homes. (One o f t h e m a i n r e a s o n s c o u l d be t h a t many d i d n o t go o u t 

a l o n e a n d when t h e y d i d i t was u s u a l l y i n t h e company o f o t h e r 

n o n - h a n d i c a p p e d p e o p l e ) . T h i r t y s e v e n o f t h e 54 r e s p o n d e n t s 

s p e c i f i c a l l y s a i d t h a t t h e r e w e r e no p a r t i c u l a r a n x i e t i e s o r p r o b l e m s 

b e c a u s e c a s e s e l d o m o r n e v e r w e n t o u t a l o n e . Two q u o t e s , b o t h f r o m 

m o t h e r s u n d e r l i n e t h e a t t i t u d e o f many c a r e r s . One m o t h e r s a i d o f h e r 

23 y e a r o l d s o n " he i s a l w a y s i n g o o d h a n d s " . A n o t h e r m o t h e r s a i d o f 

h e r 24 y e a r o l d d a u g h t e r "she i s a l w a y s w i t h a d u l t s " . Such comments 

- 62 -



O 2 

O 
X 

> £ 

o > Z p-
LiJ < 
~ —1 

Q£ I I I 

< 
UJ 
z 

u 
z 
< 

O to 
to <_> 3 

< 
U J 
X 

z 
< 

O 
<J 
to 

i 

>> 

> 
•4— 
u 
D 
O 
r> 
</) 

3 0) 
> 
M 
0) 

0) 

x: 

o 
4 J 

i - l 

o 
-H 
M 
> 
Q 

d) 

c 
O 
to 
<D 
-H 
•P 
•H 
> 
o 
0) 
V4 3 
to 
0) 

>-
< 
5 
< 
o 

u 
P 
CP 
•H 

o 

9^=|D404 SUOJSDDDO jsqujnfsj 



60n 

50 

40 

30 

20 

10 

WALK P U B L I C SPECIALLY 
T R A N S P O R T PROVIDED 

TRANSPORT 

M o d e of t rave l 

C A R OTHER 

F i g u r e 3.15 The Mode o f T r a n s p o r t Used t o T r a v e l t o L e i s u r e 
A c t i v i t i e s on t h e Day P r i o r t o t h e I n t e r v i e w 
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W i t h w h o m case t r a v e l l e d 

F i g u r e 3.16 T h e ' P e o p l e w i t h Whom Cases T r a v e l l e d o n t h e Day 
P r i o r t o t h e I n t e r v i e w 



MENTIONED BY (number o f r e s p o n d e n t s ) 

S t a f f e d Homes U n s t a f f e d Homes 

n=24 n=62 

N % N % N 

M o b i l i t y 0 0 2 3 2 

S e l f c a r e 0 0 1 2 1 

R e a c t i o n o f o t h e r p e o p l e 0 0 9 14 9 

Road S a f e t y 4 17 12 19 16 

H e a l t h 2 8 8 13 10 

G e t t i n g L o s t 1 4 4 6 5 

The O p p o s i t e Sex 0 0 4 6 4 

B e h a v i o u r 5 21 3 5 8 

Speech a n d C o m m u n i c a t i o n 1 4 2 3 3 

L a c k o f Money V a l u e s 0 0 1 2 1 

None 10 42 44 71 54 

T a b l e 3.11 Number o f R e s p o n d e n t s f r o m S t a f f e d a n d U n s t a f f e d Homes 
M e n t i o n i n g E ach P r o b l e m 



w i l l be considered i n more d e t a i l i n the d i s c u s s i o n . A s t a f f member of 

a s t a f f e d home commented t h a t of 20 r e s i d e n t s , only 6 were able to go 

out alone. 

3.11 Case S t u d i e s 

Throughout t h i s chapter r e s u l t s have been given which r e f e r to the 

sample as a whole and which r e f e r to people as c a s e s . In order to 

r e i n t r o d u c e t h e s e cases as i n d i v i d u a l people and to give a r e a l i s t i c 

p i c t u r e of t h e i r l i v e s i n the community, the remainder of t h i s chapter 

c o n s i s t s of a n a r r a t i v e account of 8 i n d i v i d u a l c a s e s , 4 from s t a f f e d 

homes and 4 from u n s t a f f e d homes. These are e s s e n t i a l l y b r i e f sketches 

of the l i v e s of r e a l people. Names have been changed to p r e s e r v e 

anonymity. 

George (aged 32 years) 

George l i v e s alone i n a 2 bedroom c o u n c i l house. He t a k e s care of a l l 

h i s own p e r s o n a l needs, does h i s own shopping, cooking and c l e a n i n g . 

He was married f o r "1 year and 10 months", but the marriage ended i n 

d i v o r c e . He has no problems with h i s v i s i o n , hearing, speech or 

m o b i l i t y . He s a i d he could read and w r i t e only a l i t t l e and t h a t he 

f r e q u e n t l y r e q u i r e d help from a community nurse to deal with h i s m a i l . 

However he had no problems understanding money v a l u e s . 

George was i n f u l l time employment with Mencap, a c h a r i t a b l e 

o r g a n i s a t i o n f o r people with a mental handicap. He u s u a l l y t r a v e l l e d 

to work by s p e c i a l l y provided t r a n s p o r t but on occasions he would 

t r a v e l by push b i k e . 
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Although George l i v e s independently, much of h i s l i f e r e v o l v e s around 

s e r v i c e s for people with a mental handicap. When asked what he had 

done during the previous 2 weeks he mentioned 7 d i f f e r e n t a c t i v i t i e s 

or p l a c e s v i s i t e d . Three of them i n v o l v e d a c t i v i t i e s organised by 

s o c i e t i e s f o r people with a mental handicap. On these o c c a s i o n s he 

would use the s p e c i a l l y provided t r a n s p o r t . The other a c t i v i t i e s 

i n c l u d e d shopping, v i s i t i n g f r i e n d s and r e l a t i v e s . His i n t e r e s t was 

woodwork. 

Joyce (aged 33 years) 

Joyce l i v e s a t home with her mother only. She has no p h y s i c a l 

problems. However she can only read and w r i t e a l i t t l e and has no 

understanding of money v a l u e s . She attended school f o r only a short 

while and was then educated at home by her mother who b e l i e v e d t h a t 

t e a c h i n g her daughter the d i f f e r e n c e between r i g h t and wrong was more 

important than t e a c h i n g e d u c a t i o n a l s k i l l s . 

Joyce i s an example of a young woman whose l i f e appears to be ce n t r e d 

around the home and her mother. She enjoys music and watching TV. 

Although Joyce i s q u i t e able and can do most t h i n g s f o r h e r s e l f she 

does not atten d any oc c u p a t i o n a l a c t i v i t e s during the weekday and only 

went out of the house during a 2 week p e r i o d to go to the l o c a l shop. 

F r i e n d s do not appear to fe a t u r e i n her l i f e . Contacts with people 

outside of the home were u s u a l l y mother's f r i e n d s or other f a m i l y 

members. T h i s combined with her mother's i l l h e a l t h meant t h a t Joyce 

l e d a f a i r l y s h e l t e r e d and i s o l a t e d l i f e . 
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Paul (aged 27 years) 

Paul l i v e s at home with h i s p a r e n t s . He has no sensory or m o b i l i t y 

problems and i s q u i t e able i n s e l f c a r e and reading, w r i t i n g and 

understanding money v a l u e s . His parents, to quote them, "have taken 

t e r r i f i c r i s k s with him". They have encouraged and supported him i n 

h i s attempts to be independent i n t r a v e l when out of the home. Paul i s 

able to t r a v e l alone and to use p u b l i c t r a n s p o r t i n c l u d i n g t r a i n s and 

buses. His parents were extremely proud of him , commenting on h i s 

a r t i s t i c a b i l i t y . His i n t e r e s t s i n c l u d e d c l a s s i c a l music, p l a y i n g the 

piano, weaving and origamy. 

Paul attends a day c e n t r e f o r people with a mental handicap on 5 days 

a week. He walks alone to the centre each day. During a 2 week p e r i o d 

he engaged i n a number of a c t i v i t i e s i n c l u d i n g shopping, v i s i t i n g a 

cafe, a t t e n d i n g a c l a s s i c a l music concert at an a r t centre and 

attending piano l e s s o n s . On a l l o c c a s i o n s he t r a v e l l e d alone e i t h e r 

walking, by p u b l i c t r a n s p o r t or by push b i k e . However f r i e n d s d i d not 

appear t o f e a t u r e i n h i s l i f e . At no point during the i n t e r v i e w d i d 

P a u l ' s parents mention him going out with a f r i e n d . 

Graham (aged 4 6 years) 

Graham l i v e s a t home with h i s p a r e n t s . He has a brother, a l s o with a 

mental handicap, who i s l i v i n g at home. Graham has some d i f f i c u l t y i n 

washing h i m s e l f and i s unable to read, w r i t e or understand money 

v a l u e s . He never goes out alone and i n 4 6 y e a r s he has never been l e f t 

alone i n the home. His parents regard him as a c h i l d and spoke of a 

l o c a l f a i r as being f o r "the c h i l d r e n themselves". They a l s o mentioned 
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t h a t Graham b e l i e v e d i n Santa C l a u s . 

Graham attends an ATC on 5 days a week and i s taken t h e r e and back by 

s p e c i a l l y provided t r a n s p o r t . During a 2 week p e r i o d shopping with h i s 

f a t h e r was the only a c t i v i t y mentioned. Again f r i e n d s were not 

mentioned during the i n t e r v i e w . He was i n t e r e s t e d i n d a r t s and 

f o o t b a l l . 

James (aged 27 years) 

James l i v e s i n a s t a f f e d home with 13 other people with a mental 

handicap. He spent most of h i s childhood a t home with h i s p a r e n t s . I t 

became apparent during the i n t e r v i e w t h a t the s t a f f members d i d not 

know a great deal about James and had to r e f e r to the records before 

they were able to answer some of the que s t i o n s . 

James has no sensory , m o b i l i t y or s e l f c a r e problems but can only 

read, w r i t e and count a l i t t l e . He attends an ATC on 5 days a week and 

t r a v e l s by s p e c i a l l y provided t r a n s p o r t . He never goes out alone and 

during a 2 week p e r i o d the only l e i s u r e a c t i v i t y mentioned was an 

organised- t r i p to a l o c a l a t t r a c t i o n with other r e s i d e n t s f rom the 

s t a f f e d home, i n c l u d i n g s t a f f members. He had no i n t e r e s t s or hobbies 

o u t s i d e the home. 

During the i n t e r v i e w James was present and he appeared qu i e t and shy. 

He appeared to have no contact with e i t h e r family or f r i e n d s o u t s i d e 

the s t a f f e d home. 

K e i t h (aged 31 years) 
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K e i t h l i v e s i n a s t a f f e d home with 24 other people with a mental 

handicap. Though he i s s l i g h t l y deaf i n one ear he has no problems 

with s i g h t , m o b i l i t y or s e l f c a r e . He can read and w r i t e a l i t t l e and 

has a l i m i t e d understanding of money v a l u e s . 

K e i t h i s one of the few who work. He attends an ATC on 2 days a week 

and f o r the remaining 3 days works on a community r u r a l a i d programme, 

bookbinding. He uses s e v e r a l modes of t r a v e l i n c l u d i n g walking, p u b l i c 

t r a n s p o r t and s p e c i a l l y provided t r a n s p o r t . During a 2 week p e r i o d he 

went to a l o c a l pub with others r e s i d e n t s of the s t a f f e d home i n which 

he l i v e d and to a l o c a l shop alone. Apart from th e s e 2 a c t i v i t i e s no 

others were mentioned. There was a l s o no mention of K e i t h going out 

with f r i e n d s apart from those people with whom he l i v e d . He f r e q u e n t l y 

goes out alone. His i n t e r e s t o u t s i d e of the home was v i s i t i n g the 

l o c a l pub. 

Sean (aged 4 9 years) 

Sean l i v e s i n an ordi n a r y house with 2 other men with a mental 

handicap, -The home i s however a s t a f f e d home managed by the NHS-. -The 

s t a f f do not stay overnight. P r i o r t o l i v i n g i n an ordi n a r y house he 

l i v e d f i r s t i n a l a r g e h o s p i t a l for people with a mental handicap and 

then i n a community home with s e v e r a l other people a l s o with a mental 

handicap. He has no p h y s i c a l problems and i s independent i n s e l f c a r e . 

He can read and w r i t e a l i t t l e and can understand money v a l u e s . 

Sean l e a d s a f a i r l y busy l i f e . He attends an ATC on 2 days a week and 

on a f u r t h e r 2 days attends a l o c a l a r t c e n t r e . He t r a v e l s alone or 



with others from h i s home by p u b l i c t r a n s p o r t . During a 2 week p e r i o d 

Sean was recorded as engaging i n 7 d i f f e r e n t a c t i v i t i e s . These 

i n c l u d e d v i s i t i n g f r i e n d s , going to a f o l k club, going to the swimming 

baths and the cinema, at t e n d i n g adult l i t e r a c y c l a s s e s and doing h i s 

own shopping. His i n t e r e s t i s i n f o l k music and i s a member of a band 

at the a r t c e n t r e . 

Roger (aged 33 years) 

Roger l i v e s i n s t a f f e d home with 28 other people with e i t h e r a 

p h y s i c a l handicap, a mental handicap or both. P r i o r t o t h i s he l i v e d 

i n a l a r g e h o s p i t a l f o r people with a mental handicap. One of the 

d i f f i c u l t i e s with Roger's present home i s t h a t i t accommodates people 

both with and without a mental handicap. According to one member of 

s t a f f , t h i s causes problems i n t h a t people without a mental handicap 

f e e l s t i g m a t i s e d because they l i v e with people with a mental handicap. 

Roger i s s e v e r e l y p h y s i c a l l y d i s a b l e d and i s unable to walk. He has no 

sensory or s e l f c a r e problems. He can read and w r i t e a l i t t l e but i s 

unable to count. He attends a S p a s t i c s S o c i e t y day ce n t r e on 5 days a 

week and t r a v e l s with other r e s i d e n t s from the s t a f f e d home by 

s p e c i a l l y provided t r a n s p o r t . 

Roger's i n t e r e s t s i n c l u d e swimming and l i s t e n i n g to pop music. Though 

he i s s e v e r e l y p h y s i c a l l y d i s a b l e d and i s confined to a wheelc h a i r 

when out, he f r e q u e n t l y goes out alone. During a 2 week p e r i o d he was 

recorded as engaging i n 5 d i f f e r e n t a c t i v i t i e s . These i n c l u d e d going 

to the swimming baths with other r e s i d e n t s , v i s i t i n g h i s brother, 

going to the l i b r a r y , the l o c a l shop and the l o c a l pub. For the l a s t 3 
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a c t i v i t i e s he went alone i n h i s wheelchair. T h i s i n v o l v e d n e g o t i a t i n g 

pavements and kerbs and c r o s s i n g roads. 

When out Roger p l a c e s h i m s e l f at r i s k . However t h i s i s viewed by one 

member of s t a f f as important f o r development s i n c e people with a 

mental handicap "should face the same kinds as r i s k s as everyone 

e l s e " . Although the s t a f f are concerned about Roger when he i s out 

they do not impose l i m i t s upon him. Roger's l i f e i s e n r i c h e d as a 

r e s u l t of t h i s a t t i t u d e combined with h i s "love of s o c i a l i s i n g " . 
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CHAPTER FOUR 

D i s c u s s i o n 

The study reported i n t h i s t h e s i s sought to make a c o n t r i b u t i o n to 

cu r r e n t knowledge of the c h a r a c t e r i s t i c s and a c t i v i t i e s of people with 

a mental handicap l i v i n g i n the community. Data were obtained on a 

group of people with a mental handicap l i v i n g i n County Durham. 

This chapter aims to d i s c u s s the problems experienced when c o l l e c t i n g 

the data and to d i s c u s s the r e s u l t s obtained. The f o l l o w i n g s e c t i o n s 

b r i e f l y summarise the main f i n d i n g s and where appropriate compare -

them to the those of previous r e s e a r c h workers r e f e r r e d to i n chapter 

one. 

4.5 Methodology 

The study was conducted w i t h i n the c o n s t r a i n t s of time and r e s o u r c e s . 

T h i s i n e v i t a b l y l i m i t e d the number- -of people i n t e r v i e w e d and 

r e s t r i c t e d the d e t a i l and r e l i a b i l i t y of the data gathered. A number 

of problems were apparent i n the way the data were c o l l e c t e d . 

Information on the c h a r a c t e r i s t i c s of the sample of the cases chosen 

was obtained by i n t e r v i e w i n g a main c a r e r . As a l r e a d y s t a t e d t h i s was 

l e s s problematic i n i n t e r v i e w s with parents or other f a m i l y members 

who may have g r e a t e r o p p o r t u n i t i e s to observe the behaviour to be 

r a t e d . Even then t h e r e i s a danger t h a t p a r e n t s may be over 



o p t i m i s t i c about what t h e i r son or daughter i s able to do. However 

when the respondent was a s t a f f member of a s t a f f e d home i t was 

sometimes necessary to check records, p a r t i c u l a r l y to answer the 

questions r e l a t i n g to reading, w r i t i n g and counting. The other r a t i n g s 

on the Wessex were l e s s problematic, as they i n c l u d e d s k i l l s which 

were more r e a d i l y observable i n everday l i v i n g . According to Nathan, 

Millham and Atkinson (1980), whose study was d i s c u s s e d more f u l l y i n 

chapter 2 (pages 42-43), a s k i n g a t h i r d p a r t y to r a t e the s k i l l s 

i n v o l v e s r e l y i n g on informants who have v a r y i n g o p p o r t u n i t i e s to 

observe the person with a mental handicap. Judgements may be b i a s e d by 

t h a t person's p e r s o n a l r e a c t i o n as w e l l as by h i s / h e r l i m i t e d 

o b servation of the behaviour under study. One a l t e r n a t i v e to the 

method used would have been d i r e c t o b s e r v a t i o n . T h i s method however 

was i m p o s s i b l e given the c o n s t r a i n t s . I n a d d i t i o n one can q u e s t i o n 

whether i t i s j u s t i f i a b l e to use o b s e r v a t i o n a l procedures to study 

people i n t h e i r own homes. Another a l t e r n a t i v e would be to use the 

people with a mental handicap as informants on what they can do. For 8 

i n t e r v i e w s t h i s i s what occurred. However had t h i s method been used as 

the only means to c o l l e c t data the study would have then been l i m i t e d 

to those who were m i l d l y mentally handicapped or to those who were 

able to respond i n the manner r e q u i r e d . T h i s study was concerned with 

a random sample of people with v a r y i n g degrees of mental handicap. 

A f u r t h e r problem was t h a t the data on a c t i v i t i e s were c o l l e c t e d 

r e t r o s p e c t i v e l y . The data obtained on o c c u p a t i o n a l a c t i v i t i e s r e f e r r e d 

to a c t i v i t i e s t h a t occurred r e g u l a r l y and often on a d a i l y b a s i s 

throughout the year: s i m i l a r to the employment of many non-handicapped 

people. However the data on l e i s u r e a c t i v i t i e s or p l a c e s v i s i t e d 

during the 2 weeks immediately p r i o r to the i n t e r v i e w can only give an 



i n d i c a t i o n of what the cases d i d i n t h e i r l e i s u r e time. L i t t l e can be 

s a i d about the v a r i a b i l i t y of t h i s data over an extended p e r i o d . T h i s 

could be i n v e s t i g a t e d by repeated i n t e r v i e w s over an extended p e r i o d . 

A l t e r n a t i v e l y data could be c o l l e c t e d i n the form of a d i a r y kept f o r 

a short p e r i o d of time. I n v e s t i g a t i n g l e i s u r e a c t i v i t i e s i s an 

important a r e a f o r f u r t h e r r e s e a r c h because of the relevance to s o c i a l 

i n t e g r a t i o n . 

4.1 A b i l i t i e s 

The data obtained on the a b i l i t i e s of the ca s e s s e l e c t e d for i n c l u s i o n 

i n the study r e v e a l e d t h a t the m a j o r i t y were independent i n the s k i l l 

a r e a s r a t e d by the Wessex s c a l e s ; 77% were able to wash, d r e s s and 

feed themselves independently ( f i g u r e 3.4). Only a min o r i t y needed 

f u l l a s s i s t a n c e . The m a j o r i t y had no a d d i t i o n a l p h y s i c a l handicaps; 

89% had normal v i s i o n and hear i n g ( t a b l e 3.1), 90% were able to walk 

without any a s s i s t a n c e ( f i g u r e 3.1) and 84% had normal speech ( f i g u r e 

3.2). T h i s p o s i t i v e p i c t u r e of the c h a r a c t e r i s t i c s of a sample of 

people with a mental handicap l i v i n g i n the community i s c o n s i s t e n t 

with t h a t given by Cheseldine and J e f f r e e (1981) f o r ad o l e s c e n t s i n 

Manchester and by McConkey, Walsh and Mulcahy (1982) f o r a d u l t s i n 

Dublin. 

As regards e d u c a t i o n a l s k i l l s , McConkey, Walsh and Mulcahy (1982) 

found t h a t 50% were able to w r i t e t h e i r own name and 50% could 

understand money v a l u e s . However i n t h i s study only 38% could 

understand money v a l u e s and were capable of coping with everday money 

t r a n s a c t i o n s . A f u r t h e r 31% could read at l e a s t simple books and 

newspapers, but only 19% were recorded as able to w r i t e ( f i g u r e s 3.5, 



3.6, 3.7). A low l e v e l of e d u c a t i o n a l s k i l l s may i n some ca s e s have 

been due to a l a c k of opportunity to a c q u i r e them. According to one 

mother, her daughter was "born too e a r l y " and d i d not b e n e f i t from the 

1970 Education Act which gave every c h i l d the r i g h t to education 

r e g a r d l e s s of s e v e r i t y of handicap. Another example i s t h a t of Joyce, 

( d e s c r i b e d i n the case s t u d i e s ) who was educated at home by her mother 

r a t h e r than at a school with t r a i n e d t e a c h e r s . 

Previous s t u d i e s on the c h a r a c t e r i s t i c s of people with a mental 

handicap have not d i f f e r e n t i a t e d between s t a f f e d and u n s t a f f e d homes. 

In t h i s study the sample was d i v i d e d i n t o those who l i v e d i n s t a f f e d 

homes and those who l i v e d i n u n s t a f f e d homes. S t a t i s t i c a l a n a l y s e s 

were c a r r i e d out i n order to determine whether t h e r e were any 

s i g n i f i c a n t d i f f e r e n c e s i n the c h a r a c t e r i s t i c s of the cases from each. 

The only s t a t i s t i c a l l y s i g n i f i c a n t d i f f e r e n c e found was i n s e l f care 

s k i l l s . Ninety s i x percent of c a s e s from s t a f f e d homes were r a t e d as 

'able' on the Wessex s c a l e s compared with 70% from u n s t a f f e d homes. 

Given the a v a i l a b l e data t h i s d i f f e r e n c e could not be accounted f o r . 

One t e n t a t i v e hypothesis i s t h a t formal c a r e r s as a r e s u l t of t r a i n i n g 

have a g r e a t e r understanding of the philosophy and goals of 

n o r m a l i s a t i o n than do par e n t s and other informal c a r e r s . They may 

encourage and support the i n d i v i d u a l towards g r e a t e r independence. 

A l t e r n a t i v e l y , i t might be due to s e l e c t i o n p o l i c i e s of the s t a f f e d 

homes. 

Data were not c o l l e c t e d on IQ as t h i s information was not r e a d i l y 

a v a i l a b l e and would have been d i f f i c u l t to obtain. In a d d i t i o n to 

t h i s , the aim of the study was to provide data on a b i l i t y to 

p a r t i c i p a t e i n a c t i v i t i e s o u tside of the home. 



4.2 Occupational A c t i v i t i e s 

The r e s u l t s on o c c u p a t i o n a l a c t i v i t i e s show t h a t those from s t a f f e d 

homes were more l i k e l y to a t t e n d an o c c u p a t i o n a l a c t i v i t y . A 
of 

l o g i s t i c a l r e g r e s s i o n a n a l y s i s i n d i c a t e d t h a t t h i s was a r e s u l t the 

age of the c a s e s and the type of home s e t t i n g i n which they l i v e d 

( s e c t i o n 3.5). Although McConkey, Walsh and Mulcahy (1982) d i d not 

compare s t a f f e d and u n s t a f f e d homes they d i d f i n d t h a t i n a sample i n 

which 91% l i v e d at home, 54% were at home most of the day. 

The c u r r e n t study a l s o showed t h a t the m a j o r i t y of those who d i d 

engage i n o c c u p a t i o n a l a c t i v i t i e s attended an ATC ( e i t h e r f u l l or p a r t 

t i m e ) . This i n c l u d e d 91% of those l i v i n g i n s t a f f e d homes and 60% of 

those l i v i n g i n u n s t a f f e d homes atte n d i n g o c c u p a t i o n a l a c t i v i t i e s . 

Raynes and Sumpton (1987) found t h a t 100% of those from h o s t e l s and 

only 7 6% of those l i v i n g i n p a r e n t a l homes were i n v o l v e d i n a c t i v i t i e s 

which were d e s c r i b e d as t r a i n i n g . They d i d not however e x c l u s i v e l y 

r e f e r to ATCs. Humphreys, Lowe and Blunden (1984) found t h a t 62% of 

those who were l i v i n g at home and who were a t t e n d i n g some form of day 

care attended an ATC. McGonkey, Walsh and Mulcahy (-1982) i n c o n t r a s t 

found t h a t only 21% of t h e i r sample attended a long term s h e l t e r e d 

work shop and 7% attended a short term t r a i n i n g c e n t r e . However t h e i r 

study was conducted i n Southern I r e l a n d and p r o v i s i o n of day care may 

d i f f e r . For example McConkey, Naughton and Nugent (1983) comment t h a t 

a l l those at t e n d i n g t r a i n i n g c e n t r e s i n Dublin c i t y had to f i n d t h e i r 

own way there, whereas i n the U.K. t r a n s p o r t i s u s u a l l y provided. T h i s 

may account f o r the f i n d i n g r e f e r r e d to above t h a t 54% of the sample 

remained at home most of the day (McConkey et a l , 1 9 8 2 ) . The authors do 



not however d i s c u s s t h i s as a p o s s i b l e f a c t o r c o n t r i b u t i n g to day c a r e 

attendance. T r a v e l l i n g to and from a c t i v i t i e s p r e s e n t s d i f f i c u l t i e s 

for people with a mental handicap and f o r t h e i r c a r e r s . 

Only 6 people out of 71 attending o c c u p a t i o n a l a c t i v i t i e s were i n p a i d 

employment, 5 of whom l i v e d i n u n s t a f f e d homes. T h i s confirms previous 

f i n d i n g s (McConkey, Walsh and Mulcahy, 1982; Raynes and Sumpton, 1987; 

Donegan and P o t t s , 1988) t h a t few people with a mental handicap are 

employed. As a r e s u l t they are denied the b e n e f i t s of work, both 

s o c i a l and f i n a n c i a l . S t u d i e s e l i c i t i n g the views of people with a 

mental handicap have shown t h a t work or g e t t i n g work i s important 

(Scheerenberger and F e l s e n t h a l , 1977; Flynn and Saleem, 1986). 

The p i c t u r e which emerges from t h i s and from other work i s t h a t f o r 

many people with a mental handicap t h e i r working l i f e c o n s i s t s of 

a t t e n d i n g the l o c a l ATC, with l i t t l e opportunity f o r paid employment. 

ATCs are e s s e n t i a l l y s a f e and p r o t e c t e d environments, a s s u r i n g company 

and contact with o t h e r s . However they are s t r u c t u r e d s e t t i n g s which 

s p e c i f i c a l l y provide a c t i v i t i e s for people with a mental handicap. 

T h i s ensures t h a t those a t t e n d i n g spend most of the week i n the 

-company of p a i d - s t a f f and other people with a mental handicap, and not 

with other non-handicapped people. The concept of n o r m a l i s a t i o n 

envisages i n t e g r a t i o n s o c i a l l y as w e l l as p h y s i c a l l y i n t o the 

mainstream of o r d i n a r y l i f e . G i v i n g people with a mental handicap the 

opportunity to work alongside people without handicaps w i l l a i d t h i s 

p r ocess, and enable them to see themselves as valued members of a 

community t a k i n g r e s p o n s i b i l i t y f o r t h e i r own d a i l y s u r v i v a l . As 

mentioned i n chapter one (pages 13-14) e f f e c t i v e s o l u t i o n s can be 

found, but they r e q u i r e imagination and r e s o u r c e s . 
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4.3 L e i s u r e A c t i v i t i e s 

The i n v e s t i g a t i o n of l e i s u r e a c t i v i t i e s was confined to a sample 

p e r i o d of 2 weeks immediately p r i o r to the i n t e r v i e w . The f i n d i n g s 

show t h a t though some l e d f a i r l y a c t i v e l i v e s , others d i d not. For 

example Sean who l i v e d i n a s t a f f e d home with 2 other men with a 

mental handicap engaged i n 7 d i f f e r e n t a c t i v i t i e s over the 2 week 

per i o d . Joyce, however, who l i v e d at home with her mother, was 

recorded as not going out of the home over the 2 week p e r i o d (both 

Sean and Joyce are d e s c r i b e d i n the case s t u d i e s ) . A few i n d i v i d u a l s 

were a c t i v e l y encouraged to be independent, f o r example Sean and Paul 

(see the case s t u d i e s ) . Some, l i k e Joyce, were cocooned i n an i s o l a t e d 

environment, r e l i a n t upon othe r s to provide l e i s u r e a c t i v i t i e s or to 

take them out of the home. 

The cases from t h i s study engaged i n a v a r i e t y of l e i s u r e a c t i v i t i e s , 

of which the most popular was shopping; 55 people went shopping on at 

l e a s t one o c c a s i o n during a 2 week pe r i o d . T h i s i n c l u d e d 20 c a s e s 

(87%) from s t a f f e d homes and 35 c a s e s (63%) from u n s t a f f e d homes 

(ta b l e -3.7) . Previous r e s e a r c h has a l s o shown t h a t shopping i s a 

popular a c t i v i t y of people with a mental handicap (Cheseldine and 

J e f f r e e , 1981; Humphreys, Lowe and Blunden, 1984). R e l a t e d t o t h i s i s 

the f i n d i n g of McConkey, Naughton and Nugent (1983) t h a t l o c a l 

shop-keepers, bus conductors and chemists were the 3 groups of people 

with whom over 50% of the people with a mental handicap i n t h e i r study 

had recent contact during the month p r i o r to t h e i r being 

i n t e r v i e w e d . In many i n s t a n c e s i n the c u r r e n t study these shopping 

t r i p s c o n s i s t e d of a short walk to the l o c a l shop and back. However 
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although these quick t r i p s to the l o c a l shops may give some 

opportunity f o r b r i e f encounters with non-handicapped people they may 

not permit more extended c o n t a c t . 

A f t e r shopping, v i s i t i n g f r i e n d s or r e l a t i v e s and going to the pub or 

s o c i a l club were the next most popular a c t i v i t i e s . F o r t y three c a s e s 

were recorded as v i s i t i n g f r i e n d s or r e l a t i v e s ( t a b l e 3.7). T h i s 

i n c l u d e d 43% of those from s t a f f e d homes and 57% of those from 

u n s t a f f e d homes. A more d e t a i l e d examination r e v e a l e d t h a t 29 people 

v i s i t e d r e l a t i v e s , 5 v i s i t e d f r i e n d s of the f a m i l y and only 9 people 

v i s i t e d a f r i e n d of t h e i r own. Previous s t u d i e s have suggested t h a t 

many of the l e i s u r e a c t i v i t i e s of people with a mental handicap are 

p a s s i v e and s o l i t a r y (eg Tyne, 1978; Cheseldine and J e f f r e e , 1981; 

McConkey, Walsh and Mulcahy, 1981) . However i n t h i s study 31 cases 

were recorded as v i s i t i n g a pub or s o c i a l club during a 2 week period, 

20 men and 11 women. T h i s i n c l u d e d 43% from s t a f f e d homes and 37% from 

u n s t a f f e d homes. Again looking more c l o s e l y at t h i s f i n d i n g , 23 people 

were i n the company of e i t h e r family members or other c a r e r s 

( i n c l u d i n g s t a f f ) ; 6 went alone; and only 2 went with a f r i e n d . I n so 

f a r as a high number of these a c t i v i t i e s were i n the company of f a m i l y 

or other c a r e r s , the f i n d i n g s do seem to confirm those of p r e v i o u s 

s t u d i e s , i n t h a t many of the l e i s u r e a c t i v i t i e s of people with a 

mental handicap l i v i n g i n the community are family or c a r e r centred, 

with f r i e n d s r a r e l y f e a t u r i n g as companions. 

Attending a Gateway or other club f o r people with a mental handicap 

was only the f i f t h most popular a c t i v i t y , with 18 c a s e s mentioning 

t h i s as a l e i s u r e a c t i v i t y . Some reported t h a t they used to go but 

stopped e i t h e r because they d i d not l i k e i t , or f o r some other reason 



not mentioned. For 4 of the 18 att e n d i n g a Gateway, or other club f o r 

people with a mental handicap, t h i s was t h e i r only, l e i s u r e a c t i v i t y 

during a 2 week pe r i o d . These clu b s are u s u a l l y run by vo l u n t a r y or 

pa i d members of the p u b l i c and membership c o n s i s t s of people with a 

mental handicap. As p r e v i o u s l y mentioned s o c i a l i n t e g r a t i o n i n t o the 

mainstream of ordi n a r y l i f e i s an important goal of n o r m a l i s a t i o n . 

P r o v i d i n g s p e c i a l f a c i l i t i e s for people with a mental handicap to 

occupy themselves goes a g a i n s t t h i s g o al. Furthermore the p r o v i s i o n of 

l e i s u r e a c t i v i t i e s i n l a r g e groups can i n i t s e l f be a b a r r i e r to 

i n t e g r a t i o n with non-handicpapped people (Wertheimer, 1983). People 

with a mental handicap need the opportunity to meet and mix with 

non-handicapped people of t h e i r own age (providing t h a t t h i s i s what 

they wish to do) with l e s s emphasis on the use of s p e c i a l l e i s u r e 

f a c i l i t i e s and more encouragement to use o r d i n a r y e x i s t i n g community 

l e i s u r e f a c i l i t e s . 

As reported above, some of the cases i n the c u r r e n t study were h i g h l y 

dependent on s t a f f and family for t h e i r l e i s u r e a c t i v i t i e s . For some 

cases t h e i r l e i s u r e a c t i v i t i e s were wholly family or c a r e r centred: 11 

cases from u n s t a f f e d homes were with family members f o r a l l of t h e i r 

l e i s u r e a c t i v i t i e s during a 2 week p e r i o d and 11 ca s e s from s t a f f e d 

homes were with s t a f f members f o r a l l of t h e i r l e i s u r e a c t i v i t i e s 

during a 2 week period. Of the t o t a l number of l e i s u r e a c t i v i t i e s 

recorded, 44% were i n the company of fam i l y or s t a f f of the s t a f f e d 

homes. Previous s t u d i e s have a l s o shown t h a t many people with a mental 

handicap are dependent on f a m i l y members f o r t h e i r l e i s u r e (Cheseldine 

and J e f f r e e , 1981, 1982; McConkey, Walsh and Mulcahy, 1981; McConkey, 

Naughton and Nugent, 1983). For only 10% of the a c t i v i t i e s i n the 

cu r r e n t study was a f r i e n d mentioned as companion. T h i s confirms 



e a r l i e r f i n d i n g s (McConkey Walsh and Mulcahy, 1981, 1982; McConkey, 

Naughton and Nugent, 1983; Humphreys, Lowe and Blunden, 1984) t h a t 

f r i e n d s do not play an important p a r t i n the l e i s u r e p u r s u i t s of 

people with a mental handicap. 

When c o n s i d e r i n g l e i s u r e a c t i v i t i e s f o r people with a mental handicap 

i t should not be assumed t h a t they a l l have s i m i l a r s o c i a l i n t e r e s t s . 

Although some may wish to share much of t h e i r s o c i a l l i v e s with other 

handicapped people, to take t h i s as an assumption may l e a d to 

segregation i n t h e i r s o c i a l l i v e s even though they may be p h y s i c a l l y 

i n t e g r a t e d w i t h i n a r e s i d e n t i a l a r e a . I t i s important to c o n s i d e r each 

person's i n d i v i d u a l needs. Atkinson (1983) i n a survey of 50 people 

with a mental handicap found t h a t they had a wide and o r d i n a r y range 

of a c t i v i t i e s . She concluded t h a t " i t i s c l e a r t h a t d i f f e r e n t people 

(with a mental handicap) enjoy doing d i f f e r e n t t h i n g s " . T h i s study 

a l s o showed t h a t the i n t e r e s t s and a c t i v i t i e s of people with a mental 

handicap vary. Given the opportunity and encouragement many can 

develop a c t i v e s o c i a l l i v e s . However the f i n d i n g s of t h i s study, and 

those of previous s t u d i e s , have shown t h a t for people with a mental 

handicap, f r i e n d s are not o f t e n companions i n l e i s u r e a c t i v i t i e s . I t 

may be t h a t i n a d d i t i o n to p r o v i d i n g the opportunity to p a r t i c i p a t e i n 

a wide v a r i e t y of l e i s u r e a c t i v i t i e s many people with a mental 

handicap may need help to make acquaintances and develop f r i e n d s h i p s . 

Obtaining information on the l e i s u r e a c t i v i t i e s of people with a 

mental handicap i s an important step i n monitoring the progress of 

community c a r e . However i t i s a l s o important to f i n d out from those 

with a mental handicap t h e i r views on l e i s u r e time a c t i v i t i e s , and the 

types of l e i s u r e a c t i v i t i e s t h a t they are i n t e r e s t e d i n . 
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4.4 T r a v e l 

T r a v e l was not looked at s e p a r a t e l y , but i t i s of such importance i n 

atten d i n g a c t i v i t i e s , o c c u p a t i o n a l or l e i s u r e , o u t s i d e the home t h a t 

i t w i l l be looked at s e p a r a t e l y i n t h i s s e c t i o n . I n r e t r o s p e c t i t i s 

an a r e a which could have r e c e i v e d more examination. T r a v e l s k i l l s are 

e s s e n t i a l f o r independent f u n c t i o n i n g . People without the s k i l l s to 

move around the community independently w i l l be p e r c e i v e d and 

responded to as dependent i n d i v i d u a l s . Some may never be able to 

t r a v e l independently e i t h e r because of the s e v e r i t y of the mental 

handicap or because of p h y s i c a l handicaps. However f o r othe r s 

t r a v e l l i n g independently may be a p o s s i b i l t y i f o p p o r t u n i t i e s and 

adequate t r a i n i n g are given. Research has shown t h a t people with even 

severe mental handicap can l e a r n t r a v e l s k i l l s (e.g. Page, Iwata and 

Neef, 1976; Matson, 1980; Marchetti, McCartney, Drain, Hooper and Dix, 

1983; Michie and Lindsay, 1987) . Roger, r e f e r r e d to i n the case 

s t u d i e s i l l u s t r a t e s how someone with a severe p h y s i c a l handicap can 

t r a v e l independently even though t h i s may be l i m i t e d to t r a v e l l i n g 

w i t h i n the v i c i n i t y of the home. 

S p e c i a l l y provided t r a n s p o r t was the most popular mode of t r a v e l used 

by c a s e s i n the present study, whether t h i s was t r a v e l l i n g to an 

occ u p a t i o n a l a c t i v i t y or to a l e i s u r e a c t i v i t y . S i x t y one cases used 

s p e c i a l l y provided t r a n s p o r t to t r a v e l to an oc c u p a t i o n a l a c t i v i t y 

( f i g u r e 3.11) and on 39 occ a s i o n s (from a t o t a l of 230 occa s i o n s ) to 

t r a v e l to a l e i s u r e a c t i v i t y ( f i g u r e 3.9). Twenty nine cases (37%) 

were recorded as u s i n g p u b l i c t r a n s p o r t to t r a v e l e i t h e r to an 

occ u p a t i o n a l a c t i v i t y or to a l e i s u r e a c t i v i t y . Of these 12 t r a v e l l e d 
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alone; of whom 4 l i v e d i n s t a f f e d homes, 5 i n the f a m i l y home and 3 

l i v e d alone. The remaining 17 cases u s i n g p u b l i c t r a n s p o r t were 

accompanied e i t h e r by other f a m i l y members or by s t a f f . Again r e s e a r c h 

has shown t h a t even those with a severe mental handicap can be taught 

to use p u b l i c t r a n s p o r t . 

Research on the t r a v e l s k i l l s of people with a mental handicap i s 

l i m i t e d . Cheseldine and J e f f r e e , i n t h e i r study of the l e i s u r e time of 

teenagers with a mental handicap aged between 13 and 19 y e a r s , 

reported t h a t the m a j o r i t y were dependent on t h e i r f a m i l y or s p e c i a l 

t r a n s p o r t to take them out of the home, with 93% unable to c a t c h a 

f a m i l i a r bus on t h e i r own and 42% never going f u r t h e r than t h e i r own 

c u l - d e - s a c without an a d u l t . McConkey et a l (1982) on the other hand 

reported t h a t 64% of the males and 47% of the females were t r a v e l l i n g 

independently or u s i n g community f a c i l i t i e s alone. However the age 

range of t h e i r sample was 15 to 64 y e a r s . Neither study looked at the 

ways i n which the people i n t h e i r sample t r a v e l l e d to day a c t i v i t i e s 

or t o l e i s u r e a c t i v i t i e s . McConkey, Naughton and Nugent (1983) comment 

th a t a l l those attending t r a i n i n g c e n t r e s i n Dublin c i t y have to f i n d 

t h e i r own way there, but McConkey et a l (1981, 1982) d i d not explore 

whether - t h i s had- -an - e f f e c t on the attendance- r a t e s - a t the t r a i n i n g 

c e n t r e s , how people t r a v e l l e d to the c e n t r e s or whether any 

d i f f i c u l t i e s were experienced i n t r a v e l l i n g . 

That many people with a mental handicap l a c k independent m o b i l i t y 

p r e s e n t s a problem both f o r themselves and f o r t h e i r c a r e r s . For 

example one f a t h e r mentioned t h a t a p a r t i c u l a r problem with h i s 33 

year o l d daughter was t r a n s p o r t and the cost of t r a n s p o r t . She r a r e l y 

went out alone. When she d i d go out her parents had to t r a v e l with her 



and e i t h e r remain or r e t u r n to c o l l e c t her. T h i s p l a c e d l i m i t a t i o n s 

both on her and on her par e n t s . As the r e s u l t s have shown, i n many 

i n s t a n c e s t h i s d i f f i c u l t y was overcome by p r o v i d i n g s p e c i a l t r a n s p o r t . 

But the use of s p e c i a l t r a n s p o r t o f t e n means long journeys which take 

away from time spent i n other a c t i v i t i e s . I n a d d i t i o n to t h i s i t 

perpetuates the 'school atmosphere' which d e t r a c t s from ad u l t 

independence. Time r e s t r i c t i o n s are pl a c e d on the family l i k e those 

imposed by having c h i l d r e n i n primary schools, with the important 

d i f f e r e n c e t h a t these r e s t r i c t i o n s can l a s t a l i f e t i m e . 

The c u r r e n t study showed t h a t 37 cases (43%) r a r e l y or never went out 

alone and 41 (52%) of the 79 cases recorded as going out during a 2 

week p e r i o d d i d not go out alone. Wandsworth (1976) i n a study 

canvassing the views of people with a mental handicap i n South London 

found t h a t 60% of the sample never went anywhere by themselves; of 

these 64% s a i d they would l i k e to. That many do not go out alone again 

imposes r e s t r i c t i o n s and l i m i t a t i o n s p a r t i c u l a r y on family or informal 

c a r e r s . As i n the case of Joyce t h i s may mean spending a l o t of time 

mixing with the par e n t s or with the pa r e n t s ' generation. 

The above r e s t r i c t i o n s provide a framework i n which the people with a 

mental handicap and t h e i r c a r e r s l e d t h e i r l i v e s : always having to 

make arrangements. I f someone i s unable to or does not t r a v e l alone 

for other reasons, r e l a t e d e i t h e r to l a c k of a b i l i t y or to l a c k of 

opportunity, they are dependent upon others to take them out and as a 

r e s u l t are dependent upon othe r s to provide a c t i v i t i e s o u t s i d e the 

home. 

4.5 General 
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T h i s s e c t i o n concerns information t h a t 

i n t e r v i e w . T h i s i n c l u d e s comments made 

r e v e a l e d how they p e r c e i v e d the person 

was recorded at the end of each 

by the respondents, which often 

with a mental handicap. 

Although a l l the cases i n the study l i v e d i n homes which were l o c a t e d 

i n a community s e t t i n g , one comment made by a respondent who was a 

s t a f f member of a s t a f f e d home i l l u s t r a t e s t h a t t h e r e was perhaps 

l i t t l e c ontact with t h a t community. T h i s respondent s a i d " ( S t a f f e d 

home) i s supposed to be i n the community, but there i s l i t t l e c o n t a c t . 

A c t i v i t i e s are u s u a l l y organised by and c e n t r e around ( s t a f f e d home)". 

Simply l o c a t i n g a person i n an o r d i n a r y community does not ensure t h a t 

they become p a r t of t h a t community. I t i s important t h a t some s o c i a l 

i n t e r a c t i o n with other members of t h a t community takes p l a c e . 

That some c a r e r s tended to be o v e r p r o t e c t i v e became apparent over the 

course of the study. T h i s may be r e l a t e d to the way they p e r c e i v e 

people with a mental handicap. As mentioned i n the case of Graham (see 

case s t u d i e s ) many are seen as c h i l d r e n who are i n need of p r o t e c t i o n . 

Allowing them to take r i s k s i s unacceptable. S e v e r a l r e f e r e n c e s to the 

eases were made which suggested t h i s c h i l d l i k e s t a t u s . These i n c l u d e d 

r e f e r r i n g to the cases as boys, g i r l s , c h i l d r e n and k i d s and r e f e r r i n g 

to t h e i r a c t i v i t e s as pla y . Although these r e f e r e n c e s were most l i k e l y 

u n i n t e n t i o n a l or were made with the best of i n t e n t i o n s , they cannot 

help people with a mental handicap f e e l 'grown up', or help others 

p e r c e i v e them as a d u l t s . How independent a person with a mental 

handicap can become depends not only upon p o t e n t i a l but a l s o upon the 

extent to which they are encouraged. Cheseldine and J e f f r e e (1981) 

found t h a t r e s t r i c t i v e p arents were a major reason f o r young a d u l t s 
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f a i l i n g to adapt to community l i f e . That many people with a mental 

handicap remain c h i l d r e n i n the eyes of t h e i r c a r e r s has a s i g n i f i c a n t 

e f f e c t upon how they achieve g r e a t e r independence commensurate with 

t h e i r adult s t a t u s . For many people with a mental handicap t h e i r 

" p o t e n t i a l remains untested and they l i v e w i t h i n the l i m i t e d 

e x p e c t a t i o n s imposed upon them " (Wertheimer, 1981). T h i s a t t i t u d e i s 

understandable given the v u l n e r a b i l i t y of many people with a mental 

handicap and i t i s d i f f i c u l t to c r i t i c i s e parents and other c a r e g i v e r s 

for i t , but t h i s a t t i t u d e does not f a c i l i t a t e n o r m a l i s a t i o n . The 

degree to which t h i s kind of a t t i t u d e l i m i t e d the a c t i v i t i e s of c a s e s 

from the present study i s not known and i s an area f o r f u r t h e r study. 

Paul (see case s t u d i e s ) had parents who took " t e r r i f i c r i s k s " ( t h e i r 

words) with him. He was given the opportunity to t r a v e l alone with the 

help and support of h i s p a r e n t s . As a r e s u l t he l e d a f a i r l y a c t i v e 

l i f e a l b e i t one i n which f r i e n d s d i d not seem to f e a t u r e . 

Even though the emphasis i n the study was upon people with a mental 

handicap l i v i n g i n v a r i o u s s e t t i n g s i t i s important to say something 

of the e f f e c t upon the f a m i l y . The d i s c u s s i o n has a l r e a d y r e f e r r e d to 

the l i m i t a t i o n s imposed by l a c k of independent t r a v e l s k i l l s . However 

some parents d e s p i t e frequently- heavy -demands p l a c e d upon them gain- a 

great d eal of p e r s o n a l happiness and s a t i s f a c t i o n from being with the 

handicapped person. The l i v e s of 2 f a m i l i e s i n the present study were 

t o t a l l y dominated by t h e i r s e v e r e l y handicapped sons but the 

experience was f o r them a p o s i t i v e one. One f a m i l y r e f e r r e d to t h e i r 

s e v e r e l y handicapped son as a " b l e s s i n g " and the other r e f e r r e d to 

t h e i r son as an "angel". 

A number of respondents i n the present study had experienced some s o r t 
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of r e j e c t i o n and h o s t i l i t y from o t h e r s . One fa m i l y f e l t b i t t e r about 

the l a c k of help and support t h a t they had r e c e i v e d , p a r t i c u l a r l y from 

other family members, and had withdrawn i n t o a world c o n s i s t i n g mainly 

of parents and son. Nine respondents s a i d t h a t t h e i r a n x i e t i e s were 

r e l a t e d to the response of other people, p a r t i c u l a r l y when t h i s 

i n v o l v e d s t a r i n g and overt h o s t i l i t y . 

I f more people with a mental handicap are to remain i n the community 

then these i s s u e s need to be t a c k l e d . Parents and other c a r e r s need 

help and advice i n order to allow t h e i r handicapped charges to develop 

to t h e i r f u l l p o t e n t i a l . Ways of i n c r e a s i n g p u b l i c acceptance of and 

reducing h o s t i l i t y towards people with a mental handicap are a l s o 

needed. Sandler and Robinson (1981) review r e s e a r c h s t u d i e s on the 

e f f e c t s of contact and information upon a t t i t u d e s towards people with 

a mental handicap. 

4.6 I m p l i c a t i o n s of the Study 

A number of f a c t o r s have been i d e n t i f i e d throughout t h i s study which 

may account f o r the l i m i t a t i o n s sometimes p l a c e d on the l i v e s of some 

people with a mental handicap. I n a d d i t i o n to t h i s a number of a r e a s 

have been h i g h l i g h t e d f o r f u r t h e r r e s e a r c h . 

Although the p r i n c i p l e of n o r m a l i s a t i o n i s the philosophy guiding 

s e r v i c e development i n the f i e l d of mental handicap, t h e r e appears to 

be l i t t l e r e s e a r c h on the extent to which p a r e n t s or f a m i l i e s are 

aware of and understand these developments. I f the aim of the 

community care i n i t i a t i v e i s to keep people with a mental handicap i n 

the community and wherever p o s s i b l e to keep them at home with t h e i r 
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f a m i l i e s , then the f a m i l i e s awareness of these i s s u e s needs to be 

r a i s e d . I t i s important t h a t they understand how they can 

unconsciously r e s t r i c t a c t i v i t i e s , and how t h e i r a t t i t u d e s may become 

a b a r r i e r to the a c q u i s i t i o n of s k i l l s n e cessary to p a r t i c i p a t e i n 

d a i l y s u r v i v a l and i n a wide range of a c t i v i t i e s . Combined with t h i s 

i s the need f o r more formal r e s o u r c e s to help parents and other c a r e r s 

cope with the " d a i l y g r i n d " (Bayley, 1973) of c a r i n g f o r people with a 

mental handicap. 

This study has, amongst other t h i n g s , pointed to the importance of 

t r a v e l f o r people with a mental handicap. The p o t e n t i a l hazards t h a t 

n a t u r a l l y e x i s t i n the community pose a danger to the s a f e t y of people 

with a mental handicap and may c u r t a i l a c c e s s to a wide range of 

a c t i v i t i e s ( N i h i r a and N i h i r a , 1975) . However r e s e a r c h has shown t h a t 

people with a mental handicap can l e a r n independent t r a v e l s k i l l s . The 

present study has a l s o shown t h a t given the opportunity some can 

become independent i n t r a v e l . 

Other areas needing f u r t h e r r e s e a r c h i n c l u d e i n v e s t i g a t i n g the 

d i f f e r e n c e s i n s e l f c a r e s k i l l s and attendance r a t e s at o c c u p a t i o n a l 

a c t i v i t i e s between those from s t a f f e d and u n s t a f f e d homes; the 

o p p o r t u n i t i e s a v a i l a b l e f o r employment; l e i s u r e a c t i v i t i e s ; the 

a t t i t u d e of parents and other c a r e g i v e r s to people with a mental 

handicap; and the a t t i t u d e of the p u b l i c towards people with a mental 

handicap. 

The r e s u l t s reported from 86 c a s e s , are, as f a r as p r a c t i c a b l e , a 

random sample from the mentally handicapped population of County 

Durham as recorded on the S o c i a l S e r v i c e s R e g i s t e r . The r e g i s t e r 
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provides a much b e t t e r b a s i s than any p r e v i o u s l y a v a i l a b l e , f o r 

sampling i n a c o n t r o l l e d way from t h i s population. As the r e g i s t e r 

improves and i s updated i t s f u r t h e r use i n r e s e a r c h of t h i s kind i s to 

be g r e a t l y encouraged. 
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Appendix 1 Reasons Why Some of the People Included i n the I n i t i a l Target 
Sample Were Not In t e r v i e w e d . 

NUMBER OF CASES REASON FOR NOT BEING INTERVIEWED 

7 The case d i d not want to p a r t i c i p a t e . 

5 The case had moved out of the a r e a . 

7 The case had moved, but t h e r e was no forwarding 
address. 

5 The address given was i n c o r r e c t . 

13 The case was not known at the address given. 

2 There were s e r i o u s doubts as t o whether the 

case was mentally handicapped. 

1 A d e c i s i o n was made by the i n t e r v i e w e r not to 

proceed due to a n t i c i p a t e d d i f f i c u l t i e s i n the 

i n t e r v i e w . (A d e c i s i o n which, with the b e n e f i t 

of h i n d s i g h t and experience, was wrong). 

1 The case could not be contacted. 
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Appendix 2 Composition of Households 

Composition of Household Number of Cases 

Both parents only 18 
Both parents and 1 s i b l i n g 7 
Both parents and 2 s i b l i n g s 4 
Both parents and 3 s i b l i n g 3 1 
Both parents and grandfather 1 

Mother only 10 
Mother and 1 s i b l i n g 1 
Mother, 1 s i b l i n g and grandfather 1 
Mother and 2 s i b l i n g s 1 
Mother and 3 s i b l i n g s 1 
Mother and adu l t male 2 

Fa t h e r only 3 

Brother and s i s t e r - i n - l a w 1 
S i s t e r , b r o t h e r - i n -law and nephew 1 
Uncle 1 
Wife 1 

Independent own home (alone) 6 
Independent own home (with others) 2 

S t a f f e d homes 24 
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Appendix 3 The Questionnaire 

• J 1 

7X) 
i n 

r> 
o 

•D to • (n 
o 0 in 

O M- • n 
p 3 • Ut p & ; w 

< 
O Ot 

< n • w 

t/l O OP ' tt 
=1 ••»• 

0 3 r r 
3 0 r r 

i/t 
n 

I I I I I I * 

O O O 
fu r r n > 

r r o a ; 
ft> a *-< 

rt> o M: 
c : O 

it m c : 

i n g 

o 
=c - 3 

rt o P I 
tr c r 
n w r 
n n 

a : PC 
I I o p i 

\r 
t~> a H 

PJ 
*+> o 
&» a ) 
n p i 

n r 
a > 

50 H 
(0 tt> 

ti 3 o 
0> rt 
r r w 
H- «. • 
O 
3 a •o 
VI n ID 
r r o X o 

n n **1 
=r • 
rt> c 

r» a . 
O ro P I 

I I 
n n q 
w UJ re H 

V) a : 
ID "2 P I 
3 Cft o 33 
r» 

in & X 
r» (9 P I 
IV 3 3 
1 r r 03 

P I 
I I 3 1 

"1 3 — 

o 

r 3 

90 



n 0) c a 
n o> 3 p-

03 in a . M, 
Q> C K- n> •-h 
n flJ t- 1 n H-

H- *< in n 
<t> r t c 
3 r» e Qj I-* 
O C 3 3 

3 a o . 
a J n 
3 ro o 

in 1/1 -1 
r» r t 3 
O O TJ *< 

a O O o 
a c a in c 
fD r» w 

a H- o 
i : a 1 
: J 
11. **< f0 o 
<xt *+i o rf 
n p. r: ••i 3 
in n *n O D 
rt in 
O s-> (*> 
o r* to n 
•> 

o 
q O Cb & in 

n 3 r i T> 
a «a 

W n> Ot 
r* 0 • i n 
*1 c in * o 

6 (U 3 ••J c 
3 3 p> 
to i d •1 H" 
•si m 3 

n r* 
i-- 3J •0 o 3 
in O 
rt> ZD 

3 o [/> o 
a re a . 
ro 3 3 u < 
(A r» 

r t rt) 
Q> &< 3 o 
3 t-' n OJ 
D> rt> a 

w to e 
3 o 
O c (b o 
n r t 3 3 a 
3 a 
& a •< 

o 3 
ID O 
w n 

3 
3 EU 

in o 
r t 

t-j 
3 
H- II II II it 
ln 

.£» K) H-1 

[ _ J 

n _ O . n 
o c o 
c r t p ' o 

3 in r t rt r t fD 
\D O r r 3 

3 o ID Pi 
l/» 0> c rt> 3 rr tn 

T J c r r t *Q 0) 
n> M c l-» Q> w> 
n O 3" T J M O 
r tc M i - 1 

in I-* 0) 
m T J Ut O 
3 c 

vn 
rt 1 1 1 

* o 3 t_r 
•1 rt> 0 3 

0 (U a n m 
• o Ml r t n rt> 
0' t— & a 
"1 r t 3 to w» 
n> H- vO p-
u 

m
e
 

e 

O 
3 
tt« 

t
o

 

i
f
 r t 

tr 

h-' 

ft) 

a 
ro 

t-1 a in 
n c in ro 
»*i r i i'- a 
r t 

C 
V I 
r t 

& 3 (H 
>-• a 3 
o n 
3 m ID 
rb 
*• 3 

n> M, 
O 

H - 01 o 
r t c 
3 
O H- r r 
c 3 in 
r t 

QJ 
y> 

r t 
O O 
O 

II a it 

b
e

 

II 

w »— 

D 

a D) O 
a 

CD fD 
«< H-

0) r t 0) 
3 * 3 in 
P-

3 
(0 o 

tr w t~> 
rt> T J K» 

•0 o 
tn e 
ro in 
i-* •tl 
•ti 
•o O 

3 

m 
3 
o 
r t 
3 
fD 
*T 

c 5C c a : 5E T J 
• a 0 o TJ O O m 

to rr f t V) r» r t n 
r t r r in 
a> c a* C m o 
H- f t H- T J r t 3 
n in n in 

to r t Oi U ) r t 0J O 
fi> »-* &- t—* n 

H) N- P* H-
3 3 G) 
D. in a in T J 

T J 
rD 

H-
in in 0l 
ro ro 3 
C C (1 
3 3 ft) 
rD fD tn 
n 1 
n> fD 

II II II ll II II 

U) U) NJ 

• • 

91 



S i 

• 

92 



> 
•-3 
•-3 
m 

r 
o 

tr d . a 
e n> • o as o 

3 O d 
o a r t r t ro t J ro a p- O 3 
fir ri P-
m i/) f t U l 3 in 

ro r t !-• KD 
in a> f t fD O 

o o 
Df Q. P" 
r r in in H- **i [-* 

O o o 
tu •1 C c 

O r t n 3 in 
c r &J Qi 

=r (D O r-1 c r 
O *< rt> 3 
*o r r O ro < r t rr UJ O r t 
3 H* 3 o 
a C in n 

(0 T3 ro 7? n 
in O o ro o 

O o c 
< 3 c 3 

P- in in i t 
\ p- ro n O in 
fD n ro O O 
n a *1 
fT> in 
M- 3 P" 
< CD r r 
m < m 

o ft» ro n 
o r* f t 3 

o ^ a> < 
Of * i P» in Of P-

* i ? r 
ID ro O c 
n H 
r+ in til c r 

3 Ln p* 
n 0) ro 3" n ro D> h-" c tQ r t 

o 
*Q in 

ro «: o 
o o 

II c II c 
\-> 3 

to p . l - 1 f t 

O oo <r- -P N> 

I I I 1 1 Z 5 
CM • 

• 93 



• 5K 
O 

• 3 
w» 

* o 
fD 
o 

>-3 
• c n> 

tn 

f-
3 
ft) 
in 

c 
3 

- 3 
r r 3 
c 

• • en 

, 
n n 
o c 
3 
rr 
3 in 
o • 

o
f 

cn 
o • c c • 3 

i - 1 

CD 

—* O 
& o > 
c o z 
n a 
o» n »< 

o M- c o in n a ^ (1 o < 
o m J -

2 
II 

O 
el
s ' 
ID m > 

a: n > 
n> PC 
n o n> 

> 
ii II 

a 
w 

> a 
c a 
o 

m ?T w 
tn 

II 
O 

Ui ~n 
*a 

~n c > 
a r» 

r r 
fi) > 
- i 

n 
o 
m a 
•o 

• • r-

tn d 
1 

O
t 

C
a *~3 

0> C 

W
a 

3 r r n X c r 
O s : fD w 

DJ 
K= n 

O 
r* tr 3 - 3 
r r n> CO > (D o tr a» 
n en 3 £ c 3 
in 

ays 

e
ti 

a
y

s 

w m 
o "0 3 

* a D< ft) > r r 
O ft) o VI 
cr 3 o o fO V- o Q> 3 • • * (/i M t-< (—* fO 

n> n T3 
•-•i a *o n •o ft) 11 II II II II 
o 0> o n n 3 3 . , M- *< *< < 

13 H- n ft) fD 
n &> rtl & W in If) U) in 
a> n Q. 3 
a> c •0 M-
in fD NJ NJ M r j M 
o O Q- • • 
3 »-*! • J II II II II II 
to 

rr II II ii • 3 3 3 3 3 
r r O 0 O O O 

UJ M •—• * — ' •—' — ' 

• 

94 



£ 
O 

O O O 

a o 13 
in r r 0> C 

T J =T X cr 
to n> P-O n \ 
P- O Hi H-
*< •-3 

P -

CT &> 
C 
U) ai 

*o O n 
,— 

t-1 t--
<i II 11 It II 

•-c *< *< 
n> ft) ro ID 
01 m w (/) 

— "* 
to to to to to 
ii ii II it II 

o o O O O 
V ~—' — ' 

*: O .—. •< o r? cr P I o 
to t/i tn c: 
n •o H t-
n »< P I a 

0> rt> 53 
a w a o w f t o a n> *< c: 

n • O 
r r II a m 
o &> 

M *< 
HI r» 
r r to £ (T> - 9 r* C i/> in •< 
03 to r r 
O en rt> t/i • o rt> P J 

II r* r* 
c r -

to Ml 
O a ts 

a- p i 
•< 

to n> a: 
o. a> o 3 : 

o p i 
II 3 1 

t t/) Pi 
U T3 c 

CU a o 
H n a> H' 
tx •< 
C n> 
n 

• in ro r t 
t^i 

II to n *: P J 
f t z 

• o H 

*»1 
H-
II o* 

Hi • in >< 

• • I T T • r-. 

O 

(J"< 

95 



o r f 
0 

CD •o cn LP *> to *-> 

o Lfi < rt- Q> 0) o 01 Dl 
rt =r (A rf 
=r O ro n a 3* •o 
n> T> n> ro c a> 
n r» H *+> 3 n a r t 

m 3" Q n H* 
< & (5 \ IX) n in * &i n v . *< M o 
w f-n r r rs D C n •< 
H- n *1 w H- • c r 
r' H- (V r» Irt w o 
in (T> \ Cb o 

3 n c o c 
O a H - <~1 • O t K n a 
c in 3 EU O 
r» \ If 3 c ro tf> 3 r t r t t r r» 
H - m DJ •a • 3 n 
a t— *%J 
n> a> •o 

rt in 
r* * a 

(— =r 1—1 < M t-< o M 
rt> (t) 

II II tl lil II n II ' II r f II II 
3" •O W 

*< O *< >< *< «< •< 
rt> 3 fD ft) it ro ro in ' fP tn V> 1ft tn in • in r f l/> in 

• • J *• *• *" n "*' 
to to ro to to to • to to to 

•o 
II II II II ii II ii 11 l( 

3 3 3 3 3 3 3 3 
O O o O O O o O O 
w •— —* 1—• —* *—- — — 

0> 
c r 
o 

• m no;;] • FD 

96 



>-3 

& -a c It 
in n 

N J o 
ti n n 

f t 
- J o ID 

II rr 01 
rr n w m rr 

r r n 
o in 
TD >-J n rr •a rr ID 

10 c re 
a> cr rr 
r* Ul 

II II Q 
OJ 

03 n U J rt 
H - to 

€ o rD o c * 3 
rr U> r> 
(D n o 

II 

< a 
in in (0 
p- < O r t 
re O n 
in Ifl 

II u 
II r r 

I -J 

o. - • -• 
n O T J 
m tu 
i - 1 Ml a 
Pi a> r r \ (n 
H - O 

< O 
P -

in 

• 

— a . t—< 
(n o *-*\ 

T J ID 
0) in W 
n O H- rr •+> 
*< 

w H- rr 
(D 

«X3 
K O ro fD 
; v 
w vQ *< c 

M 
IU 

•+» 
o M 
1 <̂ 
r t • J 
3 
H-

* Q 
rj n-

3 
O a 
r* 
rr 

M 
cn 

O 
O 5* o 
> tn t O o H 
•z. y-t/i n> 

r t 
— 

to 
to 

O 
H 
rc 

> - 0 3 
O 
< w 
> o to 
o 
z 

*o 
30 
P I 
< 
o 
c 
01 

• • 
97 

• a 

K 



ru 
CO 

i n 

U1 tn 
n 

a in 
re tn ro 

a t*J 
in 
(0 

n 01 
CO 

re fD 
ro 

in 

in fD 
i <D 

n 
to tn fD ro fD 

in in in 
fD re fD tn tn ro re •I 

ro a 

ro tn 
i it it 

fD 
tn tn 

ro 

n 

ro ID 

a 

fD 
Ci 

n 

tn 

tn tn 

ro ro 
tn 

3J 

3 
CO 

tn 

98 



Appendix 4 An Example of the Wessex Schedule 

COMFIDEMTIAL 
DAY I MOM YEAR 

DATE OF BIRTH 
i 1 i 1 10 12 14 

CHRISTIAN NAME 

CASE NO 

INITIALS 

Grade: 1 . M e n t a l l y Handicapped 
2 . S e v e r e l y M e n t a l l y Handicapped | | 17 

3. Not Known 
(Pl e a s e e n t e r a p p r o p r i a t e code i n Box) 

WARD ( i f a p p l i c a b l e ) 

INCAPACITIES, PLEASE ENTER APPROPRIATE CODE (e.g . 1, 2 , 3 o r 4) I N BOXES PROVIDED 

a. WETTING ( N i g h t s ) 

b. SOILING ( N i g h t s ) 
c. WETTING (Days) 
d. SOILING (Days) 
C.WALK WITH HELP 

1 . F r e q u e n t l y 
1 . F r e q u e n t l y 
1 . F r e q u e n t l y 
1 . F r e q u e n t l y 
l . N o t a t a l l 

(NOTE: I f t h i s p e r s o n w a l k s by h i m s e l f 
f o r walk w i t h h e l p ) 

f . WALK BY HIMSELF 
g. FEED HIMSELF 
h. WASH HIMSELF 

i . DRESS HIMSELF 
j.VISION 
k.HEARING 
1.SPEECH 

m.PEADS 

n.WRITES 

O.COUNTS 

1.Not a t a l l 
l . N o t a t a l l 

1.Not a t a l l 
l . N o t a t a l l 
1 . B l i n d o r A l m o s t 
l . D e a f o r A l m o s t 
1.Never a word 

1 . N o t h i n g 

1 . N o t h i n g 

1 . N o t h i n g 

2 . O c c a s i o n a l l y 3 .Never 1 | 19 
2 . O c c a s i o n a l l y 3 .Never 1 1 21 
2 . O c c a s i o n a l l y 3 .Never 1 1 23 
2 . O c c a s i o n a l l y 3 .Never L _ J 2 5 

2 .Not u p s t a i r s 3 . U p s t a i r s & el s e w h e r e L J 2 7 
u p s t a i r s and e l s e w h e r e . Please a l s o Code ' 3 ' 

2 . N o t u p s t a i r s 
2 . W i t h h e l p 
2 . W i t h h e l p 
2 . W i t h h e l p 
2.Poor 
2.Poor 
2.Odd words o n l y 

2 .A l i t t l e 

2 .A l i t t l e 

2 .A l i t t l e 

3 . U p s t a i r s & el s e w h e r e 
3 . W i t h o u t h e l p 
3 . W i t h o u t h e l p 
3 . W i t h o u t h e l p 
3.Normal 

3. Normal 
3 . S e n t e n c e s & Normal 
4 . Can t a l k b u t d o e s n ' t 
3 .Newspaper s / o r Books 
3.Own c o r r e s p o n d e n c e 

3.Understands money 
v a l u e s 

29 

31 

• 33 

• 35 

• 37 

• 39 

• 41 

• 43 

• 45 

• 47 

SPEECH I F THIS PERSON TALKS I N SENTENCES I S THE SPEECH ( E n t e r a p p r o p r i a t e code i n Box) 

CODE 

1. D i f f i c u l t t o u n d e r s t a n d even by c l o s e a c q u a i n t a n c e s . I m p o s s i b l e f o r S t r a n g e r s ? 

2 . E a s i l y u n d e r s t o o d by c l o s e a c q u a i n t a n c e s . D i f f i c u l t f o r s t r a n g e r s ? | | 49 

3 . C l e a r enough t o be u n d e r s t o o d by anyone? 
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