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                            3 .   M O B I L I T Y  I M P A I R M E N T

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

s u p e r i o r i t y .   M e n i c u s

3 . 1  I N T R O D U C T I O N

In  chap t e r  one  I  r e f e r r ed  t o  t he  p rob l em o f  i den t i t y  because  o f  a  changed

body- image .   Peop le  who  a re  mobi l i ty  d i sadvan taged  a re  g iven  a  “d i sab led

iden t i ty”  tha t  i s  f ixed  in  pe rcep t ions  o f  an  imper fec t  body- image .   Pub lic

percept ions  about  d isabi l i ty  d i r ec t  a t t i t udes  and  behaviours  tha t  can  imply

tha t  people  who are  mobi l i ty  impai red  do  not  be long to  soc ie ty  in  genera l .

This  chapter  i s  devoted  to  descr ib ing  var ious  d imens ions  of  d i sab i l i ty .   The

two main  ques t ions  cons idered  a re :  What  i s  d i sab i l i ty?   What  i s  mobi l i ty

impai rment?   The  d i f f icu l ty  of  def in ing  d isab i l i ty  i s  therefore  cons idered .

A genera l  unders tanding  of  the  no t ion  of  d i sab i l i ty  (3 .2)  i s  fo l lowed by  a

descr ip t ion  of  mobi l i ty  impai rment  (3 .3) .   Agains t  th i s  background d i f fe ren t

mode l s  o f  d i sab i l i ty  a re  d i scussed .   The  two  main  compet ing  mode l s ,

namely  the  b iomedica l  (3 .4 )  and  the  soc ia l  (3 .5 )  mode l  wi l l  be  d i scussed

f i r s t .   This  wi l l  be  fo l lowed by  a  d iscuss ion  of  an  a l te rna t ive  model ,  namely

t h e  d e v e l o p m e n t a l  p r o c e s s  o f  a  p s y c h o s o c i a l  m o d e l  ( 3 . 6 ) .   T h e  c h a p t e r

ends  wi th  a  shor t  conc lus ion  (3 .7 ) .

3 . 2   W H A T   D I S A B I L I T Y  I S  A B O U T

Simpl i s t i ca l ly  d i sab i l i ty  can  be  cons idered  as  a  way  of  ca tegor i s ing

someone  who  has  a  phys ica l ,  psycho log ica l  o r  menta l  impa i rment .   Phys ica l

impa i rmen t  u sua l ly  r e f e r s  t o  some  de fec t  o f  t he  body ,  wh i l e  men ta l

impa i rmen t  u sua l l y  r e f e r s  t o  some  men ta l  r e t a rda t i on .   P sycho log i ca l
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i m p a i r m e n t  u s u a l l y  r e f e r s  t o  a  p s y c h i a t r i c  d i s o r d e r  t h a t  c a u s e s  e m o t i o n a l

d i s tu rbances  in  the  pe r son .   However ,  t hese  a re  s impl i s t i c  and  inadequa te

descr ip t ions  of  d i sab i l i ty .   Def in ing  what  d i sab i l i ty  i s ,  i s  fa r  more  complex .

Pa rmen te r  (1988 :10)  r e f l ec t s  th i s  complex i ty  when  he  po in t s  ou t  tha t  “ the

way in  which  people  de te rmine  the i r  def in i t ions  depends  upon  a  var ie ty  o f

fac to r s  inc lud ing  pe r sona l  and  communi ty  a t t i t udes  toward  peop le  who

a p p e a r  d i f f e r e n t ” .

In  add i t i on ,  Ba rba ra  Fawce t t  ( 2000 :63 )  r ega rds  d i s ab i l i t y  a s  a  con t e s t ed

a rea  and  th i s  au tho r  ma in t a ins  t ha t  how “norma l i ty”  and  “abnorma l i ty”  a r e

unders tood ,  in f luences  bo th  the  macro  and  micro  leve l s  o f  cu l tu ra l ,  soc ia l ,

phys ica l  and  h i s to r ica l  env i ronments .   Def in ing  what  d i sab i l i ty  i s  has

the re fo re  had  a  p ro found  e f f ec t  upon  the  l i ves  o f  peop le  wi th  d i sab i l i t i e s .

Thus ,  d isabi l i ty  has  ep i tomised  a  s o c i a l l y  a c c e p t e d  f o r m  o f  o p p r e s s i o n

towards  d i sab led  people  tha t  i s  cu l tu ra l ly  ingra ined ,  a l though  the  l as t  t en

years  have  p roduced  some meaningfu l  a t t empts  to  de ins t i tu t iona l i se  peop le

wi th  d i sab i l i t i e s ,  accord ing  to  Macfa r lane  (1996 :6) .   My concern  i s  tha t

desp i t e  these  a t t empts  to  de ins t i tu t iona l i se  peop le  wi th  d i sab i l i t i e s ,

confus ion  about  d i sab i l i ty  remains .   One  po in t  o f  confus ion  tha t  has

compounded the  d i f f icu l ty  of  def in ing  d isabi l i ty ,  Macfar lane  (1996:7)  poin ts

ou t ,  i s  misunders tand ing  o f  the  d i s t inc t ion  be tween  i l lness  and  impa i rment .

In  add i t ion  Shap i ro  (1999 :49)  po in t s  ou t  t ha t  t he  number  o f  peop le  who  a re

d i sab led i s  i n c r e a s i n g  and  th i s  resu l t s  in  numerous  d i f fe ren t  k inds  of

d isab i l i t i es .   This  au thor  wr i tes :

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

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

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

d e f i n i t i o n s .
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H o w e v e r ,  d e s p i t e  t h e  k n o w l e d g e  t h a t  t h e r e  a r e  d i f f e r e n t  t y p e s  o f

d i sab i l i t i e s ,  somet imes  d i sab i l i t y  i s  desc r ibed  as  i f  t he re  i s  on ly  one  type .

A person ,  fo r  example ,  who  i s  impa i red  in  s igh t  i s  c a t e g o r i s e d  a s  d i sab led

in  the  same way  as  a  pe rson  who  i s  hear ing  impa i red  o r  bod i ly  impa i red .

Th i s  means  t ha t  numerous  d i f f e r en t  k inds  o f  d i s ab i l i t i e s  a r e  t r ea t ed  a s  one

kind ,  which  can  resu l t  in  genera l i sa t ions  be ing  made  about  d i sab i l i ty

(Corker  1999:635 ,  Cr i sp  2000:356 ,  Pr ies t ley  1999:66) .   T h e  i n c r e a s e  i n  t h e

inc idence  of  d i sab i l i ty  and  the  mul t ip l ic i ty  of  the  types  of  d i sab i l i t i es  m a k e

a  common descr ip t ion  of  d isabi l i ty  very  d i f f icul t .   

In  add i t ion ,  F inke l s t e in  (1993 :9 -10)  sugges t s  tha t  wha t  makes  asc r ib ing

te rmino logy  to  d i sab i l i ty  even  more  d i f f i cu l t  i s  tha t  words  used  to  desc r ibe

d i sab i l i t y  have  conno ta t ions  t ha t  a f f ec t  t he  way  peop le  who  a re  d i sab l ed

i d e n t i f y  t h e m s e l v e s  a n d  t h e  w a y  t h e y a r e  i den t i f i ed  by  soc i e ty .

Desc r ip t i ons  o f  d i s ab i l i t y  have  t r i gge red  behav iou r s  and  a t t i t udes ,  such  a s

d i sc r imina t ion  aga ins t  peop le  who  a re  d i sab led .   Numerous  words  have ,

the re fo re ,  been  a s soc ia t ed  wi th  d i sab i l i t y  in  a t t empt s  to  a id  desc r ip t ion .

I t  i s  due  to  these  complex  i s sues  abou t  d i sab i l i ty  tha t  Ol ive r  (1993b :61)

po in t s  ou t  tha t  d i sab i l i ty  has  gone  th rough  many  p rocesses  o f  de f in i t ion .

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

desc r ibe  peop le  who  a re  d i sab led .   Impa i rmen t  r e f e r r ed  to  a  de fec t ive

phys ica l  pa r t  o f  t he  body ,  d i sab i l i t y  occur red  owing  to  the  l ack  o f  func t ion

because  o f  t he  de fec t ive  body  pa r t  and  hand icap  r e f e r r ed  to  t he  l imi t a t i ons

resul t ing  f rom disabi l i ty  (Barnes  1994:204) .

Desp i te  a t t empts  to  def ine  d i sab i l i ty  in  a  l anguage  based  on  medica l ly

cor rec t  t e rms ,  i t  r emains  a  p rob lem.   The  b iomedica l  t e rminology  adds

connota t ions  of  incomple teness  and  non- func t iona l i ty  to  the  no t ion  o f

disabi l i ty .   Roger  S lee  (1996:107)  g ives  the  example  of  medica l  l anguage

which  was  used  in  spec i a l  educa t ion  se rv i ce s  t ha t  on ly  s e rved  to

marg ina l i s e  so -ca l l ed  “ spec ia l  s tuden t s” .   La te r  vocabu la ry  was  in t roduced

by  the  equ i ty  and  d i sab i l i ty  r igh t s  movements  in  an  a t t empt  to  desc r ibe



81

disabi l i ty ,  bu t  S lee  (1996:108)  a rgues  tha t  i t  i s  on ly  cosmet ic  because  i t  s t i l l

ma in t a in s  power l e s snes s  fo r  d i s ab l ed  s tuden t s .   I t  f a i l s  t o  add re s s  t he

subs t ruc tu re s  benea th  t he  expe r i ence  o f  s t uden t s  who  a r e  d i s ab l ed .

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

o f  l anguage ,  I  wi l l  a rgue  tha t  l anguage  which  desc r ibes  d i sab i l i ty  s t i l l

r ema ins  l a rge ly  i n  t he  r ea lm o f  b iomed ica l  l anguage .   Te rmino logy  such  a s

i l lness ,  incurab le ,  rehabi l i t a t ion  and  chronic  i s  s t i l l  used  regular ly  when

address ing  peop le  who  a re  d i sab led .   I  t he r e fo re  env i sage  a  new l anguage

to  addres s  peop le  who  a re  d i sab led  tha t  g ives  mean ing  to  the  l i ved  r ea l i t y

of  people  who a re  d i sab led .   Th is  wi l l  be   d i scussed  in  more  de ta i l  l a te r  in

th i s  chap t e r .

I  sugges t  t ha t  cons ide ra t ion  o f  na t iona l  and  in t e rna t iona l  o rgan i sa t ions  can

shed  l i gh t  on  d i s ab i l i t y  because  t he se  o rgan i sa t i ons  have  s t rugg led  and

a t t empted  to  come  to  t e rms  wi th  the  d i f f i cu l t i e s  o f  l anguage ,  t e rmino logy

and people’s  exper ience  wi th  the  rea l i ty  of  l iv ing  wi th  d isabi l i ty .

3 . 2 . 1   N a t i o n a l  a n d  i n t e r n a t i o n a l  v i e w s  o n  d i s a b i l i t y

Br i t a in  was  one  na t iona l  coun t ry  tha t  a t t empted  to  addres s  the  p rob lem o f

desc r ib ing  d i sab i l i ty .   Organ i sa t ions  were  fo rmed  tha t  accessed  the  po l i cy -

mak ing  o f  the  European Union and the  Un i t ed  Na t ions .   I t  r e su l t ed  in

impa i rmen t  and  d i sab i l i t y  be ing  desc r ibed  a s  “ impa i rmen t”  a s  a  phys i ca l

defec t  and  “d isab i l i ty”  as  a  soc ia l  p rob lem (Pr ies t ley  1999:223;  Ridde l l  and

Watson  2003:2 ,3) .

Howeve r ,  such  a  de f in i t i on  c r ea t e s  t he  p rob l em tha t  d i s ab i l i t y  i s  de sc r ibed

in  a  way  tha t  conf ines  impai rment  on ly  to  the  phys ica l  d imens ion  of  l i fe  and

disabi l i ty  on ly  to  the  soc ia l  d imens ion  of  l i fe .   Sa l ly  French  (1993a:17)

conveys  an  i n t e r e s t i ng  po in t  when  con templa t ing  t he  d i f f i cu l t i e s  t ha t  a r i s e

when the  soc ia l  d imens ion  of  l i fe  i s  des igna ted  the  so le  prominence  in
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t e rms  o f  d i sab lemen t .   The  above  au thor  po in t s  ou t  the  danger s  o f  a rgu ing

d i sab i l i ty  f rom an  “e i the r /o r  pos i t ion” .   Th i s  means  tha t  d i sab i l i ty  i s

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

impa i rment  p rob lem.   F rench  (1993a :18)  con t inues  to  reason  tha t  d i sab i l i ty

i s  about  a  “bo th /and”  pos i t ion :  i t  has  bo th  phys ica l  and  soc ia l  d imens ions .

However ,  a t  l ea s t  endeavour s  were  made  th rough  co l l ec t ive  o rgan i sa t ions

to  g ive  unders tanding  to  the  no t ion  of  d i sab i l i ty .   Sa l ly  French  (1993a:22) ,

t he r e fo re ,  l auds  t he  co l l ec t i ve  p roces s  o f  o rgan i sa t i ons  i n  Br i t a in  t ha t

jo ined  hands  to  b r ing  c la r i ty  to  a  soc ia l  de f in i t ion  o f  d i sab i l i ty .   In  the

1980s  the  Br i t i sh  Counc i l  o f  t he  Organ i sa t ion  o f  D i sab led  Peop le  was

formed .

Desp i t e  t he se  advances  economic  va lues  and  bu reauc ra t i c  po l i t i c s  s t i l l  had

an  in f luence  on  po l i cy -mak ing ,  wh ich  was  to  the  d i sadvan tage  o f  d i sab i l i ty

m o v e m e n t s .   H o w e v e r ,  o n  t h e  p o s i t i v e  s i d e  t h e s e  a d v a n c e s  o p e n e d  t h e  w a y

fo r  coun t e r - cu l t u r e s  o f  r e s i s t ance ,  wh ich  cha l l enged  nega t i ve  soc i a l

in te rac t ions  about  d i sab i l i ty  th roughout  the  wor ld  (Pr ies t ley  1999:224) .

The  D i sab l ed  Peop l e ’ s  I n t e rna t i ona l  (DPI )  commi t t e e  p l ayed  a  p rominen t

r o l e  a s  a n  i n t e r n a t i o n a l  v o i c e  a n d  f r o m  1 9 8 5  b e g a n  t o  w o r k  w i t h  t h e  W H O ,

through a  process  over  t ime ,  o f  def in ing  te rminology  to  descr ibe  d i sab i l i ty

(Dr iedger  1989:97-99) .

Over  t ime  the  r e su l t  o f  d i f f e ren t  coun t r i e s  and  o rgan i sa t ions  work ing

toge ther  was  tha t  the  In te rna t iona l  Class i f i ca t ion  of  Func t ion ing ,  Disab i l i ty

a n d  H e a l t h  ( I C F )  w a s  f o r m e d  a s  a  c o r e  m e m b e r  o f  t h e  W H O ’ s  h e a l t h -

r e l a t e d  c l a s s i f i c a t i o n s .  T h e  I C F  i n t e n d e d  t o  b e  a  m u l t i p u r p o s e

c lass i f i ca t ion  tha t  wou ld  be  i n t roduced  i n  phase s .   I t  r e cogn i sed  two

components  o f  d i sab i l i ty  in  the  beg inn ing  and  la te r  th ree  d imens ion  of

d i sab i l i ty  were  de f ined  (Aus t ra l i an  Co l l abora t ing  Cen t re  [AIHW] UN

C o n f e r e n c e  2001:1-3) .   
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Thus ,  d i sab i l i ty  as  a  mul t i -d imens iona l  and  complex  concept  i s  def ined  by

t h e  W H O  ( 2 0 0 1 )  i n  t e r m s  o f  b o d y  s t r u c t u r e s  a n d  f u n c t i o n s / i m p a i r m e n t s ,

ac t iv i ty ,  ac t iv i ty  l imi ta t ion ,  and  par t ic ipa t ion  or  par t ic ipa t ion  res t r ic t ions .

D i sab i l i t y  i s  de sc r ibed  a s  “ the  p r e sence  and  na tu r e  o f  one ,  some  o r  a l l  o f

these  d imens ions  a s soc ia t ed  wi th  cu r ren t  o r  p rev ious  hea l th  cond i t ions ,

d i s ea se  o r  i n ju ry”  (AIHW 2001 :16 ) .   I t  i s  no t ewor thy  t ha t  t he se  t h r ee

d imens ions  focus  on  the  func t ion ing  of  the  person  and  d i sab i l i ty  re levan t

to  the  body ,  the  ind iv idua l  pe r son  and  in  soc ie ty .   Measurements  fo r

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

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

used  to  c lass i fy  the  domains  o f  ac t iv i t i e s  and  pa r t i c ipa t ion .   These  domains

a re  coded  th rough  qua l i f i e r s ,  such  as  none ,  mi ld ,  modera te ,  seve re ,

comple te .   The  AIHW (2001 :2 )  document  r e fe r s  to  the  key  de f in i t ions  o f

a c t i v i t i e s  a n d  p a r t i c i p a t i o n  a s :  A c t i v i t y  i s  t he  execu t ion  o f  a  t a sk  o r  ac t ion

by an individual ;  P a r t i c i p a t i o n  i s  involvement  in  a  l i fe

s i tua t ion;  A c t i v i t y  l i m i t a t i o n s  a r e

di f f icul t ies  an  individual  may have in

execu t ing  ac t iv i t i e s ;  P a r t i c i p a t i o n  r e s t r i c t i o n s  a r e  p rob lems  an  ind iv idua l

may exper ience  in  involvement  in  l i fe  s i tua t ions .

Thus ,  the  ICF c lass i f i ca t ions  o f  d i sab i l i ty  inc lude  the  d imens ions  o f

impa i rmen t  and  ind iv idua l  un iqueness  and  the  soc ia l  con tex t .   Thus ,

d i sab i l i ty  i s  unders tood :  “ . . .no t  on ly  as  a  p rob lem of  a  minor i ty  g roup  nor

jus t  o f  peop le  wi th  a  v i s ib le  impa i rmen t  o r  in  a  whee lcha i r”  (WHO 2001) .

T h e  W H O  ( 2 0 0 1 )  r e l e a s e d  a  p u b l i c a t i o n  a b o u t  d e c i s i o n s  t a k e n  f o r  t h e  I C F .

I t  was  accep ted  by  191  coun t r i e s  a s  t he  i n t e rna t iona l  s t anda rd  to  desc r ibe

disabi l i ty .   

I  t h i n k  t h a t  t h e  p o i n t  t o  b e  m a d e  i s  t h a t  t h e  W H O  a n d  t h e  n e w  p h a s e s  o f  t h e

implementa t ion  o f  the  ICF  address  the  p rob lem of  d i sab i l i ty  more

comprehens ive ly ,  because  they  inc lude  the  va r ious  pe r spec t ives  o f  l iv ing

wi th  a  d i sab i l i ty .   They  seem to  be  a t tempt ing  to  provide  a  bo th /and  pos i t ion
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to  def ining disabi l i ty .   Thus,  in  terms  of  a  def in i t ion  of  d isabi l i ty ,  in  th is

s tudy  I  t ake  i n to  cons ide ra t i on  t he  ICF’ s  pe r spec t i ve  o f  d i s ab i l i t y .   The

ICF’s  c l a s s i f i ca t i on  a l l ows  fo r  t he  mu l t i p l i c i t y  o f  d i s ab i l i t i e s  a n d

unders tanding disabi l i ty  in  terms of  funct ions ,  l imi ts  and abi l i ty  of

pa r t i c ipa t ion .  The  WHO (2001)  c l a r i f i e s  t h i s  by  the  s t a t emen t ,  “For

example ,  a  pe r son  l i v ing  wi th  HIV/AIDS cou ld  be  d i sab led  in  t e rms  o f

h i s /her  ab i l i ty  to  par t i c ipa te  ac t ive ly  in  a  p rofess ion” .   

3 . 2 . 2   A  d e f i n i t i o n  o f  d i s a b i l i t y

Fol lowing  the  ICF’s  way  of  descr ib ing  d i sab i l i ty  I ,  there fore ,  def ine

disabi l i ty  as  a  uniquely  indiv idual  exper ience  because  of  res t r ic t ive  bodi ly

impa i rmen t  accompan ied  by  soc ia l  oppress ion  by  sec t ions  o f  soc ie ty  tha t

d i sc r imina te  and  oppress  th rough  co l l ec t ive  be l i e f s ,  va lues  and  mean ings ,

wh ich  can  p re sen t  r e s t r i c t ed  pa r t i c ipa t i on  fo r  t he  pe r son  who  i s  d i s ab l ed .

I t  m e a n s  t h a t  t h e  p e r s o n  w h o  i s  d i s a b l e d  i s  s e e n  t o  h a v e  h e r / h i s  p e r s o n a l

s to ry  abou t  l iv ing  wi th  d i sab i l i ty .   There  a re  bod i ly  impa i rmen t s  tha t  may

or  may  no t  cause  ce r t a in  d i f f i cu l t i e s  and  re s t r i c t ions  fo r  the  pe r son .  Al so ,

the  env i ronment ,  a t t i t udes  and  behav iour  f rom the  soc ia l  con tex t  may  cause

prob lems  o f  cop ing  fo r  the  pe r son .   A l l  t hese  d imens ions  a re  seen  to  be  pa r t

o f  be ing  d i sab led .   Any  one  o r  a  combina t ion  o f  two  or  a l l  o f  these

d imens ions  can  descr ibe  d i sab i l i ty  in  t e rms  of  the  person  exper ienc ing  the

disabi l i ty .   

3 . 3   M O B I L I T Y  I M P A I R M E N T

I  wi l l  d iscuss  the  ques t ion:  What  i s  mobi l i ty  impai rment?  Mobi l i ty

impa i rmen t  i s  d i scussed  because  i t  i s  an  ex tens ion  to  the  d i scuss ion  on

disabi l i ty  in  genera l .   What  appl ies  to  d isabi l i ty  wi l l  a l so  apply  to  mobi l i ty

impai rment ,  which  i s  the  th rus t  o f  th i s  s tudy .   

3 . 3 . 1   A  d e f i n i t i o n  o f  m o b i l i t y  i m p a i r m e n t
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The  task  o f  de f in ing  mobi l i ty  impa i rment  remains .   In  th i s  regard

Napol i tano (1996:30)  refers  to  impai rment  as  some l imi ta t ion  in  body or

menta l  capac i ty  and  mobi l i ty  impa i rment  a s ,  “ . . . u sua l ly  r e fe r r ing  to

l imi ta t ions  tha t  the  individual  has  in  physica l  funct ions  l ike  walking,

running ,  c l imbing  and  s tanding” .   Hence ,  for  th i s  s tudy ,  I  def ine  mobi l i ty

impai rment  as  some l imi ta t ions  tha t  the  ind iv idua l  has  in  phys ica l  func t ions

l ike  walk ing ,  running ,  c l imbing  and  s tanding .   However ,  th i s  remains  a

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

c lass i f ica t ions  of  d i sab i l i ty  dec ided  upon  by  the  ICF.  

The  p rob lem i s  t ha t  i t  i s  conf ined  wi th in  bod i ly  func t ion .  I  choose  to

express  mob i l i t y -d i sab led  a s  any th ing  tha t  l imi t s  o r  r e s t r i c t s  ac t iv i t i e s  and

par t i c ipa t ion  in  soc ie ty  fo r  the  person  who  i s  mobi l i ty  impa i red .   I t  means

tha t  bodi ly  impai rment  may  l imi t  ac t iv i ty  and  par t i c ipa t ion ,  bu t  so  can

env i ronmenta l  ba r r i e r s ,  cu l tu ra l  oppress ive  a t t i tudes  and  behav iours .   The

peop le ,  t he re fo re ,  t ha t  t h i s  s tudy  cons ide r s  a s  mob i l i t y  d i sadvan taged  a re

people  who  l ive  wi th  chron ic  i l lnesses  and  congen i ta l  d i sab i l i t i e s  which

res t r i c t  mobi l i ty ,  peop le  who  a re  e lde r ly  and  f ra i l  and  peop le  who  l ive  wi th

mobi l i ty  r e s t r i c t ions  because  o f  congen i t a l  o r  acqu i red  pe rmanen t  damage

due to  injury.

This  means  tha t  mobi l i ty  impa i rment  i s  cons idered  a  complex  en tang lement

of  bodi ly  impai rment ,  mater ia l ,  envi ronmenta l ,  economic  and  cu l tura l ly

o r i en t ed  p rob l ems  tha t  enhance  r e s t r i c t i ons  i n  mob i l i t y .   Mob i l i t y

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

and  economic  oppress ion ,  soc io-cu l tu ra l  oppress ion  and  bodi ly  res t r ic t ions .

The  r ea son  fo r  cons ide r ing  these  pe r spec t ives  i s  t ha t  i n  t he  nex t  chap te r

I  w i l l  cons ide r  t he  empi r i ca l  r e sea rch  f rom the  above  two  pe r spec t ives  o f

oppress ion ,  as  wel l  as  bodi ly  i m p a i r m e n t .   I n  a d d i t i o n ,  t he  above  t h r ee

perspec t ives  o f  mobi l i ty  d i sadvan tages  wi l l  be  cons ide red  in  more  de ta i l  in

the  sec t ion  tha t  d i scusses  the  two  dominan t  mode l s  o f  d i sab i l i ty  ( see  3 .4

and  3 .5 ) .
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3 . 3 . 2   A c q u i r e d  a n d  c o n g e n i t a l  m o b i l i t y  i m p a i r m e n t

We have  cons idered  tha t  the  no t ion  o f  d i sab i l i ty  i s  mul t id imens iona l .   I t  has

been  conc luded  tha t  t he re  a r e  d i f f e r en t  t ypes  o f  d i s ab i l i t i e s  w i th  d i f f e r en t

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

congen i t a l  and  acqu i r ed  mob i l i t y  impa i rmen t  has  to  be  cons ide red .

D i f f e r ences  i n  t he se  two  types  o f  mob i l i t y  impa i rmen t  c an  r e su l t  i n  ve ry

d i f f e ren t ,  ye t  a l so  s imi la r  expe r i ences  fo r  the  ind iv idua l ,  f ami ly  and

s ign i f i can t  o the r s .

Ev idence  f rom ava i l ab le  l i t e ra tu re  and  c l in i ca l  ma te r i a l  i nd ica te ,  accord ing

to  Wilson (2003:28) ,  tha t  usua l ly  people  who are  born  wi th  a  d i sab i l i ty

pe rce ive  the i r  bod ies  a s  who le .   The  exper i ence  o f  cha l l enges  to  th i s

pe rcep t ion  may  come  on ly  l a t e r  i n  l i f e .   Wha t  d i f f e rence  does  th i s  make  to

the  individual  who is  mobi l i ty  impaired,  the  family  and others?

An example  o f  l iv ing  wi th  a  congen i ta l  d i sab i l i ty  may  be  found  in  the

na r r a t i ve  o f  D iane  DeVr ie s ,  who  was  bo rn  wi th  d i sab i l i t i e s .   She  was  bo rn

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

de fec t ive .   D iane  t e l l s  o f  t he  even t  o f  he r  b i r th :

T h e  d o c t o r ,  w h e n  I  w a s  d e l i v e r e d ,  t h e  d o c t o r  f a i n t e d . . . . B u t ,  u h ,  D a d

b e l i e v e d  a n d  I  d o ,  t o o ,  t h a t  i t  w a s  j u s t  s o m e t h i n g  t h a t  h a p p e n e d .

B e c a u s e  t h a t ’ s  t h e  o n l y  t h i n g  t h a t ’ s  w r o n g  w i t h  m e ,  i s  j u s t  t h a t  I

d o n ’ t  h a v e  n o  a r m s  a n d  l e g s .

                                                                                   ( E i e s l a n d  1 9 9 4 a : 3 3 )

W h a t  w a s  f o r  t h e  d o c t o r  a  h o r r i f i c  e v e n t ,  w a s  p e r c e i v e d  b y  D e V r i e s  a s  j u s t

someth ing  tha t  happened .   E ies l and  (1994a :33)  exp la ins  tha t  DeVr ies

por t r ayed  he r se l f  a s  a  ch i ld  bo rn  in to  a  work ing  c l a s s  f ami ly  who  was

e x p e c t e d  a n d  w a n t e d .
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However ,  whi le  the  ind iv idua l  who  i s  d i sab led  may  exper ience  the  body  as

who le ,  t h i s  may  no t  be  the  r e sponse  o f  t he  who le  f ami ly .   Because  o f  t he i r

p rev ious  exposure  to  cu l tu ra l ,  r e l ig ious  and  soc ia l  be l i e f s  abou t  d i sab i l i ty ,

the  fami ly  members  may  exper ience  fee l ings  o f  gu i l t ,  shame  and  anger .   The

iden t i ty  o f  the  whole  f ami ly  un i t  may  become th rea tened  and  pe rcep t ions  o f

se l f -va lue  may  be  des t ab i l i s ed .   The i r  pe rcep t ion  o f  wha t  t he i r  soc i a l  pee r

g roup  th inks  abou t  them may  re f l ec t  nega t ive ly  on  themse lves .   A  sense  o f

los ing  con t ro l  o f  wha t  shou ld  have  been  the  p red ic tab le  expec ta t ion  o f

conce iv ing  a  no rma l  ch i ld ,  may  ove rwhe lm pa ren t s .   Fo r  example ,  a  mo the r

who  g ives  b i r t h  t o  a  ch i l d  who  i s  d i s ab l ed  may  f ee l  j udged  a s  a  i ncompe ten t

mothe r .   A  s ib l ing  may  fee l  a shamed  and  f ea r  condemna t ion  f rom h i s /he r

pee r  g roup  and  resor t  to  sec recy  abou t  a  s ib l ing  who  i s  d i sab led .

Thus ,  cu l tu ra l be l i e f s  and  mean ings  can  in f luence  a  soc ie ty ’ s  expec ta t ions

abou t  d i s ab i l i t y .   An  example  i s  i l l u s t r a t ed  in  t he  s to ry  o f  D iane  DeVr ie s .

H e r  p a r e n t s  m o v e d  a w a y  a f t e r  h e r  b i r t h  t o  r e m o v e  h e r  f r o m  h e r

g randmothe r  who  r e j ec t ed  he r  a s  he r  g r andch i l d .   The  g r andmothe r  a ccused

DeVr ie s ’ s  mo the r  o f  fo rn i ca t ing  wi th  t he  dev i l  and  ca l l ed  he r  t he  dev i l ’ s

daughte r  (E ies land  1994a :33-34) .   

Desp i t e  t he  r e j ec t ion  f rom he r  g randmothe r ,  a s  DeVr ie s  g rew up ,  she

re j ec t ed  he r  g r andmothe r ’ s  i n t e rp re t a t i on  o f  he r  body  wi thou t  l imbs .

DeVr i e s  r e j ec t ed  de f in ing  he r  b i r t h  a s  a  t r agedy  and  r e j ec t ed  t he

pe rcep t ions  abou t  d i sab i l i t y  based  on  expec ta t ions  o f  no rma l i ty .   She

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

a  f r eak .   Desp i t e  t h i s ,  he r  eva lua t ion  o f  he r  body  a s  un ique  and  who le  was

es tab l i shed  p r io r  to  the  rea l i sa t ion  o f  be ing  s t e reo typed  and  s t igmat i sed  and

he lped  he r  main ta in  a  body- image  as  hea l thy  a l though  d i f fe ren t  (E ies land

1994a :35) .   A l though  she  had  to  endure  numerous  humi l i a t ing  and

d i s c r i m i n a t o r y  e v e n t s  th roughout  l i f e ,  E ies land  (1994a :36)  s t a tes  tha t

“DeVr ie s  has  sus t a ined  he r  s e l f -de f in i t i on  a s  d i f f e ren t  and  o rd ina ry . ”
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However ,  d i sab i l i t y  i n  mob i l i t y  t ha t  i s  acqu i r ed  may  have  a  d i f f e ren t

scenar io .   People  who acqui re  a  d i sab i l i ty  l a te r  in  l i fe  may  f ind  tha t  the i r

a l t e red  body-shape  l eaves  them despe ra t e ly  t ry ing  to  p i ece  the i r  l i ves

toge the r .   They  move  f rom a  f ami l i a r  wor ld  o f  ab le -bod ied  to  tha t  o f  f ee l ing

l ike  a l iens  in  a  fore ign  country  (Wilson 2003:31) .   

I n  c o m p a r i s o n  t o  D e V r i e s ’ s  a c c o u n t ,  t h e  s t o r y  o f  N a n c y  M a i r s  ( E i e s l a n d

1994a :43)  subs tan t i a t e s  the  s t rugg le  o f  an  a l t e red  body  when  she  became

progres s ive ly  d i sab led  a t  t he  age  o f  25  yea r s .   She  f e l t  t ha t  he r  body  had

b e t r a y e d  h e r  a n d  t h a t  t h e r e  w a s  n o  l o n g e r  s p a c e  f o r  h e r  i n  h e r  h o m e .   S h e

l e f t  he r  husband  and  ch i ld ren  to  f i nd  accommoda t ion  in  a  sma l l  room where

she  a t t empted  su ic ide .   Af te r  a  l eng thy  t ime  o f  depress ion  she  even tua l ly

c a m e  t o  t e r m s  w i t h  w h a t  h e r  b o d y  w a s  b e c o m i n g .   S h e  b e g a n  t o  t a k e  o n  a

new mean ing  fo r  he r  body .   Ma i r s  r e f e r r ed  t o  he r  body  a s  “a  body  in

t roub le”  wi th  the  s ign i f i can t  mean ing  tha t  he r  body  incorpora ted  the

acqui red  mechanica l  walk ing  a ids .   Mai r s  says :  “S lowly ,  s lowly  MS wi l l

t e a c h  m e  t o  l i v e  a s  a  b o d y ”  ( E i e s l a n d  1 9 9 4 a : 4 3 ) .   M a i r s  w r o t e  i n  h e r

au tobiography:

T h e  b r a c e  m a k e s  m y  M S  c o n c r e t e  a n d  f o r c e s  m e  t o  w e a r  i t  o n  t h e

o u t s i d e .   A s  s o o n  a s  I  s t r a p p e d  t h e  b r a c e  o n ,  I  c l i m b e d  i n t o  t r o u s e r s

a n d  s t a y e d  t h e r e  ( t h o u g h  n o t  t h e  s a m e  t r o u s e r s  o f  c o u r s e ) .   T h e

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

a s  i n d e c e n t  a s  e x p o s i n g  m y  b r e a s t s .   N o t  u n t i l  1 9 8 4  s o o n  a f t e r  I  w o n

t h e  W e s t e r n  S t a t e s  B o o k  A w a r d  f o r  p o e t r y ,  d i d  I  p u t  o n  a  s k i r t  s h o r t

e n o u g h  t o  r e v e a l  m y  p l a s t i c i z e d  l e g .   T h e  c o n n e c t i o n  b e t w e e n

w i n n i n g  a  w r i t i n g  a w a r d  i s  n o t  m e r e l y  f o r t u i t o u s ;  b e i n g  a f f i r m e d  a s

a  w r i t e r  r e a l l y  d i d  e m b o l d e n  m e .

                                                                              ( E i s l a n d  1 9 9 4 a : 4 3 , 4 4 )

In  the  beginning Mairs  d isp layed denia l  of  body changes  due  to  mul t ip le

sc l e ros i s .   Den ia l  i s  t he  way  the  pe r son  t r i e s  to  p rese rve  con t inu i ty  and

cohes ion  o f  l i f e  by  r emov ing  the  t r auma t i c  even t  f rom the  consc ious  mind
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(Wi lson  2003:30) .   S lowly  Nancy  Mai rs  rea l i sed  tha t  her  body  was  no t  go ing

t o  g o  a w a y  a n d  s h e  b e c a m e  a w a r e  o f  a  b o d y  s h e  h a d  n o t  h a d  b e f o r e .

Ma i r s  decons t ruc t ed  the  idea  o f  an  admi rab le  conque r ing  body  by  r ep l ac ing

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

a  body  in  t roub le .   I t  enab led  he r  t o  r e l a t e  t o  l i f e  a s  a  body  tha t  was

e m e r g i n g  a s  s h e  w e n t  a l o n g .   N a n c y  M a i r s  f i r s t  e x p e r i e n c e d  t h e  c h a n g e s  i n

he r  body  a s  b reak ing  down  he r  va lue  o f  he r se l f .   La te r ,  when  she

acknowledged  he r  body  as  on ly  pa r t  o f  he r  pe r sonhood ,  r a the r  than  the  body

as  her  whole  iden t i ty ,  she  cou ld  see  her  body  more  pos i t ive ly .   She  cou ld

g ive  herse l f  space  in  da i ly  l iv ing  wi th  o thers .   She  found  tha t  she  could

cont r ibute  through wr i t ing  and  so  d id  be long in  soc ie ty .   

I n  compar i son  wi th  t he  s to ry  o f  DeVr ie s  i t  wou ld  seem tha t  DeVr ie s  was

comfor tab le  wi th  the  on ly  body  she  knew f rom b i r th .   For  he r  i t  was

someth ing  tha t  j u s t  happened .   Mai r s ,  however ,  expe r i enced  a  s t rugg le  wi th

h e r  c h a n g e d  b o d y  a c q u i r e d  t h r o u g h  h e r  i l l n e s s .   S h e  e x p e r i e n c e d  t h e

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

body  s t a t e  tha t  gave  he r  a  sense  o f  d i scon t inu i ty .

Bod i ly  t r auma ,  w i th  pe rmanen t  damage  and  a l t e r ed  body- shape  can

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

h i s to ry .   Confus ion  r e su l t s  because  o f  t he  sp l i t  be tween  the  good  t ime  a s

non -d i s ab l ed  o f  t he  pa s t  and  t he  so rd id  d i s ab l ed  p r e sen t  and  f ea r fu l  f u tu r e .

An  example  subs t an t i a t i ng  t h i s  i s  t ha t  be fo re  Nancy  Ma i r s  con t r ac t ed

mul t ip le  sc le ros i s ,  she  l ived  a  l i f e  tha t  found  con t inu i ty  o f  pe rsonhood  in

e v e n t s  o f  b e i n g  a  w i f e  a n d  m o t h e r .   T h i s  w a s  “ w h o  s h e  w a s ” ,  w i f e  a n d

mother ,  and  f rom which  she  ga ined  her  sense  o f  be long ing  in  he r

communi ty .   Af t e r  be ing  d i agnosed  wi th  mul t ip l e  s c l e ros i s  she  expe r i enced

a  b reak  in  th i s  con t inu i ty  a s  a  pe r son  tha t  sen t  he r  r ee l ing  in to  confus ion

abou t  “who  she  was  becoming” .   She  cou ld  no  l onge r  f i nd  a  s ense  o f

be long ing  in  he r  f ami ly  and  communi ty  because  she  pe rce ived  the  h i s to r i ca l
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con t inu i ty ,  tha t  o f  be ing  a  wi fe  and  mother ,  a s  hav ing  been   des t royed  by

h e r  a l t e r e d  b o d y .   I t  w a s  o n l y  l a t e r  t h r o u g h  h e r  p o e t r y  t h a t  s h e  r e -

e s t ab l i shed  accep tance  o f  he r  changed  body- image  (E ies l and  1994a :43-45) .

The  expe r i ence  o f  d i scon t inu i ty  c rea te s  a  l i nk  be tween  phys ica l  and  in t e rna l

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

individual  (Wilson 2003:24).   Zola  points  out  t h a t  a v e n u e s  o f  e x p r e s s i o n  t h a t

ven t  anger ,  such  as  runn ing ,  h i t t ing  a  punch ing  bag ,  danc ing  about  the

boxing  r ing  or  s lamming a  l i t t l e  rubber  ba l l  aga ins t  a  wal l  a re  not  usua l ly

ava i l ab le  fo r  peop le  who  a re  d i sab led .   Of ten  peop le  who  have  r e t inopa thy

are  warned  by  the  phys ic ian  no t  to  exe r t  themse lves ,  o r  peop le  wi th  ongo ing

neuro log ica l  de f i c i t s  a r e  warned  no t  t o  do  too  much  o r  to  l imi t  phys ica l

s t r e s s ,  e m o t i o n a l  s t r e s s  a n d  t o  d o  t h i n g s  m o r e  q u i e t l y .   I n  o t h e r  w o r d s  t h e y

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

suppressed .   Zo la  (1982 :222)  wr i t e s  abou t  th i s :

T h u s ,  w i t h  v i r t u a l l y  n o  a c c e p t a b l e  a v e n u e  f o r  e x p r e s s i o n ,  t h o s e

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

t h e m s e l v e s  o r  t o  b l u n t  i t .   T o  t h e  d e g r e e  t h a t  w e  s u c c e e d  i n  t h e

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

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

From the  i l l u s t r a t i ons  r e f e r r ed  t o  above ,  i t  appea r s  t ha t  an  acqu i r ed

d i sab i l i ty  has  a  g rea te r  in f luence  on  the  body- image  and  ad jus tment  to  i t .

Th is  s tudy  wi l l  focus  more  on  d i sab i l i t i e s  which  have  been  acqu i red  because

I  wan t  t o  emphas i se  t ha t  an  acqu i r ed  mob i l i t y  impa i rmen t  w i l l  p re sen t

p rob lems  wi th  iden t i ty  and  be long ing  fo r  peop le  who  a re  mob i l i t y

d i sadvan taged .   The  ma in  a rgumen t  fo r  t h i s  i s  t ha t  t he  p re -morb id  s t a t e

(be fo re  d i sab i l i t y )  body- image  and  cu l tu ra l  be l i e f s  t ha t  were  fo rmed  wi l l

make  the  pos t -morb id  ( a f t e r  becoming  d i sab led )  expe r i ence  more  d i f f i cu l t

t o  m a n a g e .
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3 . 3 . 3   T h e  e f f e c t s  o f  m o b i l i t y  i m p a i r m e n t

In  th i s  sec t ion  I  cons ide r  on ly  a  f ew e f fec t s  o f  mobi l i ty  impa i rment ,  because

o the r  de ta i l s  abou t  mob i l i ty  impa i rmen t  a re  made  l a t e r  in  th i s  chap te r  (3 .4

and  3 .5 ) .   P rob l ems  o f  acces s ,  t he  d i f f i cu l t y  o f  env i ronmen ta l  t e r r a in ,  t he

chasms  be tween  pe r cep t i on  and  unde r s t and ing  and  p r eoccupa t i on  w i th

aes the t i c s  a r e  g iven  cons ide ra t i on .   L i t e r a tu r e  abou t  mob i l i t y  impa i rmen t ,

f rom a  po in t  o f  v iew of  r e s e a r c h  p r o j e c t s  o r  t h e  p e r s o n a l  e x p e r i e n c e s  o f

au tho r s ,  such  a s  E i e s l and  (1994 ,  Kaufman-Sca rbo rough  (2001) ,  Napo l i t ano

(1996) ,  and  Wi l son  (2003) ,  a re  cons ide red .  

Mos t  o f  l i f e  i s  abou t  mov ing  abou t  and  usua l ly  shor t  d i s t ances  a re  cove red

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

d i f f e ren t  k inds  o f  veh ic l e s ,  f rom ska teboa rds  to  jumbo  j e t s .   Pub l i c

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

a i r - f l igh ts  a re  impor tan t  to  l i fe .   Walk ing  in  th i s  day  and  age  of  technology

is  conf ined  main ly  to  shor t  d i s tances .   This  i s  why Napol i tano  (1996:31)

po in t s  ou t  tha t  in  ac tua l  f ac t  l i t t l e  wa lk ing  i s  done  in  today’s  soc ie ty .

Modes  o f  mobi l i ty  a re  mos t ly  veh ic les  wi th  whee l s .   Walk ing  usua l ly

cons i s t s  o f  “n ipp ing”  in to  the  shop ,  s topp ing  to  co l lec t  the  pos t  and

“popp ing”  in  t o  v i s i t  a  f r i end .   A  ca r ,  bus ,  t ax i ,  b i cyc l e  o r  a  mo to rcyc le  i s

t he  means  o f  cove r ing  d i s t ance .   

However ,  fo r  some  peop le  mov ing  abou t  i s  l imi t ed  because  o f  age ,  f r a i l t y ,

loss  o f  l imbs  and  pa ra lys i s  o f  l imbs .   Walk ing ,  runn ing  and  s t and ing  may  be

l imi ted  or  imposs ib le .   Napol i tano  (1996:30) ,  makes  the  poin t  tha t  the

s o l u t i o n  s e e m s  e a s y  b e c a u s e  s o c i e t y  n e e d s  o n l y  t o  d e s i g n  a n d  b u i l d  a  w a y

out  o f  mobi l i ty  r es t r i c t iveness .   Napo l i t ano  (1996 :30)  uses  a  woman’s

l i be ra t i on  ph ra se  and  wr i t e s ,  “To  bo r row a  ph ra se  f rom the  Woman’s

Libera t ion  Movement ,  a t  l a s t  we  can  see  tha t  b io logy  i s  no t  des t iny .”   Th is

means  tha t  r emoving  env i ronmen ta l  ba r r i e r s  i s  t he  answer .
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Despi te  th i s  s imple  so lu t ion  to  mobi l i ty  res t r ic t ions ,  publ ic  t ranspor t  i s

des igned  as  though  peop le  who  a re  mobi l i ty  d i sab led  shou ld  no t  t r ave l  in

pub l i c .   The  mind- se t  o f  t he  pub l i c  r ema ins  embedded  in  t he  be l i e f  t ha t

m o b i l i t y  i m p a i r m e n t  l e a d s  t o  i m m o b i l i s a t i o n  ( N a p o l i t a n o  1 9 9 6 : 3 1 ) .

Accord ing ly ,  whee lcha i r s  and  wa lk ing  a ids  p roduce  the i r  own  p rob lems ,

s ince  pub l i c  t r anspor t  i s  no t  made  to  accommoda te  wa lk ing  a ids  and

w h e e l c h a i r s .  

Napo l i t ano  (1996 :31)  po in t s  ou t  tha t  ba r r i e r s  a re  no t  on ly  a  t r anspor t

p rob lem,  because  veh ic l e s  w i th  whee l s  a r e  on ly  a  pa r t  o f  wha t  mob i l i t y  i s

abou t .   Access  t o  f ac i l i t i e s  i s  a  p rob lem.   A  moto r  veh ic l e  may  ge t  one  f rom

one bui ld ing to  another ,  but  cannot  get  the  individual  about  the  bui ld ing.

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

a re  mob i l i t y  d i s ab l ed .   A  r amp  may  g ive  ea sy  acces s  t o  a  bu i ld ing  wh i l e  a

s ta i rway  makes  i t  inaccess ib le  fo r  these  people .   Uphi l l  en t r i es  o r  mul t ip le

r amps  make  t r ave l  ex t r eme ly  d i f f i cu l t  f o r  peop le  who  a re  u s ing  a  manua l

whee l cha i r .   

Napol i tano  (1996:31)  holds  tha t  removing  bar r ie rs  for  people  wi th  mobi l i ty

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

a r c h i t e c t u r a l  s t r u c t u r e s  a n d  e f f e c t i v e  m e c h a n i c a l  a i d s  l i k e  w h e e l c h a i r s ,

c r u t c h e s  a n d  w a l k i n g  f r a m e s .   H o w e v e r ,  t h e  a b o v e  a u t h o r  m a i n t a i n s  t h a t

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

p rob lems .   The  f ac t  t ha t  a  r amp  has  been  bu i l t  does  no t  mean  tha t  ba r r i e r s

h a v e  b e e n  r e m o v e d .   I f  a  r a m p  h a s  a  h e a v y  d o o r  t o  o p e n  a t  t h e  e n d  o f  i t  t o

ge t  i n to  the  bu i ld ing  the  p rob lem fo r  the  pe r son  who  i s  d i sab led  canno t  be

perce ived  as  be ing  so lved  by  the  ramp.   Ent ry  in to  the  bu i ld ing  i s  s t i l l

b locked  by  the  heavy  door  fo r  t he  pe r son  who  i s  d i sadvan taged  in  mob i l i t y .

Desp i t e  r emoving  ma te r i a l  s t ruc tu ra l  ba r r i e r s ,  t he  pe r son  who  i s  mobi l i ty

impai red  may not  f ind  cer ta in  fac i l i t i es  ava i lab le  to  them.

However ,  i nadequa te  managemen t  o f  r e s t ruc tu r ing  ba r r i e r s  i s  a l so  a
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prob lem.   Remov ing  ba r r i e r s  a l so  means  adequa te  managemen t  o f  t he

ba r r i e r s  o r  access ib i l i t y  (Kaufman-Scarborough  2001 :434) .   A  ramp,  fo r

example ,  t o  a  bu i ld ing ,  w i th  au toma t i c  doo r s  a t  t he  en t r ance  a r e  g rea t  s t eps

to  r emov ing  ba r r i e r s ,  bu t  i f  a  whee l cha i r  u se r ’ s  t o i l e t  i s  kep t  l ocked  and

pe r sonne l  mus t  be  hounded  down  in  o rde r  t o  acces s  t he  t o i l e t ,  i t  de f ea t s  t he

purpose  of  access ib i l i ty  to  the  bui ld ing .   

Ano the r  p rob lem i s  t ha t  ae s the t i c s  i n  c r ea t ing  an  env i ronmen t  become  a

pr io r i ty  when  p lann ing  a rch i tec tu ra l  s t ruc tures .   Napol i t ano  (1996:33)

main ta ins  tha t  conse rva t ion i s t s  and  d i sab led  ac t iv i s t s  have  spen t  enough

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

tha t  s t ruc tu re s  t o  enab le  mob i l i t y  need  no t  ru in  t he  ae s the t i c s  o f  t he

env i ronmen t  o r  a r ch i t e c tu r e .   Aes the t i c s  i n  c r ea t i ng  an  env i ronmen t  t ha t  i s

access ib le  to  mobi l i ty  impa i red  peop le  i s  apprec ia ted  by  these  peop le  as

much  a s  any  env i ronmen ta l  beau ty  o r  a r t  i s  app rec i a t ed  by  peop le  who  a re

no t  d i sab led  (Napo l i t ano  1996 :34) .   No twi ths t and ing  th i s ,  when  aes the t i c s

a re  g iven  p r io r i ty  over  making  the  env i ronment  access ib le  to  a l l ,  i t  sends

messages  o f  non-accep tance  o r  non-be long ing .   Napo l i t ano  (1996 :35)

w r i t e s :

M o b i l i t y  i m p a i r e d  p e o p l e  w a n t  t o  g e t  e v e r y w h e r e ;  w i t h  t h e

t e c h n o l o g y  a n d  d e s i g n  k n o w - h o w  a t  t h e  c o m m a n d  o f  t w e n t i e t h -

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

n o t  b e c o m e  a  r e a l i t y .   B u t  b e i n g  a b l e  t o  u s e  t h e  e n v i r o n m e n t  i s

a b o u t  m o r e  t h a n  b e i n g  a b l e  t o  ‘ g e t  a b o u t ’ .   A t  a  d e e p e r  l e v e l  i t  i s

a b o u t  a  s e n s e  o f  b e l o n g i n g .

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

d isadvantaged  to  par t ic ipa te  wi th  d ign i ty  and  pr ide ,  be longing  wi l l  cont inue

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

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

Env i ronmen ta l  ba r r i e r s  a r e  d i s cus sed  i n  de t a i l  i n  t he  s ec t i on  on  t he  soc i a l
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mode l .   However ,  t he  e n v i r o n m e n t a l  b a r r i e r s  m a y  c a u s e  e m o t i o n a l  d i s t r e s s

for  people  who are  d isadvantaged  in  mobi l i ty .

Lack  o f  env i ronmen ta l  suppo r t  may  expose  t he  pe r son  t o  unneces sa ry

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

person  f rom en joy ing  be long ing  and  be ing  wan ted .   K a u f m a n - S c a r b o r o u g h

(2001:446)  mainta ins  that  mobi l i ty  impairment  a f f ec t s  how a  pe r son  i s

va lued  a s  a  human  be ing .   A  r e sea rch  p ro j ec t  o f  one  g roup  o f  s t uden t

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

d i s ab l ed  was  s t ud i ed  i n  t he  consumer  marke t .   The  s t uden t  r e sea r che r s  who

were  d i sab led  repor ted  inc iden t s  o f  be ing  depersona l i sed .   Bo th  g roups

expe r i enced  r e t a i l  pe r sonne l  add re s s ing  t hose  accompany ing  t hem in s t ead

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

format ion  o f  iden t i ty  (Kaufman-Scarborough  2001 :454) .   At t i tudes  and

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

on  how peop le  who  a re  mob i l i t y  d i s advan taged  expe r i ence  accep tance  and

a  sense  o f  be longing .

P ro fe s so r  Zo la  (1982) ,  f o r  i n s t ance ,  who  i s  mob i l i t y  d i s ab l ed  because  o f

po l io ,  was  conduc t ing  a  r e sea rch  p ro jec t  wi th  peop le  who  were  mobi l i ty

d i sadvan taged  l iv ing  in  a  p lace  ca l l ed  the  Vi l l age .   Zo la  (1982 :221)

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

was  a la rmed  to  f ind  tha t  he  was  immedia te ly  iden t i f i ed  as  a  typ ica l  Vi l l ager .

H e  w r i t e s  t h a t  s u c h  e x p e r i e n c e s  “ c o n c r e t i z e d  a  t r u t h  c o n v e y e d  b y  t h e

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

of  me.”   They impl ied  tha t  a l l  handicapped people  look a l ike  (Zola

1982:199) .   

I t  imp l i e s  tha t  r ecogn i s ing  no  d i f f e rence  be tween  peop le  who  a re  mob i l i t y

impa i red  can  r e l ega te  them to  in s ign i f i cance  and  non-pe r sonhood .   Of t en

people  who are  mobi l i ty  d isabled  t ry  to  “ f i t  in”  in to  soc ie ty  by  t ry ing  to

p lease  o the r s  and  concen t ra t e  on  do ing  th ings  the  way  o the r  peop le  th ink
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t h e y  s h o u l d .   Z o l a  ( 1 9 8 2 : 2 2 6 )  s p e a k s  a b o u t  h o w  o f t e n  h e  m a d e  h i m s e l f  d o

th ings  t ha t  were  des t ruc t ive  t o  h i s  body .   He  fo rced  h imse l f  t o  do  i t  because

he  fe l t  gui l ty  about  not  doing  something  tha t  he  could  do ,  but  should  not  do

because  o f  the  r i sk  o f  fu r the r ing  l imi ta t ions  o f  h i s  body .  He  d id  i t  b e c a u s e

o f  wha t  o the r s  t hough t .   A f t e r  do ing  t he  t a sk ,  h i s  body  su f f e r ed .   Zo l a

(1982:  226)  wr i tes ,  “But  more  d isquie t ing  was  how tenuous  I  fe l t  my ident i ty

was  in  the  eyes  o f  o the r s” .   The  e f fec t s  o f  d i sab i l i ty  wi l l  be  desc r ibed  in

de ta i l  when  d i scuss ing  the  nex t  sec t ion .

I n  t h e  n e x t  s e c t i o n  m o d e l s  c o n s t r u c t e d  o v e r  t h e  p a s t  t w e n t y  y e a r s  a b o u t

d i sab i l i t y ,  a r e  d i scussed .   A  mode l  r ep re sen t s  a  pa r t  o f  a  who le .   A l l  t he

i s sues  concern ing  d i sab i l i ty  a re  complex ,  bu t  each  mode l  r e f l ec t s  on ly  a

par t  o f  tha t  complex i ty  (Wi l son  2003 :19) .   The  dominan t  mode l s  iden t i f i ed

to  be  d i scussed  in  th i s  s tudy  a re  the  medica l  mode l  and  the  soc ia l  mode l .

The  r eason  fo r  t he  focus  on  these  two  mode l s  i s  t ha t  bo th  have  a  ma jo r

in f luence  on  any  o ther  model  o f  d i sab i l i ty  in  tha t  o ther  models  base  the i r

percep t ion  of  d i sab i l i ty  on  e i ther  the  b iomedica l  o r  soc ia l  model .   An

accoun t  wi l l  be  g iven  o f  each  mode l  o f  d i sab i l i ty  to  show the  d i f fe ren t  ways

in  which  d isab i l i ty  i s  conceptua l i sed  by  people  who are  not  d i sab led  and

peop le  who  a re  d i sab led .   

3 . 4   T H E  B I O M E D I C A L  M O D E L

A br i e f  h i s to ry  abou t  how the  no t ion  o f  d i s ab i l i t y  came  to  be  s een  a s  a

med ica l  p rob lem i s  d i scussed .   Nex t ,  a  d i scuss ion  fo l lows  on  t h e  i s s u e s  t h a t

resu l ted  f rom the  in t roduc t ion  of  the  b iomedica l  model  o f  d i sab i l i ty  t aken

f r o m  d i f f e r e n t  l i t e r a t u r e  a c c o u n t s  ( B a r n e s  1 9 9 6 ;  B a r n e s  1 9 9 4 ;  D r i e d g e r

1996;  E ies land  1994a ;  F inke l s te in  1993;  Ol ive r  1993;  Pr ies t l ey  1999;

Rol land 1989;  Wilson 2003) .

In  Amer ica  the  f i r s t  f ede ra l  l eg i s l a t ion  to  addres s  d i sab i l i t y  was  p rompted
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by  the  number  o f  wa r  ve t e r ans  who  r e tu rned  home  d i s ab l ed  i n  1918 .

Desp i t e  such  l eg i s l a t i on  a s  t he  Smi th -Sea r s  Ve te ran  Rehab i l i t a t i on  Ac t  o f

1918  wi th  the  in t en t ion  to  a s s i s t  ve t e rans  who  were  d i sab led ,  i ne f f i c i enc ie s

preva i led .   To  add  to  the  d i l emma,  E ies land  (1994a :50-51)  po in t s  ou t  tha t  in

the  yea r s  o f  t he  “baby  boom” ,  a longs ide  b i r th  de fo rmi t i e s  because  o f  the

drug  tha l idomide  and  the  pol io  ep idemic ,  the  popula t ion  of  ch i ldren  wi th

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

and  responses  to  d i sab i l i ty ,  bu t  the  response  was  to  desc r ibe  d i sab i l i ty  f rom

a  rehab i l i t a t i on  and  hea l th -ca re  pe r spec t ive .

T h e r e  w e r e  t w o  t r e n d s  i n  r e h a b i l i t a t i o n  m o d e s .   T h e  o n e  w a s  t h e  a i m  o f

rehabi l i t a t ing  for  employment  and  ge t t ing  the  person  b a c k  t o  w o r k  a n d  t o

the  bes t  poss ib le  independence .   The  o the r  mode  was  med ica l  r ehab i l i t a t ion

of  peop le  who  were  d i sab led .   F inke l s te in  (1993 :11-12)  makes  the  po in t  tha t

the re  was  a  p rob lem wi th  rehab i l i t a t ion  fo r  employment  because  o f  the

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

manufac tu r ing  ope ra t ions  began  to  domina te  the  soc ia l  e ra ,  wh ich  r e su l t ed

in  people  l iv ing wi th  d isabi l i t ies  be ing marginal i sed  f rom employment  and

product ive  l i fe  (Ol iver  1993a:51-52) .  

E ies land  (1994a :53)  a l so  no tes  tha t ,  desp i te  the  a ims  of  rehab i l i t a t ing  fo r

employment ,  no  so lu t ion  to  the  p rob lem of  employment  was  reached  because

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

of  employment .   I t  even tua l ly  l ed  to  in te rp re t ing  d i sab i l i ty  in  medica l  t e rms

because  peop l e  who  were  d i s ab l ed  we re  i n t e rp r e t ed  a s  be ing  unemployab l e

and  equa l  to  the  res t  o f  the  unemployed  (E ies land  1994a :53 ,  F inke l s te in

1993:11) .

I t  r e su l t ed  in  the  r ehab i l i t a t ion  mode l  convey ing  d i sab i l i ty  ma in ly  a s  a

medica l  p rob lem dependen t  on  medica l  d iagnos i s  and  t r ea tment  (Dr iedger

1996:11;  Eies land  1994a:54;  F inkels te in  1993:12-13) .   I t  meant  tha t  the

med ica l  and  pa ramed ica l  s e rv i ce s  o f  c a r e  domina t ed  when  i t  c ame  to
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a t t e n d i n g  t o  t h e  n e e d s  o f  p e o p l e  w h o  w e r e  d i s a b l e d .   W e l f a r e  s u p p o r t  a n d

medica l  board ing  accord ing  to  the  c lass i f ica t ion  of  d i sab i l i ty  dec ided  the i r

abi l i ty  to  remain  employed or  not .   

Th i s  b r ings  u s  t o  t he  ma in  i s sues  t ha t  cha rac t e r i s e  t he  b iomed ica l  mode l  o f

d i s ab i l i t y .   I  w i l l  f i r s t  d i s cus s  t he  med i ca l ,  h ea l t h  and  we l f a r e  s e rv i ce s  and

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

The  e f f ec t  t ha t  power  p l ays  on  the  no t ion  o f  dependence  and  the

consequences  t ha t  t he  b iomed ica l  mode l  ac t iva t e s  a r e  d i scussed .  The

d i scuss ion  i s  i n  r e l a t ion  to  the  d imens ion  o f  t he  power  to  i n f luence  the

publ ic  and  those  who are  d isabled  .

3 . 4 . 1   C h a r a c t e r i s t i c s  o f  t h e  b i o m e d i c a l  m o d e l

The  b iomedica l  approach  to  d i sab i l i ty  r e su l t ed  in  ce r t a in  se t  cha rac te r i s t i c s

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

dys func t iona l  and  cu rab le  ve r sus  incu rab le .   The  cha rac t e r i s t i c s  t ook  shape

because  t he  b iomed ica l  mode l  p roponen t s  ba sed  t he i r  knowledge  abou t

disabi l i ty  on  pa thologica l  cons idera t ions .

T h e r e  a r e  m a n y  p o i n t s  t o  b e  m a d e  w h e n  d i s c u s s i n g  t h e  n o t i o n  o f  p o w e r  a n d

dependence  in  re la t ion  to  the  b iomedica l  mode l  about  d i sab i l i ty .   I  wi l l ,

howeve r ,  f ocus  on  th ree  po in t s  t ha t  I  wan t  t o  make .

1 )   T h e  e x p e c t a t i o n s  a t t a c h e d  t o  t h e  i d e a  o f  i n c u r a b l e  v e r s u s  c u r a b l e  a n d

how the  b iomedica l  mode l  in te rp re t s  incurab le .   The  po in t  to  be  made  i s  tha t

th i s  t e rm i s  a s soc ia ted  wi th  the  sh i f t ing  o f  pe r sons  who  a re  d i sab led  in to  a

ro l e  o f  dependence .

2 )   H o w  t h e  b i o m e d i c a l  m o d e l  i n f l u e n c e s  s e r v i c e s  o f  c a r e  a n d  b u r e a u c r a c y

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

t h a t  s e r v i c e s  o f  c a r e  a r e  o f t e n  a s s o c i a t e d  w i t h  p o w e r - w i e l d i n g  a c t i o n s  a n d
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a re  in f luen t i a l  in  c rea t ing  dependence .

3 )  The  b iomedica l  model ’ s   in f luence  on  ways  of  marg ina l i s ing  people  who

are  d i sab led  and  i t s  impac t on  the  way  pub l i c  pe rcep t ions  abou t  d i f f e rence

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

int imidat ing and inval idat ing.

The  way  in  which  I  wi l l  d i scuss  the  above  th ree  po in t s ,  i s  to  cons ider  the

f o c u s  o f  e a c h  a n d  t o  s u b s t a n t i a t e  t h i s  f r o m  a u t h o r s  s u c h as  Atk in  and

Hussa in  (2003) ;  F inke l s te in  (1993) ;  F rench  (1993) ;  Ol ive r  (1993) ;  P r ies t l ey

(1999) ;  Riddel l  and  Watson (2003) ;  Shapi ro  (1999) ;  Wilson  (2003 and Zola

( 1 9 8 2 ) .   A  d i s c u s s i o n  w i l l  b e  e n t e r e d  i n t o  t h a t  c o n s i d e r s  t h e  w e a k n e s s e s

and  s t r eng ths  o f  the  b iomedica l  mode l .   I  wi l l  a l so  d i scuss  i t  i n  r e la t ion  to

the  new c l a s s i f i ca t ions  o f  d i sab i l i t y  by  the  ICF  in  a f f i l i a t i on  wi th  the  WHO

(2001) .

3 . 4 . 1 . 1   T h e  c o n t r o l  a n d  i n f l u e n c e  o f  t h e  h e a l t h - c a r e  i n s t i t u t i o n

Unfor tuna te ly  a t t empts  to  manage  d i sab i l i ty  med ica l ly  means  tha t  the  focus

i s  on  phys i ca l  func t iona l i t y  and  the  pe r son  i s  encouraged  to  be  a s  no rma l  a s

poss ib le  th rough  rehab i l i t a t ion .   However ,  in  o rde r  to  r ehab i l i t a t e  peop le

who  a re  d i sab led ,  c l ass i fy ing  d i sab i l i ty  so  as  to  enab le  in te rp re ta t ion  o f

d isab i l i t i es  in  medica l  t e rms  was  the  pr imary  concern  (F inke ls te in  1993:13) .

Desp i t e  t he  a im  to  r ehab i l i t a t e  peop l e  who  a r e  d i s ab l ed  fo r  i ndependence ,

i t  back f i r ed ,  because  t he  hea l t h - ca re  s e rv i ce s  i nc rea s ing ly  de t e rmined  how

di sab i l i t y  was  t o  be  i n t e rp re t ed  and  pe rce ived .   Hea l th - ca re  p ro fe s s iona l s

took  the  r o l e  o f  m a n a g e r s  o f  c a r e ,  wh ich  even tua l ly  p resen ted  the  p rob lem

o f  p o w e r  a b u s e .

F inke l s t e in  (1993 :13) ,  the re fo re ,  po in t s  ou t  tha t  i t  was  no t  long  be fo re
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d i f f e r e n t  a g e n c i e s  o f  c a r e - g i v e r s  c l a s s i f i e d  p e o p l e  w i t h  d i s a b i l i t i e s

accord ing  to  the  b iomedica l  d i agnos t i c  ca tegor i e s .   Phys io the rap i s t s ,

occupa t iona l  t he rap i s t s  and  psycho log i s t s ,  fo r  example ,  employed  the

medica l  in t e rp re ta t ion  o f  d i sab i l i ty  in  the i r  management  o f  d i sab i l i ty .  I t

m e a n s  t h a t  t h e  n e e d  f o r  d i a g n o s i s ,  a ided by c lass i fy ing disabi l i ty  and the

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

ga t ekeepe r s  o f  d i s ab i l i t y  (F inke l s t e in  1993 :15 ;  O’Day ,  Dau ta l  & S c h e e r

2002:42) .

Accord ing ly  a  d i s t inc t ion  was  made  be tween  impa i rment ,  d i sab i l i ty  and

hand icap ,  bu t  t he se  t e rms  were  desc r ibed  acco rd ing  to  pa tho logy  tha t  f i t t ed

in to  the  b i o m e d i c a l  c l a s s i f i c a t i o n  s y s t e m  o f  d isabi l i ty .   Impai rment

r e fe r r ed  to  t he  l ack  o f  a l l  o r  p a r t  o f  a  b o d y  o r  h a v i n g  a  d e f e c t i v e  b o d y  p a r t .

Disab i l i ty  mean t  the  loss  o r  r educ t ion  o f  a  func t iona l  ab i l i ty .   Handicap  was

the  r e s t r i c t ion  o f  ac t iv i ty  tha t  was  caused  by  d i sab i l i ty  (Ol ive r  1993b :62) .

Cr isp  (2000:355)  poin ts  out  tha t  the  emphas is  remains  on  bodi ly  dysfunct ion

that  is  explained pathological ly  and is  individual is ing.

In  c r i t i c i sm of  the  b iomedica l  mode l ,  Ol ive r  (1993b :61)  sugges t s  tha t  the

WHO’s  desc r ip t ion  o f  d i sab i l i ty  was  no t  wide ly  accep ted  because  the  ma jo r

c r i t i c i sm i s  tha t  i t  has  been  based  on  ab le -bod ied  percep t ions  o f  d i sab i l i ty ,

which  a re  no t  agreeab le  to  the  persona l  rea l i t i e s  o f  l iv ing  wi th  d i sab i l i ty .

I t  means  tha t  d i sab i l i ty  i s  o b j e c t i v i s e d  a s  some th ing  to  be  managed ,  bu t  i t

l eaves  the  ind iv idua l  t i ed  to  the  hea l th -ca re  in s t i t u t ion ,  because  body

dys func t ion  i s  o f  t he  med ica l  doma in .   Of  cou r se  t he re  i s  no  way  in  wh ich

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

hea l th -ca re  ins t i tu t ion .   I  say  th i s  fo r  a  number  o f  r easons .   Al though  peop le

who  a r e  d i s ab l ed  a r e  u sua l l y  hea l t hy  desp i t e  hav ing  t o  u se  mechan ica l  a id s

t o  g e t  a b o u t ,  t h e r e  a r e  t i m e s  w h e n  t h e y  d o  n e e d  m e d i c a l  c a r e .   T h e r e  i s

usua l ly  con tac t  w i th  the  hea l th -ca re  in s t i tu t ion  fo r  fo l low-up  p rocedures ,

fo r  p rog re s s  checks  and  r eco rds .   Howeve r ,  t he r e  may  a l so  be  pe r iods  o f

c a r e  n e e d s  b e c a u s e  o f  i s s u e s  r e l a t e d  t o  d i s a b i l i t y ,  s u c h  a s  b e d s o r e s ,  c h e s t
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i n f ec t i ons  and  u r ina ry  t r ac t  i n f ec t i on .   I t  means  t ha t  t he i r  needs  fo r  hea l t h -

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

( O ’ D a y ,  D a u t e l &  Scheer  2002 :42) .   

Consequen t ly ,  the  ob jec t iv i s ing  o f  d i sab i l i ty  tha t  the  hea l th -ca re  ins t i tu t ion

exe rc i se s  i n  ca re  managemen t  o f  d i sab i l i t y  can  be  a  s o u r c e  o f  o p p r e s s i o n

t o  peop le  who  a re  mob i l i t y  d i sadvan taged .   Young  (1990 :129) ,  when

d i scuss ing  oppres s ion  in  r e l a t i on  to  peop le  who  a re  cons ide red  d i f f e r en t ,

a d d r e s s e s  t h e  s h i f t  t h a t  t a k e s  p l a c e  b e t w e e n  n o r m a l  a n d  abnormal ,  wh ich

becomes  l inked  to  the  idea  o f  good  and  bad ;  in  o the r  words  n o r m a l  i s  good

and  a b n o r m a l  i s  bad .   The  r e l evance  o f  wha t  Young  (1990 :129 )  s ays  i s  t ha t

these  conno ta t ions  become l inked  to  fo rming  and  desc r ib ing  pe rcep t ions

abou t  d i sab i l i ty .   Also ,  abnormal  has  become assoc ia ted  wi th  dev iance  and

to  be  d i sab led  i s  to  be  desc r ibed  as  dev ian t  f rom wha t  i s  cons ide red  normal .

Thus ,  t he  b iomed ica l  mode l  paved  t he  way  fo r  a  mind - se t  o f  soc i a l  va lue s

to  be  co l l ec t i ve ly  accep ted  on  wha t  i s  cons ide red  no rma l .   The  b iomed ica l

mode l ,  t he re fo re ,  goes  a  l ong  way  in  p romot ing  conno ta t ions  tha t  gu ide

percept ions  about  d isabi l i ty .

I t  m e a n s  t h a t  t h e  e m p h a s i s  t h a t  m e d i c a l  s c i e n c e  h a s  p l aced  on  t he  t e rm

“c u r a b l e ”  has  l a rge ly  r e su l t ed  in  accep tance  o f  i t  a s  no rma l  va lue  for

soc i e ty .   Med ica l  advances  have  been  such ,  t ha t  t hey  have  g iven  p r io r i t y

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

ing ra ined  pe rcep t ions  o f  success  l i nked  to  the  t e rm “curab le” .   On  the  one

hand ,  advance  and  success  have  g iven  c red ib i l i t y  to  the  med ica l  p ro fess ion ,

whi le  on  the  o the r ,  t ha t  which  i s  pe rce ived  as  “ i n c u r a b l e ”  i s  usua l ly

under s tood  a s  f a i lu re .   

D e s p i t e  m e d i c a l  a d v a n c e s ,  t h e r e  a r e  d i s e a s e s  a n d  c o n d i t i o n s  t h a t  a r e

incurab le  and ,  t he re fo re ,  t he  on ly  th ing  to  do  has  been  to  r e l ega te  the

“incurab le”  to  the  a rena  o f  ca re -g iv ing .   The  end  re su l t  i s  t ha t  any th ing

permanent ly  th rea ten ing  bodi ly  hea l th  i s  cons idered  “ incurab le”  and  th i s  has
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r e l e g a t e d  d i s a b l e d  i n d i v i d u a l s  t o  c a r e  m a n a g e m e n t  b y  t h e  h e a l t h - c a r e  a n d

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

paramedica l  p rofess ions  (Durand  1994:7-8 ;  F ich te r  1981:34-36;  F inke ls te in

1993:15;  Shapiro  1999:91) .   

I t  i s  i ron ic  t ha t  i t  was  p robab ly  the  p reoccupa t ion  wi th  ca re  managemen t

tha t  inc reased  the  idea  o f  d i sab i l i ty  a s  a  p e r s o n a l  t r a g e d y .   I t  r e i n f o r c e d

the  a s soc i a t i on  be tween  d i sab i l i t y  and  t r agedy  tha t  was  pe r sona l  because

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

o rgan i se  who  shou ld  g ive  ca re ,  wha t  ca re  was  to  be  g iven  and  a t  whom the

ca re  was  t a rge t ed  and  how the  ind iv idua l  shou ld  be  ca red  fo r .   I n  o the r

words ,  d i s ab i l i t y  was  pe rce ived  a s  a  pe r sona l  t r agedy  tha t  had  occu r r ed

because  i t  had  caused  a  phys i ca l  ma l func t ion  i n  t he  i nd iv idua l  t ha t  r e su l t ed

in  dependence  (Finkels te in  1993:13,  Ol iver  1993b:61-62) .   

I t  appears  tha t  l i t t l e  a t t en t ion  was  pa id  to  c r i t i ca l ly  exp lo r ing  o the r  causes

of  dependence .   I t  i s  a lmos t  r id icu lous  to  th ink  tha t  the  b iomedica l  mode l

w a s  n o t  m o r e  o p e n  t o  c r i t i c a l l y  e x a m i n i n g  i t s  o w n  c a r e  m a n a g e m e n t  o f

d i sab i l i ty  wi th  the  ou tcome of  dependence .   The  end  resu l t  was  tha t  l i t t l e

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

wi th  d isabi l i ty .   Eies land (1994a:53)  poin ts  out  tha t  medica l  rehabi l i ta t ion

i s  o f  t he  u tmos t  impor t ance  fo r  peop l e  who  a r e  d i s ab l ed ,  bu t  i t s  weaknes s

i s  tha t  i t  does  no t  address  the  soc ia l  a spec t s  o f  d i sab i l i ty .

The  po in t  t ha t  I  wan t  t o  make  a t  th i s  s t age  o f  the  d i scuss ion ,  i s  the

percep t ion  o f  d i sab i l i ty  a s  a  pe r sona l  t r agedy  fac i l i t a t ing  dependence

ins t ead  o f  i n d e p e n d e n c e .   I ron ica l ly ,  making  the  person  l iv ing  wi th  a

d i sab i l i ty  independen t  was  the  o r ig ina l  a im of  the  b iomedica l  sc iences .

However ,  t he  s e t t i ng  up  o f  t he  pe r sona l  t r agedy  image  na tu ra l ly  l ed  to  t he

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

Thus ,  vo lun ta ry  o rgan isa t ions  s t i l l  r e in force  char i ty  and  dependency .
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Shap i ro  (1999 :133)  r e fe r s  to  the  pe rcep t ion  o f  the  d i sab led  pe r son  por t r ayed

a s  a  “c h a r i t y  c a s e ”  w h e n  a d v e r t i s e m e n t s  f o r  c h a r i t y  c a m p a i g n s  d i s p l a y

d isab led  ch i ld ren  as  he lp less  and  pa the t i c  to  encourage  dona t ions  to  the i r

cause .   He  d raws  a t t en t ion  to  t he  f ac t  t ha t ,  de sp i t e  t he  campa ign  be ing  fo r

adu l t s  who  a re  d i sab led ,  p i t i fu l  po r t r aya l s  o f  ch i ld ren  a re  o f t en  used  to

manipu la te  the  pub l ic .   Unfor tuna te ly  the  ac t iv i t i e s  o f  char i ty  o rgan i sa t ions

can  submi t  peop le  who  a re  d i sab led  to  be ing  pass ive  rec ip ien t s  o f  char i ty

( O l i v e r  1 9 9 3 a : 5 6 ) .   W a t s o n  ( 2 0 0 3 : 4 4 )  r e f e r s  t o  a n  a c c o u n t  g i v e n  b y  a

pa r t i c ipan t  du r ing  a  semi - s t ruc tu red  in t e rv i ew in  a  s tudy  o f  d i sab i l i t y .   The

pe r son  desc r ibed  wa i t ing  fo r  a  t ax i  wh i l e  t ou r i s t s  f i l ed  pas t  and  s l ipped

money  in to  h i s  ha t ,  wh ich  was  on  h i s  l ap .   Desp i t e  h i s  ob jec t ions  tha t  he  d id

no t  wan t  t he i r  money  they  con t inued  to  p re s s  h im to  t ake  the  money .   He

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

Another  s ide  to  the  “ c h a r i t y  i m a g e ”  i s  t h a t  a n y  k i n d  o f  a c t i o n s  o f  c a r e  a r e

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

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

which  the  ind iv idua l  shou ld  be  g ra te fu l .   Zo la  (1982 :221)  expresses  tha t

c h a r i t a b l e  a s s i s t a n c e  c r e a t e s  t h e  e x p e c t a n c y  t h a t  p e o p l e  w h o  a r e  d i s a b l e d

mus t  be  pa s s ive  r ec ip i en t s .   Any  r e fu sa l  o r  show o f  emba r r a s smen t  i s

pe rce ived  a s  in su f f i c i en t  g ra t e fu lness ,  ye t  t he  au tho r s  o f  such  pe rcep t ions

ignore  the  humi l ia t ing  and  inva l ida t ing  a f fec t  i t  has  on  the  ind iv idua l  who i s

d i sab led .   Zola  (1982:221)  wr i tes  about  th i s :

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

a n d  o v e r w o r k e d ,  a n d ,  b e s i d e s ,  ‘ W e r e n ’ t  w e  g r a t e f u l ? ’   T h i s

g r a t i t u d e  h a s  b e e n  o u r  c u r s e .

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

p ro fe s s ion ’ s  p reoccupa t ion  wi th  ca re  fo r  t he  incu rab le ,  i s  t ha t  i t  some t imes

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

t h a t  a s s u m e s  t h a t  a l l  p e o p l e  w h o  a r e  d i s a b l e d  a r e  s i c k .   A s s u m p t i o n s  a b o u t
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d i sab i l i t y  based  on  a  d i s to r t ed  image  o f  i ncu rab le  d i s ease ,  c r ea t e  t he

impress ion  o f  be ing  abnormal ,  dys func t iona l  and  non-produc t ive .  Peop le

who  a re  d i s ab l ed  a r e  au toma t i ca l l y  a s sumed  to  be  s i ck .   Fo r  example ,  a

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

reason  fo r  us ing  the  whee lcha i r  has  no th ing  to  do  wi th  be ing  s ick .   Shap i ro

(1999:88)  ap t ly  po in ts  ou t  tha t  desp i te  a  parap leg ic  be ing  rad ian t ly  hea l thy

h e  o r  s h e  i s  a s s u m e d  t o  b e  s i c k l y  b e c a u s e  d i s a b i l i t y  i s  u s u a l l y  s e e n  a s  a

hea l th - re la ted  p rob lem.

Dorothee  Wilhe lm (1994:106) ,  for  example ,  t e l l s  o f  fee l ing  dehumanised  and

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

p i t i ed .   When  she  r e t a l i a t ed  by  r e f e r r i ng  t o  he r  s t a t e  o f  we l l -be ing ,  t he

re sponse  f rom the  doc to r  was  tha t  she  dea l t  admi rab ly  wi th  he r  d i sab i l i t y .

She  rep l ied  tha t  he  could  no t  assume to  know how she  l ived .   Wi lhe lm

(1994:106)  wr i tes :

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

i d e n t i f i e d  o n l y  b y  m y  h o s p i t a l  p a p e r s .   I  w a s  m a d e  a  t h i n g  o n c e

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

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

w h a t  i t  m u s t  b e  l i k e  t o  b e  l i k e  m e .

The  doc to r  i n  Wi lhe lm’s  s t o ry  a s sumed  t ha t  because  she  was  d i s ab l ed  she

was  a  p i t i fu l ly  s i ck  pe r son .   When  she  ma in ta ined  tha t  she  was  hea l thy ,  he

a s s u m e d  h e r  s p u n k y  r e p l y  w a s  a n  a d m i r a b l e  w a y  o f  h a n d l i n g  h e r

dysfunct ional  body.

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

educa t iona l  sys t em.   O l ive r  (1993a :55 )  d i scussed  a  s tudy  tha t  was

unde r t aken  o f  a  sma l l  g roup  o f  young  s tuden t s  who  were  d i s ab l ed  and

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

b e  c o n d i t i o n e d  t o  accep t  be ing  r e l ega ted  a  s i ck  ro l e .   However ,  i t  i s  no t
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surpr i s ing  because  the  medica l  needs  o f  s tuden t s  l iv ing  wi th  d i sab i l i t i e s

t a k e  d o m i n a n c e  o v e r  e d u c a t i o n a l  n e e d s .   T h e  s c h e d u l e s  o f  t h e  h e a l t h - c a r e

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

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

to  th i s  p rob lem i s  tha t  the  in t rus ion  o f  the  med ica l  f i e ld  in to  the  educa t iona l

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

soc ia l i s ed  in to  accep t ing  d i sab i l i t y  a s  a  pe r sona l  t r agedy  tha t  had  happened

to  them.

In  wha t  ha s  been  d i s cus sed  t hus  f a r ,  we  have  t aken  in to  cons ide ra t i on  t ha t

the  no t ion  o f  incurab le ,  in  r e l a t ion  to  the  b iomedica l  mode l ,  o f t en  l eads  to

dependence ,  de sp i t e  t he  a im  be ing  t o  enab l e  i ndependence .   I t  was  a l so

d i scussed  tha t  conno ta t ions  a t t ached  to  the  pe rcep t ion  o f  incurab le

“snowba l l ed”  i n to  d i f f e r en t  consequences  fo r  peop le  who  a re  d i s ab l ed .

Th i s  i s  because  o f  a  p reoccupa t ion  wi th  t he  no t ion  o f  cu re  ve r sus  i ncu rab le

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

p o i n t s  t h a t  c r e a t e  d e p e n d e n c e  a r e  c o n s i d e r e d  n e x t .

3 . 4 . 1 . 2   S e r v i c e s  a n d  b u r e a u c r a c y

One  o f  t he  s t r eng th s  o f  t he  b iomed ica l  mode l  i s  t ha t  i r r e spec t i ve  o f  i t s

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

tha t  human  he lp  i s  needed ,  wh ich  i s  p rov ided  th rough  se rv ices  o f  ca re ,  bu t

h o w  t h e  s e r v i c e s  o f  c a r e  a r e  p r o v i d e d .   T h e  q u e s t i o n  t o  b e  a s k e d  i s :  h o w  t o

p rov ide  s e rv i ce s  o f  c a r e  t ha t  a r e  no t  domina t ed  by  one  mode l ’ s  m ind - se t  o f

d i sab i l i t y ;  how to  manage  ca re  i n  a  way  tha t  enab le s  s e l f - cho ice  and  a s

much  mutua l  r e spec t  and  coope ra t i on  a s  pos s ib l e  and  no t  a  one - s ided

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

the re  has  been  in tense  c r i t i c i sm of  the  b iomedica l  mode l ,  bu t  mutua l

coopera t ion  be tween  peop le  who  a re  mobi l i ty  d i sadvan taged  and  the  med ica l

ins t i tu t ion  has  no t  ye t  been  ach ieved  (Ol ive r  1993b :56-58 ;  O’Day ,  Dau te l

&  S c h e e r  2002:45;  Wilson 2003:19-20) .
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T h e  p r o b l e m  w i t h  m u t u a l  c o o p e r a t i o n  b e tween  hea l t hca re  and  peop l e  who

a re  d i s ab l ed  i s  t ha t  t he  hea l th - ca re  i n s t i t u t i on  i s  a  huge  e s t ab l i shmen t  t o

run .   Somet imes  the  o rgan isa t iona l  sk i l l s  can  become a  n igh tmare  o f  t ry ing

to  man ipu la te  opera t ion  fac i l i t i e s  be tween  emergency  in te rven t ion  and  the

usua l  co ld  ope ra t i on  ca se s .   T iming  becomes  a  v i t a l  f a c to r  t ha t  o f t en  does

no t  l eave  much  cho ice  fo r  the  med ica l  s t a f f ,  l e t  a lone  fo r  the  peop le

rece iv ing  the  med ica l  a t t en t ion .   Shor t age  o f  s t a f f  and  the  r a t io  o f  med ica l

s t a f f  t o  pa t i en t s  add  to  t he  d i l emma.   Organ i sa t iona l  f ac to r s  i n  t he  hea l th -

c a r e  ins t i tu t ion  a lso con t ro l  t ime  f ac to r s  and  ac t i v i t i e s  o f  med i ca l  and

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

lack  the reof  can  resu l t  in  the  s t reng th  o f  the  medica l  mode l  tu rn ing  in to  i t s

weaknesses  (Durand  1994 :8-9 ;  Tunks ,  Be l l s s imo & Roy 1990:33-34) .

Ol ive r  (1993a :55-56)  d raws  a t t en t ion  to  the  l ack  o f  mutua l  coopera t ion

b e t w e e n  m e d i c a l  n e e d s  a n d  e d u c a t i o n a l  n e e d s .   H e  p o i n t s  o u t ,  f o r  e x a m p l e ,

tha t  school  ch i ld ren  s t i l l  have  surgery  per fo rmed  dur ing  school  t ime .

Surge ry  i s  s chedu led  acco rd ing  to  the  hea l th -ca re  in s t i t u t ion ’ s  programme

wi th  l i t t l e  cons ide ra t ion  fo r  the  educa t iona l  p rogramme.   Thus ,  medica l  and

hea l thca re  tha t  cen t res  on ly  on  ind iv idua l i s t i c  ca re  p redomina tes  over  o the r

needs  o f  peop le  who  a re  mob i l i t y  d i sadvan taged .   I t  g ives  the  impress ion

tha t  t he  med ica l  i n s t i t u t ion  i s  supe r io r  t o  any  o the r  needs .    I n  a  s ense  i t

makes  the  ind iv idua l  dependen t  on  the  hea l th -ca re  ins t i tu t ion .  Res igna t ion

to  the  va r ious  fo rms  o f  management  o f  con t ro l  may  seem to  be  the  on ly

a l t e rna t ive  fo r  many  peop le .

Ol iver  (1993a :50-51)  r e fe r s  to  two  d imens ions  o f  the  t e rm “dependence” .

O n e  d i m e n s i o n  i s  t h e  w a y  i n  w h i c h  w e l f a r e  c a r e  h a s  s u b j e c t e d  s o m e

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

ment ioned  i s  the  inab i l i ty  of  ind iv idua ls  to  provide  care  for  themselves

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

se rv i ce s ,  t he r e fo re ,  l i e s  i n  t he  con t ro l  o f  dec id ing  how the se  s e rv i ce s  o f

ca re  w i l l  be  managed .   W i e l d i n g  o f  p o w e r  a n d  d e p e n d e n c e  go  hand in  hand
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i n  r e f l ec t ing  the  consequences  tha t  the  b iomedica l  mode l  has  fo r  pe rce iv ing

disabil i ty.

M o r r i s  ( 1 9 9 3 a : 2 2 )  s u g g e s t s  t h e  n e c e s s i t y  t o  r e d e f i n e  t h e  w o r d

“ independen t” .   Usua l ly ,  independence  i s  used  to  convey  be ing  se l f - re l i an t

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

“independence”  i s  o f t en  misunders tood  in  re la t ion  to  d i sab i l i ty ,  hea l th -ca re

ins t i tu t ions  p resume  con t ro l l ing  measures  o f  ca re  a re  needed .   Accord ing ly ,

Ol ive r  (1993a :54)  a rgues  tha t  t he re  a re  mul t ip l e  ways  in  wh ich  p ro fes s iona l

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

prob lem i s  o f ten  c rea ted  th rough  ins t i tu t iona l i sed  reg imes  tha t  mould

indiv idua ls  who are  d i sab led  in to  rou t ine  and  cont ro l led  ways  of  g iv ing  care .

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

un fo r tuna te ly ,  con t ro l  i n  the  name  o f  “ se rv ice”  s t i l l  r ema ins  in  the  hands  o f

p ro fess iona l s .   Macfa r l ane  (1996 :7 )  makes  the  po in t ,  fo r  example ,  tha t  a  lo t

of  exper t  op in ion  has  been  g iven  on  what  d i sab i l i ty  i s  about  and  descr ib ing

and  unders tand ing  d i sab i l i ty  have  t aken  on  many  fo rms  in  the  name  of

“ se rv i ce  t o  t he  d i sab led” .   I t  r e su l t s  i n  peop le  who  a re  d i sab led  be ing

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

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

d i sab led  to  be  d iv ided  in to  compar tmen t s  o f  p rob lems  o r  ca re  accord ing  to

the  se rv ices  p rov ided ,  such  as  nur s ing ,  med ica l ,  domes t i c  o r  soc ia l .   The

d i l emma i s  more  compl ica ted  when  i t  i s  impor tan t  to  dec ide  which  se rv ice

mus t  f inance  which  needs .   For  example ,  i t  i s  an  i s sue  to  dec ide  whe the r  i t

i s  med ica l  o r  soc i a l  s e rv i ce  p rov i s ion  when  a  d i s ab l ed  pe r son  r equ i r e s  he lp

to  ba th  o r  shower .

I t  means  tha t  desp i t e  be ing  p rov ided  wi th  a  se rv ice ,  peop le  who  a re  d i sab led

s t i l l  h ave  t he  mak ing  o f  t he i r  own  dec i s i ons  t aken  away  f rom them by  ca r e -

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

in  some  fo rm of  consu l t a t ion  abou t  wha t  p rov i s ions  they  need  to  enab le
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t hem to  ope ra t e  a t  op t imum leve l  i n  soc i e ty  wi th in  the  pa rame te r s  o f  t he i r

d i sab i l i t i e s .   I t  r e su l t s  i n  i nappropr i a t e  fo rms  o f  s e rv i ce  p rov i s ion  even  in

t h e  y e a r  2005 .   Bureaucracy  ro l l s  on  de te rminedly  even  in  communi ty

se rv ice .   In  Br i t a in ,  fo r  example ,  the  p rov is ion  o f  home care ,  a l though  an

immedia te  p r io r i ty  fo r  peop le  who  a re  d i sab led ,  i s  addressed  on  the  bas i s  o f

a  ro t a  sys t em,  acco rd ing  to  Macfa r l ane  (1996 :7 ) .   

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

a re  p rov ided .   Pe r sons  who  a re  awa i t ing  the  se rv i ce  usua l ly  have  ve ry  l i t t l e

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

the  dec i s ive  f ac to r  in  the  t ime  l apse  be tween  the  need  and  the  p rov i s ion  o f

the  se rv i ce .   I t  s eems  lud ic rous  tha t  admin i s t r a t ive  pe r sonne l  have  the

g r e a t e r  c o n t r o l  o v e r  t h e  decis ion on t iming the  provis ion of  needs  s imply

b e c a u s e  o f  b u r e a u c r a t i c  p r o t o c o l .   S u c h  b u r e a u c r a c y  r a i s e s  a  r e m a r k  f r o m

M a c f a r l a n e  ( 1 9 9 6 : 7 ) ,  w h o  w r i t e s  t h a t  f o r  t h e  d i s a b l e d  p e r s o n  i t  b e c o m e s

w a s t e d  t i m e .   T h e  a b o v e  a u t h o r  s t a t e s ,  “ I n  o t h e r  w o r d s  t h e  s y s t e m  i s

des igned  a round  the  s t a f f  and  no t  a  d i s ab l ed  pe r son . ”   None the l e s s ,  i t  i s

unde r s t andab le  t ha t  t he  med ica l  and  pa ramed ica l  p ro fe s s iona l s  need  t o

manage  d i sab i l i ty  in  a  way  tha t  su i t s  the i r  p rofess iona l  unders tanding  of

d i sab i l i t y ,  i n  o rde r  to  g ive  spec ia l i sed  med ica l  s e rv ice  to  peop le  who  a re

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

a s  t h e  h e a l t h - c a r e  c o n g l o m e r a t e ,  i t  c a n  d e p r i v e  people  who a re  d i sab led  of

c h o i c e .

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

r e g i m e s  c a n  c r e a t e  l o s s  o f  d i g n i t y ,  which  goes  a  long  way  to  d e h u m a n i s e

peop le .   Au tho r s  such  a s  Macfa r l ane  (1996)  and  Wi l son  (2003)  desc r ibe  the

ind ign i ty  o f  be ing  dependen t .   Some peop le  who  a re  d i sab led ,  fo r  example ,

have  t o  depend  on  o the r s  i n  o rde r  t o  f unc t i on .   Ca reg ive r s ,  such  a s  doc to r s ,

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

pr iva te  bod i ly  func t ions .   Moreover ,  medica l  t e rmino logy ,  such  as  “ the

bowe l  and  b l adde r  rou t ine” ,  t o  de sc r ibe  t he se  i n t ima te  ca re  needs ,  c an
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ob jec t i v i s e  t he  pe r son  be ing  r e f e r r ed  t o  a s  a  body  pa r t .   I t  c an  be  a  sou rce

of  pa in  and  humi l ia t ion  for  the  person  who i s  d i sab led .   I t  can  leave  people

who  a re  d i sab led  fee l ing  tha t  they  have  los t  con t ro l  o f  the i r  own  bod ies

(Macfa r l ane  1996 :13 ;  Wi l son  2003 :3 ) .   How these  ca re -g ive r s  manage  and

desc r ibe  ca re  g iven  i s  impor t an t  fo r  t he  pe r son ’ s  va l ida t ion  a s  an

independen t  member  o f  soc ie ty .

I t  i s  t he  cons i s t en t  a s sumpt ion  o f  dependence  and  l ack  o f  t he i r  own  cho ice s

and  hav ing  to  f i t  i n to  the  hea l th -ca re  in s t i t u t ions ’  ways  o f  ope ra t i ng  t ha t

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

d i s a b l e d .   C o o p e r a t i n g  w i t h  t h e  h e a l t h - c a r e  s e r v i c e s ’  d e m a n d s  c a n  c o m e  a t

a  c o s t .   T h e  h e a l t h - c a r e  i n s t i t u t i o n ’ s  d e m a n d s  a r e  s o m e t i m e s  t i m e -

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

in t e r ac t i on  w i th  hea l t hca re  s e rv i ce s  can  convey  the  message  o f  unwe l lne s s ,

s ickness ,  need ing  ca re  and ,  combined  wi th  t ime-consuming  management  o f

ca re ,  can  re su l t  i n  i so la t ion  f rom pub l i c  in t e rac t ion .   The  combina t ion  a l so

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

3 . 4 . 1 . 3   D i f f e r e n c e  a n d  m a r g i n a l i s a t i o n

In  th i s  sec t ion  o f  the  d i scuss ion  o f  the  b iomed ica l  mode l ,  I  w i l l  cons ide r

on ly  b r i e f ly  the  in f luence  tha t  the  no t ion  o f  d i f f e rence  has  on  the  pub l i c .

The  no t ion  of  d i f fe rence  wi l l  be  d i scussed  fu l ly  when  cons ider ing  what  the

soc ia l  mode l  pe rce ives  about  d i sab i l i ty .   Th is  i s  because  the  no t ion  o f  “ the

d i f f e r en t  o the r ”  i s  a l so  g r ea t l y  i n f l uenced b y  s o c i a l in te rac t ion ,  a t t i tudes

and  percep t ions  o f  the  pub l ic .

Dr iedger  (1996:11)  reminds  one  tha t  medica l  c lass i f ica t ion  of  d i sab i l i ty

assoc ia t ed  wi th  be ing  s i ck ,  r ender s  peop le  wi th  d i sab i l i t i e s  un f i t  t o

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

tha t  i t  may  re l ega te  peop le  to  the  m a r g i n s  o f  t h e i r  s o c i e t i e s .   A t  t h e  s a m e

t ime ,  i t  i s  a  poss ib le  cause  o f  e x c l u s i o n  b e c a u s e  s o m e  p e o p l e  a r e  n o t
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r e c o g n i s e d  a s  c i t i z e n s  w i t h  r i g h t s  (Tisdal l  2003:25-26) .   

Fu r the rmore ,  one  o f  t he  complex i t i e s  o f  soc i a l  i n t e rac t ion  i s  t ha t  where

t h e r e  a r e  a c q u i r e d  i d e n t i t i e s  i n  add i t ion  to  the  usua l  soc ia l ly  accep ted

iden t i t i e s ,  t he se  a r e  r ega rded  a s  t he  “ iden t i t y  o f  t he  d i f f e r en t  o the r” .

“Other ing” ,  a s  r e fe r red  to  by  T i sda l l  (2003 :26) ,  based  on  dependence ,

r e l ega te s  peop le  to  exc lus ion  f rom r igh t fu l  c i t i zensh ip .   In  o the r  words ,

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

assumed  to  be  incapab le  o f  be ing  independen t .

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

language  tha t  i s  used  to  descr ibe  the  no t ion  of  be ing  dependent ,  r esu l t  in  the

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

super io r  (Morr i s  1993a :23 ;  Ol iver  1993a :50) .   I t  i s  poss ib le ,  the re fore ,  to

a rgue  t ha t  t h rough  l anguage ,  pe rce ived  images  and  soc i a l  i n t e r ac t i on  w i th

o t h e r s ,  p e o p l e  a r e  m a d e  a w a r e  o f  “ d i f f e r e n c e ” .   T h e  r e l e v a n c e  i s  t h a t  p a s t

d i scourses  shape  percep t ions  about  d i sab i l i ty  and  in f luence  how the  publ ic

perce ives  d isabi l i ty .   Thus ,  the  inf luence  on  publ ic  opin ion  about  d isabi l i ty

can  be  nega t ive  th rough  the  l anguage  and  images  concern ing  the  b iomedica l

model  of  disabi l i ty .

Peop l e  w i th  phys i ca l  impa i rmen t s  a r e  ca t ego r i s ed  i n  a  way  t ha t  c an

dehuman i se  t he  i nd iv idua l .   They  a r e  pe rce ived  wi th in  t he  f r ame  o f

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

th rough  sha red  expec ta t ions ,  wh ich  c l a s s i fy  peop le  fo r  the  purpose  o f

iden t i fy ing  them.   Any th ing ,  the re fo re ,  t h rea ten ing  the  be l i e f s ,  va lues  and

mean ings  o f  a  soc i e ty ’ s  c l a s s i f i ca t i on  sys t ems  ca t ego r i s e s  t he  pe r son  a s  t he

“d i f fe ren t  o ther”  (E ies land  1994a :59-60 ;  Watson  2003:36-37) .

I t  means  tha t  t he  ind iv idua l  who  i s  mob i l i t y  d i sadvan taged  i s  pe rce ived  a s

hav ing  on ly  bod i ly  a t t r ibu tes  tha t  a re  abnormal .   In  con t ras t ,  R icoeur  po in t s

out  in O n e s e l f  a s  A n o t h e r  ( 1992 :118 ) ,  t ha t  t he  a s c r i p t i on  o f  un ive r s a l
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“s e l f ”  e l i m i n a t e s  d u a l  r e f e r e n c e  t o  c o n s c i o u s n e s s  a n d  b o d y .  F o r  e x a m p l e ,

the  pe r son  in  a  changed  body- image  o f  pos t -quadr ip leg ia  i s  t he  same  pe r son

as  t he  p re -quad r ip l eg i c  one .  Thus ,  a sc r ibed  p red i ca t e s  o f  body  ( iden t i fy ing

r e f e r e n c e )  and  a sc r ibed  men ta l  p red ica t e s  a r e  r e spons ib l e  fo r  “ se l fhood”

and  “ sameness” .   They  posses s  bo th  des igna t ion  a s  un ive r sa l  “ se l f ”  a s  s ame

as  ano the r  pe r son ,  o r  iden t i f i ca t ion  in  an  ob jec t ive  manner ,  and  human

agen t s  who  a re  accoun tab le  fo r  t he i r  ac t ions  i n  a  sub jec t ive  manne r .

In  o ther  words ,  the  iden t i fy ing  re fe rence  o f  pe rsonhood  i s  no t  on ly

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

suf fe r ing  ind iv idua l .   Hence ,  the  human  agen t  i s  connec ted  to  human  ac t ion ,

which  means  tha t ,  a l though quadr ip leg ic  in  body ,  the  person  remains  the

human  agen t  t ha t  ha s  t he  capac i t y  t o  speak ,  p romise  and  ac t  (Kap lan

2003:88-89) .   However ,  the  b iomedica l  l anguage  used  to  desc r ibe  d i sab i l i ty

does  no t  g ive  suppor t  t o  t he  ind iv idua l  who  i s  d i sab led  be ing  pe rce ived

hol i s t i ca l ly  as  a  mul t i face ted  person .

Thus ,  i t  mus t  be  no ted  tha t  dependence ,  ca re ,  subord ina t ion  and  con t ro l  a r e

common  words  used  to  desc r ibe  the  b iomed ica l  mode l  i n  r e fe rence  to

d i sab i l i ty .   The  r e su l t  i s  r e l ega t ion  o f  peop le  who  a re  d i sab led  to  be ing

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

needs  to  be  cons idered  as  a  bas ic  r igh t  to  have  con t ro l  over  da i ly  l iv ing

t a s k s .   I n  o t h e r  w o r d s ,  a s  M o r r i s  ( 1 9 9 3 a : 2 4 )  e x p r e s s e s ,  p e o p l e  w h o  a r e

d i sab led  shou ld  have  the  r igh t  o f  con t ro l  over  the  he lp  tha t  they  need .

However ,  r a r e ly  i s  such  independence  expe r i enced  wi th in  t he  f r ame

r e f e r e n c e  o f  t h e  i n d i v i d u a l i s t  a p p r o a c h  because  i t  usua l ly  conveys

d i f f e r ence .   The  consequence  i s  t ha t  o f t en  t he  t e rm  d i f f e r ence  i s  no t

unders tood  in  a  mul t id imens iona l  f rame re fe rence  of  d i sab i l i ty .   

To  sum up  t h i s  s ec t i on  on  t he  b iomed ica l  mode l  i t  i s  no t ed  t ha t  t he  s t r eng th

o f  t he  biomedical  model  is  the  provis ion  of  spec ia l i sed  medica l  and

pa ramed ica l  c a r e  and  t he  f ac i l i t a t i on  o f  a  r ehab i l i t a t i on  pe r iod .   The



111

w e a k n e s s e s ,  h o w e v e r ,  a r e  t h e  l a c k  o f  m u t u a l  c o o p e r a t i o n  b e t w e e n  t h e

hea l th -care  ins t i tu t ion ,  the  ind iv idua l  and  s ign i f ican t  in te rna l  s t ruc tures

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

employment  and  o ther  fac tors  impor tan t  to  the  person  who i s  mobi l i ty

d i sadvan taged .   I t  a l so  con t r ibu te s  to  a  f ixed  iden t i ty  fo r  peop le  who  a re

mob i l i t y  d i sadvan taged ,  because  o f  t he  med ica l  l anguage  used  to  desc r ibe

d i sab i l i t y .   Thus ,  I  w i l l  a rgue  tha t  ano the r  l anguage  needs  to  be  found  tha t

expresses  d isabi l i ty  wi th in  the  context  of  da i ly  l iv ing  and d ivers i ty .   

3 . 5   T H E  S O C I A L  M O D E L

The  soc i a l  mode l  emerged  i n  r eac t i on  t o  t he  na r rower  mind - se t  o f  t he

b iomed ica l  mode l .   In  con t ra s t  t o  the  med ica l  pe r spec t ive  the  soc ia l  mode l

proposes  tha t  d i sab i l i ty  i s  a  p rob lem faced  by  peop le  who  a re  d i sab led  tha t

i s  no t  p r imar i ly  caused  by  an  impa i rmen t ,  bu t  r a the r  by  the  way  soc ie ty  i s

o rgan i sed  to  mee t  the  needs  o f  non-d i sab led  peop le  (Fawce t t  2000 :64) .

3 . 5 . 1   B a c k g r o u n d  t o  t h e  s o c i a l  m o d e l

The  reac t ion  to  the  ind iv idua l i s t i c  approach  o f  the  b iomedica l  mode l

resu l ted  in  numerous  p e r s p e c t i v e s  b e i n g  c o n s i d e r e d .   T h e s e  p e r s p e c t i v e s

were  gene ra t ed  f rom seve ra l  soc i a l  movemen t s  o f  d i s ab i l i t y .   Dr i edge r

(1989:119)  i s  of  the  opinion tha t :

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

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

l o o k i n g  a t  s o m e  m i s f o r t u n e ,  s e e s  i t  n o  l o n g e r  a s  a  m i s f o r t u n e

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

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

A  m o v e m e n t  t a k e s  s h a p e  w h e n  a  g r o u p  o f  p e o p l e  b e g i n s  d e m a n d i n g

amel io ra t ion  o f  cond i t ions  a s  a  r igh t .   P r i e s t l ey  (1999 :58)  cons ide r s  the
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emergence  o f  d i s ab i l i t y  movemen t s  f rom two  ma in  s choo l s  o f  t hough t  on

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

b reakdown mode l s  tha t  p ropose  tha t  soc ia l  d i s in teg ra t ion  and  d i scon ten t

mob i l i s e  a  movemen t  t o  r a i se  ob jec t ions .   Ano the r  s choo l  o f  t hough t ,  wh ich

P r i e s t l e y  ( 1 9 9 9 : 5 9 )  r e f e r s  t o ,  i s  s o l i d a r i t y  m o d e l s ,  w h i c h  s t r e s s

consc iousness ,  i deo logy  and  soc ia l  s t rugg le .   They  r ep resen t  an  iden t i ty -

o r i en ted  approach  to  co l l ec t ive  ac t ion .   

The  po in t  i s  tha t  accounts  o f  movements  o f  d i sab led  people  g ive  recogni t ion

to  concep t s  o f  e i the r  mode l .   The  h i s to ry  o f  d i sab i l i ty  movements  revea l s

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

of ten  co inc ides  wi th  the  es tab l i shment  o f  so l ida r i ty  in  co l l ec t ive  ac t ion  tha t

has  deve loped  pos i t ive  iden t i t i e s  (P r i e s t l ey  1999 :59 ;  R idde l l  &  Watson

2003 :6 ) .   Movemen t s  may  p rog res s  t o  t he  s t a tu s  o f  o rgan i sa t ion  where

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

fo rmula ted .   

The  re l evance  o f  the  above  exp lana t ions  i s  tha t  in s t i tu t iona l  o rgan i sa t ions

ident i fy  socia l  problems,  usual ly  through exposing bel iefs  and values  in

soc i e ty  t ha t  f a l l  sho r t  o f  t he  expec t a t i ons  o f  ce r t a in  i n t e r e s t  g roups .  The

po in t  to  be  made  i s  t ha t  du r ing  soc ia l  i n t e rac t ion  ce r t a in  be l i e f s ,  va lues  and

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

rea l i ty  o f  tha t  soc ie ty  (Ridde l l  & Watson  2003:7-8) .  

Examples  o f  be l i e f s ,  va lues  and  mean ings  ga in ing  consensua l  s t a tu s  can  be

seen  in  the  b iomedica l  model  where  profess iona l  knowledge  of  d i sab i l i ty

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

r e a l i t y  ( D r i e d g e r  1 9 8 9 : 1 2 1 ) .   D e s p i t e  the  s t ranglehold  of  the  dominant

cu l tu re  o f  ind iv idua l i sa t ion  fo r  peop le  who  a re  d i sab led ,  coun te r -cu l tu res

emerged  aga in s t  t he  c l a ims  t o  supe r io r  knowledge .   A l t e rna t i ve  making-of -

mean ing  can ,  t he r e fo re ,  r e f r ame  mi s in t e rp re t ed  i den t i t y  and  fo rm new

ident i t i es  for  people  who are  d isab led  (Goodley  2003:106) .
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The  deve lopment  o f  coun te r -cu l tu res  r esu l t ed  in  d i sab i l i ty  movements

beginning  to  re fu te  the  no t ion  of  un i f ica t ion  in  re la t ion  to  d i sab i l i ty  and

s ta r t ing  to  seek  inc lus ion  ins tead  o f  exc lus ion  fo r  the i r  members  (E ies land

1994a :53 ;  P r i e s t l ey  1999 :57 -58 ) .   Th ree  b ranches  o f  soc i a l  o rgan i sa t ions

have  a r i sen  s ince  the  1970s  th roughou t  the  wor ld ,  namely  the  movement  fo r

independent  l iv ing ,  consumer  o rgan isa t ions  and  se l f -he lp  g roups .   In  the

s t rugg le  fo r  equa l i t y  t he  D i sc r imina t ion  Ac t  was  pas sed  in  Amer i ca  i n  1973

and in  1995 in  the  Uni ted  Kingdom (Tisdal l  2003:27-28) .

M o v e m e n t s  s u c h  a s  t h e  D P I even tua l ly  ga ined  consu l ta t ion  wi th  the  Uni ted

Nat ions  and  l ia i son  wi th  the  WHO,  which  igni ted  the  forming of  leg is la t ion

throughout  the  wor ld  (Dr iedger  1989:36-40 ,94 ,103;  Eies land  1994a:54;

Pr ies t l ey  1999:60) .   Thus ,  desp i te  be ing  l abe l led  and  exc luded  f rom

mains t ream cu l tu re ,  d i sab i l i ty  o rgan i sa t ions  found  express ion  in  the  soc ia l

mode l  a s  a  coun te r - cu l t u r e  o f  r e s i s t ance ,  wh ich  r e s i s t ed  i nd iv idua l i s ed

values  and meanings  about  d isabi l i ty  (Goodley 2003:108) .   Fol lowing the

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

cha rac t e r i s e  t he  soc i a l  mode l .  

3 . 5 . 2   C h a r a c t e r i s t i c s  o f  t h e  s o c i a l  m o d e l

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

mode l .   The  main  p rob lems  t a rge ted  by  soc ia l  theor i s t s  and  poss ib le

so lu t i ons  w i l l  be  d i s cus sed .   The  main  p rob lems  cons ide red  by  soc ia l

theor i s t s  wi l l  be  l i s ted  and  a  d iscuss ion  of  these  poin ts  wi l l  fo l low.  

A  d i scuss ion  o f  t he  po in t s  i den t i f i ed  f rom the  cha rac t e r i s t i c s  o f  t he  soc i a l

model  wi l l  be  cons idered in  two  sec t ions :

1 )  r econs t ruc t ion  o f  env i ronment ,  ma te r i a l  and  economic  fac to r s ,  and

2)  sh i f t  to  a  socia l ,  pol i t ica l  and cul tura l  unders tanding of  d isabi l i ty .
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Examples  o f  exp lana t ions  in  re la t ion  to  the  d i scuss ion  of  the  sec t ion

re fe r r ing  to  e i the r  o f  the  two  main  po in t s  wi l l  be  in te rwoven  in to  each

sec t ion .   Argumen t s  t ha t  suppor t  o r  oppose  the  d i scuss ion  app l i cab le  t o  t he

po in t  be ing  made ,  a re  cons idered .   T h e  n e x t  s t e p  i s  t o  c o n s i d e r  a r g u m e n t s

tha t  sugges t  poss ib le  so lu t ions  to  the  problems h ighl igh ted  by  proponents  of

the  soc ia l  mode l .   A  c r i t i ca l  r ev iew i s  g iven  o f  p rob lems  assoc ia ted  wi th  the

soc ia l  model  and  how the  ICF c lass i f i ca t ion  of  d i sab i l i ty  f i t s  in .   The  main

c h a r a c t e r i s t i c s  a r e  l i s t e d  f i r s t .

1 )   M a t e r i a l  and  e c o n o m i c  o p p r e s s i o n  and  conce rn  abou t  r e c o n s t r u c t i o n

o f  t h e  s o c i a l  e n v i r o n m e n t  a r e  t he  focus  o f  some  soc i a l  t heo r i s t s .

2 )   Some  soc i a l  t heo r i s t s  s t r e s s  t ha t  a  sh i f t  i n  emphas i s  i s  r equ i r ed  when

cons ider ing  d i sab i l i ty .   Longmore  (1995) ,  fo r  example ,  r e fe r s  to  a  work ing

def in i t ion  tha t  r e f r ames  d i sab i l i t y  wi th  i t s  focus  sh i f t ed  away  f rom ca re

managemen t  t o  s o c i a l ,  p o l i t i c a l  a n d  c u l t u r a l  o p p r e s s i o n .  

3 )   E q u a l  r i g h t s  o f  c i t i z e n s h i p  i n  t h e  s a m e  w a y  a s  e v e r y o n e  e l s e  s h o u l d  b e

the  a im  o f  eve ry  soc i e ty .   Depr iva t ion  o f  equa l  c i t i z en  r igh t s  paves  the  w a y

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

m i n o r i t y  g r o u p .   The  minor i ty  g roup  pe r spec t ive ,  embraced  by  d i sab i l i ty

ac t i v i s t s ,  sugges t s  t ha t  peop l e  who  a r e  d i s ab l ed  shou ld  be  ana ly sed  i n

r e l a t i on  t o  a  ma jo r i t y  g roup  o f  peop le  who  a r e  ab l e -bod ied .   I t  means  t ha t

peop l e  who  a r e  d i s ab l ed  a r e  pe r ce ived  a s  a  m ino r i t y  g roup  (E i e s l and

1994a:62;  Wilson 2003:31) .

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

sec t ions ,  namely  recons t ruc t ion  o f  the  soc ie ta l  env i ronment ,  ma te r i a l  and

economic  opp re s s ion  and  a  sh i f t  t o  t he  soc i a l ,  po l i t i c a l  and  cu l t u r a l

d imens ions  o f  l i f e .   Equa l  r igh t s ,  s t igmas  and  minor i ty  g roups  a re  d i scussed

in  these  sec t ions .   Examples  wi l l  be  p r e s e n t e d  t o  s u p p o r t  t h e o r i s a t i o n  o f

t h e s e  p o i n t s  a n d  t h e  s t r e n g t h s  a n d  w e a k n e s s e s  o f  t h e  t h e o r i e s  w i l l  b e
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a rgued .

3 . 5 . 2 . 1   R e c o n s t r u c t i o n  o f  s o c i e t a l  e n v i r o n m e n t ,  m a t e r i a l  a n d  e c o n o m i c

f a c t o r s

Some p roponen t s  o f  the  soc ia l  mode l  ma in ta in  tha t  d i s a b i l i t y  i s  c r e a t e d  b y

e n v i r o n m e n t a l  f a c t o r s .   The  cen t re  o f  the  prob lem i s  the  d i sab l ing  wor ld

because  soc i e ty  i s  bu i l t  f o r  peop le  who  a re  no t  d i sab led  and  those  wi th

impa i rmen t s  become  d i sab led .   They  a re  unnecessa r i ly  exc luded  by  the

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

in to  bu i ld ings  and  su i t ab le  t r anspor t  i s  no t  p rov ided  to  ge t  t hem to  p laces .

For  example ,  a  s t a i rway  in to  a  f ac i l i t y  i s  t he  d i sab l ing  f ac to r  fo r  a

quadr ip leg ic  and  no t  the  loss  o f  the  use  o f  h i s  o r  her  l imbs .   

Some  d i s ab i l i t y  r i gh t s  movemen t s  t he r e fo r e  be l i eve  t ha t  t he  cu re  fo r  t he

prob lem of  d i sab i l i ty  l i e s  in  r econs t ruc t ion  o f  the  soc ie ta l  env i ronment

(Eies land  1994a:28 ,  47 ;  Shapi ro  1993:24-31) .   The  envi ronmenta l  bar r ie rs

a r e  s een  no t  on ly  t o  p r e sen t  ba r r i e r s  f o r  peop l e  who  a r e  d i s ab l ed ,  bu t  a l so

to  d i sc r imina te  aga ins t  them.   Thus ,  th i s  pe r spec t ive  o f  the  soc ia l  mode l  i s

concerned  wi th  removing  d i sab l ing  bar r i e r s  and  inc reas ing  the  au tonomy

and  cho ice  o f  peop le  who  a re  d i sab led  (Wi l son  2003 :21) .   Thus ,  those  who

champion  the  soc ia l  mode l  a r t i cu la te  tha t  in te rven t ion  should  no t  a im to

br ing  about  normal isa t ion  of  the  indiv idual  who i s  d isabled ,  but  should  a im

to  remove  bar r ie r s  tha t  p reven t  equa l  r igh t s  to  c i t i zensh ip  (Ol iver  1993b:61 ;

Ph i lpo t t  and  McLaren  1997) .   

A n  e x a m p l e  o f  b a r r i e r s  t h e s e  s o c i a l  p r o p o n e n t s  r e f e r  t o ,  i s  d e s c r i b e d  b y

Kaufman-Sca rbo rough  (2001 :449 ) ,  who  r e f e r s  t o  s t uden t  r e sea rche r s  i n  a

s tudy  p ro j ec t  whe re  obse rva t ion ,  f i e ld  no t e s ,  p i c tu re s  and  v ideos  were  u sed

t o  r e c o r d  t h e  e x p e r i e n c e s  o f  t h e  t e a m s .   T h e  r e p o r t  o f  t h e  r e s e a r c h  p r o j e c t

r evea led  tha t  a  t r ip  to  the  ma l l  cou ld  tu rn  in to  an  exhaus t ing  n igh tmare  even

w h e n  r e t a i l  l o c a t i o n s  p r o v i d e d  r e a s o n a b l e  a c c e s s  ( K a u f m a n - S c a r b o r o u g h
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2001:439) .   

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

and  a  r amp  l ead ing  to  the  ma in  door  to  p rov ide  access ib i l i t y  fo r  peop le  who

a re  d i s ab l ed .   I ron i ca l l y  t he  r amp  was  a  s t eep  uph i l l  l e ad ing  t o  a  doo r  t ha t

opened  ou tward .   Th i s  mean t  t ha t  t he  door  had  to  be  opened  and  wou ld

s w e e p  i n t o  t h e  p a t h  o f  t h e  w h e e l c h a i r .   P e r c h e d  i n  a  w h e e l c h a i r ,  w i t h  o n e ’ s

b a c k towards  a  s t eep  inc l ine  and  pe r fo rming  a  ba lanc ing  ac t  o f  nego t ia t ing

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

s t u d e n t s .

F u r t h e r m o r e ,  O ’ D a y ,  D a u t e l  a n d  S c h e e r  ( 2 0 0 2 : 4 3 )  t o o k  a  f o c u s  g r o u p  o f

pa r t i c ipan t s  who  were  in t e rv iewed  to  exp lo re  a s p e c t s  s u c h a s  p h y s i c a l

ba r r i e r s ,  a cces s  t o  t he  doc to r ’ s  o f f i ce  and  acces s  t o  med ica t ion  and  du rab l e

med ica l  equ ipmen t .   The  above  au tho r s  conc luded  t ha t  t he  phys i ca l

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

and i t  was  usual ly  d i f f icu l t  to  manoeuvre  in  the  smal l  consul t ing  rooms.   The

pa r t i c ipan t s  r emarked  t ha t  ge t t i ng  f rom the  t ax i  on to  t he  pavemen t  was

d i f f i cu l t  and  madden ing ly  f rus t ra t ing .   Some found  the  examina t ion  t ab le  in

doc to r ’ s  o f f i ce s  t oo  h igh  to  t r ans fe r  f rom the  whee lcha i r .   X- ray  rooms

were  found  to  be  inacces s ib l e  and  d i f f i cu l t  t o  manoeuvre  a round .   Ge t t i ng

t o  t h e  d o c t o r s  r o o m s  w a s  a n  i s s u e  a n d  ge t t ing  to  and  f rom the rapy  was

d i f f i cu l t  and  somet imes  so  f rus t r a t ing  tha t  t hey  s topped  go ing  (O’Day ,

D a u t e l &  S c h e e r  2002:43-44) .

The  p roponen t s  o f  t h i s  soc i a l  pe r spec t i ve  emphas i s e  no t  on ly  t he  phys i ca l

env i ronmen t ,  bu t  a l so  t he  ma te r i a l i s t i c  a spec t s  o f  l i f e .   The  f i n a n c i a l

b a r r i e r s  t ha t  encumber  peop le  who  a re  d i sab led  a re  cons ide red .   The

above-men t ioned  s tudy  a l so  r evea led  tha t  i s sues  o f  economic  p rob lems  were

prominen t  fo r  peop le  who  a re  d i sab led .   F ind ing  a  doc tor  wi th  knowledge

abou t  d i sab i l i ty ,  fo r  example ,  was  a  cos t ly  accompl i shment .   F ind ing  a

knowledgeab le  doc to r  was  an  impor tan t  i s sue  fo r  the  pa r t i c ipan t s ,  bu t
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a c c e s s  t o  a  s p e c i a l i s t  w a s  p r o b l e m a t i c  b e c a u s e  i t  w a s  a n  e x p e n s i v e

f inanc i a l  t r ansac t i on .   I n  t he  s ame  way  du rab l e  med ica l  equ ipmen t  was  a

p rob l em because  t he  hea l t hca re  p l an  cove red  on ly  whee l cha i r s  o f  t he  l ower

economic  l eve l ,  bu t  t hese  were  no t  a lways  su i t ab l e  fo r  t he  pe r son  who  i s

d i sab led .   Repa i r s  and  equipment  fo r  independent  l iv ing ,  such  as  whee lcha i r

l i f t s  o n  t h e  c a r ,  s h o w e r  c h a i r s  a n d  m e c h a n i c a l  wa lk ing  a id s ,  we re  no t

a lways  cove red  by  the  hea l thca re  p l an  and  the  ind iv idua l  had  to  bea r  t he

cos t  (O’Day ,  Dau te l  &  Schee r  2002 :45 ) .

Fanning  and  o thers  (1991:8)  po in t  ou t  tha t  people  wi th  d i sab i l i t i es  who have

no  f inanc ia l  bu rdens  can  a f fo rd  to  employ  he lp  and  acqu i re  spec ia l ly  bu i l t

homes  to  make  th ings  eas i e r .   However ,  mos t  peop le  who  a re  d i sab led  do

no t  f ind  employmen t  eas i ly  and  a re  no t  u sua l ly  f inanc ia l ly  v i ab le  fo r  even

the  mos t  bas ic  requi rements  o f  independent  l iv ing .

Al though  the  soc ia l  model ’ s  main  a im i s  to  remove  d i sab l ing  economic  and

env i ronmenta l  ba r r i e r s  and  to  inc rease  the  ind iv idua l ’ s  au tonomy and

independence ,  there  i s  a  ques t ion  tha t  comes  to  mind .   I s  d i sab i l i ty  on ly

about  envi ronmenta l  bar r ie rs  and  economic  v iab i l i ty  or  i s  there  bodi ly

i m p a i r m e n t  w h i c h  c a n  b e  a  b a r r i e r ?   I  w i l l  a r g u e  t h a t  t h e  s o c i a l  m o d e l ’ s

preoccupa t ion  wi th  res t ruc tu r ing  the  env i ronment  can  resu l t  in  exc lus ion  fo r

people  who exper ience  mobi l i ty  impai rment .

People  l iv ing  wi th  quadr ip leg ia  a t  h igh  cerv ica l  l eve l ,  fo r  example ,  requ i re

fa r  more  than  envi ronmenta l  changes  and  d i sab i l i ty  wi l l  no t  d i sappear  i f

env i ronmen ta l  ba r r i e r s  van i sh .   I t  c an  become  f rus t r a t i ng  fo r  peop le  who

a re  d i s ab l ed  when  the  soc i a l  mode l  a t t emp t s  t o  j u s t i fy  r emov ing  ba r r i e r s  a s

the  on ly  so lu t ion  fo r  d i sab i l i ty .  I  am of  the  op in ion   tha t  i t  makes  someth ing

too  s impl i s t ic  tha t  i s  fa r  more  complex  and  resu l t s  in  exc luding  people  who

are  severe ly  d isab led  in  mobi l i ty .   I m p a i r m e n t  a n d  e n v i r o n m e n t a l ,

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

t w o  s i d e s  o f  t h e  s a m e  c o i n .
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The  above  a rgumen t  c an  be  suppo r t ed  by  wha t  Sa l l y  F rench  (1993a :17 )

recoun t s  abou t  he r  a t t empts  to  f ind  soc ia l  so lu t ions  to  some  o f  the  p rob lems

of  be ing  par t ia l ly  v i sua l ly  impai red .   French  (1993a:18)  s ta tes :

T h e  d i f f i c u l t y  I  h a v e  d e s c r i b e d  i s  n o t  e n t i r e l y  d u e  t o  m y  i m p a i r m e n t ,

f o r  i t  i n v o l v e s  o t h e r  p e o p l e ’ s  r e s p o n s e s ,  b u t  n e i t h e r  i s  i t  e a s i l y

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

m i d d l e  g r o u n d .  

In  con t r a s t ,  Sa l ly  F rench  (1993a :18 )  desc r ibes  an  occas ion  when  the

s i tua t ion  was  not  en t i re ly  due  to  v i sua l  impai rment  because  i t  d id  involve

soc i a l  i n t e r ac t i on ,  bu t  ne i t he r  was  i t  due  t o  any  soc i a l  opp re s s ion .   I t  was

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

e n v i r o n m e n t a l  f a c t o r s .   H o w e v e r ,  s h e  e x p l a i n s  t h a t  i t  w a s  n o t  s o m e t h i n g

she  cou ld  no t  cope  w i th .   He r  so lu t i on  was  found  in  he r  ab i l i t y  t o  cope  w i th

the  combina t ion  o f  f ac to r s  tha t  compl ica ted  l ec tu r ing  to  a  g roup  o f  s tuden t s .

She  chose  to  f ind  a  way  o f  cop ing  wi th  these  p rob lems ,  which  v i sua l

impa i rmen t  c r ea t ed  w i th in  a  soc i a l  s e t t i ng .   F rench  t e l l s  how peop le  f i xed

in  a  def in i t ion  of  d i sab i l i ty  as  on ly  “soc ia l ly  imposed  res t r i c t ions”

compar tmenta l i sed  he r  exper ience  and  judged  he r  cho ice  o f  a  so lu t ion

unwor thy  o f  cons ide ra t ion .   F rench  (1993a :19)  wr i t e s :

T h i s  g i v e s  r i s e  t o  f e e l i n g s  o f  e s t r a n g e m e n t  a n d  a l i e n a t i o n .   M o r r i s

( 1 9 9 1 )  s t a t e s :  ‘ W e  c a n  i n s i s t  t h a t  s o c i e t y  d i s a b l e s  u s  b y  i t s

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

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

c o l l u d e  i n  o u r  o p p r e s s i o n . ’

Al though  Sa l ly  F rench  (1993a :17)  ag rees  wi th  the  bas i c  c l a ims  tha t

d i sab i l i ty  i s  soc ia l ly  imposed ,  she  po in t s  ou t  tha t  ce r t a in  peop le  exper i ence

pro found  p rob lems  wi th  impa i rmen t s  tha t  a re  no t  poss ib le  to  so lve  by  soc ia l

manipulat ion.   
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I t  means  tha t ,  fo r  F rench  (1993a :17 ) ,  impa i rmen t  o f  a  body  pa r t  may  be  a s

r e s t r i c t i v e  a s  s o c i a l  b a r r i e r s  a r e  a n d  i t  i s  n o t  a  m a t t e r  t h a t  e i t h e r

impairment  o r  s o c i a l  b a r r i e r s  a r e  d i s a b l i n g ,  b u t  t h a t  b o t h  impairment  of  a

body  par t  a n d  soc ia l  ba r r i e r s  a re  d i sab l ing .   I t  means  tha t  a  midd le  g round

mus t  be  found  be tween  the  b iomedica l  mode l  and  the  soc ia l  mode l ( s ) .   The

po in t  t o  be  made  he re  i s  t ha t  i t  i s  no t  a  cho ice  be tween  r emova l  o f  soc ia l

ba r r i e r s  o r  med ica l  s e rv i ces  o f  ca re  tha t  i s  needed ,  bu t  i t  i s  b o t h  m e d i c a l

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

soc ia l  and  phys ica l  cons idera t ions  mus t  be  g iven  a t t en t ion .   

S t eep  h i l l s ,  b l ocked  doo rways  and  sho r t  s t e ep  r amps  a r e  dange rous  o r

imposs ib le  to  use  fo r  the  whee lcha i r  use r ,  bu t  a l so  p h y s i c a l l y  f a t i g u i n g .

Zo la  (1982 :54-58)  expresses  th i s  d i f f i cu l ty  when  he  wr i t e s  abou t  h i s

e x p e r i e n c e  w i t h  p o l i o .  H e  h a d  t o  c o v e r  c o n s i d e r a b l e  d i s t a n c e s  a n d  h e  h a d

to  use  a  whee lcha i r  i n s t ead  o f  h i s  u sua l  wa lk ing  a ids .   Added  to  the

unf r i end ly  t e r ra in  i s  the  aspec t  o f  phys ica l  exer t ion .   Zo la  wr i t e s  o f  body

fa t igue  when  t ry ing  to  p rope l  h imse l f  a round  the  Vi l l age ,  a  p lace  fo r  peop le

who  a re  r e s t r i c t ed  in  mob i l i t y .   Desc r ib ing  a  j ou rney  to  t he  supe rmarke t ,

Zola  (1982:54)  wr i tes :

T h e  s u p e r m a r k e t  w a s  a  c o n s i d e r a b l e  d i s t a n c e  f r o m  h e r e ,  o n  t h e  t o p

o f  a  h i l l ,  t h e  h i g h e s t  p o i n t  i n  t h e  V i l l a g e .   O f f  w e  w e n t ,  w i t h  P i e t e r

l e a d i n g  t h e  w a y  a n d  I  t r a i l i n g  b e h i n d .   U p  o n e  h i l l ,  t h e n  a n o t h e r .

M y  a r m s  a c h e d  a n d  I  w a s  w i n d e d .

Profes so r  Zo la  (1982 :55)  t hen  p roceeds  to  wr i t e  o f  t he  f r igh ten ing  r e tu rn

tha t  was  downhi l l  i n  the  whee lcha i r .   Th i s  i l l u s t r a t ion  desc r ibed in

P r o f e s s o r  Z o l a ’ s  s t o r y  r e v e a l s  t h a t  t h e r e  a r e  a  v a r i e t y  o f  n e e d s  t h a t  m u s t

be  addressed  fo r ,  and  by ,  peop le  who  a re  d i f fe ren t ly -ab led  in  mobi l i ty .  Th i s

impl ies  tha t  us ing  a  whee lcha i r  means  expend ing  phys ica l  e f fo r t  to  ge t

abou t .   Us ing  l eg s  t o  wa lk  ha s  cons ide r ab l e  power ,  whe rea s  t he  u se  o f  a rms

to  manoeuvre  a  whee lcha i r ,  w i th  the  we igh t  o f  a  human  be ing ,  r equ i res  more
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energy  and  phys ica l  exe r t ion .   Consequen t ly ,  env i ronments  wi th  d i f f i cu l t

t e r ra in  to  manoeuvre  by  whee lcha i r  make  l i f e  ve ry  d i f f i cu l t  fo r  peop le

d i sab led  in  mobi l i ty ,  because  mate r i a l  s t ruc tu res  and  the  phys ica l  body

cont inua l ly  fo rm bar r ie r s .

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

ind iv idua l  exper ience  of  d i sab i l i ty ,  cannot  be  den ied .   E ies land  (1994a :54)

i s  a l so  suppor t ive  o f  such  an  a rgumen t .   Desp i t e  f avour ing  the  minor i ty -

g roup  mind-se t  t ha t  emphas i ses  soc ia l  d i sc r imina t ion ,  she  does  no t  exc lude

the  ind iv idua l  un iqueness  o f  pe rsons  wi th  a  d i sab i l i ty .   The  re levance  fo r

th i s  s tudy  i s  wha t  Sa l ly  F rench  (1993a)  sugges t s  abou t  a  midd le  g round

be tween  the  va r ious  mind - se t s  abou t  d i s ab i l i t y  t ha t  mus t  be  found  to

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

ignored .   The  po in t  to  be  made  i s  tha t  removing  env i ronmenta l  bar r ie r s  i s

co r rec t ,  bu t  t he  phys i ca l  impa i rmen t  r ema ins ,  wh ich  can  be  a s  d i sab l ing .

Obl i t e ra t ing  prob lems  of  env i ronmenta l  ba r r ie r s  can  be  ex t remely  l ibe ra t ing ,

but  the  d isabi l i ty  may not  vanish .

Thus,  disabi l i ty  is  mult idimensional  a n d  i s  c h a r a c t e r i s e d  b y  d i v e r s i t i e s .   W e

have  a l r eady  no ted  tha t  t h i s  i s  suppor t ed  by  the  new ICF’s  c l a s s i f i ca t ion  o f

d i sab i l i ty ,  which  uses  the  c r i t e r ia  o f  par t i c ipa t ion ,  ac t iv i ty ,  l imi t s  and

res t r i c t i on  to  de f ine  d i sab i l i t y .   I f  a  pe r son  i s ,  f o r  example ,  r e s t r i c t ed  in

ac t iv i ty  or  l imi ted  in  par t ic ipa t ing  in  soc ie ty  because  of  h igh  leve l  ce rv ica l

quadr ip leg ia ,  the  l ike l ihood  i s  tha t  impai rment  i s  the  p r imary  d ic ta to r  of  the

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

en la rge  the  p rob lem.

The  p rob lem,  I  a rgue ,  i s  tha t  a  mode l  o f  d i sab i l i ty  tha t  bu i lds  i t s  so lu t ions

based  on  a  pe r spec t ive  o f  d i s ab i l i t y  a s  s epa ra t e  f rom impa i rmen t ,  l a cks

ins igh t  in to  the  who leness  o r  to t a l i t y  o f  the  concep t  o f  d i sab i l i t y .   I t  r eve r t s

to  the  o ld  c lass i f i ca t ion  o f  the  WHO,  where  impa i rment ,  d i sab i l i ty  and

hand icapped  a r e  r ega rded  a s  t h r ee  d i s t i nc t i ons .   Thus  t he  emphas i s  on
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r econs t ruc t ion  o f  the  env i ronmenta l  pe r spec t ive  i s  in  danger  o f  p rov id ing

on ly  ha l f  a  so lu t ion  to  the  p rob lems  o f  pa r t i c ipa t ion  by  peop le  who  a re

d isab led  in  soc ie ty .  

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

oppress ion  tha t  fo rm b ias  aga ins t  peop le  wi th  d i sab i l i t i e s  (Barnes  1996:56) .

Th i s  pe r spec t ive  i s  d i scussed  be low.

3 . 5 . 2 . 2   T h e  p o l i t i c s  o f  s o c i a l ,  p o l i t i c a l  a n d  c u l t u r a l  s h i f t

Cul tu r a l  f o r ce s  some t imes  opp re s s  g roups ;  an  example  o f  t h i s  i s  t he  way

women  have  been  t r ea t ed  in  the  pas t  (Barnes  1996 :57-59) .  Wha t  t hen  i s

mean t  by  cu l tu re?

a )   T h e  p o w e r  o f  c u l t u r e  

Emphas i s  was  p laced  on  cu l tu re  a s  a  sys t em which  s ign i f i e s  someth ing

through  se t  s igns ,  symbols  and  be l ie f s   (Ridde l l  & Watson  2003:5) .

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

o rde r ,  wh ich  peop le  in  soc ie ty  accep t  a s  va lues  and  mean ings  o f  the i r  soc ia l

e x p e r i e n c e .   C o n s e q u e n t l y  a  d o m i n a n t  g r o u p  f o r m s  f r o m  a c c e p t a n c e  o f  a

p roduced  soc i a l  o rde r .   Th i s  ha s  ce r t a in  consequences  fo r  how d i s ab i l i t y  i s

perce ived publ ic ly .

Riddel l  and  Watson  (2003:1)  po in t  ou t  tha t ,  f i r s t ly ,  the  dominant  cu l ture  in

a  soc ie ty  paves  the  way  fo r  how d i sab i l i t y  i s  pe rce ived .   Second ly ,  t ha t

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

t h rough  ac t s  o f  r e s i s t ance  t o  p r econce ived  i deas  abou t  d i s ab i l i t y ,  peop le

w h o  a r e  d i s a b l e d  t a k e  o w n e r s h i p  o f  t h e i r  s h a r e d  c u l t u r e .   I t  m e a n s  t h a t

cu l tu re  can  be  a  fo rm of  bo th  oppress ion  a n d  l i b e r a t i o n .   I n  r e l a t i o n  t o

d i sab i l i ty  i t  i s  connec ted  to  the  exper ience  o f  power ,  inequa l i ty  and  human

in te rdependence  (Ridde l l  &  Watson  2003:6) .
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However ,  cu l tu ra l  opp res s ion  was  no t  g iven  the  r ecogn i t i on  i t  shou ld  have .

In  con t ra s t ,  ea r l i e r  wr i t ings  focussed  on  economic  and  ma te r i a l  oppress ion .

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

accord ingly ,  impor tance  to  the  pol i t ica l  d imens ion  (Riddel l  &  Wat son

2003:2) .

In  suppo r t  o f  t he  a rgumen t  fo r  t he  need  fo r  t he  soc i a l ,  po l i t i c a l  and  cu l t u r a l

d imens ions  to  be  r ecogn i sed  w i th  r ega rd  t o  d i s ab i l i t y  J akubowicz  and

Meekosha  (2003 :180)  po in t  ou t  t ha t  a l t hough  cu l tu ra l  s tud i e s  have

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

d ive r s i t i e s  o f  d i s ab i l i t y  have  no t  been  r ecogn i sed .   Hence ,  t he  above

au tho r s  sugges t  t ha t  p roponen t s  who  cons ide r  t he  env i ronmen ta l  and

economic  f ac to r s  o f  opp res s ion ,  a n d  t h o s e  w h o  c o n s i d e r  t h e  c u l t u r a l

oppres s ive  f ac to r s  o f  d i sab i l i t y ,  mus t  suppor t  one  ano the r  i n  t he i r  conce rn

abou t  d i sab i l i t y  i n s t ead  o f  deny ing  one  o r  t he  o the r .   I t  means  tha t

ag reemen t  needs  to  be  found  wi th  F rench’s  (1993a)  idea  o f  “bo th /and”

perspec t ive  to  d i sab i l i ty  and  “bo th /and”  approach  to  personhood .

To  inc rease  unders t and ing  o f  d i sab i l i ty  we  need  to  cons ide r  the  ques t ion :

What  impac t  can  cu l tu ra l  be l ie f s  and  meaning  have  on  people  in  re la t ion  to

d i sab i l i t y?   In  r e sponse  to  t he  ques t ion ,  we  no te  t ha t  peop le ’ s  r eac t ions  and

responses  to  d i sab i l i ty  a re  p rompted  by  the i r  pe r sona l  h i s to ry ,  exper iences

and  the i r  r e l a t ionsh ip  wi th  the  t r ad i t i on  and  va lues  to  wh ich  they  ho ld .   A

fami ly  wi th  a  member  who  i s  d i sab led ,  i s  i n f luenced  by  the i r  cu l tu ra l ,

po l i t i ca l  and  soc i a l  g roup  expe r i ences  and  be l i e f  sys t ems .   These  a r e

in te r twined  wi th  the i r  own  be l i e f s  and  va lues ,  wh ich  g ive  them mean ing  fo r

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

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

1996:3;  Wilson 2003:4) .   

The  in f luence  o f  a  soc i a l  g roup  on  somebody  who  i s  d i s ab l ed i s  i l lus t ra ted

th rough  an  example  o f  r e l ig ious  be l i e f s  exper ienced  in  the  s to ry  to ld  by
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Adele  McCol lum (1994 :123) ,  who  g rew up  in  a  f ami ly  th rough  which  she

a b s o r b e d  c e r t a i n  a t t i t u d e s  t o w a r d  b o d y  a n d  a b i l i t y .   W h e n  s h e  p r e s e n t e d

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

“ H a n d s o m e  i s  a s  h a n d s o m e  d o e s ” .   W h e n  M c C o l l u m  w a s  s i t t i n g  a r o u n d

do ing  no th ing ,  he r  g randmothe r  wou ld  say ,  “ Id l e  hands  a re  the  dev i l ’ s

w o r k s h o p ” .   I f  s h e  a c c o m p l i s h e d  s o m e  p h y s i c a l  f e a t  t h a t  p l e a s e d  h e r ,  h e r

g r a n d m o t h e r ’ s  r e m a r k  w a s ,  “ P r i d e  g o e t h  b e f o r e  a  f a l l ” .   M c C o l l u m ’ s

grandmother  in te rpre ted  d i sab i l i ty  in  the  f rame re fe rence  o f  Ca lv in i s t i c

p rov idence  i n  wh ich  t he  ca l ami ty  o f  d i s ab i l i t y  was  p robab ly  a  de se rved

punishment .   I f  no t  pun i shment ,  then  God  had  a  l e sson  to  t each  the  pe rson .

When  McCol lum la t e r  go t  po l io ,  t hese  cu l tu ra l  and  re l ig ious  be l i e f s  and  the

va lues  o f  he r  upbr ing ing  c rea ted problems  for  her  in  accept ing  her  bodi ly

changes .   Ade le  McCol lum (1994:124)  wr i t es :

I f  I  w e r e  t o  s u m m a r i z e  t h e  r e m n a n t s  o f  t h i s  m i x e d  b a c k g r o u n d ,  I

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

d e s e r v e d .   I t  c a n  b e  t a k e n  a w a y  b y  G o d  i f  y o u  a r e  n a u g h t y .   I f  y o u

w o r k  h a r d  a n d  d o  a s  y o u ’ r e  s u p p o s e d  t o  d o  y o u  w i l l  a v o i d  s i c k n e s s

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

y o u  t o  o v e r c o m e  d e a t h .   T h o s e  ‘ a f f l i c t e d ’  a r e  p r o b a b l y  l a z y ,

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

w o r l d .

M c C o l l u m ’ s  r e l i g i o u s  s e t t i n g  s e t  t h e  t o n e  f o r  h o w  s h e  e x p e r i e n c e d  h e r  o w n

di sab i l i t y ,  wh ich  she  had  acqu i red .   I t  s eemed  tha t  he r  l a t e r  unpred ic t ab le ,

a c q u i r e d  b o d y  d i f f e r e n c e  w a s  p r e - s e t  w i t h  a c c u s a t i o n s ,  c o n d e m n a t i o n  a n d

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

pe rce ived  he r  changed  body  a s  a  f l awed  body .  

I t  i s  a lmos t  inev i t ab le  tha t  the  pe r son  who  i s  d i sab led  and  the  family will

exper i ence  exc lus ion  f rom soc ie ty  because  the i r  phys ica l  d i sab lement  is in

the  r ea lm o f  the  unpred ic t ab le .   Unpred ic t ab le  means  abnorma l  in  con t r a s t

t o  a  p r ed i c t ab l e  wor ld  pe rce ived  a s  one  o f  so -ca l l ed  no rma l i t y .   The
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presence  o f  a  congen i t a l ly  d i sab led  baby  o r  an  acqu i red  d i sab i l i t y ,  fo r

in s t ance ,  may  g ive  a  s ense  o f  he lp l e s snes s .   Anx ie ty  because  o f  l o s s  o f

con t ro l  o f  wha t  shou ld  be  p r ed i c t ab l e  no rma l i t y ,  b r i ngs  a  s ense  o f  f a i l ed

pred ic tab i l i ty  (Wi lson  2003:5) .   The  t ragedy  of  d i sab i l i ty  th rea tens  what  i s

pe rce ived  as  normal  and  p red ic tab le  (Clap ton  1997:423) .   

I n  Ade le  McCol lum’s  (1994 :126)  expe r i ence ,  t he  message  she  r ece ived

f rom he r  r e l ig ious  background  was  tha t  t hose  wi th  f l awed  bod ies  a re  s in fu l .

P r e j u d i c e  i s ,  t h e r e f o r e ,  d r a w n  i n t o  t h e  d r a m a  o f  p e r f e c t / i m p e r f e c t  b o d i e s ,

because  o f  the  no t ion  o f  d i f f e r e n c e  f r o m  a  soc i e ty ’ s  expec t a t i ons .

b )   T h e  n o t i o n  o f  d i f f e r e n c e

I t  i s  no t  d i f f i cu l t  t o  conc lude  tha t  cu l tu ra l  oppres s ion  i s  pa r t  o f  a  d i sab led

person’s  l i f e .   We have  th rough  the  d i scuss ion  above  ga ined  ins igh t  in to  the

in f luence  o f  cu l t u r e  t ha t  s t r ong ly  sugges t s  t ha t  mos t  peop l e  a r e  shaped  by

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

d i f fe rence  f rom the  pe rce ived  image  o f  who leness  i s  l aden  wi th  gu i l t  and

fa i lu re .   Paren t s ,  fo r  example ,  who  conce ive  a  ch i ld  who  i s  congen i ta l ly

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

normal  ch i ld .   Se l f -condemnat ion ,  g r ie f  and  gu i l t  may  become par t  o f  the i r

l ives  (Wilson 2003:28) .   D i f f e r e n t i a t i o n  a n d  s t i g m a s  a r e  c l o s e l y  a s s o c i a t e d

in  re la t ion  to  d i sab i l i ty .   The  s t igma of  g iv ing  b i r th  to  a  d i sab led  ch i ld  can

p e n a l i s e  p e o p l e  b e c a u s e  o f  t h e  b o d y  i m a g e  a n d  e x p e c t a t i o n s  o f  a  s o c i e t y .

E i e s l a n d  ( 1 9 9 4 a : 5 8 )  r e f e r s  t o  t h e  p r o p o n e n t s  o f  t h e  mic ro - soc i e t a l

in te rac t ion i s t ’ s  ana lys i s  o f  d i sab i l i ty ,  which  i s  p resen ted  in  the  theory  o f

s t i gma t i sa t ion .   These  p roponen t s  ma in t a in  t ha t  s t i gmas  a re  social ly

cons t ruc ted  and  usua l ly  wi th in  r e l a t ionsh ips  and  in te rac t ions .   Through

s o c i a l  i n t e r a c t i o n ,  p e o p l e  w h o  a r e  d i s a b l e d  a r e  ‘ m a r k e d ’  a n d  e x c l u d e d

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

s t igmat i sed  iden t i t i e s  which  emerge  th rough  in te rpersona l  in te rac t ion  and
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i s  a  soc ia l ly  or ien ted  problem (Eies land  1994a:59-60) . `

Shapi ro  (1999:100) ,  in  suppor t ,  main ta ins  soc ie ty  i s  sa tura ted  by  oppress ive

a t t i t u d e s  a n d  b e h a v i o u r  t h a t  s t e r e o t y p e  p e o p l e  w h o  a r e  d i s a b l e d .   A n

example  o f  s t e r eo typ ing  i s  i l l u s t r a t ed  when  ch ron ic  pa in  i s  gene ra l i s ed  and

peop le  who  su f fe r  f rom chron ic  pa in  have  exper i enced  be ing  l abe l l ed  a s

mal inge re r s  and  economic  burdens  ( Jacobs  1996 :21) .   Accord ing ly ,  f r a i l

e lde r ly  peop le  and  peop le  who  a re  d i sab led  have  e x p e r i e n c e d  e c o n o m i c

pol icy-making  tha t ha s  a l l oca t ed  soc i a l  bene f i t s  t ha t  f a l l  sho r t  o f  enab l ing

a  v i ab l e  ex i s t ence  i n  t he  marke t  o f  p r e sen t  con t empora ry  l i v ing .   Thus ,

p r e j u d i c e ,  s t e r e o t y p i n g  a n d  d i s c r i m i n a t i o n  a re  o f ten  re la ted  to  d i sab i l i ty .

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

I  sha l l  dea l  w i th  t he  t h r ee  no t ions  r e f e r r ed  t o  by  some  p roponen t s  o f  t he

socia l  model .

1 )   Shap i ro  (1999 :100)  po in t s  ou t  tha t  p re jud ice  i s  de r ived  f rom the  word

pre - judged .   P re jud ice  may  be  de f ined  a s  “A g ross ly  s impl i f i ed  be l i e f  abou t

the  cha rac te r i s t i c s  o f  some  g roups  o f  peop le ,  wh ich  i s  unc r i t i ca l ly

gene ra l i s ed  t o  a l l  member s  o f  t ha t  g roup”  (Shap i ro  1999 :100 ) .   Shap i ro

(1999 :101)  sugges t s  t ha t  p re jud ice  i s  bas i ca l ly  an  a t t i t ud ina l  and  ve rba l

p rob lem.   Peop le  o f t en  show the i r  a t t i tude  and  the i r  be l i e f s  abou t  d i sab le i sm

in  words  and  by  body  language .

An example  i s  i l lus t ra ted  by  El ly  Elshout  (1994:97)  who fe l t  bewi ldered ,

humi l i a t ed  and  ange red  when  she  was  s i t t i ng  i n  he r  whee l cha i r  i n  chu rch

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

he r  fo rehead  on  h i s  way  ou t  o f  t he  chu rch .   The  b i shop  had  a s sumed  tha t

s h e  n e e d e d  t h i s  t o u c h  s i m p l y  b e c a u s e  s h e  w a s  i n  a  w h e e l c h a i r .   N e e d l e s s

to  say  she  f e l t  v io l a t ed and  r e f e r s  t o  t he  i nc iden t  a s  a  “c l e r i ca l  a s sau l t ” .

Howeve r ,  t he  ques t i on  t ha t  comes  t o  my  mind  i s :  Why?   Why  a re  p re jud i ce s

fo rmed?   Somet imes  ins igh t  in to  why  ce r ta in  behav iours  and  a t t i tudes  occur
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can  he lp  to  d i s sec t  demean ing ,  degrad ing  ac t ions .   Young  (1990 :130)  po in t s

ou t  tha t  people  cons idered  to  be  ab le -bodied  have  prob lems  wi th  iden t i fy ing

wi th  the  embod imen t  o f  peop le  who  a re  d i sab led .   Th i s  i s  because

encoun te r s  w i th  d i f f e ren t  “o the r s”  cause  peop le  o f  t he  so -ca l l ed  supe r io r

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

Examples  a re  age i sm or  d i sab le i sm which  conf ron t s  the  ind iv idua l  wi th

anx ie ty  and  fea r  tha t ,  bu t  fo r  good  luck ,  the  d i sab led  body  o r  aged  body  may

be  h i s /her  body .   Boylan  (1991:1)  remarks  tha t  “No one  i s  immune  f rom

becoming  d i sab led . . . ”   Wi lhe lm (1994 :107 ,108)  ap t ly  expresses  the  cause

o f  p r e j u d i c e  w h e n  s h e  s a y s :  “ Y o u r  i m a g e s  o f  n o r m a l c y  o r  o f  m y  s u f f e r i n g

ac tua l ly  c loud  your  v i s ion .   Wha t  you  see  when  you  mee t  me  a re  y o u r  f e a r s

and  y o u r  h u r t s ” .   Howeve r ,  t hose  who  man i f e s t  such  behav iou ra l  r e sponses

a r e  s e l d o m  c o n s c i o u s  o f  t h e i r  a c t i o n s  o r  h o w  t h e  “ d i f f e r e n t  o t h e r ”  f e e l s .  

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

d i sab led  a re  v iewed  as  d i f f e ren t  and  s ide l ined  by  soc ie ty  because  o f  how

t h e i r  bod ie s  a re  p re judged .   However ,  p re judg ing  peop le  based  on

genera l i sa t ions  abou t  them usua l ly  r e su l t s  in  s t e reo typ ing  them (E ies l and

1994;  French  1993;  Watson  2003) .

2 )   Ano the r  way  o f  s t igmat i s ing  i s  tha t  o f  s t e reo typ ing  peop le .  S te reo typ ing

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

pa r t i cu l a r  g roup  (Shap i ro  1999 :103) .   I t  means  t ha t  con t inued  war ines s  and

pre judg ing  o f  peop le  even tua l ly  l ead  to  a  f ixed  be l i e f  abou t  some  peop le ,

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

a  g r o u p tha t  d i s t ingu i shes  them f rom o the r s .   S t e reo typ ing  may  be  seen  a s

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

ca t ego ry .

The  ca tegory  o f  a  b l ind  pe r son ,  fo r  example ,  can  be  a  f ac tua l  th ing ,  bu t

when i t  i s  a s soc i a t ed  w i th  j udgmen t s  o f  pe r sons  who  a re  b l i nd  and  a  p i c tu re

i s  pa in ted  o f  peop le  who  a re  c lumsy ,  wi th  a  “ s ix th  sense” ,  o r  a re  pa le
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because  t hey  neve r  ge t  i n to  t he  sun ,  t hen  i t  i s  s t e r eo typ ing  t he  pe r son .

S te reo typ ing  causes  peop le  who  a re  d i s ab l ed  to  be  pe rce ived  a s  d i f f e r en t

f r o m  o t h e r s  i n  a  w a y  t h a t  g o e s  b e y o n d  t h e  f a c t s  o f  t h e  d i s a b i l i t i e s  ( S h a p i r o

1999 :104) .   I t  means  tha t  the  pe r son  who  i s  phys ica l ly  d i sab led  i s  pe rce ived

as  a  d i sab led  pe r son  wi th  f ixed  no t ions  o f  non-va lue ,  i n s t ead  o f  a  pe r son

who has  some form of  d i sab i l i ty  tha t  res t r i c t s  some phys ica l  d imens ions  o f

l i fe  (S t i te le r  1994:118) .   The  problem wi th  forming  f ixed  ideas  about  people

i s  tha t  i t  exposes  them to  d iscr imina t ion .

3 )   D i sc r imina t ion  has  to  do  wi th  un jus t i f i ed  behav iour  toward  peop le  tha t

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

c rea t e s  d i sc r imina t ion .   P re jud ice  i s  a  t hough t  wh i l e  d i sc r imina t ion  i s  an

ac t .   The  one  i s  a  nega t ive  a t t i t ude  and  the  o the r  i s  nega t ive  behav iou r

(Shapi ro  1999:120) .

Disc r imina t ion ,  the re fo re ,  den ies  peop le  equa l i ty  in  t r ea tment .   Th i s  i s

ve r i f i ed  by  the  government  o f  Sou th  Afr ica  in  tha t  T h e  E q u i t y  a n d

E m p l o y m e n t  A c t  (1996)  r evea l s  tha t  s t a t i s t i c s  show tha t  the  employment  o f

peop le  who  a re  d i sab led  i s  min imal .   A l so  tha t  pub l i c  t r anspor t  i s

inaccess ib le  to  mos t  peop le  who  a re  d i sab led  and  the  bu i ld ings  where

employment  oppor tuni t ies  occu r  a r e  u sua l ly   i nacces s ib l e  t o  whee lcha i r s .

I t  means  t ha t  d i s c r imina t ion  can  be  a  p roces s  o f  obs t ruc t ing  peop le  f rom

be ing  o f fe red  equa l  oppor tun i t i e s .   These  f ixed  p re judgemen t s  can  r e su l t  i n

d i sc r imina tory  prac t ices  tha t  exc lude  some people  f rom publ ic  par t i c ipa t ion .

T h u s ,  t h e  r e a s o n  t h e y  a r e  p r e j u d g e d  a n d  s t e r e o t y p e d  s e e m s  t o  b e  s i m p l y

tha t  t hey  a re  d i f f e ren t  i n  embod imen t .   Hence ,  such  s t i g m a s  a r e  c l o s e l y

l i n k e d  t o  t h e  n o t i o n  o f  d i f f e r e n c e  a n d  i d e n t i t y .

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

ga in  a  co l l ec t i ve  i den t i t y  t h rough  ca t ego r i s a t i on  a s  a  g roup  o f  peop le .

However ,  i t  mus t  be  remembered  tha t  a  “d i sab led  iden t i ty”  i s  no t  th rough
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cho ice ,  r a the r  i t  i s  wha t  has  been  imposed  on  peop le  by  g roups  tha t  a r e

dominan t  in  soc ie ty .   I t  mus t  a l so  be  no ted  tha t  even  wi th in  a  g roup  o f

d i s ab l ed  peop l e  t he r e  a r e  d i f f e r ences .   Peop l e  who  a r e  d i s ab l ed  f a l l  i n to

many  sma l l  g roups .   The re  a re  mul t ip l e  d i f f e rences  be tween  the  va r ious

types  o f  d i sab i l i t i e s ,  ye t  f requen t ly  a l l  a re  lumped  in to  one  ca tegory .   Th is

means  tha t  peop le  who  a re  d i sab led  canno t  eas i ly  c l a im a  co l l ec t ive

ident i ty .   

However ,  to  l abe l  and  s t igmat i se  peop le  i s  to  dehumanise  and  ins inua te  they

a r e  i n f e r i o r .  T h e  r e s u l t  i s  t h a t  a s  a  g r o u p  t h e s e  people  a re  co l lec t ive ly

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

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

by  soc ie ty .   Somet imes  the  d i sab led  ch i ld  may  become the  unwanted  ch i ld .

Denying  the  humani ty  o f  the  d i sab led  ch i ld  may  resu l t  in  b reak ing  the  l ink

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

s e p a r a t e  t h e  u n w a n t e d  i n t o  “ u s ”  a n d  “ t h e m ”  (Wilson 2003:8) .   

Deny ing  the  humanness  o f  an  ind iv idua l  p rov ides  excuses  fo r  ac t ion  t aken

in  an  unpred ic tab le  and  non-purposefu l  s i tua t ion .  Thus ,  separa t ing  us  and

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

For  people  who are  mobi l i ty  d isadvantaged ,  the i r  bodi ly  and  soc ia l  rea l i ty

i s  “be ing  d i f fe ren t  in  body” .   Sys tems  of  power ,  however ,  manipu la te  the i r

bod i ly  d i f fe rence  and  re lega te  them to  the  marg ins  o f  soc ie ty .

Young (1990:55) ,  t hus  cons ide r s  t ha t  m a r g i n a l i s a t i o n  occurs  when  people

a re  no t  cons ide red  t o  be  fu l l y  human .  Le t ty  Russe l l  ( 1993 :23 )  s eems  to

a g r e e  w i t h  Y o u n g  ( 1 9 9 0 )  w h e n s h e  s u g g e s t s  t h a t  s o m e  f e m i n i s t

unde r s t and ing  o f  pe r sons  who  a r e  marg ina l ,  i s  t ha t  t hey  a r e  pe rce ived  a s

l e s s  than  human .   

On  the  o the r  hand ,  Vo l f  (1996 :16)  cons ide r s  marg ina l i s a t ion  a s  t he  means

of  excluding groups  or  an  indiv idual  mainly  because  they  ident i fy  d i f ferent ly
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with  the  communi ty’s  fo rmed be l ie fs ,  mean ings  and  expec ta t ions .   Th i s

means  t ha t  co l l ec t i ve  en fo rcemen t  o f  dominan t  t r ad i t i ona l  be l i e f s  and

va lues  can  exe r t  power  t o  exc lude  some  peop le  (Young  1990 :129) .   I n  o the r

words ,  th rough  cu l tu ra l  express ions ,  the  co l l ec t ive  cons t ruc t s  the  “d i f fe ren t

o the r”  i n  a  soc i e ty  (F i ch t e r  1981 :25 -26 ;  J acobs  1996 :25 -26 ;  Pa rmen te r

1988:14;  Young 1990:58) .

In  cr i t ic i sm of  the  c o n s t r u c t i o n  o f  t h e  “ d i f f e r e n t  o t h e r ”  b y  s o c i e t y ,  V o l f

(1996 :17-18)  a rgues  tha t  t he  themes  o f  iden t i ty  and  “o the rness”  mus t  no t

be  suppressed  when  cons ide r ing  peop le  who  a re  pushed  to  the  marg ins .   The

above  au tho r  po in t s  ou t  t ha t  t he  i den t i t y  o f  a  pe r son  i s  a t t ached  to

par t i cu la r i t i e s  o f  a  soc ia l  se t t ing  in  which  the  person  i s  born .   Iden t i ty  i s

fo rmed  in  in te rac t ion  wi th  s ign i f i can t  o thers ,  a  pa r t i cu la r  human  language ,

r e l i g ious  be l i e f s  and  mean ing  sys t ems .   I n  o the r  words ,  i den t i t y  i s  shaped

par t ly  by  the  recogni t ion  rece ived  f rom the  communi ty  in  which  people  l ive .

Vol f  (1996:19)  proposes  tha t  “ . . .nonrecogni t ion  or  mis recogni t ion  can  in f l ic t

ha rm,  can  be  a  fo rm o f  oppres s ion ,  impr i son ing  someone  in  a  f a l se ,

d i s to r t ed ,  and  reduced  mode  o f  be ing .”   

The  r e l evance  o f  wha t  Vo l f  ( 1996 )  imp l i e s  i s  impor t an t  f o r  t h i s  s t udy

because  c r i t i c i sm  abou t  exc lu s iona ry  ac t s  a r e  mos t l y  a rgued  f rom the  po in t

o f  v i ew  o f  human  r igh t s .   I t  means  t ha t  impor t an t  t hemes ,  such  a s  i den t i t y

a n d  d i f f e r e n c e , a l s o  c l o s e l y  a s s o c i a t e d  w i t h  e x c l u s i o n a r y  a c t i o n s ,  a r e

sac r i f i c ed .   Human  r i gh t s  may  be  an  impor t an t  a spec t  o f  g iv ing  vo i ce  t o  t he

cause  of  d isabi l i ty ,  but  i t  i s  equal ly  impor tant  how re legat ion  to  be ing  the

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

S te reo typ ing  people  in  a  way  tha t  iden t i f i es  them wi th  connota t ions  of  be ing

infer ior ,  be ing  less  va luable  and  be ing  denied  oppor tun i t ies  to  be long  in

soc ie t i es ,  sub jec t s  them to  d i sc r imina t ion  and  exc lus ion  f rom soc ie ty .  

Va le r i e  S t i t e l e r  (1994 :117)  i l lus t ra tes  be ing  exc luded  as  a  f e l low human

be ing  when  she  t e l l s  o f  an  expe r i ence  when  go ing  to  f emin i s t  ga the r ings
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e x p e c t i n g  t o  b e  t r e a t e d  w i t h  w a r m t h  b y  f e m i n i s t s  w h o  w e r e  a b l e - b o d i e d .

However ,  she  o f t en  expe r i enced  f ee l ings  o f  f ea r  and  gu i l t  f rom these  f e l low

w o m e n .   H e r  e x p e r i e n c e s  o f  t h e i r  r e a c t i o n s  r a n g e d  f r o m  b e i n g  i n f a n t a l i s e d

because  o f  a s sumpt ions  t ha t  she  needed  t hem a s  ca r eg ive r s ,  t o  t ha t  o f

hos t i l i t y  and  r e j ec t ion .   S t i t e l e r  f e l t  v io l a t ed  and  inva l ida ted  by  such

responses  to  he r  d i sab i l i t y .   These  f emin i s t s  under s tood  womenhood  to

mean  f i t  ab l e  women  and  thus  r e f l ec t ed  pe rce iv ing  tha t  women  wi th

d i sab i l i t i e s  embody  a l l  t ha t  t hey  do  no t  wan t  to  be .   I t  mean t  tha t  nega t ive

a t t i t u d e s  a n d  b e h a v i o u r s  w e r e  g e n e r a t e d  t o w a r d  d i s a b l e d  w o m e n .

Accord ing ly ,  the  r ec la iming  o f  power  fo r  women  in  genera l  on ly  r e su l t ed  in

re lega t ing  people  wi th  d i sab i l i t i e s  to  d i f fe rence  and  d i sempowerment .

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

main  d imens ions  o f  the  no t ion  o f  d i f fe rence  in  assoc ia t ion  wi th  d i sab i l i ty .

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

minori ty  movement ,  that  commonal i ty ,  universal i ty  and col lect iv i ty  wi l l  g ive

peop le  who  a re  d i s ab l ed  empowermen t  and  a  s ense  o f  be long ing .   On  the

o the r  hand ,  the re  i s  the  a rgument  tha t  d ive r s i ty  o f  d i sab i l i t i e s  mus t  be

recogn i sed  and  r ece ive  a t t en t ion .

Wi th  the  r i s ing  o f  d i sab led  people ’s  movements ,  emphas i s  was  p laced  on  the

commona l i t y  o f  opp res s ion  expe r i enced  by  peop le  who  a re  d i s ab l ed .  The

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

which  such  commonal i ty  wi l l  empower  d i sab i l i ty  movements  to  have  a  vo ice

in  po l i cy -mak ing  and  l eg i s l a t ive  sys t ems  abou t  d i sab i l i t y  (P r i e s t l ey

1999 :219) .   However ,  t he re  a r e  p rob lems  tha t  occu r  when  bas ing  ou r

argument  on  the  commonal i ty  of  d isabi l i ty .   

The  po in t  Ridde l l  and  Watson  (2003:7)  make  i s  re levant  in  c r i t i c i sm of  ideas

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

commonal i ty  o f  d i sab i l i ty  p roduces  a  f ixed  iden t i ty  fo r  peop le  who  a re

d i sab l ed  because  o f  t he  image  o f  t he  impa i r ed  body .   The  ob j ec t i on  i s  t ha t
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t h i s  i s  t h e  w a y  c u l t u r e  c a n  a c t  a s  a  s t r u c t u r e  o f  p o w e r  t o  p r e s e n t  a  p o p u l a r

consc iousnes s  tha t  enables  manipula t ion  of  g roups  of  people  by  groups   who

obtain  dominant  s t a t u s  t h r o u g h  t h e s e  s t r u c t u r e s  o f  p o w e r .   T h e  r e s u l t ,

however ,  i s  t ha t  t he  fo rma t ion  o f  no rma l i ty  i s  an  exe rc i se  o f  power .   Wha t

i s  r e levan t  i s  tha t  the  dominan t  soc ia l  expec ta t ions  in f luence  how we  th ink

and  how we  r eac t  t o  peop le .   Confo rming  to  dominan t  expec ta t ions  o f  a

soc i e ty  i s  r ewarded ,  whe reas  f a i l u re  t o  con fo rm i s  r e l ega t ed  to  t he  r ea lm

of  dev iancy  (Drake  1996:148)  

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

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

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

inequa l i t i e s .   Bu t  because  o f  t hese  inequa l i t i e s ,  sub -cu l tu re s  can  a r i s e  t o

cha l l enge  wha t  i s  unde r s tood  a s  dominan t  cu l tu ra l  power  s t rugg les .   I t  i s

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

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

symbol ic  rea lm for  c rea t ing  iden t i ty  (Ol iver  1996:28-29;  Riddell  &  Wat son

2003 :8 ) .   The  r e l evance  o f  t h i s  i s  t he  impor t ance  o f  a  cu l tu re  o f  d i sab i l i t y

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

persona l  iden t i ty .   

Hence  the  need  fo r  t he  emergence  o f  t he  cu l tu re  o f  d i sab i l i t y  movemen t s

in  res i s t ance  to  f ixed  be l i e f s  and  va lues  abou t  d i sab i l i ty .   The  power  o f

r e s i s t a n c e  i s  t h a t  i t  c h a l l e n g e s  d o m i n a n t  m i n d - s e t s  a n d  r a i s e s   p o l i t i c a l

consc iousness  to  coun te r -ac t  t he  l imi t ed  ideo log ies ,  wh ich  have  ins t iga t ed

d i s to r t ed  images  o f  peop le  who  a re  d i sab led .   The  power  o f  cha l l eng ing   t he

d i s to r t ed  ideo log ies  tha t  r e su l t  i n  a  f ixed  “d i sab led  iden t i ty” ,  i s  t ha t  t hese

peop le  who  a re  d i sab led  can  deve lop  a  more  pos i t i ve  iden t i t y  (R idde l l  &

Wat son  2003:9) .   

R icoeur ’ s  (1992 :43)  no t ion  o f  na r ra t ive  iden t i ty  ( see  chap te r  two)  i s

r e l evan t  t o  t he  i n f l uence  o f  coun t e r - r e s i s t ance  t o  t he  ma jo r  pe r cep t i ons
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about  d i sab i l i ty .   The  power  o f  nar ra t ive  media t ion  i s  tha t  i t  can  br ing

d i f f e r e n c e  a n d  i d e n t i t y  i n t o  a  un i fy ing  s t ruc tu re  t h rough  na r r a t i ve  p lo t  t ha t

s t ruc tu re  d i f f e ren t  t empora l  expe r i ences  o f  the  human  s to ry  in to  a  comple te

s to ry .   I t  i s ,  the re fore ,  a  means  o f  be ing  c r i t i ca l  in  re f lec t ing  on  ideo log ies

o f  oppress ion  and  the  ac t ions  o f  conf igura t ion  and  re f igu ra t ion  tha t

cha l l enge  such  ideo log ie s .   I t  makes  i t  pos s ib l e  fo r  peop le  who  a re  g iven  an

iden t i ty  f ixed  in  a  body- image ,  o f  be ing  “wha t”  o r  an  ob jec t ,  t o  be

ident i f iab le  in  a  wor ld  through imagina t ion  and be  ident i f ied  as  “who”,  in

o the r  words ,  t o  be  pe rce ived  a s  a  who le  pe r son  w i t h  p h y s i c a l  a n d  m e n t a l

capac i t i e s  (Ricoeur  1992:44 ,  133) .

The  impor t ance  o f  wha t  has  been  d i scus sed  above  i s  t he  t hough t  t ha t

t r ans fo rmat ion  needs  to  t ake  p lace  th rough  soc ia l ,  economic  and  po l i t i ca l

ac t i ons  t ha t  a cknowledge  t he  cons t ruc t i on  o f  a  cu l t u r e  t ha t  a ccep t s

d i f f e rence  in s t ead  o f  oppres s ing  peop le  who  a re  d i f f e ren t  (Barnes  1996 :56) .

French  (1993b:74)  po in ts  ou t  tha t  when  people  deny  our  d i sab i l i ty  they  deny

w h o  w e  a r e .   T h i s  m e a n s  t h a t  w h e n  d i f f e r e n c e  i s  d e n i e d  o r  n o t

acknowledged ,  th i s  no t  on ly  den ies  pe r sonhood ,  bu t  fo rces  the  ind iv idua l  to

ac t  i n  t he  way  soc i e ty  wan t s .   Thus ,  s ee ing  peop le  who  a re  d i sab l ed  a s  no t

d i f f e r e n t  r e s u l t s  i n  d e n i a l  o f  t h e  u n i q u e  n e e d s  t h a t  e a c h  individual

expe r i ences .   I t  i s  t he  d i f f e r ence  be tween  d i s ab i l i t i e s  t ha t  changes  how

peop le  expe r i ence  the i r  d isabi l i t ies  (French 1993b:75-76;  Morr is  1993b:103;

Morr i s  1993a:42-43) .

Mor r i s  (1993b :106)  s t a t e s  an  appropr i a t e  f in i sh  to  vo ic ing  wha t  has  been

d i s c u s s e d  a b o v e :

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

e x p e r i e n c e .   T h e  n o n - d i s a b l e d  w o r l d  m a y  w i s h  t o  t r y  t o  i g n o r e  t h i s

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

q u i t e  h u m a n ,  b u t  w e  m u s t  r e c o g n i s e  t h a t  o u r  d i f f e r e n c e  i s  b o t h  a n

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



133

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

In  conc lus ion  t he  r e l evance  fo r  t h i s  s t udy  i s  t ha t  two  ma in  fo rms  o f

oppress ion  a re  iden t i f i ed  th rough  the  soc ia l  mode l ,  namely  env i ronmenta l ,

ma te r i a l ,  economic  oppress ion  and  soc io -cu l tu ra l  oppress ion .   I t  w i l l  be

a rgued  tha t  any th ing  o the r  than  exp lo r ing  d i sab i l i t y  f rom a  phys ica l ,

mater ia l ,  economic ,  po l i t i ca l  and  soc io-cu l tu ra l  perspec t ive  i s  no t  explor ing

d i sab i l i ty  f rom a  ho l i s t i c  v iewpoin t .   The  po in t  i s  to  a t t empt  to  so lve  the

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

mul t id imens ional  unders tanding  i s  impor tan t  because  I  am of  the  opin ion

tha t  ma te r i a l  env i ronmen ta l  ba r r i e r s ,  cu l t u r a l  codes  and  be l i e f s  and  t he

un iqueness  o f  t he  pe r son  a l l  con t r ibu t e  t o  unde r s t and ing  d i sab i l i t y .   Thus ,

a  b roade r  unde r s t and ing  o f  d i sab i l i t y  tha t  i nc ludes  a l l  t hese  f ac to r s  r e fe r r ed

to  i s  r equ i red .   Th i s  i s  the  top ic  o f  the  nex t  sec t ion .

3 . 6   D E V E L O P M E N T  O F  A  P S Y C H O S O C I A L  M O D E L

During  th i s  d i scuss ion  on  the  b iomedica l  and  soc ia l  models ’  perspec t ive  of

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

requ i red  to  desc r ibe  d i sab i l i t y  in  a  way  tha t  enab les  i t  t o  be  under s tood  by

a l l  and  no t  on ly  f rom a  spec i f ic  p rofess iona l  l eve l .  

The  new c l a s s i f i ca t ions  in s t i t u t ed  by  the  ICF  do  addres s  some  sh i f t  i n

th ink ing  tha t  a r t i cu la tes  d i sab i l i ty  d i f fe ren t ly .   I  have  a l ready  po in ted  ou t

tha t  t he  o ld  c l a s s i f i ca t ion  o f  d i sab i l i ty  made  by  the  WHO re fe r red  to  th ree

dis t inc t ions  in  te rms of  d isabi l i ty  tha t  re inforced  the  indiv idual i s t ic  mode of

the  b iomedica l  mode l  o f  d i sab i l i ty  ( see  3 .2 .1 ) .   However ,  the  new

c l a s s i f i c a t i o n s  o f  t h e  I C F  h a v e  c h a n g e d  t h e  e m p h a s i s  t o  a  b r o a d e r  y e t  m o r e

spec i f ic  unders tand ing  of  d i sab i l i ty .   Disab i l i ty  i s  conce ived  as  in te rac t ion

be tween  hea l th - re l a t ed  cond i t ions ,  env i ronmenta l  and  pe r sona l  f ac to r s
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(AIHW 2001) .   A l though  the  emphas i s  r emains  loca ted  in  hea l th  and  d i sease

and  the re fo re  l eads  to  a  hea l th - r e l a t ed  c l a s s i f i ca t ion ,  d i sab i l i t y  can  be

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

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

class i f ica t ion  of  d isabi l i ty .

An  a rgument  addressed  th rough  some  p roponen t s  o f  the  soc ia l  mode l  was

tha t  a  ba lance  needs  to  be  kep t  be tween  the  ind iv idua l  and  co l l ec t ive

dimensions  of  d isabi l i ty  (3 .5) .   Accordingly ,  the  ICF’s  c l a s s i f i ca t ion

repo r t ed  by  t he  WHO (2001 )  p rov ides  t he  v i s i on  fo r  a  new  l anguage  t o

descr ibe  disabi l i ty  hol is t ica l ly  ins tead of  individual is t ica l ly .   

I  con t inue  th i s  a rgument  in  a  d i scuss ion  o f  the  in t e rac t ion  be tween

bio log ica l ,  psycholog ica l  and  soc ia l  aspec t s  in  re la t ion  to  the  typology of

c h r o n i c  d i s e a s e  o f  Rol land’s  (1989 ,  1993 ,  1994)  and  re la ted  emot iona l  and

soc ia l  demands  on  the  l i f e  o f  the  f ami ly  ( see  3 .6 .1 ) .   I t  w i l l  fo rm the  bas i s

fo r  the  sugges t ion  o f  an  unfo ld ing  na r ra t ive  mode l  fo r  peop le  who  a re

mobi l i ty  impai red  ( see  3 .6 .2) .   A  shor t  conc lus ion  i s  g iven  (3 .7) .

3 . 6 . 1   R o l l a n d ’ s  p s y c h o s o c i a l  m o d e l  o f  c h r o n i c  d i s e a s e

Rolland (1989:433)  d r a w s  a t t e n t i o n  t o  t h e  f a c t  t h a t  i n  c h r o n i c  d i s e a s e  t h e

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

in t e rac t ion  o f  the  d i sease  p rocess ,  t he  ind iv idua l ,  f ami ly  and  the  d i f f e ren t

b io -psychosoc ia l  sys tems  i s  needed .   In  o the r  words  the  f ami ly  un i t ,  med ica l

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

pe r son  wi th  a  ch ron ic  i l lness ,  bu t  th i s  shou ld  expand  to  address  the

deve lopmen t  o f  t he  ch ron ic  i l l nes s  expe r i ence  in  r e l a t ion  to  a l l  o f  l i f e .   The

above  au thor  po in t s  ou t  tha t  i t  i s  impor tan t  to  unders tand  wha t  he  ca l l s  the

evo lu t iona ry  th read  tha t  i n t e r tw ines  i n  t he  phases  o f  ch ron ic  d i sease  i n

re la t ion to  the  individual  and family  l i fe .   
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By the  way  Ro l l and  (1994 :6 -7 ,10)  makes  the  no tewor thy  po in t  t ha t  t he  need

fo r  a  p sychosoc ia l  d imens ion  o f  addres s ing  ch ron ic  d i sease  a r i s e s  because

i n  t h e  p a s t  p s y c h o s o m a t i c  p r o c e s s e s  h a v e  b e e n  e x p r e s s e d  i n  p a t h o l o g i c a l

t e rms  tha t  have  de roga t ive  conno ta t i ons  fo r  peop le  who  a r e  ch ron ica l l y  i l l .

Unfo r tuna te ly ,  no rma t ive  b io -psychosoc ia l  p rocesses  a re  a l so  de f ined  a s

psychosomat ic ,  which  resu l t s  in  the  t endency  for  the  ind iv idua l  and  fami ly

members  to  be  l abe l l ed  as  dys func t iona l .   Ro l land  (1994 :10-11)  the re fore

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

perspec t ive  p rov ides  fo r  psychosoc ia l  f ac to r s  to  be  impor tan t  in  the  hea l ing

p r o c e s s .

A t w o o d  a n d  Weins te in  (2004)  t ake  up  Rol land’s  (1989 ,  1993)  re fe rence  to

psychosomat i c  p rocesses  and  po in t  ou t  t ha t  ch ron ic  d i sease  i s  cons ide red

as  l a rge ly  de te rmined  by  a  conf l i c t  o f  l i f e - s ty le  behav iours  tha t  has  to  do

w i t h  e x t e n d e d  o r  d e c r e a s e d  r e c o v e r y  t i m e  o f  t h e  d i s e a s e .   I ,  h o w e v e r ,  a m

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

r easons  fo r  t he  new use  o f  t he  t e rm,  a  nega t ive  conno ta t ion  r ema ins .   I t  s t i l l

r e f l ec t s  t he  idea  tha t  t he  pe r son  and  f ami ly  a re  dys func t iona l  and

respons ib le  fo r  the  d i sease  p rocess .   Ro l l and  (1989) ,  Atwood  and  Weins te in

( 2 0 0 4 )  w r i t e  s p e c i f i c a l l y  f r o m  t h e  p o i n t  o f  v i e w  o f  t h e  m e d i c a l

p rac t i t i one r ’ s  invo lvemen t  in  dea l ing  wi th  ch ron ic  d i sease .   In  my  op in ion

i t  s t i l l  re ta ins  some of  the  medica l  in f luence  of  cont ro l .

U r d a n g  a n d  S w a l l o w  ( 1 9 8 3 : 7 4 )  i n  M o s b y ’ s  M e d i c a l  a n d  N u r s i n g

D i c t i o n a r y  r e fe r  to  psychosomat ic  a s :  “  o f  o r  pe r t a in ing  to  psychosomat ic

med ic ine .  2 .  r e l a t i ng  t o ,  cha rac t e r i zed  by ,  o r  r e su l t i ng  f rom the  i n t e r ac t i on

o f  t he  mind  o r  p syche  and  the  body  3 .  t he  exp re s s ion  o f  an  emot iona l

conf l i c t  t h rough  phys ica l  symptoms .   A  psychosomat i c  approach :  the

in te rd i sc ip l ina ry  o r  ho l i s t i c  s tudy  o f  phys ica l  and  menta l  d i sease  f rom a

bio logica l  psychosocia l  and  soc iocul tura l  po in t  of  v iew”.   

I  am of  the  op in ion  tha t  the  exp lana t ion  o f  a  psychosomat i c  approach ,  by
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U r d a n g  a n d  S w a l l o w  ( 1 9 8 3 ) ,  g i v e s  a  b e t t e r  u n d e r s t a n d i n g  o f  t h e

deve lopmen t  o f  a  ch ron ic  d i sease  i n  r e l a t i on  to  t he  emot iona l  and  soc io -

cu l tu ra l  demands  tha t  the  d i sease  course  pu t s  on  the  f ami ly  un i t .   Thus ,  I

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

in te rac t ion  wi th  psycho log ica l ,  phys ica l  and  soc ia l  demands  on  the

ind iv idua l  and  d i f fe ren t  fami ly  members  and  s ign i f ican t  o thers .   In  addi t ion ,

i t  ha s  a  b roade r  i n f l uence  on  a l l  s i gn i f i c an t  r e l a t ed  env i ronmen t s ,  such  a s

economic ,  po l i t i ca l  and  re l ig ious  s t ruc tures  tha t  a l l  in f luence  the  cop ing

ab i l i ty  o f  the  ind iv idua l  and  d i f fe ren t  f ami ly  members  wi th  the  i l lness .   I

w i l l ,  t he re fo re ,  focus  on  the  above  pe r spec t ive  when  d i scuss ing  the  ch ron ic

disease  re la t ionship  in  the  individual  and family  uni t .

Re turn ing  to  Rol land’s  (1994:102-103)  cons idera t ion  o f  chron ic  i l lnesses ,

he  cons ide rs  chron ic  i l lness  in  re la t ion  to  fami ly  sys tems  theory  and  ce r ta in

key  concep t s  o f  t he  f ami ly  sy s t em’s  no t i on  o f  l i f e  cyc l e .   Key  l i f e  cyc l e

concep t s ,  such  a s  l i f e  s t ruc tu res ,  deve lopmenta l  t a sks ,  pe r iods  o f  t r ans i t ion

and  cen t r i pe t a l  and  cen t r i fuga l  pe r iods  a r e  t he  means  o f  p rov id ing  the

founda t ion  fo r  a  d i scuss ion  o f  i l l ness  and  d i sab i l i ty .   I t  p rov ides  a  means  o f

ga in ing  in s igh t  i n  wha t  p rac t i ca l  and  emot iona l  demands  occu r  when  an

i l lness  invades  an  indiv idual ’s  and  fami ly’s  l i fe  a t  a  spec i f ic  poin t  of  the  l i fe

c y c l e .  

L i f e  s t r u c t u r e s  a r e  d e s c r i b e d  a s  p a t t e r n s  o f  a  p e r s o n ’ s  a n d  f a m i l y ’ s  l i f e  a t

a n y  s p e c i f i c  p o i n t  i n  t h e  l i f e  c y c l e .   S o m e  e x a m p l e s  o f  l i f e  s t r u c t u r e s  a r e

mar r i age ,  r e l a t i onsh ips ,  ro l e s  i n  r e l a t i on  to  s e l f  and  o the r s  and  occupa t ion .

Deve lopmen ta l  t a sks  a r e  marked  by  pe r iods  o r  phases  o f  d i f f e r en t  t a sks  i n

re la t ion  to  the  deve lopment  occur r ing  a t  a  spec i f i c  pe r iod  o f  the  l i f e  cyc le

(Rol land 1994:104-105) .   Thus ,  i t  i s  an  impor tant  point  in  re la t ion to  the

invas ion  o f  a  ch ron i c  d i s ea se .   Ano the r  key  concep t  o f  l i f e  cyc l e  i s  t ha t  t he

gene ra t iona l  f ami ly  sys t ems  move  be tween  pe r iods  o f  h igh  f ami ly  cohes ion

(cen t r ipe t a l  pe r iod)  and  lower  fami ly  cohes ion  (cen t r i fuga l  per iod) .
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The  above  key  concep t s  a re  the  p r ime  cons ide ra t ion  in  in t eg ra t ing  ch ron ic

i l lnesses  in to  the  fami ly  l i fe  cyc le  tha t  p rov ides  for  a  psychosoc ia l  l anguage

to  desc r ibe  and  unde r s t and  the  emot iona l  and  p rac t i ca l  demands  o f  ch ron ic

disease  on  the  indiv idual  and fami ly  uni t .

R o l l a n d  (1989:434 ,  1993:446)  there fore  proposes  a  typology  of  chronic

i l l ne s se s  t ha t  i s  ba sed  on  key  concep t s  t ha t  upho ld  d i s t i nc t i ons  o f  d i f f e r en t

p a t t e r n s  o f  t h e  p h a s e s  o f  t h e  d i s e a s e  p r o c e s s .   T h e  p h a s e s  a r e :  1 )  o n s e t ,

wi th  the  d is t inc t ion  of  s u d d e n  v e r s u s  g r a d u a l ;  2)  c o u r s e ,  w h i c h  h a v e  t h e

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

r e l a p s i n g / e p i s o d i c ;  3 )  o u t c o m e  wh ich  cons i s t s  o f  f a t a l  v e r s u s  s h o r t e n e d

l i f e s p a n ,  s h o r t e n e d  l i f e - s p a n  v e r s u s  n o n f a t a l ;  4 )  d e g r e e  o f

i n c a p a c i t a t i o n  wi th  the  d i s t inc t ion  made  be tween  be ing  p r e s e n t  o r  a b s e n t .

In  add i t ion ,  the re  a re  th ree  key  t ime  phases ,  wh ich  a re :  1 )  c r i s i s ;  2 )

c h r o n i c ;  3 )  t e r m i n a l .

Atwood and  Weins te in  ( 2 0 0 4 )  r e f e r  t o  a  l i f e  e v e n t  w h i c h  b r o a d l y  d e s c r i b e s

impor t an t  even t s  o f  t he  i nd iv idua l ’ s  and  f ami ly  un i t ’ s  expe r i ences  t ha t

in t roduce  s ign i f i can t  changes  to  the  pa t t e rns  fo rmed  in  the  l i f e  cyc le  o f  an

indiv idua l .   The  above  au thors  expla in  becoming chronica l ly  i l l  as  a  l i fe

even t .   Gene ra l l y  l i f e  even t s  a r e  ca t ego r i s ed  i n  t h r ee  ways ;  no rma t ive  age

graded  even t s ,  such  as  mar r i age ;  hav ing  ch i ld ren  o r  mid- l i f e  changes ;

no rma t ive  h i s to ry  g raded  even t s ,  such  a s  wa r s ,  e conomic  ca t a s t rophe ;  and

non-normat ive  even t s ,  such  as  unemployment ,  i l lness  o r  d i sab i l i ty .   Ro l land

(1994 :127)  r e fe r s  to  the  impor tance  o f  the  cu l tu ra l  and  re l ig ious  be l i e f

sys t ems  on  the  l i f e  o f  peop le ,  howeve r ,  t h i s  w i l l  be  d i s cus sed  more  b road ly

in  chap t e r  f i ve .   The  r e l evance  a t  t h i s  po in t  i s  t ha t  be l i e f  sy s t ems  impac t s

on  the  l i f e  s t ruc tu re s  o r  l i f e  even t s .

Ro l l and  (1994 :57 )  i n t roduces  the  me taphor  o f  i l l ne s s  a s  a  member  o f  t he

ind iv idua l  and  f ami ly  l i f e  cyc l e .   I t  means  t he re fo re  t ha t  t he  d i s ea se

deve lopmen t  cou r se  phases  and  the  d i sease  t ime  phases  i n t rude  in to  t he  l i f e
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of  the  ind iv idua l  and  fami ly  wi th  d i f fe ren t  impac t  on  the  fami ly’s  s t r u c t u r e s

and  func t iona l i ty ,  depending  on  what  per iod  i s  invaded  by  the  d i sease

p r o c e s s .   

In  addi t ion ,  the  adapta t ion  and  func t iona l i ty  of  the  fami ly  un i t  a re  a l so

inf luenced  minimal ly  or  maximal ly  in  respec t  of  the  spec i f ic  per iods  of

t r an s i t i on ,  and  whe the r  t he se  occu r  i n  t he  pe r i od  o f  c en t r i pe t a l  o r

cen t r i fuga l  o f  the  ind iv idua l  and  fami ly  l i f e  cyc le .   Any  t rans i t ion  be tween

deve lopmenta l  phases  o f  an  i l lness  r e su l t  i n  c ruc ia l  ind iv idua l and family

adap ta t ions  t o  d i sease  and  l i f e  even t s .   

Rol land  (1994:52-53) ,  the re fore ,  compares  the  s imi la r i t i e s  be tween  the

ch ron ic  d i s ea se  t ime  phases  and  spec i f i c  t ime  pe r iods  i n  r e l a t i on  t o

t rans i t iona l  pe r iods  wi th  the  l i f e  cyc le  deve lopment  o f  human  ex i s t ence  o r

soc ia l i s a t ion .   An  example  i s  t he  pe r iod  o f  t r ans i t i on  f rom ch i ldhood  to

ado lescence ,  where  a  p ro longed  pe r iod  o f  l ea rn ing  to  ad jus t  to  and

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

psychosoc ia l  unders tand ing  of  the  i l lness  can  be  ga ined  (Rol land  1994:43) .

An  example  o f  an  imag ina ry  f ami ly  o f  fou r  w i l l  be  used  to  g ive  an  idea  o f

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

i n  f i g u r e  3 . 1  b e l o w .   T h e  f a m i l y  c o n s i s t s  o f  p a r e n t s  w h o  h a v e  r e c e n t l y

re t i r ed ,  an  e lde r  son  who used  to  l ive  in  h i s  own f la t  and  exper ienced  the

gradua l  onse t  o f  mul t ip le  muscu la r  sc le ros i s  f rom the  age  o f  22  yea r s ,  wh ich

w a s  d i a g n o s e d  a t  2 4  y e a r s .   A n o t h e r  b r o t h e r  o f  1 9  y e a r s  i s  s t u d y i n g  and

l ived  on  the  un ivers i ty  campus .   Diagrammat ica l ly  the  in te rac t ion  of  the

unfo ld ing  of  the  d i sease  in  the  deve lopmenta l  l i f e  cyc le  o f  th i s  fami ly  cou ld

be  desc r ibed  a s  fo l lows :

F i g u r e  3 . 1  T h e  i n t e r a c t i o n  b e t w e e n  a  d i s e a s e ,  i n d i v i d u a l  a n d  f a m i l y

m e m b e r s

            A       T h e  p o i n t  o f  d e v e l o p m e n t  o f  t h e  l i f e  c y c l e :  t r a n s i t i o n  t o  r e t i r e m e n t  
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                    a n d  a  p e r i o d  o f  e a r l y  a d u l t h o o d  o f  b o t h  t h e  c h i l d r e n  ( R o l l a n d

1 9 9 4 : 1 0 4 ) .

                                                                                  –

                                                                   L i n k  w i t h  a l t e r n a t i o n  o f  

                                                                   –                                     –

                                        S t r u c t u r e  b u i l d i n g                    S t r u c t u r e  c h a n g i n g

                                                  ( S t a b l e )                                  ( T r a n s i t i o n a l )

                                                                   –                                        –

                                                           C e n t r i p e t a l        V s             C e n t r i f u g a l

 B                                                                            (Ro land  1994 :104-106)

                                                                                                                       –

  D I S E A S E  E N T R Y  P O I N T                                                                  P e r i o d  o f

                                                                                                           ( L o w  c o h e s i o n )

  O n s e t :  g r a d u a l                                          T A S K S                                        –

  T i m e  p h a s e : p r e - d i a g n o s i s

  c r i s i s  p h a s e  a n d  p o s t -                         S o n  r e t u r n e d  h o m e                T r a n s i t i o n  p e r i o d

  d i a g n o s i s  r e l a p s e  p e r i o d s                     f o r  c a r e - g i v i n g             C e n t r i p e t a l  v s

c e n t r i f u g a l

                                                                                                      

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

g i v i n g

 C h r o n i c  d e v e l o p m e n t  c o u r s e                    n e w  p u r s u i t s                                –   

  w i t h  l o n g - t e r m  d i s a b i l i t y                     e x t e r n a l  t o  f a m i l y                   C e n t r i p e t a l

p e r i o d

 ( R o l l a n d  1 9 8 9 : 4 3 7 )                                                                                    t o  c o p e  w i t h

                                                                                                         p h y s i c a l ,

p s y c h o l o g i c a l

                                                                                                               d e m a n d s  o f  M S .

  C h r o n i c  t i m e  p h a s e  a n d                                                                                 –

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

 ( R o l l a n d  1 9 8 9 : 4 3 7 - 4 3 8 )                                                            t o  c o p e  w i t h  t h e  d e m a n d s

                                                                                                  o f  M S  a n d  l i f e  c y c l e  t a s k s

                       

Al l  t he  above  in t e r ac t i ons  be tween  d i s ea se  cou r se ,  t ime  phases  and  l i f e
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c y c l e  e v e n t s  and  r e l a t ed  deve lopmen ta l  t a sks  w i l l  have  an  impac t  on  t he

coping  sk i l l s ,  o rgan isa t iona l  s t ruc tures  and  teamwork  or  pu l l ing  apar t  o f  the

fami ly  members ,  depending  on  the  psycholog ica l  and  soc ia l  demands  exer ted

by  the  d i sease  in t e rac t ion  wi th  the  f a m i l y  l i f e  c y c l e  a t  c e r t a i n  p o i n t s  o f  t h e

cyc le .   The  above  d iagram i s  on ly  an  example  o f  the  unfo ld ing  o f  a  d i sease

in  in te rac t ion  wi th  the  l i f e  cyc le  and  deve lopmenta l  t a sks .

F i g u r e  3 . 2   A n  e x a m p l e  o f  t h e  i n t e r a c t i o n  i n  t h e  p s y c h o s o c i a l

d e v e l o p m e n t  o f  t a s k s

 A d j u s t i n g  t o  e a r l y  r e l a p s i n g  c o u r s e                    L i f e  c y c l e  d e v e l o p m e n t  p u t  o n  h o l d

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

h o m e

            E a r l y  M S                                                  b e c a u s e  o f  f i n a n c i a l  s t r e s s  o r  t h e

f a t h e r

       ( R o l l a n d  1 9 8 9 : 4 3 6 )                                         r e t u r n s  t o  w o r k .   G r e a t e r  f o c u s  o n

t h e

                                                                               i n t e r n a l  s t r u c t u r e s  o f  t e a m w o r k  a n d

                                                                              c o p i n g  s k i l l s  o f  i n d i v i d u a l  a n d  f a m i l y .

           L a t e r  M S                                                                ( P e r i o d  o f  h i g h  c o h e s i o n )

 A d j u s t i n g  t o  c h r o n i c  d e v e l o p m e n t a l

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

t r a n s i t i o n

 t i m e  p h a s e  t a s k  ( R o l l a n d  1 9 9 4 : 2 3 )                    A l t e r n a t i o n  b e t w e e n  c e n t r i p e t a l  a n d

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

c o h e s i o n

I t  i s  t h i s  in t e rac t ion  be tween  the  t ime  phases  and  typo logy  o f  i l l ness  tha t

p rov ides  a  ch ron ic  d i sease  psychosoc ia l -deve lopmenta l  mode l .   Ro l l and

( 1 9 8 9 : 4 4 0 )  c o n s i d e r s  t h a t  t h e  t i m e  p h a s e s  “ . . . c a n  b e  c o n s i d e r e d  b r o a d

deve lopmen ta l  pe r iods  in  the  na tu ra l  h i s to ry  o f  ch ron ic  d i sease” .   I t  i s  t he

in t e r ac t i on  w i th  t he  d i s ea se  cou r se  t ha t  un fo ld s  i n to  t he  d r ama  o f  human

l i f e .   Ambi t ious  p l ans  o f  a  mo the r ,  fo r  i n s t ance ,  may  be  pu t  on  ho ld  to
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accommoda te  the  s i t ua t ion  o f  a  p re - schoo l  ch i ld  who  i s  a s thma t i c .   The

mothe r  may  g ive  up  he r  employmen t  t o  r ema in  a t  home  in  ca se  t he  ch i ld  has

a n  a s t h m a  a t t a c k .   

Ro l land  (1989 ,  1993 ,  1994)  p roceeds  to  re fe r  to  fami ly - sys tems  in  re la t ion

to  chronic  d isease ,  but  I  wi l l  only  r e f e r  t o  s o m e  ideas  f rom fami ly-sys tems

thinking in  the  next  sect ion on a  model  for  mobi l i ty  disabi l i ty .

The  main  po in t s  tha t  I  wi l l  use  f rom Rol land’s  (1989 ,  1993 ,  1994)  ideas  o f

chronic  d iseases ,  bu t  in  re la t ion  to  mobi l i ty  impai rment ,  a re  as  fo l lows:

1 )  because  o f  mobi l i ty  impa i rment ’ s  p ro longed  na tu re  i t  can  be  c lass i f i ed

as  d i f fe ren t  f rom acu te  medica l  cond i t ions ,  and

2)  the re  i s  in t e rac t ion  be tween  the  b io log ica l  and  psychosoc ia l  dimensions

3 . 6 . 2   A n  u n f o l d i n g  n a r r a t i v e  o f  m o b i l i t y  i m p a i r m e n t

I  no te  tha t  Ro l l and  (1989 :434)  cons ide r s  ch ron ic  d i sease  in  r e l a t ion  to  the

ind iv idua l  and  f ami ly  member s .   I ,  howeve r ,  w i l l  r e f e r  t o  t he  cou r se  and

t ime phases  in  assoc ia t ion  wi th  mobi l i ty  impai rment  and  the  in te rac t ion  wi th

t h e  p e r s o n a l  n a r r a t i v e  of  the individual  l iving with mobil i ty  impairment  and

the  f ami ly  na r r a t i ve  i n  r e l a t i on  t o  t he  n a r r a t i v e  of  socia l  and pol i t ica l  l i fe

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

a  n a r r a t i v e  theory  perspec t ive  wi l l  b e  d i s c u s s e d .  

I t  i s  no tewor thy  tha t  Ro l l and’s  (1989 ,  1993 ,  1994)  psychosoc ia l  mode l  fo r

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

co l l ec t i ve ,  t ha t  i s  t he  f ami ly .   I n  a  s ense  ch ron ic  d i s ea se ,  i nd iv idua l  and

fami ly  member s  a r e  add re s sed  i n  t he  con t ex t  o f  a  s ense  o f  be long ing .   I t

a s sumes  t ha t  t he  i nd iv idua l  be longs  t o  a  f ami ly .   I n  chap t e r  two  i t  was

d i s c u s s e d  t h a t  m e m b e r s  o f  a  s o c i e t y  i n t e r a c t  r e c i p r o c a l l y  a n d  s h a r e
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nar ra t ive  accoun t s  w i th  one  ano the r .   The  s to r i e s  o f  t he  co l l ec t ive  become

“en tang led  wi th  one  ano the r”  and  the  shap ing  o f  bo th  pe r sona l  and

col lec t ive  iden t i ty  occur .

In  a  s imi la r  way  the  metaphor  o f  mobi l i ty  impai rment  as  a  member  o f  the

fami ly  may  be  unders tood  as  including mobi l i ty  impairment  as  an  ongoing

exper ience  wi th  the  ind iv idua l ,  f ami ly  members  and  s ign i f i can t  o the rs .   The

in te rac t ion  be tween  mobi l i ty  impa i rmen t  and  ind iv idua l ,  f ami ly  and

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

deve lopments .   The  advan tage  o f  connec t ing  na r ra t ive  iden t i ty  theory  to  the

above  idea  i s  t ha t  t he  func t ion  o f  na r r a t i ve  i s  t o  d i s c lo se  ac to r s  and  ac t i ons

of  a  s to ry .   I t  can  enab le  a  ho l i s t i c  unders tand ing  o f  l iv ing  wi th  mobi l i ty

impai rment  as  na r ra t ive  has  the  power  to  d i sc lose  wha t  i s  go ing  on  in  the

exper ience of  l iv ing wi th  mobi l i ty  impairment ,  and  a l so  d i sc lose  how the

ind iv idua l ,  d i f f e ren t  f ami ly  members  and  s ign i f i can t  o the r s  r e spond  to  the

phys ica l ,  emot iona l  and  prac t ica l  demands  of  the  d i sab i l i ty .   The  r e l a t i on  o f

the  t heo r i e s  o f  p sychosoc i a l  deve lopmen t  o f  ch ron i c  d i s ea se  o f  Ro l l and

(1989 ,  1993 ,  1994)  and  nar ra t ive  theory  and  nar ra t ive  iden t i ty  o f  Ricoeur

(1992,  1995)  i s  impor tant .   

T h e  r e l e v a n c e  i s  t h a t n a r r a t i v e  c a n d i sc lose  the  su f fe re r s  i n  the  s to ry  o f

l iv ing wi th  a  mobi l i ty  d isabi l i ty  and fac i l i ta tes  the  poss ibi l i ty  of  ac t ion  to  be

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

co l lec t ive  iden t i ty  and  s t rengthen  persona l  iden t i ty .

How then  can  na r r a t i ve  mean ing  be  i n t eg ra t ed  i n to  a  mode l  o f  mob i l i t y

impa i rment?   The  a im i s  to  b r idge  the  gap  be tween  the  b io log ica l  l anguage

of  the  b iomedica l  mode l  and  the  soc ia l  mode l .   In  do ing  so ,  I  p ropose  wha t

I  ca l l  an  unfo ld ing  o f  the  na r ra t ive  o f  mob i l i ty  impa i rmen t .   I t  i s  p roposed

t h a t  t h e  p r o l o n g e d  n a t u r e  o f  mobil i ty impairment  can  g ive  r i s e  t o  t empora l

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

whole  b io logica l  d imension of  mobi l i ty  impairment .   Next ,  the  in terac t ion  of

the  unfo ld ing  nar ra t ive  of  mobi l i ty  impai rment  wi th  the  d i f fe ren t  phases  of

the  l i f e  span ,  o r  l i f e  cyc le ,  o f  the  ind iv idua l ,  f ami ly  and  s ign i f i can t  o the r s

g ives  r i se  t o  t e m p o r a l  n a r r a t i v e  e v e n t s  t h a t  c a n  b e  p i e c e d  t o g e t h e r .   I t

fo rms  a  who le  s to ry  o f  the  in t e rac t ion  be tween  mobi l i ty  impa i rmen t  and  the

emot iona l  and  prac t ica l  demands  on  the  ind iv idua l ,  f ami ly  and  s ign i f ican t

o the r s .   F ina l l y ,  t he  demands  and  p rac t i ca l  t a sks  and  a s soc i a t ed  dec i s ions

made  can  have  consequences  fo r  the  soc ia l ,  po l i t i ca l ,  economic  and

re l ig ious  d imensions  of  l i fe  or  the  externa l  envi ronment  of  the  indiv idual  and

family.

The  unfo ld ing  na r ra t ive  o f  l i f e  wi th  mobi l i ty  impa i rment  can  be  l ikened  to

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

p a t t e r n  t h a t  a r e  p a r t  o f  t h e  w h o l e  p a t t e r n .   I t  c a n ,  h o w e v e r ,  o n l y  b e  s e e n  a s

a  w h o l e  o n c e  i t  i s  c o m p l e t e l y  u n f o l d e d .   I n  t h e  s a m e  way mobil i ty

impai rment  exposes  i t s  b io log ica l  o r  bod i ly  pa t te rns ,  a s  these  unfo ld ,  in

connec t ion  t o  t he  even t s  o f  l i v ing  day  by  day with mobil i ty  impairment .

These  na r ra t ive  p lo t s ,  when  connec ted ,  un fo ld  the  who le  na r ra t ive  o f  l i v ing

with mobil i ty  impairment .

The  connec t ion ,  t he re fo re ,  be tween  the  un fo ld ing  na r r a t i ve  cou r se  o f  t he

bio logica l  d imens ion  of  mobi l i ty  impai rment  when l inked  to  the  t ime phases ,

wi l l  enable  the  considera t ion  of  mobi l i ty  impairments  in  re la t ion  to

nar ra t ives  o f  the  unfo ld ing  b io log ica l  and  psychosoc ia l  na r ra t ive  o f  l i f e .

Th is  means  tha t :  1 )  the  d i f fe ren t  types  o f  mobi l i ty  impa i rments  a re

en tang led  wi th  o the r  na r ra t ives  o f  l i f e ;  2 )  the  ind iv idua l ’ s  l i f e - s to ry  wi th

the  mobi l i ty  impai rment  i s  l inked  to  a  p re -  and  pos t -d i sab i l i ty  l i fe ;  3 )  the

fami ly  members  a l so  have  l i f e - s to r i e s  connec ted  to  p re -  and  pos t -d i sab i l i t y

l i fe ;  4 )  the  soc ie ty  in  which  the  ind iv idua l  and  fami ly  l ive ,  has  na r ra t ives  o f

socia l  and pol i t ica l  d imensions  of  l i fe  in  re la t ion to  mobi l i ty  impairment .
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The  re levance  of  these  nar ra t ives  o f  human l i fe  and  mobi l i ty  impai rment  i s

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

be  l i f e - chang ing  i n  a  pos i t i ve  o r  nega t i ve  way  fo r  a l l  i nvo lved .   How then

do  I  p ropose  to  desc r ibe  the  p rocess  o f  l ink ing  the  b io log ica l  d imens ion  o f

mobi l i ty  impai rment  and  the  psychosocia l  d imens ions  of  l iv ing  wi th  be ing

mobi l i ty  d isadvantaged?

Through  the  use  o f  ideas  f rom Rol land’s  (1989 ,  1993 ,  1994)  deve lopmenta l

course  and  t ime  phases  o f  ch ron ic  d i seases ,  the  a im i s  to  desc r ibe  mobi l i ty

impa i rment  in  a  way  tha t  i s  inc lus ive  o f  bod i ly ,  env i ronmenta l  and  cu l tu ra l

f ac to r s  r e l a t ed  to  ac t iv i t i e s  and  pa r t i c ipa t ion .   The  impor tance  o f  the

re la t ionsh ip  of  bodi ly  impai rment ,  env i ronmenta l  and  cu l tu ra l  fac tors  was

d i scussed  in  chap te r  t h ree .   Though t s  f rom the  ICF’s  (WHO 2001)  c r i t e r i a

fo r  c l a s s i f i ca t i on  i n  t e rms  o f  capac i ty  and  pe r fo rmance  i n  r e l a t i on  t o

ac t iv i ty ,  ac t iv i ty  l imi ta t ion ,  and par t ic ipa t ion  or  par t ic ipa t ion  res t r ic t ion

wi l l ,  the re fore ,  be  in te r twined  in  the  d i scuss ion .   

Thus ,  because  mobi l i ty  impai rment  has  many  types  o f  d i sab i l i t i e s  assoc ia ted

wi th  i t ,  i t  may  be  g rouped  accord ing  to  d i f fe rences  and  s imi la r i t i e s  o f  i t s

b io log ica l  “ s to ry”  tha t  unfo lds  th rough  d i f fe ren t  na r ra t ive  phases  o f  the

indiv idual ’s ,  fami ly’s  and  s igni f icant  o thers ’  in te rac t ion  of  l i fe .   Mobi l i ty

impa i rmen t  can ,  t he re fo re ,  be  concep tua l i sed  ove r  t ime  and  ove r  an

unfo ld ing  nar ra t ive  o f  the  b io log ica l  course  re la t ing  to  chron ic  d i seases ,

ag ing  o r  pos t - t r auma .   The re  a re  d i f f e rences  and  commona l i t i e s  t o  be  found

over  the  prolonged narra t ives  of  l iv ing  wi th  mobi l i ty  impairment .

E lde r ly  f r a i l  peop le ,  f o r  example ,  a r e  mob i l i t y  d i s ab l ed ,  bu t  t he i r

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

The  f r a i l  e lde r ly  may  be  r e s t r i c t ed  in  mobi l i ty  fo r  a  number  o f  r easons ,  such

as  bod i ly  weakness ,  chron ic  d i sease  o r  even  sen i l i ty  (Koenig  1994:25) .   The

quadr ip leg ic  i s  usua l ly  r e s t r i c t ed  to  a  whee lcha i r  because  o f  t e t r ap leg ia ,  bu t

d i f f e ren t  peop le  have  a  d i f f e ren t  ex ten t  o f  r e s t r i c t ion  in  mobi l i ty .   A  pe r son
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wi th  t e t r ap leg ia ,  fo r  i n s t ance ,  a t  t ho rac ic  one  l eve l  has  g rea te r  mob i l i t y

than  someone  who  i s  pe rmanen t ly  t r aumat i sed  a t  ce rv ica l  fou r / f ive  l eve l ,

ye t  a l l  a re  mobi l i ty  impa i red  in  some  way  o r  o the r .   I t  t he re fo re  a l lows  fo r

the  uniqueness  of  the  ind iv idua l ,  the  uniqueness  of  the  fami ly  uni t  l i fe -s ty le .

Of  i n t e r e s t  i s  wha t  Fenne l l  ( 2000 )  ca l l s  a  f ou r -phase  mode l  f o r  t r e a t i ng  t he

ch ron ica l ly  i l l  pe r son ,  wh ich  i s  a l so  a  sys t ems  app roach  to  ch ron ic  d i sease .

T h e  f o u r  p h a s e s  s h e  r e f e r s  t o  a r e  c r i s i s , s t ab i l i sa t ion ,  r e so lu t ion  and

in teg ra t ion .   A l though  Fenne l l  (2000)  c l a ims  tha t  t he  fou r -phase  mode l

cons iders  the  body  and  mind  of  the  person  and  the  fami ly ,  f r i ends ,

c l in ic ians ,  co l leagues  a t  work  and  the  communi ty ,  I  f ind  i t  f a i r ly  res t r i c ted

to  t he  impor t ance  o f  med i ca l  t r e a tmen t  f o r  ch ron i c  d i s ea se .   The  po in t ,

however ,  t ha t  i s  made  tha t  ch ron ica l ly  i l l  pe r sons  neve r  l eave  the  phases

and  tha t  the  p rocess  o f  main ta in ing  themse lves  in  in tegra t ion  o f  the  i l lness

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

the  use  o f  t he  expres s ion  s t ab i l i s a t ion  o r  s t ab i l i s ing  in  t he  second  fo rm o f

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

condit ion.

Accordingly ,  the  unfold ing  b io logica l  nar ra t ive  of  mobi l i ty  impai rment  tha t

I  cons ide r  cons i s t s  o f  the  even t s :  onse t ,  course  and  incapac i t a t ion .

3 . 6 . 2 . 1   T h e  u n f o l d i n g  m o b i l i t y  i m p a i r m e n t  p h a s e s  

a )   T h e  o n s e t  p h a s e  o f  m o b i l i t y  i m p a i r m e n t

The onse t  o f  an  acqui red  mobi l i ty  impai rment  may be  gradua l .   Mul t ip le

sc l e ro s i s ,  f r a i l t y  and  pa re s i s  a r e  example s  o f  g r adua l  r e s t r i c t i ons  i n

mobi l i ty .   Koenig  (1994:24) ,  fo r  example ,  po in ts  ou t  tha t  phys ica l  func t ions

dec l i ne  because  o f  ag ing .   Howeve r ,  t he  onse t  may  a l so  be  sudden ,  a s  i n

acqu i red  quadr ip l eg ia  o r  pa rap leg ia  a f t e r  t r auma  to  the  sp ina l  co rd  o r  a

s t r o k e .   



146

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

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

s ince  i t  i s  a  s low and ongoing loss  of  mobi l i ty .   Sudden onse t  i s  wi thout

warn ing ,  w i th  t he  r e su l t  t ha t  a l l  i s  t h rown  in to  a  ru sh  o f  changes  and  l o s se s

a lmos t  s imul t aneous ly  wi th  no  t ime  to  p repa re  fo r  ad jus tmen t s  (Ro l l and

1993:449) .  

b )   T h e  c o u r s e  p h a s e   

T h r e e  g e n e r a l  f o r m s  o r  e p i s o d e s  m a y  b e  c o n s i d e r e d :  t h a t  o f  p r o g r e s s i v e ,

cons tan t  o r  s t ab i l i sed  and  re laps ing  o r  uns tab le .

i )   P r o g r e s s i v e  f o r m

The  p rog res s ive  fo rm o f  t he  cou r se  r e f e r s  t o  cond i t i ons  t ha t  a r e  p rog res s ive

in na tu re ,  such  as  Alzhe imer ’ s  d i sease  and  f ra i l ty ,  which  a re  ongo ing  in

na tu re .   Th i s  means  con t inua l  ca re -g iv ing  and  loss  o f  independence  i s  usua l .

Ar th r i t i s  may ,  fo r  i n s t ance ,  p rog res s  w i th  t he  l o s s  o f  d i f f e r en t  k inds  o f

func t ions  tha t  have  an  impac t  on  f ami ly  s t ruc tu res  o f  o rgan i sa t ion .   Koen ig

( 1 9 9 4 : 2 9 )  n o t e s  t h a t  r e l a t i v e s  c a r i n g  f o r  t h e  f r a i l  a g i n g  p e r s o n  a r e  o f t e n

ove rwhe lmed  wi th  r e spons ib i l i t i e s  because  o f  t he  p rog res s ive  phys i ca l

los ses  and  r e s t r i c t ion  of mobili ty.

i i )   S t a b i l i s i n g  f o r m

During  the  s tab i l i s ing  form of  the  b io logica l  nar ra t ive ,  the  s i tua t ion

s t ab i l i s e s  and  g ran t s  t he  oppor tun i ty  t o  cons t i t u t e  be t t e r  func t iona l  ac t ions

of  care-g iv ing  and  adapta t ion  to  the  condi t ion  caus ing  the  mobi l i ty

impa i rment .   Examples  o f  th i s  a re  amputees ,  s t roke  v ic t ims ,  pa rap leg ics  and

quadr ip leg ics .   Af te r  a  pe r iod  o f  r ehab i l i t a t ion ,  l i f e  i s  more  s t ab le  and

pred ic t ab le  ove r  a  r easonab le  t ime  span .   I t  means  tha t  i nd iv idua l s  wi th

mobi l i ty  d isabi l i t ies  and  the i r  s igni f icant  o thers  can  form a  workable  rout ine
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around  the  e lder ly  d i sab led  pe r son  o r  ch ron ic  d i sease  o r  pos t -  t r auma

i m p a i r m e n t .   I t  a l s o  m e a n s  t h a t  s o m e t i m e s  the  tempora l i ty  of  th i s  form of

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

reminder  hanging over  the  individual  and family  (Fennel l  2000;  Rol land

1993:450) .

i i i )   R e l a p s i n g / e p i s o d i c  f o r m

The d i sease  or  condi t ion  may have  per iods  of  re laps ing  or  des tab i l i s ing  for

d i f f e r en t  r ea sons .   Chron ic  i l l nes ses ,  such  a s  mu l t ip l e  s c l e ros i s ,  a r th r i t i s

a n d  r e o c c u r r e n c e  o f  a  s t r oke ,  a r e  example s .   Howeve r ,  pa rap l eg i a  and

quadr ip l eg ia  have  r e l a t ed  cond i t ions  tha t  can  have  the  same  e f f ec t  o f

des tab i l i s ing  the  ind iv idua l  and  fami ly  s t ruc tu res  o f  o rgan i sa t ion  and

re l a t i onsh ips .   O’Day ,  Dau te l  and  Schee r  (2002 :42 ) ,  f o r  example ,  po in t  ou t

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

pa r t  o f  l i f e  fo r  pa rap leg ics  and  quadr ip leg ics .   These  cond i t ions  can

inf luence  the  s t ab i l i ty  o f  these  peop le ’ s  l ives .

Moreover ,  what  mus t  be  no ted  i s  tha t  the  unfo ld ing  b io log ica l  nar ra t ive  wi th

i t s  d i f fe ren t  t ime- re la ted  ep i sodes  have  impl ica t ions  fo r  the  person ,  fami ly

and  s ign i f i can t  o the r s .   I f  a  quadr ip leg ic  deve lops  bedsores ,  fo r  example ,

th i s  r e su l t s  i n  the  rou t ine  o f  home  ca re  be ing  des t ab i l i s ed  because  o f  t he

need  to  manage  the  bedsores ,  wh ich  changes  the  normal  da i ly  rou t ine .   I t

means  g rea t e r  l i a i son  wi th  t he  hea l th -ca re  i n s t i t u t i on  and  the  r ami f i ca t ions

tha t  go  wi th  i t ,  such  as  t r anspor t  p rob lems ,  t ime-  consuming  v i s i t s  to  the

hosp i t a l  and  adhe r ing  t o  med ica l  c a r e -managemen t  con t ro l .   I t  c an  a l so

des tab i l i se  the  soc ia l  s i tua t ion  because  i t  may  mean  tha t  the  ind iv idua l  and

the  ca re -g ive r s  a re  more  i so l a t ed  f rom the i r  communi ty  fo r  p ro longed

per iods .
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Howeve r ,  t r ans i t i on  be tween  t he  fo rms  o f  t he  cou r se  even t s  o f  mob i l i t y

impa i rmen t s  may  occu r ,  bu t  r e - ad jus tmen t s  t o  t he se  t r ans i t i ons  may  o r  may

no t  be  made  by  t he  i nd iv idua l  and  f ami ly .   The  more  f r equen t  t he  exchange

be tween  the  th ree  fo rms ,  the  g rea te r  wi l l  be  the  impac t  on   ind iv idua l s  and

the i r  s ign i f i can t  o the rs .

c )   I n c a p a c i t a t i o n  p h a s e

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

s u c h  a s  cance r  o r  AIDS,  wh ich  i s  t e rmina l .   I t  a l so  app l i e s  t o  cond i t i ons

tha t  do  no t  r e su l t  i n  a  sho r t ened  l i f e  span ,  bu t  r e su l t  i n  pe rmanen t

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

incapac i t a t ion .   An  example  o f  s t ab i l i sed  incapac i t a t ion  i s  pa rap leg ia  and

quadr ip l eg i a  whe re ,  a f t e r  a  ce r t a in  pe r iod ,  t he  ex t en t  o f  t he  l o s s  o f  body

func t ion  i s  e s t ab l i shed  and  remains  the  same .   

Ongoing  incapaci ta t ion  i s ,  fo r  example ,  found  in  mul t ip le  sc le ros i s  where

the  ind iv idua l  may  expe r i ence  ep i sod ic  r e l apses  o f  t he  d i sease  wi th

inc reased  incapac i t a t ion .   The  even t s  o f  i ncapac i t a t ion  cons t i tu te  the  pe r iod

dur ing  which  the  ind iv idua l  and  f ami ly  mus t  come  to  t e rms  wi th  lo s ses .

Changes  o f  t he  ro l e  expec t a t i ons  o f  f ami ly  member s  occu r ,  l o s s  i n  ro l e

s t a tu s  expec t a t i on  r e su l t s  and  t he  f ami ly ’ s  s t r uc tu r e s  and  i t s  soc i a l

s t r u c t u r e s  e n d u r e  l o s s e s .   I n  o t h e r  w o r d s ,  t h e r e  a r e  p s y c h o s o c i a l

c o n s e q u e n c e s .

Rol land’s  (1989 ,  1993)  no t ion  o f  the  th ree  t ime  phases  o r  pe r iods  wi l l  be

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

unfolding of  l iv ing wi th  mobi l i ty  impairment  in  re la t ion  to  cer ta in  per iods  or

t i m e - r e l a t e d  p h a s e s .

3 . 6 . 2 . 2   U n f o l d i n g  p s y c h o s o c i a l  t i m e - r e l a t e d  p h a s e s
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T h e s e  t i m e - r e l a t e d  p h a s e s  a r e  d i r e c t l y  c o n n e c t e d  t o  t h e  b i o l o g i c a l

d imension of  mobi l i ty  impairment  in  re la t ion  to  the  socio logica l  and

psycho log ica l  na r ra t ives  o f  l i f e .   How does  th i s  happen?   Three  t ime- re l a t ed

ep i sodes  a r e  cons ide red ,  name ly  t he  t ime-phases  o f  c r i s i s ,  ch ron ic

adap ta t i on  and  l o s se s .   These  t ime- r e l a t ed  ep i sodes  i n  t he  un fo ld ing

psychosoc ia l  nar ra t ives  of  mobi l i ty  i m p a i r m e n t  ,  t h e r e f o r e ,  c a n n o t  b e  s e e n

as  separa te  f rom the  unfo ld ing  b io logica l  nar ra t ive  of  mobi l i ty  impai rment .

a )   T h e  c r i s i s  t i m e - r e l a t e d  p h a s e

This  pe r iod  ex tends  f rom the  t ime  o f  p resen ta t ion  o f  mobi l i ty  r e s t r i c t ions ,

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

d iagnosed .   Th i s  r e fe r s  ma in ly  to  ch ron ic  i l lness .   However ,  in  t r aumat ic

sp ina l  co rd  expe r i ences  and  f r a i l t y  because  o f  ag ing  t he  pe r iod  l a s t s  f rom

the  onse t  even t s  to  the  t ime  o f  d i agnos i s .   

Dur ing  th i s  per iod  the  ind iv idua l  and  fami ly  have  d i f fe ren t  t asks  to

accompl i sh .   Espec ia l ly  in  acqui red  mobi l i ty  impai rment ,  the  fami ly  mus t

learn  dur ing  th i s  per iod  to  dea l  wi th  d isease  symptoms and/or  bodi ly

changes  and  incapac i t a t ion .   I t  m e a n s  l e a r n i n g  t o  d e a l  w i t h  t h e  h e a l t h - c a r e

ins t i t u t i on  and  r e l a t ed  t r ea tmen t  w i th  i t s  t ime-consuming  demands  tha t

invade  fami ly  l i fe .   Inc luded in  the  drama of  l iv ing  wi th  mobi l i ty  impai rment

a r e  s t r e s so r s  a t t a ched  t o  f i nd ing  mean ing  fo r  wha t  ha s  happened .   Gr i ev ing

losses  and  the  invas ion  o f  p re - t rauma or  p re - i l lness  o r  p re -ag ing  iden t i ty ,

to  men t ion  a  f ew,  a re  s t r e s so r s  t ha t  can  be  expe r i enced  (Ro l l and  1993 :452) .

A  sense  o f  con t inu i ty  o r  lo s s  o f  con t inu i ty  be tween  pas t  and  p resen t  needs

to  be  dea l t  wi th  dur ing  th i s  per iod .   

Whether  the  onse t  even t  i s  g radua l  o r  sudden  wi l l  have  an  impac t  on  how
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t he  ind iv idua l  and  the  f ami ly  manage  the  psychosoc ia l  c r i se s  tha t  occur  and

how they  reo rgan i se  d i s rup ted  fami ly  rou t ines  and  ad jus t  to  the  bod i ly

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

give  the  ind iv idua l  and  s ign i f ican t  o thers  the  chance  to  adap t  more  eas i ly

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

the re  may  be  a  l eng thy  pe r iod  o f  anx i e ty  be fo re  d i agnos i s  i s  a ch i eved .   The

e lemen t  o f  no t  knowing  i s  s t r e s s fu l .   A  pe r son  wi th  mul t ip l e  s c l e ros i s ,  fo r

i n s t ance ,  may  expe r i ence  a  l eng thy  c r i s i s  pe r i od  because  o f  t he  d i f f i cu l t y

o f  d i agnos ing  the  symptoms  ove r  an  ex t ended  t ime .   The  s t r e s s  o f  no t

knowing why someth ing  i s  wrong whi le  cons tan t ly  in te rac t ing  wi th  med ica l

profess iona l s  can  c rea te  anx ie ty  and  insecur i ty  fo r  the  ind iv idua l  and  fami ly

m e m b e r s .

Howeve r ,  a  sudden  onse t ,  such  a s  immed ia t e  pa r a ly s i s ,  may  t h row the

indiv idual  and  s igni f icant  o thers  in to  grea ter  chaos  and  d i f f icu l ty  in  working

toward  goa l s  fo r  r eo rgan i sa t ion  to  ad jus t  t o  t he  changes  tha t  have  occu r red .

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

r e su l t s  i n  quadr ip l eg ia .   Sudden  ro l e  expec ta t ion  changes  occur  wi th in  the

fami ly  in  addi t ion  to  the  anxie ty  about  loss  of  employment  and  f inances ,

among  o the r  l o s ses .

The  po in t  to  be  made  i s  tha t ,  a longs ide  the  b io log ica l  d imens ion ,  changes  o f

func t iona l  t asks  in t rude  in to  the  l ives  of  the  person  who i s  mobi l i ty  impai red

and  the  immedia t e  f ami ly  tha t  a r e  emot iona l ly  d i s t r e s s ing  and  can  have  an

impac t  on  a l l  members  soc ia l ly .   An  example  i s  when  i so l a t ion  occur s

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

giving.  

b )   T h e  c h r o n i c  a d a p t a t i o n  t i m e - r e l a t e d  p h a s e

This  per iod  i s  the  day- to-day  l iv ing  wi th  the  b io log ica l  ou tcome of  the

d i sea se ,  ag ing  p roces s  o r  pe rmanen t  damage .   I t  i s  a l so  t he  pe r iod  whe re
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t he re  a re  g rea te r  l i nks  be tween  b io log ica l  and  psychosoc ia l  cons t ruc t s  o f

l i fe .   I t  i s  usua l ly  the  phase  in  which  the  ind iv idua l  and  fami ly  come to  te rms

wi th  pe rmanen t  changes ,  i ncapac i t a t i on ,  o rgan i sa t iona l  neces s i t i e s  and

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

chron ic  d i sease  o r  t r auma (Rol land  1993:149-152) .   

The  ch ron ic  adap ta t ion  pe r iod  can  be  shor t  o r  l eng thy  depend ing  on  the

b io log ica l  in te rac t ion  o f  d i sease ,  pos t - t r auma damage  o r  ag ing ,  wi th  the

ind iv idua l ,  f ami ly  and  s ign i f ican t  o thers .   Quadr ip leg ics  and  parap leg ics

wi l l ,  fo r  ins tance ,  poss ib ly  exper ience  a  longer  s t ab l i s ing  pe r iod  once  they

have  gone  th rough  the  c r i s i s  pe r iod  o f  r ehab i l i t a t ion  in  the  hea l th -ca re

ins t i tu t ion .   Poss ib ly ,  fo r  them the  ch ron ic  r e -ad jus tmen t  pe r iod  wi l l  be

pro longed  because  of  the  huge  ad jus tments  to  be  made  in  the i r  l ives  no t  on ly

dur ing  the  per iod  of  rehabi l i ta t ion  dur ing  hospi ta l i sa t ion ,  bu t  a l so  on

re tu rn ing  home.   

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

have  to  r e -ad jus t  f rom a  home  and  soc ia l  l i f e  tha t  t hey  p rev ious ly  a s sumed

to  be  normal  l i fe  to  a  seemingly  abnormal  way  of  l iv ing .   The  conf l ic t

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

c a n  b e  i n t e n s e .   T h e  t e n s i o n  b e t w e e n  t h e  e x p e c t a t i o n  p r e v a l e n t  i n  s o c i e t y

about  what  i s  normal  and the  s i tua t ion  of  l iv ing  wi th  mobi l i ty  impai rment  can

crea te  conf l i c t ing  emot ions  fo r  the  fami ly .   

The  added  i so la t ion  f rom the  communi ty ,  e spec ia l ly  dur ing  the  r e -

ad jus tment  per iod ,  can  resu l t  in  unreso lved  conf l i c t  wi th in  the  fami ly  un i t .

The  c l a r i t y  o f  i den t i t y ,  ba sed  on  p re -morb id  r emembrance ,  may  become

uncer t a in  because  o f  ro l e  changes  tha t  can  make  iden t i fy ing  wi th  the i r

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

poss ib i l i ty  of  changing how the  fami ly  wi l l  ident i fy  wi th  i t s  soc ia l

communi t ies  in  fu ture .
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c )   T h e  t i m e - r e l a t e d  p h a s e  o f  l o s s e s

Dur ing  th i s  pe r iod  the  f ami ly  mus t  come  to  t e rms  wi th  los s  because  o f  dea th

o r  pe rmanen t  l o s s  o f  mob i l i t y .   I t  p r e sen t s  ep i sodes  o f  r e so lv ing  un f in i shed

bus ines s  and  mourn ing .   I t  a l so  has  t o  do  w i th  t he  r e sumpt ion  o f  f ami ly  l i f e

in  some  fo rm of  normal i ty ,  e i the r  beyond  dea th  o r  l iv ing  wi th  the  cons tan t

reminder  of  the  loss  of  bodi ly  funct ion  (Rol land 1989:442-443) .   

F ra i l  e lde r ly  d i sab led  pe r sons ,  fo r  example ,  because  o f  t he  cons t an t  t h rea t

o f  s eve re  pu lmona ry  i n f ec t i ons ,  may  d i e .   The  f ami ly  needs  t o  come  to

t e rms  w i th  t he  pos s ib i l i t y  o f  l o s s  t h rough  dea th .   Af t e r  dea th  t he  f ami ly ’ s

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

a n d  t h e  rami f ica t ion  o f  a  member  o f  t he  f ami ly  dy ing .   Af t e r  t h i s  t he  f ami ly

must  resume normal  da i ly  l i fe .   

However ,  t he  pa rap leg ic ,  quadr ip l eg ic  o r  s t roke  v i c t im ,  fo r  i n s t ance ,  needs

to  ind iv idua l ly  come to  t e rms  wi th  loss  o f  body  func t ions .   Also ,  they  need

to  come  to  t e rms  wi th  lo s s  in  r e l a t ion  to  be ing  a  member  o f  a  f ami ly  and  a

member  o f  a  co l l ec t ive  soc ie ty .   Thus ,  g r i ev ing  and  mourn ing  cha rac te r i se

this  per iod.

In  conc lus ion  o f  th i s  sec t ion ,  I  no te  tha t  the  l ink ing  o f  the  b io log ica l  and

psychosoc ia l  wor lds  p rov ide  a  f r amework  o f  common themes  o r  na r ra t ive

plo ts  tha t  in f luence  the  ind iv idua l ,  fami ly  and  soc ia l  envi ronments .   The

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

o r g a n i s a t i o n a l  s t r u c t u r e s ,  w h i c h  r e su l t s  i n  changes  in  ro l e  and  s t a tus ,

re la t ionship  problems ar i s ing  f rom unresolved  conf l ic t  among fami ly

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

impai rment ,  such  as  loss  of  independence ,  mobi l i ty  a n d  f i n a n c e s ,  a s  w e l l  a s

isolat ion.
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3 . 7   C O N C L U S I O N

Now tha t  the re  i s  a  way  of  l ink ing  the  b io log ica l  nar ra t ive  wi th  the

psychosocia l  nar ra t ive  of  mobi l i ty  impa i rment ,  a  b roader  u n d e r s t a n d i n g  o f

what  l iv ing  wi th  mobi l i ty  impai rment  i s  about  i s  poss ib le .   I t  g ives  a  l ink

be tween  the  b io log ica l  and  psychosoc i a l  wor lds .   I t  a l l ows  fo r  a  l anguage

to  cons ider  the  nar ra t ive  l inks  be tween  mobi l i ty  impai rment ,  the  ind iv idua l

wi th  mobi l i ty  res t r ic t ions ,  the  fami ly ,  s ign i f ican t  o thers  and  the i r  soc ia l ,

po l i t i ca l  and  re l ig ious  nar ra t ives .

Consequen t ly  t he  nex t  s ec t i on  o f  t r ac ing  a  na r r a t i ve  pa th  o f  peop le  who  a r e

d isadvantaged  in  mobi l i ty  th rough an  empir ica l  s tudy  i s  cons idered .   So  fa r

i t  ha s  been  d i scus sed  how the  b io log ica l  l anguage  can  be  connec t ed  to  t he

psychosoc ia l  na r ra t ives  o f  l i f e  wi th  mobi l i ty  impa i rment .   In  a  p rev ious

sec t ion  o f  th i s  chap te r  the  b iomedica l  and  soc ia l  mode l s  o f  d i sab i l i ty  were

d i s c u s s e d ,  b u t  o n l y  a  f e w  r e f e r e n c e s  w e r e  m a d e  t o  t h e  S o u t h  A f r i c a n  s c e n e .

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

mobi l i ty  impai red  tha t  wi l l  g ive  some idea  of  the  exper iences  of  l iv ing  wi th

mobi l i ty  impai rment  in  South  Afr ica .   Al though no  universa l  or  even  reg ional

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

wi l l  r e f l ec t  some perspec t ives  o f  exper iences  wi th  mobi l i ty  impai rment .
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