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             4 .   E X P E R I E N C E S  O F  M O B I L I T Y  I M P A I R M E N T

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

s i g h t  d i v i n e  t h e  m e a n i n g  o f  y o u r  h e a r t  a n d  m i n e ,  I ’ m  s u r e  t h a t  w e  w o u l d  d i f f e r

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

i f  I  k n e w  y o u  a n d  y o u  k n e w  m e .   N i x o n  W a t e r m a n

4 . 1   I N T R O D U C T I O N

Chapte r  th ree  desc r ibed  the  d i f f i cu l ty  o f  de f in ing  d i sab i l i ty  and  i t  was

decided  tha t  d isabi l i ty  i s  mul t id imensional  in  na ture  and must  be  seen  in  the

problem of  envi ronmenta l  bar r ie rs ,  bodi ly  res t r ic t ions  and  soc ia l  contex t  o f

ord inary  da i ly  l iv ing ,  such  as  mater ia l  and  soc io-cul tura l  oppress ion .

Re levan t  fo r  th i s  chap te r  i s  t he  po in t  made  abou t  the  deve lopmenta l  d i sease

course  and  t ime  phases  in  re la t ion  to  the  fami ly  deve lopmenta l  l i f e  cyc le .

The  r ea son  fo r  t he  r e l evance  i s  t ha t  i dea s  a r e  t aken  f rom the se  no t i ons  t o

shape  an  unfo ld ing  course ,  t ime- re la ted  phases  of  mobi l i ty  impai rment  in

re la t ion  to  the  individual ’s ,  family’s  and s igni f icant  o thers’  unfolding l i fe-

s ty l e s .   The  na r r a t i ve  un fo lds  a s  s to ry t e l l e r s  o r  r e s e a r c h  p a r t i c i p a n t s

r ecoun t  t he i r  l i f e  “ s to r i e s”  t o  a  l i s t ene r  and  i n t e rp re t i ve  measu re s  a r e

app l ied ,  th rough  te l l e r  and  l i s t ener  toge ther ,  to  ga in  a  ho l i s t i c

unders tanding  (Booth  1996:247-248;  Czarn iawska  1998:3) .

Th i s  chap te r  exp lo res  the  ques t ion :  What  a re  the  impl ica t ions  o f  acqu i red

mobi l i ty  impai rment  fo r  persona l  and  co l lec t ive  iden t i ty?   In  th i s  chap te r

the  empi r i ca l  s t udy  i s  d i s cus sed  i n  r e l a t i on  t o  a  mode ra t e  pos tmode rn

o r i e n t a t i o n  a s s o c i a t e d  w i t h  f e m i n i s t  r e s e a r c he r s ’  po in t  o f  v iew (4 .2 ) .

Exp lana t i ons  and  example s  a r e  g iven  o f  t he  s t r a t eg i e s  o f  na r r a t i ve

g e n e r a t i o n  o r  d a t a  g e n e r a t i o n  a n d  a n a l y s i s  fol lows in repor t ing  of  the

ana lysed  t ex t  o f  t he  t r ansc r ibed  “ s to r i e s”  f rom in t e rv i ews  wi th  t he



153

r e sea rch  pa r t i c ipan t s .   Th i s  i s  fo l lowed  by  an  in t roduc t ion  o f  t he  r e sea rch

p a r t i c i p a n t s  ( 4 . 3 ) .   T h e  m a i n  t h e m e s  o f  t h e  r e s e a r c h  a r e  a n a l y s e d  a n d

d i s cus sed  i n  s ec t i on  4 .4 .   The  chap t e r  ends  w i th  a  sho r t  conc lu s ion  (4 .5 ) .

4 . 2   T H E  M E T H O D S  O F  T H E  E M P I R I C A L  S T U D Y

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

i s  t h a t o f  qua l i t a t ive  r e sea rch .   Br id  Fea the r s tone  (2000 :132)  makes  a  po in t

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

no t  been  exp l i c i t  i n  l i t e r a tu re  abou t  qua l i t a t ive  r e sea rch .   Inco rpora ted  in

t h e  p e r c e p t i o n s  a r e  a s s u m p t i o n s  t h a t  p o s t m o d e r n - o r i e n t a t e d  r e s e a r c h  i s  a t

an  ep i s t emo log i ca l  l eve l  and  conc re t e  r e sea rch  p rac t i ce s  a r e  no t  pa r t  o f  i t s

c o n c e r n .   F e a t h e r s t o n e  ( 2 0 0 0 )  s t r o n g l y  s u g g e s t s  t h a t  i t  i s  n e c e s s a r y  t o

c l a r i fy  t heo r i e s  t ha t  t he  r e sea rche r  ho ld s  t o  and  how they  a f f ec t  wha t  i s

done .

In  add i t ion ,  T r inde r  (2000 :50-51)  expresses  tha t  fo r  modera te  pos tmodern

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

p a r t i c i p a n t s ’  e x p e r i e n c e s  o f  l i f e .   T h i s  c a n  c r e a t e  p r o b l e m s  o f  w h e t h e r

expe r i ence  o f  l i f e  can  be  cap tu red  wi th  c r ed ib i l i t y  and  how re sea rch  can

be  in te rp re ted  i f  a l l  c l a ims  o f  t ru th  a re  th rough  c la ims  o f  knowledge

expres sed  th rough  l anguage .   

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

sc ien t i f i c  s tudy  to  unders tand  human  in te rac t ion ,  such  as  na r ra t ive

pe r spec t ive .   Mur ray  (2003 :111)  r eca l l s  t ha t  un t i l  r ecen t ly  na r ra t ive

methods  were  cons ide red  wi th  susp ic ion ,  bu t  have  s ince  ga ined  inc reas ing

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

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

i n t e r p r e t a t i o n  o f  e v e n t s  r e l a t i n g  t h e  c h a r a c t e r s  i n  t h e  n a r r a t i v e  t o  a g e n c y .
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Howeve r ,  t he  ana ly s i s  o f  na r r a t i ve  r ema ins  t en t a t i ve  and  an  ongo ing

cha l l enge .   A l though  d i f f e r en t  r e sea rch  t r ad i t i ons ,  such  a s  pos i t i v i s t / pos t -

pos i t iv i s t ,  c r i t i ca l  theory ,  in te rpre t ive  and  pos tmodern ,  a l l  have  d i f fe ren t

c r i t e r i a  fo r  judg ing  the  va l id i ty  o f  r esea rch ,  pos tmodern  perspec t ives  do  no t

h a v e  a g r e e d  c r i t e r i a  f o r  h o w  t h i s  i s  d o n e  ( T r i n d e r  2 0 0 0 : 5 4 ) .   T h e s e

cr i t ic i sms  of  pos tmodern  feminism crea ted  a  d i lemma in  l ink ing  theory  to

me thods  fo r  r e sea rch ing .

Po lk inghorne  (1988 :159-160)  sugges t s  t he  impor t ance  o f  emplo tmen t  a s  a

way  o f  combin ing  pos tmodern  femin i s t  theor ies ,  na r ra t ive  methods  and

empi r i c a l  da t a  and  f ea s ib l e  ana ly t i c a l  r e s ea r ch .   The  ac t i on  o f  emp lo tmen t

i s  the  ac t ion  which  p roduces  mean ing  f rom a  number  o f  even t s  in

expe r i ences  o f  human  ex i s t ence  to  c r ea t e  a  who le  mean ing fu l  s to ry .  

Sc ience  a s  a  human  ac t iv i ty  can  occur  wi th in  the  con tex tua l  l i ves  o f

humans  and  na r r a t i ve s  r ecoun ted  by  peop le  (Lee  1993 :18 ) .   Po lk ingho rne

(1988 :64)  po in t s  ou t :  “ In  th i s  con tex t ,  t he  s to ry  se l ec ted  to  be  to ld  can

func t i on  t o  p r e sen t  a  pa r t i cu l a r  image  o f  t he  t e l l e r ,  and  t he  k ind  o f

in t e rv i ew  the  hea re r  unde r t akes ,  c an  a f f ec t  t he  k ind  o f  s t o ry  t o ld . ”   The

above  though t s  wi l l  be  expanded  as  the  r e sea rch  me thods  a re  exp la ined  in

th i s  chap t e r .

Th i s  r e sea rch  i s  abou t  peop le  who  a re  d i sadvan taged  in  mobi l i ty  and  the

“s to r i e s”  t hey  t e l l .   My  unde r s t and ing  i s  t ha t  peop le  mus t  be  t r ea t ed  a s  fu l l

human be ings  and  equa l ly  inc luded  in  soc ia l  l i f e  i r respec t ive  o f  race ,

g e n d e r  o r  n a t i o n a l i t y .   T h u s ,  t h i s  s t u d y ’ s  f o c u s  i s  o n  p e o p l e  w h o  a r e

mobi l i ty  impai red  and  the i r  persona l  unders tanding  and  meanings  about

the i r  r ec ip roca l  in te rac t ion  wi th  the  communi t ies  in  which  they  l ive .

The  cha l l enges  tha t  conf ron t  phys ica l ly  d i sadvan taged  g roups ,  i n  the  b road

sense ,  may  sound  l ike  abs t r ac t  soc io log ica l  p rob lems  tha t  a re  too  f a r

r emoved  f rom Prac t i ca l  Theo logy  and  t oo  l a rge  fo r  t h i s  s t udy  t o  dea l  w i th .

As  a  r e su l t  I  cons ide r  peop le  who  a re  phys i ca l ly  d i sadvan taged  in  mob i l i t y
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i n  a  more  conc re t e  p r ac t i c a l  way  by  app roach ing  one  g roup  who  a r e

mobi l i ty  impai red ,  which  makes  the  prob lem more  manageable .   The  group

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

choos ing  pa r t i c ipan t s  f rom a  g roup  o f  quadr ip leg ics  i s  tha t  they  a re  usua l ly

severe ly  mobi l i ty  d isadvantaged and wi l l  provide  meaningful  ins ight  in to

p rob lems  wi th  i den t i t y  ove r  a  b road  scope  o f  expe r i ences .   I  an t i c ipa t e  t ha t

the i r  s to r i e s  abou t  the i r  exper iences  wi th  quadr ip leg ia  wi l l  d i sc lose

prob lems  wi th  env i ronmenta l ,  ma te r ia l  and  economic  and  soc io -cu l tu ra l

oppress ion .   I t  w i l l  a l so  d i sc lose  p rob lems  they  exper i ence  wi th  the i r  own

body  r e s t r i c t i ons .   Quadr ip leg ia  can  fu r the rmore  be  assoc ia ted  wi th  peop le

who a re  mobi l i ty  d i sab led  because  they  a re  e lder ly ,  chron ica l ly  i l l  o r

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

d isadvantages  wi l l  be  s imi la r  in  na ture .

4 . 2 . 1   T h e  r e s e a r c h  d e s i g n

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

i s  meaningfu l  to  people  wi th  severe  phys ica l  d i sadvantages  in  mobi l i ty

wi th in  the  con tex t  o f  the i r  o rd ina ry  da i ly  l ives .   Th i s  r e sea rch  i s ,  the re fo re ,

exp lora to ry ,  f l ex ib le ,  da ta -dr iven  or  t ex t -d r iven  and  a l so  con tex t  consc ious

(Mason  2002:24) .   I  wi l l  employ  the  use  o f  na r ra t ive  methods .   By  nar ra t ive

me thods  I  mean  me thods  tha t  a im  a t  i l l u s t r a t i ng  the  sub jec t ive  expe r i ences

o f  peop le  who  a re  quad r ip l eg i c  and  how they  in t e rp re t  t he i r  expe r i ences

and  the  meanings  these  g ive  to  the i r  l ives  (Booth1996:237) .   

4 . 2 . 2   S e l e c t i o n  o f  r e s e a r c h  p a r t i c i p a n t s

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

peop le  who  a re  quad r ip l eg i c s .   The  emphas i s  was  f i r s t l y  on  peop le  who  a re

acqui red  quadr ip leg ics  ra ther  than  people  d i sab led  f rom b i r th ,  and  secondly

on  one  o r  two  pe rsons  severe ly  d i sadvan taged  in  mobi l i ty .   The  reason  fo r

t h i s  f o c u s  w a s  t h a t  i n  c h a p t e r  t h r e e  I  a r g u e d  t h a t  a c q u i r e d  q u a d r i p l e g i a
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means  t ha t  t he  i nd iv idua l  ha s  a l r eady  fo rmed  a  p r e -morb id ,  t ha t  i s  l i f e

before  quadr ip leg ia  iden t i ty .   I t  means ,  the re fore ,  tha t  pos t -morb id ly  o r  l i f e

a f t e r  t r auma  they  w i l l  f a ce  changes  t ha t  occu r  no t  on ly  t o  t he i r  phys i ca l

ab i l i t i es ,  bu t  a l so  to  the i r  a l ready  es tab l i shed  ident i ty .   

Moreover ,  t he  r eason  fo r  the  inc lus ion  o f  peop le  who  a re  seve re ly

d i sadvan taged  in  mob i l i t y  was  tha t  peop le  who  expe r i ence  a  h igh  l eve l  o f

ce rv i ca l  t r auma  a re  peop le  who  usua l ly  r equ i r e  t he  a id  o f  a  ba t t e ry -

powered  whee lcha i r  to  move  abou t .   Th i s  cou ld  poss ib ly  inc rease  complex

e v e r y d a y  e x p e r i e n c e s .   

In  r e l a t ion  to  the  above  exp lana t ion  i t  means  tha t  when  I  made  the  se lec t ion

of  r e sea rch  pa r t i c ipan t s ,  I  had  th ree  c r i t e r i a  in  mind :  the  f i r s t  c r i t e r ion  was

the  l eve l  o f  sp ina l  co rd  t r auma ,  s econd ly ,  t he  l eng th  o f  t ime  o f  be ing

quadr ip leg ic ,  th i rd ly ,  acqui red  quadr ip leg ia .   A l i s t  o f  names  of  people  who

l ive  wi th  be ing  quadr ip leg ic  was  ga the red  f rom a  number  o f  sources .   The

in t en t ion  was  to  ob ta in  a  l i s t  w i th  the  names  o f  peop le  who  had  long- t e rm

quadr ip l eg i a  and  some  who  had  sho r t - t e rm quadr ip l eg i a .   I  a l so  a sked  the

peop l e  I  had  con t ac t ed  t o  a s s i s t  w i th  mak ing  con t ac t  w i th  peop l e  who  a r e

quadr ip leg ic ,  fo r  bo th  genders  to  be  inc luded .   

A  co-o rd ina to r  o f  a  Chr i s t i an  a s soc ia t ion  min i s t e r ing  to  peop le  who  l ive

wi th  quadr ip leg ia  p rov ided  the  names  and  con tac t  t e l ephone  numbers  o f

pe r sons .   Nur s ing  pe r sonne l work ing  wi th  sp ina l  i n ju ry  pa t i en t s  r e f e r r ed

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

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

res t r ic ted  in  mobi l i ty .   

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

t e l ephone ,  wh i l e  two  were  con t ac t ed  i n  pe r son .   The  a im  was  t o  a sce r t a in

tha t  t hose  on  t he  l i s t  wou ld  be  w i l l i ng  t o  become  pa r t i c i pan t s  i n  a  r e sea r ch

p r o j e c t  i f  c h o s e n .   T h o s e  w h o  w e r e  a g r e e a b l e  w h e r e  p l a c e d  o n  a n o t h e r  l i s t ,
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r e su l t i ng  in  s ix t een  names  and  f rom th i s  l i s t  fou r  names  were  chosen .

F i r s t ly  the  names  o f  peop le  l i v ing  in  a reas  ou t s ide  P re to r i a  were  c rossed

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

r eg ion  because  o f  p rob lems  due  to  t he  d i f f i cu l ty  o f  t r ave l l i ng  d i s t ances  fo r

bo th  pa r t i c ipan t s  and  myse l f .   Th i s  l e f t  a  l i s t  o f  n ine  names .   Second ly ,

beg inn ing  a t  the  top  o f  the  l i s t  o f  names ,  the  f i r s t  two  names  o f  pa r t i c ipan t s

who  had  a  h i s to ry  o f  h igh- l eve l  quadr ip leg ia  fo r  long  pe r iods  were  se l ec ted

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

c h o s e n .   O n e  o t h e r  p e r s o n  w a s  c h o s e n  f o r  s t a n d b y .   

T h e  r eason  why  on ly  fou r  pa r t i c ipan t s  were  chosen ,  i s  t ha t  t he  empi r i ca l

s t udy  was  mean t  t o  be  exp lo r a to ry  and  i l l u s t r a t i ve  o f  t he  key  concep t s  o f

t h i s  s t u d y  ( M a s o n  2 0 0 2 : 1 2 6 - 1 2 7 ) .   T h r e e  p a r t i c i p a n t s  w e r e  t o  b e

in t e rv i ewed  and  one  pe r son  was  kep t  on  s t andby  i n  c a se  some th ing

unfo reseen  happened .   Because  the  l i s t  cons i s t ed  ma in ly  o f  ma les ,  w i th

four  f ema les ,  i t  happened  tha t  two  ma les  and  one  f ema le  were  o r ig ina l ly

chosen ,  wi th  one  female  on  s t andby .   

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

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

i l lus t ra te  the  d i f fe ren t  po in t s  made  th rough  th i s  s tudy .   However ,  i f  enough

tex t  shou ld  no t  be  genera ted ,  then  the re  were  s t i l l  f ive  remain ing  poss ib le

pa r t i c ipan t s  who  cou ld  be  approached.

Each  pa r t i c ipan t  was ,  t he r e fo re ,  con t ac t ed  by  phone  and  a  da t e  fo r  t he  f i r s t

i n t e r v i e w  w a s  a r r a n g e d .   O n c e  a  p a r t i c i p a n t ’ s  i n t e r v i e w s  w e r e  c o m p l e t e d ,

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

f ina l i sed  be fore  the  nex t  pa r t i c ipan t  was  in te rv iewed  (Charmaz  1990 :1164-

1165;  Dey  1993 :103-104) .   The  ana lys ing  and  cod ing  o f  t ex t  i s  exp la ined  in

a  l a t e r  s ec t ion  on  ana lys ing  the  t ex t .   A l though  the  pa r t i c ipan t ’ s  in t e rv iews

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

per sona l  con tac t  and  subsequen t  phone  ca l l s  t o  he lp  bu i ld  a  t rus t
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r e l a t i onsh ip  be tween  myse l f  and  the  pa r t i c ipan t s .   F ind ing  pa r t i c ipan t s ,

s e l ec t ing  the  sample ,  mak ing  con tac t  and  the  in t e rv i ews  spanned  more  than

t w o  y e a r s .

Howeve r ,  t he re  was  a  change  in  t he  p l an  o f  s e l ec t i on  owing  to  un fo re seen

c i r cums tances .   The  second  pa r t i c ipan t  chosen  co l l apsed  the  day  be fo re  h i s

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

i n t e rv i ew  were  i nc luded  in  t h i s  r e sea rch .   The  vo lun tee r  on  s t andby  was

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

been  h igh - l eve l  quad r ip l eg i c s  fo r  a  l ong  pe r iod .   The re  were  now two

females  and  one  ma le  ins t ead  o f  the  o r ig ina l  two  males  and  one  female .   

The  f i r s t  pa r t i c ipan t ’ s  i n t e rv i ew  r evea l ed  an  e l emen t  t ha t  d i r ec t ed  my

in te re s t  t o  peop le  who  have  a  h ighe r  l eve l  o f  quadr ip l eg ia .   I t  s eemed  tha t

the  h igher  the  l eve l  o f  quadr ip leg ia ,  the  more  l imi ted  the  mobi l i ty  and  the

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

impor tan t  t o  fo l low.   I t  i s  i n  ag reemen t  wi th  Charmaz’s  (1990 :1166)  theory

tha t  i n  qua l i t a t i ve  r e sea rch   unexpec t ed  s i t ua t i ons  o f t en  occu r  t ha t

in f luence  dec i s ions  about  the  f low of  the  empi r ica l  s tudy .

Fur thermore ,  because  o f  the  complex i ty  o f  h igh  ce rv ica l  l eve l  quadr ip leg ia ,

I  dec ided  a l so  to  inc lude  a  pe r son  who  i s  an  occupa t iona l  the rap i s t  invo lved

wi th  se l f -he lp  cen t res ,  t o  be  in t e rv iewed  as  a  pa r t i c ipan t  who  cou ld  g ive

p ro fes s iona l  c l a r i t y  where  needed .   She  i s  an  occupa t iona l  t he rap i s t  who

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

is  sp ina l  in jur ies  and  she  i s  a  “c lass i f ie r”  of  people  who are  quadr ip leg ic

fo r  t he  D i sab l ed  Spo r t s  Assoc i a t i on .   She  i s  a  Sou th  Af r i can  whee l cha i r

rugby  c l a s s i f i ca t ion  co -o rd ina to r .   I  u sed  the  code  name  OT to  r ep re sen t

th i s  occupa t iona l  t he rap i s t  because  i t  i s  t he  sho r t ened  t e rm used  in  he r

working  envi ronment .   

The  occupa t iona l  t he rap i s t  gave  suppor t  t o  the  v i ew tha t  t he  h ighe r  the
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co rd  damage  the  more  dec rea sed  and  compl i ca t ed  t he  deg ree  o f  mob i l i t y

( see  t ab le  i l l u s t r a t ed  in  append ix  C) .   When  a sked  wha t  l eve l  o f  ce rv i ca l

in jury  exc luded  the  quadr ip leg ic  f rom spor t  she  expla ined  tha t :

O T :  I n  S o u t h  A f r i c a  t h e  h i g h e s t  l e v e l  i s  C 5  b e c a u s e  a s  a  C 5  q u a d r i p l e g i a  t h e y

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

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

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

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

was  t he  ma in  ca r e -g ive r  and  i t  became  c l ea r  t ha t  he r  i so l a t i on  r e su l t ed  i n

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

sess ions  wi th  mothe r  and  daugh te r  toge the r .   The  reason  fo r  inc lud ing  the

daugh te r  was  tha t  I  wan ted  to  exp lo re  i f  i t  mean t  a  more  complex  l i f e - s ty l e

in  the  drama of  a  fami ly  l iv ing  wi th  the  person  who i s  quadr ip leg ic .

The  s tudy  was  l imi ted  to  Pre to r i a  in  exp lo r ing  the  o rd ina ry  da i ly

expe r i ences  o f  peop le  who  a re  mob i l i t y  d i sadvan taged .  Howeve r ,  d i f f e r en t

f ind ings  may  be  exper ienced  by  people  who  a re  quadr ip leg ic  in  o ther

reg ions ,  such  as  Venda ,  which  i s  ru ra l  in  o r i en ta t ion  o r  Johannesburg ,

wh ich  i s  u rban  and  more  cosmopo l i t an  and  d i f f e ren t  i n  env i ronmen ta l  and

suppor t  fac i l i t i e s .   

An  idea  o f  t he  vas t  d i f f e r ence  be tween  ru ra l  and  u rban  r eg ions  may  be

i l l u s t r a t ed  t h rough  wha t  t he  occupa t iona l  t he rap i s t  na r r a t ed  i n  he r

i n t e rv i ew .   When  a sked  wha t  t he  S t a t e  p rov ided  r ega rd ing  whee l cha i r s  f o r

people  who  a re  quadr ip leg ic ,  she  rep l ied :
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O T :   T h e  p r o b l e m  i s  t h a t  t h e i r  ( S t a t e )  b u d g e t  i s  t o o  s m a l l .   I f  t h e y  h a d  t h e

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

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

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

d o n ’ t  h a v e  m o n e y  f o r  w h e e l c h a i r s  t o  d i s c h a r g e  p e o p l e .  (B r a c k e t s

r e s e a r c h e r ’ s ) .

The  occupa t iona l  the rap i s t  added  tha t  i t  i s  no t  a  common occur rence  and

the  s i t ua t ion  i s  chang ing .   She  was ,  o f  cour se ,  speak ing  on  “hea r - say”  f rom

con tac t  w i th  ru ra l  occupa t iona l  t he rap i s t s  a t  va r ious  d i scuss ion  mee t ings .

4 . 2 . 3   P a r t i c i p a n t  o b s e r v e r

B e c a u s e  I  a m  a  w h e e l c h a i r  u s e r ,  m y  p r e s e n c e  t o  t h e  p a r t i c i p a n t s  w a s  o n e

in  which  we  shared  s imi la r  “s to r ies” ,  which  somet imes  a ided  in  ask ing

search ing  ques t ions  (Polk inghorne  1988:164) .   I t  made  iden t i fy ing  wi th

them and  the i r  i den t i f i ca t ion  w i t h  m e  e a s i e r .   W e  w e r e  p a r t  o f  e a c h  o t h e r ’ s

s t o r y .   

Fu r the rmore ,  conven t iona l  academic  r e sea rch  tha t  r e l i e s  on  gene ra l i sa t ions

may  re su l t  i n  t he  lo s s  o f  de t a i l  de r ived  f rom expe r i ence ,  bu t  i n  con t r a s t  t he

mode  o f  s to ry te l l ing  p rov ided  en t ry  in to  the  pe r sona l  expe r i ence  o f  the

pe r son  t e l l ing  the  s to ry .   In  add i t ion ,  t he  a r t i cu la t ion  o f  na r ra t ive  a l lowed

for  r emembrance  o f  the  s to ry  by  the  t e l l e r  and  c rea t ive  imag ina t ion  th rough

the  hea re r  (Boo th  1996 :237) .   Boo th  (1996 :238) ,  however ,  r eminds  us  tha t

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

r e s e a r c h  a n d  t o o  l i t t l e  w a s  m a d e  o f  t h e  s t o r y t e l l e r ’ s  i n t e r p r e t a t i o n  o f

h i s /he r  own s to ry .

Consequen t ly ,  t he  s t ance  t aken  in  t h i s  s tudy  was  one  o f  i n t e rac t ion  be tween

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

t h a t  e n a b l e d  d i s c o v e r y  o f  h o w  e a c h  p a r t i c i p a n t  o w n e d  a n d  i n t e r p r e t e d
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his /her  s to ry ,  how they  unders tood  the i r  mobi l i ty  impai rment  and  what  i t

mean t  to  them.

4 . 2 . 4   I n t e r v i e w s  a n d  n a r r a t i v e  g e n e r a t i o n

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

con f iden t i a l i t y  d i s cus sed  wi th  t he  pa r t i c ipan t s .   I  u sed  names  because  i t

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

symbo l  o r  l e t t e r s  o f  t he  a lphabe t .   One  pa r t i c ipan t  ve rba l i s ed  consen t  t o

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

r eco rded  and  t r ansc r ibed .   The  o the r  pa r t i c ipan t s  managed  to  s ign  the

consen t  fo rm made  ava i l ab l e  t o  t hem (Bogdan  & Bik l en  1992 :96 ) .   See

append ix  A  fo r  an  example  o f  the  consen t  fo rm.

Each  pa r t i c ipan t  was  in t e rv i ewed  in  he r /h i s  own  p lace  o f  r e s idence .   Mason

(2002 :133)  po in t s  ou t  t ha t  t ime ,  space  and  p l ace  o f t en  have  s ign i f i cance  in

r e s e a r c h .   T h e  r e a s o n ,  t h e r e f o r e ,  f o r  i n t e r v i e w i n g  t h e  p a r t i c i p a n t s  i n  t h e i r

p lace  o f  r e s idence  was  tha t  they  exper i enced  d i f f i cu l ty  wi th  t r ave l l ing

ou t s ide  t he  home .  L ikewi se  i t  gave  me  the  oppo r tun i t y  t o  ge t  t o  know the

pa r t i c ipan t s  i n  the i r  home  env i ronmen t  and  to  mee t  any  o the r s  s ign i f i can t

to  them.   

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

is  as  fo l lows :  I made  two  broad  genera l  r eques t s ,  e .g . ,  “Te l l  me  a  l i t t l e

a b o u t  y o u r  l i f e  b e f o r e  y o u r  a c c i d e n t ?   S a y  t w o  y e a r s  b e f o r e ”  a n d  “ T e l l  m e

abou t  your se l f  a f t e r  t he  acc iden t” .   The  impor t ance  o f  wha t  k ind  o f  l i f e  t he

person  had  before  becoming quadr ip leg ic  and  then  a f t e r  quadr ip l eg ia  had

re l evance  fo r  e s t ab l i sh ing  i f  t he re  was  any  sense  o f  con t inu i ty  f rom p re -

morb id  to  pos t -morb id  s tage .  

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

on ly  a sked  ques t ions  to  s t imula t e  fu r the r  na r ra t ion  and  thus ,  t o  gene ra t e
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conve r sa t i on  (Boo th  1996 :242 ;  R ie s sman  1993 :10 ) .   See  f i gu re  4 .1  fo r  an

example  o f  the  in te rv iew ques t ions  gu ide .

F i g u r e  4 . 1   E x a m p l e  o f  a  q u e s t i o n  d u r i n g  a n  i n t e r v i e w

I n  r e l a t i o n  t o  c o n v e r s a t i o n  t h a t  d e v e l o p e d  o n  t h e  n e e d  t o  f i t  i n t o  s o c i e t y  I  a s k :

I :  W h a t  d o e s  i t  m e a n  t o  y o u ?

R e g :  I  t h i n k  p e r s o n a l l y ,  I  t h i n k  t h a t ’ s  v e r y  i m p o r t a n t  b e c a u s e  I  w o u l d  l i k e  t o

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

The  cha l l enge  du r ing  t he  i n t e rv i ews  was  t o  conv ince  t he  pa r t i c ipan t s  t ha t

the i r  s t o r i e s  o f  t he i r  eve ryday  l i ve s  were  impor t an t  t o  t he  r e sea rch  and  to

encourage  t hem to  sha re  t he i r  s t o r i e s  w i th  con f idence .   Thus ,  t ime  was

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

in t roduced  t o  p rov ide  c l a r i f i c a t i on  on  wha t  t hey  we re  s ay ing  and  wha t  I

w a s  h e a r i n g .   Q u e s t i o n s  w e r e  a s k e d  f r o m  t i m e  t o  t i m e ,  s u c h  a s :  W h a t  d i d

y o u  t h i n k  a b o u t  t h a t ?   H o w  d i d  t h a t  m a k e  y o u  f e e l ?   C a n  y o u  e x p l a i n  t h a t

a  b i t  more?

The  t ape - r eco rd ings  o f  t he  i n t e rv i ews  we re  t r a n s c r i b e d  a n d  a n a l y s e d.   A

few open -ended  ques t i ons  were  spec i f i ca l l y  e s t ab l i shed  in  r e l a t i on  t o  t he

un iqueness  o f  t he  pa r t i c ipan t ’ s  f i r s t  t ape - reco rded  in t e rv i ew and  used  in

the  second  in t e rv iew.   Each  pa r t i c ipan t ’ s  i n t e rv iew took  a  s imi l a r  pa th ,  bu t

w i t h  s o m e  d i f f e r e n c e  i n  a c c o r d a n c e  w i t h  t h e  u n i q u e  c i r c u m s t a n c e s  o f  e a c h

(Mur ray  2003 :118-119 ;  R ie s sman  1993 :  12 -14 ) .   See  f i gu re  4 .2  fo r  an

example  o f  one  o f  the  pa r t i c ipan t s ’  ques t ion  fo rmed  a f t e r  t he  f i r s t

in te rv iew for  the  fo l lowing  in te rv iews .

F i g u r e  4 . 2   S a m p l e  o f  q u e s t i o n s  f l o w i n g  f r o m  f i r s t  i n t e r v i e w
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T h e  f i r s t  i n t e r v i e w  w i t h  R e g  r e v e a l e d  t h a t  h e  w a s  a  h i g h  c e r v i c a l  l e v e l

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

a s k e d .

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

a r e  a  h i g h  c e r v i c a l  l e v e l  q u a d r i p l e g i c ?

R e g :  T h a t ’ s  r i g h t .  T o  b e  h o n e s t  I  d i d n ’ t  a c t u a l l y  m a n a g e  i t . . .

T h e  f i r s t  p a r t i c i p a n t ’ s  f i r s t  a n d  s e c o n d  i n t e r v i e w s  w e r e  m o r e  e x p l o r a t o r y

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

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

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

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

r e fu se  t o  answer  any  ques t i on  o r  no t  t o  a l l ow  the  i n fo rma t ion  t o  be  u sed  i n

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

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

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

e th i ca l  s t r a t egy  o f  t he  s t udy  t o  be  hones t  and  open  w i th  t he  pa r t i c i pan t s

(Mason  1996:105) .

Dur ing  the  p rocess  o f  the  in te rv iew,  demograph ic ,  p re -morb id  and  pos t -

morb id  ac t iv i ty  i n fo rma t ion  was  r eco rded  ( see  append ix  B) .   The  second

in t e rv i ew  was  t ape - r eco rded  and  t he  pa r t i c ipan t  was  a sked  t o  t e l l  me  abou t

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

by  a  ques t ion  on  how he r  acc iden t  happened .   Ques t ions  then  f lowed  f rom

the  in t e rac t ion  tha t  t ook  p l ace .   The  in t e rv i ew was  r eco rded  fo r  60

minutes .   

I n  t he  t h i rd  i n t e rv i ew ,  wh ich  was  r eco rded  fo r  50  minu te s ,  s emi - s t ruc tu red

o p e n - e n d e d  q u e s t i o n s  w e r e  a s k e d  t h a t  w e r e  d r a w n  u p  f r o m  t h e  n a r r a t i v e s

ana lysed  f rom the  second  in t e rv i ew.   I t  was  dec ided  to  i n t e rv i ew Ke l ’ s

d a u g h t e r  b e c a u s e  s h e  h a d  m a d e  s o m e  r e m a r k s  a b o u t  b e i n g  t h e  c a r e - g i v e r

and  handy -man  a round  t he  p l ace .   K i t ,  he r  code -name ,  consen t ed  t o  be
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i n t e rv i ewed  and  an  i n t e rv i ew  was  r eco rded  fo r  45  minu t e s .   A l l  i n t e rv i ews

w e r e  t r a n s c r i b e d .   

Fu r the r  counse l l ing  ses s ions  o f  45  minu tes  each ,  w i th  bo th  pa r t i c ipan t s

t o g e t h e r ,  w e r e  inc luded  a f t e r  t he  l a s t  i n t e rv i ew.   Af t e r  he r  f i r s t  i n t e rv i ew,

K i t  e x p r e s s e d  t h a t  s h e  w a s  u n s u r e  o f  h e r  f u t u r e  a s  h e r  m o t h e r ’ s  c a r e - g i v e r .

She  b roke  down  c ry ing  and  sa id  she  needed  he lp .   Because  I  cou ld  no t

l eave  he r  in  th i s  emot iona l  s t a t e ,  p rovoked  by  t e l l i ng  he r  s to ry ,  I  sugges t ed

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

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

as  na r r a t i ve  o r  da t a  gene ra t i on .

When  the  nex t  two  pa r t i c ipan t s  were  in t e rv i ewed ,  I  u sed  the  f i r s t  i n t e rv i ew

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

re s iden t s  o f  a  s e l f -he lp  cen t r e ,  so  we re  t oge the r  when  t he  pa th  t he

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

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

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

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

a lone  wi th  me ,  s t a r t ed  to  t e l l  o f  h i s  exper iences  wi th  quadr ip leg ia  tha t  were

t roub lesome  to  h im,  some  f i e ld  no tes  were  made  o f  wha t  he  sa id .   Th i s

pa r t i c ipan t ,  howeve r ,  co l l apsed  t he  day  be fo re  h i s  s econd  i n t e rv i ew  and

d i e d  a  w e e k  l a t e r .   

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

i n t e r v i e w  w a s  a r r a n g e d .   A t  t h e  f i r s t  i n t e r v i e w ,  a f t e r  e x p l a i n i n g  t h e

r e sea r ch  p ro toco l  and  ob t a in ing  consen t ,  t he  i n t e rv i ew  was  t ape - r eco rded

immedia t e ly .   Tess ,  he r  code -name ,  was  in t e rv iewed  and  the  in t e rv iews

were  t ape - r eco rded ,  one  fo r  60  and  the  o the r  fo r  45  minu te s .   
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T h e  o t h e r  p a r t i c i p a n t  c o d e - n a m e d  R e g  w a s  n o t  s u r e  i f  h e  w a s  r e a d y  t o  t e l l

t he  s t o ry  o f  h i s  pos t -morb id  s t a t e  expe r i ences .   I  r e a s su red  h im  tha t  he  had

t ime  to  th ink  abou t  i t  and  tha t  he  wou ld  be  schedu led  a s  the  l a s t  pa r t i c ipan t

to  be  in t e rv iewed .   He  was  g iven  ano the r  two  and  a  ha l f  mon ths  to  th ink

abou t  i t .   Con tac t  was  kep t  wi th  h im by  phone  and  when  he  fe l t  more

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

end  o f  the  pa r t i c ipan t s ’  l i s t .   

I  c h a n g e d  t h e  s t r u c t u r e  f r o m  t h e  f i r s t  p a r t i c i p a n t ’ s  f i r s t  i n t e r v i e w .   I

dec ided  t o  l e ave  t he  demograph ic  and  p re -morb id  h i s to ry  fo r  t he  nex t

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

r e sponden t  and  was  i n t e rv i ewed  two  more  t imes ,  wh ich  we re  t ape - r eco rded

fo r  45  minu te s  each .   

Af t e r  i n t e rv i ewing  Reg  I  dec ided  to  in t e rv i ew the  occupa t iona l  t he rap i s t

who  was  vo lun ta r i ly  a s s i s t ing  the  se l f -he lp  cen t re  in  which  he  l ived

because  i t  appea red  tha t  he r  i n f luence  was  impor t an t  t o  h i s  s i t ua t ion .   I t

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

and  complex i ty  be tween  peop le  who  a re  h igh - l eve l  quadr ip l eg ic s  and  those

wi th  a  lower  l eve l  o f  quadr ip leg ia .   An  in te rv iew took  p lace  in  my f la t  and

las ted  fo r  30  minutes .   

As  t he  i n t e rv i ews  wi th  t he  pa r t i c ipan t s  p rog re s sed ,  I  f ound  tha t  my  sk i l l s

and  conf idence  a t  i n t e rv i ewing  inc reased ,  wh ich  a l lowed  fo r  ea s i e r  f l ow

and co l lec t ion  of  s to r ies  (Charmaz  1990:1168;  Dey  1993:102-103) .

4 . 2 . 5   A n a l y s i s  o f  n a r r a t i v e s

Mason  (2002 :129)  po in t s  ou t  tha t  the  r e sea rcher  can  deve lop  c las s i f i ca t ions

based  on  examples  such  a s  t he  d iv i s ion  o f  soc i a l  ex i s t ence  in to  themes  o r

e x p e r i e n c e s .   A  f r a m e w o r k  o f  n a r r a t i v e  e v e n t s  w a s  d e v e l o p e d  i n

as soc ia t ion  wi th  even t s  o f  cop ing  wi th  ch ron ic  d i seases  d i scussed  by
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Rol land  (1989 ,  1993 ,  1994) .   An  example  o f  how th i s  was  accompl i shed  i s

i l lu s t r a t ed  be low ( see  f igu re  4 .3 ) .

F i g u r e  4 . 3  S i g n i f i c a n t  e v e n t s  a s s o c i a t e d  w i t h  t h e  unfo ld ing  narrat ive

o f  mobi l i ty  impairment

1 )  R e a d j u s t m e n t s  h a d  t o  b e  m a d e  t o  f a m i l y  a n d  s i g n i f i c a n t  o t h e r 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 ;   

2 )  r e a d j u s t m e n t s  h a d  t o  b e  m a d e  t h a t  i n f l u e n c e d  r e l a t i o n s h i p s ;   

3 )  r e a d j u s t m e n t s  h a d  t o  b e  m a d e  t o  m a n a g e  l o s s e s  e x p e r i e n c e d .

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

and  s ign i f i can t  o the r s  expe r i enced  in  r e l a t ion  to  the i r  soc ia l  i n t e rac t ions .

T h e  n e x t  t h i n g  I  w a n t e d  t o  u n d e r s t a n d  w a s  t h e  c o n s e q u e n c e s  t h a t  e a c h

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

na r r a t i ve  p lo t s  emerged  f rom the i r  na r r a t i ve s  i n  a s soc i a t i on  w i th  t he

s ign i f i can t  even t s .   P lo t s  a r e  t ha t  wh ich  exp re s se s  wha t  t he  s i gn i f i c an t

even t s  mean t  t o  t he  na r r a to r s  i n  r e l a t i on  t o  a  pa r t i cu l a r  t heme  o r  even t s

(Polkinghorne  1988:160) .

In  add i t ion ,  i t  was  an t i c ipa ted  tha t  some  fea tu res  o f  the  b iomedica l  and

soc i a l  mode l s  d i s cus sed  i n  chap t e r  t h r ee  cou ld  be  t r aced  i n  t he  na r r a t i ve s

o f  t he  r e sea rch  pa r t i c ipan t s ’  na r r a t i ves .   Th i s  cou ld  be  done  th rough  the

same f ramework  of  p lo ts  or  events  of  l iv ing  wi th  mobi l i ty  impai rment .   

Nex t ,  in  re la t ion  to  the  ICF’s  (WHO 2001)  c lass i f i ca t ion  o f  d i sab i l i ty ,  i t

appeared  tha t  the  ac t iv i ty  o f  p lo t t ing  cou ld  enab le  the  poss ib i l i ty  o f  t r ac ing

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

par t ic ipa t ion  in  soc ie ty ,  not  only  according  to  the  indiv idual ,  but  a l so  the

fami ly .   Th is  was  kep t  in  mind  for  the  t ask  of  wr i t ing  a  repor t  on  the

re sea rch  pa r t i c ipan t s ’  na r r a t ives  and  wi l l  be  expanded  on  l a t e r .

Acco rd ing ly ,  t he  f i r s t  move  in  f r aming  a  r e f e r ence  t o  enab le  t he  wr i t i ng  o f
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a  r e p o r t  o n  t h e  n a r r a t i v e  r e s p o n s e s  a n d  r e a c t i o n  o f  e a c h  p a r t i c i p a n t ,  w a s

to  bu i ld  on  the  themes  f rom Rol land’s  (1989 ,  1993 ,  1994)  psychosoc ia l

mode l  o f  ch ron i c  d i s ea se s .   I  a l so  i nc luded  my  own  theme  r e l evan t  t o  t he

theo log ica l  pe r spec t ive  o f  th i s  s tudy .   Unders t and ing  o f  God  was  inc luded

as  a  theme and  an  example  i s  g iven  in  f igure  4 .4 .

Hence ,  the  theore t i ca l ly  s ign i f i can t  na r ra t ive  p lo t s  pe r ta in ing  to  the

unfo ld ing  b io log ica l  nar ra t ives  o f  mobi l i ty  impai rment  were  expanded  by

inse r t ing  the  d i f f e ren t  s t r e s so r s  r e l a t ed  to  the  th ree  ma in  s ign i f i can t  even t s

assoc ia ted  wi th  mobi l i ty  impai rment .   An added  s ign i f ican t  nar ra t ive  p lo t

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

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

codes  and  an  example  o f  two  o f  the  na r ra t ive  p lo t s  and  the  cod ing  a re  g iven

be low.

F i g u r e  4 . 4  F r a m e w o r k  o f  n a r r a t i v e  p l o t s  i n  r e l a t i o n  t o  m o b i l i t y

impairment

C o d e  1 :  R e - a d j u s t m e n t  o f  o r g a n i s a t i o n a l  s t r u c t u r e s  o f  f a m i l y  a n d  s i g n i f i c a n t

o t h e r .   C o d e  1 . 1  A d a p t a t i o n  t o  c h a n g e s         

i )  R o l e  e x p e c t a t i o n  c h a n g e s ;  i i )  r o l e  s t a t u s  r e a d j u s t m e n t ;  i i i )  i s o l a t i o n ;  v i )

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

C o d e  4 :  U n d e r s t a n d i n g  G o d

i )  B l a m e / p u n i s h m e n t  c o n f l i c t ,  i i )  r e l i g i o u s  p a r t i c i p a t i o n  o r  i s o l a t i o n ,  i i i )

b e l o n g i n g / n o n - b e l o n g i n g  c o n f l i c t ,  a c c e s s i b i l i t y ;  i v )

f o r g i v e n e s s / u n f o r g i v e n e s s  c o n f l i c t .

The  above  rough  p lo t t ing  o f  mean ingfu l  even t s  o f  exper iences  o f  l i f e

fo rmed  the  ba s i s  f o r  t he  f i r s t  l eve l  o f  na r r a t i ve  ana ly s i s .   A  back -and - fo r th

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

(Dey  1993:99-100) .   The  re f in ing  o f  s ign i f i can t  na r ra t ive  p lo t s  con t inued

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

ana lyse  t ex t  and  p rov ide  fo r  cod ing  o f  t r ansc r ibed  na r ra t ives  a l loca t ion  and



168

fo r  fu r the r  ana lys i s  purposes  (Dey  1993:103-107 ,126 ,  133-135;  Charmaz

1990:1168-1170) .

Accord ing  to  Rol land  (1989 ,  1993 ,  1994) ,  the  f requency  of  hosp i ta l

t r ea tmen t  r eg imes ,  h o m e - b a s e d  v e r s u s  hosp i t a l  ca re ,  and  the  f r equency  o f

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

i l lness  can  r e su l t  i n  fo rming  na r ra t ives  abou t  the  r e sponse  o f  the  ind iv idua l

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

the  unfo ld ing  b io log ica l  na r ra t ives  in  re la t ion  to  the  psychosoc ia l  t ime-

re la ted  phases  of  mobi l i ty  impai rment  under  the  four  main  s ign i f ican t

e v e n t s .   A n  e x a m p l e  i n  r e l a t i o n  t o  o n e  o f  t h e  n a r r a t i v e  p l o t s  i s  s h o w n

be low.

F i g u r e  4 . 5   A n  e x a m p l e  o f  o n e  n a r r a t i v e  p l o t

     S i g n i f i c a n t  p l o t  2  

R e l a t i o n s h i p s  r e a d j u s t m e n t

C o n f l i c t  s i t u a t i o n

  U n f o l d i n g  n a r r a t i v e  a n d  t i m e  e p i s o d e s

O n s e t :  G r a d u a l  o r  s u d d e n

C r i s i s :  F r e q u e n c y ,  d e g r e e  o f  a d a p t a t i o n

The  th i rd  phase  was  to  l ink  the  t asks  and  the  unfo ld ing  b io log ica l  course

a n d  t h e  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  t o  d e v e l o p  a  m e a n s  t o  a s s e s s  t h e

r e s p o n s e  o r  r e a c t i o n s  t o  t h e s e  t a s k s  i n  r e l a t i o n  t o  e a c h  p a r t i c i p a n t ’ s

exper ience  wi th  mobi l i ty  impai rment .   An example  of  the  deve lopment  of

one  o f  the  p lo t s  was  a s  fo l lows :

F i g u r e  4 . 6   A n  e x a m p l e  o f  t h e  d e v e l o p m e n t  o f  t w o  o f  t h e  n a r r a t i v e

p l o t s

    A )   E v e n t          

R e l a t i o n s h i p s

C o n f l i c t  s i t u a t i o n

  B )   U B N  a n d  T P

O n s e t :  S u d d e n

C r i s i s :  F r e q u e n t  b e d s o r e s

a n d  u r i n a r y  t r a c t

i n f e c t i o n s .  

      C )   T a s k s

L e a r n  t o  p u l l  t o g e t h e r

i n  m u t u a l  d e p e n d e n c e

a n d  c a r e - t a k i n g .
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N o t e :  B e c a u s e  o f  s p a c e  I  a b b r e v i a t e d  t h e  u n f o l d i n g  b i o l o g i c a l

n a r r a t i v e  ( U B N )  a n d  t i m e - r e l a t e d  p h a s e s  ( T P ) .

Four th ly ,  du r ing  na r ra t ive  ana lys i s  I  a r ranged  “ tex t  b i t s”  accord ing  to  the

a b o v e  p l o t s  a s  s h o w n  a b o v e .   N e x t ,  I  l o o k e d  f o r  r e s p o n s e s  a n d  r e a c t i o n s  t o

t a sks  du r ing  the  t ime- re l a t ed  phases  i n  each  pa r t i c ipan t ’ s  na r r a t i ve  o f

l iv ing  wi th  mobi l i ty  impai rments .   Each  par t ic ipant ’s  s to ry  to ld  of  events

tha t  r e l a t ed  the  responses  o f  ind iv idua l  and  s ign i f i can t  o the r s  to  even t s  o f

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

even t s  o f  d i s ab i l i t y  and  t a sks  fo r  each  pa r t i c ipan t  and  in t e rp re t i ng  t he i r

r e a c t i o n s .   A n  e x a m p l e  i s  g i v e n  b e l o w  t o  s h o w  h o w  t h i s  w a s  d o n e  w i t h  o n e

plo t  and  how i t  was  expanded  for  cod ing .

F i g u r e  4 . 7   A n  e x a m p l e  o f  a r r a n g i n g  a n d  c o d i n g  t e x t

A )  P l o t

C o d e  2  R e a d j u s t

t o  r e l a t i o n s h i p s

2 . 1  C o n f l i c t

s i t u a t i o n

i )  B e l o n g i n g /

n o n - b e l o n g i n g

B )  U B N  a n d T P

O n s e t :  S u d d e n

C r i s i s :  H o s p i t a l -

i s a t i o n

C )  T a s k

P u l l  t o g e t h e r  i n

m u t u a l  d e p -

e n d e n c e  i n  c a r e -

t a k i n g

D )  R e s p o n s e  o r      

     r e a c t i o n

( R e s p o n s e  m a y

b e )  A l l  m e m b e r s

o f  t h e  f a m i l y

w o r k e d  t o g e t h e r

a n d  f e l t  a  s e n s e

o f  b e l o n g i n g  a s  a

u n i t            

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

organ ise  the  t ex t  th rough  sp l i t t ing  and  sp l i c ing ,  cu t t ing  and  pas t ing  and

making  compar i sons  and  connec t ions  (Charmaz  1990 :1163-1165 ;  Dey

1993:131-135) .

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

par t i c ipan t ’ s  na r ra t ive  a s  a  who le  p ic tu re  o f  b io log ica l  c i r cums tances  and

psychosoc ia l  c i rcumstances  in  h i s /he r  l iv ing  wi th  mobi l i ty  impa i rment .   I t

a l so  a l lowed  for  loca t ing  s imi la r i t i e s  and  con t ras t ing  d i f fe rences  in  the i r



170

response  to  the  t asks  assoc ia ted  wi th  mobi l i ty  d i sab i l i ty  and  the i r  r eac t ions

to  t he  consequences  o f  changes  t ha t  occu r r ed .   I t  r e su l t ed  i n  i n s igh t  and

en t ry  in to  each  pa r t i c ipan t ’ s  wor ld  to  r epor t  on  a  more  ho l i s t i c  awareness

of  mobi l i ty  d i sab i l i ty .   The  repor t ing  on  the  in te rp re ta t ions ,  bo th  the

pa r t i c ipan t s ’  and  mine ,  p rov ided  the  poss ib i l i t y  o f  a  s t r a t egy  o f  how

Chr i s t i an  f a i th  communi t i e s  can  p lan  pas to ra l  work  to  a s s i s t  peop le

disabled in mobil i ty in l iving a meaningful  l i fe .

4 . 2 . 6   R e s e a r c h  p a r t i c i p a n t s ’  n a r r a t i v e  r e p o r t

When wr i t ing  the  r epor t  I  dec ided ,  f i r s t ly ,  t o  g ive  a  summary  o f  Je f f ’ s ,

Tess ’ s  and  Reg’s  s to r i e s  and  second ly ,  t o  fo l low th i s  w i th  a  fu l l  r epor t  o f

Ke l ’ s  na r r a t i ve  accoun t .   The  r ea son  was  t o  g ive  i l l u s t r a t i ons  f rom he r

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

fu l l  r epo r t  was  g iven  o f  one  pa r t i c i pan t  because  ex t ens ive  ana ly s i s  o f  e ach

pa r t i c ipan t  wou ld  t ake  up  t oo  much  space  i n  t h i s  t he s i s .  Desp i t e  heavy

ed i t i ng  o f  na r r a t i ve  t ex t ,  i t  a l l owed  on ly  fo r  p re sen t ing  a  fu l l  r epo r t  o f  one

par t i c ipan t .   

Fu r the rmore ,  m ixed  d i r ec t  speech  and  a  r epo r t ed  speech  me thod  was  u sed

wi th  the  in t en t ion  to  avo id  d i s t r ac t ing  f rom the  d i r ec t  spoken  na r ra t ives .

Boo th  (1996 :248-250)  sugges t s  tha t  the  use  o f  a  mix tu re  o f  d i r ec t  and

repor t ed  speech  in  ana lys i s  o f  n a r r a t i v e  a c h i e v e s  t he  be s t  de sc r i p t i on  and

exp lana t ion  o f  the  s to ry .   The  bene f i t  was  tha t  i t  made  the  load  o f  t ex t

co l l ec t ed  more  manageab le .     

F ie ld  no tes  and  memos  were  inc luded  in  ana lys i s  to  he lp  iden t i fy  tones ,

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

1996 :251) .   Some t imes  t he re  we re  two  o r  t h r ee  changes  o f  d i r ec t i on  i n  one

sen tence  wh i l e  pa r t i c ipan t s  t o ld  t he i r  s t o r i e s .   The  a r t i cu l a t i on  o f  t he

s to ry t e l l e r s  o f t en  became  d i s j o in t ed  and  o f t en  r an  t oge the r .   I t  was

some t imes  d i f f i cu l t  t o  know where  a  s en t ence  s t a r t ed  and  ended .
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The  a im was  to  ana lyse  any  unfo ld ing  f r inge  nar ra t ives  in  re la t ion  to  the

d i scus s ion  i n  chap t e r  t h r ee  o f  t he  b iomed ica l  and  soc i a l  mode l s  and  t o

iden t i fy  mould-break ing  nar ra t ives .   The  combina t ion  of  the  two methods

wou ld  g ive  an  idea  o f  t he  unhea rd  s to r i e s  o f  managemen t  and  cop ing  wi th

quadr ip leg ia  throughout  the  unfo ld ing  course  of  mobi l i ty  d isab i l i ty .

S imul t aneous ly  the  unfo ld ing  na r ra t ive  o f  the  t ime- re l a t ed  phases  g ives

ins igh t  in to  the  e f fec t s  on  the  psychosoc ia l  d imens ions  o f  l i fe .   

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

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

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

par t i c ipan t s  in  the i r  s to r i es  o f  the  consequence  o f  l iv ing  wi th  mobi l i ty

impa i rmen t .   The  bene f i t  was  t ha t  i t  a l l owed  h idden  f r i nge  na r r a t i ve s  t o

become  more  v i s ib le  and  to  fo rge  l inks  be tween  o rd ina ry ,  excep t iona l  o r

a l t e rna t ive  s to r i e s  (Boo th  1996 :239 ;  Combs  & Freedman  1994 :75 ;  Mur ray

2003:127) .  

Each  par t i c ipan t ’ s  demograph ic  de ta i l s  o f  the  p re -morb id  and  pos t -morb id

s ta tus  were  i l l u s t r a t ed .   The  demograph ic  de ta i l s  wi l l  be  g iven  in  the  nex t

sec t ion  o f  t h i s  chap te r .

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

pa r t i c ipan t ;  t he  t ex t  b i t s  were  coded  acco rd ing  to  the  f r amework  o f

nar ra t ive  p lo t s  de r ived  f rom Rol land’s  (1989 ,  1993 ,  1994)  typo logy  and

psychosoc i a l  pe r spec t i ve  o f  ch ron i c  d i s ea se .   To  i nc r ea se  accu racy  o f

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

emerg ing  metaphor ica l  express ions  and  emerg ing  na r ra t ive  p lo t s  r e l a t ing

to  each  pa r t i c ipan t ’ s  s to ry  were  h igh l igh ted .   Th i s  was  done  because

b reak ing  up  t he  t ex t  i n to  sma l l  b i t s  o f  na r r a t i ve  can  r e su l t  i n  l o s s  o f

con t inu i ty  o f  t he  na r ra t ive ,  a l though  i t  p rov ided  p rec i se  t ex t  a l loca t ion  to

the  unfo ld ing  nar ra t ive  o f  l iv ing  wi th  mobi l i ty  impai rment  (Riessman

1990:1195) .
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H o w e v e r ,  d e a l i n g  w i t h  t h e  t r a n s c r i b e d  n a r r a t i v e s  i n  b u l k  g a v e  g r e a t e r

unders tand ing  o f  the  emot iona l  and  re la t iona l  s t ruc tu res  be tween  the  fami ly

members  in te rna l ly  and  the i r  ex te rna l  soc ia l  and  re l ig ious  env i ronments

(Mur ray  2003 :120) .   In  th i s  way  na r ra t ive  p lo t s  and  subp lo t s  were

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

the  na r ra t ive .   I t  enab led  desc r ip t ion  and  in t e rp re ta t ion  o f  the  s to r i e s  o f  the

pa r t i c ipan t s .   

An  i n t e rp r e t i ve  phase ,  t he r e fo re ,  f o l l owed  t he  de sc r ip t i ve  ana ly s i s  o f  t he

na r r a t i ve s  a s  t he  b roade r  t heo re t i ca l  l i t e r a tu re  abou t  d i s ab i l i t y  was

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

accoun t s  by  the  pa r t i c ipan t s  to  i l lus t ra t e  wha t  the  theor ies  d i scussed  in  th i s

s tudy  t r i ed  to  c l a r i fy  (Mur ray  2003 :121) .   An  example  i s  t he  desc r ip t ion  o f

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

par t i c ipan t s  i l lus t ra ted  the i r  cop ing  sk i l l s  and  management  o f  suppor t

s y s t e m s .

Fur the rmore ,  emerg ing  na r ra t ive  p lo t s  were  h igh l igh ted  and  i t  was

ind ica ted  how these  l inked  to  the i r  s to ry te l l ing .   At ten t ion  was  g iven  to

metaphors  used  dur ing  s to ry te l l ing ,  to  wha t  these  were  r e l a t ed  and  how

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

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

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

how each  pa r t i c ipan t  o rgan i sed  t he  na r r a t i ve  accoun t  and  how the  t empora l

na r r a t i ve  p lo t s  we re  a r r anged  in to  new s to r i e s .   

T h e  o r g a n i s a t i o n  o f  n a r r a t i v e s  w a s  c o n s i d e r e d  a l o n g  t h e  l i n e s  o f  M u r r a y ’ s

(2003 :122)  r e fe r r a l  t o  Rob inson’ s  t empora l  na r ra t ive  scheme  to  o rgan i se

na r ra t ives  o f  mul t ip l e  sc l e ros i s  (MS) :  1 )  those  tha t  expressed  tha t  l i f e

ended  w i th  t he  onse t  o f  MS were  cons ide red  r eg re s s ive  na r r a t i ve s ;  2 )  t hose

tha t  exp res sed  the  l i f e  changes  due  to  MS as  a  changed  l i f e - s ty l e ,  bu t  l i f e

a s  o n g o i n g  w e r e  s t a b l e  n a r r a t i v e s ;  a n d  3 )  t h o s e  t h a t  s a w  t h e  d i s e a s e  a s
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prov id ing  new oppor tun i t i e s  were  p rogress ive  na r ra t ives .

A  s imi la r  scheme  i s  used  fo r  th i s  r e sea rch  and  gu ided  desc r ip t ion  o f

in t e rp re t a t ions  o f  t he  s to r i e s  o f  t he  pa r t i c ipan t s .  

1 )   P rog res s ive  na r r a t i ves  i nd i ca t e  t ha t  t he  s t rugg le s  w i th  t he  chang ing

l i f e - s ty l e  c r ea t ed  oppor tun i t i e s  t o  ove rcome  the  p rob lems  and  f ind  new

ways  of  cop ing .

2 )   Re laps ing  na r ra t ives  indicate  that  l iv ing wi th  mobi l i ty  impairment  i s  an

up-and-down  expe r i ence .

3 )   R e g r e s s i v e  n a r r a t i v e s  i n d i c a t e  t h a t  t h e  s t r u g g l e s  w i t h  c h a n g i n g  l i f e -

s t y l e  a r e  c o n s i d e r e d  a s  h o p e l e s s ,  cont inual ly  painful ,  wi thout  resolut ion or

f ixed  in  ways  o f  dea l ing  wi th  changes .   In s t ab i l i t y  i s  c rea ted  when  these

a re  d i s tu rbed .

4 . 3 .   S U M M A R Y  O F  T H E  P A R T I C I P A N T S

4 . 3 . 1   D e m o g r a p h i c  d e t a i l s

F i g u r e  4 . 8  I l l u s t r a t i o n  o f  d e m o g r a p h i c  p r o f i l e s  o f  p a r t i c i p a n t s .   

N o t e :  A b b r e v i a t i o n s :  p r e s  =  p r e s e n t ;  B e f 4  =  p r e - m o r b i d  s t a t e ;  A f t  =  p o s t - m o r b i d

s t a t e ;  ( m )  =  m a r r i e d .

N A M E J E F F T E S S REG KEL

S e x m a l e f e m a l e m a l e f e m a l e

A g e :  B e f 4

        P r e s

2 6

2 7

1 9

4 0

1 8

3 4

2 3

4 6
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M a r i t a l

S t a t u s :  B e f 4

             P r e s

s i n g l e

s i n g l e

s i n g l e

s i n g l e

s i n g l e

s i n g l e

d i v o r c e d

d i v o r c e d

A c a d e m i c

r e c o r d :  B e f 4

              

           P r e s

d e g r e e  c o n -

s e r v a t i o n

s a m e

m a t r i c

m a t r i c

m a t r i c

M a s t e r  o f

p s y c h o l o g y

m a t r i c

m a t r i c

N A M E J E F F T E S S REG KEL

F a m i l y : B e f 4

             

           

             P r e s

F a t h e r  d i e d ,

m o t h e r ,

b r o t h e r

m o t h e r ,

b r o t h e r

P a r e n t s ,

b r o t h e r

P a r e n t s ,

b r o t h e r  ( m )

P a r e n t s ,

b r o t h e r ,

s i s t e r s  x  2

F a t h e r  d i e d

1 9 9 6 .  

M o t h e r ,

b r o t h e r ,

s i s t e r  X 2  ( m )

P a r e n t s ,

b r o t h e r ,

s i s t e r s  x 2 ,

d a u g h t e r  3

y r s

P a r e n t s ,

b r o t h e r  ( m ) ,

s i s t e r  ( d i e d )

s i s t e r  ( M ) ,

d a u g h t e r  2 6

A c c o m m o d a -

t i o n :  B e f 4

        

            P r e s

m o t h e r ’ s

h o m e

s e l f - h e l p

c e n t r e

h o m e

h o m e

c o r r e c t i o n a l

s e r v i c e

q u a r t e r s

s e l f - h e l p

c e n t r e

h o m e

h o m e / r o o m

t h e n  f l a t

O c c u p a t i o n

              B e f 4

              

             P r e s

s a l e s

u n e m p l o y e d

c l e r k

s m a l l  s a l e s

s k i n  c a r e

p r o d u c t s

p r i s o n

w a r d e n

u n e m p l o y e d

s e c r e t a r y

u n e m p l o y e d
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C h u r c h  a f f i -

l i a t i o n :  B e f 4

              P r e s

C a t h o l i c

s a m e

N G K

s a m e

N G K

s a m e

n o n e

c h a r i s m a t i c

n o n e  ( 9  y r s )

A c t i v i t i e s :

B e f 4

P r e s

s t u d y ,  d a t i n g

r e h a b i l i t a t i n

g  ( d i e d )

h o r s e  r i d i n g ,

m o t o r  c y c l i n g

b i b l e  s t u d y ,  

p a i n t i n g  b y

m o u t h ,

r e a d i n g ,

v i d e o ,  t v

r u g b y ,

w r e s t l i n g ,

s w i m m i n g ,

d a n c i n g

s t u d y ,  c e l l

g r o u p ,

p a i n t i n g  b y

m o u t h ,

v o l u n t a r y

c o u n s e l l i n g

b a l l e t  a n d

d a t i n g

v i d e o s ,  t v ,

b r e e d i n g

d o g s  a n d

p a r r o t s

4 . 3 . 2   P a r t i c i p a n t  c o d e  n a m e :  J e f f  

J e f f  w a s  a  2 7 - y e a r - o l d  q u i e t l y  s p o k e n  m a l e  w h o  h a d  b e e n  q u a d r i p l e g i c  a t

c e r v i c a l  l e v e l  5 / 6  f o r  j u s t  u n d e r  o n e  y e a r .   H e  c a m e  a c r o s s  a s  a  y o u n g  m a n

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

r ehab i l i t a t i on .   He  had  been  i nvo lved  i n  a  mo to r  c a r  a cc iden t  i n  t he  Cape

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

and  had  some  func t i on  o f  h i s  b i ceps  and  t r i c eps  musc l e .   He  cou ld  f l ex  and

ex tend  h i s  a rms  and  had  some  wr i s t  func t ion .   He  had  a  deg ree  in

conse rva t i on ,  bu t  had  worked  a s  a  s a l e s  r ep re sen t a t i ve  be fo re  h i s  a cc iden t .

Af t e r  t he  acc iden t  he  was  unab le  to  f ind  employmen t .   He  was  ve ry  anx ious

to  f i nd  emp loymen t  because  o f  f i nanc i a l  s t r e s s .   The re  was  a  pos s ib i l i t y  o f

some  employment  th rough  the  he lp  o f  an  occupa t iona l  t he rap i s t  who  was

vo lun ta r i l y  a s s i s t i ng  h im.   He  d id  no t  have  a  means  o f  t r anspor t  t o  ge t  back

and for th  to  employment ,  which  compl ica ted  h is  oppor tuni t ies .   
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H i s  m o t h e r  s t a y e d  i n  a  f l a t  i n  J o h a n n e s b u r g ,  h i s  f a t h e r  h a d  d i e d  a n d  h e  h a d

a  bo the r  who  was  mar r i ed  and  l i ved  in  Johannesburg .   J e f f  l i ved  in  a  s e l f -

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

a f fo rdab le  to  h im a t  a  f l a t  r a t e  o f  R700  fo r  boa rd  and  lodg ing ,  wh ich

inc luded  s t a f f  a s  pe r sona l  he lpe r s  fo r  t he  r e s iden t s .   

He  was  b rough t  up  a s  a  Ca tho l i c ,  bu t  was  no t  a  r egu l a r  chu rchgoe r .

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

tha t  he  would  beg in  a t t end ing  a  Methodis t  church  ce l l  g roup .   Unfor tuna te ly

Je f f  co l l apsed  wh i l e  be ing  a s s i s t ed  to  shower  the  day  o f  t he  f i r s t  ce l l  g roup

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

in te rv iew wou ld  have  t aken  p lace .   He  d ied  the  nex t  week  in  the  in t ens ive

ca re  un i t  wi thou t  r ega in ing  consc iousness .

4 . 3 . 3   P a r t i c i p a n t  c o d e  n a m e :  T e s s

T e s s  i s  a  4 0 - y e a r - o l d  f e m a l e  w h o  s a y s  s h e  i s  q u a d r i p l e g i c  f r o m  c e r v i c a l

leve l  5 /6 ,  but  her  phys ica l  l imi ta t ions  por t ray  a  h igher  leve l  of  quadr ip legia .

She  i s  a  v ivac ious  happy  pe r son  who  speeds  abou t  t he  house ,  i n s ide  and

o u t s i d e ,  i n  a  p o w e r - d r i v e n  w h e e l c h a i r .   S h e  w a s  w o r k i n g  i n  a n

admin i s t r a t ive  pos t  fo r  a  fune ra l  fund .   She  l ived  a  ve ry  fu l l  ac t ive  l i f e  o f

horse - r id ing ,  motor -b ike  r id ing ,  spor t s  and  soc ia l  r ec rea t ion  before  her

acc iden t .   She  l i ves  w i th  he r  pa ren t s  and  has  a  younge r  b ro the r  who  i s

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

a g e  o f  1 9  y e a r s ,  a n d  w a s  h o s p i t a l i s e d  f o r  s i x  m o n t h s ,  a f t e r  w h i c h  s h e  w e n t

to  he r  pa r en t s ’  home ,  whe re  she  s t i l l  l i ve s .   She  ha s  l im i t ed  movemen t  i n

her  upper  a rms  and  wr i s t s  wi th  no  g r ip  in  he r  hands .   

She  spen t  t he  f i r s t  12  yea r s  ma in ly  in  bed  because  she  cou ld  no t  manoeuvre

the  manua l  whee lcha i r  he r se l f  o r  s i t  i n  an  upr igh t  pos i t ion .   She  l a t e r

ob ta ined  a  power -d r iven  whee lcha i r  when  they  became  ava i l ab l e  and  he r

who le  l i f e  changed .   The  ea r l i e r  ve r s ion  o f  power -whee l cha i r s  had  f i xed
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backres t s ,  which  was  d i f f i cu l t  fo r  he r  to  use  because  in  the  upr igh t  pos i t ion

she  had  d i f f i cu l ty  b rea th ing  owing  to  t he  l eve l  o f  sp ina l  co rd  damage .   The

power -whee l cha i r  she  ob t a ined  has  a  power  r ec l i n ing  back re s t  f a c i l i t y

which  means  tha t  she  can  be  in  a  semi-s i t t ing / ly ing  pos i t ion .   

She  now spends  min imal  t ime  in  bed  a l though  she  needs  to  have  a l l  he r

hygien ic  needs ,  ab lu t ions  and  anyth ing  need ing  phys ica l  e f for t  a t t ended  to

by  a  pe r sona l  he lpe r .   I n  t he  beg inn ing  he r  mo the r  and  f a the r  a s s i s t ed  he r

w i t h  h e r  n e e d s ,  b u t  t h e  l a s t  1 0  y e a r s  s h e  h a s  h a d  a  p e r s o n a l  h e l p e r  w h o

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

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

abou t .

The  f ami ly  i s  excep t iona l ly  suppor t ive  o f  he r  and  each  o the r  and  have  done

every th ing  poss ib le  to  g ive  he r  as  much  independence  as  poss ib le .   The

house  ins ide  i s  ve ry  spac ious  and  the  a rea  ou t s ide  the  house  i s  fu l ly

access ib le  to  her .   The  fami ly  rec rea t iona l  room ad jo ins  her  bed / l iv ing  room

and  i s  spec i f i c a l l y  u sed  a s  t he  p l ace  fo r  r egu l a r  da i l y  en t e r t a inmen t  and

communica t ion  be tween  fami ly  members  and  f r i ends  o r  v i s i to r s .   Her

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

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

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

o the r  s i de  o f  t he  wa l l  i s  spac ious  w i th  a  work ing  l eve l  she l f - su r f ace .  The

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

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

pa ren t s  and  daugh te r  and  pe r sona l  he lpe r  and  Tes s .

Tess  i s  a  consu l t an t  fo r  a  sk in  p roduc t  which  she  se l l s  f rom home wi th  the

as s i s t ance  o f  a  sk in  p roduc t  agen t .   She  makes  a  sma l l  i ncome .   She  has  a

good  se lec t ion  o f  loya l  f r i ends .   She  does  no t  manage  phys ica l ly  to  a t t end

church  o f t en  owing  to  home  p rog ramme managemen t ,  body  t empera tu re

d i f f i cu l t i e s  and  u r ina ry  compl ica t ions  tha t  a re  due  to  the  quadr ip leg ia .  She ,
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h o w e v e r ,  o v e r  t h e  y e a r s  h a s  h a d  v a r i o u s  g r o u p s  o f  f r i e n d s  a n d  c o n t a c t s

a t t end ing  Bib le  s tudy  he ld  in  he r  pa ren t ’ s  house .

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

d i sab i l i ty  pens ion .   The  fami ly  a l l  a ss i s t  wi th  f inanc ing  to  make  necessa ry

env i ronmen ta l  changes ,  h i r e  pe r sonne l  f o r  a s s i s t ance  and  buy  mechan ica l

a id  needed  ove r  the  yea r s  t o  inc lude  Tess  in  f ami ly  and  soc ia l  l i f e .   She  has

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

a  fami ly  member  o r  a  f r i end  who  i s  ava i l ab le  a t  the  t ime  d r ives  the  combi .

T e s s ’ s  s t o r y  p r e s e n t e d  a s  a  p r o g r e s s i v e  n a r r a t i v e  t h r o u g h o u t  t h e  d i f f e r e n t

unfo ld ing  b io log ica l  nar ra t ive  courses  and  the  unfo ld ing  t ime-re la ted

p h a s e s .   S h e  a n d  h e r  f a m i l y  a p p r o a c h e d  t h e  d i f fe ren t  psychosoc ia l  t ime-

re la ted  phases  o f  l iv ing  wi th  the  b io log ica l  d imens ion  o f  quadr ip leg ia  a s

oppor tun i t i e s  fo r  f i nd ing  new ways  t o  cope  w i th  each  na r r a t i ve  p lo t  t ha t

emerged .   The  fami ly  worked  toge the r  to  f ind  so lu t ions  to  p rob lems  wi th

the  r e su l t  t ha t  each  f ami ly  member  had  max imum au tonomy in  h i s /he r

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

her  fami ly  managed  the  persona l  and  soc ia l  con tex t s  o f  l iv ing  wi th  mobi l i ty

impai rment .

4 . 3 . 4   P a r t i c i p a n t  c o d e  n a m e :  R e g

Reg  i s  a  33 -yea r -o ld  ma le  who  has  been  quadr ip leg ic  a t  ce rv ica l  l eve l

3 / 4 / 5 /  f o r  1 5  y e a r s .   H e  c o m e s  a c r o s s  a s  a  l e v e l - h e a d e d  a n d  p o s i t i v e  y o u n g

man  wi th  lo t s  o f  ambi t ion .  He  was  employed  by  Cor rec t iona l  Se rv ices  in

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

a g e  o f  1 8  y e a r s .   H e  w a s  t r a n s f e r r e d  t o  a  h o s p i t a l  i n  P r e t o r i a ,  w h i c h  w a s

h i s  home  town .   He  was  hosp i t a l i s ed  fo r  f ive  mon ths .   In  the  beg inn ing  he

was  pa ra lysed  f rom the  neck  down and  he  had  no  shou lde r  o r  b i ceps  musc le

funct ion.
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Once  d i s cha rged  f rom hosp i t a l  he  was  ca red  fo r  by  h i s  pa ren t s  i n  h i s

p a r e n t s ’  h o m e  f o r  s e v e n  y e a r s .   A f t e r  h i s  f a t h e r  d i e d  i n  1 9 9 6  h e  w a s  c a r e d

fo r  by  h i s  mothe r  fo r  ano the r  s ix  yea r s .   He  was  med ica l ly  boa rded  f rom

Cor rec t iona l  Se rv i ce s ,  bu t  d id  no t  r ece ive  any  pens ion  o r  med ica l  a id

excep t  fo r  a  power -d r iven  whee lcha i r  wh ich  h i s  ex -employe r  sponso red .  He

la t e r  ob ta ined  a  S t a t e  d i sab i l i t y  pens ion  and  a  d i sab i l i t y  he lpe r ’ s  g ran t .  He

even tua l ly  comple t ed  C l in i ca l  Psycho logy  s tud i e s  up  to  Mas t e r s  deg ree

leve l ,  bu t  was  unab le  to  ga in  an  in te rnsh ip  so  i s  unab le  to  reg i s te r .   

He  dec ided  t o  move  in to  a  s e l f -he lp  cen t r e  fo r  d i s ab l ed  men  a  yea r  ago .   A t

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

func t ion  in  h i s  shoulder  musc les  and  s l igh t  b iceps  musc le  func t ion .   I t

means  t ha t  he  i s  ab l e  t o  ea t ,  s i gn  h i s  name  and  smoke  a  c iga r e t t e  w i th

v a r i o u s  a d j u s t m e n t  a i d s  t h a t  m u s t  b e  s t r a p p e d  t o  h i s  h a n d s  b y  a  h e l p e r .   H e

can  man ipu l a t e  t he  gea r  t o  pu t  h i s  whee l cha i r  i n  mo t ion .  Fo r  any  func t i ons

such  a s  mov ing  ou t  o f  h i s  whee l cha i r  o r  hyg i en i c  p rocedu re s  he  i s

dependen t  on  a  human  he lpe r .   He  r ece ive s  a  S t a t e  d i s ab i l i t y  pens ion  o f

R630  and  a  he lpe r ’ s  g r an t  o f  R115 ,  bu t  pays  R700  fo r  boa rd  and  lodg ing  in

the  d i sab led  se l f -he lp  cen t r e .

At  present  he  i s  s t i l l  unemployed,  a l though he  i s  involved  in  voluntary

counse l l i ng  a s  a  pa r t i c ipan t  a t  a  Me thod i s t  Church  Cr i s i s  Cen t r e .   He

regu la r ly  a t t ends  t he  chu rch  he  g rew up  in  and  pa r t i c ipa t e s  a s  much  a s  he

i s  ab le  to .   H i s  f ami ly ,  mothe r ,  b ro the r ,  s i s t e r s  and  unc le  r emain  ve ry

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

lunch  wi th  t he  f ami ly  a t  h i s  mo the r ’ s  home .   He  en joys  t he  suppor t  o f  h i s

fami ly  and  has  loya l  suppor t  f rom a  c i rc le  o f  f r i ends .

Reg  p re sen t ed  a  p rog re s s ive  na r r a t i ve  t o  t he  l i s t ene r  because  a l t hough  he

had  many  pe rsona l  d i sappo in tments ,  he  a lways  t r i ed  to  see  a  way  to  look

pos i t ive ly  toward  the  fu tu re .   H i s  f ami ly  was  a  t r emendous  suppor t  t o  h im

and  h i s  pa ren t s  and  a l l  h i s  s ib l ings  were  immedia t e ly  invo lved  in  ca re -
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giv ing .  He  had  a  c i rc le  of  f r iends  who got  involved  in  he lp ing  where

poss ib le  in  car ing  and suppor t ing  h im.   

He  open ly  admi t t ed  h i s  s t rugg les  wi th  ad jus t ing  to  the  changes  to  h i s  l i f e -

s ty le ,  ind ica t ing  many re laps ing  and  regress ive  per iods  in  h i s  l i fe  wi th

quadr ip l eg ia .   However ,  i t  was  a lways  fo l lowed  up  wi th  na r ra t ives  o f  a  way

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

s t ruc tu re s ,  such  a s  a f f i rma t ive  ac t ion  and  f ea r  o f  t oken i sm,  t he  fu tu re  fo r

h im had  every  po ten t i a l  to  o f fe r  and  he  was  go ing  to  work  a t  ach iev ing

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

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

l iving with mobil i ty impairment.

4 . 3 . 5 .   P a r t i c i p a n t s  c o d e  n a m e s :  K i t  -  d a u g h t e r ,  K e l  -  m o t h e r

Because  Ke l ’ s  daugh t e r  became  invo lved  i n  t he  s t o ry t e l l i ng  o f  he r  mo the r ,

I  gave  a  summary  o f  he r  s i tua t ion  and  inc luded  na r ra t ives  f rom her

in te rv iews  wi th  those  o f  Ke l  to  p resen t  a  ho l i s t i c  accoun t  o f  the i r  s i tua t ion .

Ke l ’ s  daugh te r  was  i n t e rv i ewed  a s  we l l  and  I  w i l l  b r i e f l y  i n t roduce  some

pa r t i cu l a r s  abou t  he r  r o l e  a s  c a r e -g ive r .   

K i t  i s  a t  p r e s e n t  2 6  y e a r s  o l d  a n d  o n c e  s h e  s t a r t e d  t e l l i n g  h e r  s t o r y  a b o u t

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

ang ry  and  f ee l i ng  t r apped  in  c i r cums tances  beyond  he r  con t ro l .   She  works

f rom home  a s  a  des igne r  d re s smake r  and  he r  d re s smak ing  equ ipmen t  i s

p laced  in  he r  mothe r ’ s  room.   Ki t  a s s i s t s  he r  mothe r  in  b reed ing  and  se l l ing

dogs  and  pa r ro t s .   She  a s s i s t s  a t  t he  b i r t h  o f  pupp ie s  and  the i r  f eed ing

w h e n e v e r  a  l i t t e r  i s  b o r n  u n t i l  t h e y  a r e  s o l d .   T h e  f i r s t  o f  t h e  p a r r o t ’ s  e g g s

h a d  h a t c h e d  a n d  s h e  h a n d - f e d  t h e  t h r e e  chicks  two-hour ly ,  a s  w e l l  a s  b e i n g

a  ‘he lpe r ’  t o  he r  mo the r .   She  s e ldom ge t s  ou t ,  excep t  fo r  cho re s  and  seems

to  l ack  a  soc ia l  and  r ec rea t iona l  l i f e .   She  f ee l s  tha t  t he  r e s t  o f  the  f ami ly

a re  unsuppor t i ve  and  she  exp re s sed  a  f a i r  amoun t  o f  agg re s s ion  t owards
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them.

I t  w a s  i n t e r e s t i n g  t o  n o t e  t h a t  w h e n  K i t  a n d  K e l  w e r e  l a t e r  c o u n s e l l e d

toge ther ,  Ki t  backed  down on  express ing  he r  f ee l ings  and  a  lo t  o f  the  t ime

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

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

o f  t he  t ime  t he  con f l i c t  w i th  Ke l ’ s  s i b l i ngs  was  u sed  a s  a  “ cop -ou t ”  when

the  conver sa t ion  tu rned  inward  to  the  mothe r  and  daugh te r ’ s  r e l a t ionsh ip .

K e l ’ s  s t o r y  p r o v i d e d  a  s t r u c t u r e  o f  n a r r a t i v e  r e f e r r e d  t o  i n  c h a p t e r  o n e ,

tha t  o f  beg inn ing ,  middle  and  ending .   The  beg inn ing  inc luded  the  per iod  in

hosp i ta l  un t i l  she  was  d i scharged  to  go  home.   

The  midd le  t o ld  t he  ma jo r  pa r t  o f  he r  s t o ry  a f t e r  t he  acc iden t  i n  r e l a t i on  t o

he r se l f ,  f ami ly  and  s ign i f i c an t  o the r s .   The  t ex t s  o f  he r  na r r a t i on  we re

ana lysed  in  re la t ion  to  the  unfo ld ing  nar ra t ive  o f  the  b io log ica l  d imens ion

of  mobi l i ty  impa i rment  and  the  t ime  phases  o f  the  psychosoc ia l  d imens ions

of  l i fe .

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

an t i c ipa t ion  fo r  t he  fu tu re .   The  focus  was  on  look ing  a t  t he  d i s rup t ion  o f

t h e  t r a n s i t i o n  f r o m  t h e  p r e - t r a u m a  t o  t h e  p o s t - t r a u m a  p e r i o d  a n d  h o w  t h e

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

2003:44 ;  Murray  2003:123-124;  Po lk inghorne  1988:164-166;  Ricoeur

1992:121-122) .

The  s ty l e  u sed  t o  ana lyse  na r r a t i ve  t ex t  and  wr i t e  a  r epo r t  o f  t he  ana lys i s

w a s  a n  a t t e m p t  t o  m a k e  t h e  p a r t i c i p a n t ’ s  s t o r y  h e a r d .   H o w  t h e  s t o r y  w a s

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

pe rcep t i ons  t h rough  r e sponses  o f  t he  co l l ec t i ve  pub l i c  a f f ec t ed  t he

indiv idua l  and  fami ly  were  cons idered .   
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4 . 3 . 5 . 1   K e l ’ s  S t o r y

Kel ’ s  s to ry  inc luded  he r  daugh te r  K i t .   Ke l  and  Ki t ’ s  s to ry  he ld  r e l aps ing

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

which  unfo lded  in to  ongo ing  regress ive  na r ra t ive  p lo t s  emerg ing .   The

beginning  or  background,  middle  or  deve lopment  and  ending  of  her  s tory  a re

p rov ided  be low to  i l l u s t r a t e  t he  r e l aps ing  and  r eg re s s ive  na r r a t i ve s .   The

beginning  or  background  dea ls  wi th  the  h i s to ry  before  quadr ip leg ia  th rough

to  the  soc io -cu l tu ra l  a spec t s  a s soc ia ted  wi th  hosp i t a l i sa t ion  and  the  hea l th -

care  ins t i tu t ion  and  i t s  impac t  on  Kel ’ s  l i f e .

a )   B a c k g r o u n d  t o  K e l ’ s  s t o r y

Kel  i s  a  46-yea r -o ld  f emale  who  had  been  quadr ip leg ic  wi th  pe rmanen t  co rd

d a m a g e  a t  c e r v i c a l  l e v e l  3 / 4 / 5 / 6  f o r  2 3  y e a r s  w h e n  s h e  w a s  f i r s t

i n t e rv i ewed .   She  pa r t i c ipa t ed  i n  ba l l e t  un t i l  t he  age  o f  19  yea r s  and

w o r k e d  a s  a  s e c r e t a r y  f o r  a  l a w y e r .   S h e  w a s  d i v o r c e d  w i t h  a  t h r e e - y e a r -

o ld  daugh te r  and  a t  the  t ime  o f  the  acc iden t  l ived  wi th  he r  pa ren t s  in  the i r

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

o f  2 3  y e a r s .  

i )   C o u r s e  a n d  t i m e - r e l a t e d  p h a s e s

• O n s e t :  S u d d e n   

• T i m e - r e l a t e d  p h a s e :  C r i s i s  d u r i n g  h o s p i t a l i s a t i o n

Kel  r ega ined  consc iousnes s  t h r ee  days  l a t e r  i n  hosp i t a l  and  was  t o ld  r a the r

ab rup t ly  by  a  doc to r ,  who  she  though t  was  a  pa in te r ,  t ha t  she  wou ld  neve r

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

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

wi th  regard  to  l iv ing wi th  being quadr ip legic .   
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She  and  the  f ami ly  seemed  to  be  exc luded  f rom the  hea l th -ca re  ins t i tu t ion’ s

agenda  o f  manag ing  he r  quadr ip leg ia .   The  hea l th -ca re  ins t i tu t ion’s

con t ro l l ing  ca re -management ,  po in ted  ou t  in  chap te r  th ree ,  was  c lea r ly

i l l u s t r a t e d  t h r o u g h  K e l ’ s  s t o r y  d u r i n g  t h e  c r i s i s  e p i s o d e  a t  t h e  o n s e t  p h a s e

of  her  d isabi l i ty .

The  humi l i a t ing  e f f ec t s  o f  abus ive  power  and  con t ro l l ing  me thods  were

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

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

and  d id  no t  r e a l i s e  t ha t  t he r e  was  a  dange r  o f  ge t t i ng  bu rn t ,  she  bu rn t  he r

l egs .   An  ep i sode  was  added  to  he r  l i f e  na r r a t i ve  w i th  he r  d i s ab i l i t y  when

she  r e tu rned  t o  t he  hosp i t a l .   She  gave  an  accoun t  o f  t he  i nc iden t  w i th

tones  o f  ind igna t ion  and  anger .

K e l :  T h e  M o n d a y  m o r n i n g  w h e n  a n d  t h e  d o c t o r  c a m e  r o u n d  w i t h  a l l  t h e  4 5 0

m e d i c a l  s t u d e n t s .   H e  s a i d  t o  m e  “ W h a t  h a p p e n e d  t o  y o u ? ”   I  s a i d  “ I  b u r n t ” .  

H e  s a i d  “ O K  n e x t  t i m e  y o u  w i l l  k n o w  n o w  n o t  t o  s i t  i n  f r o n t  o f  a  h e a t e r ” .  

T h a t  w a s  m y  a n s w e r .

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

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

a r t i cu la t ing  he r  s to ry  abou t  quadr ip l eg ia ,  when  r emember ing  emot iona l

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

an  ins igh t  t o  he r  c l a ims  abou t  the  r ea l i t y  o f  t he  s i tua t ions  she  expe r i enced .

In  the  above  inc iden t  i t  s eemed  tha t  Ke l  was  express ing  the  humi l i a t ion  she

exper i enced  in  r e l a t ion  to  the  abus ive  power  the  doc to r  po r t r ayed  in  f ron t

o f  the  s tuden t s .   The  s tuden t s ’  p resence  added  to  he r  humi l i a t ion .   She

desc r ibed  he r  emot ions  a s :
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I :  B u t  h o w  d i d  y o u  f e e l ?

K e l :  H o w  d i d  I  f e e l .   I  d i d n ’ t  k n o w ,  I  d i d n ’ t  k n o w .   W h e n  h e  t o l d  m e  t h a t  / /  I

c a n ’ t  e v e n  r e m e m b e r  w h a t  I  f e l t  l i k e .   ( p a u s e ) .   A c t u a l l y ,  I  f e l t  l i k e  a  f o o l  / / I

m e a n  b e c a u s e  w h y  d i d  I  b u r n ,  b e c a u s e  I  d i d n ’ t  k n o w  a b o u t  i t ,  n o w  I  d o .   ( M e m o :

/ /  i n d i c a t e s  b r e a k s  i n  s e n t e n c e ) .

Unfor tuna t e ly  t he  s ame  d i s t an t  behav iou r  and  a t t i t ude  were  r e - en fo rced  by

a  member  o f  t he  nu r s ing  s t a f f .   I t  i n f l uenced  he r  t o  d i s r ega rd  t he  impor t an t

ro le  the  hea l th -ca re  ins t i tu t ion  cou ld  p lay  in  he r  l i f e  when  she  was  den ied

making  a  cho ice  abou t  he r  own body  and  in  despera t ion  resor ted  to  r e fus ing

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

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

pu r sued  a t  t ha t  s t age  o f  med ica l  h i s t o ry .   Howeve r ,  hav ing  f a i l ed  t o

pe r suade  Ke l  t hey  s eemed  t o  have  r e so r t ed  t o  coe rc ion .

I :   T e l l  m e  w h a t  s o r t  o f  a s s i s t a n c e  o r  i n v o l v e m e n t  w a s  t h e r e  b y  t h e  h e a l t h - c a r e . . . ?

K e l :  N o t h i n g .   T h a t ’ s  a l l  I  c a n  s a y  ( l a u g h s ) . . . T h e y  w a n t e d  t o  r e m o v e  m y  b l a d d e r

w h e n  I  w a s  i n  t h e  h o s p i t a l  a n d  d o  a n  i l l e o s t o m y  -  a n d  I  w o u l d n ’ t  l e t  t h e m . . . t h e y

s a i d  t o  m e  “ . . . W e  a r e  g o i n g  t o  s e e  y o u  c o m e  c r a w l i n g  b a c k  t o  a s k  u s  t o  c o m e

a n d  r e m o v e  y o u r  b l a d d e r ” .   I  h a v e  n e v e r  e v e r  b e e n  b a c k .   T h e r e  w a s  n o  o t h e r

h e l p  o r  a n y t h i n g .

When  conve r sa t i on  abou t  t he  ep i sodes  o f  b l adde r  i n f ec t i on  o r  hea l t h - ca re

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

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

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

deva lued  s t a tus  exper ienced  in  dea l ing  wi th  medica l  p ro fess iona l s .

One  o f  t he  power s  o f  na r r a t i ve  i s  t ha t  i t  p rov ides  an  i nne r  v i ew  o f  t he

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

c la ims  in  the  i l lus t ra t ions  o f  concre te  l ived  exper iences  o f  the  pa r t i c ipan t s .

The  po in t  o f  the  f r inge  na r ra t ive  approach  i s  to  g ive  a  vo ice  to  p rev ious ly

u n h e a r d  s u p p r e s s e d  n a r r a t i v e s  o f  l i f e  ( B o o t h  1 9 9 6 : 2 3 9 ) .   T h i s  r e s e a r c h
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was ,  a s  a l r eady  men t ioned ,  i n t e r e s t ed  i n  f r i nge  na r r a t i ve s  and  the i r  e f f ec t

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

o f  q u a d r i p l e g i a ,  i n  K e l ’ s  c a s e  r e v e a l e d  t h e  p r e s e n c e  o f  u n v o i c e d

oppre s s ion .   I t  had  consequences  fo r  Ke l ,  he r  f ami ly  and  s ign i f i can t  o the r s

in  her  l i fe .   

Consequent ly ,  the  under ly ing  con t ro l l ing  ca re -management  nar ra t ive  o f  the

hea l th -ca re  in s t i t u t ion  ove r shadowed  Ke l ’ s  pe r sonhood .   She  sa id  i t  made

he r  f ee l  foo l i sh  and  l a t e r  i n  he r  s to ry  she  o f t en  l augh ing ly  to ld  me  “ tha t

peop le  th ink  because  you  a re  pa ra lysed  you  have  someth ing  wrong  wi th

your  b ra in” ,  which  metaphor ica l ly  i l lus t ra ted  be ing  depersona l i sed  because

o f  bod i ly  impa i rmen t .   The  consequences  we re  t ha t  t he  s t r eng th  o f  t he

biomedical  mode l ,  o f  p rov id ing  spec ia l i sed  ca re  management ,  f ac i l i t a t ing

coping  sk i l l s  and  managing  the  t rans i t ion  to  the  s tab le  phase  and  chron ic

r e - a d j u s t m e n t  t i m e - r e l a t e d phases  of  mobi l i ty  impairment ,  d id  not  p lay  a

pa r t  i n  Ke l ’ s  s to ry .   

Thus ,  i t  s eemed  tha t  t he  impor t an t  p rov i s ion  o f  spec i a l i s ed  hea l t h - ca r e

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

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

he r  s to ry  un fo lded  i t  was  appa ren t  t ha t  i t  s tun ted  the  con t inu i ty  be tween

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

occur red  be tween  the  na r ra t ive  o f  onse t  o f  mobi l i ty  impa i rment  and  the

s tab le  t ime  na r ra t ives  o f  the  psychosoc ia l  in te rac t ions  o f  f ami ly  and

s ign i f ican t  o thers  to  fac i l i t a te  a  hea l thy  con t inu i ty  o f  personhood .   

W h a t  i s  i m p o r t a n t  a t  t h i s  s t a g e  i s  t h a t  n a r r a t i v e s  o f  o p p r e s s i v e  p o w e r ,

con t ro l  and  man ipu la t ion  emerged  f rom Ke l ’ s  s to ry  and  had  a  p ro found

e f f e c t  o n  t h e  n a r r a t i v e  o f  t h e  r e - a d j u s t m e n t  p e r i o d  o f  h e r  a n d  h e r  f a m i l y ’ s

l ives  with  mobil i ty  impairment .
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b )   D e v e l o p m e n t  o f  K e l ’ s  s t o r y

The  midd le  o r  deve lopmen t  o f  Ke l ’ s  s t o ry  i s  an  a t t emp t  t o  r e f l ec t  i n  wha t

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

and  s ign i f i can t  o the r s .   Wha t  were  t he  c r i s e s  i n  he r  s to ry  and  how d id  t hese

in f luence  ac t ions ,  dec i s ions  and  cho ices  made  by  each  fami ly  member  and

s i g n i f i c a n t  o t h e r s ?   A s  a  n a r r a t i v e  r e s e a r c h e r ,  I  t r i e d  t o  r e f l e c t  a n y  c l i m a x

tha t  occu r r ed .   By  c l imax  I  mean  even t s  i n  l i f e  t ha t  r e su l t ed  i n  un ique

o u t c o m e s  ( H u m a n  2 0 0 3 : 4 6 ) .   H o w e v e r ,  t h e  c l i m a x  i n  t h i s  r e p o r t  r e f e r s  t o

ou tcomes  tha t  t u rn  the  s to ry  to  pos i t ive  o r  nega t ive  na r ra t ives .

i )   C o u r s e  a n d  t i m e - r e l a t e d  p h a s e s

• C o u r s e :  S t a b l e   

• T i m e - r e l a t e d  p h a s e :  C r i s i s  e p i s o d e s  o f  r e - a d j u s t m e n t  t o  h o m e

Kel  was  even tua l ly  d i scha rged  to  go  to  h e r  p a r e n t s ’  home permanent ly .

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

he r  mo the r .   He r  mo the r  became  he r  ma in  ca r e -g ive r  who  ca the t e r i s ed ,

b e d - b a t h e d  a n d  a s s i s t e d  h e r  i n  e v e r y  w a y .   H e r  f a t h e r  h e l p e d  w i t h

phys i ca l ly  l i f t i ng  he r  when  i t  was  r equ i r ed .   Bo th  he r  pa ren t s  a s s i s t ed  he r

and  worked  t oge the r  t o  manage  t ak ing  ca r e  o f  he r .

K e l :  U m ,  b u t  m y  f a m i l y  s t o o d  w i t h  m e  a n d  s o  w e  l e a r n e d  t o g e t h e r  h o w  t o  d o

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

m u s t  s a y  m y  m u m  a n d  d a d  v e r y  m u c h .  T h e y  t o o k  t u r n s  t o  f e e d  m e  b e c a u s e  I

c o u l d  n o t  d o  m u c h ,  a n y t h i n g  i n  t h e  b e g i n n i n g  ( m u m b l e s )  y o u  k n o w  I  c o u l d  n o t

d o  a n y t h i n g  a n d  t h e n  e v e n t u a l l y  I  s t a r t e d  l i f t i n g  m y  a r m s  a  b i t .
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( T o  t h e  q u e s t i o n  o f  “ w h o  t a u g h t  h e r  m o t h e r  t o  c a t h e t e r i s e  h e r ? ”  s h e  r e p l i e d : )

K e l :   I  h a d  t o  t e l l  t h e m  w h a t  t o  d o ,  I  h a d  t o  t e a c h  m y  m u m  t o  c a t h e t e r i s e  m e .  

S h e  w a s  n e v e r  s h o w n  h o w  t o  d o  t h a t .  ( M e m o :  T o n e  -  f r u s t r a t i o n ) .

K e l ’ s  s t o r y  r e f l e c t e d  t h a t  t h e  f a m i l y  a n d  s h e  h e r s e l f  m a n a g e d  t o  c o p e  w e l l

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

and  they  adap ted  to  the  immedia te  changes  in  mobi l i ty  and  independence

tha t  occur red  a f t e r  becoming  quadr ip leg ic .   

I t  w a s  n o t e d ,  h o w e v e r ,  t h a t  h e r  f a t h e r  a n d  m o t h e r  t o o k  t h e  r o l e  o f  c a r e -

g ive r s  wh i l e  he r  s ib l ings  d id  no t  engage  in  ac t ive  ca re -g iv ing .   A l so ,  no

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

t r end  fo r  the  nex t  c l imax  s i tua t ion  dur ing  the  pe r iod  o f  ch ron ic  r e -

a d j u s t m e n t .   D e c i s i o n s  w e r e  m a d e  t h a t  l a r g e l y  c o n f i n e d  t h e  c a r e - g i v e r s  t o

the  home and resul ted  in  i so la t ion  and conf l ic t  in  the  fami ly  uni t .  

i i )   C o u r s e  a n d  t i m e - r e l a t e d  p h a s e s

• S t a b l e  c o u r s e :  C o n s t ant /at  t i m e s  r e l a p s i n g .   

• T i m e - r e l a t e d  P h a s e :  C h r o n i c  a d a p t a t i o n .  R e l a t i o n s h i p s  a n d

o r g a n i s a t i o n a l  r e a d j u s t m e n t s  

For  Ke l ,  he r  f ami ly  and  s ign i f i can t  o the r s ,  i t  s eemed  tha t  the  t r ans i t ion

be tween  the  c r i s i s  t ime- re l a t ed  phases  o f  mob i l i t y  impa i rmen t  and  the

chron ic  adap ta t ion  t ime- re la t ed  phases  was  no t  fu l ly  dea l t  w i th .   Accep t ing

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

“ te r r ib l e ,  t e r r ib l e”  even  though  the  he lpe r  was  a  nur s ing  s i s t e r .   

Her  f r i ends  remained  loya l  and  con t inued  the i r  f r i endsh ip ,  bu t  the

re l a t ionsh ips  con t inued  a s  p re - t r auma .   Her  f r i ends  con t inued  to  v i s i t  he r ,

be ing  company  and  somet imes  t ak ing  he r  ou t .   The  ou t ings  d imin i shed  over

t h e  y e a r s  a n d  w e r e  r e p l a c e d  b y  r e g u l a r  v i s i t s ,  b u t  K e l  e x p r e s s e d  t h a t  h e r
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f r i ends  were  unab le  to  he lp  in  any  o f  the  ca re -g iv ing  ac t iv i t i e s .   

T h e  e n d  r e s u l t  w a s  t h a t  K e l  a l w a y s  r e l i e d  o n  o n e  m a i n  c a r e - g i v e r  a t  a  t i m e ;

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

the  dec i s ion  tha t  she  wou ld  r ema in  in  bed .   Ke l  kep t  exp res s ing  the

necess i ty  o f  t h i s  dec i s ion  a s  some th ing  tha t  was  de t e rmined  because  o f

c i r cums tances  and  t o  keep  peace  i n  t he  home .   I nc iden t s ,  such  a s  t he

l eng thy  pe r iod  she  had  to  s i t  i n  t he  whee l cha i r  because  he r  f a the r  wen t  t o

work ,  we re  men t ioned  a  f ew  t imes .

K e l :   C 3 , 4 , 5 , 6  a n d  7  ( I :  O K )  a n d  t h e n  a l l  t h e  o t h e r  d a m a g e  w i t h  i t .   S o  u m  m y  d a d

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

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

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

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

Kel  desc r ibed  even t s  imply ing  tha t  in  t ry ing  to  r e sume  some  fo rm of  normal

fami ly  rou t ine ,  she  had  to  be  l e f t  a lone  fo r  long  pe r iods ,  because  he r  s i s t e r s

were  doing  ba l le t  danc ing .

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

s a y  w e  a r e  l e a v i n g  s o r t  o f  h a l f  p a s t  o n e ,  y o u  k n o w  a n d  b e  b a c k  a t  s i x  o ’ c l o c k

a n d  i f  y o u  a r e  s i t t i n g  i n  t h e  c h a i r .   Y o u  c a n ’ t  s i t  a l o n e  o u t s i d e  b e c a u s e  t h e r e

i s  n o b o d y  t o  h e l p  y o u .   T h e n  I  s t a r t  s a y i n g  O K  t h e n  l e a v e  m e  i n  t h e  b e d  t o d a y

t h e n  I  c a n  p u t  m y  t a p e - r e c o r d e r  o n ,  a n d  t h e n  t h e  p h o n e  a n d  e v e r y t h i n g ,  t h e n

I  d o n ’ t  n e e d  a n y o n e  / /  b e c a u s e  m y  d a d  u s e d  t o  w o r k  a n d  m y  d a u g h t e r  w a s  o n l y

t w o  a n d  a  h a l f  y e a r s  o l d .

In  t he  s ame  way  the  p rob l em o f  ge t t i ng  i n to  t he  ba th room fo r  ab lu t i on

rea sons  was  so lved  ba sed  on  t he  avo idance  o f  be ing  a  “ha s s l e”  t o  peop l e .
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( T o  t h e  q u e s t i o n  a s  t o  h o w  s h e  b a t h e d ,  s h e  r e p l i e d ) :

K e l :  B a t h i n g ,  I  b e d - b a t h  b e c a u s e ,  e r ,  t o  g e t  m e  t o  t h e  b a t h  i s  a  p r o b l e m ,

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

d a d  s a i d  h e  w o u l d  c a r r y  m e  t o  t h e  b a t h ,  b u t  I  d o n ’ t  w a n t  m y  d a d  t o  s e e  m e  w i t h

n o  c l o t h e s  o n . . . . i t ’ s  a  h a s s l e  f o r  o t h e r  p e o p l e  s o  I  h a v e  a  b e d - b a t h  t w i c e  a  d a y

a n d ,  u m ,  a g h  I ’ v e  l e a r n t  t h a t  i s  m a a r  t h e  w a y  I  k e e p  m y s e l f  c l e a n .

The  t e rms  “ i t  i s  a  ha s s l e” ,  “ I  don ’ t  wan t  t o  be  a  ha s s l e”  “because  i t  was  a

hass l e”  su r faced  con t inua l ly  th roughou t  Ke l ’ s  conversa t ion  abou t  l iv ing

wi th  quadr ip leg ia .   These  me taphors  used  resu l t ed  in  dec i s ions  and  cho ices ,

such  as  remain ing  in  bed ,  no t  go ing  outs ide  the  home,  no t  v i s i t ing  her

f r i ends  in  the i r  homes  and  remain ing  a t  home even  dur ing  spec ia l  f ami ly

occas ions .   The  combina t ion  o f  t he  pa ren t s  keep ing  ca re -g iv ing  be tween

themse lves ,  and  l a t e r  Ke l ’ s  daugh te r  r ep l ac ing  t he  pa r en t s ,  c r ea t ed  an

ongoing  deep  emot iona l  conf l i c t  s i tua t ion  be tween  them.   I t  a l so  made

maximum au tonomy fo r  the  above  fami ly  members  more  and  more  d i f f i cu l t .

T h u s ,  t h e  t e r m  “ h a s s l e ”  s e e m e d  t o  t a k e  o n  o t h e r  m e a n i n g s .   T h e r e  w a s  a n

under ly ing  emphas i s  on  quadr ip leg ia  be ing  an  oppress ive  fo rce  in  he r  l i f e

tha t  de t e rmined  the  mak ing  o f  ce r t a in  cho ices .

Consequen t ly ,  t he  na r ra t ive  p lo t  emerged  o f  Ke l ’ s  ro l e  in  the  f ami ly

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

seemed  to  be  l i t t l e  e f fo r t  in  the  chron ic  adap ta t ion  pe r iod  to  ach ieve

g r e a t e r  i n d e p e n d e n c e  f r o m  e i t h e r  h e r  o r  t h e  c a r e - g i v e r ’ s  p o i n t  o f  v i e w .   I t

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

t ime .   B lame,  gu i l t ,  unforg iveness  and  unreso lved  conf l i c t  be tween  the

fami ly  members  were  ev iden t  th roughout  the  in te rv iews  and  dur ing  Kel ’ s

and  Ki t ’ s  counse l l ing  therapy .

Hence  t he  change  o f  r o l e  expec t a t i on  when  Ke l ’ s  mo the r  was  t he  ma in

c a r e - g i v e r  b e g a n  t o  t a k e  s t r a i n ,  a s  h e r  m o t h e r  e x p r e s s e d  t h a t  s h e  h a d  l o s t

con tac t  wi th  f r i ends .   Ke l  spoke  abou t  he r  mothe r ’ s  f r i ends  a s  be ing  unab le
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t o  c o p e  w i t h  h e r  b e i n g  q u a d r i p l e g i c  a n d  s o  t h e y  s t a y e d  a w a y .   N a r r a t e d

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

mothe r  because  he r  mothe r  b l amed  he r  fo r  the  i so la t ion .  

K e l :   N o w  t h a t  s h e  i s  o l d e r  a n d  t h e  c h i l d r e n  a r e  o u t  o f  t h e  h o u s e  / /  n o w  s h e  h a s

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

i t  d o e s n ’ t  b o t h e r  m e  a n y m o r e .  ( T a l k s  v e r y  f a s t  w i t h  q u i c k  b r e a t h s  i n  b e t w e e n  s o

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

Al though  Ke l  s a id  i t  d id  no t  bo the r  he r  anymore  these  na r r a t i ve  p lo t s

su r faced  th roughou t  he r  s to ry  and  he r  tone  o f  vo ice  e i the r  c l imbed ,  o r  she

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

S imi la r  under ly ing  sens i t iv i t i e s  seemed to  ex i s t  because  Kel  ins inua ted  tha t

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

s t age  in  he r  s to ry  she  s a id :

K e l :   H e  a s k e d  m e :  “ C a n  y o u  r e m e m b e r  i f  I  p i c k e d  y o u  u p ? ”   A n d  s o  I  s a i d  “ n o

t h a t  w a s n ’ t  b e c a u s e  o f  m e ” ,  b u t  f o r  y e a r s  h e  h a d  s o m e t h i n g  l i k e  t h a t . . . . . ( F i e l d

n o t e :  s h e  s p o k e  w i t h  a  l o w  c o n t r o l l e d  v o i c e  a n d  e m p h a s i s e d  h e r  r e p l y  t o  h e r  f a t h e r ’ s

q u e s t i o n ) .

The  ro l e  expec t a t i on  and  ro l e  s t a tu s  change  a l so  l a t e r  had  a  p ro found

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

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

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

t r y ing  t o  ma in t a in  con t i nu i t y  be tween  he r  p r e - t r auma  s t a tu s  and  pos t -

t r a u m a  s t a t u s .   D e s p i t e  h e r  d i s a b i l i t y  s h e  r e m a i n e d  t h e  m o t h e r  a n d  h e r

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

the  f ac t  t ha t  because  Ki t  was  he r  on ly  ch i ld  she  had  a  r e spons ib i l i t y  t o  t ake

c a r e  o f  h e r .   

When  counse l l ing  Ki t  and  Kel  toge ther  the  descr ip t ion  of  Ki t  be ing  the  on ly
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c h i l d  a n d  n o t  b e i n g  a  m a l e  c h i l d  c o n s t a n t l y  c r o p p e d  u p  i n  t h e i r

conve r sa t ion .   The  impres s ion  was  g iven  th rough  conve r sa t ion  wi th  each

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

g iv ing  o r  i f  she  had  a  younger  s i s t e r  t he  s i s t e r  cou ld  t ake  ove r  f rom he r .

Me taphor s  u sed ,  such  a s  “on ly  ch i ld”  “on ly  daugh te r”  and  “no t  ma le”

exp la ined  away  any  poss ib i l i t y  o f  accep t ing  a l t e rna t ive  na r ra t ives  to

reso lve  the  s i tua t ion .

Ki t ,  however ,  began  to  express  ob jec t ions  to  the  ea r ly  change  o f  ro l e  s t a tus

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

he r  mothe r .   T ry ing  to  ma in ta in  con t inu i ty  be tween  the  p re sen t  and  fu tu re

s e e m e d  a n  u n s u r m o u n t a b l e  t a s k  t o  h e r .   S h e  h a d  b e g u n  t o  s e e  h e r  r o l e  f o r

the  fu tu re  a s  the  poss ib i l i t y  o f  “be ing ,  and  becoming” ,  be ing  an  adu l t  o r

becoming  in  new re la t ionsh ips ,  such  as  cour t ing ,  mar r iage  and  ch i ld ren .

She  con t inuous ly  expressed  anger  because  he r  mother ’ s  s ib l ings  d id  no t

help  in  any care-g iv ing .

i i i )   C o u r s e  a n d  t i m e - r e l a t e d  p h a s e s

• C o u r s e :  U n f o l d i n g  i n c a p a c i t a t i o n   

• T i m e - r e l a t e d  p h a s e :  U n f o l d i n g  l o s s e s

Added  to  the  s t r e s so r s  o f  un reso lved  conf l i c t  w i th in  the  home  and

re la t ionsh ip  d i s rup t ion ,  the  two  majo r  na r ra t ive  p lo t s  o f  los s  tha t  had  a

fo rmidab le  impac t  on  Ke l  and  he r  f ami ly  were  f inanc ia l  s t r e s s  and  lo s s  o f

independence .

i v )   F i n a n c i a l  l o s s  a n d  s t r e s s

K e l  h a s  b e e n  u n a b l e  t o  b e  e m p l o y e d  s i n c e  t h e  a c c i d e n t .   S h e  l i v e s  o n  a

Sta te  d i sab i l i ty  pens ion ,  a t  p re sen t  R630 ,  and  a  he lpe r ’ s  g ran t  o f  R115 .  She

m a d e  s o m e  e x t r a  i n c o m e  b r e e d i n g  C h i h u a h u a s .   W h e n  t h e r e  w e r e  p u p p i e s
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s h e  s o l d  t h e m .   I n  2 0 0 2  s h e  a l s o  b e g a n  b r e e d i n g  A f r i c a n  G r e y  p a r r o t s  w i t h

the  he lp  o f  he r  daugh te r .   The  income  f rom b reed ing  the  dogs  d r i ed  up

because  o f  ag ing  and  the  pa r ro t s  b rough t  in  an  e r ra t i c  income .   K i t  d id

dressmaking  f rom home,  which  b rough t  in  a  min imal  income.   Ke l ’ s  pa ren t s

be ing  pens ione r s  added  to  the  f inanc ia l  s t r e s s .

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

Kel  uses  a  manua l  whee lcha i r  when  go ing  ou t ,  bu t  i s  unab le  t o  manoeuvre

i t  he r se l f .   Mos t  o f  he r  t ime  i s  spen t  in  bed  because  she  f inds  s i t t ing  fo r

long  pe r iods  too  d i s t r e s s ing  and  i t  t akes  too  much  e f fo r t  fo r  those  he lp ing

he r  t o  p r epa re  he r  f o r  ge t t i ng  ou t  o f  bed .   She  goes  ou t  ve ry  s e ldom and

then  main ly  conf ines  i t  to  s i t t ing  in  the  ca r  because  she  has  p rob lems  wi th

her  body tempera ture  regula t ion  owing to  the  h igh  leve l  sp ina l  in jury  and

ge t s  ve ry  ho t  o r  co ld  eas i ly .   She  has  d i f f i cu l ty  wi th  b rea th ing  when  coming

in to  the  upr ight  pos i t ion ,  which  i s  a l so  due  to  the  h igh  leve l  of  her  in jury

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

and  hand  to  hook  the  phone  r ece ive r  wi th  he r  hand  and  ge t  i t  t o  he r  ea r .  She

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

ba t t e ry -powered  t oo thb rush  t o  c l ean  he r  t e e th .   She  u se s  he r  compu te r ,

which  f i t s  over  her  bed ,  wi th  an  ad jus tab le  a id  in  her  r igh t  hand .

The  occupa t iona l  the rap i s t  p rov ided  ins igh t  in to  the  p rob lem wi th  s i t t ing

upr igh t .   Because  o f  t he  h igh  ce rv i ca l  l eve l  o f  sp ina l  co rd  damage ,  s i t t i ng

in  the  up r igh t  pos i t ion  caused  a  sudden  d rop  in  b lood-p ressu re  and  caused

fa in t ing .   The  weakened  abdomina l  and  tho rac i c  musc le s  made  i t  d i f f i cu l t

to  b rea the  when  s i t t ing .   However ,  she  po in ted  ou t  tha t  wi th  rehab i l i t a t ion

th i s  cou ld  be  overcome.   The  ind iv idua l  cou ld  l ea rn  to  r e -ad jus t  to  s i t  in  a

whee lcha i r  wi th  a  ch in  con t ro l .

c )   E n d i n g  o f  K e l ’ s  s t o r y  u p  t o  b e g i n n i n g  2 0 0 4
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Dur ing  the  counse l l i ng  s e s s ion  wi th  K i t  and  Ke l ,  because  a  t ru s t

r e l a t i onsh ip  had  a l r eady  been  bu i l t  up  be tween  myse l f  and  them,  I  a sked

how the  conf l i c t  be tween  the  f ami ly  a f f ec ted  them.   The  in t en t ion  o f  the

ques t ion  was  wha t  Combs  and  F reedman  (1994 :74 )  r e f e r  t o  a s  l i s t en ing  and

a s k i n g  f o r  o p e n i n g s .   I t  l e d  t o  K i t  r e v e a l i n g  t h a t  s h e  a s  c a r e g i v e r  f e l t  t a k e n

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

ques t ion  abou t  he r  aun t  and  unc le :

K i t :  . . . u g h ,  m y  m o t h e r  t o  t h e m  i s  l i k e  a  p a r t  o f  t h e  f u r n i t u r e  ( t e n s e  l a u g h ) .   T h e y

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

c a r r y  o n  / /  I  d o n ’ t  n e e d  h e l p .

I  a sked  Ki t  to  t e l l  me  abou t  the  conf l i c t  s i tua t ion  to  ob ta in  a  de ta i l ed

descr ip t ion  o f  the  s i tua t ion  and  to  loca te  emot ions  and  pa t t e rns  in  the i r

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

u sua l ly  ended  in  mothe r  and  daugh te r  a rgu ing .   Ques t ions  were  a sked  tha t

inv i t ed  he r  to  deve lop  a l t e rna t ive  s to r i es .  

I t  s eems  tha t  K i t  s aw  he r  so lu t ion  to  be ing  bound  to  t he  home  a s  he r

m o t h e r ’ s  s i b l i n g s  t a k i n g  o v e r  a t  t i m e s  t o  a l l o w  h e r  t o  h a v e  s o m e  l i f e  o f  h e r

own .   I  s ensed  t ha t  t he r e  was  a  g r ea t  dea l  o f  f ee l i ngs  o f  gu i l t  because  she

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

Ki t  was  obvious ly  looking for  ident i ty .   When looking to  the  fu ture ,  she

ques t i oned  “Who  am I ?”   A t  t he  s ame  t ime  Ke l ’ s  s i b l i ngs  s eemed  t o  have

moved  on  wi th  the i r  l i ves  a s  t hough  no th ing  had  happened  to  Ke l  t o  change

her  p re - t r auma  s i tua t ion .

P u r s u i n g  K i t ’ s  q u e s t i o n i n g  o n  w h o  s h e  w a s ,  I  r e f e r r e d  t o  t h e  “ p i c t u r e ”

deve loped  o f  f ami ly  conf l i c t ,  t ha t  was  used  dur ing  the  counse l l ing  the rapy .

I  inv i ted t h e m  t o  c o n s i d e r  w h e t h e r  t h e r e  w e r e  n o w  t w o  “ p i c t u r e s ” ,  t h e

second  p ic tu re  be ing  tha t  to  avo id  dea l ing  wi th  the  conf l i c t  be tween  mother

a n d  d a u g h t e r ,  t h e  c o n f l i c t  b e t w e e n  K i t  a n d  K e l ’ s  s i b l i n g s  w a s  u s e d  a s  a

smoke  sc r een .   They  bo th  nodded  the i r  heads .   A  ques t i on  was  t hen  pu t  t o
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t h e m  a b o u t  t h e  f u t u r e  t o  p r o v i d e  a  l i n k  b e t w e e n  t h e  p r e s e n t  a n d  t h e  f u t u r e .

I :  W h a t  d o e s  i t  m e a n  t o  y o u  r e g a r d i n g  t h e  f u t u r e  t h a t  f e a r  h a s  s o  m u c h  e f f e c t  o n  y o u r

l i f e  n o w ?

K i t :  A  b i g  s t o p  s i g n .

I :  T e l l  m e  a b o u t  t h a t  s t o p  s i g n .   W h a t  d o e s  i t  m e a n  t o  y o u ?

K i t :  ( F i e l d  n o t e :  r e m a i n s  s i l e n t  a n d  K e l  j u s t  l o o k s  a t  h e r ) .

W h e n  K i t  w a s  a s k e d  a b o u t  h e r  f u t u r e ,  i n  a n  i n t e r v i e w  s e p a r a t e  f r o m  h e r

mother ,  she  rep l ied  to  my ques t ion :

I :  A n d  t e l l  m e  h o w  d o  y o u  s e e  y o u r  f u t u r e ?

K i t :  . . . ( F i e l d  n o t e :  L o n g  p a u s e  a n d  t h e n  s t a r t s  t o  c r y  a n d  m u m b l e s ) .   S e e  m y

f u t u r e . ( L o n g  p a u s e  -  w i p e s  a w a y  t e a r s  a n d  t r i e s  t o  s m i l e )  

I :  D o  y o u  t h i n k  a b o u t  i t ?  H o w  d o  y o u  s e e  i t ? .   

K i t :  D a r k  ( . . . p a u s e )   I  c a n ’ t  / /  I  d o n ’ t  k n o w  / /   w h i c h  w a y  / /  I  d o n ’ t  k n o w  w h e r e

t o  s t a r t  ( s t a r t s  c r y i n g  a g a i n . . . p a u s e).   ( I:  U m ,  e r  w h y ? ) .   

K i t :  U m / /  i f  I  d o  m o v e  o u t  / /  w h o ’ s  g o i n g  t o  l o o k  a f t e r  a  m o t h e r  / /  u m  m y

g r a n d p a r e n t s  a r e  o l d .   T h e y  c a n ’ t  l o o k  a f t e r  h e r  / /  I  d o  h a v e  a  l i f e  b u t

s o m e t i m e s  I  f e e l  l i k e  I ’ m  / /  ( u n c l e a r  b e c a u s e  o f  c r y i n g )  t h e  s i t u a t i o n  / /  t h a t  / /  I ’ m

c o n f u s e d .   I  d o n ’ t  k n o w  w h a t  t o  d o .   W h i c h  w a y  t o  g o .  ( M e m o :  / /  i n d i c a t e  s t o p s

a n d  s t a r t s  w h i l e  t a l k i n g  a n d  . . . p a u s e s ) .

I t  s eemed  poss ib le  tha t  unconsc ious ly  ma in ta in ing  focus  on  the  conf l i c t

i s sues  in  the  f ami ly  was  used  to  avo id  mak ing  changes  and  d i sca rd ing

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

o f  t h i s  was  i l l u s t r a t ed  when ,  du r ing  one  o f  t he  counse l l i ng  se s s ions ,  Ke l

was  a sked  i f  she  wou ld  th ink  o f  an  a l t e rna t ive  to  r ema in ing  in  bed  tha t

could  poss ib ly  g ive  her  more  independence .



195

I :  D o  y o u  w a n t  m e  t o  a s k  t h e  o c c u p a t i o n a l  t h e r a p i s t  t o  c o m e  a n d  t a l k  t o  y o u  a n d

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

b a t t e r y - p o w e r e d  w h e e l c h a i r ?

K e l :  N o .

( I  a s k e d  i f  s h e  w o u l d  l i k e  t h i n g s  t o  s t a y  t h e  s a m e  a n d  n o t  c h a n g e . )

K e l :  Y e s .

A c l imax  seemed  to  occu r  a t  t ha t  momen t  a s  I  no t ed  t ha t  K i t  r e sponded  to

wha t  he r  mothe r  sa id  wi th  l ip s  p res sed  toge the r  and  a  f ac ia l  express ion  o f

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

own  cho ice .

I t  w a s  c l e a r  t h a t  K e l ’ s  s t o r y  f o l l o w e d  a  r e g r e s s i v e  n a r r a t i v e  p a t h w a y  a f t e r

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

pa infu l  con t inua t ion  of  oppress ive  bodi ly ,  soc ia l  and  cu l tu ra l  obs t ruc t ions

to  the  p rocess  o f  l i v ing  wi th  quadr ip leg ia .   The  way  Ke l  t r i ed  to  r e so lve

p rob l ems  t ha t  a ro se  was  t o  choose  f i xed  ways  o f  dea l i ng  w i th  change .   The

resu l t ,  however ,  i nc reased  conf l i c t  i n  t he  immed ia t e  f ami ly .  Her  mo the r ,

f a t h e r  a n d  K e l ’ s  d a u g h t e r  w e r e  d r a w n  i n t o  t h e  s a m e  f i x e d  w a y s ,  b u t  w i t h

ev idence  o f  r e sen tmen t  and  f ee l ing  t r apped .   K i t  even tua l ly  b roke  ou t  o f

th i s  pa t t e rn  by  dec id ing  to  l eave  home ,  wh ich  c rea ted  a  c r i s i s  s i tua t ion  in

the  home  once  aga in .  

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

pa r t i c ipan t s ’  na r ra t ives  and  the i r  s imi l a r i t i e s  and  d i f f e rences .

4 . 4   M A I N  T H E M E S  F R O M  T H E  P A R T I C I P A N T S ’  S T O R I E S

Nar ra t ives  o f  t he  pa r t i c ipan t s ’  pe r sona l  and  soc i a l  con tex t s  cou ld  be

g ra sped  th rough  the  way  the i r  na r r a t i ve s  were  l i nked  wi th in  t he i r  eve ryday

l iv ing  wi th  mobi l i ty  impai rment  (Murray  2003:127-128) .   Tr inder  (2000:52)
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p o i n t s  o u t :  “ N a r r a t i v e s  o r  s t o r i e s  a r e  a  p r i m a r y  w a y  i n  w h i c h  s o c i a l  a c t o r s

make  s ense  o f  pa s t  expe r i ences , . . . ”   Hence ,  t he  i n t e rv i ew  i s  no t  unde r s tood

a s  a  s e l f - e x p l a n a t o r y  w i n d o w  t o  t h e  w o r l d ,  r a t h e r  t h e  i n t e r v i e w e e s ’

na r ra t ives  a re  a  top ic  in  the i r  own  r igh t .   The  ma in  na r ra t ive  p lo t s  t ha t

e m e r g e d  f r o m  t h e  r e s e a r c h  p a r t i c i p a n t s ’  n a r r a t i v e s  w e r e  p e r s o n a l  c o p i n g

wi th  phys ica l  impai rment  and  unders tand ing  God,  economic  oppress ion  and

soc io -cu l tu ra l  cons ide ra t ion  wi th  re fe rence  to  env i ronmenta l  b a r r i e r s .

The  nex t  s ec t ion ,  t he re fo re ,  d i scusses  the  pe r sona l  con tex t  i n  r e l a t ion  to

bod i ly  impa i rmen t  r e s t r i c t i ons .   The  r e sea rch  pa r t i c ipan t s ’  unde r s t and ing

of  God  and  invo lvemen t  w i th  t he i r  f a i t h  communi t i e s  a r e  expanded  on  wi th

i l l u s t r a t ions  f rom the  ana lysed  t ex t .   The  soc i a l  i n t e rac t ion  be tween

mobil i ty  impairment ,  the  individual ,  family and s ignif icant  others  is

d i scussed  in  r e l a t ion  to  env i ronmenta l  and  soc io -cu l tu ra l  oppress ive

s t ruc tu r e s ,  because  t he  pa r t i c i pan t s ’  expe r i ences  o f  embod imen t  we re

in f luenced  by  env i ronmenta l  ba r r i e r s  and  soc io -cu l tu ra l  f ac to r s .   A l so  each

poin t  above  wi l l  be  d i scussed  in  re la t ion  to  pe rsona l  and  co l lec t ive  iden t i ty

where  i t  i s  r e l evan t .

4 . 4 . 1   N a r r a t i v e s  o f  p e r s o n a l  r e s t r i c t i o n s

4 . 4 . 1 . 1   P e r s o n a l  b o d i l y  r e s t r i c t i o n s

In  chap te r  two  F rench  (1993a :17 )  c r i t i c i s ed  the  emphas i s  on  a  one - s ided

p e r s p e c t i v e .   T h e  s t o r i e s  o f  t h e  p a r t i c i p a n t s  s u p p o r t e d  F r e n c h ’ s  p o i n t  t h a t

a  bo th /and  pos i t ion  mus t  be  taken ,  in  tha t  cer ta in  bodi ly  impai rment

compl ica t ions  decreased  mobi l i ty  fo r  pe r iods  fo r  peop le  who  a re  h igh

cerv ica l  l eve l  quadr ip leg ics .

Axte l l  (1999) ,  when  do ing  a  research  pro jec t  on  gays  l iv ing  wi th  chronic

d i sease ,  exp lored  the i r  iden t i ty  as  ind iv idua l s  l iv ing  wi th  chron ic  d i sease .

In  a  s imi la r  way  I  exp lored  the  research  par t i c ipan t  iden t i ty  as  ind iv idua ls
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l iv ing  wi th  quadr ip leg ia .   The  par t i c ipan t s  spoke  abou t  the i r  d i sab i l i ty

iden t i ty  as  one  in  re la t ion  to  mul t ip le  iden t i t i es .   In  one  sense  they

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

bod i ly  impa i rmen t s  were  seen  in  t ens ion  wi th  o the r  r e s t r i c t i ons ,  such  a s

economic ,  pol i t ica l  pol ic ies ,  envi ronmenta l  and  behavioura l  a t t i tudes  of

o t h e r s  w h o  a r e  no t  d i sab led .   

Somet imes  the i r  exper iences  wi th  d i sab i l i ty  were  desc r ibed  as  f lu id

because  i t  depended  on  so  many  th ings ,  such  a s  t he  ava i l ab i l i t y  o f

mechan ica l  a ids  and  o the r  human  be ings  a s  p a r t  o f  t h e i r  e m b o d i m e n t .

Somet imes  the i r  d i s ab i l i t i e s  were  s een  a s  some th ing  tha t  because  o f  t he i r

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

thus ,  the i r  iden t i t i es .

Ke l ,  fo r  example ,  expe r i enced  impa i rmen t  o f  body  t empera tu re  r egu la t ion

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

She  had  t o  t ake  ce r t a in  p r ecau t i ons  aga in s t  hea t  and  co ld .   I t  o f t en  r e su l t ed

in  he r  s t ay ing  a t  home  o r  hav ing  to  go  home  ea r ly  because  i t  was  ex t r eme ly

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

a  h igh  ce rv i ca l  l eve l .   To  t he  ques t i on  o f  how she  f e l t  abou t  no t  be ing  ab l e

to  par t i c ipa te  as  she  would  have  l iked  to ,  Ke l  rep l ied  t ea r fu l ly :

K e l :   M a y b e  b e c a u s e  I  c a n ’ t  I  f e e l  b a d .   B u t  i f  I  s e e  h o w  u n c o m f o r t a b l e  I  f e e l ,

O K  t h e  w e a t h e r  a f f e c t s  m e .   S o  i f  i t ’ s  r a i n i n g  o r  i t ’ s  h o t  t h e n  I  h a v e  t o  s t a y

a w a y ,  y o u  k n o w ,  b e c a u s e  o f  t h a t . . .

Tess  t oo  had  d i f f i cu l t y  w i th  he r  body  t empera tu re  r egu la t i on  i n  t ha t  she

usua l ly  f e l t  ve ry  co ld  on  even  warm days  and  ye t  some t imes  d i s t r e s s ing ly

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

exp la ined  tha t ,  combined  wi th  o the r  p rob lems ,  i t  mean t  the re  were  long

pe r iods  o f  i so l a t i on ,  an  example  be ing  when  he r  he lpe r  was  o f f  du ty  ove r

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

i t  was  l a t e  i n  t he  morn ing .   On  Sunday  morn ing ,  fo r  i n s t ance ,  i t  made  i t

d i f f i cu l t  t o  ge t  to  church  on  t ime  desp i t e  s t a r t ing  to  ge t  r eady  a t  06 :00 .  The

even ing  se rv ice  she  cou ld  on ly  a t t end  in  summer t ime  i f  the  wea the r

pe rmi t t ed  and  no t  a t  a l l  i n  w in t e r  because  o f  he r  bod i ly  t empera tu re

regu la t ion  impa i rmen t .   Th i s  mean t  tha t  the re  were  long  pe r iods  tha t  she

did  no t  ge t  to  church .

In  compar i son  Reg ,  who  had  be low ce rv ica l  4 /5  co rd  damage ,  expe r i enced

some  d i scomfor t  w i th  the  t empera tu re  r egu la to ry  sys t em o f  h i s  body .   H i s

l imbs ,  he  says ,  become  i ce  co ld  and  i t  i s  d i f f i cu l t  t o  ge t  warm in  win te r

because  o f  poo r  c i r cu l a t i on .   I n  summer ,  a s  l ong  a s  t he r e  a r e  f ans  b lowing ,

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

leas t  number  o f  pe r iods  o f  be ing  re s t r i c t ed  to  home  fo r  p ro longed  pe r iods

owing  to  sp ina l  co rd  re la ted  damage .   

T h e  p a r t i c i p a n t s ’  s t o r i e s  s h o w e d  t h a t  “ s e l f - b o d i l y ”  b a r r i e r s  a n d

env i ronmen ta l  ba r r i e r s  were  connec ted  in  t ha t  t he  pa r t i c ipan t s  were  r e l i an t

on  peop le  a s  he lpe r s ,  ba t t e ry -powered  whee lcha i r s  and  combi - l ike  veh ic le s

wi th  r amps .   The  pa r t i c ipan t s  s t a r t ed  wi th  a  d i sadvan tage  o f  bod i ly

d i f f i cu l t i e s ,  wh ich  were  enhanced  by  env i ronmenta l  ba r r i e r s  tha t  added  to

the i r  f rus t r a t ions .

Thus ,  Reg’ s  s to ry  be low reminds  the  r eade r  o f  t he  l imi t a t ions  tha t  a  manua l

whee lcha i r  c r ea t e s  fo r  h igh - l eve l  ce rv ica l  quadr ip l eg ia  and  ind ica t e s  the

d i f f icu l ty  o f  main ta in ing  soc ia l  in te rac t ion  because  of  mobi l i ty  l imi ta t ions .

I t  a l so  revea ls  what  impact  l imi ted  employment  oppor tun i t ies  and  economic

a s p e c t s  h a d  a longs ide  bodi ly  res t r ic t ions .
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R e g :  . . . t h e  m a n u a l  c h a i r  t h e y  g o t  m e ,  i t  w a s  j u s t  t h a t  i t  w a s  v e r y  a w k w a r d  / /  I

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

b e  a b l e  t o  u s e  i t . . . I  o n l y  w e n t  a  b l o c k  a n d  t h e n  I ’ d  s i t  a n d  l o o k  a t  t h e  b i r d s ,

v e r y  f r u s t r a t i n g  i n  a  s e n s e  a n d  I  j u s t  w e n t  o n  a n d  c a r r i e d  o n  f r o m  t h e r e .

Kel  a l so  desc r ibed  he r  d i f f i cu l ty  wi th  ge t t ing  ou t  in to  the  env i ronment  wi th

the  complexi ty  of  f inding  su i tab le  phys ica l  human he lpers  to  ass i s t  in

ge t t ing  to  shops ,  r e s t au ran t s  and  soc ia l  venues .

K e l :    I  f e e l  i f  I  w a n t  t o  g o  s o m e w h e r e  i t ’ s  a  h a s s l e  f o r  s o m e o n e  e l s e  s o  I  w o u l d

r a t h e r  s t a y  a t  h o m e  a n d  g e t  f r u s t r a t e d  b e c a u s e  I  d o n ’ t  r e a l l y  h a v e  h e l p .   T h o s e

I  h a v e  t o  a s k  a r e  a l s o  l i m i t e d  a n d ,  e r ,  I  j u s t  f e e l  b e c a u s e  I  c a n ’ t  h e l p ,  i t  m a k e s

i t  v e r y  d i f f i c u l t  i f  t h e r e ’ s  o n l y  o n e  p e r s o n  t o  h e l p .   S o  I  r a t h e r  j u s t  s t a y  a t

h o m e .   I t ’ s  v e r y  f r u s t r a t i n g .

To add  to  the  d i f f i cu l ty  o f  mobi l i ty  because  o f  the  h igh  leve l  ce rv ica l  cord

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

mechanica l  equipment  for  mobi l i ty .

4 . 4 . 1 . 2   T h e  p e r s o n a l  r e s t r i c t i o n s  o f  f i n a n c e s

Narra t ives  o f  the  pe rsona l  d imens ion  a l so  i l lus t ra ted  tha t  mobi l i ty  was

re s t r i c t ed  in  r e l a t i on  to  mechan ica l  a s s i s t ance  because  i t  depended  on  the

ava i lab i l i ty  o f  f inances .   However ,  i t  mus t  a l so  be  no t ed  t ha t  mechan i ca l

a id s  a r e  ve ry  expens ive .

Th i s  was  ve r i f i ed  i n  an  i n t e rv i ew  wi th  t he  occupa t iona l  t he rap i s t  who

exp la ined  tha t  t he  cheapes t  manua l  whee lcha i r s  cos t  f rom R2 000  to  R9  000

and  above .   The  more  expens ive  t he  whee l cha i r ,  t he  more  manageab le  fo r

t he  u se r  t o  manoeuv re .   Power -whee l cha i r s  beg in  a t  t he  cheapes t  p r i c e  o f

abou t  R19  000  and  above .   S t a t e  po l i c i e s  have  been  made  i n  Sou th  Af r i ca

on  regu la t ions  app ly ing  to  acqu i r ing  S ta te -p rov ided  power -whee lcha i r s .
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T h e  S t a t e  H e a l t h  a n d  W e l f a r e  D e p a r t m e n t  p r o v i d e s  t h e  c h e a p e s t  b a t t e r y -

powered  whee lcha i r .   Dur ing  the  in t e rv iew wi th  the  occupa t iona l  the rap i s t ,

she  s a id :

O T :   W h e e l c h a i r  p r o v i d e d  b y  t h e  S t a t e .   T h e r e  a r e  v e r y  s t r i c t  r e g u l a t i o n s  a s  t o

w h o  c a n  g e t  a  p o w e r - w h e e l c h a i r  t h r o u g h  t h e  S t a t e .   B a s i c a l l y ,  u m ,  i t  d e p e n d s

o n  s o m e b o d y ’ s  i n c o m e . . . T h e  S t a t e  i n  G a u t e n g  w i l l  p r o v i d e  a  b a s i c  p o w e r -

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

r e c l i n i n g  c h a i r s . . . A  p e r s o n  w i t h  a  C 4  i n j u r y  w o u l d  p r o b a b l y  n e e d  a  c h i n  c o n t r o l

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

a  p e r s o n  w i t h  h i g h  l e v e l  q u a d r i p l e g i a  w i l l  b e  a b l e  t o  g e t  a  S t a t e - s u p p l i e d

p o w e r - w h e e l c h a i r .

This  d i scuss ion  c la r i f i ed  tha t  soc ia l  po l icy  nar ra t ives  were  c lea r ly  invo lved

in  the  ava i l ab i l i ty  o f  mechan ica l  a id  and  in f luenced  the  type  o f  a s s i s t ance

p rov ided .   The  soc io-poli t i ca l  perspec t ive  wi l l  be  d i scussed  la te r  in  th i s

c h a p t e r .

W h e n  s p e a k i n g  a b o u t  t h e  p r o s p e c t  o f  o b t a i n i n g  a  b a t t e r y - p o w e r e d

w h e e l c h a i r  R e g  l i n k e d  t h e  c o s t  o f  t h e  w h e e l c h a i r  w i t h  e m p l o y m e n t .   H e

s t a t e d  t h a t :

R e g :  S o  i t  i s  c o s t l y ,  a n d  I  d i d n ’ t  g o  b a c k  t o  w o r k  w h i c h  I  w o u l d  h a v e  l o v e d  t o

h a v e  d o n e .

R e g ’ s  s t o r y  r e c o u n t e d  t h e  s e n s e  t h a t  n o t  o n l y  w a s  s o c i a l  i n t e r a c t i o n

cur t a i l ed  because  o f  bod i ly  ba r r i e r s  and  l ack  o f  mechan ica l  a id ,  bu t  a l so

tha t  unemployment  and  economic  l ack  were  t i ed  in to  dec reas ing  soc ia l

in te rac t ion .   In  o the r  words ,  these  fac to r s  a l l  in f luenced  soc ia l  iden t i ty .

Tess  b rough t  an  in t e re s t ing  f ac to r  to  the  a t t en t ion ,  namely  tha t  the  home

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

th ink  o f  ven tu r ing  fu r the r  a f i e ld .   I n  t he  f i r s t  12  yea r s  o f  he r  be ing
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quadr ip l eg ic  she  was  conf ined  ma in ly  to  he r  home  because  the  home

env i ronmen t  was  no t  su i t ab le  fo r  movemen t .   The  home  had  to  be  changed

ins ide  f i r s t  and  l a t e r  ou t s ide  to  a l low fo r  ge t t ing  ou t  in to  pub l i c

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

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

c o m b i  a n d  r a m p .   T e s s  d e s c r i b e d  t h e s e  y e a r s  i n  a n s w e r  t o  m y  q u e s t i o n :

How d id  you  cope  when  your  hor izons  were  so  very  con t ro l l ed?

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

k i t c h e n ,  s o  I  c o u l d n ’ t  g o  o u t s i d e  m y  r o o m .

4 . 4 . 2   U n d e r s t a n d i n g  o f  G o d

4 . 4 . 2 . 1   A  r e l a t i o n s h i p  w i t h  G o d

The  expe r i ences  o f  the  pa r t i c ipan t s  d i sc losed  an  in t e re s t ing  pa r t  o f  t he i r

s to r i e s  because  each  one  had  g rown  up  in  a  Chr i s t i an  f ami ly ,  bu t  each  had

tu rned  away  f rom the  chu rch  and  God  when  they  became  young  adu l t s .

H o w e v e r ,  e a c h  s p o k e  o f  t h e i r  e x p e r i e n c e s  o f  t u r n i n g  b a c k  t o  G o d  a f t e r

t he i r  a cc iden t s .

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

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

see  he r  w i th  t he  r e su l t  t ha t  she  he lped  he r  t o  f i nd  God .   Consequen t ly ,  Tes s

re f l ec t ed  a  s t rong  r e l a t i onsh ip  and  r e l i ance  on  God  tha t  was  encouraged  by

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

main ta in  the i r  sense  o f  be long ing  in  the  church  by  b r ing ing  g roups  o f

f r i ends  and  those  they  min i s t e r ed  to  i n to  t he  house  by  hav ing  B ib l e  s tud ie s

o r  o the r  mee t ings .   She  r ecoun ted  how she  came  to  t he  Lord  a s  fo l lows :
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T e s s :   T h e  l a d y  c a m e  o v e r  a n d  s h e  s t a r t e d  d o i n g  B i b l e  s t u d i e s  w i t h  m e ,  a n d

s t u f f ,  a n d  l e d  m e  t o  t h e  L o r d .

Kel  spoke  wi th  deep  emot ions  o f  hav ing  tu rned  away  f rom God ,  bu t  peop le

f rom a  chu rch  v i s i t ed  he r  i n  hosp i t a l  and  l ed  he r  back  t o  t he  Lo rd .   These

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

mee t ings .   

Reg  sa id  tha t  a l though  he  vague ly  se rved  God  be fo re  h i s  acc iden t ,

a f t e rward  he  gave  a l l  o f  h imse l f  to  God  and  cou ld  no t  do  wi thou t  God  in  h i s

l i f e .   An  in te res t ing  pa r t  o f  Reg’s  s to ry  abou t  r each ing  ou t  to  God  was  h i s

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

h i s  acc iden t  and  the  in f luence  th i s  had  on  h i s  unde r s t and ing  o f  God .   He

sa id  a t  d i f f e ren t  t imes :

R e g :  W e l l  r i g h t  i n  t h e  b e g i n n i n g  I  w a s  v e r y  a n g r y  ,  u m ,  b u t  I  k e p t  i t  t o  m y s e l f .

U m ,  o u r  r e v e r e n d  d i d  c o m e  t o  v i s i t  m e  f r o m  t i m e  t o  t i m e . . . T h e y  t r i e d  t o  c o u n s e l

m e ,  I ,  I  w o u l d n ’ t  s a y  r e a l l y  c o u n s e l ,  b u t  t h e y  j u s t  h a d  a  s h o r t  d i s c u s s i o n .

( A t  a n o t h e r  t i m e  h e  s a i d ) .

R e g :  T o  b e  h o n e s t  a t  t h e  t i m e  i t  d i d n ’ t  r e a l l y  m e a n  a  l o t  t o  m e . . . p a r t  o f  t h e

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

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

m y  o w n  p e r s o n a l  r e l a t i o n s h i p  w i t h  G o d .

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

any th ing  e l s e  t han  v i s i t i ng  when  one  i s  s i ck .   I t  was  some th ing  he  r epea t ed

a  number  o f  t imes  i n  sp i t e  o f  r ecoun t ing  numerous  hou r s  o f  s t rugg le  w i th

God about  th ings  l ike  anger ,  d i sappoin tment ,  confus ion ,  hur t fu l  inc iden ts

and  s ee ing  h i s  f ami ly  s t r ugg l i ng  t o  cope .   H i s  p r econce ived  i dea s  s eemed

to  have  se t  the  tone  fo r  h i s  r e la t ionsh ip  wi th  h i s  church .

4 . 4 . 2 . 2   T h e  r e l a t i o n s h i p  w i t h  t h e i r  f a i t h  c o m m u n i t i e s  a n d  t r a d i t i o n s
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Zi jderve ld  (1986:89-90)  po in t s  ou t  tha t  exposure  to  re la t ionsh ips  wi th

s ign i f i can t  o the r s  i s  the  way  iden t i t i e s  a re  a s s igned  and ,  the re fo re ,  how the

ind iv idua l  appropr ia tes  the  iden t i t i e s .   Unfor tuna te ly ,  the  pe r son  i s  o f t en

no t  cons ide red  a  mul t i f ace ted  “ se l f ”  wi th  a  number  o f  i den t i t i e s  and  ro l e s

in  the i r  soc i e ty ,  r a the r  t hey  may  be  r e fe r r ed  to  i n  r e l a t ion  to  a  “d i sab led

ident i ty” .   I t  can  resu l t  in  the  person  who i s  phys ica l ly  d i sab led  be ing

perce ived  as  someone  who  i s  consumed by  d i sab i l i ty  and  comple te ly

dependen t  on  o the r s ,  i n s t ead  o f  the  image  o f  a  mul t i - f ace ted  pe r son  wi th

in t ac t  ab i l i t i e s  i n  o the r  a r ea s .   The  r e su l t  i s  t ha t  such  a  pe r son  i s

cons ide red  to  be  non- func t iona l  fo r  pa r t i c ipa t ion  in  the  church  and  may

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

be ing  absent  (Eies land  1994a:20-22;  Webb-Mitche l l  1996:32-33) .

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

d i f f i cu l ty  o f  a t t end ing  church  on  a  r egu la r  bas i s .   When  he r  church ,  which

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

more  d i s t an t  f r om he r  home ,  t he  d i f f i cu l t y  o f  a t t end ing  i nc r ea sed .   I t

r esu l t ed  in  the  members  o f  tha t  pa r t i cu la r  fa i th  communi ty  d i sappear ing

f r o m  K e l ’ s  l i f e .   S h e  e m o t i o n a l l y  e x p r e s s e d  t h a t  s h e  n o  l o n g e r  b e l o n g e d  t o

any  church .

K e l :   . . .  b e c a u s e  I ,  I  d o n ’ t  g o  p h y s i c a l l y  t h e r e  I  d o n ’ t  b e l o n g  t o  a  c h u r c h  a n d

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

a n d  u s e d  t o  s e e  m e  o n  a  S u n d a y ,  a n d  u s e d  t o  v i s i t  a n d  c h a t  a n d  c o m e  a n d  v i s i t .

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

c h a n g e . . .  ( M u m b l e s )  a n d  t h e n  y o u  d o n ’ t  r e a l l y  s e e  t h e m . . . .

I :   A r e  y o u  s a y i n g  t h e n  t h a t  t h e  c h u r c h  l o s t  c o n t a c t  w i t h  y o u ?

K e l :   I  t h i n k  s o .

Kel  was  no t  t he  on ly  one  who  expe r i enced  t he  l o s s  o f  f e l l owsh ip  w i th  he r

f a i th  communi ty  she  once  be longed  to ,  because  he r  daugh te r  r e f e r r ed  to  he r

own  d i sappo in tmen t  t ha t  Ke l ’ s  congrega t iona l  members  d id  no t  keep
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con tac t .   When  a sked  how she  f e l t  abou t  i t  she  r ep l i ed :

K i t :  ( L o n g  t i m e  i n  t h o u g h t )  I  t h i n k  i t ’ s  w r o n g . . . I  f e e l  i t ’ s  w r o n g  b e c a u s e  s h e  w a s

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

b i g g e r  c h u r c h  ( . . . p a u s e )  a n d  t h e n  n o  c o n t a c t ,  i t  j u s t  s t o p p e d .   I  c a n ’ t

u n d e r s t a n d  w h y .  ( F i e l d n o t e :  F a c i a l  e x p r e s s i o n  s h o w s  d i s t r e s s  a n d  h a n d  g e s t u r e s

i n d i c a t e  b e w i l d e r m e n t ) .

Whethe r  exc lus ion  comes  abou t  because  the  f a i t h  communi ty  ignores  t hese

people ’s  needs ,  un in ten t iona l ly  o r  in ten t iona l ly ,  i t  does  no t  a l t e r  the  fac t

tha t  t he  ac t  o f  exc lud ing  l eads  to  a  doub le  ac t ion  o f  the  pe r son  fee l ing

unwan ted ,  and  the  f a i th  communi ty  f a i l i ng  to  man i fe s t  t he  love  and

compass ion  o f  t he  Tr iune  God  i t  p ro fe s ses  t o  s e rve .   I  r emind  the  r eade r

t h a t  i n  c h a p t e r  o n e  V o l f  ( 1 9 9 6 : 1 4 6 )  w a s  r e f e r r e d  t o  a s  e x p r e s s i n g  t h e  f a c t

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

communi t i e s  shou ld  re l a t e  to  one  ano the r  in  the  same  way  God  showed  love

to  a l l  humani ty  through giving of  himself .

Ke l  d i sc losed the  pa in fu lness  o f  be ing  removed  f rom the  co l l ec t ive  r i tua l

ce l eb ra t ions  o f  he r  f a i th  communi ty .   She  expe r i enced  f ee l ings  o f

devas ta t ion  in  no t  be long ing  to  any  fa i th  communi ty  fo r  the  pas t  n ine  years .

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

fa i th  and  her  co l lec t ive  fa i th  th rough  be ing  unab le  to  iden t i fy  wi th  her  fa i th

communi ty .  Ke l  s a id  when  a sked  how she  f e l t  abou t  no t  be long ing  to  a

chu rch :

K e l :  ( . . . . . . . . p a u s e)  I  k n o w  I  b e l o n g  t o  J e s u s ,  b u t  t h e  c h u r c h ,  i t  i s  j u s t  l i k e  s o

m u c h  o t h e r  t h i n g s  t h a t  I ’ v e  l e a r n t  t o  s t a y  w i t h o u t . . . I  s t i l l  k n o w  t h a t  I  w i l l  g o

t o  h e a v e n  a l t h o u g h  I  d o n ’ t  b e l o n g  t o  a  c h u r c h  ( F i e l d n o t e :  A t  t h i s  t i m e  I  h a d  t o

s w i t c h  o f f  t h e  t a p e  r e c o r d e r  a s  K e l  w a s  c r y i n g  t o o  m u c h  t o  t a l k ) .

I t  m e a n s  t h a t  d u r i n g  i n t e r a c t i o n  t h e  i n t e r w o v e n  s t o r i e s  o f  t h e  f a i t h
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communi ty  re f l ec t  the  re l ig ious  iden t i ty  o f  tha t  communi ty  in  the  way  tha t

t h e  m e m b e r s  t a k e  t o  t h e m s e l v e s  t h e  s t o r i e s ,  t h a t  i s ,  t h e  a c t i o n  a n d  n o n -

ac t ion ,  o f  the  fa i th  communi ty  in  re la t ion  to  the i r  own s to ry  (S te rkens

2001:78-79) .   Ricoeur  (1992:151-156)  re fe rs  to  the  respons ib i l i ty  of

“onese l f - t o - ano the r”  and  the  f ac t  t ha t  a t  t he  l eve l  o f  r ec ip roca l  i n t e r ac t i on

soc io-cu l tu ra l  and  re l ig ious  t rad i t ions  a re  in te rna l i sed  or  ownersh ip  i s

t a k e n .   I d e n t i t y  o f  “ s e l f ’  m e a n s  t h e  a c t i v e  a c c e p t a n c e  o f  t h e  d i f f e r en t

“ o t h e r ”  a n d  no t  mere  pass ive  to l e rance .   Ke l  and  Ki t ,  fo r  in s t ance ,  took  the

ac t ions  o f  the i r  f a i th  communi ty  to  mean  tha t  they  no  longer  be longed  and

they  fe l t  r e j ec ted  by  a l l  members  o f  the  congrega t ion .

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

fa i th  communi ty ’ s  omiss ion  to  con t inue  embrac ing  them as  a  member  o f  the

congrega t ion  a s  no t  be ing  wan ted  and  tha t  t hey  no  longer  be longed  to  tha t

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

a t t empted  to  make  con tac t  aga in  wi th  ano the r  f a i th  communi ty .

Ano the r  example  o f  how the  r e sponse  o f  f a i th  communi t i e s  i s  absorbed  by

people  and  the  in f luence  i t  can  have  on  re l ig ious  iden t i ty  i s  desc r ibed  in

T e s s ’ s  s t o r y .   T h e  p r o b l e m  o c c u r r e d  w h e n  h e r  c h u r c h  l e a d e r s  r e f u s e d  t o

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

fo r  long  pe r iods .   Tess  desc r ibed  the  inc iden t  and  i t s  snowba l l  e f f ec t  a s :
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T e s s :   U m ,  w e l l ,  u m  t h e  f o r m e r  g u y s  w o u l d n ’ t  c o m e ,  t h e y ,  e r ,  t h e y  u m .   T h e y

s a i d  t h e y  d i d n ’ t  w a n t  t o  c o m e  a n d  p r o v i d e  c o m m u n i o n  i n  m y  h o m e  b e c a u s e  t h e y

w i l l  u p s e t  t h e  p r e s i d e n t .   T h e y  w o u l d  t h e n  h a v e  t o  g o  t o  e v e r y b o d y ’ s  h o m e

w h o  c a n n o t  g e t  t o  c h u r c h . . .

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

r e j e c t e d  h e r  b y  r e f u s i n g  t o  m a k e  a  v i t a l  C h r i s t i a n  r i t u a l  a v a i l a b l e  t o  h e r ) .

T e s s :   . . . a  b i t  o f  a  b a d  s p i r i t  a b o u t  t h e  c h u r c h  b e c a u s e  t h e y  w o u l d n ’ t  c o m e  a n d

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

d i d n ’ t  r e a l i s e  i t  a n d  h e  c o u l d n ’ t  u n d e r s t a n d  t h a t  t h e y  w o u l d n ’ t  c o m e  t o  m e

a f t e r  a l l  t h a t  h e ’ s  d o n e  f o r  t h e  c h u r c h .

This  pa r t  o f  Tess ’  s to ry  shows  tha t  the  f a i lu re  to  r e spond  pos i t ive ly  l ed  to

he r  f a the r  i n t e rp re t i ng  t he  dec i s ion  no t  t o  s e rve  communion  i n  t he  home  a s

deny ing  h i s  daugh te r  a  v i t a l  pa r t  i n  the  r e l ig ious  iden t i ty  o f  t he i r  f a i th

communi ty .   I t  suppor t s  wha t  Brown (1997 :111)  wr i t e s ,  t ha t  “Nar ra t ive  i s

tha t  mode  o f  d i scour se  th rough  which  human  ac t ion  i s  i n t e rp re t ed  a s

m e a n i n g f u l  a g e n c y . ”   T h e  p a s t  n a r r a t i v e s  o f  t h e  E u c h a r i s t  e x p r e s s  a

meaningfu l  sense  of  be longing  for  Chr is t ians  in  the i r  fa i th  communi t ies ,  bu t

re fus ing  to  se rve  the  Euchar i s t  r e su l t ed  in  r emoving  th i s  mean ingfu lness

fo r  t he  f ami ly  in  the i r  p re sen t  c i r cums tances .

Thus ,  na r r a t ive  can  g ive  cohe rence  o r  d i sc lose  upheava l s  t o  l i f e  fo r  peop le

a s  i l l u s t r a t ed  i n  t he  s t o ry  o f  Tes s  and  he r  f a the r .   I t  a l so  i l l u s t r a t ed  t ha t

co l l ec t ive  r e l ig ious  iden t i ty  cou ld  be  den ied .   Tess  and  he r  f a the r ’ s

pe r sona l  s t o ry w a s  i n f l u e n c e d  b y  t h e  c o l l e c t i v e  r e s p o n s e  o f  h e r

congrega t ion ,  tha t  in  a  sense ,  fa i l ed  to  iden t i fy  wi th  the  s to ry  o f  the

su f f e r i ng  o f  Chr i s t .   I t  s eemed  tha t  t r ad i t i ons  o f  t he  f a i t h  commun i ty

r ece ived  p r i o r i t y  a t t en t i on  and  t he r e fo r e  f a i l ed  t o  g ive  Tes s  a  s ense  o f

be longing  and  be ing  va lued  as  a  person .   Thus ,  the  re l ig ious  iden t i t i es  o f

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

fa i th  communi ty  to  bond wi th  them in  ident i fy ing  wi th  the i r  suf fer ing .  

I t  i s  a p p a r e n t  t h a t  T e s s  a n d  h e r  f a t h e r ’ s  s t o r y  i l l u s t r a t e d  t h e  t e n s i o n
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be tween  pe r sona l  na r r a t ive  and  co l l ec t ive  na r r a t ive  in  r e l a t ion  to  the

gospe l  message  o f  l ove  and  compass ion .   No t  on ly  d id  she  expe r i ence

den ia l  o f  be long ing ,  bu t  he r  f a the r  exper ienced  her  su f fe r ing  a l so ,  to  the

e x t e n t  t h a t  h e  c h o s e  n o t  t o  g o  t o  c h u r c h  f o r  e i g h t e e n  y e a r s .   W h a t  B r o w n

(1997:110)  no tes  about  f ixed  preconce ived  par t i cu la r i t i es  o r  t rad i t ions  of

a  g roup  i s  tha t  i t  can  h inder  co l lec t ive  iden t i ty  because  i t  does  no t  a l low for

the  inc lus ion  of  one’s  nar ra t ives  o f  one’s  own l ived  exper ience  in  s i tua t ions

of  poss ib le  need  fo r  change .   I t  made  the  sense  o f  be long ing  and  iden t i fy ing

wi th  the  fa i th  communi ty  very  f rag i le  indeed  for  the  fami ly .

I t  s e e m e d  t h a t  i n  T e s s ’ s  c a s e ,  t h e  d e c i s i o n  o f  t h e  c h u r c h  l e a d e r s  a t  t h a t

t ime  was  based  on  the  power  s t ruc tures  bu i l t  in to  the i r  re l ig ious  t rad i t ions

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

the  new min i s t e r  o f  tha t  f a i th  communi ty  b rough t  change  to  the  s i tua t ion  by

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

church  fo r  l ong  pe r iods .   I t  was  t h i s  ac t ion  tha t  b roke  the  r i g id i ty  o f

t r ad i t i ons  t ha t  had  i n  a  s ense ,  he ld  Tes s ’ s  f a the r  s t r ugg l ing  w i th

un fo rg ivenes s  fo r  e igh t een  yea r s .  

The re  were ,  howeve r ,  two  th ings  I  no t ed  t ha t  have  r e l evance  fo r  wha t  i s

d i scussed  above .   Dur ing  the  t e l l i ng  o f  he r  s to ry  Tess  had  d i sc losed  tha t

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

t w e n t y  y e a r s  t h a t  s h e  had been quadr ip legic ,  bu t  he  was  power l e s s  t o  do

any th ing  abou t  i t  because  he  was  no t  i n  cha rge .   The  fo rmer  min i s t e r  i n

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

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

T e s s :  T h e  o l d  m i n i s t e r  w a s  a  v e r y ,  e r ,  h u m b l e  m e e k  m a n .   H e  w a s  h o w  c a n  I  s a y ,

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

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

H o w e v e r ,  i t  c a n  a l s o  b e  n o t e d  t h a t  t h e  p r e s e n t  p e r s o n  i n  c h a r g e  o f  c h u r c h
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l eade r sh ip  had  no t  r e s i s t ed  any  dec i s ion  made  dur ing  the  e igh teen  yea r s .

Thus ,  the  leaders  poss ib ly  fa i led  to  ques t ion  the  r ig id  t rad i t iona l  ru le

cr i t i ca l ly  in  re la t ion  to  the  contex tua l  s i tua t ion  of  the  person  and  the  fami ly

and  so  d id  no t  r e f l ec t  the  t rue  mean ing  o f  nour i sh ing  a  sense  o f  be long ing

fo r  Tess  and  he r  f ami ly .

Ano the r  impor t an t  po in t  made  by  the  r e sea rch  pa r t i c ipan t s  was  the  need  fo r

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

pa r t i c i pan t  exp re s sed  ve ry  s t r ong ly  t he  need  fo r  f e l l owsh ip .   They

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

unab l e  t o  ge t  t o  chu rch ,  was  f e l l owsh ip .   I t  was  no t ed  t ha t  Tes s  and  Ke l

f e l t  ve ry  s t rong ly  t ha t  f e l l owsh ip  mean t  be ing  wi th  a  co l l ec t i ve  ga the r ing

of  be l i eve rs  fo r  worsh ip .   Ke l  exp la ined  tha t  she  needed  fe l lowsh ip  wi th  a

group  o f  peop le  and  a l though  Chr i s t i an  f r i ends  v i s i t ed  i t  was  no t  the  same

as  g roup  f e l lowsh ip .   A t  the  end  o f  the  conver sa t ion  I  a sked :

I :   S o  a m  I  h e a r i n g  y o u  r i g h t l y ?   A r e  y o u  s a y i n g  t h a t  w h e n  t h e  c h u r c h  w a s  a r o u n d  y o u

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

K e l :   J a ,  j a  ( F i e l d n o t e :  C r y i n g  t o o  m u c h  t o  s a y  a n y t h i n g  m o r e ) .

Tess ,  he r  mother  and  grandmother  fo rmed  the i r  own Bib le  s tudy  group  in

the i r  home as  a  so lu t ion  to  f ind ing  fe l lowship  wi th  a  group .   She  descr ibe d

the  mee t ings .

T e s s :   J a ,  f o r  a b o u t ,  w h o a ,  i t  w a s  a  l o t  o f  y e a r s ,  a n d  t h e n  w e  s t a r t e d  f o r m i n g  a

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

l a d y  n e x t - d o o r . . .

These  a r e  some  o f  t he  p rob l ems  t ha t  peop l e  who  a r e  r e s t r i c t ed  phys i ca l l y

exper i ence  in  l i f e  wi th  the i r  r e l ig ious  communi t i e s .   Confus ion  ex i s t s ,

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

hand ,  change  o f  body- image  does  no t  mean  a  b reak  in  con t inu i ty  o f  “ se l f ”

over  t ime ,  and  on  the  o ther  hand ,  pub l ic  non- recogni t ion  o f  the  capac i ty  fo r
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con t inu i ty  o f  l i f e  has  been  conce ived  based  on  pe rcep t ions  o f  an  abnormal

body- image .   

I n  t h e  c a s e s  o f  K e l  a n d  T e s s  i t  m u s t  b e  n o t e d  t h a t  t h e i r  f a i t h  c o m m u n i t i e s ’

i n t e r ac t i on  w i th  t hem a f t e r  t he  sp ina l  co rd  t r auma ,  t hey  were  some t imes

t rea ted  a s  pe r sons  no t  fu l ly  capab le  o f  func t ion ing  in  many  d imens ions  o f

l i f e .   They  were  somet imes  in s t ead  marg ina l i sed  because  d i scon t inu i ty  o f

t he  “ se l f ”  was  a s sumed  t h rough  pe r cep t i ons  o f  t hem be ing  comple t e ly

dys func t iona l .   Re jec t ion ,  non-accep tance  and  non-be long ing  were  pa r t  o f

their  lot  in  their  dai ly  rel igious l iving.   

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

way  tha t  t he i r  soc i e t i e s  r e sponded to  the i r  d i sab i l i ty ,  a  sense  of  be longing

c a n n o t  b e  f a c i l i t a t e d .   E m b r a c i n g  o f  t h e  w o r l d ’ s  s t a n d a r d s  o f  a c c e p t a n c e

of  a  pe r son  can ,  t he re fo re ,  be  p rac t i ced  by  some  fa i th  communi t i e s .   Webb-

Mitchel l  (1996:xv)  points  out  tha t :

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

t r u l y  “ d i s a b l e d ”  o r  “ h a n d i c a p p e d ”  i n  t h e  p r e s e n c e  o f  G o d ,  w h i c h

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

s e c u l a r  w o r l d .

To mainta in  re l ig ious  ident i ty  i s  unders tandably  d i f f icu l t  in  a  secular  wor ld .

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

d i sadvan taged  when  fa i th  communi t i es ,  wi th  whom they  want  to  iden t i fy ,

make  i t  more  d i f f i cu l t  by  be ing  s i l en t  about  oppress ive  s t ruc tu res .   The

po in t  t ha t  Webb-Mi tche l l  (1996)  makes  i s  ve ry  ev iden t  i n  Tess  and  he r

fa ther ’ s  exper ience  in  the i r  in te rac t ion  wi th  the i r  f a i th  communi ty .

4 . 4 . 3   S o c i a l  i n t e r a c t i o n  o f  p e o p l e  w h o  a r e  m o b i l i t y  d i s a d v a n t a g e d

The  impor t ance  o f  r ec ip roca l  soc ia l  i n t e rac t ion  in  the  fo rming  o f  pe r sona l
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i d e n t i t y  w a s  r e f e r r e d  t o  i n  c h a p t e r  o n e .   T h e r e  a r e  a  n u m b e r  o f  r e s t r i c t i o n s

in  mobi l i ty  imposed  on  the  person  who i s  mobi l i ty  d i sadvan taged  tha t  make

soc ia l  in te rac t ion  min imal .   I  wi l l  r e fe r  to  some of  these  res t r i c t ions

d i sc losed  by  the  r e sea rch  pa r t i c ipan t s ’  s t o r i e s .  

4 . 4 . 3 . 1   E n v i r o n m e n t a l  b a r r i e r s

The  ques t ion  emerged  a s  to  why  wide r  soc ia l  i n t e rac t ion  was  l imi t ed  in  the

pa r t i c ipan t s ’  s to ry te l l ing .   The  pa r t i c ipan t s  a l l  spoke  abou t  d i f f i cu l t i e s  in

acce s s ing  p l ace s  because  o f  env i ronmen ta l  ba r r i e r s .   Te s s  and  Reg  l aughed

of f  the  p rob lems  and  fe l t  tha t  in  some way  i t  was  the i r  da i ly  rea l i ty .   

Reg  gave  an  exp l ana t i on  t ha t  de sc r ibe s  wha t  a l l  o f  t he  pa r t i c ipan t s  spoke

abou t .   Reg  desc r ibed  the  inaccess ib i l i ty  o f  p laces ,  ind ica t ing  tha t  the

mat te r  i s  more  complex  than  jus t  ge t t ing  in to  a  bu i ld ing  or  no t .   Accord ing

t o  w h a t  R e g  s a i d  i t  a p p e a r s  t h a t  b a r r i e r s  t o  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

neces sa ry  f ac i l i t i e s  a r e  no t  j u s t  a  f ru s t r a t i on ,  bu t  a l so  c r ea t e  f e a r s  a n d

insecur i t i e s ,  which  peop le  who  a re  d i sab led  mus t  overcome.   

He  exp la ined  tha t  i t  i s  f r igh ten ing  i f  a  r e s t au ran t  has  a  f l i gh t  o f  s t a i r s  t o  i t s

s ea t ing  f ac i l i t i e s  and  the  pe r son  in  t he  whee lcha i r  ha s  t o  go  th rough  the

ha r rowing  expe r i ence  o f  be ing  ca r r i ed  on  a  whee l cha i r  up  and  down  the

s t a i r s .   The  p reca r ious  pos i t i on  o f  ba l anc ing  be tween  peop le  shak ing  wi th

the  e f fo r t  o f  ca r ry ing  one  in  the  whee lcha i r  and  look ing  down a  f l igh t  o f

s t a i r s  c a n  b e  t e r r i f y i n g  a n d  a  d e t e r r e n c e  f r o m  e a t i n g  o u t .   R e g  s t a t e d  t h a t :

R e g :   A  l o t  o f  p l a c e s  a r e  n o t  r e a l l y  a c c e s s i b l e .   A  l o t  o f  p e o p l e  d o  n o t  l i k e ,  u m .

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

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

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

A n d  i t  g e t s  m o r e  a n d  m o r e  d i f f i c u l t .
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T h e n ,  R e g ’ s  r e f e r e n c e  t o  t h e  d i f f i c u l t y  o f  g e t t i n g  f r o m  h o m e  t o  a n o t h e r

p l ace  and  back  expres ses  a l l  t he  pa r t i c ipan t s ’  d i f f i cu l t i e s .   A t  t imes  Reg

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

someone  to  d r ive  the  combi  fo r  h im.   Tess  too  exper i enced  a  pe r iod  over

Chr i s tmas  when  he r  combi  needed  repa i r ing  and  i t  t ook  a  long  t ime  because

of  f inanc ia l  r e s t r i c t ions .   I t  mean t  tha t  she  was  unab le  to  go  ou t  beyond  he r

home and  c lose  env i ronment .

Reg’s  shor t  desc r ip t ion  o f  manag ing  the  env i ronment  in  a  whee lcha i r

exp res sed  the  d i f f i cu l ty  o f  ge t t i ng  in to  neces sa ry  bank ing ,  shopp ing  and

en te r t a inment  f ac i l i t i e s .

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

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

i n t o ,  t h a t  d o  h a v e  a  s t e p  o r  t w o  o r  t h r e e  a n d  u n f o r t u n a t e l y  t h a t ’ s  n o t

a c c e s s i b l e  a t  a l l .

I :  O h ,  s o  y o u  c a n ’ t  g e t  i n  a t  a l l ?

R e g :  Y o u  c a n ’ t  g e t  i n  a n d  a l s o  s o m e  s h o p s  t h e  r a c k s  / /  t h e  a i s l e s  a r e  v e r y

n a r r o w  s o  t h e  c h a i r  d o e s n ’ t  n o r m a l l y  f i t  t h r o u g h .

Al though  the  pa r t i c ipan t s  had  worked  ou t  ways  o f  dea l ing  wi th  these

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

fac i l i t i e s  and  l e f t  ou t s ide .   Th is  den ia l  and  be ing  l e f t  ou t s ide  re f lec t  be ing

exc luded  f rom r igh t fu l  soc ia l  in te rac t ion .   There  were  fac to rs  o f  l iv ing  wi th

mobi l i ty  impai rment  tha t  re f lec ted  on  ident i ty  in  the  par t ic ipan t s ’  daily

l i ved  expe r i ences  s imi l a r  t o  t ha t  r e f e r r ed  t o  i n  A twe l l ’ s  (1999)  a r t i c l e .

S imi la r ly ,  Tess  and  Reg  under s tood  the  exc lus ion  a s  the i r  da i ly  r ea l i ty ,  bu t

expressed  tha t  i t  was  a l so  a  l ea rn ing  exper i ence  to  ach ieve  moving  on  to

turn  negat ive  poin ts  in  l i fe  to  pos i t ive  ones .  

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

in t e r ac t ion  wi th  peop le  a round  them.   Reg  expe r i enced  tha t  t he  up r igh t

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

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

whee lcha i r  has  made  a  b ig  d i f f e rence  to  be ing  more  independen t .   

His  mobi l i ty  enables  h im to  make  more  soc ia l  contac t  wi th in  reach  of  h i s

whee lcha i r  a round  the  house  in  which  he  dwel l s  and  the  road  wi th in  a

k i lome t r e  o r  two  o f  h i s  dwe l l i ng .   I t  means  t ha t  he  does  go  to  t he  shops

d o w n  t h e  r o a d .   H e  g o e s  t o  t h e  M e t h o d i s t  c h u r c h  d o w n  t h e  r o a d  t o

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

house  nex t  door  to  where  he  dwe l l s .   

He  has  a  mic ro -bus  in to  which  he  r ides  v ia  a  r amp and  someone  d r ives  fo r

h im .   A l l  t he se  means  have  g iven  h im  g rea t e r  i ndependence  and  t he

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

mot iva t ed ,  ambi t ious  and  hope fu l  fo r  t he  fu tu re .   Reg  exp la ins  t ha t  fo r  h im

to  be  bod i ly  mobi le  means  incorpora t ing  app l iances  such  as  h i s  e lec t r i c

whee lcha i r  and  combi,  a s  w e l l  a s  s t r o n g  h u m a n  h e l p e r s  i n  s i t u a t i o n s  w h e r e

the  person  needs  to  be  phys ica l ly  l i f t ed .

In  con t r a s t ,  Ke l ’ s  pe r sona l  and  soc i a l  con tex t  was  in f luenced  d i f f e r en t ly .

Ke l  had  chosen  no t  t o  ob t a in  a  whee l cha i r  t ha t  i s  power -d r iven  f rom Sa t e

funds  because  t he  power -whee l cha i r  t ha t  i s  p rov ided  canno t  l ower  t he

backres t .   Th i s  dec i s ion  resu l t ed  in  ongo ing  regress ive  na r ra t ives .   She  sa id

tha t  s ince  she  was  unab le  to  s i t  up r igh t  wi thou t  b lack ing  ou t ,  she  fe l t  i t  was

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

a  heavy  manua l  whee l cha i r  w i th  a  back re s t  t ha t  cou ld  be  l owered  and

someone  push ing  he r .   

Unfo r tuna te ly ,  t he  cho ice  r e su l t ed  in  g rea t e r  i so l a t ion ,  l one l ines s  and  a

fee l ing  o f  be ing  l e f t  ou t .   I t  o f t en  resu l t ed  in  loss  o f  pa r t i c ipa t ion ,  mobi l i ty

and  pe r sona l  we l l -be ing .   Because  o f  a  s ense  o f  l o s s  and  no t  be ing  pa r t  o f

the  soc ia l  i n t e rac t ion ,  she  o f t en  f e l t  f rus t r a t ed ,  hu r t  and  p rogress ive ly
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d e p r e s s e d .

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

i n t e r ac t i on .   Howeve r ,  i t  a l so  r evea l ed  t ha t  human  he lp  was  e s sen t i a l  and

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

exp la ined  the  d i f f i cu l ty  tha t  cou ld  re s t r i c t  mobi l i ty  even  wi th  the

avai lab i l i ty  of  the  necessary  equipment  to  maximise  mobi l i ty .

R e g :   H a v i n g  t o  d e p e n d  o n  a n  e l e c t r i c  w h e e l c h a i r  m a k e s  i t  s o  m u c h  m o r e

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

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

a w k w a r d  i f  i t  i s  j u s t  y o u  a n d  y o u r  f r i e n d  o r  y o u  a n d  t h e  d r i v e r .   I t  n e e d s  t o  b e

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

I t  was ,  howeve r ,  c l ea r  t ha t  mob i l i t y ,  because  o f  t he  power -d r iven

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

out ings  fur ther  a f ie ld  requi red  the  ava i lab i l i ty  of  a  vehic le  l ike  a  combi  wi th

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

acces s ib l e  home  env i ronmen t  and  nea rby  a r ea s .

Surpr i s ing ly  the  env i ronmenta l  ba r r i e r s  were  no t  emphas i sed  by  the

pa r t i c ipan t s ,  ma in ly  because  t he i r  p r ime  conce rns  were  r e l a t ed  t o  t he i r

immedia te  home env i ronment ,  f inanc ia l  and  t r anspor ta t ion  p rob lems .  More

emphas i s  was  p laced  on  the  p rob lem of  t r ans fe r r ing  in to  a  motor  veh ic le

and  the  he lp  needed  to  accompl i sh  i t .   

On  t he  who le ,  t he  r e sea r ch  pa r t i c i pan t s  e i t he r  avo ided  p l ace s  t hey  knew

were  d i f f i cu l t  t o  acces s  o r  wa i t ed  un t i l  someone  cou ld  he lp  t hem in

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

by  the  pa r t i c ipan t s  a s  more  o f  a  conce rn .

4 . 4 . 3 . 2   G o v e r n m e n t  p o l i c y ’ s  i n f l u e n c e  o n  t h e  e c o n o m i c  s i t u a t i o n
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A l ink  wi th  mobi l i ty  and mechanica l  a id  in  connect ion  wi th  economic  and

g o v e r n m e n t  p o l i c y - m a k i n g ,  s u c h  as  a  pens ion  d i sab i l i ty  gran t  and

employmen t /unemploymen t ,  was  ev iden t .   Wha t  emerged  f rom the  s t o r i e s

o f  unemployment  was  the  l ink  be tween  the  ex ten t  o f  bod i ly  impa i rmen t  and

the  f inances  to  acqu i re  equ ipmen t  to  enab le  a s  much  mobi l i t y  a s  poss ib le .

In  v iew of  the  f ac t  tha t  h igh- l eve l  quadr ip leg ics  r e l i ed  heav i ly  on  the i r

wheelcha i rs  for  mobi l i ty  i t  was  once  aga in  the  l ink  wi th  the  soc ia l  economic

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

mob i l i t y .   I n  a  s ense  t he  whee l cha i r  became  an  ex t ens ion  o f  t he i r  bod i e s .

The  ex ten t  o f  the i r  mobi l i ty  had  an  impact  on  the i r  soc ia l  ac t iv i t i es  and

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

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

po l ic ies  and  employment  re in forced  the  no t ion  o f  a  f ixed  “d i sab i l i ty

iden t i ty” .

In  t he  s ame  way  po l i cy -mak ing  and  l eg i s l a t i on  by  the  S t a t e  had  g rea t

impl ica t ions  for  the  par t i c ipan ts .   G o v e r n m e n t  l e g i s l a t e s  h o w  m u c h

disab i l i ty  pens ion  and  he lpe r ’ s  g ran t  may  be  pa id  to  peop le  w h o  a r e

d i sab led .   Th i s  has  an  impac t  on  the  ind iv idua l  and  the  f ami ly  in  d i f f e ren t

ways .   Leg i s l a t i on  ha s  a l so  been  pa s sed  by  t he  Sou th  Af r i can  gove rnmen t

about  employment  o f  peop le  who  a re  d i sab led  (South  Afr ican  Employment

E q u i t y  A c t ,  1 9 9 6 ) .   H o w e v e r ,  t h e  s t o r i e s  o f  t h e  p a r t i c i p a n t s  r e f l e c t e d

diff icul ty  in  f inding employment .

Thus ,  t he  pa r t i c ipan t s ’  accoun t s  o f  t he i r  soc io -economic  s i t ua t ion  was  tha t

of  suddenly  be ing  unemployed  wi th  no  compensa t ion  f rom the i r  employers

a t  the  t ime .   Desp i t e  the  s imi la r i ty  o f  a l l  los ing  the i r  employment ,  however ,

they  re sponded  d i f f e ren t ly  to  the  s i tua t ion  wi th  d i f f e ren t  r e su l t s  to

ex tending  the i r  mobi l i ty .   Be ing  employed  before  the  acc ident  and  suddenly

unemployed  a lmos t  immedia te ly  a f t e r  the  acc iden t ,  had  a  p ro found  impac t
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on  the  immedia t e  and  p resen t  l i f e  w i th  d i f f e ren t  an t i c ipa t ion ,  fo r  each ,  o f

t h e  f u t u r e .

For  Reg  i t  mean t  an  immedia t e  ro l e  expec ta t ion  change  a s  t he  e ldes t  ma le

ch i ld  who  ea rned  h i s  own  sa la ry  to  tha t  o f  r e tu rn ing  to  r e ly  on  h i s  pa ren t s

f o r  f i n a n c i a l  s u p p o r t .   F o r  t h r e e  y e a r s  R e g  w a s  t o t a l l y  r e l i a n t  o n  h i s

pa r en t s  f o r  f i nanc i a l  he lp  because  he  was  no t  t o ld  t ha t  he  cou ld  c l a im  a

d isab i l i ty  pens ion  immedia te ly .   He  was  no  longer  on  medica l  a id  and  he

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

medica l  s t a f f  f a i l ed  to  in form h im of  the  p rocedure  to  app ly  fo r  a  pens ion .

To the  ques t ion  about  h is  f inancia l  s i tua t ion  he  rep l ied :  

R e g :   I t ’ s  v e r y  p e r s o n a l  y e s ,  b u t ,  u m ,  i t ’ s  v e r y  d i f f i c u l t  a t  t h i s  s t a g e .   I  o n l y

g e t  a  S t a t e  s u b s i d y  w h i c h  i s ,  e r  ( . . p a u s e )   I  t h i n k  6 4 0 ,  u m ,  ( . . . p a u s e )  I  a l s o  g e t

t h e  h e l p e r ’ s  g r a n t  ( I :  W h a t ’ s  t h a t ? )  T h a t ’ s ,  e r ,  y o u  c a n  a p p l y  f o r  t h a t  i f  y o u ’ r e

a  q u a d ,  u m ,  y o u  n e e d  h e l p  f r o m  o t h e r  p e o p l e ,  e r ,  c a r e - w o r k e r s  a n d  t h a t  s o r t  o f

t h i n g .   S o  t h a t ’ s  a b o u t  R 1 1 5 .

In  an  a t t empt  to  so lve  the  p rob lem of  unemployment ,  Reg  dec ided  to  s tudy

fo r  a  deg ree  in  p sycho logy ,  be l i ev ing  tha t  t h i s  wou ld  be  a  means  to

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

unab l e  t o  ob t a in  an  i n t e rn sh ip  a f t e r  ob t a in ing  a  Mas t e r ’ s  deg ree  i n

psycho logy .   S t r ange ly ,  i t  s eems  tha t  a f f i rma t ive  ac t ion  was  one  o f  t he

obs t ruc t ions  to  ob ta in ing  an  in te rnsh ip .   I t  mean t  tha t  he  was  unab le  to

reg i s t e r  a s  a  p sycho log i s t .   Reg  con t inued  to  look  fo r  employmen t

de t e rmined ly ,  bu t  was  d i s appo in t ed  t ime  a f t e r  t ime  a s  he  was  r e j ec t ed  each

t ime ,  ye t  h i s  s t o ry  p re sen t ed  a  p rog re s s ive  na r r a t i ve  i n  t ha t  he  r ema ined

opt imis t ic  about  f inding employment  one day.

Tess  on  the  o the r  hand ,  a l though  she  was  immedia te ly  unemployed  a f t e r  he r

acc iden t ,  immedia te ly  rece ived  a  S ta te  d i sab i l i ty  pens ion  and  he lper ’ s

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

tu rned  in to  p rog re s s ive  na r r a t i ve s  a s  he r  f ami ly  member s  found  so lu t i ons

to  p rob lems  tha t  occur red .   Accord ing ly ,  she  en joyed  medica l  a id  suppor t .

When  a sked  abou t  t he  S ta t e  hosp i t a l  expe r i ence  she  r ep l i ed :

T e s s :   U m ,  w e l l ,  u m ,  I  a m  a  h o s p i t a l  p a t i e n t ,  e r ,  w e l l  I  w a s  w h e n  I  w a s  i n

h o s p i t a l ,  u m ,  n o w  s o r t  o f  g e t  h e l p  t h r o u g h  m y  D a d ’ s  m e d i c a l  a i d .

T e s s ’ s  a c c e s s  t o  a  m e d i c a l  a i d  s c h e m e  b e n e f i t e d  h e r  i n  t h a t  s h e  e x p r e s s e d

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

f ac i l i t i e s ,  bu t  he r  hea l th  de t e r io ra t ed  a s  a  r e su l t  o f  t he  d i f f i cu l ty  o f  acces s ,

med ica t ion  and  hosp i t a l  bu reaucracy .   I t  a l so  mean t  f r equen t  u r ina ry  o r

r e sp i r a to ry  i n f ec t i ons  and  pe r iods  o f  unwe l lnes s ,  so  she  acces sed  a  med ica l

a id  sys t em.   Th i s  mean t  t ha t  she  had  p r iva t e  and  immed ia t e  spec i a l i s ed

a t t en t ion  when  needed .   She  f e l t  i t  made  a  d i f f e r ence  t o  he r  s t a t e  o f  hea l th .

O n  t h e  o t h e r  h a n d  K e l ,  w h o  h a d  b e e n  a  l a w y e r ’ s  s e c r e t a r y  a t  t h e  t i m e  o f

he r  acc iden t ,  was  a l so  sudden ly  unemployed  a f t e r  he r  acc iden t .   Ke l  swung

be tween  r e l aps ing  na r r a t i ve s  o f  exper i enc ing  f inanc ia l s t r e s s ,  anx ie ty  and

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

were  bo th  on  pens ion  and  ag ing .   Her  daugh te r  ea rned  a  min ima l  income

through  d ressmaking .   A  power -whee lcha i r  wi th  an  au tomat ic  r ec l in ing

back re s t  was  ou t  o f  r e ach  because  o f  t he i r  f i nanc i a l  s i t ua t i on .   The  be s t

s i t u a t i o n  s h e  c o u l d  l o o k  a t  w a s  t o  o b t a i n  a  S t a t e - provided automat ic

whee lcha i r  and  be  he ld  upr igh t  by  a  ch in  con t ro l  a t t ached  to  the

whee lcha i r ,  bu t  she  s t i l l  needed  someone  to  p ick  he r  up  and  pu t  he r  in to  the

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

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

backres t  t o  be  r a i sed  to  a  comfor t ab le  pos i t i on  fo r  he r .   One  pe r son  cou ld

manage  th i s  t a sk ,  name ly  he r  ca re -g ive r .  

I  n o t e d  t h a t  t h e  n a r r a t i v e s  o f  t h e  p a r t i c i p a n t s  m a d e  i t  c l e a r  t h a t  t h e r e  w e r e
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many fac to rs  tha t  e i the r  inc reased  mobi l i ty ,  and  thus ,  ac t iv i ty  and

pa r t i c ipa t ion ,  o r  l imi t ed  i t .   Thus ,  t he  midd le  g round ,  r e fe r r ed  to  by  some

proponen t s  o f  the  soc io -cu l tu ra l  mode l ,  t ha t  p roposes  tha t  t he  pe r sona l  and

soc ia l  con tex t  canno t  be  d ivo rced  f rom each  o the r ,  i s  impor t an t .   Bod i ly

res t r i c t ions  and  the  soc ia l  and  po l i t i ca l  f ac to r s  in f luence  the  ex ten t  o f

soc ia l  in te rac t ion  and  i so la t ion .  

4 . 4 . 4   S o c i o - c u l t u r a l  o p p r e s s i o n

4 . 4 . 4 . 1   B e h a v i o u r  a n d  a t t i t u d e  o f  f a m i l y  a n d  s i g n i f i c a n t  o t h e r s

T h e  a t t i t u d e  a n d  b e h a v i o u r s  e x p r e s s e d  t h r o u g h  t h e  e a r l i e r  r e p o r t  o n  K e l

a n d  K i t ’ s  s t o r i e s  w e r e  c o n s i d e r e d  i n  t h e  r e p o r t i n g  o f  t h e i r  s t o r i e s .   T h e r e

w a s  e v i d e n c e  o f  c o n f l i c t  b e t w e e n  f a m i l y  m e m b e r s  wh ich  r e su l t ed in the

focus  o f  a l l  ca re -g iv ing  on  one  o r  two  peop le  a t  a  t ime  in  he r  l i f e  wi th

quadr ip l eg ia .   The re  was  l i t t l e  ev idence  o f  f ami ly  suppor t  and  work ing

toge the r  by  a l l  t he  members .

Reg  was  su f f i c i en t ly  secure  in  p rev ious  p re -quadr ip leg ia  c lose  fami ly

re l a t i onsh ips  and  in t e r ac t ion  to  be  ab l e  t o  accep t  t he  he lp  he  needed  f rom

them pos t -quadr ip leg ia .

R e g :   I  w a s  i n  t h e  g r e a t  a n d  f o r t u n a t e  p o s i t i o n  t h a t  m y  f a t h e r ,  m o t h e r  d i p p e d

i n  a n d  t h e y  h e l p e d  a s  w e l l .   S o  i t  i s  c o s t l y .   I  d i d n ’ t  g o  b a c k  t o  w o r k  w h i c h  I

w o u l d  l o v e d  t o  h a v e  d o n e .   ( F i e l d  n o t e :   R e g ’ s  f a t h e r  w a s  a  c a r p e n t e r .   H e  l a t e r

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

H o w e v e r ,  f i n a n c i a l  l a c k  w a s  a  “ t h o r n  i n  t h e  f l e s h ”  f o r  R e g  a n d  a  l a r g e  p a r t

o f  h i s  r ecoun t ing  h i s  s to ry .   When  speak ing  abou t  h i s  l ack  o f  oppor tun i t i e s

to  ea rn  a  sa l a ry ,  Reg  r evea led  ev idence  o f  be ing  insecure  abou t  the  iden t i ty

o f  h i s  ro l e  a s  a  ma le  wage  ea rne r .   However ,  t he  f ami ly  suppor t ive  ro l e  in

h is  l i fe  gave  h im hope  even  in  h i s  despa i r .
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In  the  beg inn ing  of  her  d i sab i l i ty  Tess  exper ienced  d i f f i cu l ty  wi th

resp i ra t ion  when  in  the  upr igh t  s i t t i ng  pos i t ion  and  p re fe r red  to  r emain  in

a  semi - rec l in ing  pos i t ion  to  be  more  comfor t ab le .   The  f i r s t  12  yea r s  Tess

spen t  mos t ly  in  bed  wi th  in te rmi t t en t  use  o f  a  manua l  whee lcha i r ,  because

n o  s u i t a b l e  p o w e r - w h e e l c h a i r s  w e r e  a v a i l a b l e .   L a t e r ,  h o w e v e r ,  T e s s  w a s

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

whee l cha i r  w i th  a  r ec l i n ing  back re s t ,  a  combi  and  a  pe r sona l  a s s i s t an t ,

wh ich  g rea t ly  enhanced  he r  mob i l i ty .   Her  f ami ly  were  suppor t ive  in

a s s i s t i ng  he r  w i th  f i nances  whe reve r  t hey  cou ld  and  th i s  i nc luded  the

ex tended  f ami ly  cons i s t ing  o f  f r i ends  and  a  Chr i s t i an  a s soc ia t ion  fo r

quadr ip leg ics .   Her  whe e l c h a ir  r e c l i n e d  a u t o m a t i c a l l y  a n d  s o  a l l o w e d  h e r

to  change  he r  own  pos i t i on  acco rd ing  t o  he r  need .  She  exp l a ined  abou t  t he

power -whee l cha i r :

T e s s :   I t  h a s  s h o c k s  a n d  I  c a n  j u s t  g e t  i n t o  t h e  c a r  a n d  ( . . . p a u s e )  w e  c a n  d r i v e

t o  C a p e  T o w n  a n d  b a c k  a n d  i t  w o n ’ t  b o t h e r  m e ,  b e c a u s e  I ’ v e  g o t  ( . . . p a u s e )  n o w

t h a t  ( . . p a u s e )  I  h a v e  n o  m o r e  b l a d d e r  p r o b l e m s .   I  h a v e  n o  m o r e  p r e s s u r e  s o r e s .

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

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

A f r i c a n  s i t u a t i o n  o f  l i v i n g  wi th  mobi l i ty  impairment ,  the  f inancia l

c i r cums tances  o f  t he  f ami ly  had  p ro found  nega t ive  i n f luences  on  t he

p a r t i c i p a n t s ’  l i v e s .   I t  c l e a r l y  d e n o t e d  a  r e g r e s s i v e  n a r r a t i v e  s c e n a r i o .

Howeve r ,  i t  was  c l ea r  t ha t  t he  more  suppor t i ve  t he  f ami ly  were  i n  f i nanc i a l

a s s i s t a n c e  a n d  t h e  m o r e  t h e  l a r g e r  g r o u p  of  s ign i f ican t  o thers  go t  involved

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

cons ide red  the  fami ly  un i t  in  the i r  d rama  o f  mobi l i ty  r e s t r i c t ions  made  a

d i f fe rence  to  address ing  f inanc ia l  p rob lems .   

I f  the  immedia te  fami ly  l iv ing  wi th  the  par t i c ipan t ,  fo r  example ,  cons idered

the  ex t ended  f ami ly  a s  t hose  l i v ing  ou t s ide  t he  home ,  such  a s  r e l a t ives  and

f r i ends ,  a s  pa r t  o f  the  d rama  o f  mobi l i ty  impa i rment  the  l ike l ihood  o f
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emerg ing  p rog re s s ive  na r r a t i ve s  o f  dea l i ng  w i th  s t r e s s  s i t ua t i ons  was

grea te r .   I f  the  fami ly  l iv ing  wi th  the  pa r t i c ipan t  d id  no t  cons ide r  the

e x t e n d e d fami ly  as  pa r t  o f  the i r  d rama  i t  mean t  a  ve ry  “shrunken  wor ld”  fo r

fami ly  and  par t ic ipan t .

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

abi l i ty  and w i l l i ngnes s  o f  t he  ex t ended  f ami ly  t o  a s s i s t  made  a  d i f f e r ence  t o

ac t ions  such  as  mobi l i ty ,  soc ia l  in te rac t ion  and ,  thus ,  fo rming  o f  iden t i ty ,  no t

on ly  fo r  the  par t i c ipan t ,  bu t  a l so  fo r  the  immedia te  fami ly .   Th is  was  ev iden t

in  Tess ’  and  Reg’s  re la t ionsh ip ,  no t  on ly  wi th  the i r  immedia te  fami ly ,  bu t  a l so

wi th  the  ex tended  fami ly .   Bo th  to ld  o f  even t s  when  cous ins ,  unc les  o r  aun t s

p i t ched  in  t o  he lp .   I t  was  no t  t ha t  t he i r  f ami l i e s  we re  wea l thy ,  r a the r  va r ious

members  gave  towards  he lp ing  to  ove rcome  d i f f i cu l t  c i r cums tances  when

requi red .

I t  w a s  n o t e d  t h a t  w h e n  a  p o w e r - w h e e l c h a i r  w a s  u s e d combined wi th  the

la rger  ex tended  fami ly ,  tha t  i s  a  fami ly  uni t  cons is t ing  of  fami ly  and

s igni f icant  o t h e r s ,  s o c i a l i n t e rac t ion  r evo lved  a round  these  members .   Wide r

soc ia l  in te rac t ion  was  more  d i f f i cu l t .   Even  wi th  maximum fami ly  suppor t  and

mobi l i ty ,  Tess ’s  and  Reg’s  soc ia l  in te rac t ion  was  s t i l l  dependent  on  the

members  o f  the i r  ex tended  fami ly  g roup .   

The i r  s ense  o f  be ing  wan ted ,  be ing  accep ted  and  the i r  s ense  o f  be long ing

were  conf ined  wi th in  the  g roup  o f  fami ly  members ,  r e la t ives ,  pe r sona l  he lpers

and  loya l  f r i ends .  Even  in te rac t ion  wi th  the i r  churches  depended  l a rge ly  on

the  members  o f  the i r  fami ly  and  ex tended  fami ly .

4 . 4 . 4 . 2   B e h a v i o u r  a n d  a t t i t u d e  o f  t h e  p u b l i c

A l l  t h e  p a r t i c i p a n t s  w e r e  l o n g - t e r m  quadr ip leg ics  and  o v e r   m a n y  y e a r s  h a d

deve loped  the i r  own l i f e  ph i losoph ies  abou t  the  pub l ic  r eac t ions  to  them and

abou t  t hemse lves .   Reg  had  been  a  quad r ip l eg i c  fo r  16  yea r s  and  had  ove r  t he
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yea r s  deve loped  a  ph i lo sophy  abou t  how he  r ega rded  h imse l f  a s  a  pe r son  who

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

publ ic ,  Reg repl ied:

R e g :   T h e r e  a r e  a  l o t  o f  a b l e - b o d i e d  p e o p l e  g o i n g  t o  t h e  s h o p  a n d  g e t t i n g  b a c k

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

a l w a y s  t o  b e i n g  d i s a b l e d .   M a y b e  i t ’ s  j u s t  a  r u d e  p e r s o n ,  n o t h i n g  t o  d o  w i t h  m e

b e i n g  a  q u a d  o r  b e i n g  d i s a b l e d  o r  b e i n g  i n  a  c h a i r  a n d  s o  I  l i k e  t o  s e e  i t  i n  t h a t

l i g h t .

Kel  had  some  unp leasan t  expe r i ences  t ha t  made  he r  wary  abou t  pub l i c  p l aces .

She  exper i enced  a  coup le  who  made  fun  o f  he r  t ry ing  to  ea t  w i th  a  spoon

s t r apped  t o  he r  hand .   I t  made  he r  ang ry  and  i t  hu r t  he r .   She  s a id  she

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

or  dropped  food .

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

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

percep t ions  abou t  d i sab i l i t y  d id  a f fec t  each  pa r t i c ipan t  and  fami ly  member  in

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

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

I :  I s  t h i s  t h e  c h u r c h  t h a t  y o u r  p a r e n t s  g o  t o ?   T e l l  m e  a  b i t  a b o u t  t h a t ?

K e l :   O k ,  I  g r e w  u p  a t  c h u r c h .   I  w a s  c o n f i r m e d  e t c ,  a f t e r  t h e  a c c i d e n t ,  m a y b e  o n e

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

a  S u n d a y ,  y o u  k n o w ,  w i t h  m y  p a r e n t s . . . I  s a t  n e x t  t o  t h e  d o o r  a n d  t h e  p e o p l e  w o u l d

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

t h e y  w o u l d  l o o k  o f f  t h e  o t h e r  w a y  s o  t h e y  d i d n ’ t  h a v e  t o  g r e e t  m e .   T h e y  w e r e

e m b a r r a s s e d .

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

inaccess ib l e  because  o f  t he  a t t i t ude  and  behav iour  o f  t he  congrega t ion

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

env i ronmenta l ly  f r i end ly .   She  had  to  be  p icked  up  in  he r  whee lcha i r  to  ge t

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

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

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

env i ronmen ta l  ba r r i e r s .   She  eage r ly  exp re s sed :

K e l :  . . . a n d  i t  j u s t  m a d e  m e  f e e l  I  w a n t e d  t o  g o  t h e r e .   I  w a s  n o  d i f f e r e n t  t h a n

a n y  o t h e r  p e r s o n  ( . . . p a u s e ).   ( I :  S o  i t  m a d e  m e  f e e l . . ) .   K e l :   W a n t e d  a n d

w e l c o m e d  a n d  l o v e d  ( F i e l d  n o t e :   S m i l e s  a n d  t h e n  l a u g h s  a n d  I  j o i n  i n  t h e  l a u g h t e r )

Tess ’ s  cong rega t i on ’ s  expec t a t i on  s eemed  to  be  t ha t  she  wou ld  be  hea l ed  and

t h e y  app l i ed  p r e s su re  fo r  t h i s  t o  happen  and  when  i t  d id  no t  t hey  w i thd rew .

Her  t one  o f  vo i ce  i nd i ca t ed  s adnes s  and  he r  f a c i a l  exp re s s ion  some  t ensenes s

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

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

caused  he r  some  d i sappo in tmen t .   She  exp la ined  the  expe r i ence  wi th  a  l augh :

T e s s :   J a ,  j a ,  u m ,  I  t h i n k  w h e n  I  f i r s t  g o t  o u t  o f  h o s p i t a l  t h e y  t h o u g h t  t h e y  w o u l d

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

t h e n ,  u m ,  a n d  t h e n  a n d  I  t h i n k  w h e n  i t  f i n a l l y  d a w n e d  o n  t h e m  t h a t  t h e r e  w a s  n o

w a y  t h a t  a n y t h i n g  t h a t  t h e y  c o u l d  d o  w o u l d  m a k e  i t  b e t t e r  ( l a u g h s )  u m ,  t h e y  s o r t

o f  s a i d  O K  t h e n  w e  b a c k  o f f .

I t  s e emed  t ha t  t he  na r r a t i ve s  o f  t he  chu rch  focused  on  t he  Chr i s t i an  be l i e f

abou t  hea l ing .   However ,  when  the  expec ta t ion  o f  hea l ing  d id  no t  happen ,  they

w i t h d r e w .   I  n o t e d  t h a t  t h e  c o n g r e g a t i o n ’ s  e x p e c t a t i o n s  o f  g e t t i n g  h e r  o n  h e r

f ee t  aga in  even tua l ly  c r ea t ed  an  a tmosphe re  w i th  wh ich  he r  f a the r  was  unab le

t o  c o p e .   

Fu r the rmore ,  t he  con t ro l l i ng  a t t i t ude  o f  t he  hea l th -ca re  i n s t i t u t i on  was

r e f l e c t e d  i n  t h e  p a r t i c i p a n t s ’  s t o r i e s ,  s u c h  a s  K e l ’ s  s t o r y  t o l d  a b o u t  t h e
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con t ro l  and  a t t i t ude  o f  t he  hea l th -ca re  in s t i t u t ion  tha t  made  he r  expe r i ence

humi l i a t i on  in  a  way  tha t  d i s r ega rd  he r  a s  a  pe r son  wi th  a  r i gh t  t o  he r  own

cho ice s .   Tes s  t oo  had  found  a  way  to  be long  to  a  med ica l  a id  because  she

s a i d  t h e  S t a t e  h o s p i t a l  p e r s o n n e l ’ s  a t t i t u d e  w a s  n o t  a l w a y s  e n c o u r a g i n g .   I n

a  sense  they  exper ienced  be ing  t i ed  up  in  a  f ixed  “d i sab led  iden t i ty” .

The  not ion  of  a  f ixed  ident i ty  o f  “ the  d i s ab l ed”  was  r e s i s t ed  by  t he

pa r t i c ipan t s  i n  d i f f e r en t  ways .   Go ing  back  to  t h e  r e s e a r c h  p a r t i c i p a n t s ’

s to r i e s  abou t  l iv ing  wi th  quadr ip leg ia ,  these  cou ld  be  seen  to  re f l ec t  the

mul t ip le  ident i ty  d imens ion  of  l i fe .   Through the i r  s tor ies  the  owning  of  soc io-

cul tura l  ident i t ies ,  economic-pol i t ica l  ident i t ies  and  re l ig ious  ident i ty  could

be  t r aced .   The  owning  o f  iden t i t i e s  was  incorpora ted  in to  the i r  l i f e - s to r i e s

over  t ime  th rough  the i r  soc ia l  in te rac t ions .

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

the  phys ica l  cha l lenges  o f  an  a l t e red  body- image ,  people  who a re  mobi l i ty

impa i red  a re  sh i f t ed  in to  a  sha red  iden t i ty  o f  “ the  d i sab led”  because  the  f ixed

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

the  r ea l i t y  o f  t he  pe r son  who  i s  d i sab led  i s  t ha t  he / she  expe r i ences  body-

image  changes ,  bu t  t he  pe r son  i s  pe r ce ived  and  l abe l l ed  by  o the r s  a s

“d isab led”  and  i s  iden t i f ied  as  dysfunc t iona l .   

I n  a  s ense  a  l o s s  o f  con t inu i ty  o f  “ se l f ”  ove r  t ime  i s  imp l i ed .   However ,  a t  t he

same  t ime  hav ing  a  d i sab led  body  does  no t  mean  d i scon t inu i ty  because  he / she

i s  iden t i f i ab le  in  gene t i c  charac te r i s t i c s  o f  human e x i s t e n c e .   A s  w e l l ,

cons tancy  remains  in  the  sense  o f  be ing  capab le  o f  “keep ing  p romises”  in

f a i t h fu lnes s  t o  “ se l f ”  and  “ano the r”  (R icoeu r  1992 :115 -116 ) .   Ye t  t he

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

resu l ted  in  no t  acknowledging  the  ab i l i ty  to  be  fa i th fu l  to  “se l f”  and

“ano the r” .   The  pe r son  i s  j udged  a s  i ncapab le ,  dys func t iona l  and  he / she  i s

d e p e r s o n a l i s e d .   W h a t  i s  a t  s t a k e  h e r e  i s  t h a t  t h e  p e r s o n  i s  i d e n t i f i e d  a s  a

member  o f  soc ie ty  based  on  a  gene ra l i sed  type  o f  d i sab i l i t y  and  no t  iden t i f i ed



223

in  t e rms  o f  one’s  own l iv ing  re la t iona l  exper iences .   Iden t i fy ing  the  pe r son

based  on  genera l i sa t ion  resu l t s  in  b iases  in  judgment  (Brown 1997:110) .   

An  example  o f  t h i s  i s  de sc r ibed  when  the  r e sea rch  pa r t i c ipan t s ,  Ke l  and  Tess ,

r e fe r red  to  be ing  pe rce ived  as  b ra in le s s  because  o f  be ing  quadr ip leg ic .   I t  i s

a  no tewor thy  po in t  tha t  ca tegor ies  a re  va l id  d imens ions  o f  l i f e ,  bu t  a re  no t  the

only  level  of  ident i fy ing people .   The dis t inct ion is  tha t  people  not  only  know

themse lves  re la t ive  to  o thers ,  bu t  a l so  in  re la t ion  to  o thers .   Tha t  i s ,  one  i s

ident i f iab le  in  re la t ionships  wi th  o thers  in  te rms of  one’s  da i ly  l iv ing

expe r i ences .   Reg ’ s  r e sponse ,  f o r  example ,  t o  a  ques t i on  abou t  f i t t i ng  i n  w i th

d i sab led  peop le  shows  ev idence  o f  r e s i s t ance  to  be ing  boxed  wi th in  a  f ixed

shared  iden t i ty  o f   “ the  d i sab led” .

R e g : . . . U m ,  I  d o n ’ t  n o r m a l l y  g o  t o  j u s t  a t t e n d  g a t h e r i n g s  f o r  t h e  d i s a b l e d

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

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

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

The  above  r e sponse  by  Reg  i l l u s t r a t e s  tha t  he  r e s i s t ed  the  idea  tha t  f r i endsh ip

was  based  on  making  f r i ends  because  o f  the  commona l i ty  o f  d i sab i l i ty .   Soc ia l

in te rac t ion  fo r  h im went  beyond  f i t t ing  in to  a  soc ia l  iden t i ty  re lega ted  by  mis -

formed publ ic  ideologies  about  disabi l i ty .

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

pe r son ,  such  a s  r ecogn i s ing  a  mu l t i f ace t ed  soc i a l ly  i n t e rac t ing  human  be ing

tha t  ex t ends  to  i den t i fy ing  someone  beyond  tha t ,  ba sed  on  gene ra l i s a t ion  tha t

l e a d s  t o  b i a s .   I t  a l s o  a l l o w s  f o r  in terpre t ing  “se l f ”  a s  a c t o r  a n d  s u f f e r e r .   I

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

(Ricoeur  1992:155-156) .

N a r r a t i v e  c a n  t h e r e f o r e  m a k e  o n e  a w a r e  o f  s u f f e r i n g  i n  r e l a t i o n  t o  o n e ’ s  o w n

nar ra t ive  accoun t s  and  one ’ s  t r ad i t i ona l  na r r a t ive  accoun t s .   Consequen t ly ,
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w e  d i s c o v e r  s u f f e r i n g  i n  r e l a t i o n  t o  a g e n t  a n d  t r a d i t i o n .   I n  t h i s  w a y  w e  c a n

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

o f  d i f f e r ences  can  s t r eng then ,  wh i l e  non - r ecogn i t i on  can  damage  pe r sona l

iden t i ty  and  co l lec t ive  iden t i ty .   In  shor t ,  i t  can  o f fe r  be long ing  or  non-

belonging in  a  communi ty  (Brown 1997:112-115) .   

I t  i s  the re fo re  th rough  soc ia l  in te rac t ion  and  re la t ionsh ips  tha t  soc ia l ,  cu l tu ra l

and  re l ig ious  iden t i t i e s  can  be  e i the r  s t r eng thened  o r  neg lec ted .  In  tu rn

mul t ip le  ident i t ies  re f lec t  on  personal  ident i ty  and  col lec t ive  ident i ty  (Ricoeur

1995 :305-307 ;  S te rkens  2001 :78) .   The  r e sea rch  pa r t i c ipan t s ,  t h rough

recoun t ing  the i r  in te rac t ion  wi th  the i r  soc ia l  and  re l ig ious  communi t i e s ,

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

be long ing .   In  con t ra s t ,  i nc reased  soc ia l  i n t e rac t ion  inc reased  the i r  s ense  o f

be long ing ,  be ing  accep ted  and  f ee l ings  o f  we l l -be ing .   L imi ted  space  a l lows

fo r  on ly  min ima l  i l l u s t r a t ion  f rom the  vas t  na r ra t ive  t ex t s  o f  t he  pa r t i c ipan t s .

An  example  o f  t he  above  can  be  g iven  t h rough  r e i t e r a t i on  o f  t he  i nc iden t  o f

Reg  o f f e r i ng  t o  work  a s  a  vo lun t a ry  counse l l o r  a t  t he  c r i s i s  c en t r e  o f  one  o f

t he  chu rches  t ha t  made  con t ac t  w i th  t he  r e s iden t s  o f  t he  s e l f -he lp  cen t r e .

R e g :  T h e  M e t h o d i s t  c h u r c h  s t a r t e d  a  c r i s i s  c e n t r e .   I  i m m e d i a t e l y  w e n t  u p  t h e r e ,

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

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

G o d . . . b e i n g  t h e r e ,  s o  t h e  b o t t o m  l i n e  t o  m e  i s  a g a i n  b e i n g  i n v o l v e d ,  b e i n g  n e e d e d ,

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

R e g ’ s  s t o r y  a l s o  r e f l e c t e d  a n  e x p a n d e d  e x p e r i e n c e  b e c a u s e  h i s  i n t e r a c t i o n  a t

the  leve l  of  volunteer  counse l lor  in  re la t ion  to  h is  t ra in ing  in  psychology

eventua l ly  connec ted  to  h i s  re l ig ious  iden t i ty  as  fe l low worsh ipper  o f  God

when  he  jo ined  a  ce l l  g roup .   I n  t h i s  s e n s e  G o d  was  the  l ink  to  the  shap ing  of

co l lec t ive  and  personal  ident i ty .
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R e g :  . . . a n d  a g a i n  t h e  c e l l  g r o u p  i s  a  l o v e l y  b u n c h  o f  p e o p l e ,  s o  a g a i n  t h e  b o t t o m

l i n e  i s  G o d .  S o  w e  g o ,  w e  r e a d  S c r i p t u r e ,  w e  c r y ,  w e  s i n g ,  w e  l a u g h  a n d  I  j u s t  s e e

i t  a s  f a n t a s t i c .   T h e  g e t t i n g  i n v o l v e d  p e r s o n a l l y ,  I  t h i n k ,  a g a i n  b e i n g  n e e d e d  a s

w e l l .   B e i n g  p a r t  o f  t h e  c o m m u n i t y .

The  na r r a t i ve  con t en t  o f  t he se  i nc iden t s  i n  Reg ’ s  l i f e  i l l u s t r a t e  a  number  o f

th ings  about  the  no t ion  of  mul t ip le  iden t i t i e s ,  pe rsona l  iden t i ty  and  co l lec t ive

iden t i ty .   Soc ia l ,  cu l tu ra l  and  re l ig ious  be l i e f s ,  va lues  and  mean ing  a re

in teg ra ted  and  connec ted  in  the  above  recoun t ing  o f  soc ia l  in t e rac t ions .

Reg’ s  r e l i g ious  va lues  and  h i s  unde r s t and ing  o f  God  a re  l i nked  to  h i s  soc i a l

be l ie f s  and  va lues  as  he  o f fe rs  h i s  counse l l ing  sk i l l  in  vo lun ta ry  se rv ice .

These  in te rac t ions  eventua l ly  resu l ted  in  h im jo in ing  a  ce l l  g roup ,  he ld  in  a

house  ne ighbour ing  the  se l f -he lp  cen t re  he  s t ays  in ,  where  he  cou ld  en joy

soc ia l  and  re l ig ious  in te rac t ion .   

Thus ,  t he  i n t e r ac t i on  t ha t  t ook  p l ace  t h rough  en t ang lemen t  o f  na r r a t i ve s

fac i l i t a t ed  co l l ec t ive  iden t i ty  th rough  a  sense  o f  be long ing  fo r  the  r e sea rch

par t i c ipan t s .   I t  a l so  i l lus t ra tes  the  impor tance  o f  the  no t ion  o f  con t inu i ty  o f

“se l f ”  ove r  t ime  l inked  to  the  co l l ec t ive  iden t i ty  o f  communi t i e s .   The  l ink

between soc ia l  ident i ty  and  re l ig ious  ident i ty  fac i l i ta ted  co l lec t ive  ident i ty

and  s t r eng thened  pe r sona l  iden t i ty .   Reg’s  capac i ty ,  fo r  in s t ance ,  t o  iden t i fy

wi th  soc ia l  d imens ions  o f  l i f e  th rough  vo lun ta ry  se rv ice  to  o the r s  and

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

unders tand ing  of  God  s t reng thened  h i s  pe rsona l  and  co l lec t ive  iden t i ty .   In  a

sense  the  “ s to ry”  o f  t he  Method i s t  c r i s i s  cen t r e  l i nked  to  t he  “ s to ry”  o f

quadr ip leg ia  p rov ided  the  means  to  s t reng then  persona l  iden t i ty .

Consequent ly ,  nar ra t ive  iden t i ty  as  media t ion  be tween  d imens ions  of  l i fe  in

communi t i e s  o r  “ se l f ”  and  sameness  and  “o the r - than - se l f ”  can  d i sc lo se  no t

on ly  human  agency  in  “body  sense” ,  bu t  human  agency  wi th  complex

pe r sona l i t y .   The  pe r son  can  be  unde r s tood  i n  t he  s ense  o f  body  s amenes s ,

acqu i red  hab i t s  and  t r a i t s ,  a s  we l l  a s  a  r e spons ib le  be ing  capab le  o f  be ing  t rue
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t o  “ se l f ”  and  to  “ano the r” ,  and  be ing  t rue  to  mora l  i s sues  in  r e l a t ion  to  o the r s

(Ricoeur  1992:115-118) .   R icoeur ’ s  (1995:309-311)  no t ion  o f  na r ra t ive

i d e n t i t y  t h e r e f o r e  h a s  r e l e v a n c e  f o r  t h i s  s tudy  in  tha t  i t  i s  th rough nar ra t ive

d i scou r se  we  d i scove r  t he  “who”  o f  ac t i on ,  t he  “why”  o f  ac t i on  and  the

“wha t”  o f  ac t ion .

Howeve r ,  Dreye r  (2000 :31 )  po in t s  ou t  t ha t  R icoeu r  ma in t a in s  t ha t  t he

acqu i red  iden t i ty  o f  a  g roup ,  by  i t s  va lues ,  be l i e f s ,  mean ing  sys tems  and

norms ,  mus t  be  cons tan t ly  rev i sed  and  renewed  to  avo id  t rad i t ion  becoming

r ig id  and  s t agnan t .   I t  i s  t he  t ens ion  be tween  s t ab i l i ty  and  change  found  in  the

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

fo rms  the  g roup’ s  i den t i t y  and  connec t s  pas t  and  p re sen t  t o  t he  fu tu re .

Recoun t ing  o f  the  “ s to r i e s”  o f  a  g roup’s  pas t  and  p resen t  co l l ec t ive  memor ie s

paves  the  way  fo r  c r i t i ca l  r e f l ec t ion ,  r e - in te rp re ta t ion  and  rev i s ion  fo r

r e n e w a l .  

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

no rms  and  mean ings ,  wh ich  a r e  r i g id ,  o r  “power  t oo l s”  fo r  t he  p r iv i l eged

g roup  (Dreye r  2000 :32 ) .   An  example  o f  t he  power  o f  r i g id  t r ad i t i ona l  va lue s

w a s  r e c o u n t e d  i n  T e s s ’ s  s t o r y  a b o u t  h e r  c h u r c h ’ s  r e s p o n s e  t o  a  r e q u e s t  t h a t

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

chu rch  l e ade r s  we re  no t  p r epa red  t o  go  aga in s t  t he  t r ad i t i ona l  s t andpo in t  o f

the  church .   Non-ac t ion  o r  ignor ing  ideo log ies  tha t  a re  oppress ive  o r  d i s to r t ed

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

“o the r ’ s”  ac t ion .   The  po in t  t o  be  made  he re  i s  t ha t  r e f l ec t ion  o n  t r a d i t i o n a l

s t ances  can  be  e i the r  cons t ruc t ive  i f  app l i ed  wi th  c r i t i c i sm and  the  intent ion

of  rev i sed  ac t ion  o r  des t ruc t ive  i f  the  c r i t i ca l  d imens ion  i s  neg lec ted .

Thus ,  s i l ence  o r  ignor ing  power -con t ro l l ing  s t r a t eg ies  c rea tes  su f fe r ing  fo r

the  “o the r” .   Hence ,  non-ac t ion  o r  i gnor ing  oppres s ive  soc io -cu l tu ra l

s t ruc tu res ,  ideo log ies  o r  d i s to r ted  u top ian  sys tems  i s  equa l  to  a id ing  and

abe t t ing  the  oppress ion  o f  ce r t a in  peop le .  
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At  p re sen t  i t  i s  su f f i c i en t  t o  unde r s t and  t he  above  t o  mean  tha t  i nnova t ion

requ i r e s  c r i t i ca l  examina t ion  and  ana lys i s  o f  t r ad i t i ona l  s t ances  in  v i ew o f

pas t  p romise s  be ing  kep t  o r  no t  kep t  t o  avo id  s ed imen ta t i on  t ha t  r ema ins

s t a t i c  t o  t he  advan tage  o f  t he  p r iv i l eged  ma jo r i t y .   I n  soc i e ty  o r  t he  chu rch ,

un rev i s ed  t r ad i t i ons  c r ea t e  s t r uc tu r e s  o f  unequa l  power  and  exc lude ,

marg ina l i se  and  d i sempower  peop le ,  such  as  peop le  who  a re  d i sadvan taged  in

mobi l i ty .   Th i s  t r end  o f  though t  wi l l  be  t aken  up  in  the  l a s t  chap te r  in  r e l a t ion

to  pas tora l  work  wi th  people  who a re  mobi l i ty  d i sadvantaged .

Space  l imi ted  fu r the r  i l lus t ra t ion  f rom the  pa r t i c ipan t s ’  r e sponses .   The  above

ana lys i s  o f  t he  pe r sona l  and  soc i a l  con t ex t  o f  t he  pa r t i c ipan t ’ s  s t o r i e s ,

the re fo re ,  in t r igu ing ly  i l lus t ra ted  tha t  the  en tang lement  o f  na r ra t ive  h i s to ry

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

impa i rmen t .   An  example  i s  t he  na r ra t ive  h i s to ry  o f  t he  hea l th -ca re

management  en tang led  wi th  the  bod i ly  impai rment  res t r i c t ions  and  s to r ies  o f

unemployment  tha t  r e su l t ed  in  emerg ing  na r ra t ive  p lo t s  in  each  pa r t i c ipan t ’ s

s t o r y .   

Through  l ink ing  the  emerg ing  p lo t s ,  s imi la r  soc io-cu l tu ra l  aspec ts ,  bu t

d i f f e r en t  pe r sona l  consequences  fo r  e ach  pa r t i c i pan t  we re  i l l u s t r a t ed .   How

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

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

i l lus t ra ted  in  Reg’s  s to ry  when  the  hea l th -ca re  ins t i tu t ion  s l ipped  in  no t i fy ing

him about  h i s  r igh ts  to  a  d i sab i l i ty  pens ion ,  resu l t ing  in  a  f inanc ia l  c r i s i s .

However ,  t he  fu r the r  en t ang lemen t  o f  f ami ly  work ing  toge the r  and  ex t end ing

the i r  boundar ies  to  inc lude  re la t ives  and  f r iends  resu l ted  in  increased  mobi l i ty

and management  of  h is  bodi ly  impai rment .   

However ,  i t  i s  no t  the  end  o f  the  unfo ld ing  nar ra t ive  p lo t s  iden t i f i ed  in  the

p a r t i c i p a n t s ’  s t o r i e s ,  b e c a u s e  w h a t  h a p p e n e d  i n  t h e  p a s t  s e t  t h e  t o n e  f o r  t h e

p re sen t  and  r e f l ec t ed  pos i t i ve ly  o r  nega t ive ly  on  t he  fu tu re .   An  example  o f

th i s  i s  c l ea r ly  i l lus t r a t ed  in  Ke l ’ s  unfo ld ing  s to ry .   The  emerg ing  na r ra t ive
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p lo t s  o f  bod i ly  impa i rmen t  r e s t r i c t ions  and  f inanc ia l  s t r e s s  connec ted  to  the

en tang l ing  na r ra t ives  o f  unreso lved  conf l i c t ing  fami ly  re la t ionsh ips  and

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

en tang lement  o f  na r ra t ive  h i s to ry ,  combined  wi th  the  emerg ing  nar ra t ive  p lo t s

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

of  th i s  fami ly  compl ica ted  and  fu tu re  p rospec t s  f r igh ten ing .   

I t  c l ea r ly  i l l u s t r a t e s  how complex  and  expanded  the  concep t  o f  mob i l i t y

impa i rmen t  i s .   I n  r e l a t i on  t o  wha t  was  d i s cus sed  abou t  t he  ICF  in  chap t e r

th ree  as  to  the  l ink  be tween  bodi ly  impai rment ,  env i ronmenta l  components  and

domains  o f  ac t iv i t i e s  and  par t i c ipa t ion  f rom both  an  ind iv idua l  and  soc ie ta l

p e r s p e c t i v e ,  i t  enab les  wide r  cons ide ra t ion  o f  mob i l i t y  impa i rmen t s .   I t  i s ,  a s

po in t ed  ou t  i n  t he  AIHW (2001) ,  a  mul t i -purpose  c lass i f ica t ion  in  tha t  i t  dea ls

wi th  the  a spec t  t ha t  many  f ac to r s  a r e  a s soc i a t ed  wi th  the  no t ion  o f  d i sab i l i t y .

Thus ,  t he  midd le  g round ,  r e fe r red  to  by  some  p roponen t s  o f  the  soc io -cu l tu ra l

mode l ,  t ha t  p roposes  tha t  t he  pe r sona l  and  soc ia l  con tex t  canno t  be  d ivorced

f rom each  o the r ,  i s  impor t an t .   The  l ink  be tween  bod i ly  r e s t r i c t ion  and  the

soc ia l  con tex t  in f luences  the  ex ten t  o f  soc ia l  in te rac t ion  and  i so la t ion .  

4 . 5   C O N C L U S I O N

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

impl ica t ions  of  acqui red  mobi l i ty  impai rment  for  personal  and  co l lec t ive

i d e n t i t y ?  ( 4 . 1 ) .   I n  r e l a t i o n  t o  t h e  p o i n t s  m a d e  t h a t  d i s a b i l i t y  i s

mul t id imens iona l ,  what  was  h igh l igh ted  th rough  the  par t ic ipan ts ’  s to r ies  was

the  l ink  be tween  bod i ly  impa i rment  res t r i c t ions  and  soc ia l  r es t r i c t ions  to

mob i l i t y .   I t  was  c l ea r  t ha t  t he re  were  bod i ly  r e s t r i c t i ons  due  to  t he  h igh

c e r v i c a l  l e v e l  d a m a g e  t h a t  c o n f i n e d  t h e  p e r s o n  t o  t h e  h o m e  f o r  p e r i o d s  ( 4 . 3 ) .

T h i s  i s  r e l e v a n t  f o r  a  p a s t o r a l  w o r k  p r a x i s  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

in  mobi l i ty  because  the  pe rson  who  i s  a  h igh  ce rv ica l  l eve l  quadr ip leg ia  wi l l

spend  more  t ime  a t  home and  be  absen t  f rom the  fa i th  communi ty ’ s  fe l lowsh ip
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for  long  per iods .

 

I t  was  a l so  c l ea r  t ha t  t en s ion  mus t  be  he ld  be tween  s imi l a r i t i e s  and

d i f fe rences .   The  par t i c ipan t s ’  s to r ies  to ld  o f  many  s imi la r i t i e s ,  bu t  a l so  o f

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

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

quadr ip legia .   Linked to  the  soc io-cul tura l  complexi ty  of  l iv ing  wi th  mobi l i ty

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

d i f f e r e n c e ,  b u t  c o n s i d e r e d  i t  a  f a c t  o f  l i f e  ( 4 . 3 ) .   T h e y ,  h o w e v e r ,  w e r e  j u s t  a s

in s i s t en t  t ha t  t he i r  pe r sonhood  was  a s  anyone  e l s e ’ s .   T h e y  s h o w e d  r e s i s t a n c e

to  be ing  pe rce ived  as  d i sab led  pe r sons  wi thou t  any  pe r sona l i ty  and  r igh t fu l

iden t i ty  o f  the i r  own.   Thus ,  i t  was  n o t e d  t h a t  t h e  p a r t i c i p a n t s  o b j e c t e d

s t rong ly  t o  be ing  sub j ec t ed  t o  de roga to ry  a t t i t udes  and  ac t i ons  t ha t  l abe l l ed

them as  i t ems  to  be  p i t i ed ,  s tup id ,  o r  a  non-person .   Also ,  desp i t e  l augh ing  o f f

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

o r  swayed  them no t  t o  go  whe re  t hey  cou ld  no t  ge t  i n  and  r e su l t ed  i n  t hem

be ing  more  r e s t r i c t ed  i n  mob i l i t y  (4 .4 .3 ) .   Th i s  i s  impor t an t  fo r  pa s to ra l  work

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

peop le .   These  d i f f i cu l t i e s  makes  the  p rob lem of  ge t t ing  to  church  more  than

i t  i s  wor th  the  s t rugg le .

How the  con tex t s  o f  b iomed ica l ,  soc ia l ,  cu l tu ra l  and  even  economic

d imens ions  o f  l i f e  connec ted  wi th  one  ano ther  in  the  d rama of  mobi l i ty

impa i rmen t ,  was  t r aced .   The  soc io -economic  l i nk  wi th  the  mob i l i t y

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

highl ighted  was  the  complexi ty  of  the  f inancia l  s i tua t ion  in  a l l  in te rv iews .   I t

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

s tudy  d id  not  h ighl ight  th i s  aspec t  of  l iv ing  wi th  d isadvantages  in  mobi l i ty .

The  f inanc ia l  s i tua t ion  c lea r ly  made  any  p rogress ive  na r ra t ive  d i f f i cu l t

because  opp re s s ive  economic  po l i t i c s  enhanced  t he  d i f f i cu l t y  o f  su rv iva l  a s

a  person  who  i s  quadr ip leg ic .  
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In  add i t ion ,  wha t  was  c r i t i c i sed  abou t  the  power  and  con t ro l  o f  the  b iomedica l

model ,  was  c lea r ly  ev iden t  in  a l l  the  par t i c ipan ts ’  s to r ies .   The  nega t ive  ro le

of  the  hea l th -ca re  ins t i tu t ion  impos ing  dominan t  au thor i t a t ive  knowledge  and

command about  mobi l i ty  impai rment ,  somet imes  resu l ted  in  regress ive

nar ra t ives .   Las t ly ,  the  connec t ion  be tween  b io log ica l  and  psychosoc ia l  l iv ing

wi th  mobi l i ty  impa i rment  was  c lea r ly  ev iden t .   I t  h igh l igh ted  the  connec t ion

between the  unfold ing  b io logica l  and  psychosocia l  d imens ions  and  how coping

wi th  t he  c r i s e s ,  r e l apse s  and  l o s se s  r e su l t ed  i n  d i f f e r en t  p rog re s s ive ,

r e l aps ing  and  r eg res s ive  na r ra t ives .   The  in t e rac t ion  be tween  b io log ica l  and

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

r emoves  d i sab i l i ty  f rom the  medica l  dominance  and  the  d i f f i cu l t i e s  o f  l iv ing

wi th  mobi l i ty  impai rment  fo r  the  ind iv idua l  and  s ign i f ican t  o thers  a re

h ighl igh ted .   This  wi l l  be  d iscussed  in  chapter  f ive .

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

ass i s t ance  and  the  l a rge r  the  g roup  o f  s ign i f i can t  o the r s  who  go t  invo lved ,  the

more  p rog re s s ive  na r r a t i ve s  emerged .  Where  t he re  was  ex t ended  f ami ly

suppor t ,  t he  s ense  o f  be long ing  was  g rea t e r  and  t he re  was  l e s s  con f l i c t  within

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

w i t h  s o c i e t y  a n d  a  g r e a t e r  s e n s e  of  non-belonging and isola t ion for  the

ind iv idua l  and  fami ly .   I t  was  the  manner  in  which  the i r  s to r i e s  were

en tang led  wi th  b iomedica l ,  soc ia l ,  cu l tu ra l  and  re l ig ious  po l i t i c s  tha t

in f luenced  how each  par t i c ipan t  na r ra ted  h i s /he r  iden t i ty  and  how the  fami ly

coped  wi th  the  sh i f t  be tween  p re - t r auma  and  pos t - t r auma  f ami ly  iden t i t y

( 4 . 4 . 4 ) .

The  r e sea rch  i s  va luab l e  i n  t ha t  i t  d i s c lo se s  t he  ex t ens ive  l im i t a t i ons  o f  t he

h igh  ce rv ica l  l eve l  quadr ip leg ic  who  has  to  l ive  wi th  the  p rob lems  of  ge t t ing

to  p laces  and  the  added  pe r sona l  bod i ly  d i f f i cu l t i e s  tha t  make  i t  ve ry  d i f f i cu l t

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

aspec t s  tha t  the  ind iv idua l ,  f ami ly  members  and  the i r  s ign i f ican t  o thers  have

to  dea l  w i th .   These  a r e  a l l  impor t an t  a spec t s  fo r  Chr i s t i an  f a i t h  communi t i e s
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t o  c r i t i c a l l y  r e f l ec t  on  in  r e l a t i on  to  pas to ra l  work  wi th  peop le  who  a re

mobi l i ty  d i sadvan taged .   More  than  v i s i t a t ion ,  p rayer  and  encouragement  i s

r equ i red .   The  nex t  chap te r  wi l l  d i scuss  a  pas to ra l  work  p rax i s  fo r  peop le  who

are  mobi l i ty  impaired.


