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... the mother is really the one that looks after 

the handicapped c hildren because the husband has 

to work. And then when he comes home tired from 

work he doesn•t want to know how many times that 

day wet on the floor or was sick or she 

had a row with the neighbour because of the kid 

or something else . . • 

(Quote from a mother) 

The y're always in the caregiving roles. Direct 

hands on caregiving roles . • • .  ! think it goes back 

to the traditional my th of women as being primary 

caregivers. The men in positions of power • 

• . •  I think mainly the men I've come into contact 

with within the IHC have been administrators or 

managers or executive staff, something like that, 

and it• s the women w ho do all the hands on, all 

the middle management not usually top 

management ... 

(Quote from a mother) 
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ABSTRACT 

Th i s  d i s sertatio n exam i nes th e w ay s  i n  wh i ch patr i a rch al systems 

struct ure a nd co ntrol the 1 ives of women w ho ea re for peopl e w i th 

i ntel l ect ual d i sa b i l i ti es .  It i s  a rgued that th e p owe r rel a tions  

w h ich de r ive  f rom these sy stems h av e  remai ned h i dde n a nd that  th e 

ri ch ness and d iversity of th e experi ences of these wome n h ave not 

been adeq ua tel y po rtray ed .  

In a n  attem pt to  a uth enti cal l y  capture th e 1 ived experi ence s of women 

w ho cared for peo pl e  w i th i ntel l ect ual d i sa b i l i ti es th i s  d i s serta t io n  

p rov i de s  a n  acco unt o f  th e p e rce pt i o ns o f  th i rty women.  Th ese women 

were mo th e rs of peo pl e  w i th i ntel l ect ual d i sa b i l i ti es and/or pa i d  

worke rs emp l ey ed by the New Zeal and Soci ety fo r th e Intel l ect ual l y  

Han d i cap ped,  a l a rge vol unta ry Orga n i sa tion  prov i d i n g  se rv i ces fo r 

peo pl e w i th i ntel l ect ual di sa b i l iti es i n  New Zeal a nd, hereafter 

desi gnated th e Orga ni sa tio n.  

Ce rta i n  key p r i nci pl es of fem i ni st theory and resea rch a re used to 

dev el op a n  a nal y si s  wh i ch seeks to not o nl y  reveal perti ne\t 

rel ati ons ot pow er, but to exam i ne a nd cr i ti q ue them .  Th i s  proce ss 

contri buted to the dev el o�XT�ent of a means  for tran sform i ng bo th th e 

p r act i ces that co ntrol th e women' s  1 ived expe r i ence s and the  mea ni ngs 

u sed to i nte rpret th ese experi ence s.  

Th e a nal y si s of th e rel ati o ns of pow er th at co ntrol l ed women w ho ca re 

for peopl e  w i th i ntel l ectual d i sa b i l i ties  was advanced i n  rel atio n to 

two key si te s :  the  ho usehol d a nd the Orga ni sati on .  Th e exp l anatory 

framework dev el oped to expl ore th e 1 ived experi ences of th e wome n was  

de r i v ed f rom certa i n  i ntel l ect ual strands in  th e French trad i ti o n .  

I r i ga r ay ' s w ri t i n gs were u sed to el u c i date th e w ay s  i n  w h i ch 

patr i a rch al sy stems ope rate to co ntrol th e women• s 1 ives. Fo uca ul t1 s 

theoreti cal concepts co ntri buted to th e devel o  �XT�ent of certa i n  

tech nol ogi es of pow e r  that ope rated i n  the ho usehol d a nd the 

Orga n i sa tio n .  These tech nol ogies  of pow e r  w h i ch p e rvaded the da i l y  
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1 ives of women relate to both the material conditions of their 

existence and to the social meanings used to def ine thei r 1 ives. 

Several significant themes emerged from the analysis of the women's 

experiences. One of the most important of these related to the 

women's views on the policies of community care. In exam1 mng these 

the women's ambivalent feelings about the implications of these 

changes are articulated. 

Associ ated with this finding the themes also clearly supported the 

view that new ways of explaining women's 1 ived experience must be 

developed. A def initive example of this was the way in which 

feminist theory must continue to re-examine the expl ana to ry 

usefulness of the now familiar private and public dichotomy as a 

concept for des cri bi ng women's experiences. The present research 

identifies some alternatives for explaining and understanding women's 

experiences in the private and public realm. Some possibilities for 

extending this process further are also addressed. 

\ 
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PART ONE 

Q-IAPTER ONE: I NTRODUCTION 

Th i s  thesi s de scr i be s  a nd a nal y ses the way s  i n  w h ich pow er  o pe rates 

to co ntrol th e 1 ives of w ome n who care for peo pl e w i th i ntel l ect ual 

di sa b i l  i ti es. 1 It a i ms to g i ve a n  auth enti c acco unt of the 

In orde r to reveal th e powe r rel ations expe r i e nces of th ese wome n. 

a nd the women' s  pe rce pti o ns of th ese a n  exam i nati on  of th e da i l y  

l ived experiences of w ome n i s  offered . 

Th e stor i es2 of th i rty women w ho ca re for peo pl e w i th i ntel l ect ual 

d i sa b i l i ti es are tol d .  Th ese wome n  are al l part of th e New Zeal and 

Soci ety for th e Intel l ect ual l y  Hand i ca pped C IHC). Th ei r experi ence s 

are descri bed and a nal y sed u si n g  a f r am ework th at seeks to prov i de an  

expl a nati o n  for  how ge nde r rel ati ons o pe rate to  struct ure  women 5 
1 ives .  

Fem i ni st th eory i nforms th e way th i s  resea rch has  been ca rri ed o ut .  

Th e  ve ry essence of f em i ni st theory em bo dies a process that demands 

th at not o nl y  exi sti ng th eoreti cal pe rspecti ves a nd methods for 

ca rry i ng o ut resea rch a re cr i t iq ued b ut that al ternative w ay s  for 

u n de rsta ndi ng the worl d a re al so dev el o ped .  In so do i ng woni en ca n 

dev el o p  strategies  for b r i n g i ng a bo ut change· both i n  th ei r 1 ived 

expe r i ence s a nd i n  th e w ay s  i n  w h ich th ese a re i nterpreted ( Gross .. 

19 86 ) . 

Fem i n i st th eory and resea rch are ba sed on  a pol iti cs th at i s :  

1 

2 

In th i s  thesi s I use th e def i ni ti o n of i ntel l ect ual di sa b i l ity 
that  i s  ado pted by th e IHC < 19 86 ) . Th e te rm refers to tho se 
i nd i v i dual s w hose i ntel l ect ual funct i ons a re si gn i f i ca ntl y 
bel ow average. Th i s  state has  been present f rom a n  ea rl y  age 
a nd they hav e  marked i mpa i rment i n  thei r abi l ity to ada pt to 
the da i l y  deman ds of society .  

Th roughout th i s  thesi s I use th e word • story/stori es' beca use 
it ca pt ures the w ay i n  w h i ch '1/0men tal k a bo ut th ei r lived 
expe r i ence s. The tel l i ng of stori es i s  ofte n  the f i rst 
o pport u n i ty for  w ome n  to tal k at l en gth a bo ut th ei r pe rceptions 
of th e real ity of thei r 1 ives.  
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directed at changing existing relations between 
women and men in society. These power relations 
structure all areas of 1 ife, the family, education 
and wel fare, the worlds of work and politics, 
culture and 1 eisure. They determine who does what 
and for whom, what we are and what we might become 
(Weedon, 1987: 1). 

Contemporary feminism has its roots in a women s movement that has 
many strands. Feminist the ory is not unitary because it is derived 
from a range of concepts and views about the world. While feminists 
may agree that one of the primary issues is concerned with exploring 
and understanding p ower relations, feminists have over time devel aped 
a variety of ways of determining how this p ower is structured and 
from where it is derived. 

Although as Weedon (1987: 2) p oints out feminists may take as their 

starting p oint gender and "the patriarchal structure of society" they 

wil 1 have "di f ferent ways of understanding the meanings and 

implications of patriarchy1 from within feminism" CWeedon, 1987: 4) . 

In this thesis I will briefly describe three major strands of 

feminist thought: liberal feminism. socialist feminism and radical 

feminism. 

Liberal feminists believe that women are oppressed because of their 

lack of equal rights and educational opp ortunities. They attempt t o  

achieve full equality for women in all spheres of life but do not 

focus on radically transforming pal itical and economic systems. 

In her publication A Vi,'ndication of the R.1.iJ,hts of Women <1792), Mary 

W ollstonecraft2 takes the prevailing egalitarian principles and dares 

to apply them to women, arguing that women have the same capacity to 

reason as men do For Wall stonecraft the key to wome n s emancipation 

1 The term patriarchy refers to p ower relations wherein women s 
interests are subordinated to those of men. These power 
relations take many forms "from the sexual division of 1 abour 
and the social organisation of procreation to the internalized 
norms of femi nity by which we 1 ive11 CWeedon, 1987: 2). 

2 I have been selective in referring to only certain writers in 
order to provide examples of the three strands of feminism I 
discuss. I have attempted to cite those writers who provide a 
comprehensive overview of the feminist thinking they adopt, 
represent, or critique. 
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i s  edu catio n .  Nea rly two ce nturies later th i s  bel i ef. pe rsi st s. 

Betty Fri eda n, for exam pl e, i n  Th e Fem i ni ne My stique ( 1963) attacks 

sexi st d i s c r i m i natio n and  i nv i tes women to develo p to th ei r f ull 

potenti al th ro ugh educa ti on  and  em pl oy ment. 

Ei sen stei n• s  work The Ra di cal Future of L i beral Fem i ni sm <19 80) 

p rov i de s  a n  excellent rf!N i ew  of th e strengths a nd w eaknesses  of 

mo dern  l i ber al f em i ni sm. Accord i n g  to Ei senstei n, l i beral femi ni sm 

needs to be radi cal i sed a nd i ts str ategi es extende d to i ncl u de a n  

a naly si s o f  th e w ay s  i n  w h i ch th e State can b e  ch alle nged .  

Soci al i st f em i ni sts  bel ifN e th at th ere is  not a natural femal ene ss 

but that gen de r  i s  "soci ally produced and  h i stori cally cha n g i ng "  

< Weedo n, 1 987: 4) . Th ese f em i ni sts 1 i nk patr i archy to cl ass and a ny 

ch a n ge for w ome n must of neces si ty em bo dy a total tran sforma tion of 

cur rent eco nom ic a nd soci al sy stem s .  

Al tho ugh  soci al i st f em i n i sts  ba si cally acce pt th e h i stori cal 

materi al i sm  of Ma rx a nd Engel s most a re cr i t i cal of thei r anal y si s of 

wome n.  J ul i et Mi tch ell i n  her  work Wome n s Estate ( 1971) uses 

Ma rxi st th eory to try to unde rsta nd th e reasons  beh i nd women' s  

o p pres sio n.  Mitch ell att em pts to expl a i n w ome n1 s  explo ita tion  i n  the 

workpl ace a nd sh e 1 i nks th i s  to women; s rol e i n  the f am il y .  Mi ch elle 

Ba rrett s text Wome n s Opp res sio n To d ay (19 80) ill ustrates and  

prov i des  a n  extensi v e  a nal y s i s of  some of  th e obj ecti ves of soci al ist 

f em i ni sm and  o utl i nes th e c urrent de bates associ ated w i th th i s  strand 

of f em i ni sm .  

Radi cal f em i n i sm "e nv i sages a new soci al orde r  i n  w h ich women w ill 

not be s u bordi nated to me n and f em i ni ty a n d  fem aleness w ill not be 

de ba sed a n d  dev al ued" ( Weedo n, 1 987: 4) . Radi cal fem i n i sm attempt s 

to se parate w ome n f rom the patri a rch al stru ct ures i n  order to allow 

women to recov er and a sse rt t h ei r true nature. 

Key p ro po ne nt s  of radi cal f em i ni sm are S imo ne de Bea uvoi  r,  Sh ul ami th 

Fi resto ne and  Ma ry D al y .  L uce Ir i gar ay ,  w hose i deas I util ise i n  

thi s  thesi s, wo ul d  al so be locate d w i th i n  th i s  catego ry . de 

Beauvoi  r s cl assi cal te xt Th e Seco nd Sex ( 1972) exam i nes  the 

constrai nt s  on w ome n, a rgues that "w ome n are ma de, not born"  and  

adv ance s th e notion  of women a s  th e O the r. 
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Fi re sto ne' s  d ef i n i tive work Th e  D i al ecti c of S ex (197 2) argues that 

th e ba s i c  cl ass d i v i s i o n  and o p posi ti o n  in soci ety is  th e sex ual

re productive orga n i satio n - th e f am ily, and  sh e argues th at all oth e r  

o ppr essi o ns, s uch as eco nom ic a nd rad i cal oppressi on de rive  f rcrn th e 

sex ual d iv i sion  betwee n me n and  wome n. In  Gy n/Ecoloqy < 1 97 8) D aly 

al so attem pt s to a rti cul ate th e nature of women ' s  o ppressi o n  a nd to 

em ph a si se th i s  she creates a langua ge of h e r  ow n.  D aly enco urage s  

women to w i th draw f rom men and dev el o p  a se pa rate women 1 s cul ture. 

Some theori st s  wo ul d  categori se her as  a c ul t ural f em i n i st.  

W h il e  I acknow 1 edge th e important co ntr ib uti o ns of all of these 

strands of f em i ni sm, I do not w i sh to cri t iq ue these f urth e r  as  th i s  

i s  bey o nd t h e  sco pe of th e pr ese nt proj ect. Rath er, I use th ese as  a 

poi nt of de pa rt ure for arti c ula ti n g  the comm i tme nt of f em i ni sm to 

make se nse of cur rent co nfl icts  i n  th e da ily 1 ived ex pe r i ence s of 

w ome n.  Th i s  i s, I a rgue, th e f i rst stage i n  the process of cha nge 

and it must be accom pa ni ed by a proce ss th at begi ns to dev el o p  

alternative  w ay s  of v i ew i ng th e worl d  f rom a woma n ' s pe rs pective.  

Th i s  l eads to th e transform ati on  of both th e materi al co ndi tions a nd 

al so th e w ay knowl ed ge i s  u sed to i nte r pret th e 1 ived ex per i ences of 

women. In o r de r  to do th i s, I bel i ev e  o ne must begi n f rom a deta il ed 

understan d i n g  of w ome n ' s da ily l ives.  How ev e r, as Weedo n ( 19 87) 

s ugge sts, to make se nse of th i s  o ne must h av e  a "th eory " a bo ut "th e  

r elationsh i p  be twee n ex pe rience, soci al power and r e  s i  stance . • •  " 

(Weedo n, 19 87 : 8) . Weedo n <19 87) a rgues th at any theory : 

must be  a bl e  to ad dress w ome n ' s ex pe rience by 
show i ng w here i t  corn� f rom and how it rel ates to 
mate r i al soci al practi ces and  the power  r elatio n s  
w h i ch structure  th em • • • •  Th i s  i nvol ves understa ndi ng 
how pa rticul a r  soci al structure s and processes 
create th e co ndi tions of ex i stence w h i ch are at o ne 
and  th e same time both materi al and  discursive  
( Weedo n, 19 87 : 8) . 

Th i s  "th eory " m ust al so show how resi sta nce s dev el o p  a nd how "new 

m o des of subjectivity" 13n e rg e  to ope n up t h e  "po ssi b il i ty of 

pol iti cal ch ange "  ( p . 9 ) .  
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Wh il e recogni s i n g  that  such theories  must recogni se th e importance of 

th e struct ures of cl ass a nd th e way s i n  w h i ch patr i a rchy ope rates 

w i th i n  th e sy stems of ca pi tal i st r el a tion s, th i s  the si s  ado pt s a 

d i fferent as pect of fem i ni st anal y si s .  Much o f  th e fem i ni st 

1 iterature u sed by New Ze al and f em i n i st theorists  i s  der ived f rom 

those w r i ters w ho h av e  exam i ned the way s  i n  w h ich th e ca pi tal ist 

sy stem o perates to co ntrol wome n. Th i s  work general l y  ori gi nates 

f rom E urope and th e U SA .  

I t  i s  not my a i m  to prov i de a def i ni tive a nd extensive  cri tiq ue of 

the de bate a bo ut th e r el a tion sh i p of patri a rchy to ca p i t al i sm as th i s  

i s  al ready cl ea rl y  arti c ul ated i n  th e l i terature. In th i s  resea rch 

my i nterest i s  i n  u n dersta n d i n g  o ne parti c ul ar  as pect of wome n ' s 

exi stence a nd th e w ay s  i n  w h ich men h av e  co ntrol l ed the l ives of 

w ome n . The perce ptio n s  of wome n  w ho care fo r peo pl e w i th 

i ntel l ect ual di sa b i l iti es a nd th ei r i nterpretati ons of th e soci al and 

c ul t ur al processes  are expl ored and a nal y sed.  If  th i s  pe rs pective i s  

t o  be ca tego r i sed o ne w o ul d 1 ikel y pl ace i t  w i th i n  th e f ramar�ork of 

radi cal f em i ni sm. How eve r, my co ncern i s  not to show h ow wome n  h ave  

a di f ferent esse nce f rom men but  to  show ,  by exam i n i ng women ' s 

pe rce ptio n  of th ei r da i l y  1 ived experiences, how the se experiences 

a re soci al l y  co nstructed a nd g iven meani ng.  

Th i s  v ie« is de r ived both fr om my readi ngs of f em i n i st theo ry and 

f rom my expe ri ence s i n  w orki ng al ongs i de women w ho ca re for peo pl e 

w i th i ntel l ect ual d i sa b i l i ti es ( Munford,  1983 , 19 86 ,  1987 ) . My 

expe r i ence h as show n th at al tho ugh women h av e  co ntr i buted 
__.. 

s u bstanti al l y  to th e dev el o1XJ1 e nt of se rv i ces for peo pl e w i th 

i ntel l ect ual d i  sa b i l  iti es i n  New Zeal and the work t h ey  hav e  do ne has  

bee n h i d de n  and  me n co nti n ue to control th e w ay s  i n  w h i ch the da i l y  

1 ives o f  women a re co nstructed. 

My rese a rch i s  ba sed o n  mate ri al de rived f rom the French tradi ti on. 

O ne of the prima ry co ncern s of th e French fem i ni st s  i s  to di sru pt and 
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then rea>nstruct the symbolic disa>urses which manifest themselves 

through 1 anguage (Barrie, 1 987 ) . For writers such as Irigaray an 

essential project for women is to develop a language which correctly 

portrays the way in which women view themselves and the world they 

are part of. Women begin this project by reflecting on their current 

reality and their daily 1 ived experiences. In so doing they reveal 

the ways in which phallocentric disa>urses represent the male as 

"normal" and women as the "other" (Irigaray, 1 985 ) . 

I use the writings of Irigaray and in particular her approach to the 

analysis of the place of women in the social order as a basis for 

developing a framework that explains h� power relations operate in 

the daily 1 ives of women who care for people with intellectual 

disab ilities. I am roncerned with discovering what happens to these 

women on a daily 1 evel and how structural systems support the power 

relations. My interest is in the unpaid and underpaid work carried 

out by women who care for people with intellectual disabilities at 

two key sites - the household and the Organisation. Women's unpaid 

work generally takes place in the household and in a private real m. 

This work is intricately 1 inked to women's relations with the 

Organisation. 

The relationships between the private and public sphere and the way 

women's work in the household is viewed as marginal in an ea>nomic 

system, that determines what is and what is not valuable, must be 

addressed. Women's work in the household and in the organisations 

they are part of may be categorised by men in ways that the� labour 

will be useful but at the same time devalued (Barrett, 1981 ) . 

Barrett and Macintosh ( 1982 ) also point out that the dichotomy 

between the public and private realm can lead us to make incorrect 

assi.ITiptions about the influence each sphere has on one another. They 

argue that the interplay between the two spheres must be more clearly 

articulated. Women have in fact had some influence in the public 

realm but their contributions may have either been devalued or 

ignored. The publ ic real m also has an impact on what happens in the 

,, 
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private real m. The household cannot be viewed as a haven for women 

as this is where the power relations can have the most intensity and 

impact on women 1 s 1 ives. 

It is my understanding that feminist theory should, in the process of 

telling women's stories, provide n ew  ways of understanding the 

meaning and perceptions of women's lives. I adopt Irigaray1s ( 1985 ) 

view that not only the social practices but the theory used to 

describe these practices must be challenged. It is not enough that 

women are added on to the existing social s cientific categories and 

methods of investigation. New categories for describing and 

understanding the reality of women may have to be created. If not, 

suggests Irigaray ( 1985 ) ,  the order of power is not challenged but 

merely reversed. 

In this thesis, Irigaray < 1985 ) and Foucault < 1977 ,  1 97 8, 1 980 )  are 

used as a basis for developing a theoretical framework for exploring 

and analysing the relations of power experienced by women who care 

for people with an intellectual disability. I am concerned with 

discovering women's perceptions about these power relations by 

exploring the meanings they give to their daily 1 ived experiences. 

Power relations will have different meanings for women depending on 

the roles they are carrying out. To understand the specific effects 

of power the techniques that are used to control women who care for 

people with intellectual disabilities are des cribed. I present a 

detailed description of the women's daily 1 ives. _)rigaray ( 1985 ) 

argues that an understanding of the intricacies of how power operates 

at this level will provide a clearer image of the global effects of 

power. 

Fouca ul t' s w ri ti ng < 1977 ,  1 97 8,  1 980 ) i de ntif i es some techniques for 

exploring the technologies of power. As Weedon ( 19 87 )  points out 

Foucault's categories are useful in that they help one understand the 

precise effects of power and they also allow for the articulation of 

women's perception of power relations. I show how certain 
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technologies of power operate within the household and the 

Organisation in order to maintain the current positions of women who 

care for people with intellectual disab ilities. 

Women who ea re for people with intellectual di sabil iti es may have 

sim ilar concerns to those of other women but they will also have some 

unique experiences. These are directly related to the daily 

activities they carry out in the process of caring for and working 

alongside people with i ntell ectua 1 di sabi 1 iti es. 

The Context: The New Zeal and Society for the Intellectually 

Handicapped CIHC) 

The women1 I interviewed are part of the IHC (The New Zealand Society 

for People with Intellectual Handicaps). The IHC is one of the major 

service providers for people with intellectual disabilities in New 

Zeal and. The State through the Depa rtnent of Health funds 1 arge 

institutions and these are acini ni stered by Hospital and Area Health 

Boards. The majority of the community services are run by the IHC 

(Singh and Wilton,  1985). The State funds the IHC to carry out its 

responsibilities. The level of funding has to be re-negotiated each 

financial year. 

The IHC was set up in 1949 because it was perceived that the State 

was not providing for the needs of people with intellectual 

disabilities and their families. Parents were concerned that they 

could not gain access to appropriate community services, for ex ample, 

educational resources and relief se'lices. 

specialised services set up for their children 

community so they caul d keep their eh il dren at 

They wanted to have 

(Batting, 1972) in the 

home. This meant that 

adequate education and relief services was a first priority. Up 

until this time they had been forced to send their children away to 

institutions or to keep them at home with no support to do this. 

1 Although one of the women in my study was Maori I did not 
examine the implications that ethnicity has for the 1 ives of 
these women. I acknowledge the importance of ethnicity but it 
requires extensive examination which is beyond the boundaries 
of this researc h. 
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The parents who began the IHC sought goverrrnent funding to help them 

set up services. There was over the years a constant battle for 

funding (Riseborough, 1983). In 1973 the goverrrnent took a more 

active financial role when Hospital Boards were given funding to 

build group homes and vocational centres and the IHC was given the 

task of administering these. The IHC also continued to build its own 

facilities. 

In 1988 the IHC employed approximately 3000 staff in o¥er 41 branches 

spread throughout New Zealand. The Organisation is managed by an 

el ectad committee made up of parents and any member of the public 

interested in developing policy for the implementation of services 

for people with intellectual di sabi liti es. The voluntary sector of 

the Organisation employs staff to implement its policy. It is 

estimated that seventy percent of all staff are women but that of the 

total staff only twenty percent of women are in senior management 

positions. 1 

The primary aim of the Society is "to promote the physical, 

educational, economic and social welfare of the intellectually 

handi ea pped" <The New Zeal and Society for the Intellectually 

Handicapped CIHC) 'Constitution and Rules', 1984, p. l>. The 

organisation employs a National Director and a number of Regional 

Directors. These people are supported by regional service personnel 

and Regional Accountants. Branches are administered by the elected 

committee and a Branch Manager; Services and caregiv i ng staff are 

employed to provide and coordinate services; to provide direct care 

in pres chool, residential and vocational facilities; to provide 

social work, support services and community outreach programmes, and 

to provide staff training <Annual Report, 1987). 

1 It is predicted that this figure is also representative of the 
composition of women involved in the committees that control 
the decisions made by the IHC <1987). 
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Parents and other volunteers had until the 1950s the major 

res ponsibility for developing pal icy for the Organisation. In 1968 

the IHC employed a National Services Adviser (Riseboroug h, 1983). 

Fran this point on an increasing nlJTlber of the major decisions were 

initiated by paid employees. Parents can still have a voice through 

the committee structures but it is the paid staff and other 

professional groups who have a major influence u pon the direction the 

Organisation takes (R iseborough, 1983). 

The near monopoly that the IHC has on the provision of services for 

people with intellectual disabilities can restrict the choices 

families have. If families are not satisfied with the services of 

the IHC the alternative option is to send the child to a large 

institution. This institution will generally be geographical 1 y 

isolated and families will have to travel long distances to visit 

their eh il d. 

In 1975 the Disabled Persons Community Welfare Act was passed. One 

of the Act's sections allowed for the provision of paid relief 

services to families who had members with a disability. The State 

passed the role of providing relief services in the community over to 

voluntary agencies. However, there has not been a compr ehensi ve 

State policy for people with intellectual disabilities (Annual Report 

of IH C, 1985 ) . 

The Ministerial Task Force on Social Welfare Services ( 1987) has 

recommended that changes be made to the provision of services for 

people with di sabil iti es. The Task Force proposed that an Office of 

Disability be established/a ensure that there is equity for people 

with di sabil iti es. The Task Force was concerned that people with 

disabilities are often subject "to negative stereotyping which 

contributes to their low political status and the neglect of their 

needs" (p.63). The Office would operate to coordinate the services 

of community groups providing services. It would have to develop a 

comprehensive policy that could ensure that there is adequate 

provision for people with intellectual disabiliti es and their 

families. 
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The lack of a comprehensive policy for people with intellectual 

disabilities was a major criticism presented in some of the 

submissions received by the Royal Commission on Social Pal icy 

<1987/1988). The Commission recei ved a 1 arge number of submissions 

detailing the ways in which services for people with disabilities and 

their families should be extended. These pointed out the need for a 

review of how community services are provided <Preliminary Report of 

Royal Commission on Soci al Pal icy, 1987/1988). 

The Commission received submissions which highlighted how the burden 

of care is usually the res ponsibility of women. These submissions 

outlined the d il anmas facing women who often have to choose between 

meeting thei r own needs or those of their children. The two are 

sometimes in co nfl i et. 

The submissions and subsequent reports of the Royal Commission on 

Social Policy have been some of the first official documents to 

accentuate the diff icul ti es women have. Bright and Wright <1986) who 

have analysed policies of community care in Australia ma
_
ke the point 

that there is absence of critical studi es on the role women have in 

caring for people with disabilities. There is an expectation that 

women will care and if they do not it may be vie«ed as an indi vidual 

failing. The 1 inks with pal icy and possible pal icy failures and 

misconceptions may not be revealed. 

Women Who Care 

Although in New Ze alj'nd there have been a number of studies carried 

out about women who care for people with intellectual disabilities, 

these generally provide only a description of their experiences. 

There are very few that provide an adequate analysis of women's 

experiences. 
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Betting <1972) has been one of the only writers in New Zealand to 

mention the unique role women have had in the developnent of IHC's 

services. Betting <1972) in his oral history of IHC suggests that 

women have had to carry out the wishes of those who make the 

decisions. These women may have no input into these decisions. He 

states that although the: 

mothers of the intellectually handicapped were not 
actual 1 eaders, they were certainly the great 
' powers behind the throne' which produced the 
leaders to do the ground work that led eventually to 
prov iding the present day services of the 
intellectually handicapped • • •  <Betting, 1972: 1). 

However, Betting <1972) only mentions the role of women. No formal 

analysis of this role was carried out. Cl'letwynd, Calvert and Boss 

<1985) carried out a New Zeal and study on the impact of an 

intellectually handicapped child on fcrnily 1 ife. They. make s ome 

interesting comments about the isolation women feel and their 

difficulty in accessing appropriate services for their 

daughters/sons. This created stress for these women and often had a 

negative i m pa et o n other f am il y m an be r s. 

Although this study was useful in revealing women's experiences it 

did not use this information to show how gender relations influence 

these experiences. Neither did it analyse women's involvement with 

the voluntary agency and the State and the relationships between 

these spheres. One must use overseas studies to provide some 

guidelines for how New Zealand studies may proceed. Finch and Groves 

<1983) in their book A Labour of Love include several articles by 

authors who outline the experiences associated with caregiving. 

/ 
Graham ( 1983), for example, in her chapter 'Caring: A Labour of 

Love' examines the concept of care and what it really means for 

women. She examines how different branches of social science such as 

psychology may have been useful in examining the roles of women and 

the demands the caregiving role places on women. However, she also 
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points out the inadequacies of many of these frameworks in that they 

do not 1 ink individual experiences to global policies. She suggests 

that a framework that also encompasses activities on the 1 evel of 

policy is necessary. 

Ungersen 0983) in her chapter 'Why Do Women Care?', states that 

"women rather than men predominate amongst informal carers because 

there are powerful material and ideological forces that determine 

that they will do so" (p.49). She suggests that the State uses 

social policies to reinforce ideas about sex roles. The State's 

perceptions may be incongruent with the actual experiences of women. 

In their chapter on 'Employment, Women and Their Disabled Children', 

Baldwin and Glendinning 0983) des cribe the daily care tasks women 

carry out. They show how these tasks can restrict a wom an's choices. 

For example, they can prevent women from taking on paid employment. 

Baldwin and Glendinning argue for a re-evaluation of the roles of men 

and women with respect to the domestic sphere and a move towards 

better relief services. Chetwynd, Cal vert and Boss ( 1985) in their 

New Zealand study also point out the inadequacy of relief services 

both in the quantity and quality of these. Additional services such 

as adequate equipnent, travel arrangements and management programmes 

for the eh il d a re required . 

Lesl ey Rimmer 0983) in her chapter 1 The Economics of Work and 

Caring' illustrates how there is a misconception that community care 

alternatives cost 1 ess than other alternatives such as state-run 

facilities. She comments that it appears that community care costs 

are 1 ewer because funding criteria only account for public 

expenditure costs. The costs that women experience are generally not 

calculated. Co�s such as the psychological costs of eo ping with a 

child who will always require care are not included in official 

statistics. These are the hidden costs of care. Rimmer 0983) 

suggests that the State will continue to pass on the burden of care 

to voluntary groups. The costs voluntary agencies incur may then be 

passed on to women. As Rimmer (1983) comments, the roles of women 
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and men must be re-negotiated so that caring for dependents becomes a 

valued task. 

Ayer and Al aszewski <1984) in their extensive study of mothers of 

children with intellectual disabilities also point out the need for a 

re-examination of roles. They suggest that feminist theory can help 

reveal how patriarc hy has functioned to control decisions and 

resource allocation. They also comment that women carry the burden 

of care and many do not make their own needs known. 

All of the English studi.es cited have a common element in that each 

recommends the need for a planned approach to care. This would begin 

with a re-evaluation of the role of men and women and the ways in 

which the State and community organisations view the place of 

caregiving in our society. The problem of who will care for those 

people who are non-productive and require extensive support will not 

vanish. It requires more than an ad hoc approach to planning and 

both the material and ideological forces that impact on the 

caregiving role must be examined. 

Bright and Wright (1986) make some interesting comments about 

services in Australia. They discuss the ways in which "the move to 

community-based services has a 'hidden agenda' for keeping women out 

of the labour market and in their homes to provide unpaid welfare 

services for their families" (Bright and Wright, 1986: 225). They 

suggest that there is an assumption that women will choose to stay at 

home and that in the planning for services there is no mention about 

why it is not men who will choose this. There is a belief that women 

are the "natural caregivers". Bright and Wright (1986) are concerned 

that women who care for people with disabilities provide a low-cost 

form of residential care which extends far beyond that of other 

mothers. ;eople with intellectual disabilities may require lifelong 

care. 

They state that government policies: 
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do not encompass a holistic perspective of the 
family in an economic and cultural context, the 
danand for their develo pnent, is increasingly 
heeded. Much of the present devel opnent calls for 
needs to be met at a local level by the 
participation of community groups and agencies, as 
well as by fCfllilies. That is to say, the current 
ideology supports the shift of res ponsibility away 
from the control of centralized goverrrnents (Sri ght 
and Wright, 1986: 226). 

Voluntary agencies such as the IHC accept this res ponsibility which 

may then be passed on to the women who care. There is an inherent 

conflict as Bright and Wright <1986) point out between the needs of 

people with intellectual disabilities and those of their fCfllilies. 

This also happens in New Zeal and. For example, the National 

Conference of the IHC in 1986 discussed the ways in which people with 

intel lectual disabilities could be encouraged to use a large range of 

community services. This required more suppor_t 'from their families 

and the people who are currently working alongside than. Policies of 

normalisation and integration which exist alongside policies of 

community care to ensure that people with intel lectual disabilities 

have the same choices as their non-disabled peers, may have the 

unintended outcome of putting more pressure on families. The person 

with an intellectual disability may be only able to 'reach their 

potential' if their family has the economic means to al low than to do 

so. Bright and Wright (1986) suggest that the policies of government 

must be matched with the needs of 1 ocal communities and of 

individuals. The implications of State policies must be examined at 

all levels. 

My research examines the experiences of women at two key sites - the 

household and the Organisation - in order to describe and analyse 

their experiences in detail. The sacrifices women have made have flot 

been c �tically examined with respect to the context of the IHC as a 

major service provider. The issues revealed in the studies cited are 

useful in guiding the setting up of this research. It is essential 

to not only describe the context of care but to also examine why 
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wanen ranai n in these roles. The research is also based u pon my 

findings in previous studies and work in this area, both in New 

Zealand and in Canada (Munford, 1983 , 1986, 1987). 

Thirty wan en were interviewed. Fifteen of these wan en were mothers 

and fifteen were paid workers. All of the mothers had adult children 

over twenty years old. The paid workers had all been employed by the 

IHC for more than five years. This enabled me to capture the wanen' s 

perceptions of their 1 ived experiences over a substantial period of 

time. 

The many years of involvement of these women with the IHC and in 

caring for people with intellectual disabilities enabled me to gain 

an understanding of their experiences over a long period. Appendix 

One describes the characteri sties of these wanen. I was able to 

describe and exp lore the impact on women's 1 ives of changes in the 

policy of the Organisation and of the State. Sane of the mothers had 

been invol ved in the establishment of the IHC. The everyday 

experiences of these wanen will be examined in detail and their 

experiences in their households and with the Organisation will be 

des cri bed and analysed. The concept of gender enables me to show 

some common experiences between the 1 ives of the mothers and of the 

paid workers. By des cribing the experiences of both groups on a 

daily level it will be show n how the practices of the Organisation 

functioned in ways that assumed certain roles for women. 

The Form of the Thesis 

Chapter Two discusses the theoretical framework I used to exp lore and 

analyse the experiences of wanen who care for people with 

intel lectual disabilities. This includes a discussion of the nature 

of power and the levels wherein it operates. It begins with a 

discussion of the way power operates to control wan en in the 

household and then considers how power relations operate in the 

Organisation. It examines the ways in which certain technologies of 
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power uphold the relations of power. This chapter also includes a 

discussion of the ways in which women may develop resistances to 

power relations. 

Chapter Three examines the research process - the methodological 

framework that orders the way I carried out my research. It 

describes how I chose my research topic and the women interviewed and 

explains the way the investigation was carried out, The way the 

information was analysed is also outlined. 

research are articulated in this chapter. 

Fern i ni st pri nci pl es of 

Chapter Four and Chapter Five describe and analyse in detail the 

experiences of the women in the household. A ni.ITlber of themes that 

emerged from the women's stories of their 1 ived experiences will be 

discussed. The theoretical framework outlined in Olapter Two is used 

to interpret the stories the women have shared with me. 

Olapter Six and Olapter Seven des cribe and analyse the women's 

stories about the Organisation. As with the analysis of women's 

experiences in the household, the theoretical framework outlined in 

Chapter Two is used to interpret the stories the women have shared 

with me about the Organisation. Olapter Eight analyses the res ponses 

women have made to the relations of power present in the household 

and in the Organisation. 

The final chapter SLITlmarises the major findings and makes some 

predictions about the ways in which the lived experiences of women 

who care for people with intellectual disabilities can be further 

explored and analysed. It discusses the dominant themes that emerged 

from the women's stories and the ways in which these can contribute 

to further studies about wanen who care for people with intellectual 

di sabi liti es. 

Some 1 inks with other groups of women are made and some observations 

about women's 1 ives are shared with the reader. The aim is to show 

how women do share some common experiences and how these can be used 
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to eh all enge the current theoretical constructs that may not have 

acknowledged the place of women in social science research. It is 

not to say that all wcmen's realities must be categorised in the same 

way but rather that out of the diverse experiences of these women 

there are some ccmmon themes that can be used to further our 

understanding of the reality of women who care and in many instances 

about women in general. 
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a-tAPTER TWO: THEORETICAL PERSPECTIVES 

This chapter develops a theoretical framework for ex amining the 

relations of power experienced by women who care for people with 

intellectual disabilities. The aim is to discover the ways in which 

power operates to control these women. 

The first section explores current thinking about feminist theory and 

research. This provides a context for developing a framework for 

examining the relations of power that operate to control women. In 

this section I explore the relationship between gender and class and 

the ways in which power has traditionally been defined. This leads 

into a discussion of the ideas of Michel Foucault and Luce Irigaray. 

Both these writers have influenced the ways in which I view power 

relations in that they provide alternative ways for looking at the 

way power operates. A theoretical framework for analysing the 

experiences of the women who care for people with intellectual 

disabilities in the household and the Organisation is developed. 

Fem inist Theory and Research 

Feminist theory and research have influenced the way in which I have 

carried out this stu d y. As described in Chapter One feminist theory 

and research is concerned with discovering ways that more 

authentically represent the diverse experiences of women. It begins 

with a critique of patriarchal structures and the manner in which 

these have controlled social s cientific investigation. This critique 

identifies a process whereby alternatives to patriarchal systems can 

be constructed. Gross argues: 

On the one hand, feminist theory has radically 
questioned and attempted to undermine the 
presumptions, methods and frameworks of 
phallocentric or patriarchal discourses and 
disciplines. On the other hand, feminist theory has 
simultaneously attempted to explore and develop 
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alternatives to these 
bringing into being new, 
feminine perspectives on 
185). 

ph all ocentri c systems, 
hitherto unarticulated, 

the world (Gross, 1986: 

Feminist theory is about challenging and deconstructing current 

social dis courses and social practices and simultaneously creating 

new categories for describing and understanding the reality of women. 

Because the unique experiences of women must be revealed, women as a 

group must not be added on to existing social scientific categories 

and methods of investigation. The systems that have ignored or 

misrepresented women's experiences must be transformed not merely 

reversed. 

Theoretical constructs cannot be developed without an ongoing 

dialogue with the reality of women's lives. I take the view that 

theory is practical in that its very formulation must take into 

account and incorporate what is the 1 ived experience of the women one 

wishes to study. Research is not a process wherein the social 

s cientist removes herself from the daily experiences of wanen in 

order to develop an explanation of what reality is like. I 

acknowledge the important role women have in the development of 

alternative theoretical frameworks. There must be a dynamic 

interplay between theory and practice "in whi eh women's 

subj ectiv iti es and experiences of every day 1 ife become the site of 

redefinition of patriarchal meanings and values and of resistan ce to 

them • . •  " CWeedon, 1987: 6). 

This process begins by retelling familiar stories CGoodnow, 1986). 

If women's stories are to be retold in order to write new ones and to 

challenge the myths about women's 1 ives, theory and research must 

begin with women's experience. Ballou and Gabal ac Cl 985) emphasise 

this point and discuss how research must use theoretical categories 

in ways that will allow women should speak for themselves. They 

argue that: 
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One of the key pieces in a feminist view of women, 
is the rel iance on women's experience. Women ' s  
experience as fel t, l ived and processed is the 
trusted base of knowl edge. Potential bias is 
ac knowl edged, and serious att empts are made, to 
cl arify and articul ate the experience. This 
consciousness raising process seeks its val idation 
through general isation among many women J s  
experiences rather than in fitting with 
traditional l y  accepted theories and organisation of 
knowl ed ge. Information coming from standard 
theories and causative expl anations are 
systematical l y  inspected for sexism in motivation, 
assumption, method and goal ( Bal l ou and Gabal ac, 
19 85 : 5 8-5 9) . 

Green and Kahn (1985) have a simil ar view and bel ieve that the 

rewriting of women's history l ets "sil ences" speak and shows how 

history has misrepresented women ' s  experiences. 

However, the sharing of the women's experiences is not sufficient in 

itsel f. Sharing must al so be accompanied by a critique of 

patriarchal dis course and the buil ding of an al ternative theory. 

Women may have, as Grimshaw < 1986) suggests. remained on the fringes 

of mainstream social s cience investigation because their experiences 

have not been adequatel y described and anal ysed. If women are to 

chal l enge, dismantl e and reconstruct existing frameworks they must 

produce al ternatives. G ross ill ustrates this: 

• • •  feminist theory does not simpl y aim to reveal 
what is ' wrong ' with, or fal se about, patriarchal 
theories - to repl acing one ' truth' with another. 
It aims to render patriarchal systems, methods and 
presumptions unabl e to function, unabl e to retain 
their dominance and power. It aims to make cl ear 
how such a dominance has been possibl e; and to make 
it no l onger viabl e (Gross, 1986: 197). 

It is necessary to show what it is that makes "dis courses 

patriarchal " (Gross, 1986: 198) and to discover how these discourses 

deval ue women and place them in the rol e of the "other" ( de Beauvoi r, 
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1 972 ) . Gross suggests women researchers can "tactically use" some of 

the existing theoretical ideas to develop thei r own. They use them 

"as a starting point for new directions in theoretical research" 

(Gross, 1 986 :  198) . 

Women researchers must not be guilty of the very things they 

criticise and as Gross argues, feminist research is part of a 

strategy for change as it: 

Seeks effecti ve forms of intervention into systems 
of power in order to subvert them and replace them 
with others more preferable <Gross, 1 986 :  196 ) .  

Fani ni st soci al scientists can "tactically use" existing theories 

"without necessarily retaining general commitment to their framework 

and presumptions" (Gross, 19 86 : 193 ) . 

Critique of Econom ic Explanations of Power 

This thesis begins w ith a critique of some examples of the maj or 

notions of power and a danonstration of how these must be re-

examined. My aim is to show how existing frameworks for exploring 

power relations do not take into account the effects of power on the 

1 ives of women who ea re for people with intellectual di sabil iti es. 

Laclau and MJuffe < 1985 ) argue that economic explanations of power 

have been dam i nant in the soci al science 1 iterature. These 

explanations assert that the relations present in the economic realm 

determine how all other soci al relations are maintained and how they 

can be transformed. 

Gramsci has been one writer who has modified the "traditional" 

Marxist view of structure and superstructure in that he demonstrated 

how the econom ic base does not solely determine how soci al relations 

are derived. His ideas ( 1 97 1 ) attempt to show how the economic real m 
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cannot exist in depen dently of the political an d ideological 

superstructures. Gramsci' s ideas are useful because he attempts to 

provide a framework for examining power relations that are not always 

directly influenced by the economic real m. 

For Grams c i, questions of political practice cannot be reduced "to 

those concerned with the mode of production or fun damental economic 

relations" (Jessop, 19 82 : 14 5 ) . This does not mean that Grams ci 

regards the economic sphere as unimportant for it is the 

contra dictions inherent in the capit alist mode of production that 

will form the basis of the revolutionary process. However, the 

effects of the capit alist system are neither "unconditional nor 

unilateral" (Jessop, 1 982 :  145 ) in that these effects ca nnot always 

be adequately predicted: 

The cl aim presented as an essential postulate of 
historical materi alism, that even fluctuates of 
politics and ideology can be presented as an 
imme diate expression of the structure, must be 
contested in theory as primitive infantilism, and 
combated in practice with the authentic testimony of 
Marx, the author of concrete pol iti cal and 
historical works ( Selections from Prison Notebooks, 
197 1 :  407 ) . 

Gramsci aims to elucidate how the ideological and political super

structures can shape the way capital reproduces its class danination. 

Gramsci used the concept of hegemony to show how both the structures 

and super-structures operate to maintain the current system. The 

ruling group not only controls the economic structures but also 

exercises its control throughout society by influencing the 

ideological and cultural relations, spiritual and intellectual life 

and the expression of such relations. 

Although Gramsci desires "to restore the possibility of conscious 

creative human activity in the historical process" (Femia, 19 81 : 7 0 )  

he still regards economic struggles a s  the "mov ing force of history" 

and views the "productive techniques" as "constituting the backbone 
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of a ny g iven soci e ty "  ( Fan i a, 1981 : 120) . He fa il s to prov i de a n  

a deq uate expl a nati o n  for th e pow er rel ati ons  th at fal l out si de th e 

real m of econom i c  productio n .  

how pow er o pe rates to co ntrol 

of patri a rch a 1 sy stan s  of 

He does not, for exam pl e, i l l u strate 

women. Nor does he address th e rol e 

dom i na tio n.  Hi s f r amework for 

un de rsta ndi ng how orde r i s  mai nta i ned does not take i nto acco unt the 

l ocal and  s peci f i c  ef fect s  of power rel a tion s. That i s, th e  

immed i ate ef fects of  pow er a nd w hat th ey mean for women. One m ust 

move beyo nd  h i s  v i ew s  i n  order  to prov i de a n  adeq uate expl a na tio n of 

th e pow er rel ati o ns co ntrol 1 i ng women.  

More rece ntl y ,  Lacl a u  and  Mo uffe ( 19 85 )  are  two w r i ters who se attac ks 

o n  eco nom i sm  ch al l enge expl anati o n s  th at ci te th e "eco nom ic" a s  th e 

dom i nant factor i n  an  un dersta n d i n g  of soci al phenome na. Th ey 

em ph asi se th e need to not o nl y ch al l enge "eco nom i sm "  but to al so 

cl ea rl y i de nti fy how o th e r  struggl es i n cl u di n g  tho se of w ome n  w i l l  

b r i ng abo ut a transformati o n  i n  exi sti ng pow er rel ati o ns. I n  her 

stu dy of the effect of patri archy and  ca pi tal i sm Row ooth am < 19 83 )  

em ph asi se s th e need to sto p v i ew i ng "patr i archy and ca pi tal i sm  as two 

se parate i nte rl oc k i ng sy stems " a n d  l ook  at  h ow  oo th gen der and  cl ass  

h av e  dev el aped h i stor i cal l y .  She s ubm its th at al l ' rel ati o ns of 

powe r '  must be rooted i n  a c ul t ural co ntext. In th i s  w ay th e l ocal 

effects of  both th ese sy stem s  m ust be rev eal ed . 

Del phy < 1984 ) has  al so expl ored th e nature of th e rel a tion sh i p  

betw een pa tr i archy and ca pi tal i sm .  She bel i ev es th at th e 

r el atio n sh i p  betwee n a "materi al i st a nal y si s "  and th e w ay s  me n 

be nef it f rom "patr i arch al expl o i tation"  h as not bee n  adeq ua tel y 

def i ned .  

I a rgue th at eco nom i c  a nal y se s  a re i nsuf f ici ent in  th at they do not 

a d dress al l as pects of pow e r  r el a ti o n s. Th ei r  expl a nations  of pow er 

may not al w ay s  cl ea rl y i de nti fy th e i mmedi ate ef fects of sy stems, 

other th a n  economi c, on wome n ' s 1 ived experience. The pow e r  

rel ati ons  th at act u po n  w omen w ho ca re for peo pl e w i th i ntel l ect ual 

d i sa b i l i ti es do not o n l y  o perate i n  a n  eco nom i c  s ph ere.  �1uch of  me 
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w ork the se w ome n  ca r ry  o ut i s  un pai d but to un derstan d  w hy th i s  i s  so 

I a rgue th at o ne req ui res a pe rspect i v e  th at ca n accommoda te not o nl y 

econom i c  expl o i ta tion  but al so domi na tio n i n  o th er s ph eres s u ch a s  

th e pol i t i  cal , soci al a nd cul tural . 

I a d dress th ese i ss ue s  i n  my di scussi o n  of th e w ri ti ngs of Mi ch el 

Fou ca ul t a n d Luce Iri  gar ay .  I u se th e  w ork of these w ri ters beca u se 

a s  I d i scussed i n  Ch apter One th ey prov i de a n  expl a na ti o n  of how 

power o pera tes i n  the da i l y  1 ived experience of w ome n .  Th ey are 

i nte rested i n  d i scov er i ng th e w ay s  i n  w h i ch pow er o pe rates  to co ntrol 

i n d iv i d u al s .  Th ey al so att em pt to  show i n  what w ay s  the pow e r  

rel ati o n s  th at o pe r ate at th e 1 ev el of women ' s da i l y  1 iv ed 

expe r i e n ces co n nect w i th gl o b al fonns of dom i nati o n .  

Fo uca ul t a nd I r iga ray ' s U nde rst a ndi ng of th e Nature of Pow er 

Both Fo uca ul t  a nd I r i ga ray en ph asi se th e need for a more  e ncom pa ssi ng 

a nal y si s  of power that does not rely  sol el y on th e eco n om i c .  Th ey 

argue th at pow er does not h av e  as i ts o nl y  funct i o n  th at of 

s u p porti n g  econom i c  r el a tio n s  and  as th i s  i s  a central focu s  of my 

study th ei r work a nd th ei r v i ew s  o n  th e na ture of pow er w i l l  be 

excm i ne d i n  de pth. 

Fo uca ul t  a sse rts th at w hat i s  neede d i s  a no n- eco nom ic  a nal y s i s of 

pow e r  i n  order to expl ai n the experiences  of : 

peopl e si tua ted o ut si de th e ci rcu i ts of product i v e  
l a bo ur :  th e i n sa ne, pri so ners a n d  now ch il dre n .  
Fo r th em 1 abo ur, i nsof ar as  th ey hav e  to pe rform i t, 
h a s  a v al ue w h i ch i s  ch i efl y d i s c i pl i na ry ( Fouca ul t, 
1980 : 16 1 ) . 

Fo uca ul t ( 197 9)  a ssi gn s  th ree f unct i o n s  to 1 abo ur : p roduct i v e, 

sym bol i c  and  dressage or d i s ci pl i n e. W i th the cate go ry of  

i n d i v i dual s Fo uca ul t  is  co nce rned w i th , th e product i v e  f unct i o n  i s  
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v i rt u al l y  z e ro, whereas the sym bol i c  and  d i s ci pl i na ry f unction s are 

very i mpo rta nt. Fo uca ul t i s  ref e r ri ng to the eco nom i c  s ph ere w hen he  

u ses the tenn produ ctio n .  He suggests that gro ups such as  wome n  

ca rry out 1 a bo ur th at may be dev al ued but w h i ch f un cti o ns t o  mai nta i n  

th ei r c urre nt po si tion s .  

Fo uca ul t  i nsi st s  th at a Ma rxi st v i ew of pow e r  does  not al l ow o ne to 

understand  th e w ay power o perates to control tho se gro u p s  who m ay not 

be pa i d  for th ei r l abo ur .  The Ma rxi st trad i ti o n, a rgues Fo uca ul t, i s  

ba sed o n  a n  "eco nom i c  f un ctio nal i ty "  o f  pow e r  i n  that power r el a tions  

a re v i ew ed a s  o r i gi nati ng f rom a nd d i rectl y rel ated to  th e eco nom ic 

sy st en : 

Th i s  eco nom ic f unct i o nal ity i s  prese nt to th e extent 
that pow e r  i s  con,ceived prima r i l y  i n  terms of th e  
rol e i t  pl ay s i n  th e mai ntena nce si mul ta neousl y of 
th e  r el ati o n s  of produ ctio n a n d  of a cl ass  
dom i na ti o n  w h ich th e dev el o �ent a nd s peci f i c forms 
of th e f orces of productio n h av e  rendered possi bl e. 
On th i s  v i ew ,  th en, th e h i stori cal  ' ra i si n d ' etre'  
of pol i ti cal powe r  i s  to be fo und i n  th e economy 
( Fo u ca ul t, 1 980 :  88-89 ) . 

A pr i mary i nterest of Fo uca ul t  i s  to show how pow er rel ati ons  do not 

al w ay s  h ave th ei r ori g i n s  i n  the economi c sy stem. Th i s  mean s, as 

Pratt po i nts o ut,  th at resi sta nce to pow er m ay no 1 ange r be cl ass 

ba sed and i s  not l i kel y to "co ntai n w i th i n  i t  the possi b il i ty  of th e 

ul timate overth row of soci ety " < P ratt, 1 987 :  10 ) . Any resi sta nce 

the n  m u st transcend  notions  of cl ass .  

I r i ga ray ( 1985 ) al so ch al l enge s  the expl anatory usef ul ne ss of  

economi sti c f r ameworks.  Sh e mai ntai n s  eco nom i sti c f r ameworks do not 

acco unt for th e i ssues  s ur roundi ng ge nde r .  Th ey do not focus o n  the 

s peci f i c  w ay s  i n  w h i ch pow er o perates to co ntrol w ome n .  Moreover : 

. • •  th e rel ati o n  betw een th e sy stem of eco nom i c 
o p pressi o n  amo ng soci al cl a s se s  a n d  the sy sten that 
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can be 1 a bel l ed patri a rch al h as bee n s u bj ected to 
v ery 1 ittl e d i al ecti cal anal y si s, and has bee n  o nce 
a gai n redu ced to a h i era rchi cal struct ure ( I ri gar ay, 
1985 : 82 ) .  

I r i ga ray ( 1985 ) c r i tiq ue s w hat sh e def i nes  a s  a "m ascul i ne v i ew "  of 

pow e r  and a rgues tha t  it forces an al ter na tive betwee n cl ass struggl e 

a nd ge nde r and  a ssliT!es i n  many i nsta nce s th at cl ass str uggl e take s  

prece dence. Th i s  v i ew  ma ke s  a n  ass um ptio n that w ane n ' s struggl e w il l  

come after  a str uggl e betw een cl asse s. 

Ir i ga ray s peaks a bo ut th e w ay s  i n  w h i ch the patri arch al fo unda tio n of 

w an en ' s exi stence i s  ov erl ooke d  i n  co ntempo r a ry  pol iti cs and ev en i n  

1 efti st pol i ti cs .  She comme nt s that : 

Up  to now ev e n  Ma rxi sm h as pa i d  v ery 1 i ttl e 
atte n ti o n  to th e  pro bl ems of the s pecif i c  
expl ci tati o n  of  w anen, a nd wanen '  s struggl es mo st 
often seem to d i st urb  th e  Ma rxi sts < I ri ga r ay ,  19 85 : 
1 65 ) . 

I r i ga ray seeks to f i n d  w ay s  i n  w h i ch we ca n di scov er w hy wanen ' s  

struggl es remai n margi n al to cl ass  struggl es.  

Wome n ' s str uggl es a re un iq ue a nd al though cl ass po si t i o ns a re 

important th ey are not the uni fy i n g factor that s u bs unes al l other  

str uggl es. Both eco nom ic a nd patr i arch al structures co ntrol th e 

experiences  of w ane n  a n d  co ntri b ute to the o pera tio n of th e rel a tion s  

o f  pow er < I r i ga ray , 1 985 ) . Beca use Fo uca ul t  a nd I r i ga ray focus o n  

th e  struggl es of gro u p s  that do not con sti tute a cl ea rl y def i ned 

eco nom i c  cl ass, i t  i s  to a di scuss i o n  of th ei  r maj or th eoreti ea 1 

i deas that I now t ur n .  I u se sane o f  th ei r i dea s to con stru ct a 

th eoreti cal f ramework for anal ysi ng th e pow er rel ati ons  that co ntrol 

w ome n  who care  for  peo pl e  w i th i ntel l ectual di sa b i l i ti e s. 



Mi eh el Fouca ul t 

- 28  -

Th e pa rti cul a r  i deas I am i nterested i n  a re tho se  th at a re fo un d i n  

th ree of Fou ca ul t '  s transl ate d  w orks Discipl i ne and  Puni sh < 1 97 7) , 

H i story of Sexual ity Vol I < 197 8)  a nd Pow er and Knowledge < 1980 ) . It 

i s  i n  these p u bl i ca tions  that Fou ca ul t  arti c ul ate s  h i s  v i ew  of pow e r. 

Fo uca ul t ' s  ce ntral notion  i s  th at of th e "m icrophy si cs of pow er".  He 

bel i eves that o ne must begi n w i th a n  excm i na tio n  of the body1 a s  th e  

s peci f ic ta rget for th e mech ani sm s  of th e rel ati ons of pow er.  In 

D i s c i pl i ne and  Puni sh < 1 97 7 )  Fo u ca ul t  exami ne s  the parti cul a r  w ay s  i n  

w h i ch th e bo dy ca n be s ubj ected i n  orde r  to de r ive  th e m axi mum 

uti l i ty f rom i t. He sha« s  how the power r el a tions  not o nl y  o perate 

to co ntrol i nd i v i d ual s but al so groups.  

Fou ca ul t is  concerne d  w i th  b u i l di ng an  "a nal y t i cs of  pow er"  as  he  

w a nts to d i scov er w h at pow er 1 ooks and feel s 1 i ke for  tho se  

i n d iv i d ual s  w ho are experi enci ng th e effects  o f  th i s  pow e r. He 

begi n s  w ith exam i ni ng the s peci f ic ef fects of pow er on a da i l y  l ev el .  

He i s  not o nl y  co ncerne d  w i th w hy certai n peo pl e  w i sh to dcxn i nate a n d  

w hat th ei r goal s and  str ategi es a re but he  al so a i ms t o  di scov er how 

pa«er o perates at  th e  "1 ev el of o n-go i n g  s u bj u ga tio n, a t  th e 1 ev el of 

those co nti n uo us and  u n i nterrupted proce sses w h i ch s ubj ect o ur 

bo di e s, govern o ur gest ure s, di ctate o ur beh av io urs,  etc" ( Fo u ca ul t, 

1980 : 97 ) • 

Fo uca ul t  i s  not i nterested i n  sol i d, gl obal or ce ntral dom i nati o n  

b ut the "m ul ti pl e  f o rm s  of s u bj u gati o n  that h ave a pl ace a n d  f uncti o n  

w i th i n  th e soci al orga ni sm "  < Fo uca ul t, 1 980 : 96 ) .  He i s  co nce r ned 

w i th how i n d iv i d ual s are brought under th e co ntrol of others.  

1 Fou ca ul t u se s  th e w ord bo dy to refer to a n d  an ph a si se bo th th e 
b i  ol ogi cal / phy si cal and emot i o nal / p sy chol ogi cal aspect s of th e 
bo dy beca u se h e  want s  to show h a«  society control s a n d  u ses both 
i ndiv i dual and groups of bo di es to get i ts work do ne . 
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Fou ca ul t  < 19 80 )  argues that pow e r  i s  not a mecha ni sm that remai n s  

f ixed a nd unch anged ; i t  i s  not homoge no us.  It  mani fests i tsel f i n  

d i fferent w ay s  at di ffere nt 1 evel s .  It i s  not the pro perty of o ne 

gro up,  for exampl e, eco nom i c cl asse s a re not pr iv il eged s ubj ect s w ho 

dom i nate power rel a tions .  Nor doe s  i t  o perate at or der ive f rom o ne 

l ev el of soci ety , for exam pl e, pow er rel ati o ns do not nece ssa ri l y  

ori gi nate f rom or are orga ni sed by th e  State a p paratus .  

Fo uca ul t  a i ms to  di rect h i s  a nal y si s tow a rds a focus o n  l ocal pow er 

rel a tion s w h i ch are to be d i s covered i n  the da i l y  experiences of 

peopl e i n  school s, fam i l i es, pr i so ns, hos pi tal s a nd to exam i ne how 

tech n iq ues of power are a <in i ni stered by teach ers, pare nt s, wardens, 

psy ch i atr i sts, etc. Fo uca ul t  ( 1980 ) show s  th at th ere a re oth er pow er 

r el a tions besi des tho se tha t  are con si ste nt w i th formal i se d  1 aw a n d  

l egal co ntract s.  He cal l s  these th e "m icrophy si cs" of  pow er.  

G ive n that powe r  i s  not a pro perty or po s ses sio n that bel o n gs 

excl usi v el y  to o ne cl ass o r  group, Fo uca ul t ( 1980 ) rej ect s a 1 i be ral 

v i ew  that power can be exch a n ged o n  a co n tract u al basi s.  It ca n not, 

acco rd i ng to Fo uca ul t, be co ntai ne d  a nd q ua nti f i ed i n  such a w ay th at 

it ca n be exchanged.  

Fo uca ul t  al so di scusse s the w ay s  i n  w h i ch pow er rel ati o ns ca n be 

a nal y se d .  Th e exact o pera tions  o f  pow e r  m ay be d i ff i c ul t to detect 

as th ey i nf il trate al l ty pe s of rel ati o nsh i ps .  Acco rdi ng to 

Fou ca ul t' s v i ew  al l soci al rel a tio n s  h av e  a n  el eme nt of pow e r, i n  

th at: 

Rel ati o ns of pow er are not i n  a po si ti o n  of 
exteri ori ty w i th res pect to other ty pes of 
rel ati onsh i ps ( e co nom i c  p roce sse s, know l edge, 
r el a tion sh i p s, sexual rel a tio n s ) ,  b ut are immi nent  
i n  th e l atte r ;  they are  th e i mmedi ate ef fects of 
the d iv i sions,  i neq ual i ti e s, a n d  di seq u il i bri ums • . .  

( Fo uca ul t, 1 97 8 :  94 ) . 
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Pow e r, the n, ca n o nl y  be understoo d i n  its  action  and i n  th e w ay i t  

i s  exe rci sed .  Pow er i s  not a f ixed a nd stati c enti ty .  The w ay it i s  

exerci sed a n d  i t s  f o rm  i s  al w ays changi n g. The groups  that control 

th e rel ati o ns of pow er must al way s  be seeki ng w ay s  to ensure th at 

th ey are mai ntai ned .  

Pow er rel ati o ns a re not nece ssa r i l y repressi v e. They do not al way s  

h ave " a  rol e of proh i bi ti o n "  but ra ther th ey m ay "h av e a di rectl y 

produ ct i v e  rol e • • •  " ( Fo uca ul t, 1 97 8 :  94 ) . In h i s cr i ti ci sm  of 

sy stems that v i ew  pow e r  i n  a p urely  j u di ci al sen se Fo uca ul t  mai ntai n s  

th at pow er m ust "m ask a substa nti al pa rt of itsel f" ( Fo uca ul t, 1 97 8 :  

86) i n  order to be succes sf ul . It must h av e  a productive f uncti o n  i n  

th at i t  ca n be use d  t o  ach i ev e  ce rta i n  goal s for those w ho co ntrol 

the power r el a tion s. The el ements of pow e r  must pe rmeate al l as pect s  

o f  peo pl e ' s 1 ives : 

Its s ucce ss i s  pro porti o nal  to i ts a b i l ity to h i de 
its  ow n  mech a ni sms.  Wo ul d power  be acce pted i f  i t  
were enti rel y cy ni cal ? Fo r i t, secrecy i s  not i n  
th e  nat ure o f  a n  abuse ;  i t  i s  i n d i s pen sa bl e to its  
ope r ati o n. Not o nl y  beca use pow er i mpo se s secrecy 
o n  tho se w h om  it  dom i nate s, but becau se i t  i s  
pe rh aps j ust as  i ndi spe nsa bl e to i ts o pe rati o n  
( Fo u ca ul t,  1 97 8 :  86) . 

Beca use Fo uca ul t di d not di rectl y focu s o n  th e repr essi ve  a nd 

productive as pects of power  w i th res pect to w ome n ' s experiences, I 

i nte nd dev el o pi ng th i s  po i nt f urth er i n  my th eoreti cal f ramework. It 

i s  often d i ff i c ul t  f or wome n  to expo se th e r el a tions of pow e r  for 

th ese rel ati o n s  may appear  i n  some i nsta nce s  to be based u po n  

r el a tion sh i ps of reci proci ty, that  i s, the productive as pect s of 

pow er f unct i o n  to h i  de pow er ' s negati v e  ef fects.  Women 

s i m ul ta neo u s l y  experience both th e re pres s iv e  and  productive as pect s 

of  pow er . 

Fo uca ul t em ph asi se s th at w e  ca nnot assiJTle th at th e o pe rati o n  of pow er 

i s  al w ay s  the 6Xpres sio n cf an o p po si ti o n  be"b,·1ee n  th e  r ul ers  a n d  
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r ul e d .  The exi stence of s u ch a r el a tio n sh i p i s  a n  em pi ri cal q ue stio n 

th at ca n o nl y  be a nsw ered by a deta i l ed exam i na ti o n  of peo pl e' s 

experiences.  As Fou ca ul t p ut s  i t :  

. • .  pow er comes f ran bel ow ; th at i s, th ere i s  no 
b i na ry  a n d  al l-encom pas si ng  o p po si tio n betwee n 
rul ers a nd r ul ed a t  th e root of pow er rel ati o ns, and 
se rv i ng as  a ge ne r al ma trix no s u ch d ual i ty 
extendi ng f ran th e to p dew n a nd react i ng o n  more a nd 
mor e 1 i m i ted gro u p s  to th e ve ry de pth s of th e soci al 
body ( Fo uca ul t, 1 97 8 :  94 ) . 

He po si ts th at th i s  pow er  "runs  th rough th e soci al bo dy "  a nd i s  

ma ni fest i n  r el a tio n sh i ps of eco nom i c  productio n,  i n  f CfT! il i e s, i n  

groups s uch as th e i nsa ne, and i n  groups bo th i n  th e commun i ty  and i n  

i n sti tution s. Power can be exerci sed by the peo pl e that are th e  

cl ose st t o  us .  

Power  rel ati o ns ca n be i ntentional 

i n sti t utio nal i sed  to the extent tha t  

thei r or i gi nal i ntent ( Fo uca ul t, 1 97 8) . 

but th ey . may al so become 

i t  i s  d i ff i c ul t to dete nn i ne 

Al tho ugh pow er ge ne ral l y  has 

aims and o bj ectives, the w ay i n  w h i ch it o perates i s  not al w ay s  a 

co nsci o us deci si o n  of a n  i nd i v i dual or  a group.  Fo uca ul t i n  h i s  

expl a na t i o n  o f  what a n  "a nal yti cs " of pow e r  m ay l oo k  1 i ke des cri bes 

th i s :  

• • •  l et u s  not l ook for th e headq ua rters th at 
pre si des ove r  its  ratio nal i ty ;  nei ther the caste 
w h i ch gov erns, nor th e groups w h i ch co ntrol th e 
state a p pa ratu s, nor tho se w h o  ma ke th e  mo st 
i m po rta nt eco nom i c  deci si ons  d i rect the enti re 
netw ork of power that f unctions  i n  a soci ety ( a n d  
makes  i t  f un cti o n ) ;  th e rati o nal i ty  of pow er i s  
characteri sed by tacti cs tha t  are ofte n q ui te 
expl ici t at  th e restr i cted 1 ev el w here th ey a re 
i nscri bed < Fo u ca ul t, 197 8 :  95) . 

Fo uca ul t i s  ref er ri ng to th e 1 ocal o pe rati on of pow er.  Th e 

tech n iq ues h e  descri bes can become co n nected to o ne a nother and  

suppo rt each oth er. Th ey may form com preh ensi v e  sy stems of pow er 
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that may g ive a cl ue a s  to who formul ated th em and th e  aims  th ey h ad 

i ni ti al l y i de nti f i ed. 

Fo uca ul t  i l l ustrates the w ay s  i n  w h i ch th e nature of pow er rel ati o ns 

cha n ge w i th res pect to th e l ev el i n  wh i ch th ey are admi ni stered and  

a re o pe rati ng w i th i n . When Fo uca ul t speaks a bo ut th e l ev el of pow er 

h e  i s  refer ri n g  to th e site tha t  th e r el a tio n s  of power are o pera ti ng 

at. The l ev el s  i ncl u de l ocal and s peci f ic pow er rel ati ons w h i ch 

o perate o n  th e bo dy a n d  i n  the da i l y  experie nces of i n d iv i d ual s ;  

pow er rel ati o ns th at o pe r ate o n  groups of i ndi v idual s at  th e 1 ev el of 

orga ni sa tions  and  of th e State a n d  power  r el a tion s that are o ne part 

of th e di scourses  of know l ed ge w h i ch prov i de mea ni ng to soci al 

practi ces.  

In  Di sci pl i ne a nd Puni sh Fo uca ul t  <1 977) i ncl ude s  a de scr i pti o n  of 

what the tech nol o g i e s  of powe r  l oo k  l i ke at  each l ev el . Th e se 

mech ani sms a re cl o sel y l i nke d to th e ch a racter i sti cs of th e pe rso n  

a cin i  n i  ste ri n g  the powe r and  t o  th ei r  percepti o n  o f  th e  group  bei ng  

co ntrol l ed .  Fo uca ul t show s  how pow er rel ati o ns o perati ng w ith i n  

pri so n s  m ay l oo k  ve ry d i ffere nt to tho se o pera ti ng  w i th i n f am il i e s .  

Th e 1 atter may be more s ubtl e a nd d i ff icul t t o  detect. 

Fou ca ul t <1977) u ses a n  "as ce n d i n g  a nal y si s  of power " to descri be and  

u n de rsta nd pow er rel ati o ns .  Th i s  means th at th e "i nf i ni tesi mal 

mech a ni sms" and  i mme di ate effects of power and th ei r  h i st o ry  and  

rel ati onsh i p  to  gl o bal forms of pow er are exam i ned. l It is  h i s 

bel i ef that : 

• • •  th e manne r  i n  w h i ch th e ph enomena, th e tech ni q ue s  
and the proced ures of power enter i nto pl ay at  th e  
mo st ba si c 1 ev el must be a nal y sed, th at th e w ay i n  
w h i ch the se proced ures are di s pl aced,  extende d  a n d  

1 " I nf i nitesimal mechan i sm s "  refers t o  th e  v e ry  m i n ute effects  and  
o pe rati ons of pow er, for exam pl e those th at take pl ace i n  th e mo st 
i ntimate pl aces of pea pl e '  s 1 ives. 
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al tere d mu st certai nly be danon strated ; but a bov e 
al l w hat must be show n  i s  the manne r  i n  w h ich th ey 
are i nvested and  an nexed by more gl o bal phenane na 
a nd th e s ubtl e f ash ion  i n  w h i ch more ge ne ral pow ers 
or econan i c i nterests  are a bl e  to engage w i th the se 
tech nol ogi es th at a re at  o nce both rel ati v el y 
a uto nano u s  of power and act a s  its  i nf i nitesi m al 
el anents ( Fo uca ul t, 1 980 :  99) . 

An u n derstan d i n g  of how th e mecha ni sms of power  o perate o n  each l ev el 

a nd h ow  dom i na nt groups use th ese to mai nta i n  th ei r po si ti o n  i s, 

accor;!_i n g to Fou ca ul t, essenti al . 

In  de scr i bi ng th e w ay i n  w h i ch pow er o pe rates, Fo uca ul t < 1980 ) u se s  

th e  term "technol o gies  of power".  These technol ogies  m ay o perate i n  

d i f f er i ng w ay s  w i th respect t o  th e l ev el th ey are si tua ted w ith i n. 

In  d ef i ni ng the "technol o gi es of power" Fou ca ul t  begi n s  h i s  a nal y si s  

w i th a descr i pt i o n  of w hat h ap pe ns to i nd i v i dual s.  Fo uca ul t  show s 

how there i s  a cante r i n g  o n  the : 

bo dy as a m ach i ne, i ts d i sci pl i ni ng, the 
o ptim iza ti o n  of i ts ca pa b il i ti e s, the extorti o n  of 
i ts force s, th e pa ral l el i ncrea se of its usef ul ness 
and its doc il i ty,  its i ntegra tio n i nto sy stems of 
ef f ici ent a nd eco nom ic co ntrol s • • •  < Fo uca ul t, 1 97 8 :  
13 9) . 

Th e co nce pt of "di sci pl i na ry "  pow er prese nt i n  i nsti tuti ons s uch as 

tho se that "contai n "  th e i n sa ne i s  u se d  by Fouca ul t < 1 977 ) to show 

how pow er f unct i ons  to o pti m i se th e ca pa bi l iti es of i nd i v i dual 

bo di e s .  As Fou ca ul t shows i n  h i s  stu dy of th e  i n sa ne a bnormal 

"bo d i es" a re encl osed,  ranke d a nd o rga ni sed i n  space . Th ey are 

orga ni se d  i n  s u ch a w ay that th ey w il l  not di sru pt th e  soci al order 

a nd i n  a w ay th at extracts the maxi m um  of work for th e m i ni mum 

util i ty .  

Th e bo dy becomes s ubj ected i n  a n um be r  of w ay s :  
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• • •  power r el a tions  h av e  a n  i mmedi ate hol d u po n  i t ;  
th ey i nvest i t. mark i t, trai n i t, torture  i t, force 
i t  to ca r ry  o ut tas ks, to pe rfo rm  cer emo ni e s, to 
em it si gn s.  Th i s  pol i ti cal i nv estm ent of th e bo dy 
i s  bo und u p. i n  accor dan ce w i th  com pl ex reci pro cal 
rel ati o ns, w i th i ts eco nom ic use ; i t  i s  l a rgel y as 
a f orce of produ cti o n  tha t  the bo dy i s  i nveste d w i th 
rel ati o ns of pow er and dom i na ti o n  but, on  th e oth er 
h a n d ,  its  con sti t uti o n  a s  l a bo ur pow e r  i s  possi bl e 
onl y i f  i t  i s  ca ugh t  u p  i n  a sy stem of subj ect i o n  
( i n w h i ch need i s  al so a pol i ti cal i n strliTle nt 
meti cul o usl y pr epa red, cal cul ated and  used ) ;  th e 
bo dy becomes a u sef ul force o nl y  i f  i t  i s  bo th a 
p roduct i v e  bo dy and a subj ected bo dy ( Fo uca ul t, 
1 97 7 :  25-26) . 

In  D i sci pl i ne and Puni sh < 1977 )  Fo uca ul t expl ores th e d i v ersi ty of 

mech a ni sms tha t  are u sed to ma ke th e  r el a ti o n s  of power o pera tio nal . 

Th e th ree dom i na nt mode s a re h i erarch i cal  observ ati o n, th e use of the 

"no rm "  to o bse rv e  i n d iv i d ual s  and the u se of exam i na tion s  to mo nitor 

th e act i v iti es of i nd i v i dual s.  

Fo uca ul t  use s  the co nce pt of h i erarch i cal  observ ati on  to show haw 

eve ry th i n g  th a t  i n d iv i d ual s become enga ge d  i n  can be watched  i n  orde r 

to def i ne "di sci pl i na ry goal s" for  i nd i v i dual s.  Th i s  o bserv ati o n  

ta ke s  a n liTlber of d i f ferent  forms.  Fou ca ul t < 197 7 )  cite s  

11pa no pti ci sm "1 as a w ay of ca tego r i si ng a nd o rga ni si ng i nd i v i dual s i n  

s pace and uti l i si ng  th ei r time and  bo di e s  effectivel y .  Th i s  i n cl u des 

th e asse ssment a nd exam i nati o n  of bo di es. 

Fou ca ul t u ses  the conce pt "no rm "  to meas ure th e amo unt and 1 ev el of  

s urv ei l l ance a nd trai ni ng req ui red to co ntrol th e work  of i ndiv i dual s 

and grou ps : 

1 "Pano pti ci sm " ref ers to th e w ay i n  w h i ch certai n mecha ni sms w i l l  
be used to o bse rv e  th e act i v iti es of i ndiv i dual s. In  a n  
i n sti t utio n i t  ca n r efer to some th i n g  phy si cal such a s  a 
watch tow er ;  i n  a n  orga ni sa ti o n  i t  ca n refer to th e rul es a nd 
re gul a ti o n s  that w i l l  ens ure tha t  i n d iv i d u al s  are pe rform i ng 
adeq ua tel y .  
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L i ke s u rv e i l l ance and  w i th i t, nonnal iza ti o n  becane s 
one of th e great i nstruments of pow er at th e end of 
the cl as  si cal age for th e ma rks that once i n di cated 
status, pr i v il ege a nd a f f i l i ati o n  w ere i ncrea si ngl y 
re pl aced - or a t  l east s u p pl eme nted - by a w hol e 
range of degrees of normal ity i ndi ea ti ng membe r sh i p  
of a h ano ge neo u s  soci al bo dy b ut al so pl ay i n g a part 
i n  cl assi f ica ti o n, h i erarch iz ati o n  a nd th e 
d i stri b utio n of rank.  In  a sen se, the power of 
normal iz ati o n  i mpo ses hanoge ne i ty ;  b ut i t  
i n d iv i d ual izes by maki ng i t  po s si bl e t o  meas ure 
ga ps, to de term i ne l ev el s, to f ix s peci al ti es a nd to 
ren der  the d i fferences u sef ul by f i tti ng  th em o ne to 
anoth er < Fo uca ul t, 1 97 7 :  184 ) . 

The "excrn i na ti o n "  i s  al so a powe rf ul mech a ni sm for control l i ng 

bo di es. Ind iv i dual bo di es a re observ ed, ca tego r i sed a nd eo nta i ne d .  

In  th e ma na geme nt of bo di e s  Fou ca ul t < 1 97 7 )  suggest s  tha t  i n d iv i d u al s  

ca n becom e "ca ses" .  Th e beh av iour of  bo d i es may be documented a nd 

so ph i sti cated sy stems desi gned to extract more f rom the bo dy .  For 

exam pl e, orga ni sa ti o ns m ay h av e  proce d ur es th at w i l l ensure th at th e 

maxi m um o f  1 a bo u r i s  de r ived f rom each i n d iv i d ual . Th e se mech a ni sms 

may al so be  use d  to co ntrol groups of bo d i es. 

Fou ca ul t < 1 97 7 )  argues  that 

"di sci pl i na ry  mech ani sm s" .  He 

Euro pean society i n  th e 1 960 s. 

there has  bee n a d i f f u si o n  of 

bases th i s  u po n  h i s  o bserv ati o ns of 

Orga ni sa ti o n s  may becane unoff i ci al 

ce ntres of observ ati o n. A "ca rce ral netw ork" 1 extends i nto those 

very soci al 

i nd i v i d ual s .  

w il l  att em pt 

a gen ci e s  who se f uncti o n  i s  s u p po sedl y to s upport 

What i n  f act may happe n  i s  th at th ese orga ni sati o ns 

to extract th e maximum util i ty f rom bo di e s .  

H e  cal l s  th e tech nol o g i  e s  th at co ntrol th e po pul ati o n  " r egul atory 

co n trol s :  a bio pol i ti cs of the po p ul a ti o n" ( Fouca ul t, 1 97 8 :  13 9) . 

1 "Ca rcer al netw ork " r efers to th e  w ay s  i n  w h i  eh the po p ul a tion  ca n 
be co ntrol l ed i n  o r de r  to be rende red more product i v e. In mode rn 
soc i e ty  i t  r efers to 1 aw s, regul ations  and sy stems that w i l l  
e nsure th at i nd i v i dual s o bey soci etal norms.  Ce rta i n groups s uch 
a s  teach e rs,  so c i al  \•:orkers, p sy chol o gi st s  can be l! se d  to co ntrol 
th e po pul ati o n. 
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In  h i s  d i scussio n o n  th e rol e of th e State Fo uca ul t show s how th e 

State ca nnot o pe rate i n  i sol ati o n  f rom oth er tech nol ogi es of pow er. 

The tacti cs th e State u ses  must co n nect w i th tho se on oth e r  1 evel s i f  

dom i na nt groups w i sh to mai ntai n thei r hegemo ny . He a rgue s th at : 

becau se th e State, for al 1 the om n i potence of its 
appa ratuse s, i s  far  f rom be i ng abl e  to occupy th e 
whol e f i el d  of actual power rel a tions,  and f urth e r  
beca use th e State ca n o nl y  o pe rate on  t h e  basi s of 
ofte n al ready exi sti ng, power rel a tion s . • . .  Th ese 
networks i nv est _th e bo dy ,  sexual ity ,  th e fam i l y ,  
k i n sh i p, know l ed ge, technol ogy and so forth. True, 
th ese networks stand i n  a co ndi ti oni ng/co nd i ti o ned 
rel atio n sh i p  to a k i n d  of  1 meta- pow e r '  wh i ch i s  
struct ured esse nti al l y  round a ce rta i n  n um be r  of 
great proh i b i tio n f unctions ; but th i s  ' meta- pow e r · 
w i th i ts proh i b i ti o ns  ca n o nl y  take hol d and secu re  
its  footi n g where i t  is  rooted in  a whol e ser ies  of  
mul ti pl e  and i ndef i n i te pow er rel ati ons th at suppl y 
th e necessa ry ba si s for the great negative forms of  
pow er < Fo uca ul t, 1 980 :  122) . 

Fou ca ul t s uggest s  that the success of the Statei  s tacti cs can be 

meas ured w ith res pect to the w ay i t  ca n co ntrol th e "m icrophy si cs" of 

powe r.  He i denti f i es the technol o g i es of power o perati ng "at eve ry 

l ev el of th e soci al body and ut i l ised by very di verse i n sti tut i o ns 

( th e  fam i ly  and th e a rmy, school s and the pol i ce, i n d iv i d ual me d i c i ne 

a nd the adm i ni strati on  of col l ect ive  bo d i es )  . . .  " ( Fo uca ul t. 1 97 8 :  

1 4 1 ) . 

Fo uca ul t refe rs to th e use of th e "norm "  a s  be i ng a s  i mpo rta nt as  th e 

f o rm al j u d i ci al sy stem for  ma i nta i n i ng th e rel ations  of power .  He 

states th at "co nti n uo us regul atory and co rrect i ve mech ani sms" 

< Fouca ul t, 197 8 :  14 4 )  orga n i se th em sel ves aro und the norm. The 

j udi ci al appa ratus and  th e o pe rati on of th e l aw increasi ngl y use s a 

w i de range of a p paratuses i n  orde r to f uncti o n .  

H e  em ph asi ses th at i n  a soci ety th at focuses o n  "b i o- pow er" .  th at i s . 

the co ntrol of bo d i e s i n  more so pn i si:i cai:e ci w ay s, th e o ui:come w i 1 1 be 
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a n o nn al ized h i era rchy .  H e  asserts that th i s  i s  e s senti al i f  th e 

State i s  to keep  track of a nd co ntrol bo di es w ho a re w i del y di s pe rsed 

th ro u gho ut soci e ty.  Th e  State ca n o perate to regul ate the po p ul a tion  

a nd m ake it  more v i si bl e. Surv ei l l ance i s  used to ca tego r i se a nd 

regul ate the po p ul a tio n .  D isci pl i na ry  trai ni n g  is  p ut in  pl ace i f  

th e norm i s  not met. 

Fo u ca ul t al so show s  how pow er rel ati o ns f unct i o n  at th e 1 ev el of th e 

knowl ed ge i n  tha t  h e  i s  concerne d  w i th th e w ay s  i n  wh i ch knowl ed ge 

o pe rates to prov i de mea ni ng to soci al pract i ce s. Fo uca ul t h as a 

parti c ul a r w ay i n  w h i ch he  u ses  th e  tenn "knowl ed ge "  s u ch a s  th e 

w ri ti ng o f  h i story and cr eati on  of i de a s  a nd the use of know l edge by 

certa i n gro u p s  i n  orde r  to control i n d iv i d ual s .  

Fo uca ul t a rgue s th at h i story ca n be w ri tten in  s uch a way as to  

m i sre pre sent the experience s  of  i n d iv i d ual s .  He bel i eve s  tha t  it  i s  

nece ssa ry to focus o n  w hat h as bee n  m i ssi ng f ran h i stor i cal  and 

soci al s cience i nvesti gatio n .  Fou ca ul t s u trn i t s  that h i  sto ry  can be 

w ri tten i n  s uch a w ay th at th e pr ese nt state of af fai rs i s  j usti f i ed 

a n d  tha t  i t  i s  th e  h i stori a n  who dete nn i ne s  what w il l  cane unde r  the 

m icrosco pe .  Th e h i stor i an h as, acco rd i ng  t o  Fo ucaul t, pow er ov er th e 

pro bl ems bei n g  po se d  a n d  over the theoreti cal deci sions bei n g  ma de. 

He uses th e exam pl e of th e creati o n  of  " i deas" to show how ph enanena 

m ay be i ncorrectl y 1 i n ked i n  order to i m pl y  conti n ui ty i n  s u p port of 

a pa rti cul ar  th eme. Fo uca ul t  pro po se s  new way s  of ca rry i ng o ut 

h i st o ry  tha t  w il l  reveal the o pera ti o n  of power rel a tio n s .  He u se s  

h i s  a nal y si s of pow er rel ati ons o n  a da i l y  l ev el to f aci l itate th i s  

process.  An understa n d i ng  of i n d iv i d ual s '  da i l y  experiences  and  the 

s ubj ect i o n  of bo di es may be gi n to ca st do ubt on  some of th e w ay s  

h i sto ry has  bee n w ri tte n. 

Fo uca ul t al so h as def i n i te v i ew s  a bo ut th e w ay s  i n  w h i ch appl i ed 

s ci ence ca n o perate to mai ntai n pow e r  r el a ti o n s. Fou ca ul t  i ncl u des  

in  h i s  def i ni ti o n  of sci ence th e "di sci pl i nes".  Mem be rs of th e 

"d isci pl i nes" ,  f or exam p i e the a i s ci pl i ne of me ai  ci ne, can co ntrol 
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i n d iv i d ual bo d i es and gro ups of bo di es by a oo pti ng certai n s ci enti f i c  

pr i nci pl es. Th ese "d i sci pl i nes"  "regu l arl y rei nforce one a nother i n  

a ci rcul a r  proces s" ( Fouca ul t, 1 97 7 :  224) . Th ey  u se a tech nol ogy 

th at h as speci f ic ef fects i n  d i fferent domai ns.  What i s  commo n to 

the se "di s ci pl i nes"  i s  that th ey  ca n be u sed to j u sti fy com pl ex mo des 

of subj ect i o n. 

Th e po si ti o n  of membe rs of "d i sci pl i nes"  al l ow s  th em to use a my ri ad 

of tech nol o gi e s  of power  and  ma ny of the se, s u ch as th e practi ces of 

th e med i cal prof essi on, are beyond  q ue sti o n. Th ese tech nol ogi es m ay 

be  h a rd to expo se. Th ei r  effects ca n i ntru de i nto al l part s of th e  

bo dy a n d  moni tor sev eral soci al practi ce s  at  a ny one ti me. Th e 

" d i s c i pl i ne s "  m ay o perate to s u p port o th e r  r el a tions  of pow e r  i n  tha t  

th ey may be pa rt o f  th e orga ni sati ons th at f unct i o n  t o  co ntrol 

" gro u p s  of bo di es " .  

Now th at Fo u ca ul t ' s v i€W s  o n  th e natur e of pow er h av e  been 

i ntroduce d ,  i t  i s  importa nt to o utl i ne some of the cri ti ci sms of h i s  

work.  G ross ( 1986 a )  s utm i ts th at Fo uca ul t ' s i deas a re not beyo nd 

tho se of f em i ni st thou ght. Hi s r ej ecti o n  of theories tha t  h ave  a 

com m i ilnent to a un iv ersal v i ew  of tr uth w ithout acce pti ng the 

s peci f i c  effects of h i sto ry,  c ul t ure  and  e nv i ro rrne nt appear to be 

co ngr ue nt w i th a f em i ni st v i ew of th e w orl d.  How ev er, Gross ( 1986 a )  

al so poi nt s  o ut that Fo u ca ul t  f a il s t o  ac knON l ed ge that ma ny of th e  

di ff icul ti es w om en h av e  a re di rectl y rel ated to th e pe rce pti o n  of 

w ane n  as the "oth er "  and dev al ue d sex. 

Al tho ugh G ross ( 1986 a )  make s a rel ev a nt po i nt w hen sh e comment s th at 

Fou ca ul t  does  not r efer s pe ci f i cal l y  to w ane n  and address th ei r  

pa rti cul ar  co nce rns, he does  refer to groups th at are dev al ue d a nd 

pl ace s  w ome n  i n  th i s  gro u p .  

S al bus  ( 1986 ) al so cr i tiq ue s Fo uca ul t'  s w o r k  and i s  cr i ti cal of 

Fou ca ul t' s "ge n de r- ne utr al " ass um ptio n  of o p pres sio n and  r efers to a 

co nf usi o n  i n  Fo uca ul t' s though ts o n  the rol e of women i n  th e 

tran sf o rma ti o n  of pON er r el a tions .  It  is  h i s  v i ew  that : 



- 3 9  -

Fou ca ul di an  ge neal o gy d i s ci pl i ne s  w ome n  by de priv i ng 
than of th e co nce pt ual wea po ns w i th w h i ch th ey ca n 
understan d  and begi n to overcome th ei r  u niver sal 
s ubordi nati o n  ( Bal bus, 1 986 :  120 ) . 

Wh il st Fou ca ul t does not expl i ci tl y  co nf ro nt the pro bl ans of how 

women ca n i n  f act b r i ng a bo ut ch ange,  he h as a very cl ea r anal y si s 

of th e  w ay tha t  i n d iv i d ual bodies  are co n trol l ed .  Th i s  co ntri b ute s 

to a n  unde rsta ndi ng of hOfl groups s uch as w om en m ay res po nd to th e 

rel a tions  of powe r. Fou ca ul t',.S a nal y si s  h el ps us  un derstan d  w hy 

ce rta i n  d i sco urse s  a nd soci al pract i ce s  become dom i na nt a nd how 

s u bj ects a nd gro u ps become constit ute d .  

It i s  Fo uca ul t ' s "a nal yti cs o f  pow er" t h a t  i nform s  th e methods used 

to co n stru ct th e  theore ti cal f r am ew ork u se d  i n  the pre sent re search 

for anal y si ng th e pow er  rel ati o ns expe r i ence d  by women w ho ca re for 

peo pl e w i th i ntel l ect ual d i sa b il i ti e s .  

L uce Ir iga ray 

I r i ga ray i s  co nce rne d  w i th th e co n nect i ons  be"bi een 1 angua ge a nd 

repre senta tio n, pow er r el a tion s  a n d  w ome n ' s bo di e s.  Sh e a ims to 

ch al l enge patr i arch al def i ni ti ons of women' s expe r i ence s a nd to seek 

al ter na tive  w ay s  of re presenting  w ome n. 

Th e ce ntral work of i nterest for th i s  th esi s i s  I r i ga ray ' s  < 1985 ) 

w ork Th i s  Sex Wh i ch i s  Not One1 . Ir i gar ay has  a canm i tme nt to 

ga i ni ng a n  unde rsta ndi ng of w hat th e da i l y  expe r i ence s  of women l ook 

a n d  feel l i ke.  Sh e a i m s  to understa n d  w hat i s  h a p pe ni ng to w ome n ' s 

bo d i es a nd to d i scov er w hat pow er feel s 1 i ke for wanen. 

1 I r i ga ray ' s p u bl i ca ti o n  Specul um of th e Oth er Women < 1 985 ) al so 
contri butes to o ur un derstandi n g  of  wome n ' s experiences.  
How ev er, Th i s  Sex W h i ch Is Not One is  th e key ref erence use d i n  
th i s  d i s sertatio n . 



- 40 -

I ri gar ay "tacti cal l y " u ses  th e  methods of p sy choa naly ti c theo ry to 

show how wanen'  s bo di es h av e  bee n  subj ected.  She deco nstruct s  i deas 

and  ass lJTl ptions  a bo ut w ane n ' s po si tions  and begi n s  to re pl ace these 

w i th new w ay s  of v i ew i ng w anen. Her ta rget i s  ph al l oce ntr i sm - th e 

sy stem wher ei n man i s  the sym bol of a uthori ty .  Iri gar ay aims  to 

ch al l enge th ese di sco urse s  a nd a ny oth ers th at h av e  f unct i o ned to 

mai ntai n w ane n ' s po si tio n a s  the "o th e r " .  

I r i ga ray i s  al so comm i tted to show i ng how w an e n  ca n ch ange o ppr essi ve 

struct ures and soci al r el a tions.  Sh e assert s  th e  need for a 

transformati o n  i n  sy stem s of repr ese ntati on, of 1 anguage a nd seeks 

to r eveal tho se experience s  that h ave bee n obsc ured - to 1 et w anen 

s peak and  to  expo se th e "s i l ence s" . Iri  ga  ray acknow 1 edge s  the  

i n d iv i d ual struggl es  of w ane n  and th e can pl exi ty of  th e se struggl es .  

She emph asi se s th e i mpo rta nce of  1 i nki ng th e i ndiv i d ual expe r i ences 

of  w ome n  to  gl o bal sy stems of expl ci ta ti o n  and  dani na tio n such as  

eco nom ic and pol i ti ca l  sy stems a nd th ei r i nf l ue nce o n  women' s 1 ives. 

It  i s  i n  th i s  w ay that th e se sy stems can begi n to be tra n sforme d .  

I r i ga ray ' s  ( 1985 ) th esi s i nv ol ves a n  exam i na ti o n  o f  women ' s bo di es 

a n d  1 ived experiences .  Ir i gar ay i s  not concerne d  w i th th e  a natom i cal 

or  b iol ogi cal bo dy but rath er abo ut th e w ay i n  w h i ch th i s  body i s  

s u bj ected.  Fo r h e r  the :  

. • •  obj ect of a nal y si s  i s  the body as i t  i s  1 iv ed, 
the bo dy w h i  eh i s  ma rked,  i ns cri bed, ma de mea ni n gf ul 
both i n  soci al and  f am i l  i al and i di o sy  ncrati c term s, 
the bo dy phy si cal l y, soci al l y  and  discursiv el y 
esta bl i sh ed :  th e bo dy as soci al l y  and i ndiv i dual l y  
si g ni f i ca nt ( Gro s s ,  19 85b : 13 6) . 

I ri ga ray exam i ne s  � th e w ay s  i n  w h i ch mea ni ng i s  attach ed to 

soci al practi ces a n d  i n  d i s cover i n g  w ay s  that show how w ome n ' s  

a ct i v iti es a re def i ned .  Th e bo dy i s  the sta rti ng poi nt for rev eal i ng 

th e i ntri cacies  of pow e r. She po sits : 
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From th i s  enci rcl i n g  proj ective  mach i ne ry,  no 
real ity esca pe s un sca th ed . Al ive. Ev ery ' bo dy ' i s  
transf o rmed by i t. Th i s  i s  the o nl y  w ay for th e  
' s ubj ect ' to e nj oy th e bo dy ,  after h av i ng ch opped i t  
u p, dresse d  i t, di sgui se d  i t, morti f i ed i t  i n  h i s  
fantasi es. What i s  di sturbi ng i s  th at of th ese 
fanta si e s  h e  makes  1 aw s, goi n g  so f a r  as  to co nf u se 
th an w i th sci ence - w h i ch no real i ty  resi sts. Th e 
whol e i s  al rea dy ci rc umscri be d a n d  dete rm i ne d  i n  a n d  
b y  h i s  d i sco urse < I r i ga ray , 1 985 : 88) . 

Th i s  u se of the bo dy h a p pe n s  i n  al l s ph eres of a wana n 1 s 1 i f e, b ut a s  

I r i ga ray s ugge st s  th e wanan  i s  "cl o se ted" i n  a f am i l y for most o f  her 

1 i fe so that the f am i l y  has  al w ay s  bee n the pr iv il ege d  focu s  of 

w an en ' s exp l oi tati o n. 

I r i ga ray sh ow s  how th ere i s  an ass un pt i o n  i n  a pa tr i arch al f am i l y and 

society th a t  th e man i s  th e  " pro prietor of wane n  and ch il dre n " .  She 

a rgue s :  

Th e same i s  t r ue of th e obj ect i o n  i nvol v i ng ' th e  
moth e r' s powe r ' , a s  th i s  power exi sts o nl y  ' w i th i n ' 
a sy stem orga ni sed by men. In th i s  ' ph al l ocrati c ' 
powe r, ma n l o ses saneth i n g too : i n  parti c ul a r  th e  
pl easure of h i s  ow n bo dy . B ut h i stor i cal l y ,  w i th i n  
th e  f an i l y ,  i t  i s  th e  fa th e r-ma n who  al i e nates th e 
bo di es, de si res a nd work of wan en  a nd eh i l  dren by 
trea ti n g th em  as  h i s  own pro per ty ( ! ri ga r ay ,  19 85 : 
142-143 ) . 

I r i ga ray speaks abo ut th e w ay s  i n  w h i ch men try to extr act uti l ity 

f rom the bo di e s  of  w ane n .  In  h e r  discussion  o n  v al ue a n d  th e  

def i ni ti o n o f  commodi ti es sh e exam i nes  h ow  wanen f unct i o n  "a s i mage 

f o r  ma n, but l ac ks s peci f i c  q ual i ti e s  of h e r  ow n. He r v al ue- i nvested 

form amounts to w hat m an i nscr i bes  i n  a nd o n  i ts m atte r :  that i s  h er 

bo dy "  < I ri ga r ay ,  1985 : 1 87 ) . 

Th e use of women by men i mpl ies th at th e pa rti ci pa ti on  i n  soci ety 

r e:j  ui res that th ei r  bo dies s u bm i t  th ansel ves "to a s pec ul a r izatio n, a 

s pecul ati o n, th at transform s  i t  i nto a v al ue-be a r i ng o bj ect, a 
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sta n dard ized si gn, a n  exchangea bl e si gnif i e r, a ' l i ke ness ' w i th 

reference to a n  a uthor i tati v e  model " C i r i ga ray , 1 985 :  17 9-1 80 ) . 

To exerci se power  over th e  wane n ' s  bo di e s  a n d  ens ure that th ey  becane 

commodi ti es, men m ust cr eate a "ph enanenal form " of th e body .  Th i s  

i s  di sti nct f rom th e  "natural f o rm "  of the bo dy .  

A commodi ty a wan an - i s  d i v ide d  i nto tw o 
i rreco n c il a bl e 1 bo dies  1 :  h e r  1 nat ur al 1 bo dy a n d  her  
soci al l y  val ued, exch angea bl e bo dy ,  w h i ch is  a 
par ti c ul a rl y  m i meti c  expres sio n  of masc ul i ne v al ue s 
< I r i ga ray , 1 985 : 1 80 ) . 

Me n,  acco rd i ng to I r i ga ray , a re th e group w ho ge ne ral l y  co ntrol th e 

mea n s  of productio n  a n d  are al so th e head of th e ho u sehol d.  In  these 

rol es th ey h av e  th e pow er to determ i ne th e "v al ue " of commodi ti es 

i n  th i s  i n stance, w ane n . 

Commodi ti es h av e  a n  "ek-stati c"l nature a s :  

A n  a bstract a n d  u n iver sal v al ue pre se rves th em f rom 
use a nd exchange amo ng th ansel ves. Th ey are, as i t  
were, tran sf ormed i nto v al u e- i nve sted i deal i ti e s .  
Th ei r co ncr ete forms,  th ei r speci f i c  q ual iti e s  a nd 
al l the possi b i l i ti e s  o f  ' re a l ' r el a tions  w i th th em  
or among than a re reduce d  to thei r common ch aracter 
as products of ma n ' s l a bo ur and de si re < Iri garay, 
1 985 : 181 ) . 

Th e  establ i shment of ' val ue ' and th e rel ati onsh i ps betw een 

canmo di ti es cannot be  e sta bl i shed by th e  corrmo di ti e s  th ansel ves, but 

i s  de pe nde nt u po n  th e f uncti oni ng of  exch a nge : 

Th e  exchange v al ue of two si gn s ,  two commo di ti e s, 
tw o  w an  en, i s  a repr ese ntati o n  of th e needs/de si re 

1 I r i ga ray use s the pref ix  "ek" to de note a se pa rati on o r  
d i fferenti a tio n f rom nature. 
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of co n s ume r-exchange s u bj ects : i n  no w ay i s  i t  th e 
' prope rty ' of th e si gn s/a rti cl es women thansel ves. 
At the mo st, the commo d i ties - or  ra ther th e 
rel ati o nsh i ps among than - are th e materi al al i b i  
for the de si re f o r  rel ation s  amo ng me n .  To th i s  
end, th e commo d i ty i s  di  si nv ested of its bo dy and 
reel othed i n  a form that makes it  s u ita bl e for 
exch ange amo ng men ( ! r i ga ray , 1 985 : 180 ) .  

In  the pro cess of bei ng  v i ewed as a commo d i ty wome n ' s dev el o �ent i s  

restr i cted.  Th ey become st i fl ed as  they are unabl e to tra nsce nd th e 

1 im its  the commo d i ty pl aces u po n  th em. Th i s  ca n h a p pe n  i n  al l 

sph eres of wome n ' s exi stence - her bo dy i s  not o nl y  subj ected i n  the 

dome sti c real m but al so i n  a reas such as sexual i ty .  

I r i ga ray argues th at women become "feti sh-obj ects" for men. Th ey may 

rana i n  soci al ly  a n d  nat ur al l y  i sol ated f rom o th e r  women : 

• • •  j ust a s  commod i ti es ca nnot make exch ange s amo ng 
th ansel ves w i tho ut i nterventio n of a s u bj ect that 
meas ur es th an aga i nst a standa rd, so i t  i s  w ith 
w ome n .  Di sti ngu i shed, d iv i ded, separated, 
cl assi f i ed a s  1 i ke and unl i ke, acco rdi ng to w heth er 
th ey h ave bee n j ud ged exchangea bl e.  In th em sel ves, 
amo ng th em sel ves, th ey are amorphous a nd co nf used : 
natural bo dy, mate ri al body, dou btl ess u sef ul to the 
co nsumer, but w itho ut any po ssi bl e i de nti ty or  
comm u n i ca bl e v al ue C iri garay ,  1985 : 188- 189) . 

Women ' s  bo d i es m ay be ke pt i n  a priv ate real m una bl e to i nf i l trate 

the p u bl i c  s phere < I r i garay ,  1985 ) . 

I r i ga ray ( 1985 ) focuses o n  th e w ay s  women ' s bodi es may hav e  been  

u na bl e to  "vo i ce "  and  s peak a bo ut th ei r experiences.  Wome n h ave 

1 acke d a po s i ti o n  w here th ey hav e  been a bl e to def i ne th ei r ow n 

expe r i e nces. She " seeks an  adeq uate l anguage and mo des of 

represe ntati o n  • • •  a l anguage beyond the h i erarch i cal regul ati o n  of 

meta d i s co urse" ( Gro s s ,  19 86b : 137 ) . 
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Iri  ga r ay eh al l en ges th e ass liTl ptio n that knowl ed ge a n d  1 a n g ua ge i s  

ne utral and i n  so do i ng co nte nds th at i t  h as bee n  dom i nated by 

pa rti c ul a r sty l es and  pers pective s. Th i s  know l ed ge a n d  l an guage h a s, 

sh e a rgue s, been co ntrol l ed by pa tr i arch al sy stems. She a i ms to 

r eveal  what th i s  dc:xn i na tio n  l oo ks l i ke and  to constru ct a l an gua ge 

w h erei n wc:xnen ca n s pe ak.  I r i ga ray seeks to sh ow hON wc:xnen ca n f i nd a 

po si tio n where th ey can begi n to expl ore al ter na tive di sco urses  and  

1 a ngua ge .  

I r i ga ray ( 1985 )  1 i nks th e expe ri ence s o f  wc:xnen a nd 1 a ngu a ge to th e 

w ay s  rrren  h ave  s u bj ecte d w c:xne n  and th ei r  bo di e s .  She sh ON s  that i f  

wanen a re o ut si de rs to l anguage th ey are not i n  a po si ti on  to co unter 

m al a-centred conce pti o n s  of th e rol e of the sexe s.  Th i s i s  part of 

th e proce ss of th e subordi na ti o n  of wanen ' s bo d i es to th e eco nan ic 

a n d  sexual dema nds of me n .  

Acco rdi ng to  I r i ga ray ( 1985 ) women h av e  to  co nstruct a space for 

th em sel ves a n d  i n  th i s  process th ey m u st not s peak for o ne a nother 

but rath er w ith o ne a noth er i n  o rde r to i de nti fy w hat know l ed ge  i s  

mea ni ngf ul for th em. In th i s  w ay w ome n  w il l  begi n to constru ct 

al ter nati v e  f rameworks for exam i ni ng a nd u n de rsta ndi ng th ei r l iv e s :  

Wome n ' s soci al i nferiori ty i s  r ei nforced and 
com pl ica ted by th e fact th at wan·en do� not h av e  
access to l angua ge, exce pt th ro u gh reco urse to 
1 mascul i ne '  sy stem s  of repr ese ntati o n  w h i ch 
di sap pro pri ate her  f rom h er r el a ti o n  to her sel f a n d  
to oth er w c:xn e n  ( I r i ga ray , 1 985 : 85 ) .  

To con struct a n  al ter na tive so ci al order th e 1 angua ge w omen u se must 

of necessi ty ch ange so th at i t  ca n be a "t r ue "  r epr ese ntati on  of 

w ome n ' s experiences .  Ir i gar ay expl ai n s  that i f  w anen kee p s pea k i n g  

"to each oth er a s  men  h av e  bee n  do i ng for ce nturi es" a nd as th ey 

"h ave bee n tau ght to s peak",  th ey w il l  "mi ss each o th e r, f a i l  

th emsel ves" . She states th at "a ga i n • • •  words w i l l  pa ss th ro ugh our  

bo di e s, a bove our  hea ds.  Th ey ' l l  v a n i sh, and  w e ' l l  be  l o st. Fa r 

o f f, up h i gh .  Abse nt f ran oursel ves. We' 1 1  be spoke n  mach i nes, 

s pea k i n g  mach i nes" ( Iri  gar ay ,  1985 : 20 5 ) .  



- 45 -

Iri gar ay pro po ses a tech n iq ue cal l ed "m ime si s "  for expo s i n g  pow e r  

rel ati o ns. I r i  ga ray use s th i s  term to sh ow how w an  en ea n begi n to 

f i nd a pl a ce to be th em sel ves and  to l ea r n  hCftll to b r i n g  a bo ut sane 

po si ti v e  ch a nge . Ch a nge ca n o nl y  happe n after wanen h av e  a nal y sed 

what o p pres sio n feel s 1 i ke. Sh e s ug ge st s  that wane n  m u st ta ke on th e  

rol e o f  th e "fem i ni ne " i n  o rde r to "co nv ert a form o f  subordi nati o n  

i nto a n  aff i rmatio n, a n d  th us  beg i n to thwart i t" < Iri ga r ay ,  1985 : 

1 6 1) . 

Acco r di ng to I r i ga ray wane n  ca n use "m i mesi s" to obtai n �a feel i ng 

a bo ut th e  i mme di ate effects of expl oi ta tio n w i tho ut bei n g  red u ced to 

i t. Th ey  act o ut thei r rol es a nd w h i l e do i ng th i s  th ey try to 

a naly se what i s  h ap pe ni n g  to th em. 

Th ey  use "m i mesi s" a s  a n  i nter i m  str ategy for expo si ng hCftll th e 

r el a ti o n s of powe r  h ave become o p pres s iv e. For exam pl e, to make 

''m i mesi s" work  wanen w i l l  renai n i n  th e househol d a nd ca rry out th ei r 

us u al activ i ti e s. Th ey  discuss  th ei r  activ i ti e s  w i th o th e r  w ane n  i n  

o rde r to determ i ne how pow er r el ati o ns o pe r ate. 

Ir i ga r ay em ph a si se s  th a t  w ane n  mu st sup port o ne a no th e r  i n  

dete rm i ni ng how ''m imesi s" w il l  work.  Th ey  must come toge th er to f i nd 

a pl ace w h ere th ey  ca n i de n ti fy "th ei r own desi res i n  the a bse n ce of 

ov e rl y i mmedi ate pr essures a nd o ppr essto n s" < I r i ga ray , 1 985 : 1Z7 ) .  

For I r i gar ay, tran sforma ti o n  m u st not be a r ever sal of rol e s  or a f ew 

m i no r  ch a nge s attach ed o n  to th e exi sti ng catego r i es of th eory a nd 

expe ri e n ce : 

W hen wanen w ant to esca pe f rom expl ci tati o n, th ey do 
not merely destroy a few ' pr ej u di ce s ' , th ey  di sru pt 
th e enti re order of dom i na nt v al ue s, eco nom i c, 
soci al , moral a n d  sexual . Th ey cal l i nto q uesti o n  
al l exi sti ng th eory , al l tho ugh t, al l l angua ge,  
i na smu ch a s  the se are mo no pol i sed by men and  me n 
al o ne .  Th ey ch al l enge th e very fo undati o n  of our  
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soci al and  c ul t ur al orde r, who se orga ni sa tio n  h a s  
bee n pr escr i be d  by th e pa tr i arch al sy stem ( ! r i ga ray , 
1985 : 165) . 

I r i ga ray argue s  th at wanen must ch al l enge al 1 forms of "pow er and 

power r el a ti o n s " . These mov eme nts m u st not simply  a i m  for a cha n ge 

i n  th e di str i buti o n of pow er beca use th i s  l eav es th e pow er str uctur e 

i ntact. Th i s wo ul d mea n that th ey wo ul d be "res u bj ecti n g  th emsel ves, 

del i be ratel y or not, to a ph al l ocr ati c orde r" < I r i ga ray , 1 985 : 81 ) .  

Th ere h ave bee n a n liTl ber of ch al l e n ge s  to I r i ga r ay'  s w ork.  Sh e h a s  

bee n  ch al l e nge d f o r  her focus o n  th e "bo dy " a s  a po i nt of de pa rtur e 

f or expo s i n g  sy stems of o p pressio n .  Sane Angl o-Ameri ca n  f em i ni st s  

s uch a s  G ross ( 1986 a )  a nd Barri  e < 1987 ) poi nt out th ey h av e  

di ff i c ul ty acce pti n g  Iri gar ay ' s em pha si s o n  the "di fference "  betwee n 

the bo d i es of men a nd wan en. Th ese fem i ni st s  a rgue th at f ramew orks 

s u ch as I r i gar ay ' s, ret ur n  f em i ni st theory to a form of b i ol o gi cal 

de term i ni sn .  

Segal ( 1987 ) i s  co nce rned th at w ri ters s uch a s  I r i ga ray i n  thei r 

focus  o n  w ane n ' s " d i f ference "  f rom me n a n d  th ei r  bel i ef i n  a s u pe r i o r  

v iew of wanen m ay l ead us  t o  a proj ect th at b r i ngs a bo ut i nd i v i dual 

cha n ges  i n  w ane n '  s 1 ives but does not 1 i nk th e se to gl o bal forms of  

dom i na ti o n .  Th i s  m ay ,  asserts Segal < 1987 ) , resul t i n  a n  i mpa sse 

wherei n th e  o nl y  o ptio n for  wane n  i s  to r em ai n al oof and  a part from 

a ny co ntact w i th men. Th i s  proj ect sh e a rgue s  w il l  not b r i ng a 

tran sf o rma tio n  i n  th e struct ures that dom i nate th e  1 ives of w ome n. 

Despi te Segal ' s  ( 1987 ) comments, Barri e < 1987 ) make s a co ge nt poi nt 

show i n g  Ir i  gar ay '  s def i n i ti o n  of "di fferen ce "  i s  o ne w h er ei n 

"d i ff erence "  shoul d not be use d to ref er to a df fference i n  v al ue . 

Th e  b i  ol o gi cal ch aracteri sti cs of  w ome n  h av e, a s  Ir i  garay < 1985) 

s u bm i ts, bee n  i nterpreted i n  w ay s  that l abel wanen as th e "oth er" 

sex. 

Th e def i ni ti ons of men and  wanen req u i re transform i ng so th at th e 

pre se n ce of o ne does not mea n the dev al u i n g  of the o th e r. Iri  gar ay 
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< 1985 ) doe s  not v i ew  w ome n  a s  the pass ive sex trap pe d  i n  th ei r  bodies  

a nd w ai ti ng for  oth ers to  f ree th an .  Fo r h er, th e proj ect for  women 

i s  not a bo ut d i s coveri ng  what i s  "f an i ni ne "  b ut ra th e r  i t  i s  a bo ut 

sh0t1 i ng how th ese rol es a re soci al l y  i nscr i bed a nd i de nti fy i ng ol d 

rol es and  a ctiv i ti e s  w ome n  w i sh to ta ke o n . Ir i gar ay att an pt s  to p ut 

th i s  th eory i nto pr acti ce by enco ur agi ng women to rew ri te th ei r 

experiences  i n  order to show how th ei r  

cul tural l y  def i ne d  a nd a re l i nke d to 

domi natio n .  

perso nal experiences  a r e  

patr i arch al sy stans of 

A Framew ork for Anal ysi ng th e Expe r i ence s of Women W ho Ca re for 

Peopl e w ith Intel l ect ual  Di sa bi l i ti es 

In  th i s  th esi s I u se ce rta i n th eor eti cal i deas of Fo uca ul t a nd 

I ri gar ay to dev el o p  a f r am ew ork for exam i ni ng  a n d  un dersta n d i n g  th e  

expe r i ence s o f  women w ho ca re f o r  peo pl e w i th i ntel l ectual 

di sa b i l i ti e s. 

L i ke I r i  ga ray an unde rsta ndi ng of ge nde r  rel ati ons i s  my poi nt of 

de pa rt ur e .  I t  i s, I argue, an  understa n d i n g  o f  ge n de r  th a t  w i l l  

determ i ne how we ca n a nal y se and  expl ai n how oth er soci al rel ati ons 

i nfl uence w ome n ' s 1 ive s .  Th i s  understa n d i n g  i n cl u des  an  exam i na tio n  

o f  th e cul tural and  h i stor i cal co ndi ti o ns  o f  women' s exi ste nce .  Th i s  

v i ew  i nf o rm s  th e w ay I h ave dev el o pe d  a f r am ew ork for des cri b i ng th e  

expe r i ence s o f  women w ho ca re for peo pl e w ith i ntel l ect ual 

di sa b il i ti e s  a n d  d i s coveri n g what i t  i s  that mai ntai n s  th ei r exi sti ng  

po si tions .  I a im  to show how ce rta i n  rel ati ons of  pow er h av e  

mai ntai ned th e se po si tion s.  I expl ore the nat ure of power o n  th e 

exam i ne hOt# th e pow er th at 

be 1 i n ked to gl o bal sy stans 

1 ev el of women' s da 1 1  y expe r i ence s a nd 

o perates to co ntrol w ome n ' s  bo diesl ca n 

of dom i na ti o n .  

1 Whe n  I u se th e w ord bo dy I am r eferri ng  to bo th the phy si cal 
bo dy and to th e w ay i ts f un cti o ns a re soci al l y  co nstr ucted. 
L i ke Ir i gar ay I bel i eve that c ne must cl ea rly  i denti fy th e 
ef fects of pow er rel ati o ns o n  th e · i mmedi ate experi ence s  of 
w ome n. I cl a i m  that by u si ng  th e  w ord ' bo dy'  w e  are r em i n ded 
of th e w ay s  i n  w h i ch women a re s ubj ected.  
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In  des cri b i n g  a n d  un dersta n di ng  the experiences  of th e w ane n  i n  my 

resea rch i t  i s, I a rgue , i mpo rta nt to h av e  a n  a nal y si s  of pow er th at 

ca n account for  no n-eco nan i c  r el a tion s. The o bse rvati o n s  of Fou ca ul t 

a nd I r i ga ray abo ut pow er and i ts ef fect s h av e rel ev ance for my study . 

The power r el a tion s tha t  w ane n  who care  for peo pl e w i th i ntel l ect ual 

di sa bi l iti es expe r i ence a re al w ay s  ch angi ng thei r form and m ay be 

di ff i c ul t  to detect. The tech nol ogi es  of powe r  m ay be a cin i ni stered 

by th e peopl e wanen 1 ive a nd work w i th . Th e  wanen' s rel ati o nsh i ps 

w i th th e se peo pl e m ay a p pear o n  the s u rface to be free of dani na tion  

as th ey a re not nece ssa r i l y repressive, but i n  f act they ensur e th at 

w ane n  who car e  ranai n productiv e. The task  i s  to d i s cover th e nat ure 

of pow er rel ati o ns .  Fem i ni st th eory pro po se s  th at o ne of th e f i rst 

steps i n  understa n di n g  wane n ' s  po si ti o n  i s  to prov i de w ane n  w i th a n  

o ppo r tuni ty to r ew eal and  s pe ak a bo ut th ei r expe ri ence s. 

Bea r i n g  i n  m i n d  Fou ca ul t' s and Iri gar ay 1 s o bse rva ti o n  a bo ut th e  

dy nam ic  nature of pow er and i n  pa rti cul ar  hC1tli th i s  may make th e 

detectio n of powe r i n  th e  l ives of w anen d i ff i c ul t, I pro po se to 

a nal y se pow er rel ati o ns i n  th e expe ri ences of wanen w ho ca re for 

peo pl e w i th i ntel l ect u al di sa b il i ti e s  at two cri ti cal si tes : th e  

ho usehol d a nd th e O rga ni sa ti on.  I de scr i be a nd a nal y se th e i mmedi ate 

effects  of powe r  a t  th e se si tes.  

Th e ho usehol d i s  w her e wanen 1 ive a nd ca re for th ei r ch i l dr en/a dul ts. 

In th i s  the si s th e Orga ni sa tio n refers to th e  IHC, th e Orga n i sa ti o n  

th at prov i de s  most o f  th e serv ice s  for th ese wanen a nd thei r 

f crn il i e s. It w i l l  be sh C1tll n how th e  r el a tions  of power o perate by 

i de nti fy i ng a n um be r  of tech nol ogi es w hose funct i o n  i s  to uphol d 

power rel ations  a n d  to ens ure that th e se are s u stai ne d .  

A n um be r  of di f ferent tech nol ogi es o f  pow er a r e  a p pl i ed i n  orde r to 

dete rmi ne how power r el a ti o n s  m ay o perate i n  th e  1 ives of  w ome n  who 

ca re. It i s  1 i kel y th at th ese may be found o pe rati ng i n  both th e 

ho u sehol d and  th e Orga ni sa ti o n. Th ey i n cl u de : 
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th e observ ati o n  a nd exam i nati o n  of wcmen to ensure  th ey are 

ca r ry i n g  o ut th ei r  pres cri bed activ i ti es and the 

measur enent of th ese act i v i ti es aga i nst a norm th at i s  

def i ned by men ;  

th e use of know l edge i ncl udi ng th e w ri ti ng of h i story ,  

soci al s ci e n ti f i c  i nve sti ga tio n  and  knCift'l ed ge u sed by 

professi o nal groups to exam i ne th e acti v iti es of w om e n ;  

the u se of  l an gua ge to prov i de mea ni n g  t o  w ane n 1 s 

expe r i ence s. 

Th e se tech nol ogi es of pow er h el p i n  th e unde rsta ndi ng of th e w ay 

w ome n  w ho care  for peo pl e w i th i ntel l ect u al di sa b i l i ti e s  are 

subj ected . 

Beca use women w ho ca re for peopl e w i th i ntel l ectual di sa b i l iti es 

s pen d  mu ch of th ei r  time i n  th e ho u sehol d th i s  i s  wh ere th e  r el a tions  

of pow er h av e  th e mo st si gn i f ica nt i mpa ct a nd w here th i s  a nal y s i s 

m u st begi n .  I argue th a t  a n  understa n d i n g  of th e  tech n ol o gies  of 

pow er w i l l rev eal th e w ay s  i n  w hi ch pa tr i arch al pow er rel ati ons  

mai ntai n co ntrol over  w ome n. 

Th e Ho usehol d - Women ' s Da i ly L i ves a nd Expe r i ence of Pow er  

A n  exam i na ti o n of pow er rel ati ons o pe rati ng i n  th e da i l y  1 ives of  

w ome n  i s  esse nti al i f  w e  are  to  d i s cov er th e w ay s  th ey h ave bee n 

s u bj ected . Ma ny text s th at expl ore pow er rel ati ons  do i n  f act make 

th e ass l.ITl ptio n  that m al e a n d  f em al e experience can be categori sed 

un de r  th e commo n ti tl e of hi.JTiani ty ( Wal by , 1 986 ) . Th e i nterest s  of 

me n are ofte n portr aye d i n  a w ay that sug gest s  th ei r  experi ences are 

un i v ersal . Th ese acco unt s do not sh ow how a wcm an '  s bo dy ca n be 

v i ewe d  i n  a nega tive sen se a n d  how a n d  w hy w cme n  are v i ewe d  a s  th e 

"oth er" sex ( de Bea uvoi  r, 1 982 ) . 
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Mal e pa« er f unctions  i n  w ay s  that w i l l  o ptim i se the ca pa b il i ti e s  of 

wanen < I r i ga ray , 1 985 ) . Th e co nce pt of di sci pl i na ry pow er as 

expl ored by Fou ca ul t < 1 97 7 )  h el p s to expl ai n how wanen are s u bj ected .  

Th ei r ca pa bi l i ti es a re ra nke d  a nd th ey are expected to  occupy 

po s i tions ( for exam pl e i n  th e f cm i l y )  wherei n maxi m um  util i ty i s  

de r i v ed f ran th ei r bo dy .  It i s  a nti ci pa ted th at I w i l l f i nd i n  th e 

a nal y si s  of th e  w ane n ' s l ives tha t  th ey are orga ni sed i n  w ay s  that 

keep  th an a pa rt a nd I s us pect th at many are  com pel l ed to ranai n i n  a 

pr ivate s pace.  Eve n  if  th ey do l e ave the h ane th ei r  i nfl uence o n  

soci al pract i ce s  ca n be bl ocke d .  When wanen h av e  i nf l ue nce d th e 

p u bl i c  s ph ere th i s  i nfl uen ce may be h i d de n  or dev al ued .  Th e  

a s s um pt i o n  th at w an en ranai n i n  a priv ate r eal m and do not i nf l ue nce 

the p u bl i c  real m i s  a parti c ul a r  v i ew  of  w anen ( J cme s ,  1982) . It i s  

assumed th at wanen m ust not v entur e o ut of th e priv ate real m. Wanen 

m ay be reass ured tha t  th i s  private s pace i s  a mor e attractive pl ace 

to be si tua ted ( I r i ga ray , 1 985 ) . 

G iven  th ese po i nts, i t  i s  i mpo rta nt to reco gn i se th at wanen w ho ca re 

for peo pl e  w i th i ntel l ect ual di sa b il i ti e s  are control l e d i n  v e ry  

speci f ic w ay s. Th ey  are enco ur aged t o  make sacr i f ice s  i n  o r de r  to 

care  for o th ers.  They can becane exhausted a n d  i l l-treated i n  th e  

proce ss of ca ri ng f or oth ers ( Bal clw i n a nd G l endi nni ng, 1 983 ) . 

Th e  i ntri cate nat ure of pa«er r el a tion s that dan i nate wane n  rei nforce 

th ei r po si ti o n  of powerl essne ss a nd al th ough th i s  proce ss may be 

s u btl e and  d i f f u se a n d  occ ur gra d ual l y  ove r  ma ny years i t  i s  no l ess 

h arm f ul for wan en. Wanen w ho ca re m ay be i sol ated f ran one a noth er . 

Th ey are expected to do certai n tasks a n d  these tasks and  th e  

act i v iti es th ey are orga ni sed to ca rry out ( for exampl e, ca regi v i ng 

activ i ti es ) are def i ne d  for th an by o th ers < Ayer and  Al a sz ews k i , 

1 984 ) .  Th i s  i s  def i ne d  by I r i ga ray as th e w ay i n  w h i ch men l abel 

w ane n  as "commo di ties"  and  e sta bl i sh the "v al ue" of wane n '  s work 

< I r i ga ray, 1 985 ) . 

Dal l ey ( 1988) d i scusses th e w ay s  i n  w h i ch women a re expected to not 

o nl y  se rv i ce no n-d i sa bl e d manbers of th e  ho u sehol d b ut that th ei r 
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l ov e  for  ho u sehol d m an bers i s  u sed to j u sti fy w hy  th ey  sho ul d becane 

th e pr i mary ea regi ver for di sa bl ed h o usehol d manbers.  Th i s  work 

des pi te i t s  re pe ti t ive ness  and i nten si ty i s  co n ti n ual l y  d ev al ued .  

Th e Observ ati o n, Exam i nati o n  a nd Compa ri so n  o f  Wanen i n  th e Ho usehol d 

Wan en  w ho ea re for peo pl e w i th i ntel 1 ect ual di sa bi l iti es a re observ ed 

by o th ers i n  th e  hou sehol d i n  order  to determ i ne whether th ey are 

ef fect i v el y  ca rry i ng o ut th ei r tasks a n d  th ey may f i nd i t  di f f i cul t 

to f i nd a s pace f or th an sel ves wh ere th ey  are  f ree from s cr uti ny 

( Grah am, 1 983 ) . Accom pa ny i ng th i s  o ne w o ul d expect to f i nd th at th ey 

m ay be ran ked a n d  a s se s se d  w i th res pe ct  t o  how w el l  th ey  car e  for 

th ei r ch i l dren.  They may be expect ed to o bserv e  th ei r ch i l d ' s 

beh av io u r  i n  order to i m prov e  i t. Th i s  may become a w ay of 

mo ni tor i ng th ei r ow n  act i v i ti es. Th ere i s  a n  expectati o n  f ran th ei r 

partners a n d  o th e r  hou sehol d m an bers  tha t  th ey w fl 1 be the prima ry 

ca reg i v ers ( Bal dw i n a nd Gl endi n ni ng, 1 983 ) . Th i s  expectati o n  may 

al so be r ei nforced by m an bers of the e xte n de d  f crn i l y  and the w i de r  

commun i ty ( Dal l ey , 1 988) . 

These women may be com pa red w i th oth er wan en o r  measur ed aga i nst a 

no rm. The norm i s  a mech a ni sm to be u se d  to meas ure th e  amo unt and  

l ev el of  s urv ei l l ance req ui red i n  th at wanen w ho do not obey th e 

r ul es and  who t ry  to cha n ge th ei r  norms of beh av i o u r  m ay be 

ostraci se d .  Wan en  w ho ea re for peopl e w i th i ntel 1 ectual di  sa bi l iti es 

m ay be ma de to feel i nadeq uate i f  th ey  choo se to send th ei r  ch i l d 

aw ay to a n  al ter na ti v e  1 iv i ng e nv i ronment .  I t  i s, I a rgue, th e wanan 

not the ma n who feel s gui l ty for ca r ry i n g th i s  o ut. It i s  i n  fact 

th e wan an w ho i s  aske d to make th i s  deci si o n. Wan en' s act i v i ti es 

must f i t  certai n norms and  th e se are us ual l y  dev al ued < Dal l ey , 1988) . 

It i s  v ery di ff icul t for wanen to eh al l enge th ese norms.  Me n  use a 

n liTiber of mech a ni sms to ens ure that  th e  n o rm  i s  not ch al l enged .  For 

exam pl e, th e rol e of wanen i s  of te n  1 abel 1 ed a s  "natural " o r  

"i nev i ta bl e" ( Goo dnow ,  1986) . It can be v i ewed as " nat ur al " for 
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w ane n  to r emai n i n  the pr ivate real m and  not vent ure o ut. It i s  

asslJTled th at th e pr i v ate real m ( th e  househol d )  a nd th e p ubl ic  real m 

of pa i d  production do not i nfl uen ce o ne a no th e r. I n  th i s  system 

wanen 1 s pr i mary respo nsi bi l iti es a re to be co nce rned w i th ca regi v i ng 

activ i ti es ( Ba rrett a n d  Macinto sh, 1982) . A mo del w ane n  i s  ofte n 

use d  a s  a n  exampl e to show how oth er wanen ca n pe rform th ei r rol e 

more effectiv el y .  Wana n i n  h e r  rol e a s  the "other"  m ay be r i di c ul ed, 

cr i ti ci se d  a nd o straci sed i f  sh e ch al l enges th e norm. Ma ny wanen 

w i l l  i n  fact acce pt th e  norm beca u se if  th ey are  i l l -treated th ei r  

ch i l d m ay al so be . It i s  di f f i cul t to break o ut of o ne ' s rol e i f  

thi s  i s  goi n g  to h ur t  th e  o ne yo u l ov e. 

Th ese tech nol ogi es a re use d  to e nsure th at th e m axi mliTI uti l ity i s  

extra cted f rom wanen a n d  th ei r  work.  Iri gar ay < 19 85 )  tal ks a bo ut 

th i s  w hen sh e de scr i be s  how commodi ti es a re def i ned .  She a rgue s th at 

i t  i s  me n who  w il l  dete rm i ne what v al ue w ane n' s w ork  h a s  a n d  how i t  

w i l l  be exch ange d .  In  th e househol d wanen w ho ca re a re v i art ed a s  a 

canmo di ty f o r  f am i l y  m em bers to util i se i n  th e  mo st effective ma nne r. 

These wanen ca n become al i enated f ran oth er wanen. Wanen w ho ca re 

ofte n h ave di ff i c ul ty trans ce n d i n g  th ei r  rol e a s  a canmo di ty a n d  

h ence ranai n f ixed i n  th ei r rol e. Ir i ga ray < 1985 ) cl a i ms th at th e 

v al ue of th ei r  bo dy  does  not der ive  from th ei r  nat ur al form a n d  th i s  

may mean th at for som e women th ey are no l onge r abl e to determ i ne 

th ei r  real v al ue.  

Women w ho ca re m ay have di ff icul ty i de nti fy i ng the ski l l s  th ey 

po s sess.  Al thou gh th ey  pe rfo rm ma ny com pl ex activ i ti e s  w i th i n  th e  

s pa n  o f  one day , th ese act i v iti es m ay not be v i arted a s  v al ua bl e. Th e 

w ay w ane n  u se th ei r  time m ay be def i ned by o th ers.  Th e  orga ni sa tio n 

of wanen'  s t i me by oth ers i s  a v ery pow erf ul mech ani sm  for 

co n trol l i n g w ome n. Wai ti n g  for oth ers i s  part of th i s  process.  

Th ese women may have to w a i t  for oth ers to def i ne w hat tasks a re 

v al ua bl e. Th ey al so r emai n i n  th e  ho u sehol d w h  i1 e o th ers 1 eav e  i t  

each day to act upo n  nature i n  th e real m of eco nom i c  producti on.  

Work i n  the eronomi c s phere  has more v al ue tha n  the w ork of  w ane n  i n  

th e ho usehol d.  



- 53 -

Wane n w ho care for  peo pl e w i th i ntel l act u al di  sa b i l f ti es s pen d  l ong 

hours al o ne w ith th e ch i l d w ai ti ng for th ei r pa rtners  a nd h us ba nds to 

return  to th e hou sehol d .  Th ey  al so w ai t  for doctors, p sy ch ol ogi sts 

and o th er prof essi o nal groups to procl ai m w hat tasks th ey sho ul d be 

enga ge d  f n. Th ey  expe n d  m u ch e nergy w af ti ng for these peo pl e to meet 

w ith th an and w h i l e th ey a re waf ti ng th ey are try i ng to kee p  the 

ch fl  d occu pied .  Wane n  who care s pen d  ho urs w af ti n g  for saneth f n g  to 

h appe n a nd th i s  w a f ti ng ca n resul t i n  a pa thy and exh aust i o n  

( Gl en d f n nf ng,  19 83 ) . These profes sio nal gro u p s  w il l  pres cri be h ow  

w an  e n  sho ul d w o r k  w f th th e f  r eh i l  d/adul t .  �Th ese wan en may h av e  to 

meet certai n goal s a n d  f f  th ey  do not ach i eve these th ey  m ay be 

cr f ti ci  sed a nd someti mes taugh t  new ski l l s  so th ey w i l l meet th e 

no rm. 

Th e U se of Know l edge to Co ntrol Wanen f n  th e Househol d 

In  th i s  th esi s I use th e term "kn ow l ed ge "  i n  th e w ay th at Fo uca ul t 

does, to i ncl u de h i sto ry ,  s ci e n ti f i c  i nvesti ga tio n a n d  the 

a p pl i ca ti o n  of s uch know l ed ge  by prof essi o nal groups s uch as 1 awyers 

and  doctors.  It m ay be po s si bl e to sh ow that the w ay s  th f s 

tech nol ogy i s  used  i n  th e househol d ca n, as w ith th e oth er 

technol o g i e s  o utl f ned, be part of the practi ces of bo th th e  ho u sehol d 

a nd O rga ni sa tf o n  o r  pr edom i na te at o ne si te. 

H i st o ry  i n  th i s  thesi s w il l  i ncl u de th e  w ay s  w ane n ' s l ived 

expe r i ence s a re w ri tten a bo ut .  Th e w ay wanen' s act f v  iti e s  a re 

docliT!e nted can set u p  certai n expecta tio n s  for  how w ane n '  s 1 ives 

shoul d be orga ni sed .  H i stor i cal docum entati o n  h as a f un ct i o n  i n  

mai ntai n i n g  power r �l a tf o n s .  Certai n eve nt s  h ave ranai  ne d h i d de n i n  

our  h i stori cal reco rds.  Th i s  mea ns th at ce rta i n assllll pti o ns h av e  

bee n ma de a bo ut th e  h i story o f  w ane n. 

H i  story has ge ne ral l y  co nce ntrated o n  th e "pow erf ul i n  th e publ i c  

s ph ere" ( Grimsh aw ,  1 9 8 6 :  3 6 ) .  Wane n ' s activ i ti es h ave ei ther been 
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i gnored or  m i sre pre sented . Ma ny of these activ i ti es h ave bee n 

tr i v i al i sed .  Fo r exampl e, th e ta sks th at women w ho ca re pe rform may 

not be v i  �ed as product ive or necessa ry for soci al exi stence 

( Grah am, 1 983 ) . Women ' s act i v i ti es may be margi nal to both soci al 

science i nve sti gatio n and  to co ncrete soci al practi ces. 

If women a re dev al ued a nd v i ewed as th e "oth er" h i stor i cal w ri ti ng 

can f unctio n to rei nforce th i s  v i ew .  Wome n ' s ach i ev ane nts m ay be 

h i dde n and  th ey may be v i� ed a s  h apl ess v icti ms < Grimsh aw ,  1 986 ) . 

Certa i n eve nt s  and beh av io urs may be portrayed as bei ng nat ur al and  

i nev i ta bl e.  The acti v iti es of  women w ho ca re may be de scr i bed 

w i tho ut a ny cri t iq ue tak i n g  pl ace a s  to w hy th ey ca r ry  o ut certai n  

acti v iti es and  w hy th ese act i v iti es may be deval ued < Br i gh t  a nd 

W r i  ght, 19 86) .  

H i stor i cal documentati o n  and  sci enti f ic i nv esti ga ti o n  may cl a i m  a n  

a dhere nce t o  "o bj ectiv i ty "  and  th i s  process may i ncorrectl y portr ay 

men a nd w omen.  Th i s  documentati o n  may not acknow l edge th e d i f ferent 

soci al po si tion s  of men and  w ome n  a n d  i n  so doi ng i t  pres 1.111e s  a 

neut r al and i nterch angeabl e subj ect . Gross < l986 a )  a rgue s that i n  

the process of sea rch i n g  for  "o bj ectiv i ty "  w ome n ' s re al experience s  

ca n be i nco r rectl y po rtr ay ed .  Th e  m i s use o f  "o bj ect i v ity "  ca n be 

u se d  to m i sre present and i n  some s itua tions  i gnore th e 1 ived 

expe r i ence s  of women by not adeq ua tel y i nv esti gati ng the d i f ferent 

expe r i ences of me n and  w ome n  < W al by , 19 86) . 

In  th e sea rch for h i stor i cal co nti nu i ty h i stor i cal i nv est i gati o n  ca n 

f un ctio n to h i de the co ncrete experiences  of i n d iv i d ual s.  A 

preocc u pa ti o n  w i th try i ng to f i nd a co nti nu i ty of h i stor i cal 

phenome na may mea n that w e  i gnore certai n  eve nts or  make i n correct 

1 i nks betw een events. Ma ny of th e my th s a bo ut women ' s expe r i ence 

d ev el o p . and are mai nta i ne d  i n  th i s  w ay .  For excrnpl e, i t  may i m pl y  

that women h av e  al way s  been  th e pr i mary ca regi vers a nd shoul d ca rry 

on these tas ks.  
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Th e  U se of Language to Co ntrol Wome n ' s Expe riences i n  th e Ho u sehol d 

The knowl ed ge u sed to co n trol w ome n ' s 1 ive s w i l l  be rei nforced by the 

l angu a ge used  to de scr i be w omen' s expe r i ence s. Langua ge ca n be used  

to g iv e  mea ni ng to  the soci al practi ce s w ome n  are  enga ged  i n. It has  

a pow erf ul ef fect i n  determ i ni ng h O!ti  ev e nts w i l l  be repr ese nted. 

Langua ge can be u sed  to mai ntai n w ome n  a s  i nfe ri or and i n  th e  

po si ti on o f  th e "oth er" < I r i ga ray , 1 985 ) . Language a nd sy mbol s a re 

al so u sed to def i ne w ome n ' s real i ty .  Lan gua ge co ntri butes to th e  

mai nte na nce o f  th e rel ati ons o f  pow er by gi v i ng a "voi ce "  to 

expe r i en ce s  and categori s i n g  these i n  parti c ul a r  w ay s. 

L angu a ge  o pe rates at al l l ev el s  of soci ety and i ts ef fects a re 

r ei nfo rce d  i n  a n ll!lber of di fferent w ay s. Th e  words u se d  to descri be 

women' s act i v i ti es i n  the househol d m ay al so be used  by th e 

Orga n i  sa tio n .  Wome n ' s caregiv i n g a ctiv i ti e s  m ay be dev al ued a n d  

g iven  nega ti v e  1 abel s th at r ef l ect th i s  v i ew .  Th e work m ay be 

descri be d a s  no n-es senti al . It m ay not i n  fact be cal l ed w ork a s  i t  

i s  u n pa i d  a nd does not appear to co nt r i bute to th e real m of eco nom i c  

produ ctio n.  

Th e w or ds ' ca re' and ' ho usework ' may have negati ve  co nnotati o ns w h i ch 

rei nf orce w ome n ' s deval ued statu s.  Ca r i n g  for peo pl e w i th 

i ntel l ect ual di sa bi l iti es may not be v i ew ed as real work a nd ca n be 

l a bel l ed a s  s u ch ( Grah am, 19 83 ) . 

Th e tech nol ogi  es of power de scr i bed rei nforce one a noth er w i th i n  th e 

co nf i nes of th e hou sehol d and  al so o perate w i th i n  th e Orga ni sa ti o n  

that w omen w ho ca re a re pa rt of • 

. Th e Tech nol ogi es of Pow er Ope rati ng i n  th e Orga ni sa ti on  

I a rgue th at th e O rga ni sati on use s si m i l ar tech nol ogi es to  those 

o pera ti n g i n  th e hou sehol d 1 n order to ens ure that w omen pe rform 

a deq uatel y a nd pow er rel ati ons a re mai nta i ned.  As i n  th e househol d 
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r el a tions  that are, s i m ul ta neo u sl y, o p pressive a n d  reci procal w i l l  

o pe r ate w i th i n  th e O rga ni sati on. Th e m ut ual i ty th at may exi st ca n 

f uncti o n  to h i de th e  o p pres sive nat ure of th e  technol ogi es  of power 

( Fo uca ul t, 1 97 8 ) . Fo r exam pl e, wanen w ho ca re may enj oy some as pects 

of  th e  caregiv i n g  rol e. Th ey m ay al so be  g ive n sane s u p port by the 

O rga ni sa ti o n. Th ey ca n f i nd it  di f f icul t to  ch al l enge th e very 

peo pl e tha t  m ay a t  times s u p port th em. Wane n  m ay be ch al l en ged i f  

th ey th reate n th e g:>al s th at may be see n  to 1 ead to a n  e nh anced 

q ual i ty of l i f e  for  peo pl e  w i th i ntel l ect ual di sa b il i ti e s. Th e  needs 

of wanen may be put i n  com peti ti o n  w ith th e peopl e th ey ca re for 

( Ayer and Al asz art s k  i ,  1984) . I a nti ci pa te tha t  w ane n who care  for 

peopl e w i th i ntel l ect ual di sa bi 1 iti es a re of ten i n  th i s  po si ti on.  

A ny q ue stio n i n g  of the Orga ni sa tio n ' s goal s m ay i n  fact h ave 

de tr i mental ef fect s for th e ch i l dren th ey a re ca ri ng for .  

Th e  Obse rva ti o n, Ex� i na ti o n  and  Canpa ri so n  of Wane n i n  th e  

Orga n i sa ti o n  

The tech nol ogi es u se d  i n  th e househol d a re often prese nt i n  women' s 

r el a tio n sh i p s  w i th th e  Orga ni sa tio n .  For exam pl e, w ome n  m ay be 

com pa red w i th o ne a noth er and  cr i ti ci sed for not f ul f i l l i ng ce rtai n 

tas ks.  The Orga ni sa t i o n  m ay h ave  a sta n da rd tha t  i t  expects w ane n  to 

meet ( Br i gh t  a nd W ri gh t, 1 986 ) . Wanen ' s act i v iti es w il l  be def i ned 

i n  certai n w ay s . For exam pl e, me n may ta ke o n  the deci sio n-ma ki ng 

po si ti o n  i n  th e O rga ni sa ti ons  w h i l e th e w om en a re expected to ca rry 

o ut tas ks a ssoci ate d  w i th se rv i ci ng commi ttees or tho se i n  ma na gane nt 

po si ti ons ( Bri gh t  a nd W ri gh t, 1 985 ) . 

The Orga ni sa t i o n  m ay h av e  w ay s  of h i d i n g  the co nfl i cts  w ome n  are 

expe r i enci ng. 

i ntel l ectu al 

For exam pl e, wom en w ho ca re  for peo pl e w ith 

d i sa b 11 i ti es m ay be an braced by th e  Orga ni sa tio n as  

bei ng pa rt of a l arge f am il y w h i ch i s  struggl i ng to ach i ev e th e same 

goal s .  Th e  Orga ni sa tio n  m ay rei nforce the vi  art of w anen bei ng  part 
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of a "l arge h a p py f am i l y "  that cares f or th em ( Bri gh t  a n d  W ri gh t, 

1985 ) . J ust a s  th e f ath er i s  v i ewed a s  th e h ead of th e househol d, i n  

mo st i n stance s  th e hea d  of th e Orga ni sa tion  i s  al so l i kel y  to be 

mal e. 

A key aspect of pa tr i arch al dom i na ti on i s  to rei nforce th i s  v i ew of 

th e  f crn i l y  as bei n g  "nat ural " a nd " i nev i ta bl e" ( Ba rrett a n d  

Maci nto sh ,  1 982 ) . Hence rol es w h i ch wanen m ay be expected to pl ay i n  

th e  Orga ni sa tion  can be f a sh i o ne d  i n  a w ay tha t  i s  a refl ectio n of 

fam il y structure  i n  a patr i arch al soci ety . 

Fcrn il  i e s  m ay be v i ewe d  a s  th e  mo st s ui ta bl e w ay to 

ea re of non- product i v e  manbe rs of soci ety such 

i ntel l ect u al di sa b i l i ti es .  How eve r, bei n g  part of 

orga ni se for th e  

as  peo pl e w i th 

a f crn i l y ( i n th e  

se nse of th e ho usehol d a nd th e O rga ni sa ti on )  may mea n that th e wanen 

are  f ur th e r  o p pres se d  i n  th a t  th ey a re the o ne s  who are expected to 

take o n  th e pr i mary res po nsi bi l i ty  for th e eh 11 d. I a rgue th at i f  

w ane n  t ry  to expo se th e se o p pres sion s th ey are  1 i kel y to be 

ch al l enged, cr i ti ci se d  a nd ev en o straci sed by f am i l y man be r s  a nd by 

tho se w h o  r un th e  Orga ni sa ti o n. 

Al tho ugh wanen' s ca regi v i ng ab i l i ti es a re neede d by th e O rga ni sa ti o n  

i n  orde r  tha t  i t  ca n f ul f il l  i t s  goal s, certai n s k il l s are  v al ued 

abov e oth ers ( Unge rso n, 1 985 ) . Th e rol es wanen perform,  for exampl e 

di rect caregiv i n g activ i ti e s, m ay be v i ewe d  a s  l ess  importa nt tha n 

a dn i ni strati o n  a nd m anagement tasks . It i s  po ssi bl e th at a h i erarchy 

of tas ks i s  co n structed by the Orga ni sation ; not o nl y  are w ane n  

prevented f ran reach i ng th e to p of th i s  h i erarchy but th ei r 

care g iv i ng activ i ti e s  are def i ned by me n a s  h av i n g  l es s  v al ue. Th e  

O rga ni sa ti o n  ca n i nsi st th at wanen a re pa rt of th e proce ss o f  nam i ng 

a n d  def i ni n g  tas ks a n d  tha t  w anen can choo se what tasks  th ey  w i sh to 

pe rform ( Ay er a nd Al asz ew ski , 1 984 ) . How ev er,  wanen m ay ranai n i n  

po si tion s w h er ei n th ei r  j o b  i s  to s u p port men i n  th e  importa nt work 

men ca r ry  out .  If  th ey do take on  m anagement po si ti ons  t h ey  may be 

f orce d  to do i t  i n  a w ay tha t  i s  acce pta bl e to me n. If w ane n' s tasks 

do ga i n  status men m ay th en take th ese ov er and redef i ne th an 

< Un gerso n ,  1985 ) . 
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As  Fo u ca ul t < 1 97 8 ) argues, th e rel a tions  of power are amor pho u s  and 

co nf use d .  Pow er rel ati ons a re al w ay s  ch angi ng beca use th e groups 

that control th em are al w ay s  regro u pi n g i n  order  to mai nta i n th ei r  

dom i na nce .  Men do not w a nt to g i v e  too many co nce ssi o ns. If th ey do 

w ane n  m ay force a m aj or ch a n ge i n  a n  Orga ni sa tio n ' s  activ i ti es 

( Lacl au a nd Mo uf fe, 1 985 ) . 

I w i l l attempt to show i n  my th esi s h ow  wanen a re ke pt a pa rt a nd a re 

e n co urage d  to i denti fy w i th o nl y  tho se w ane n  who s u p port th e  

O rga ni sa ti on ' s act i v iti es. It m ay be sh ow n  that th ey a re com pa red 

w i th o ne a no th e r  and  ran ke d  w i th res pect to how w el l  th ey  ca r ry  o ut 

ca reg i v i ng act i v iti es. It m ay be d i f f i cul t for wanen w ho a re pa rt of 

a n  Orga ni satio n to cane to gether a s  a gro u p  i f  men u se a d iv i de a n d  

r ul e str ategy . Women may be e nco ur aged to ei th er rel ate to those 

w ane n  who u ph ol d th e Orga ni sa tio n ' s practi ces  and to the me n i n  th ei r  

fam i l y or th e O rga ni sati o n. Th ey  may be act i v el y di sco uraged f ran 

d ef i n i n g  th em sel ves as  a gro u p  th a t  m ay becane strong  e no u gh
· 
to 

ch al l enge th e rel ati o ns of pow e r .  I a nt i ci pate th at th i s  s i tua ti o n  

can b e  experienced by bo th th e  mothers who care  and by th e  w ane n  who 

work  i n  th e O rga ni sa ti on .  

Som e  women m ay be used by th e O rga ni sa ti o n  to show how oth er wanen 

sho ul d ca r ry  o ut th ei r  rol e. lh ei r s uccess at ca r i n g  w 1 1 1 be 

emph asi sed ( Grah am, 1 983 ) . Wome n  m ay h av e  di f f icul ty bel i ev i ng th at 

the peo pl e th ey  l ove or  h ave  a cl o se r el a tion sh i p  w i th ca n act ual l y  

a cin i ni ster tech nol ogi es of pow er th at w i l l  become o ppressi v e. Th i s  

i s  th e very essence of th e  power th e  Orga ni sa tio n h a s. It u se s  a 

strategy of keepi ng w anen i n  a co nti n ual  state of hope th at th i ngs 

w 1 1 1 i mprove a n d  that the Orga ni sa tion  bel i eve s  tha t  w ane n' s 

i nterests h av e  a pr i or i ty .  Women m ay be una bl e to di scov er exactl y 

h ow  the bureau cra ti c mach i ne ry  o perate s a n d  when and  h ow  deci sions  

a r e  made .  Th e common good m ay al w ay s  be  i nvoke d w hen wanen ch al l enge 

thi s  mach i ne ry i n  i t s  f unctio ni n g  a n d  i denti f i ca ti o n  of goal s.  The 

proce dures of th e bu r ea ucracy ca n be di ff icul t to unde rsta nd a nd 

f ol l ow a n d  w ane n  m ay not be a bl e  to i de nti fy th ei r  preci se effects 

< Fe rguso n, 1 984 ) . 



- 5 9 -

Th e  State can be u sed  to r ei nforce the practi ce s  that ta ke pl ace at  

th e si te of  th e O rga ni sa ti o n  a nd of th e househol d .  Its  co nnect i ons  

w i th th e se s ites ca n h el p  u phol d th e mech a ni sms that co ntrol w ome n. 

Th e State h as pol ici es th at may rei nforce th e dom i na nt v i ew of women. 

For excrn pl e,  pol i ci e s  r el a ti n g  to the f uncti o n  of th e  w el fare state 

w i th respect to the rol e of women a nd f am i l i es ca n h el p mai nta i n  th e 

mech a ni sm s  that co ntrol w ome n ' s 1 ive s .  Its pol i ci e s  m ay be ba sed o n  

a n  a s s um pt i o n  th at women a re th e p r i m a ry  ca regi v ers < Grah crn, 1 983 ) . 

Th e U se of Know l edge to Co ntrol Wome n  i n  th e Orga ni sa ti o n  

The Orga ni sa tio n can u se v a r ious  k i n ds o f  practi ces t o  rei nforce i ts 

know l edge base .  It w i l l  use, a s  w as i ntroduced a nd h as al ready been 

di scus se d  i n  the prev io u s  sectio n  o n  the hou sehol d, a n umber of 

methods for w ri ti ng h i story and ca r ry i ng o ut soci al sci enti f ic 

re sea rch to em ph a si se certai n a s pe ct s  of  wome n ' s exi sten ce. 

Know l edge ca n al so be used by ce rta i n  prof essi o nal groups to· co ntrol 

w ome n ' s 1 ives.  These gro ups  i n cl u de tho se i n  the edu ca tio nal , 

soci al , heal th a nd med i cal  sph eres of  th e soci al orde r < Fo uca ul t, 

19 80) . 

Prof essi o nal  groups ca n use ce rta i n  strategi es to rei nforce th ei r 

dom i nance a n d  th ey  u se know l ed ge to m ai ntai n th ei r  po si tio n.  Fo r 

exampl e, th ei r know l edge may not be sh a red w ith women ca regi v ers a nd 

members of the d i s ci pl i nes ca n name th emsel ves as  "experts "  who h ave 

th e a utho r i ty to co ntrol oth er groups <Ay er and Al asz ew ski , 1 984 ) . 

The know l ed ge w ome n  h av e  a bo ut careg iv i n g w i l l  not necessa r i l y  be 

val ue d as th e "expe rts" w i sh to h av e  th e mono pol y  on know l edge i n  

order to protect th ei r  rol e ( Un gerso n, 1 9 85 ) . 

The prof essi o nal groups ca n s ubj ect women a nd a dm i ni ster tech nol ogi es 

of power.  Th e se tech nol ogies  m ay a p pear as bei ng  supportive for 

women but th ey may i n  f act be use d  to mai nta i n women i n  o ppr ess i v e  

rel a tio n sh i p s. For exampl e, i t  m ay be fo und that wome n  are asked to 

pe rform ce rta i n ta sks for th ei r eh 11 dren/a dul ts th at a re ai med at 

i m prov i n g  th e  q ual i ty of l i fe of the ch il d but m ay al so create 
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addi tio nal press ure for  w ome n. Profes sio nal gro u p s  w il l  a t  time s  ask 

women to pe rform q ui te com pl ex tasks but women w i l l  ge ne ral l y  rece i ve 

no a d di tio nal r ew a rds or reso urce s  for ca r ry i ng these o ut ( Ayer and  

Al asz ew ski , 1 984 ) . 

A ca ref ul exam i na ti o n  of women' s 1 ives m ay show how know l edge ca n i n  

fact r ei nforce th e  technol ogies  associ ate d w i th o bse rv i ng and  

exam i ni ng w om e n  i n  th at it  m ay prov i de th e mea ns for show i ng how 

women can be  compared. Th i s  knowl ed ge w il l  i de nti fy, _ I a rgue, 

ce rta i n  act i v i ti es women sho ul d be pe rform i ng w ith respect to 

care g iv i ng a n d  th ey m ay be ch al l enge d  i f  th ey  do not pe rf o rm  the se 

act i v i ti es i n  th e prescr i be d  w ay s. 

Th e  U se of  Language to Control Wome n i n  th e  Orga ni sati o n  

Langua ge can be u sed ,  as  I h av e  al rea dy suggested i n  th e  sectio n o n  

th e h ousehol d, by th e Orga ni sati o n  t o  g i v e  meani ng t o  th e expe r i ence s 

o f  w ome n. Certai n di s co urses m ay o perate to keep power r el a tions  

co nce al ed ( fo uca ul t, 1 97 8) . It may be d i f f icul t for women to sh ow 

how l an guage i s  o p pres sive  a n d  how i t  acts to m i sre pre sent th ei r  

expe r i ence s i n  o rga ni sa ti ons < I r i ga ray , 1 985 ) . It may be found th at 

wome n  h ave di ff i c ul ty di s coveri n g  how l angua ge o perates  to mask power 

rel ati o ns a nd how th e Orga ni sa ti o n  ca n e nco ur age th i s  co nf usi on .  

Lan gua ge w il l  s u p port other tech nol ogies  i n  that i t  ca n be  u sed to  

de scr i be a nd th en catego r i se cer ta i n  act i v i ti es a s  bei ng more 

a p pro pri ate for w ome n, ra ther th a n  me n, to ca rry o ut ( Gree ne and  

Kah n, 1 985 ) . Th i s  de scr i pt i o n  of women ' s work 1 i nks to  th e w ay 

w ome n ' s act iv i ti es ca n be exami ned a n d  com pare d w i th o ne a no th e r. 

Th us f ar I h av e  de scr i be d  some of th e tech nol ogi es of pow er th at 

o perate to m ai ntai n w ome n ' s c urre nt po si ti o n s  i n  th e  ho u seh ol d a n d  i n  

th e O rga ni sati on.  In th e next sect i on I w i l l descr i be som e of  th e 

re si stances  w ome n  h ave dev el o ped a s  a w ay of ch al l e n g i n g  th e  

rel ati o ns o f  pow er. 
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Wane n'  s Re si stance to th e Powe r  Rel a tio n s  

I a n ti ci pate th a t  the technol o g i e s  of power that o perate i n  the 

househol d and  w i th i n  the O rga ni sa ti o n  h av e  bee n  r esi sted by wanen. 

Fem i ni st theory and research show s  how we ca n expo se power r el a tions 

a nd a nal y se th ese i n  o rde r  to ch al l enge a nd transform th em .  Howev er, 

al tho u gh wane n  h ave  dev el o ped a n liTi be r  of re si stan ce s  to th e  

rel ati o ns o f  pow er th ese h av e  of te n  r an ai ned h i dde n o r  h av e  not been  

orga ni se d  i nto w el l-fo rm ul ated strategies ( Iri ga r ay ,  1985) . 

Fem i ni st w ri ters a re be gi n ni ng to show th at wanen h av e  a h i story of 

resi stance ( Spe n de r, 1985 ) . Th ey  h ave not bee n pas s ive  b ut h av e  

found w ay s  t o  ch al l enge pow er rel ati o ns. How ev er, many o f  th ese 

re si stance s  h av e  not been doc lllle nted or re searched.  One of th e  

st rategi es of  th e dom i na nt group i s  t o  kee p  th ese h i dde n .  

It  w il l  be  d i ff i c ul t, I s us pe ct, for  w ane n  to ch al l e n ge o p pres sive 

rel ati ons  as thei r rel ati o nsh i ps ca n be ba sed on m ut ua l ity wherei n 

th ey  prov i de sane s u p port for  th em. The tech n ol o gi e s  of powe r m ay be 

adm i ni stered by pe o pl e th at wanen ca re a bo ut or th at h av e  some 

po si tiv e i nfl uence o n  th e  1 ive s of th e  ch i l dre n w ane n  care  a bo ut. It 

i s  d i ff icul t to ch al l enge someone y o u  h av e  a n  i nti mate r el ati o nsh i p  

w i th o r  saneo ne who se actions  ca n h urt  th e  very peo pl e you  care  mo st 

abo ut .  

Th ere a re a nlJTibe r  o f  f actors t o  be co nsi de red w hen di scussi ng 

w ane n '  s re si stan ce to power and i n  thi s  thesi s th e re s i  stances of 

women w ho ca re for peo pl e w ith i ntel l ect ual di sa bi l i ti es. One of th e 

mo st im porta nt factors i s  to gai n  understa n di n g  of how power o perates  

di f ferentl y at each 1 ev el of  th e soci al orde r .  If  women a re to br i ng 

a bo ut cha n ge th ey m u st ch al l en ge power  r el a ti o n s  a t  al l l ev el s 

( Lacl au  a nd Mo uf fe, 1 985 ) . 

Di fferent strategi es a nd s i tes  m ay need to be a do pted w ith respect to 

th e  1 ev el of power a n d  th e  tacti cs bei ng  u sed .  Olange at o ne 1 ev el 
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doe s  not mea n tha t  there w i l l  be cha n ge at  a nothe r. If change i s  to 

take pl ace a nd be s ustai ned i t  m ust be pa rt of each of th ese 1 ev el s. 

For excm pl e, a change i n  pol i cy at the 1 ev el of the State does not 

mean th at th e Orga ni sati o n  w il l  i mpl ement th i s  pol icy i n  w ay s  th at 

w il l  be nef i t  w ome n  who care < Bri ght  a n d  W ri gh t, 19 86) . 

Fo uca ul t < 1980 ) d i scusse s th i s  w hen h e  de scr i be s  th e resi sta nce s th at 

m ay a ri se to ch al l enge powe r. He em pha si se s  that becau se power i s  

not co nce i ved as  o pe rati ng i n  a bi na ry  rel ati o nsh i p  a nd th at i t  

o perates f rom sever al poi nts th ro u gho ut th e  soci al orde r, re si stan ce s  

sho ul d al so be orga ni se d  i n  th i s  w ay .  He co ntends that pow er  al w ay s  

h a s  resi stan ces b ut tha t th e se are o nl y  s ucces sf ul when th ey  can be 

orga ni se d i nto w el l - form ul ated strategi es. 

Ano th e r  importa nt factor to con si der i s  tha t  w c:me n  who care  for  

pe o pl e w ith i ntel l ect ual di sa bi l iti es a re l i kel y to h av e  a uni q ue 

struggl e becau se th ey  do not con sti t ute a cl ass  i n  a stri ct economi c  

se n se  a nd th ei r di s pe rsi o n  among oth er cl ass groups may make th ei r 

stru g gl e di ff i c ul t. Eco nomi c i s s ue s  are o nl y  o ne of ma ny tha t  the se 

women w i l l  be co nf rented w i th . 

Anoth er f actor rel ates to th e pl ural i ty  of women' s struggl es 

< Ir i garay, 1985 ) . It i s  i n correct to s peak of a u ni f i e d  w ome n ' s 

str uggl e th at w i l l  encom pa ss al l women. Th ere a re a m m be r  of 

strug gl es  ta ki ng  pl ace at a ny o ne time. Th e se m ay h ave commo n th eme s 

a nd, accordi ng to a woman ' s pe rso nal exper i ence, certa i n i ss ue s  w i l l  

ta ke pri ori ty .  Th e  task f o r  w ome n  i s  to show how th ei r  struggl es  ca n 

be suppo rti v e  a nd rei nforce each oth er rath er th an neutral i se th e 

a ch i ev eme nt s  of o ne anoth e r. For exampl e, o ne of th e  tas ks for  w ome n  

w ho ca re for peo pl e w i th i ntel l ectual di sa b i l iti es i s  to f i nd w hat 

i ss ue s  w il l  be corrmo n  to th em  a s  a gro u p  a n d  to u se these to def i ne 

how eh ange m ay take pl ace . 

The Process of Ch ange 

A n um ber  of el ements co ntri bute to th e proce ss of ch ange .  One o f  th e 
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f i rst tasks of  w ome n  who care  for peo pl e  w i th i ntel l ect ual 

di sa b i l i ti es a nd w ho a re seeki ng to bri ng a bo ut ch a nge th at w i l l  

res ul t i n  gen ui ne im prov ane nts i n  th ei r  da i l y  1 ived experi e n ce s, i s  

to exp o se  th e rel ati ons  of pow er and  sho.rt how th ese a re o ppr essi ve. 

Wome n m u st attanpt to des cri be what powe r  feel s 1 i ke and  dis cover  i t s  

immedi ate ef fect s. In th i s  resea rch , th e r el ati o nsh i ps betw een tw o  

cruci al si tes o f  powe r - th e  ho u sehol d a n d  th e Orga ni sa tio n - w il l  be 

uncov ered. For th e women i n  th i s  r esea rch , th e da i l y  and i mmedi ate 

effects  of power  must be excrni ned pri or to try i ng to d is cover th e  

a i ms a nd o bj ect i v es of pow er ( Fo uca ul t ,  1 97 8) . W e  may m i ss san e key 

el ane nts i n  w ome n' s  o p pres sio n  i f  w e  l oo k  for cau se s  a n d  o ri gi n s  

bef o r e  try i ng t o  obta i n a v i e« of w hat pow er feel s 1 i ke for women. 

A n  e xcrn i na ti o n  of power r el a tion s that are part of  w ome n ' s  da i l y  

act i v i ti es i n  th e househol d a nd w i th th e O rga ni sati o n  i s  nece ssa ry .  

It m ay be d iff i c ul t  to expo se power r el a tio n s  for "re si sta n ce i s  

nev er  i n  a po si ti o n  of exterior i ty  • • •  " ( Fo uca ul t, 1 97 8 :  95 ) .  It i s  

po s si bl e to show h ow w ome n  w il l  need to dete rm i ne wha t i s  

a ntago ni sti c a bo ut th e rel ati o ns of pow er.  Lacl a u  a nd Mo uf fe < 1985 ) , 

f o r  i n stance, cl a i m  tha t  w ome n  must d is cov e r  what i s  a nta go ni sti c i n  

th e s ubo r di na ted posi ti ons  th ey occupy and th ey must di scov er w hat i t  

i s  th a t  mai ntai n s  th an i n  th e rol e of the "other".  I ri gar ay al so 

di scusse s th i s  a nd state s :  

I th i nk th e most i mporta nt th i ng to do i s  t o  expo se 
th e  expl c i ta tion  commo n to al l w ome n  a n d  to f i nd the 
str uggl es th at a re a p propr i ate for each wom an, ri gh t  
wh ere sh e i s, de pe n d i n g  u po n  h er natio nal i ty ,  h er 
j ob, her soci al cl ass, her sexual experi ence, th at 
i s, u po n  the f o rm  of o p pres sio n  that i s  for  h er th e  
mo st i mmedi atel y un bea rabl e < I r i ga ray , 1 985 : 166-
167) . 

I n  th i s  resea rch I w i l l  exam i ne w heth er "m imesi s" i s  o ne of th e 

strate gi e s  w omen can u se to understa n d  th ei r  o p pression  ( Ir i  gar ay, 

1985 ) . I r i ga ray asse rts th at women ca n use "m imesi s" to be gi n to 

l ea r n  a bo ut what th e power r el a ti ons feel 1 i ke and  th ey m ay meet w i th 
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o th er w ane n  to tal k a bo ut th i s. In  tal k i n g  a bo ut the power r el a tions  

wanen begi n w ith de scr i bi ng th ei r da i l y l iv es ( I r i ga ray , 1 985 ) . 

Wane n who car e, for exam pl e, co ul d  ca r ry  o ut a n  a nal y si s of th ei r 

da i l y  rout i ne s a nd act i v i ti es i n  o r de r  to expo se th e pow er rel ati o ns 

a n d  hence th e w ay s  i n  w h i  eh th ey are o p pres se d .  

A n  exam i na ti o n  of wanen ' s o ppr essi o n  may rew eal th at o ne of th e 

d1 f f i c ul ti e s  i s  that w ane n  do not s po nta neo u sl y  cane to gether to form 

a 1 na tur al 1 group.  They a re sca ttered amo ng d i fferent ho usehol ds . 

Th ey m ay not often cane to gether to meet. Th ey  
_

ca n remai n phy si cal l y  

i sol ated f ran o ne a noth er < I r i ga ray , 1 985 ) . Al tho ugh , i n  th i s  study 

th e  w ane n  al l care f or peo pl e w i th i ntel l ect u al di sa b il i ti e s, th ey 

h av e  co ntrasti ng i nterests a nd co nce rns. It m ay be dete rm i ned th at 

th ey h av e  i n d iv i d u al re si stance s  that di sru pt th e  immedi ate effect s 

of pow er but th ese m ay not ch al l enge pow er o n  a s usta i ned ba si s 

becau se th e se h av e  not bee n orga ni se d  i nto strategi e s. 

I n  h i s  d i scussi o n  o n  resi sta nce Fo uca ul t  r ef ers  to th i s  a nd o bserves 

that resi sta n ce i s  l i ke the r el a tions  of power : 

di str i buted i n  i rregul ar  f ash i o n :  th e poi nts, 
knot s, o r  foc u se s  of re si stan ce are s pread over  time 
a n d  s pa ce at v a ry i ng de nsi ti es, at ti mes mobi l iz i ng 
gro u p s  o r  i n d iv i d u al s i n  a def i ni tiv e w ay,  i nfl am i ng 
certa i n  poi nts of th e bo dy ,  ce rtai n manents i n  1 ife, 
certa i n ty pes of beh av io u r . • .  C Fo u ca ul t, 1 97 8 :  96) . 

It  may be d i ff icul t to i de nti fy th e a i ms of  pow er rel ati ons a nd w ho 

i ni ti ates s u ch r el a tions C Fouca ul t, 1 97 8) . Not o nl y  i s  i t  di ff i c ul t  

for wanen to i de nti fy pow er and to ch al l enge i t  o n  a s usta i ned ba si s 

b ut th e  f o rm i n g  of gro u p s  and th e  ch al l en gi ng  of power r el a tions  

of ten  h as unexpected co nseq ue nce s. Th ese m ay act ual l y  ca use f urth er 

o p pres sio n  for  w ane n  as  th e  dani na nt gro u p ' s he gemo ny i s  th reate ned 

a n d  i t  f i nds new and more subtl e form s  of o ppr essi o n  ( Fo uca ul t, 

19 80) . How ew e r, th e  res ul t m ay be tha t  more overt forms of 

oppr essi on  m ay ari se a nd wanen ca n use th ese to b r i ng th ei r 

experience s  f ur th e r  i nto the p u bl i c  real m a n d  av a i l a bl e  for cl o se r  
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excrni na tio n. In  orde r  to prevent th i s  h a p pe n i n g  th e  domi na nt gro u p  

may make ce rtai n ref o rm s  th at h el p some wccnen but do not i m prov e  th e 

co n di tio n s  for al l w ccne n. Th i s  m ay h ave th e  effect of di s co uragi ng 

scene w ccn en f ran j oi ni ng i n  th e struggl e as  th ei r si tua ti o n  h as been  

im proved < Lacl a u  a n d  Mo uf f e, 1985 ) . 

The dy nam ic nature of pow er rel ati ons  make s wccnen1  s task d i f f icul t 

s i n ce the o p pres sio n i s  not al w ay s  cl ea rly  def i ned ; moreover th ere 

m ay be no maj or rupt ur es th at i ntensi fy wccnen1 s str uggl e. The pow er 

r el a ti o n s  are  i n gr a i ne d  i n  the soci al fabric  a n d  i t  i s  as a gro u p  

th at wccnen m ust a rti cul ate w hat a nta� ni sm s  do exi st. Anta� ni sms do 

not j u st a ri se s po nta neo u sl y - wccne n  h ave to expo se th em  a n d  show th e  

pow er r el ati ons  f o r  w hat th ey real l y  are ( Lacl au a nd Mo uf fe, 1 985 ) . 

Wccne n m u st try to d i s cove r  j u st what th e  po s si b il i ti e s  f or cha n ge 

a re. Th ere w il l be ti mes w hen th e co ndi ti ons  m ake i t  easi er for 

cha n ge to take pl ace < La cl a u  and tJo uf f e ,  1985 ) . It i s  e s se n ti al for  

a gro up  to  be  orga ni sed a nd h av e  strategi es i n  pl ace th at w i l l  ena bl e 

th em  to take a dva ntage of un sta bl e co n di ti o n s  whe n th ey  a ri se. For 

exampl e, i t  m ay be co ncl u de d  th at wccnen w ho ca re for pe o pl e w i th 

i ntel l ect u al di sa b i l i ti e s  m u st ta ke a dvantage of a ny  of th e  po si tive 

ch ange s  th e O rga ni sati o n  m ay i ni ti ate. 

Wome n who care nee d  to d ev el o p  a cl ea r noti o n  of how co n di tions co ul d  

improv e. Th e dem ands of wccnen must not merel y cr i tiq ue th e cur rent 

soci al order b ut m u st h av e  a v i a bl e  proj ect for th e  reconstructio n of 

a noth er soci al orde r .  A "str ategy of  o p po si ti on" m ust be  transform ed 

i nto a "strate gy of con str u cti o n  of a new order" ( La cl a u  a n d  tJo uf f e, 

1985 ) . Lacl au  a nd Mo uf fe  po i nt o ut th at i n  the a bse nce of a po si ti v e  

strategy struggl e s  w il l  r an a i n margi nal i n  th a t  no l asti ng  struct ur al 

ch ange ca n be af fected.  

I r i ga ray mai nta i ns th at women m ust ch al l enge al l form s of "power  and 

power r el a ti o n s ". Wccne n m u st not sim pl y a i m  for a cha n ge i n  th e  

d i str i buti o n  of pow er beca use th i s  l eav es th e pow er str uct ur e  i ntact 

a n d  wo ul d mea n tha t  th ey wo ul d be "resu bj ecti ng  th ansel ves, 

del f be ratel y or not, to a ph al l ocrati c o r de r "  < I ri ga ray, 1 985 : 81 ) .  
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Tra n sf o rma tio n i s  not a r ev e rsal of rol e s  or a f at  mi nor cha n ge s  that 

a re a ttach ed to th e exi sti ng ca tego r i es of th eo ry  and  exp e r i ence . I 

a r gue that w ome n  who car e  for  peo pl e  w i th i ntel l ectual di sa b il i ties  

w i l l  ne.ed to  be aw are co nti n ual l y  of th i s  i ss ue a nd take th e ti me to 

r efl ect o n  whether th ei r struggl es can be u se d  to bri n g  a bo ut 

structural ch ange or w h eth er th ey onl y be nef it a fat wanen for a 

1 i m i te d  time. 

Someti mes women w i l l  be force d  by men to com pete w i th o ne a noth er. 

Wome n  m u st brea k o ut of the po si tions  of "m ut ual r iv al ry "  that me n 

pl ace th an i n  < I r i ga ray , 1 985 ) . In  orde r to bui l d a n  al ter nati v e  

soci al order th ey  must f i n d  a pl a ce for  i n d iv i d ual a n d  col l ective 

"co nsci o usne ss rai si ng" co nce r ni ng the speci f ic o ppr essi o n  of wanen. 

Thi s  al l ow s w ome n  to regro u p .  Wanen begi n the n to work o n  th ei r  ow n  

a nal y si s  by expe r i enci ng th e rel ati ons  o f  pow er a t  a pe rso nal l ev el 

a n d  r el a ti n g  th e se to th e  more gl o bal terms of powe r. Wane n, 

acco r di ng to Ir i ga ray ( 1985 ) , must th en seek to break  aw ay a nd 

ch al l e n ge th e  h i era rch i cal power  r el a tions  a n d  con struct a new order  

based u po n  non- hi erarch i cal  forms of di sco urse th at i nf l ue nce th e 

da i ly experiences of wane n. 

I n  th e proce ss of ch ange w an en w ho ca re m ust h av e  real i sti c goal s 

tha t  are rooted i n  da i l y  experiences a n d  are al so r el ated to a v i sion 

of w hat th e f uture for wanen co ul d 1 ook 1 i ke .  Women m ust be 

real i sti c i n  that th ere m ay be no uto pi a f o r  wh i ch to str ive ; a nat 

orde r  h as to be co nsta ntl y renegoti ated and  redef i ned a nd each 

a ch i ev eme nt h a s  to be refl ected u po n  and  th e  next tacti c f o rm ul ated.  

Women m ay use d i fferent str ategi es w i th respect to  the 1 ev el th ey  are 

attem pti ng  to change and to  the nat ure of th e  power r el atio n s .  For 

exam pl e, resi sta nce s  th at ch al l enge gl o bal  form s  of o ppressi o n  m ay be 

d i ff erent from tho se th at eh al l enge th e immedi ate a n d  i ntimate soci al 

networks of wan en. Women 1 iv e i n  a co ntradi ctory worl d a nd 1 i ke many 

o th er gro u p s  th ey m ay h ave d i ff i c ul ty bei n g  s peci f i c  a bo ut th ei r  

o ppressi on.  Th i s  m ay be especi al l y  so i f  th e po si ti v e  a s pect s  of 

th ei r  s itua ti o n  are consta ntly unde rm i ned .  
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It i s  po s si bl e  to show tha t  a ny  process that ch al l e n ge s  th e  

Orga ni sa ti o n  m ust not merel y be react i v e  but must cl ea rl y i de nti fy 

how w ane n  see th e  rol e of the Orga ni sa ti o n  a n d  how th i s  i nfl uences 

th ei r l iv es .  Beca use pow er and i ts ef fect s a re i nev ita bl y mul ti

faceted i t  i s  im porta nt th a t  w ane n  un derstan d  its nat ur e  a n d  effects 

in th ei r da i l y 1 ived expe r i ence s. They must ca ref ul l y  choose th ei r 

strug gl e s  so a s  to avoi d co unte r- pro d u ctive tacti cs tha t  m ay i n  fact 

create more o ppressi v e  structur es.  Hel pi ng  wanen to be more aw a re of 

the pol i ci e s  of th e  Orga ni sa ti o n  a n d  h ow these m ay s u p port th e  

cur rent orde r  i s, I bel i � e, an  esse nt i al strategy . 

Beca u se i t  i s  h i ghl y l i kel y th a t  i n  a patri arch al soci e ty  pol i ci e s  of  

th e State w i l l tend to rei nforce th e pr act i ce s  of th e O rga ni sa ti o n  

th e se m ay al so need to be eh al l e n ge d .  I argue that comm u ni ty care  i s  

a n  exam pl e of th i s  a s  i t  i s  ofte n  a s s um ed th at ca re i n  th e communi ty  

i s  better th a n  a ny  o th e r  mor e f o rm al i sed al ter na tive s.  How � e r, thi s  

often m ea ns ca re by wanen b ut i t  w i l l  be 1 abel l ed i n  e u ph an i sti c a nd 

h l111a ni sti c te rmi nol o gy  w h i ch w il l  ci te th e  a dva nta ge s  of s u ch a 

pol i cy ( Of fe, 1 984) . For exampl e, i t  w il l  be sa i d  th at th e q ual ity 

of  l i fe of peo pl e  w i th i ntel l ect u al di sa b il i ti e s  w il l  be im proved 

w i th o ut show i ng how addi ti o nal burde ns w il l be pl aced on wanen 

careg ivers < Dal l ey , 1988) . 

Th e Rol e of Ch ange Age nts i n  th e Proce ss of Ch ange 

Usi ng i de as ba se d  o n  G ramsci a nd Fo uca ul t'  s a nal y si s of th e 

i ntel l act ual I attanpt to i denti fy a gro u p  of  wane n  I cal l th e 

' ch ange a ge nts' . Th i s  group h as a rol e i n  hel pi ng to dev el o p  a nd 

recon struct knowl ed ge w i th o th e r  w ome n  a n d  a rol e i n  h el pi n g  w cme n  

transform th ei r cur rent real i ty .  Th ey hel p to 1 i nk th e expe r i ence s 

of d iverse gro up s  of w ome n  i n  order to extract canmo n th anes of 

o p pr essi o n .  Th i s  gro up m ust not be ranov ed f ran th e da i l y  

expe r i en ce s  of w cmen but m u st h av e  a n  a ct iv e  rel ation sh i p w i th  th e  

wanen th ey are worki ng w ith . It ca n be show n  th at th e strategi es for 

eh al l engi n g  knowl ed ge and the soci al practi ces are de r ived f rom 
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act u al experience s. Th i s  w il 1 mea n th a t  th e  1 change a ge nt'  does not 

co nst ruct f rameworks a nd test th an o ut on oth er wanen but th at wanen 

h el p  i n  th e  con structio n of these f r ameworks.  

An exam i na ti o n  of wanen'  s 1 ives ca n show how th e group of ' ch ange 

a ge nt s '  ca n work  w i th wane n  to co nf ro nt th e  i mme di ate ef fects of 

pow er and  to i de nti fy way s  th at wanen ca n, o n  a da i l y  l ev el ,  resi st 

powe r. Each u n iq ue expe rience i s  a nal y se d  a n d  th e  i n div i d ual 

resi sta nce s a re transl ated i nto w el l- formul ated strategi es th at ca n 

bri n g  a bo ut col l ective cha n ge for wane n.  Th i s  gro u p  ca n h el p  w ane n  

dev i se strategi es th at w i l l  enabl e th an to co pe  w ith da i l y  pow er 

r el a tion s a t  the same time th ey are struggl i n g  for col l ective cha n ge. 

It i s  i mpo rta nt th at wanen'  s i mmedi ate needs a re met. I w o ul d 

expect, f or exam pl e, to f i n d  tha t  w ane n  w ho care  for peo pl e  w i th 

i ntel l ectual di sa bi l iti es m ay h av e  di ff icul ti es i n  th e rel ati o nsh i ps 

th ey h av e  w i th th e  professio nal d i s ci pl i ne s. I w i sh to di scuss 

w heth er th ere i s  a group th at ca n, w ith th ei r speci f ic know l edge, 

h el p  w ane n  f i nd perso nal w ay s  of co pi n g  w i th th e se w h il e al so try i ng 

to d i scov er w ay s  th at w il l  br i ng a bo ut s usta i ne d  and  structural 

cha n ges .  

I bel i ev e  th at i t  i s  the  ' ch ange age nt s ' , w h eth er i nd iv i dual l y  or  as 

a gro u p, w h o  a ct to prov i de a medi a ti n g  1 i nk betwee n the d i ffere nt 

1 ev el s a nd s i tes  of struggl e, for exam pl e, betw een th e househol d a nd 

th e  Or ga ni sa tio n .  They ens ure that cha n ge doe s not o nl y  ta ke pl a ce 

o n  a th eoreti cal 1 ev el but th at i t  tr ansforms al l 1 ev el s. Th ese 

1 cha n ge a ge nt s '  m u st not becane part of a n  el i te gro u p  wh erei n th ey 

become experts w ho a re ranov ed f ran th e real ity of wanen'  s 

experiences b ut o ne of th ei r  key rol es  i s  to construct f rameworks 

th at i nco r po r ate th e expe r i ence s of wan en a nd w hi ch acknow l edge th ese 

as  bei ng  of  v al ue.  

As Fo uca ul t  p ut s  i t : 

A new mode of th e 1 co nnect i o n betw ee n  th eory a nd 
practi ce'  has  bee n e sta bl i shed.  I ntel l ect u al s h ave 
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got u sed to worki ng, not i n  th e  mo d al i ty  of th e  
' un i v ersal ' ,  th e ' exem pl ary 1 ,  th e ' j ust- a nd-true
f o r- al l '  but w i th i n  s pecif i c  sector s, at th e  preci se 
po i nts  w here th ei r ow n  co ndi ti ons  of 1 i f e  or work 
s ituate th em ( ho u si n g, the hos pital , th e a sy l  urn, the 
1 aboratory ,  th e uni v ersi ty ,  fam i l y and sexual 
r el a tions > . Th i s  has  un do u bted l y  give n  th an  a much 
more i mmedi ate a nd co ncr ete aw a rene ss of str uggl es 
( Fo u ca ul t, 19 80 :  1 26) . 

Fo uca ul t ref ers to th ese i ntel l ect ual s as th e "speci f ic" 

i ntel l ect ual , as o p po se d  to the " u n i versal " i ntel l ect ua l  ( fo u ca ul t, 

1980 ) . The "s peci f ic"  i ntel l ect ual may not be em pl oy ed i n  a rol e 

tha t  i s  ge neral l y  asso ci ate d  w i th th e  ca r ry i ng o ut of " i ntel l ect u al " 

activ i ti es. Th i s  group i s  com pr i se d  of i ndi v idual s f ran di verse 

back gro un ds and  th ei r  commo n ch a racteri sti c i s  th a t  th ey h ave a 

com m i tment to b r i ngi ng a bo ut ch ange . G ramsci C l97 1 >  cl a i ms th at 

i ntel l ect ual s emerge as a res ul t of th ei r i mmedi ate e xperi e n ce s  w i th 

o p pr essi on .  They take th e ti me to r ef l ect o n  th ei r exp e r i ence s a nd 

attem pt to f i nd some expl a na tio n for  the se. Th ey w il l  seek o ut 

oth ers w ho a re be gi n ni ng to exam i ne th ei r po si ti o n  a nd f ran th i s  a 

gro u p  of i ntel l ectu al s m ay begi n to f o rm. Th e  ' cha n ge a ge nt s' I 

refer  to h av e  si m i l a r  ch aracter i sti cs to th e i ntel l ectual s G ramsci 

a n d  Fou ca ul t  r efer to.  How ev e r, I do not cal l them i nt el l ectual s as  

I bel i ev e  th at th e term ' ch ange age nt ' de scr i be s  mor e  cl earl y th ei r 

rol e a n d  th e  w ay i n  wh i ch th ey work w i th w ome n  to bri n g  a bo ut cha n ge. 

A key ta sk of ' ch ange age nts' i s  to l i nk th e uni q ue str uggl es of 

w ome n  w i th o ne a no th e r  a n d  w i th  o th er gro u p s .  Th ey  ca n h el p wane n  

keep th e str uggl e act i v e  a nd to ca rry o ut acti v iti es th at w an  e n  m ay 

be too exh a u sted to do o n  a da i l y  ba si s.  They ca n w o r k  q ui etl y for 

ch ange a nd w hen nece ssa ry ca n, w ith oth er women, br i ng th ese ch ange s  

i n  t o  the p u bl i c  real m. Th ey h el p  dete rm i ne whe n  the co n di tions  are 

unst a bl e a nd w hen ch a nge ca n ef fect i v el y take pl ace ( Gram sci , 1 97 1) . 

Th e  ' change a ge nt'  al so co ns ul t s  w i th w ome n  to dete rm i ne the process 

and o utcome of ch ange .  

In  th i s  th esi s I a i m  to show th at th ere i s  a po ssi bi l ity th at a group 

of  ' change age nt s '  w i l l  f o rm  and that thi s i s  a n  e s sen ti al pha se i n  
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w ane n ' s struggl e. It  i s  th i s  gro u p  who m ay,  i n  fact, be a bl e  to h el p  

wanen transce nd th ei r da i l y  o p pr essi ons a nd take th e o ppo rtuni ty to 

r efl ect and  then  act u po n  a n d  change the se. It can be th i s  gro u p  

w h i ch br i ngs new know 1 edge to th ese wan e n  o n  a da i l y  basi s a nd 

con stantl y 1 i n ks these wane n '  s pe rso nal experience s  to gl o bal i ss ues .  

It m ay be show n  th at it  i s  th e ta sk of th i s  group  to  ensure th at th i s  

cha n ge i s  s u sta i ne d  a n d  th a t  i t  i s  th ei r  effort s tha t  w il l  h el p  wane n  

f i nd a pl ace th at i s  a v al ued pa rt of th e soci al order.  

Th i s  process must begi n w i th a des cri ptio n a n d  un dersta n d i ng of  

wanen'  s expe r i ence s. It  i s  o nl y  after th i s  h as bee n  do ne th at 

o p pres sions  can be expo se d,  o p pres sive struct ures cri t iq ued a n d  

deco nstructed. Th i s  w il l  e na bl e wanen to co nstruct a nd form ul ate 

th ei r  ow n  f r ameworks for d i s coveri ng  what k i n d  of w o rl d th ey w i sh to 

1 ive i n . It i s  to th i s  task th at I now tur n .  
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Cl-IAPTER lHREE: lHE RESEAR(}f PROCESS 

Th i s  ch a pter sets o ut th e methods u sed to ca r ry  o ut th e resea rch 

i ncl udi ng a di scussi o n  of th e l i nks betw een the th eoreti cal 

fram ework and th e re sea rch methods.  It prov i des back gro und 

i nform ati o n  o n  th e women w ho were i nterv i ewed and descr i be s  the 

pro cess u sed to sel ect the w ome n .  A d i scus sio n of h ow th e 

a nal y si s w as orde red and some ref l ect i o ns o n  th i s  w i l l  al so be 

i n cl u de d.  

Theory and Resea rch 

As w as d i scussed i n  Ch a pter One, I v i ew fan i ni st resea rch as a 

w ay of reve al i ng the experiences of wome n  and  i n  th i s  the s i s  of 

tho se  w omen w ho ca re for peopl e w i th i ntel l ectual d i sa b i l iti es.  

Fem i ni st theory and resea rch al so enta i 1  s seeki ng to cha n ge some 

of th ese expe ri ence s a nd prov id i ng al ternati ve w ay s  for 

i nter preti ng th em. Not o nl y  h ave the co ntri butions  of the se 

women been dev al ued but the way s  i n  w h i ch th ey hav e  been 

des cri bed h ave not reveal ed th e r i ch ness and divers i ty  of th ei r 

1 ives.  

My v i ew s  on women and th ei r rol e i n  soci al sci enti f ic resea rch 

h av e  i nfl uenced th e w ay I cho se to ca r ry  o ut th i s  stu dy.  These 

v i ew s  h av e  been i nf l ue nced by my pe rso nal i nvol vement w i th women 

w ho care for peo pl e w i th i ntel l ect ual d i sa b il i ties.  I h ave bee n 

i n  d i rect ca regiv i ng rol es and i n  posi ti ons that f unct i o n  to 

p rov i de s u p port to women careg ivers.  Si gnif i cant in s i ghts for  

th e p rese nt study were dev el o ped f rom prev ious studi es ea rri  ed 

o ut betwee n 1980 and 1984 ( Munford,  19 83 ;  19 86 ; 1987 ) . 

My expe r i ence s h ave show n me th at much of w hat those women w ho 

care for  peo pl e w i th i ntel l ectual h a n d i ca ps do i s  h i d de n . Ma ny 

of th ese women work beh i nd the sce nes to ensure th at peo pl e w ith 

i nt el l ectual d i sa b i l i ti es ca n ach i eve th ei r go al s. Th ei r 

co ntr i but i o ns may be dev al ued a nd may not have  been  adeq uatel y 
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descri bed and resea rched.  Ch a pte r Two em ph a si sed that i n  orde r 

to unde rstand th e way patr i a rch al struct ures co ntrol women ; s 

experi ences i t  i s  important to o btai n an  understan d i ng of th e 

da i l y  1 iv es of women w ho ca re for peo pl e w i th i ntel l ect ual 

d i sa bi l i ty .  Th e ve ry process o f  doi ng resea rch can be u sed to 

rev eal and h el p  th ese women expl o re some of th e pow er rel ati ons 

th ey experience o n  a da i l y  1 ev el . As Gr imsh aw ( 19 86) w rites, 

fern i n i  st th eory and resea rch seek to take s uch experi ence s and 

b r i n g  them i nto th e m a i n stream of soci al scienti f i c  

i nv esti ga ti o n  a nd w riti ng . Stanl ey and W i se al so cl a i m  that 

w ome n • s  eve ry day experiences- h ave bee n o n  th e peri ph e ry  and that 

fem i n i sm must f unct i o n  to b r i ng these expe r i ence s i nto the 

p u bl i c  re al m :  

. • • •  Fem i n i sm argues th at sy stem s  and  soci al 
struct ures whether concerned w i th th e economy 
o r  th e fam il y ,  or th e o p pressi o n  of  women, more 
ge ner al l y  can best be exam i ned a n d  un derstoo d  
th rough an  expl anati o n  of rel ati o nsh i ps a nd 
experiences  w i th i n  eve ry day l i fe ( Sta nl ey and  
W i se,  1 983 : 53 ) . 

Th ey a rgue women must "reel a i m, name and .  rename" thei r 

experiences begi n ni n g w i th the da i l y  1 ives of women ( Sta nl ey 

a nd W i se,  1 983 : 165 ) . 

Row both am ( 1983 ) h as a s i m i l a r  v i ew and a rgues that women 

research ers must reco gni se that women sho ul d no l onge r  rema i n  i n  

a "tw i l igh t  worl d" .  Resea rch must i ncl u de th e expe r i ences  of 

w omen i n  order to show how these experi ences ca n expand o u r 

know l edge a bo ut th e soci al orde r by hel pi ng us  to l i nk phenomena 

tha t  may not h ave been prev io u sl y recogni sed 1 et al o ne 

unde rstood.  The d i versi ty of women ' s 1 ives m ust be expl ored a nd 

be p ut i nto a co ntext that show s  th ei r rel evance to th e m aj o r 

i ss ues  of eco nom i c  and soci al w el l - be i ng. G ri msh aw expl ai n s :  
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Wome n  were never  unimporta nt o r  margi nal f rom 
th e pe rspect i v e  of th ei r ow n 1 iv es ; th ey 
become u ni m porta nt o nl y  th ro u gh m al e h i stori cal 
co nstruct s  that i gnored or tr i v i al i sed thei r 
w o rl d • • •  < Gri m sh aw , 19 86 : 5 5 ) . 

It i s  G rimsh aw ' s  v i ew th at: ''W ri ti ng women i nto h i story i mpl ies 

not o nl y  a h i st o ry  for women b ut al so a new h i sto ry "  ( Gri msh aw, 

1986 : 55 ) . Women • s  h i story has, as G r i msh aw < 1986 ) s ugge sts, 

not o nl y  bee n i gnored b ut al so m i sconstrued .  By  w r i ti ng wome n  

i nto h i story a new h i story of women ca n be created . 

Th e w ome n  I h av e  i nte rv i ewed h ave bee n o n  th e f r i n ges  of th e  

Orga ni sati o n ' s act i v iti es. Moreov er, thei r se rv ice a nd 

i nv ol v eme n t  has  bee n  unde r-estimated, i f  i t  was w r i tte n i n  th e 

h i story at al l .  It i s  al so di f f icul t to f i nd  1 iterature th at 

not o nl y  des cri bes b ut al so a n al y ses  th e i nvol veme nt of wome n  i n  

th e ca re of peo pl e w i th i ntel l ect ual d i sa b i l iti es < Br i gh t  a nd 

Wr i ght,  19 86) . Fo r ma ny of th e wome n  i n  my re sea rch, the 

i nterv i ew s  w e re th e f i rst o ppo rtu n i ty th ey hav e  h ad to tel l 

th ei r sto ry i n  s u ch deta i l . 

The Rol e of Fem i n i st Methodol ogy i n  Th i s  Study :  Factors Th at 

Hav e Infl ue nced th e Resea rch Design 

Fem i ni st resea rch i s  co nce rned not o nl y  w i th maki ng women 

v i si bl e  b ut al so w i th the theoreti cal and  methodol ogi cal i ss ues 

abo ut women ' s exp e r i e nce s ( Robe rts, 1 981 ) . Resea rch th at does 

not eh al l e n ge th e exi sti n g  soci al science f rameworks  i nev i ta bl y  

resul ts i n  resea rch "o n" a nd "a bo ut "  women rath er th a n  "fo r" 

wome n  ( Kl ei n, 1983 ) . The rel evance of the se ass um pti o n s  to my 

resea rch i s  exem pl H i ed i n  the way s  that I rev eal the 

experiences  of  w ome n  who care for peo pl e w i th i ntel l ect u al 

d i sa b i l it i es and  accom pa ny i ng th i s  the a nal ysi s of th e way s  i n  

w h i ch the se experiences  are i nterpreted .  



- 74 -

It i s  not s uff i cient to merel y tel l th e w ome n ' s sto r i e s .  These 

must be l i nked to broade r i ss ue s  i n  o rde r to demo nstrate how th e 

w ome n ' s  i n d iv i d ual experiences h ave  a n um ber  of commo n th emes. 

In  th i s  w ay th e research er ca n begi n to accum ul ate know l edge 

a bo ut wome n that can contri b ute to a cri tiq ue of th e w ay w ome n ' s 

experi ence s a re w ri tten abo ut . It ca n al so co ntri bute to the 

process of recon stru cti ng  wome n ' s h i story to be used i n  a w ay 

th at w i l l  ch al l enge w hy th ese women a re v iew ed and treated i n  

certai n w ays < Wee do n ,  19 87 ) . 

Fem i ni st l iterature show s how th e proce ss of rese a rch w i l l  

i nfl uence th e  w ay s  i n  w h i ch the doc lJTlentatio n of  w ome n ' s 

exp e r i ence s ca n be reco nstructed .  Oakl ey ( 1981 ) descr i be s  how 

th e resea rche r ' s experiences must be an i ntegral part of 

ca rry i ng o ut th e resea rch p rocess .  A proce ss w h ich i n  turn  i s  

i nfl uenced by a pa rti c ul a r  c ul t ur al , soci al and  h i stori cal 

co ntext. Women rese a rch ers sho ul d not mani p ul ate da ta f rom a 

safe d i stance b ut must v i ew  th e resea rch process as  more tha n  a 

tech ni cal str ategy . Oakl ey < 1981 ) s ugge sts th at a f em i ni st 

methodol ogy of : 

soci al sci ence req ui res th at th e my thol ogy of 
' hy gi e n i c '  resea rch w i th its accom pa ny i ng 
my sti f ica ti o n  of th e research er and the 
re sea rched as o bj ective  i n struments of data 
product i o n  be repl aced by th e recogn i ti o n  th at 
perso nal i nvol vement i s  more than  dangero u s  
b i as - it  i s  th e co ndi ti on  unde r  w h i ch peo pl e 
come to know each other  and  to adm i t  oth ers 
i nto th ei r l ives ( Oakl ey , 1 981 : 58) . 

Th i s  resea rch u ses a q ual i tative resea rch de si gn that reveal s 

both descr i pt i v e  deta i l  and a n  unde rsta ndi ng of 1 ived 

experiences f rom th e pers pectives of th e women i nte rv i ewe d .  

I w i sh ed t o  uncov er "th e  meani ng of soci al ev ents  a nd p roce sse s, 

ba sed u po n  understa n d i n g  th e . 1 ived experience of h uman society 

f rom th e actor ' s  po i nt of v i ew "  ( F i nch, 1 986 : 9 ) . Such a 
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process w a s  esse nti al , I bel i ev e, i f  I was  to uncover some of 

th e h i dde n h i story of these women a nd ca pture th e r i ch ne ss a nd 

d iversi ty of th i s  h i story .  I n  so doi ng,  I do not rej ect th e 

u se f ul ness of q ua nti tati v e  rese a rch as  I bel i ev e  th at both ki nds 

of ev i dence can s u p port o ne anoth e r . 

The Proce ss of Ca rry i ng O ut the Resea rch 

Setti ng th e Scene 

My feel i ngs, bel i ef s  a nd a tti tude s  h av e  si gn i f ica ntl y i nfl ue nced 

th e w ay I r el ated to th e w ane n  I i nte rv i ewed and the stories  

they sh ared w i th me. Th e women knew th at I hav e  h ad a 1 o ng 

i nv ol v ement w i th the IHC and that I h a d  cared for eh i 1  dre n w i th 

i ntel l ect ual di sa b i l iti es . I w as,  for th i s  reason, better abl e 

to unde rstan d  what th ey were t el l i ng me. I unde rstood th ei r 

1 a nguage beca use th e words th ey u se d  w ere f am il i ar to me a nd I 

w a s  a bl e to r el ate � experiences  and  knowl ed ge to th e  feel i n gs 

th ey sh a red w ith me. I knew w hat th ey meant, for exampl e, w hen 

th ey t al ked a bo ut how at times th ey l oved th ei r ch i l d,  b ut at 

oth er ti mes th ey w i sh ed they h ad "nev er been bo r n " .  I w as abl e 

to  l i ste n to these experi ences  w i th sen si tiv i ty. I bel i eve  as  

Oakl ey ( 1981 : 49 ) sta tes that th ere is  "no i nti macy w i tho ut 

reci pro ci ty " .  I co ul d not trea t the i nte rv i ew  a s  mer el y a mea n s  

to ga th er i nform ati o n  but rath er, i n  exchange for th i s  

i nf o rmatio n, I had to be i ntimatel y aware of and h av e  res pect 

for w hat th e women were tel l i ng me. Th e act of g iv i ng 

i nf o rmation  a bo ut o ne sel f can be v e ry  1 i berati ng i n  that it  ca n 

hel p women  i de nt i fy w i th th e expe r i ence s of oth er women < Oakl ey , 

19 81 ) . Th i s  can h ave  th e effect of al l ow i ng  wome n  to feel l ess 

i sol ated.  

Oakl ey ( 1981 ) em ph asi se s the i mpo rta nce of  th e resea rch er 

ens ur i n g  that th ey do not set u p  a h i era rch i cal rel ation sh i p  

w i th tho se be i ng i nterv i ew ed.  I tri ed not to i mpo se my sel f upo n  
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th e w ome n  and act as  an "expert ",  as  th i s  co ul d h av e  had th e 

uni ntended co nseq ue nce of dev al ui ng th e experi ence s the women 

were sh a r i ng  w i th me. It was esse nti al to set up a no n

th reateni ng e nv i ronment so th at th e women woul d feel comfortabl e 

i n  sh a r i ng  th ei r experiences.  It was  important that th e wome n  

knew th ey ca ul d trust me. I set u p  s uch an  e nv  i rorment by 

an ph a si s i n g  that I had  the time to 1 i ste n to th ei r stories  and  

by  demo nstrati ng how I w as ge nui nel y i nterested in  w hat th ey had 

to tel 1 me.  

Al tho ugh I used a n  i nterv iew sch edul e th e q ue st i o n s  were 

orga ni sed i n  a w ay that wo ul d enco urage th e wome n  to expl ore 

f ul l y  th ei r feel i ngs a nd pe rce pt i o ns a bo ut th ei r si tua ti o n. 

Th i s, i n  it sel f, h el ped to s u p port the setti ng  u p  of a n  

e nv  i ro rment th at made th e women feel comfortabl e. It was  a n  

i mportant con si  dera tio n i f  th e  wome n ' s d iverse experiences  were 

to be reco rded a nd rev eal ed a uth enti cal l y .  

By l i ste n i n g  i n  a w ay that showed I understood and res pected th e 

feel i ngs of th ese women I was  abl e to establ i sh a rapport w ith 

th em i n  th e i nte rv i ew. I was caref ul not to pro be and ask  

q ue st i o ns that the women m igh t feel uncom fortabl e a bo ut .  

Neverth el ess, perh aps as  a meas ure o f  th ei r trust i n  m e, th e  

women d i d sh are some v e ry  pe rso nal i nform ati on  w i th me. I 

w a nte d to be sen si tive a bo ut th i s  as  the se wome n  are ofte n 

i nterroga ted a bo ut thei r pr ivate 1 ives. For exam pl e, i n  my. 

prev ious  stu d i es (Munford, 19 83 ) I fo und that wome n  were ofte n 

a sked by speci al i sts s uch as medi cal pract i ti one rs, to sh are 

some ve ry i ntimate deta il s a bo ut th ei r perso nal l ives to e na bl e, 

so th ey were tal d, th ese speci al i st s  to more  f ul l y  unde rstand 

the eh i l  d .  Wome n  m ay not b e  i nfo nned o f  th e res ul ts  o f  these 

i nterv i ew s  a nd i nterrogations  beca use feed back  i s  not 

necessa r i l y  prov i ded .  As  a resea rcher I h a d  to g ive someth i ng 

back  to th ese women.  I co ul d not j ust take f rom th an .  One of 

the th i n gs I was  a bl e to do w a s  to 1 i ste n and  to be cl ear that 

a ny pe rso nal i nformati on woul d not be used i n  a n  i na ppropri ate 
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and i n sen si tive  man ne r. Some of th e women u sed th e i nte rv i ew  to 

vent thei r f rustrati o ns.  They commented th at it w as hel pf ul to 
• 

tal k to someo ne who w a s  not di rectl y i nv ol ved i n  th ei r perso nal 

1 ives.  Th ese women expl ai ned th at th ey are often rel ucta nt to 

sh are th ei r experiences because it can be too pai nf ul .  On ce 

th ese h av e  been v erbal i sed th ey po i nted o ut th at th ey were 

s cared that i t  m ay be d i ff i c ul t  to ca r ry  o n  w i th th ei r ro uti ne s 

of  da i l y l iv i ng.  Fo r some i t  w as better  to i gnore th e probl ems 

th ey were h av i ng and i n  so doi ng avo i d  h av i ng to co nf ront the 

pa i n  th ese ca n ca use .  

�The i nterv i ew s  h ad a d ual  funct i o n :  t h ey  not o nl y  prov i ded me 

w i th data b ut I was al so a bl e to sh are some of my know l ed ge w i th 

th e women < Oakl ey ,  1 981 ) . Th ere w a s  th en a reci proci ty between 

my sel f and th e w ome n  and th i s  I bel i eve contri b uted to th e 

s ucce ss of th e i nterv i ew .  I n  th i s  rese a rch, I w as abl e to 

cl a r i fy some of th e concern s these w ome n  had  a n d  i n  some 

si tuati o ns g i v e  th an some a dv ice a bo ut se rv ice s. For exampl e, 

some of th e w ome n  were concerned a bo ut cha n ge s  i n . th e  

Orga ni sati o n ' s goal s a nd w anted some cl ar i f i ca ti o n  o n  th ese. 

Several w a nted to tal k a bo ut some of the da i l y  press ures th ey 

were expe r i enci ng s uch as getti ng prope r  eq ui pment for th ei r 

eh i l  d .  I al l owed time t o  d iscuss the se concern s.  F inch  ( 1984 ) 

tal ks a bo ut th i s  w hen sh e de scr i be s  how women a re of ten  w il l i ng 

to sh are th ei r time and  stories  w i th th e researcher because i t  

i s  a wel come co ntrast t o  th ei r da i l y  expe r i ence s. I t  gives th en 

an  o p port u ni ty to refl ect u po n  th ei r experiences i n  a no n

th reateni ng  m anner.  

Th e rese a rch er m ust not dev al ue th e rol es women ca r ry  o ut and i n  

doi ng th i s  m u st ac knowl ed ge the s i gn i f i cance the se rol es h ave 

for than .  It was esse nti al to try to unde rstand th ei r feel i ngs 

a bo ut th ei r rol es i n  that for some w ome n  the o nl y  power th ey 

hav e  i s  embo d i ed i n  th e w ay th ey ea rry o ut these rol es.  It w as 

im portant to res pect th i s  and not u n de rm i ne i t. Some of th e 

women h ad d i f f icul ty exp ressi ng th e co nf us i o n  they fel t i n  
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ca r ry i n g  o ut the se rol es a n d  they v i ewed ma ny of th ei r feel i n gs 

as amb i v al ent a nd co ntrad i ctory . Ti me, as J ames < 1985 ) 

comment s, must be g ive n to al l ow w ome n  to expl ore the se feel i n gs 

i n  th e i nterv i ew .  Th e rese a rch er must co nv ey to th e women th at 

· th i s  i s  a l egi timate part of th e i nte rv i ew .  The wome n  i n  my 
stu dy sh ared th ei r feel i ngs a bo ut thei r pa rtne rs a nd a bo ut th e 

Orga ni sa tio n .  For exam pl e, ma ny f el t  uncomforta bl e cri ti ci si ng 

th e IHC as it h ad h el ped th en o ut i n  a v ari ety of w ay s  a nd some 

w ome n  al so f el t  th i s  w ay a bo ut th ei r s po u ses and part ners.  The 

i nterv i ew s  w ere use f ul beca use th ey ena bl ed some women to work 

th rou gh th e se i ss ues  and i n  my rol e a s  resea rcher  I had  to 

e ns ure  th at women fel t a bl e to do th i s .  Th i s  I a rgue i s, as 

Oakl ey ( 19 8 1 )  s ug gest s, an esse nti al as pect of f en i  ni st 

rese a rch . 

These f actors  h av e  been  a n  i ntegral pa rt of th i s  st u dy a nd a re 

th e  reaso n s  w hy I cho se to re sea rch th e experiences  of th i s  

pa rti cul a r  group o f  women. These factors h av e  i nf l ue nced th e 

w ay s  i n  w h i ch I cho se th e w ome n  to be i nte rv i ewed a n d  th e w ay s  

i n  w h i ch I co nstructed my i nterv i ew  sch edul e a nd a nal y sed the 

res ul ts  of the se i nte rv i ew s. 

Th e Proce dures and  C r i ter i a  Used to Sel ect the Women 

Sev eral cr i ter i a  gu i ded th e sel ect i o n  of th e women.  I chose 

tho se mothers who had  a d ul t s  ove r  20 years of a ge, a n d  pai d  

worke rs w ho h ad a m i n i mum of f ive  o r  more y ears i nvol vement w ith 

the Orga n i sati o n .  At l east te n of the mothers  had bee n i nvol ved 

for over ten y ea rs.  Th e 1 ength of i nvol vement i n  th e 

Orga n i satio n w a s  im porta nt a s  th i s  al so e na bl ed them to refl ect 

o n  th e ch ange s  th at h ad take n  pl ace i n  th e IHC. 

I i nte rv i ewed th i rty w omen ; f i ftee n moth ers and  f i ftee n w ome n  

w ho worke d for  th e O rga ni sati o n .  I bel i ev e  th at th ese women, i n  

the sh a r i n g  of the experiences th ey h ave  i n  ca r i ng f or and 
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wor k i n g  w i th peo pl e w i th i ntel l ect ual di sa b i l i ties, give u s  a n  

impr essi o n  of w hat i t  i s  1 i ke f o r  w om e n  i n  th i s  si tua ti o n  at  

th i s  time and d ur i n g  th e l a st twenty to  forty years .  

T h e  sel ect i o n  of th e women w as not random . I asked two 1 oca 1 

Bra n ches of the IHC to prov i de me w i th a l i st of w ome n who 

f i tted the c r i teri a o utl i ned a bov e. Pragmati c f actors 

dete rm i ned the sel ectio n of these Branches.  Th ey were of cl o se 

phy si cal proxi m i ty  to my home. Th ey  were urba n  B ranch es, and I 

ac knowl ed ge that these w omen m ay h ave d i fferent experiences 

f rom rural women. Th e B ranch es gav e me the names of th i rty- si x 

w ome n  w ho met the criteri a o utl i ne d  a bove.  

Once I obtai ned the l i st of names I sy stem ati cal l y  proceeded 

dow n the 1 i st. Each w oman sel ected was co ntacted by tel e pho ne 

to establ i sh w heth er sh e w i sh ed to pa rti ci pate i n  the stu dy . 

On ly  two w ome n ref u sed to be i nte rv i ewed : o ne who was u nw el 1 

and  anoth er w ho w as trav el 1 i ng o ut of tow n for th e next few 

mo n ths.  From th e 1 i st of w ome n I was  g ive n I had  no d i ff i c ul ty 

f i nd i ng th i rty women to i nterv iew as al l were very w i l l i ng to be 

i nte rv i ewe d .  Hence, I di d not need to go back to th e Branches  

for more names. 

I w as g i v en th e feed back th at many of th e women stated th at th ey 

were excited a bo ut the po s si b il i ty  of bei ng  i nte rv i ewed.  These 

soci al worke rs al so po i nted o ut th at some of th e women f el t mo re 

comforta bl e i n  bei n g  i nte rv i ewed by me because I had knowl ed ge 

a bo ut the Orga n i sati on  and  had been i nvol ved i n  ca regiv  i ng. 

Th i s  i s  s i gni f i cant a n d  worthy of con si deratio n as  it does, I 

bel i ev e, refl ect th e w ay s  i n  w h i ch th e resea rch proce ss ca n be 

more effectivel y  orga ni sed and ca r r i ed o ut ( Oakl ey , 19 8 1 ) . It 

i s  easi er to establ i sh rap po rt w i th those be i ng i nterv i ew ed w hen 

th ey a re i ntere sted i n  th e research and feel i ng comforta bl e 

a bo ut th i s  resea rch . 
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Th e  i nterv i ew s took  pl ace i n  th e m i d dl e mo nths  of 19 87 .  Th e  

th i rty i nte rv i ew s  took a total of th ree month s to ea r ry  o ut .  

Th e w ome n  came from a v a r i e ty  of c ul t ur al , soci al and  e co n an i  c 

backgrounds . 1 It i s  i mporta nt to de scr i be th e co ntext w i th i n  

w h i ch these wome n  care. A n  u n derstand i ng of the da i l y  

commitments a nd co nce rns of th e women ca n hel p us unde rsta nd th e 

v i ew s th ey h av e. To facil i tate th i s  I asked each woman to t al k 

abo ut her ty pi cal day . Th i s  i s  reco rded i n  the next sect i o n  o n  

th e  descri pti o n s  of th e  w ome n ' s da i l y  experiences.  

One of  th e women i n  my stu dy was  a Maori  woman.  How ever, I h ave  

not excrn i ned eth ni ci ty a s  a key v a ri a bl e. G ive n the s ize of  th e 

gro u p  I ca n not make a ny co ncl usi o n s  a bo ut th i s . Th e needs of 

Ma o r i  w ome n  w ho care for a n d  work w i th peo pl e w i th i ntel l ect ual 

d i sa bi l iti es how ev er, ca nnot be i gno red and  req ui res f urth er 

resea rch.  

The I nterv i ew s  

Sev eral factors i nf l ue nced the w ay I dev ised the i nterv i ettt 

s ched ul e. A sem i- structured i nte rv i ew f o rmat was ado pted. The 

de si gn of th e i nterv iew sch edul e prov i de d  the  women w ith a n  

o p portu ni ty t o  begi n w i th descr i bi ng th ei r da i l y  ro uti ne s.  Th i s  

set th e co ntext for th e rest of th e i nte rv i ew < see Appe ndi x Two 

f or a co py of th e i nte rv i ew s chedul e ) . I cho se a sem i

str uctured i nterv iew format as i t  prov i ded the fl exi bi l ity 

r eq ui red to e na bl e th e wane n  to expl or e i n  de pth al l as pects of 

th ei r da i l y l ives .  I di d not begi n w i th a r i gi d  f ramework th at 

m ay h ave  cau se d  me to m i ss certai n key phenome na that di d not 

f i t neatl y i nto preco ncei ved ca tego r i es .  I t  w as i mporta nt to 

f i rstl y enco urage th e w ome n  to descri be th ei r experiences i n  

th ei r ow n l a nguage and to ask  them to prov i de meani ng to these 

1 Appe ndi x One prov i de s  a 
ch aracteri sti cs of th e w ome n .  

s ummary of th e perso nal 
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experi ences .  I asked q ue stion s tha t  were o pe n-ended and  that 

enco uraged th e women to  g i v e  a s  m uch i nform ati o n  as po ssi bl e. I 

u se d  the s ched ul e as  a gu i de to ch ec k that I h a d  not m i s sed 

a ny th i ng.  How ev er, I di d not nece ssa r i l y ask al l of th e 

q ue stio n s  i n cl u de d  i n  th e i nte rv i ew schedul e a s  ma ny of the se 

were cov ered i n  prev ious res po nses.  

I n  ph ra si n g  q ue stions I u se d  the word  "des cri be " ra th e r  tha n  

"w hy " w h i ch may hav e  rest r i cted th e range of po ssi bl e a nsw ers. 

Th e  "w hy " q uestion s  were o nl y  aske d  o n ce th e wome n  had descri bed 

th e detai l s  of th ei r expe r i ence s .  I m ade i t  cl ear to t h e  women 

tha t  no deta i l  was i n si gni f i ca nt.  Whe n I asked,  for exam pl e, 

a bo ut a "ty pi cal day " for  th ese women I w a nted to l earn  a bo ut 

al l th e activ i ties  no matte r how i n si gnif i ca nt th ey m ay h ave 

a p pe a red . 

Th us  th ese co nce rns gu i ded th e co nstruct i on of th e sch edul e. 

Al tho u gh I was concerned that the s ched ul e sho ul d  not be so 

r i gi d  th at i t  w o ul d p r ev e nt women f rom expl ori ng i n  de pth th ei r 

da i l y  1 ived experiences, I al so needed to  h av e  a mean s th rou gh 

w h i ch th e da ta co ul d  be o rgani sed a nd m anaged ef fect i vel y . As 

Weedo n  < 19 87 )  suggest s, i t  i s  i m porta nt to al l ow w ome n  to 

expl ore  f reel y th ei r "pe rso nal " l iv es .  How ev er, th eory hel ps 

th e resea rch er to struct ure th i s  data i n  mea ni ngf ul  w ay s ; w ay s  

th at e na bl e us t o  prese rv e  th e d i v ersi ty o f  women' s expe r i ence s 

w h i l e s i m ul ta neou sl y  extracti n g  commo n th eme s tha t  w il l  

co ntr i bute to o ur know l edge a bo ut women ' s l iv es. 

In  the co n structio n of th e i nte rv i  f!tl s chedul e I fol l owed my 

co nce pt ual ca tego ri es w ith res pe ct to th e rel ati ons of pow er as 

o utl i ned i n  the theoreti cal cha pte r. For the mothers I began 

w i th - th e da i l y  expe r i ence s of women i n  the househol d a nd th en 

asked th em to des cri be th ei r experiences  w i th the Orga ni satio n .  

W hen I i nterv i ew ed th e pa i d  w orke rs I w as i nterested i n  l earni ng 

a bo ut th ei r  experience s  w i th the Orga ni sa tion ; f i rstl y th ei r 

experi ence s i n  th e workpl ace a nd those emergi ng f rom  th ei r 

r el atio n sh i ps w i th oth e r  peo pl e, a n d  the n  th ei r  v i ew s  of th e 

procedur es of th e IHC. 
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My prev i o u s  experience w i th and know l ed ge a bo ut th e Orga n i sa tio n 

co ntr i buted to th e dev el O llJlent of th e sch edul e. I h ad,  as 

prev i o u sl y  stated,  al rea dy ca rried  o ut stu dies  of th i s  

O rga ni sati o r  a nd th e expe ri ences  of women w ho ea re for peo pl e 

w i th i ntel l ect ual di sa b il i ti e s. I al so read the back gro und 

materi al abb ut th e Orga ni sa ti on s uch as h i stor i cal reco rds, th e 

m i n utes of meeti ngs s u ch as  AGMs, new sl etters and  s peci al 

reports a nd p ubl i ca ti ons. 

I al so s pol<e to f ive  women on an i nform al ba si s i n  orde r to 

prov i de a p i l ot test before con stru cti n g  my i nte rv i ew s ched ul e.  

Th ese women w ere not pa rt of th e stu dy  but w ere ei th er moth ers 

or pai d workers who were ( o r  h ad bee n )  i nv ol ved w i th IHC. These 

women h el PEid me i de nti fy key q ue sti o ns a nd a method for aski ng 

th e se.  To faci l i tate th i s  process I d i scussed my theoreti cal 

i de as w i th th em and after tal ki ng w i th th em I s ubseq ue ntl y 

mo d i f i e d  a n d  ad de d  q uestion s to th e  1 nte rv i  ew s ched ul e. 

Th e f i nal format of th e sch edul e i ncl u de d  a 1 1 st of q ue sti o ns 

coveri n g  w cPme n ' s  da i l y  1 ives, th ei r r el a tio n sh i p s w i th IHC a n d  

a n  expl orarti o n  of th e know l ed ge  th at gav e mea ni ng to th ese 

w ome n ' s experi ences .  

W h e n  I pho ned t h e  women I aske d  t h em  to set a t  l east fo ur hours 

a si de. "JJh ey sel ected th e date, time and l o ca tio n of th e 

i nterv iew .  Al l of th e i nterv i ew s  w i th th e moth ers w ere ca rri ed 

o ut i n  th ei r  ow n  homes w h i l e tho se w i th the profes sio nal women 

were ea  rri  �d o ut ei th er i n  th ei r homes o r  th ei r pl aces of work.  

For some of th e w ome n  al terna tive careg iv i ng arrangements had  to 

be o rga ni s�d .  It w as i mpo rta nt to acknow l edge th e ti me the 

w ome n  w ere sett i n g  a si de to tal k to me a n d  ens ure that practi cal 

deta i l s l i ke ca regi v i ng w ere orga ni sed so th at th ey fel t 

comforta bl $ g iv i ng th ei r  time. 

W i th th e wpmen ' s  prior approv al I tape d  th e i nterv i ew s  a nd i n  

th i s  w ay I w a s  a bl e to l i ste n to th e w ome n  w i tho ut bei ng 
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co n cerne d  a bo ut ta k i ng notes.  I found  th i s  to be extranel y 

usef ul . Th e wcmen usua l l y  forgot th at th e ta pe reco rde r w as o n  

a n d  i t  w a s  o nl y  t urned off · i f  w cme n  w ere sh a r i ng  co nf i de nti al 

i nformati on  a bo ut thansel ves. 

As w el l as the verbal communi ca ti o n  I h ad w i th th e wcmen, th ese 

w cme n  al so expres sed th em sel ves i n  no n-verbal w ay s . The se, a n d  

th e n ua nce s  of th e 1 anguage, were someti mes extremel y usef ul for 

dete nn i ni ng  the si gni f i cance of th e  event th ey were d iscus si ng.  

The i ntensi ty of th ei r feel i ngs w as i l l ustrated i n  these non

verbal w ay s  a n d  i ncl u de d  l i gh ti ng  a ci garette, pl ay i n g  w i th 

f i nge rs, mov i ng i n  the ch ai r and tal ki ng softl y .  Th ese 

co ntext ual v a ri a bl es h el ped me u n dersta n d  f urth e r  th ei r 

experi ence s a nd th e meani ngs th e women a ttach to th ese .  Al l th e 

i nte rv i ew s were do ne i n  a q uiet room w i th no-o ne el se present. 

The women set i t  u p  1 i ke th i s. In m a ny i nsta nce s I o btai ned the 

i m pre s sio n tha t  these w omen di d not want a nyo ne el se to hea r  

w hat th ey were say i ng a nd that th ey d i d not w i sh to be 

i nterru pted o n ce th ey bega n to tel l th ei r sto ry .  I n  my v i ew 

th ese a rrangem ents h av e  co ntr i buted to  th e a uthenti ci ty of th ese 

w cme n '  s stories .  

Each i nterv i ew  was  a t  l east two hours  i n  l ength and  some were 

nea rl y fo u r  ho urs.  Th i s  i ncl u de d  the time I s pent w i th th e  

wcmen soci al i si ng a nd tal ki ng a bo ut th i ngs th at w ere not rel ated 

to th e  i nte rv i ew. It w a s  im porta nt to  al l ow e no u gh time so that 

I di d not 1 eav e th e women feel i ng th at th ey had not ful l y  

d iscussed al l th ei r co n cern s. I w a s  es peci al l y  concerned to 

make s ure  th e women h ad t i me to prepa re th ansel ves for retur ni ng 

to th ei r da i ly tas ks .  Th i s  was  necessa ry beca u se a l ot of  the 

wanen sh a red some v ery pa i nf ul expe r i ence s w i th me. B ut as th e 

su b seq ue nt a na ly si s w il l  show the se w ome n  h a d, des pi te th e pa i n, 

co nti n ue d  to ca re a nd ca r ry  out thei r da i l y  act i v iti es for  many 

years.  

It w as i mpo rtant th at I ca rr ied o ut th e i nterv i ew  my sel f so I 

co ul d get a total pi ct ure of th e w ane n ' s experiences  a n d  start 

to i de nti fy common th anes. Th i s  w as nece ssa ry beca use th e 
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i nfonna ti o n  these wome n  sh ared w i th me has  never bee n expl ored 

and w ri tten dow n i n  th i s  w ay .  I w a nted to prese rv e th e r i ch ness 

and d iversi ty of th ese w ome n ' s experiences  and I bel i eve that i n  

th i s  rese a rch th i s  may not h av e  been po ssi bl e i f  oth ers had 

h el ped me ca r ry  o ut th e i nte rv i ew s. By doi ng th e  i nte rv i ews 

my sel f I w as a bl e to more  easi l y  extract th e commo n  themes a nd 

make 1 i nks be twee n th e  w ome n ' s experiences.  

W herev er po ssi bl e I unde rtook o nl y  one i nterv i ew a day . If I 

d i d  two, I di d o ne i n  th e morni ng  a n d  o ne i n  th e  eve ni ng.  Th i s  

ensured th at I di d not get so exh austed th at I co ul d not respond 

effectivel y  to what th e  w ome n  were tel l i n g  me. 

Th e i nte rv i ew s  w ere  a sh a r i ng ti me w i th both of us act i v el y 

co ntri b uti ng  to th em. I w a s  aware that I h a d  a res pon si b il i ty 

to fol l ow  u p  o n  some of th e i nform ati on  w omen were sh ari ng w i th 

me.  Th i s  e nta i l ed prov i di ng some practi cal deta i l s a bo ut th e 

Orga ni sa ti o n. I di d not w ant to 1 eav e th em feel i ng f rustrated 

a n d  co nf u sed becau se I h a d  rai sed i ss ues  th a t  h ad bee n pai nf ul 

a nd th at h ad e na bl ed th em to tal k a bo ut feel i ngs they h ad been 

u na bl e to resol ve b ut w ere stil l t ry i ng to h i de. 

Beca use I h av e  an i nti mate know l ed ge  of th e Orga ni sati o n  1 t  w as 

i m porta nt to chec k  tha t  I w a s  not ma ki ng  ass um ption s or 

co ncl usi o ns ba sed on my exi sti ng know l ed ge .  It was  esse nti al to 

ask  w ome n  to cl a r i fy th ei r stateme nt s. I h a d  to keep  ch ec k i ng 

th i s  th rough o ut th e i nterv i ew  by pa raph rasi ng women ' s respo nses  

to ens ure I h a d  i nter preted th e w ords correctl y .  

I t  w as al so impo rta nt t o  focus o n  th e po si ti v e  as pect s  o f  th e 

w ome n ' s experiences.  I di d not w a nt th e i nte rv i ew  to become a 

t i me - w herei n th e women fel t as  i f  th ey must rel ate al l th ei r 

horri bl e stories a n d  cri ti ci sms at th e  expen se of tel l i n g me 

abo ut th e good th i ngs th ey had experi ence d .  I t  was  al so 

i m portant to co nv ey  to th e wome n  that al l of  what th ey had  to 

sh are w as s i gn i f i ca nt. 

I w as often  a sked w hat my o pi ni ons  w ere o n  a ce rta i n m atter. If 
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i t  w a s  not possi bl e to a n swer th i s  d u ri n g  th e i nte rv i ew  I ma de a 

po i nt of returni ng to i t  at  th e co ncl usi on  of th e i nterv i � .  I 

ran  a feed bac k ses sio n at  the com pl etio n of al l th e  i nte rv i � s  

w here al l th e pa rti ci pa nts  (exce pt for th ree ) came togeth er as a 

gro u p  to discuss th e f i n d i ngs.  I n  th i s  ses sio n,  i n  o r der  to 

p rese rv e  co nf i de nti al ity I sh ared the com mo n  thanes rath er th an  

deta i l ed i nfonna tio n a bo ut i n d iv i d ual  wome n .  Th e  feed back 

sessi o n  w as a val ua bl e exe rci se as  women were a bl e to sh are 

th ei r  concern s and i n  some ca se s  i de nti fy some strategies  for 

de al i ng w i th th ese . Ma ny of th e women commented th at th ey 

w el corned th e  o p port u ni ty to cane together  to sh are s u ch 

co nce rns .  As  th e a nal ysi s w i l l  show ,  it  is  often  d i f f i cul t for 

th e  w ome n  to cane to ge th e r  a s  a gro u p. Sane of th e w ome n  

sugge sted th at th ey sho ul d now meet more  regul arl y  i n  o rde r to 

d i s c us s  the parti c ul a r  concern s i de nti f i ed i n  th e  process of 

sh a r i ng th ei r commo n  expe r i ence s i n  th e feed back sessi o n .  

Th e  A nalysi s 

Th e  i nte rv i � s  w ere profes sio nal l y  trans cri bed and  I l i ste ned to 

th e tape s, ch ecki ng than aga i n st th e transcr i pt i ons  • .  · � 

a nal y si s  of the i nte rv i �s began  by extracti ng a n um ber  of 

th anes. I asked two of th e women w ho h ad hel ped i n  th e 

con structio n  of th e  i nte rv i ew  s ched ul e to read sever al of th e 

transcr i pt s  a nd extract th anes th ey fel t were si  gn i f  ica nt. 

The se w ome n  w ere not i nte rv i ewed b ut h a d  sane knowl ed ge a bo ut 

th e exper i ence s of women w ho ca re for peo pl e w ith i ntel l ect ual 

di sa b i l i ti e s. f1t prev i o u s  resea rch a n d  work i n  th i s  area al so 

h el ped me i de nti fy commo n a nd s i gn i f i ca nt thanes. Th e women 

th an sel ves wo ul d ofte n sugge st that a parti c ul ar  experience w a s  

a common o ne for women w ho ca re for peopl e w ith i ntel l ect ual 

d i sa b il i ti e s. Th ere were i n  fact a n umber  of commo n th ane s tha t  

em erge d  f rom th e expe r i ence s women h ad o n  a da i l y  l ev el i n  the 

ho u sehol d and i n  th ei r co ntact w i th th e  Orga ni satio n.  I n  th e 

f eedback group se ssi on  w i th th e women I sh ared some of th ese 

th emes i n  order to chec k my i nter pretatio n s  of th e i nfonnatio n.  
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It w a s  i nterest i n g  to note that several of th e  moth ers fo und 

th ey had more  to sh are a bo ut th e O rga ni sati on  th an  th ey di d 

a bo ut th e hou sehol d.  Accordi ng  to th e  w ome n  th ere were sever al 

reaso ns  for th i s . Fi rstl y ,  beca use so m uch of thei r l ives w ere 

i ntertw i ne d  w i th the Orga ni sa tio n the bo un da ries betwee n th e 

ho usehol d and  th e Orga ni sa ti o n tende d to become bl ur red . Th e 

Orga n i sa tio n becane l i ke a f an i l y , wherei n th e  rol es  and  

act i v iti es of th e Orga ni sati o n  ref l ected tho se of th e f am il y .  

Seco n dl y , i t  w a s  ofte n v e ry  d i ff i c ul t for  w ome n  to bel i eve tha t  

th e m e n  th ey l ov ed co ul d ca use th an so m uch pa i n . Al tho ugh 

the se w ome n  bel i eved tha t  th e  th i n gs me n  di d were not al w ay s  

i ntende d  t o  h urt  women, 1t w as sti l l v e ry  di ff icul t a nd pa i nf ul 

to a dm i t  tha t  th e  peo pl e  yo u l ived w i th a n d  l oved co ul d  be so 

unaw a re of your  needs . For th i s  reaso n  i t  w as often easi er for 

the w ome n  to tal k a bo ut th e me n who were more ranove d f rom th ei r 

i mmedi ate da i l y  expe r i ence s rath er th an a bo ut those w i th w hom 

th ey l ived .  I ho pe I h av e  adeq uatel y portr ayed such feel i ngs i n  

my de scr i pt i on of th e women ' s sto r i es a s  i t  w as a n  i mpo r ta nt 

strand  i n  th ei r stori es.  

In w ri ti ng up th e a nal ysi s of th e i nterv i ew s  I bega n w ith a 

des cr i ptio n of th e  wane n1 s  experience s. I di d not edi t a ny of 

th ese except to ch ange peo pl e ' s names  a nd th e names of pl ace s.  

In  deal i n g  w i th  key as pects of the w ome n ' s experiences I tried  

to choose th e q uotati o ns th at were r eprese ntati ve of  th ese 

w ome n. Th e  a nal y si s  of th e  wome n ' s  des cri ptions  of th ei r l ived 

exp e r i ence s fol l ow s  th e th eoreti cal f ramework d i scussed i n  

Ol a pter Two .  I bega n w i th th e  w ome n ' s da i l y  l ived experiences 

i n  th e househol d a nd mov ed to an  a nal y si s of th ei r rel ati onsh i p  

w i th the Orga ni sa tio n .  The "technol o g i e s  o f  power"  w ere 

ana l y se d  a t  both si tes. 

In  th e proce ss of ca rry i ng o ut th e de scr i pt i o n  a nd s u bseq ue nt 

a nal y si s  of th e w ome n ' s experience s, I w a s  m i n df ul of f an i ni st 

pr i nci pl es for dev el opi ng th eory and ca r ry i ng o ut research . I 

a ttan pted to sh ow the w ay s  i n  w h i ch th e w ome n  had begun to 



- 87 -

dev i se th ei r ow n  strategies  for  i nter preti ng  and cha n g i n g  th ei r 

da i l y l iv es .  As a rese a rch er I tri ed not to take o n  th e rol e of 

a n  expert w h o  too k  dow n i nfonna tio n i n  w ay s  tha t  f urther 

mani p ul ated women' s expe r i ence s (Kl ei n, 1 983 ) . Th i s  resea rch 

w i l l  h ave th e mo st i m pact i f  i t  can be u sed by w ome n  to bri ng 

abo ut some ch ange i n  th ei r l ives. Th e a nal y si s of th e 

i nte rv i e.rt s  w il l  not prov i de a bl ue pri nt for cha n ge b ut ra ther a 

tool th at ca n be used by women. It w as i n  th i s  w ay th at I co ul d 

g ive someth i ng back to the se wome n. I w a s  ove rwh el me d  w i th th e  

res po n se s  of th ese w om e n  t o  th e resea rch a n d  thei r w i l l i ngness 

to sh are th ei r  stor i e s  w i th me.  

I bel i ev e  th at th e expe r i ence s of th ese women m ust be tol d i n  a 

w ay that pre se rves th e range and  i nten si ty of th ei r feel i n gs 

abo ut th emsel ves. Th e w ay s  i n  w h i ch oth ers h av e  co ntrol ov er 

th ei r l ives a n d  parti c ul a rl y  th ei r u nfl agging  a n d  seem i ngl y 

bo un dl ess commi tment to the peo pl e th ey ea re for and work  w ith 

h ave not pr ev io u sl y  bee n tol d i n  s u ch  deta i l . Fem i ni st theo ry 

and resea rch em ph asi se s th e i mpo rta nce of retel l i ng women ' s 

sto r i e s  i n  orde r  to correctl y portr ay w ome n ' s perce ptions  of 

th ei r l ived expe r i ence s .  Ma ny of th e women w ere i n  f act tel l i ng 

th ei r  sto r i e s  for th e  f i rst time. 

The stor i es of th ese th i rty women ca n h av e  si gn i f ica nce for and 

contri b ute to a better understa n d i n g  of the experience s  of o th er 

women w ho ca re for peopl e w i th i ntel l ect ual di sa bi l iti es. Th ese 

stories  m ay al so i n  fact contri bute a n d  add  to knowl ed ge a bo ut 

oth er women ' s experi ence s i n  the ho usehol d a nd w ith th e 

orga ni sa ti on s  th ey are part o f. 

These women h av e  made a n  i nv al ua bl e co ntri buti o n  to th e 

Orga ni sa tio n a n d  to th e l ives of peo pl e  w i th a n  i ntel l ectual 

d i sa bi l i ty . Now i s  th e time to show th i s . I bel i ev e  my 

re sea rch w i l l  a s si st th i s  pro cess by reveal i ng a n d  expl o r i n g  th e 

women' s pe rce pt i ons of th ei r da i l y  1 iv ed expe ri ence s.  
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PART 2 :  11-IE WOMEN' S EXPERIENCES 

Th i s  sect i o n  de scr i be s  a nd a nal y ses  the women' s experi ences .  I begi n 

w i th a descri ption  of th e mo th ers '  experiences i n  th e hou sehol d .  I 

descr i be th ei r da i l y  1 ives a nd th e w ay power  o pe rates  to mai nta i n 

th ei r c urrent po si tion s.  I then  descri be th e wome n ' s experiences 

w i th the O rga ni sa ti o n.  I d i scuss th e expe r i ence s of th e moth ers a nd 

the pa i d  w orkers i n  the same sections as  th e  two ove rl ap .  In  th i s  

descr i pt i o n  o f  th e women ' s expe r i ence s a mrn be r  of commo n  th anes w i l l  

be i ntrodu ce d  w � i ch w il l  be a nal y sed u s i n g  the theoreti cal f ramework 

o utl i ned i n  Ch apter Two.  
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(}IAPTER 4 :  WOMEN' S EXPERIENCES IN THE HOOSB-Ia...D 

Th e  Mai o r  Th emes 

I beg i n w i th a des cri pti o n  of th e mothers '  experiences i n  the 

house hol d .  Th e househol d i s  a cruci al si te as  th i s  i s  w here th e 

mo th ers s pent much of th ei r  time a n d  i t  was  here tha t  th ey car ri ed 

o ut most of the ea reg i v  i ng rout i nes. Th e de scr i pt i o n  of th ese 

w ome n ' s 1 ived experiences i n  th e hou sehol d w il l  revea-l- h ow th ey m ay 

be i sol ated a nd ke pt a pa rt f rom o ne a noth er. Th i s  de scr i pt i o n  w i l l  

show how the se experiences  i n  th e  hou sehol d are i ntri catel y  l i n ked to 

those i n  the Orga ni sati o n  w i th bo th i nf l ue nci ng o ne a noth er. A 

deta i l ed descri ption  of th e wome n ' s  da i l y  l ive s w i l l  i denti fy th e 

i nten si ty ,  di versi ty a nd s ubtl e ef fect s of the power  rel ati o ns 

o pera ti n g  a t  th i s  site. 

Th e th emes th at rel ate to the phy si cal expe r i ences  of the women w i l l  

be d i scusse d  f i rst. I then  d iscuss  tho se rel ati ng  to th e  emotio nal 

a s pect s of women ' s da i l y  l iv ed experi ence s i n  th e househol d .  Th ese, 

of co u rse, w il l  ove rl a p, b ut some del i nea tion i s  important a s  i t  

assi sts th e reade r i n  th ei r unde rsta ndi ng o f  th e women ' s experi ences .  

The themes tha t  are  central to  wome n ' s experiences in  th e hou sehol d 

a re th e da i l y  routi nes a nd rel ati o nsh i ps of women ; h eal th ; t i me ;  

corrm i tment ; sacri f i ce ;  s u p port ; feel i ng gratef ul ; feel i ng 

worth l ess a nd f eel i ng ambi v al ent. I w i l l  now expand u po n  th ese. 

The th emes categori se d  w i th i n  the phy si cal experiences  start w i th a 

descr i pt i o n  of women ' s da i l y  routi ne s  a nd rel ationsh i ps .  Th i s  

p rov i des a pi ct ure o f  what w ome n ' s ro uti nes and  rel a tio n sh i p s  feel 

a n d  l ook 1 i ke ;  w hat th ey enta i l  on  a da i l y basi s ;  a nd the women ' s 

i nter pretati o n  of th i s. Th i s  1 eads o n  to a d i scussio n o f  wome n ' s 

state of heal th i ncl udi  ng both th e po s i t i v e  a nd negative aspects  of 

w ome n ' s heal th, that i s, th e h i gh l ev el of phy si cal ene rgy th ey h ave, 
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but al so th e ti redness and  il l heal th these wome n m ay experi ence as a 

d i rect res ul t of ca ri ng for peo pl e w ith i ntel l ectual di sabi l iti es. 

Fol l ow i ng th i s  the u se and orderi ng of w ome n ' s time i s  di scussed.  

Th i s  i ncl u de s  a de scr i pt i o n  of th e l o ng hours women s pe nd w ai ti ng for 

and se rv i ci ng others.  

Th e emoti o nal aspects of women ' s expe ri ence s begi n w i th a d i scussi o n  

o f  the comm i tment w ome n  h ave to th ei r ch i l d a n d  f am i l y . It al so 

i ncl u des  a di scussi o n  of th e sacr i f ices  women make. Women may feel 

trap ped, u na bl e to dete rm i ne and  control what form th ei r da i l y  l ive s 

may take . Th ey may forego ce rta i n  o ppo rtun i ti es i n  o rde r to be w i th 

a n d  se rv i ce th e  ch i l d and oth e r  f crn i l y  manbers.  

Women al so tal ked a bo ut suppo rt w h i ch i s, in i tsel f, an  amb i guo us 

te rm w i th ma ny mea ni ngs. Th e w ome n ' s i nter preta tio n of th i s  word i s  

ch arge d  w i th a nunbe r  of co ntrad i ct i ons i n  th at th e needs o f  the 

w ome n  m ay cl ash  w i th tho se of pai d workers a n d  oth ers prov i di ng 

s u p po rt. Prof essi o nal s may,  al be i t  unw i tti ngl y ,  enco urage de pe nde ncy 

f rom tho se receiv i n g support. A n unber of co n d i tion s may be pl aced 

u po n tho se  women w ho r eq ui re s up po rt, th us rest r i cti ng thei r acce ss 

to th i s . Wome n may h ave no part i n  def i ni ng what th i s  s u p port w il l  

be and  i n  w h at form i t  w i l l  be prov i de d .  

Feel i n g gratef ul i s  another th ane women d i scussed .  Th ey m ay be 

expected to feel gr atef ul fo r any k i nd of s uppo rt a nd se rv ice th ey 

m ay be g ive n, eve n  whe n th i s  i s  not a p pro pri ate and  does  not act u al l y  

meet th ei r i nd i v i dual needs . Th i s  f req ue ntl y made th e women feel 

w orthl ess, powe rl es s, and u na bl e to control th ei r  ow n l ives. 

How ev er, th ey fel t ambival ent a bo ut th i s  i n  that at ti mes thei r 

si t ua tio n was  sa ti sfy i ng and  had  some po si tive as pect s and  o utcome s. 

Th ey d i d, how ev er, poi nt o ut th at th i s  di d not h appe n  often e no ugh 

a n d  much of the time th ey fel t  co nf u sed a n d  f ru strated a bo ut th e 

un pa i d  ' work ' th ey were expected to ca r ry  o ut for th ei r ch i l d/a d ul t 

a n d  oth e r  f am i l y  manbers. 
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The se th emes w i l l  now be expl ored i n  de pth. I begi n w i th th e 

moth ers'  da i l y  expe r i ence s i n  th e househol d a s  th i s  i s  w here th ey 

s pend mo st of th ei r  time.  Th i s  i s  al so where th e r el a tio n s  of power  

may h av e  th e most impact .  It may be d i f f icul t for women t o  renov e  

th emsel ves  f rom th e hou sehol d and  the technol ogies  o f  power that 

o pe r ate th ere. In th i s  sect i on I focus  o n  th e moth ers a s  it  is  they 

who l ive i n  ho u sehol ds w i th peo pl e w i th i ntel l ect ual d i sa b i l i ti e s .  

The pa i d  w orke rs ' expe ri ence s a re d i scussed i f  th ey are rel ated to 

tho se of th e mo thers '  experiences  i n  th e hou sehol d .  

Th e Da i l y-Rout i nes and Rel ati o nsh ips Associ ated w ith Ca regi v i ng 

I aske d  th e women to de scr i be to me a ty p i cal  day . Th i s  i ncl u de d  a 

deta i l ed descri ption  of th ei r da i l y  ro uti ne s a n d  of th e rel a tion sh i ps 

th ey are pa rt of . I w anted to d i scov e r  w h at th e rel ati o ns of power 

feel 1 i ke by u n de rsta n d i n g  what h ap pe ne d  to these wome n  a s  th ey __ _ 

ca rri ed o ut thei r da i l y  routi nes .  Th i s prov i ded the co ntext- for 

understan d i ng what ca r i ng  w a s  l i ke for th e se w ome n . 1 
/ 

A Day i n  th e L i fe of a Ca regi ver 

Most of th e moth ers h ad renai ned at home to ca re for th ei r 

ch i l d /ch i l dre n o n  a f ul l - ti me ba si s .  V e ry f ew  had  ret urned t o  th e 

pa i d  workforce .  A n um be r  of th e women h ad been  e ngaged i n  vel unta ry 

or corrm i ttee work  for th e Orga ni sa tio n .  How eve r, o nl y  o ne h a s  h ad a 

po si ti o n  o n  a n  executi v e  comm i ttee. Ma ny had s uppo rted thei r 

h u s band/part ners or oth e r  me n i n  exec utive po si tions .  Whe n wome n  

were o n  a commi ttee th ey very sel dom to�k o n  po si tions o n  presti gi o us 

convni ttees s u ch a s  th e f i nance and  executive corrmi ttee s.  Wome n 

tended to be pl aced o n  f undrai si ng committees w hi ch req u i red m any 

ho urs of w ork b ut w h i ch w ere not part of ma k i n g  m aj or deci sions a bo ut 

th e d i rect i on of th e Orga ni sati on .  Th ese w omen h ad ca rri ed o ut thei r 

commi ttee w ork i n  th e f o rm  of orga ni s i n g  r affl e s, ann ual a p peal s and  

oth er f undrai si ng act i v iti es.  Less th an  f iv e  of th e women h ad 

1 See A p pe ndi x One for a summary of th e women ' s  pe rso nal 
ch aracteri sti cs.  
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atten ded a na tio nal executive commi ttee meeti ng a n d  v e ry  few h ad 

attended a nati onal annual  co nf erence . Even  w hen th ei r ch i l d/adul t 

1 eft home mo st of th e w omen conti n ue d  to do some form of un pai d work 

for the Orga ni sati o n .  

These women al so s pe nt co nsi de rabl e amounts of t i me meeti ng w ith 

profes sio nal s a bo ut th ei r ch il dre n ' s needs.  Th ey s pe nt ma ny ho urs 

tal ki ng a bo ut a nd a dvoca ti ng for th ei r ch i l dren w i th peo pl e f rom th e 

med i cal profes sio n, educa tio nal a uthori ti e s  and  auxi l i a ry medi cal 

pract i ti o ne rs s uch as occupati onal  th erapi sts a nd phy si oth erapi sts. 

Th ey then s pent ma ny ho urs car ry i ng o ut th e di rection s of these 

peo pl e, for exampl e, impl anenti ng beh av io ur modi f ica ti o n  progr ammes 

w h i ch had bee n desi gned by p sy chol ogi st s. 

From th e stor i es the women sh ared w i th me I h av e  attempted to 

descri be what a ty pi cal day m ay be 1 i ke for  the se w ome n. 

Morni ng Rout i ne 

When th e ch i l d w as yo unge r  most of the sel f-ca re tasks s uch as 

w a s h i ng, dressi ng, t o i l eti ng, feedi ng  had  to be carri ed o ut for th em. 

Th ese eh i l  d r en m ay take 1 onge r th an non-d i sa bl ed eh i l  dren to 1 earn 

sel f-h el p s k il l s . Some w il l  al w ay s  need h el p w i th th em or w il l  need 

ran i ndi ng th at th ese tasks need to be ca rri ed o ut .  Hel pi ng got more 

d i ff i c ul t  a s  th e  ch i l d got ol de r and  ha rder to 1 1 ft. Th e  mo st commo n 

co nce rn, w hen the women de scr i bed sel f-ca re tasks a nd associ ated 

act iv i ti es s u ch as  l earni ng to h el p  w i th th e  ho u sehol d ro uti ne s, was 

th at th ese ch i l dren took l o nge r to l ea rn new ski l l s. Fo r exampl e, 

to i l et trai n i n g  m ay ta ke ma ny ho urs and  i t  was  d i ff i c ul t  to g ive th e 

pro pe r  attenti o n  to th i s  w hen there were oth er young  ch i l dren i n  the 

ho u sehol d .  

The women tal  ke d a bo ut th e co nsta nt co nf l ict betw een al l ow i ng the 

ch i l d to l ea r n, b ut al so getti ng th e hou sehol d sel f-care ro uti nes 

com pl eted.  Th ey of ten  fel t f rustr ated and  ti red a s  th ey were 

co ntin ual l y  t ry i ng to s ummo n up the patience to al l ow  the ch i l d to 
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l ea r n  a t  her/ h i s ow n pace. Th ey were al w ay s, it seemed, t ry i n g to 

bal ance th e needs of th e ch i l d w ith th ei r ow n, and th e needs of oth er 

f am i l y  members.  Women al so tal ked a bo ut the d i ff i c ul ty of co pi ng 

w i th th e routi nes w hen oth er tasks 

co pi n g  w i th men struatio n, handl i ng 

become nece ssa ry ,  

med i ca tio n and  

fo r exampl e 

co pi n g  w i th 

seiz u r es .  Th e moth er w as nea rl y al w ay s  the f am i l y membe r w ho ca rri ed 

o ut a n d  s u pe rv i sed th e mor n i n g  ro uti nes .  

The Da i ly Ro uti ne 

Most of th e ch i l dren/a dul ts were se nt to school o r  worksho p  

f a c i l i ties .  Trans port was us ual l y  arranged b ut at times th i s  w a s  not 

av a i l abl e. Th e women ge ne ral l y  ca rr i ed o ut some k i nd  of vol u nta ry 

activ i ty  for the Orga n i sa ti o n  d uri ng the day .  For exam pl e, some 

v i si ted th e school or workshop  and  d i d work w ith th e cl i ents i n  th ese 

faci l i ties .  Th i s  activ i ty  took pl ace a t  l ea st once or tw i ce a week .  

These women al so s pe nt a l ot of  ti me v i si ti ng professi o nal s to  o bta i n  

a dv i ce a bo ut th ei r ch il d .  Th i s was  ge neral l y  a very stres sf ul 

expe r i ence . Th ey th en s pe nt many ho urs ea rry i ng o ut th e programmes 

tha t  w ere desi gned for th ei r ch i l d .  Th e se added a n  add i tio nal · task 

to the da i l y  routi nes, for exampl e teach i ng appropr i ate si tti ng 

beh av io ur at  the meal tabl e, teach i ng exerci ses for sta n d i n g  and 

w al ki ng, ca rry i ng out beh av iour programmes. Th e women may hav e  

orga n i sed the f am i l y  t o  h el p  w i th th e se, b ut th ey us ual l y  had  th e 

f i nal  res po nsi b i l ity for ensur i ng that th ey were ca r r i ed o ut .  Th ey 

ofte n f el t  g u il ty for p utti ng ad d i tio n al press ure o n  th e f am i l y  so 

d i d not a sk th em to h el p o ut .  Th e w om e n  attended most o f  the 

meeti n gs a bo ut th ei r ch i l d, both w i th i n  the Orga n i sa tio n a n d  w i th 

oth er agenci es, for exam pl e, meeti ngs a bo ut the ch i l d ' s school 

activ i ti es.  It was un u s u al for th e h u s band/partner to atte n d  w i th 

th em .  

Th e Afternoon  a n d  Eveni ng Ro uti ne s 

Ma ny of th e women had co nce rns a bo ut th e l ei s ure time th ei r ch i l d h ad 

to l ea r n  to u se appro pr i atel y .  Th e  moth ers were ofte n l eft to "pl ay " 
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w i th the ch i l d wh il e oth e r  f am i l y  m em bers we nt to th ei r l ei s ure 

act i v iti es. It w as i mprov i ng but it w as someti mes sti l l  a struggl e 

to get the ch il d acce pted i nto mai n stre am l ei s ure activ i ti e s  and 

transpo rt and  f i na nci al co sts w ere often  m aj or ba rri ers. 

The eve ni n g  ro uti ne w a s  v e ry  sim il a r  to th e morni n g  ro uti ne  w i th l ot s  

o f  ti me be i ng u sed u p  i n  ca re-taki ng a ct i v iti es. Th e  women de scr i be d  

how th i s  sel dom changed over  the ch i l d ' s l i fe s pa n  and s u pe rv i sing  o r  

ca r ry i ng o ut ca re-taki ng act i v i ti es co ul d co nti n ue for many y ea rs.  

Ma ny w ane n  t al ked a bo ut th e- feel i ng of al w ays bel i ev i ng tha t  th ey 

co ul d be do i ng more for th ei r ch i l d .  For exampl e, th ey sho ul d not 

j ust si t a n d  watch tel ev i si o n  but th ey sho ul d tal k to the ch i l d ;  

th ey must not j ust pr epa re th e meal , th ey m ust tal k a bo ut th i s  w i th 

th e ch il d ;  and  th ey sho ul d al w ay s  be th i n ki ng  a bo ut th e  

phy si oth erapy exe rci ses th ey co ul d be do i ng w ith th e ch i l d .  Th ese 

are j u st some of the exam pl es  of how th e ro uti ne of da i l y  care-ta k i ng 

acti v i ti es m ay make a wanan f eel th at h er j o b  i s  never f in i sh ed .  

Sane of th e  i ss ues  that wane n  h a d  fought f o r  pri or t o  the dev el o JXnent 

of  th e IHC h ad now been  resol ved .  Al tho ugh m any of th e wanen now h ad 

sane s u p port a n d  th ere w a s  a v a r i e ty  of se rv i ces  av i al abl e for  th ei r 

eh i l  d/a d ul t, th ere were sti l l stresse s  a nd pressures th at women w e re 

co nf ro nte d w i th.  For exam pl e, o ne of th e  m aj o r  i ss ues  wome n  had  to 

deal w i th w a s  bal anci ng a ca reer w i th ca regiv i ng tasks .  Anoth er 

pr ima ry i s s ue w a s  r el ated to th e feel i ng of never bei n g  a bl e  to 

prov i de for al l th e ch i l d ' s needs - th e probl em w as not al way s  the 

a b sence of se rv i ces but ra th e r  whe th e r  w ane n  had  th e e nergy to access 

th ese se rv i ce s  and ca rry o ut th e programmes the prof essi onal s h ad 

offered th em. It was  st il l w ane n  who car r i e d  the se o ut. 

Th e Women ' s  Feel i ng A bo ut Th ei r Da i ly Ro ut i ne s  

Despi te th e d i ff i cul ty of th ei r tasks women were sti l l  co nce rned 

a bo ut what th ey sho ul d do for th ei r  ch i l d/adul t and how th ey co ul d  do 
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more for  h e r/ h i m. Eve n  tho se wome n who se ch i l d/ad ul t h a d  l eft home 

sti l l  fel t res po nsi bl e and ca rried o ut repeti ti ve  rout i nes  w hen the 

eh i 1  d /a d ul t came bac k to th e hou sehol d to stay for hol i day s  and  

l onge r pe r i ods . One of  th e mo st common sto r i es th e women sh ared w i th 

me rel ated to th e re peti tio n and the d i ff i c ul ty of the da f l y  tasks 

th ey pe rformed . Ma ny of th e tasks s uch as f eed i ng, ch angi ng, do i ng 

thera pe ut i c  exe rci ses and  other k i nds of thera py were extremel y  

repeti tive  a nd th ese routi nes had to be ca rri ed o ut sev eral ti mes a 

d ay .  Des pite th e re peti tio n of th ese tas ks,  for exam pl e  phy si cal 

exe rci ses, there may be l ittl e ch ange i n  the ch i l d/adul t. The 

rewards  m ay be f ew  a n d  yet these re peti tive tasks must co n ti n ue i n  

orde r to prev ent the ch i l d regressi ng. 

Ma ny of the tasks such as 1 i fti ng, changi ng, w a sh i ng, cl ea n i ng u p  

spi l l s  a nd oth er messes may be extremel y phy si cal l y  dem andi ng but 

must be do ne rega rdl ess of whether th e mo th e r  or careg iver i s  feel i n g  

exh austed. Not o nl y do these tasks take pl ace i n  th e home but after  

the moth e r  has  ma naged to  get her  ch i l d dre s se d  and  fed  sh e m ay the n 

h av e  to transport th i s  ch i l d to a n  a cti v i ty .  Th i s  ca n al so be 

phy si cal l y  dema n d i ng i f  the ch i l d w a s  no n- amb ul ant and r eq ui red to be 

l i fted i n  a nd o ut of veh i cl es. Ma ny of the women i nterv i ew ed 

s uffered f rom phy si cal compl a i nts w h i ch had  been  cau sed by the hard 

phy si cal l abo ur th ey must ca rry o ut o n  a da i l y  ba si s.  

Once th e mo th e r  or caregiver  had trans ported the ch i l d/a d ul t to a n  

act i v ity th ey may hav e  to stay w ith th em to hel p i n  thei r educa ti o nal 

or th era py pro gr amme. At th i s  poi nt th ey h a d  to i nteract w i th others 

and th i s  ca n be str essf ul as  they often w ere cr i ti ci sed for th e w ay 

they w ere "h a n dl i ng "  th ei r eh i 1  d.  

W hen the moth er o r  ca regiver had managed to s urv ive th e day sh e m ust 

ens ure tha t  when sh e a r r ived home she pre pared or orga ni sed the 

prepa rati o n  o f  a n  ev eni ng meal and orga ni sed the househol d routi nes 

for  o th e r  f am i l y  m em bers.  Sh e had to co ntin ual l y  ens ure that other 

fam i l y act i v iti es ran smoothl y and th at the ch i l d w i th a di sa b i l ity 

di d not i ntru de o n  the 1 i festyl e of o ther  f am i l y  members. My 
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i nte rv i ew s sh owed that i t  was  prima r i l y  th e mo ther  who not o nl y  

ca rri ed o ut the ca regi v i ng activ iti es i n  th e ho usehol d but w ho, when 

bei ng tal d to "h av e a break " by o th e r  ho u sehol d manbers, stil l had to 

ensure th at th ere were cl ea rl y def i ned ta sks o utl i ned for ev eryone so 

that the nee ds of the ch i l d/ad ul t co ul d be met. 

Mrs Q, a moth er, stated : 

• • •  th e moth er i s  real l y  th e o ne th at l ooks afte r  th e 
handi ca p pe d  ch il dren becau se th e  h u s band  h a s  to 
work.  And then w hen h e  comes home ti red f ran work 
he  does n ' t want to know how ma ny times that day 

wet o n  the fl oor or  w as si ck  or  he h ad a row 
w i th the nei gh bo ur becau se of the ki d or some th i n g  
el se • • •  l 

Th e fol l ow i ng comments w ere ty pi cal and show how th e expe r i ences  i n  

th e  hou sehol d were al so pre sent i n  th e  Orga ni sa tio n : 

They ' re al w ay s  i n  th e ca regiv i ng rol es. 
h a n ds on caregiv i n g  rol e s  • • • •  ! th i n k  it  goes 
th e trad i ti o nal my th of women as be i ng 
care g ivers.  Th e  me n i n  po si tion s  of power .  

D i rect 
bac k to 
p r i mary 

Urn, I th i nk m ai nl y th e men I ' ve come i nto co ntact 
w i th w i th i n the IHC h ave bee n a cm i ni strators or 
manage rs or executive  staf f, someth i ng 1 i ke th at, 
and  i t ' s th e wome n  who do al l th e  h a n ds o n , al l th e 
m i ddl e mana gement - not usual l y  to p management. But 
th ey ' re us ual l y  se rv i ce orie ntated .  

Mrs B tal ke d at  l ength abo ut how her  h usba nd a nd th e m al e manbe rs i n  

th e  ho u sehol d wo ul d l eav e her  to ca r ry  o ut th e  care of th ei r  ch il d.  

She stated th at men 1 eave  it to w om en beca use th ey know women w i l l  do 

th e  work  for th an :  

1 The q uotes f rom th e  wome n  h ave not bee n edited .  Names and  
pl ace s hav e  bee n  ch a nged i n  o rde r to prese rv e th e i de nti ty of 
the wome n. 
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Th e  w oman does  too much and  th e ma n 
natural l y .  If someone el se i s  go i ng 
w i 1 1  a 1 w ay s  1 e av e i t, wo n 1 t th ey  ? 
took ov er  I ' d  l eav e i t  to h im too. 

w il l 1 e av e i t 
to do i t  th ey 
If my husba n d  

Th e r e  w e r e  ma ny canme nts f rom th e w ane n  tha t  r eferred t o  th e w ay s  i n  

w h i ch men co ul d not co pe  w ith both th e emoti o nal and phy si cal dem ands 

that a ch i l d w i th a di sa b il i ty pl a ced o n  th e f an i l y .  Th ey got too 

emoti o nal l y  upset i f  th ey h ad to do th erapy w ith th e ch i l d o r  take 

th em  to activ i ties .  Ty pi cal comme nt s were : 

Th e f ath er j ust d i dn ' t  co pe a t  f i rst but he  d i d come 
a ro un d  sl ow l y .  How ev e r, I stil l th i n k i t, i t ' s f a r  
h a rde r f o r  men t o  r eal i se th ey h av e  a h andi ca p pe d  
ch i l d ;  th ey fath ere d i t  • • • •  Sane fathers  j ust ref u se 
to be i nvol ved . 

I do n ' t th i nk men f ace u p  to a n  IHC ch i l d 1 i ke a 
wanan or a mother does • • • •  I ' ve heard of ca se s  where 
it breaks u p  marri age s • • •  women a re total l y  d i fferent 
th a n  me n .  � n  can sh ut i t  o ut, ca n ' t th ey ?  • • •  

Ma ny of th e moth ers ref er red to the f act th at men woul d j ust ref use 

to be i nvol ved .  Women d i d n ' t h ave  th i s  choi ce. Th ey  j ust h a d  to 

co pe .  Th e pa i d  w orke rs al so tal ked a bo ut h ow  th ey had o bse rv ed th i s  

beh av io u r  i n  th e hou sehol ds th ey v i sited. 

W hen I aske d the women w ho h ad h el pe d  th em a nd w hat a ssi sta nce th ey 

h av e  h a d, comments  s u ch as : ''W el l ,  no bo dy beca u se we di d i t  o n  o u r 

ow n. We d i dn ' t  need a ny bo dy el se " w ere common. S i m i l a r  comments 

were ma de s u ch as : 

No.  I th i nk y o u  take w hat y o u '  re g i v en a nd do th e 
best you ca n w i th i t. I do n ' t th i n k  yo u won de r, 
1 Oh, I ca ul d '  ve do ne th at, or I ca ul d '  ve do ne th at. ' 
That ' s never occ urred to m e  • • •  
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I di dn ' t expect a nyo ne to h el p  me, i t ' s my 
probl em • • •  it  woul d h av e  been  n i ce to h av e  someone to 
m i n d  h i m  and  the o th ers w h il e I we nt to the de nti st 
and th i ngs 1 i ke th at • • • it  woul d h av e  been  n i ce to do 
th e  sho p pi n g w i tho ut a ny ch i l dre n • • • •  Yo u j u st di dn ' t  
ask.  

Mo st  of th e moth ers h ad h i dde n thei r feel i ngs a bo ut w hat i t  w as 1 i ke 

ca ri n g  for oth ers.  Mrs N, a mo th e r, who  has h a d  a l o n g  i nv ol v ement 

w i th th e O rga ni sa ti o n, stated : 

I nev er sort of tol d m a ny peo pl e or tal ked to oth er 
peo pl e a bo ut • • • •  I do n ' t  know w hy .  I never di d. I 
fel t i t  w as nobody ' s  busi ness but ours .  I s up po se I 
sho ul d n ' t h ave bee n l i ke tha t  and  sort of tal ked 
w i th oth ers - I m i gh t  h av e  got i t  of f my back, but I 
never wa nted to. 

Th e pa i d  worke rs unde rstood th e feel i ngs of th e moth ers a nd often  

t r i e d  not to  pl a ce add i tio nal expecta tions  on  th em. Mrs K, who was  

i nvol ved i n  resi de nti al work, el a bo r ated on  th i s :  

I mea n, i t' s  al ri ght  for us ; i t ' s  o ur j o b  a n d  we go 
home and  w e  ca n get aw ay f rom i t  a nd h av e  a break. 
Or  we can sh are it among o ursel ve s. L i ke sane of u s  
get o n  better w ith i nd i v i d ual peo pl e here th an 
oth ers so we sh are th e l oa d .  B ut for  peo pl e at home 
w i th an  i ntel l ectual l y  h andi ca ppe d  pe rso n, getti ng 
th e f ul l  brunt of tha t, 24 ho urs a day, i t  must be 
sh eer hel l . And somebo dy aren' t m ade to co pe w i th 
tha t. I do n ' t know how I ' d  co pe w i th that i f  I w a s  
a pa rent. 

Anoth er rei nforce d  th i s  v iew and commented th at : 

Th e Hea ds sho ul d remember that i t  co ul dn ' t  keep 
go i ng i f  someone di dn ' t  l ook  after th e ch i l d a nd 
ma ke s ure th ey were h a p py • • •  
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Th e me n a n d  o th ers i n  th e hou sehol d l e ave careg iv i ng to wome n  and 

th ei r ow n work gets do ne at  th e expe nse of th e moth er ' s 1 ifesty l e. 

Th i s  m ay l ead to wome n  experienci ng pro bl em s  w i th th ei r heal th and  

wel l -be i ng. 

Heal th a n d  W el l -Bei ng 

Th i s  theme i ncl u de s  th e w ay s  i n  w h i ch th e women ' s mental and phy si cal  

heal th m ay h ave s uf fered.  It al so des cri bes th e  1 ev el of e nergy 

women d i s pl ay ed for th ey not o nl y get ti red, th ey al so h av e  a n  

ove rw h el m i ng ca pa ci ty  to "keep goi ng" .  

I w i l l begi n w ith a d i scuss i o n  o n  the ene rgy l ev el of th ese women. 

Wome n  had th e a b il i ty to keep  "giv i n g  more " to th ei r da i l y  tasks.  

These women h ad ea red for eh i l  dren/a d ul ts  for many years a nd y et they 

had  th i s  u nfl agg i n g  ca pa ci ty to " keep goi ng " .  Whe n asked wha t th i s  

fel t l ike, many tal ked a bo ut th e l ov e  th ey h ad for th ei r ch i l d a nd 

th e  w ay s  i n  w h i ch th ey  der ived sa ti sfa ctio n a n d  pl eas ure f rom th ei r  

work.  Ma ny women "l ive for th e moment" a nd for w hat th ey ca n do for 

the ch 1 l d /a d ul t.  

How ev er, kee pi ng o ne ' s  strength u p  i s  ofte n  d i f f icul t for women i n  

that th ey  m ay ma ke ma ny sacrif i ce s. Th ey  often got ti red a n d  

suf fered i l l ne sse s  th at w ere d i rectl y rel ated to th e stress o f  ca ri ng 

for a de pe n de nt perso n. The se peo pl e m ay al w ays be de pendent and the 

real i sati o n  of th i s  often  ca used m uch di stress for th ese women. Th ey 

f el t  h el pl ess  and  des pai red that th ey w ere pow e rl ess to cha nge th i s  

si tua ti o n  for th ei r ch i l d/adul t. 

Women ' s mental heal th al so s uf fered. 

mothers a n d  for the pai d workers : 

Th i s  w as true for both th e 

I ' ve tr i ed h a rd to s peak of my d i f f i cul ti es but I ' ve 
ke pt a l ot i n si de. 
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I th i n k  whe n I l ook  bac k I wa s q ui te de pressed .  

I do n ' t th i nk I ' l l  ev er get ov er i t. I th i nk I ' ve 
do ne a s  m u ch as  I po s si bl y ca n to deal w i th i t. 

Women may be too ti red to affect ch ange i n  th ei r 1 ives. Th e wanen 

th ro u gho ut th e  i nte rv i ew  showed the feel i n gs of ti redness i n  th ei r  

eyes, by th e w ay s  th ey mov ed th ei r h ands a nd i n  th e w ay s  th ey sat. 

Th ey  canmented o n  how th ey were s cared tha t  th ey wo ul d "never sto p 

feel i ng ti red " .  Dur i ng th i s  ph ase of th e i nterv i e« s  th ere were often 

per i o ds of s i l ence w h ere the w ane n  u sed the time to refl ect o n  th ei r  

pa st. 

Des pi te th ei r ow n ti redness th e moth ers w o ul d often  protect oth er 

f am i l y  manbers a ga i n st stres sf ul si t ua tions .  Th ey  p ut th e needs of 

oth ers f i rst a nd for  some th i s  beh av iour h ad h appe ned for  many y ears. 

Sane of th e  pai d workers I i nterv i ewe d  w ere co n cerned that mothers  

h ad to be  ' Su pe rm ums ' . Th ey  appea red to unde rsta nd th e feel i ngs of  

th e se w ane n  a n d  tr i e d  not to  pl ace ad d i tio nal expecta tion s on  th em. 

S ev eral of th e pa i d  worke rs h ad s i m i l a r  d i ff icul ti es to tho se  

experienced by the moth ers.  Th i s  w a s  es peci al l y  r el eva nt i f  th ey h a d  

bee n  i n  th e j ob f o r  some t i me. They fel t th at th ey "m ust keep go i ng 

a n d  i f  you com pl ai n yo u m ay crack u p  • • •  " Mrs c. a re si de nti al 

worke r, s ug ge sted th at th i s  k i nd of work h ad s i m i l ar  pressures to 

that of th e  mo th e r s .  Sh e f el t  the pa i d  workers sho ul d s u p port the 

moth ers, but at  ti mes th e pa i d  w orke rs real l y  s uf fered too. She 

bel i eved that gro u p  homes a n d  w orksho ps can be 1 i ke ho u seh ol ds i n  

th at s i m i l a r  demands w ere bei ng pl ace d o n  women. She stated : 

I real l y  h a d  to ma ke a n  effort to do th i n gs o n  a 
soci al ba si s, to get o ut,  meet peo pl e. And  th at w as 
orga ni sed.  A l ot of s po nta nei ty went o ut of tha t. 
I l iteral l y  had to be ef f ici ent a nd o rga ni sed. I 
di d a l ot of thi ngs o n  11¥ ow n  • • •  1 i ke that a nyw ay .  I 
p ref er to do th at so th at w asn ' t  a probl an .  I th i nk 
i n  ma ny w ay s  I becane i ns ul ar  al ong  th e w ay too 
beca use of th at, beca use of th e hours I w as worki ng, 
the nat ure of th e  j o b. It ca n make yo u i sol ated a n d  
i t  ca n m ake y ou a nti - soci al as  w el l .  
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Mrs C tal ked a bo ut how ti redness a n d  i sol a tio n can pr eve nt w ane n  f rom 

l obby i ng for an i mprov anent i n  thei r da i l y  experi ence s. Oth ers 

comme nted o n  how poor  h e al th can pr eve nt w ane n  f ran cha n g i n g th ei r 

l i festy l e, for exampl e returni ng to pa i d  work o ut si de th e hane a nd 

orga ni si n g  addi tio nal s u p port for the ch il d .  At time s ti redness 

pr ev e nted wanen f ran ch al l engi ng th ei r pa rtne rs to do more of th e 

care g iv i n g  work i n  th e  hou sehol d.  

Th ere were co ntradi ct i o n s  i n  th e wanen'  s expe r i ence s.  As I h av e  

des cri  bed ,  at  times w ane n  f el t  e nergeti c a n d  yet at  o th e r  times th ey  

al so fel t a n  ov erw hel m i ng t i redness. 

The feel i ng of ti redness ofte n ma de the w ane n  feel "o ut- o f-co ntrol " 

and u na bl e to ch ange th ei r si tua ti on.  Th i s  feel i ng w as rei nforced by 

th e  fact that w ane n  f r eq uentl y  had  to w a i t for o th ers to give th em 

ti me a nd s uppo rt. 

Time a n d  Wai ti ng 

Wanen s pe nt m uch time "w a i ti ng" for oth ers. In thei r da i l y l ives i n  

th e  ho u sehol d th ey d i d, for exampl e, w ai t  for  th ei r  ch i l d to f i ni sh 

th ei r food, w al k across the roan, f i ni sh i n  th e ba th roan a nd w ai t  for 

th an to go to sl ee p. Th ey  al so waited for oth ers  i n  th e ho u sehol d to 

come hane to "1 end th em a h and" or stay w i th th e ch i l d so they co ul d 

go o ut. The moth ers and  pai d w orkers tal ked a bo ut w a i ti n g  for oth ers 

to see th em s uch as doctors, teach ers, soci al worke rs a nd 

p sy ch ol o gi sts .  Th ey al so tal ked a bo ut w ai ti n g  i n  q ue ue s  at sho p s, 

ba nks a nd oth er p u bl ic  ameni ti es. Th e f rustrati o n  of th i s  show ed o n  

th e faces  o f  th e  w ane n  a n d  i n  th ei r ma n ne r. Th ey  ofte n sto p ped goi ng 

to th ese pl ace s beca use " i t' s not worth th e h assl e" a nd th e 

em ba rras9Tle nt of watch i ng "yo ur ch i l d s cream" w h il e yo u w ai t. 

W hen wanen tal ke d a bo ut th ei r expe r i ence s i n  th e commun i ty th ey 

r el ated the d i ff i c ul ty of ta ki ng  the ch i l d o ut i n  pu bl i c  a n d  w a i ti ng 



- 102 -

for peo pl e to h el p i f  th ey go t  i nto d i f f i c ul ty .  Mrs M, a moth e r, 

comme nted o n  th i s :  

I w i sh someone had come a round  a nd hel ped w i th . • .  and 
the o ther eh il dre n .  I di d n ' t feel a bl e  to go to 
meeti ngs . Yo u ' re someti mes ash amed of yo ur ch i l d 7 s 
beh av io ur. 

Th e moth ers al so tal ked a bo ut how th ey wai ted for oth ers to def i ne 

what th ei r activ i ti es sho ul d  be. Th ey tal ked a bo ut th i s  w i th res pect 

to normal iz ati o n1 pol ici es and th e mov e to i ntegrate peo pl e w ith 

d i sa b i l i ti es more f ul l y i nto commu n i ty 1 i fe. One mother  tal ked a bo ut 

th e stress of know i ng th at your so n/da ugh ter "won · t grow up" a nd th at 

you "w a i t" for someth i ng that never  h a p pen s. She bel i eved that 

normal iz ati o n  pol ici es woul d not ch ange th i s . She  stated : 

Th ey are stil l o ur ch il dre n eve n whe n th ey grow u p  -
we ca n ' t j ust sh ut of f .  I w ant h im to be i n  a sm al l  
home w i th h i s  f r iends. 

Some oth er ty pi cal comments a bo ut th i s  w ere :  

I th i nk communi ty 1 iv i ng and  normal iza tio n - aga i n  
they wor ry  me a 1 ittl e b i t  - th ey wor ry  me a s  a 
parent beca u se I wo ul dn ' t  1 i ke peo pl e to take th em 
too l iteral l y  as f a r  as my so n ; s co nce rned .  I th i nk 
commu ni ty 1 iv i ng i s  f i ne prov i di ng there ' s  a degree 
of supe rv i si o n  and protect i o n .  

Yes, I th i n k i t ' s pro ba b l y  h a p pe ni ng .  I th i n k w e  ve 
proba bl y grow n  to be more aw a re th at th ere; s a need 
for  i t, that j u st p utti ng peo pl e i nto the commu n i ty 
i sn ' t nece ssa ri l y  go i ng to mean normal iz ati o n ; s 
goi ng to happe n .  Th e  two do n ' t  necessa r i l y  go 
togeth er. 

1 Th e IHC s u p ports  the ph i l o so phy a n d  the pol i cy of normal izati o n  
w h i ch em bo d i es the bel i ef th at peo pl e w ith i ntel l ect ual 
d i sa b i l i ties  h ave a r i ght to experience the same l i festyl e as 
thei r no n- d i sa bl ed peers.  
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W el l ,  there' s so mu ch em ph a si s o n  getti ng eve ry bo dy 
o ut i nto th e communi ty th at I feel - you know ,  as I 
sai d bef or e - yo u ' ve got to be v e ry  real i sti c a n d  
real i se th at th e commun i ty  w i l l o nl y acce pt th em so 
fa r. It' s h l.ITia n  nature. 

Th ese women w ere extremel y real i st i c  a bo ut th e ca pa bi l i ti es of th ei r 

ch i l dre n /a d ul t s. For th em  th ei r ch il dre n w il l  al w ay s  r eq ui re 

s up po r t. Th e  pa ssi ng of ti me w i l l  not mea n th at th e i ntel l ect ual 

h a nd i ca p  w il l  di sap pea r. The worry th e se wome n  h a d  for th ei r  

eh i l  dren/ad ul ts nev er d i m i ni sh ed .  Mrs K. a moth er, was  co nce r ned 

a bo ut th i s :  

Yes, I am co nce rned, l ov e, i n  a l ot of a reas .  
Aga i n,  l ov e. pro ba bl y  th i s  n o nn al iza tio n. I th i nk 
th at i s  my bi gge st co nce rn, as I th i nk i t  co nce rns a 
l ot of pare nt s. I real l y  feel tha t, f rom my 
feel i ngs • • •  it  real l y  i s  go i ng too f ar • • •  

Des pi te th e se d i ff i c ul ties a n d  th e f ru stra tio n of w ai ti n g  for  others 

to  prov i de th em w ith h el p o r  ask  for th ei r o pi ni o n, women have a 

seem i n g l y  bo un dl ess canmi trne nt to th ei r  ch i l d .  

Women' s Comm i tm ent 

Al tho ugh women s pe nt l ong hours ca ri ng for th ei r ch i l dren/a dul ts, 

th ey  ge ner al l y  d i d not h ave  a negative  v i et�  of th i s. 

Ma ny of th e women tal ke d a bo ut how i t  w as impo rta nt to ensure  th at 

the ch i l d /a d ul t w a s  h a p py a n d  had a h i gh q ual i ty of l i f e. The da i l y  

tasks women ca rri ed o ut for th ei r ch i l d/a dul t h ad a h i gh pr i or i ty  for 

th em. Th ey derived much pl eas ure f rom watch i n g  the eh il d/adul t grow 

a nd 1 ear n  a nd acq ui re new ski l l s  no m atter how smal l th ese a p pea red 

to o th ers .  
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Bo th th e mo th ers and  pai d workers expressed th i s  v i ew .  Mrs G, a pai d  

worke r, remarked : 

Urn, th e l ast few y ea rs I th i nk h ere, and seei ng 
peo pl e - seei ng th e  whol e th i ng ' s w orthw h i l e, seei ng 
someth i ng for  th at - th at y o u ' ve do ne . • . .  As f a r  as 
I ' m  concerne d  i t' s real l y  seeing  the peo pl e cha n ge 
and dev el o p. Despi te al l th e q ual i f ica ti o ns up  there 
it i s  the g iv i ng, sha r i n g  a n d  the ca r i n g  o n  th e  
da i l y basi s that' s th e mo st i mpo rta nt • • •  giv ing  o f  
yo ursel f a n d  l ov e  and  receiv i ng i t  i s  th e  mo s t  
tremendo us th i ng th at ca n h ap pe n. 

Th e  moth ers a n d  pai d w orkers received th ei r  sati sfacti o n  f rom work i ng 

al o ngs i de peo pl e w i th i ntel l ectual di sa bi l iti es. It was  th e da i l y  

act iv i ties  that bro u ght sa ti sfacti o n .  

Despi te th e d i f f icul ty of th e da i l y  routi nes th ese w om e n  ca nnot be 

v i ewed as dow n trod de n, de pressed or pessimi sti c. Th ey  al so expres sed 

feel i ngs of h ap pi ness, j oy ,  enth usi asm and h o pe .  

I n  th e  i nte rv i ew s th e  wane n ' s comm i tment showed o n  th ei r faces, 

e speci al l y  w h en th ey were tal ki ng a bo ut th e ach i ev ements of th ei r 

ch i l d/a d ul t. Th ey h a d  a n  i ncre di bl e stren gth to "keep goi ng" .  They 

h ad too, an  a b i l ity to see th e h umorous s i de of a si tuati o n. Th ey  

r el ate d ma ny f u n ny s itua tions  to m e  wherei n th ey  t urned a d i ff i c ul t 

si tua ti o n  i nto o ne th at ca ul d be 1 augh ed a bo ut .  

These wane n  h a d  to ch ange th ei r 1 i festy l e t o  co pe w i th the dema n ds of 

ca r i ng for a ch i l d w i th a di sabi l ity .  Th ey de scr i be d  i n  deta i l  w hat 

th ey had  cha n ge d  i n  th ei r 1 i f e, but th ey  d i s pl ayed no rese ntme nt 

tow ard th e eh i l  d .  

Mrs o, a mo th e r, comme nted : 

. • .  when sh e w as l ittl e y o u  co ul dn ' t  l eav e a l ittl e 
wee th ree po und ba by - sh e w a s  f ive po un d  when sh e 
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came home at th ree months  f rom hos pital . B ut, oh ,  
it  does ch ange your  1 ifesty l e. And then y o u  know 
who  yo ur  f riends  are and - w el l , I th i nk th e f i rst 
t i me my husba nd a nd I w ent o ut togeth er was w hen my 
ol der dau ghte r was 17 . . .  Th ere you  are.  Becau se my 
h usba nd nev er had a ny pa rents a nd my moth er 1 ived i n  
th e So uth I sl an d  and  she stil l does.  So sh e 
ca ul dn 1 t. We d i  dn 1 t h av e  a ny rel ati ves handy .  But 
no, it does.  And the n yo u f i n d  yo ur  - i t ' s stil l 
the same today . We h av e  mobs of v i si tors that w e  
l ove becau se i t  wo ul d b e  l o nely now we ' re reti red 
and ol d,  but i t ' s very sel dom you get aske d 
o ut • . .  but the n  we sort of ma na ge i t  and not say 
any th i ng . . .  When I th i nk back I h ad to sacr i f ice 
a ny th i ng  I co ul d  go to.  No bo dy el se ro und where w e  
1 ived h ad a h andi ca p pe d  ch i l d .  

She co nti n ued : 

It nev er occur red to me to seek o ut hel p beca use I 
was ca pabl e of ca r i n g  for  her  and  the others were 
adul ts, so i t  was  al l do ne w i th i n  the hane. We 
di d n ' t  need a ny body.  B ut there agai n i t ' s not to 
say th at peo pl e w ho 1 ve got younge r  ch i l dr en, yo u 
know, o r  f ru strated w i th so ma ny ty pes of 
i ntel l ect ual l y  hand i ca ps, and so many ty pes of 
cri p pl ed peo pl e. Fortu natel y I ' ve  al w ay s  bee n 
stro ng a nd h ad good heal th a nd sane a nd strong 
m i n ded,  that ma kes th i ngs - you get some bo dy that 
hy steri cal or y o u  ca ul dn ' t  ev en m anage • • •  Yo u h av e  to 
be stro n g  me ntal l y  and  phy s i cal l y  to do i t  yo ur sel f .  

Mrs M tal ke d a bo ut how i t  m ay be di ff icul t to acce pt hel p :  

I h a d  a l ot of h el p offered to me but I fo und i t  
very hard to take i t. I bet you h ea r  th at a 1 ot I I 
got so centred my sel f o n  ' I ' m  go i ng to co pe w i th 
th i s '  th at I w asn ' t a bl e to • • •  

Des p i te th i s  seem i n gly  sel fl ess comm i tment to the care of th e 

ch i l d/adul t women h av e  h ad to m ake many sacr i f ice s . 

Ma k i ng Sacr i f i ces 

Women sacr i f iced thei r ow n needs in o rde r to ensure th at th e 
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hou sehol d ran smoo thl y .  Th ey  often protected o th e r  f am i l y  members 

f ran expe r i enci ng too much stress. Th ey fel t 1t w as th ei r rol e to 

"ma ke s ure th i n gs ran smoo thl y . " A ty pi cal canment was : 

My h usba nd w as unde r  a l ot of stress a nd I fel t too 
I co ul dn ' t  g ive eno u gh time to h im a n d  11¥ oth er 
eh i 1  dren. I tr ied to make i t  up  to th an .  I wonde r  
i f  th ey ' ve got ove r  i t  al l .  

Th ese wanen manage d  to ca rry out a w i de range of tasks i n  th ei r 

att em pts to "sa ti sfy al l f am i l y  m em bers " .  No med al s for  the se w ane n ;  

th ey were h i dde n w orkers w ho real l y  were responsi bl e for ''maki ng 

th i ngs run smoothl y " . Th ey  gener al l y  di d not q ue stio n w hy  th ei r  

h us ba nds d i d not take more  res po nsi bi l ity .  Th e wanen seemed to use 

th e  i nte rv i ew  as  a n  o p port u ni ty to tal k a bo ut th e  sacr i f i ce s  th ey h a d  

m ade. 

Wome n  often became so total l y  i de nt i f i ed w i th th e eh i l  d th at th ey 

al w ay s  p ut the eh 11 d '  s need f i rst. Sane of th e se w ane n  canme nted 

a bo ut how "th e  man" w o ul d not do th i s  a nd th at wanen h ad th e strength 

to kee p  on ca r i n g  eve n whe n time s were h ard a n d  whe n th e  ch i l d was 

h av i ng di  ff  icul ti es. The moth ers often  u sed th e word " I "  a nd not 

"we " to show w ho h a d  the m aj or res po n si b il i ty for the eh fl  d /a d ul t. 

They f req ue ntl y stay ed at hane w i th th e ch i l d so oth er f am i l y  membe rs 

co ul d  go o ut. Fam i l y  activ i ti es s u ch as "goi ng to the bea ch " became 

d i f f i cul t. It w as often th e man w ho l ooke d  after th e oth er ch i l dren 

w h i l e th e  woman stayed home w i th the ch i l d who h a d  a n  i ntel l ectual 

d i  sa bi l ity .  

Women f el t  gu i l ty abo ut not maki ng sacr i f ice s, for exam pl e, th ey fel t 

th ey  sho ul d g ive u p  th ei r ow n  i ntere st s  i n  order to ta ke a dva nta ge of 

th e many o pti ons m ade av ai l abl e to try o ut new management tech niq ue s 

w i th the ch i l d .  A n l.ITl ber of th e  w ome n  sugge sted th ey  d i d not feel 

gu i l ty abo ut h av i ng th e ch i l d beca use i t  w as now more acce pta bl e to 

h av e  a ch i l d w i th a di sa b il i ty .  How ev e r, th ey f el t  g u il ty a bo ut not 

do i ng e no ugh for th e ch i l d i n  th at th e press ure was  now for women to 
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ma ke "the best of a di ff i c ul t th i ng "  by al w ay s  t ry i ng to i m prove th e 

eh i l  d ' s ski  1 1  s .  

Not o nl y  di d w omen make sacr i f ices  w i th i n  the ho usehol d by forego i ng 

th ei r w i shes i n  order to al l ow others to meet th ei rs, b ut th ey  al so 

h ad often  g i v en u p  pa i d  em pl oy ment o ut si de th e home i n  o rde r to be 

w i th the ch i l d .  It wa s w ome n  who gave  u p  th ei r pai d  em pl oyment. 

None of th e h usba nds i n  th e study was th e p r i mary ca reg i v er. Women 

f el t  "1 uc ky "  if th ei r "husband  h el ps" .  Several of  th e w ome n  had  

g i v en up  pa i d  an pl oy ment. oth er women h ad d i f f icul ty 1 eav i ng the 

hou sehol d i n  the eve ni ngs and wee ke n ds i n  order to parti ci pate i n  

oth er act i v iti es. 

Women tal ked a bo ut th i s  w ith respect to thei r need to begi n to 

devel o p  th ei r s k il l s  i n  orde r  to ret urn  to work once the ch il d had 

1 eft home or  attende d  a ce ntre f ul l - ti me.  The moth ers had often 

i nvested al l th ei r s pare time i n  the ch il d and sudde nl y  there was "a 

ga p" .  Th i s  ca n be dev astati ng for a w om a n  e s peci al l y  when the ski l l s  

she h a s  as  a caregiver  may not be v al ued i n  the ma rket pl ace. 

Women made sacr i f ices  i n  oth er way s, for exampl e, those w ho had to 

ret urn  to pai d  work for  f i nanci al reaso n s  were ofte n expected to 

ranai n as  th e p r i mary ea reg i v er. Th i s  w as al so the si tua ti on  for 

tho se w ome n who di d not h ave  a pa rt ne r. Mrs H, a mothe r, was  

co nce rned a bo ut women w ho were al o ne a nd w ho, o ut of eco nom ic 

neces si ty,  had  to ret urn to work.  She commented : 

• • •  I th i nk o ne of th e th i ngs I ' m  af rai d of • • •  it may 
so und stu pi d  • • •  i f  f am i l i es are brea k i ng up  j u st 
th rough hardsh i ps how are we go i ng to keep a f am i l y 
w i th a n  IHC perso n • • •  

When the w om e n  tal ke d to me a bo ut gi v i ng u p  pa i d  work they struggl ed 

w i th th ei r feel i n gs. Th ey real l y  w a nted to ens ure that th ei r ch i l d 

had th e be st po ssi bl e ca re but at ti mes thei r sacr i f ice co ul d become 

unbeara bl e. The pai n of th i s  feel i ng showed  o n  th ei r faces .  Several 

sa i d  i t  was  1 i ke f eel i ng trapped i n  a si tuati on  th at presented 

al ter natives  al l of w h i ch req ui red a "h i gh pr i ce " .  
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Th e  w ane n  al so tal ked a bo ut how ma ny of the se deci sio n s  w ere "o ut of 

my ( th ei r)  h ands " a nd th at oth ers de term i ned th e sacr i f ice s  th ey 

wo ul d h ave  to ma ke. Mrs G. a moth e r, tal ked a bo ut how i t  was  

di ff i cul t for  wanen to  be i nvol ved i n  act i v iti es o ut si de th e 

hou sehol d .  She s ug ge sted that scme ti me s  w cme n  u sed th ei r  s pare time 

to ca tch up a nd p r epa re th ansel ves for th ei r next task. It w as rare 

that th ey  co ul d  u se th i s  time to do th i ngs for th an sel ve s. Mrs G 

comme nted : 

No, i t ' s v e ry ,  very di f f icul t for th e wanen to get 
i nv ol ved,  es peci al l y  when th ey ' re  l i ttl e. Or eve n 
w h en th ey 1 re - you know - i n  thei r teens, th ey sti l l 
nee d  a l ot of atte ntio n  a n d  h el p .  And I th i n k  
th at' s w hen th e moth ers, more or  1 ess, sho ul d be 
getti n g  i nvol ved.  And the n when th ey ' ve go ne of f to 
bed I th i nk al l th e moth er w a nts to do i s  si t dow n 
a n d  r el ax. 

Wanen tal ke d a bo ut how men d i d not co nsi de r w hat i t  w as l ike for 

mothers  and careg ivers to ma ke sacr i f  1 ce s .  

spoke a bo ut  th i s :  

Mrs G, a pai d worke r, 

Do y o u  know , Roby n, someti mes I th i nk w e '  re so busy 
o ut th ere try i ng to make s ure the canmuni ty 
unde rsta nds a nd gi v es - tr eats w i th di gn i ty a nd 
g ives res pect, etc. etc. and  we do n ' t  do i t  
oursel ves. 

The sacr i f i ce s  w an en m ade al so i ntruded on th ei r soci al l ives. Ma ny 

of th e moth ers canrne nted a bo ut how th ey had d i ff i c ul ty f i n d i n g  oth ers 

to ca re for th ei r ch i l d .  Ev en w hen they d i d f i nd som eone th ey 

worri ed a bo ut th e  safety a n d  h a p pi ness of th e  ch i l d w h il e she/he  was  

aw ay f ran home. 

baby s i tti ng .  

It  w as ge ne ral l y  th e moth er w ho orga ni sed th e 

Some of th e moth ers d i d not go o ut to a soci al occa si on w itho ut thei r 

ch il d w h il e  she/ h e  w a s  l iv i ng  at  hane. Whe n tal k i n g  a bo ut th i s  
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parti c ul a r  as pect of ca ri n g  f or a ch il d w i th a di sa b i l i ty th e  w cme n  

f req ue ntl y al l u de d  to th e pa i n  a nd the f rustrati on  of th i s . Th ey d i d 

not d i s pl ay anger but ra ther expressed exas pera tio n  a bo ut h ow hard  i t  

w as t o  get th i ngs i mprov ed . How ev er, th ese women w ere not a pa th eti c 

but i n stea d  th ey h a d  fo un d w ay s  to co pe w i th th e  co n seq uen ces  of the 

sacr i f ice s  th ey h ad h ad to make a nd th ey h ad found  oth er w ay s  to 

e nj oy th an sel ves.  The di f f i c ul ties w ome n  were face d w i th m ay be 

decrease d  i f  th ey had th e s upport of oth ers. 

Support 

Wanen tal ked a bo ut th e d i f f icul ty of getti ng s upport  f ran oth ers i n  

th e hou sehol d and  exte n de d  f � i l y  man bers, nei gh bo urs  a n d  f ri e n ds. 

Suppo r t  for th ese women meant emoti o nal  support  a nd p r acti cal hel p.  

The moth ers tal ked a bo ut how th ey had  d i ff i c ul ty aski n g  for s upport 

beca use th ey di d not w i sh to "p ut th an ( oth ers ) o ut. " They str uggl ed 

o n  th ei r  ow n  ra th e r  th a n  "anba rrass "  saneo ne by aski n g  f o r  h el p .  Mrs 

H, a moth er, commented a bo ut how sh e f el t  gui l ty  abo ut a ski ng for  

h el p :  

Yo u know ,  most of th e f am il i es - and some a re unde r  
ter r i f i c  press ure that cannot co pe w i th a ny more 
th an they ' re do i ng • • •  And I d i d f eel gui l ty .  Th i_s i s  
wh ere press ures can cane a t  time s. And  that al w ay s  
bugged m e  th at I fel t th at w ay ,  th at I sho ul d h av e  
tho u ght d i ffere ntl y .  

Someti mes w hen the moth ers h av e  aske d for h el p o r  com pl ai ned a bo ut 

sane th i n g  that i s  h a p pe n i n g  th ey m ay be cri ti ci se d .  Th ei r  part ner 

may not ev en support th an i n  th ei r "battl es" . Mrs H w as th e o ne i n  

h e r  ho u sehol d to ask  for  h el p .  She ofte n fo und th i s  d i ff i c ul t :  

I th i nk i t ' s  often  v ery di f f i cul t. B ut I th i nk i t' s 
v e ry  d i ff i c ul t  f o r  me to ev er com pl ai n .  The o ne 
ti me w hen I di d r eal l y  h av e  to make a f uss a bo ut 
someth i ng I di dn ' t l i ke what was goi ng  o n  w i th my 
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so n, I act u al l y  1 et th i n gs sl i de for a l o n g  time 
before I real l y  di d com pl ai n .  And it w as beca use of 
the fact that I fo und  it d i ff i c ul t  to do so -
beca use I knew th e peo pl e pe rso nal l y  • • • was 
can pl ai n i n g  a bo ut too w h i  eh made it d i ff ic ul t, a n d  
al so beca use I was  a • • • • a t  IH C and  I ' ve know n th i s  
from others '  pare nt s • • •  i t  i s  di ff i c ul t. 

Th e women tal ked a bo ut needi ng i ndi v i dual s upport  as w el l as 

atte n d i ng  s u p port gro up s .  S an e  h ave d i ff i c ul ty tal ki n g  i n  gro ups : 

I ' m  s ur e  I h ad th e ch ance to j oi n  a group but I 
di d n ' t  ta ke i t  beca u se I '  m not a very soci a bl e  
perso n  • • •  

The moth ers tal ked a bo ut meeti ng someone w ho ca ul d become th ei r 

f ri en d  a n d  w h o  wo ul d g ive s u p port eve n before th ey  aske d  for  i t  

beca use th ey tended to f i nd i t  d i f f icul t to a sk for h el p :  

I th i nk a t  th e  ea rl y time s  w i th yo ur ch i l d yo u need 
a cl ose 1 i ai son w ith som eone w ho doesn 1 t expect y o u  
t o  a s k  for  i t  but i s  j ust th er e. 

Mrs M, a moth er, had got some s uppo r t  o n  a n  i nd iv i d ual  ba si s a nd sh e 

fo und th i s  to be mo st h el pf ul : 

She was  tranendo us .  I sti l l l ook back now and I 
th i nk i f  a perso n h ad someo ne 1 i ke Mrs yo u had  
every th i ng o n  y our si de th at po ssi bl y co ul d h av e  
bee n • • •  

Th e pa i d  w orke rs, bo th tho se  worki ng for th e IHC a nd those worki ng 

f or other  a genci es, who had bee n th e  mo st s u p portive for th e w ome n, 

w ere th e worke rs w ho were a bl e to g i v e  pract i cal  hel p. Th e moth ers 
I 

w a nt someo ne who  wo ul d 1 i ste n to th an  and  th ey  al so wa nted someo ne 

w ho co ul d real l y  unde rsta nd th e dem ands of th ei r da i l y  act i v iti es a nd 

prov i de some practi cal h el p  to meet the se danan ds.  
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Mrs G, i n  her  ccmnent s a bo ut soci al w orkers a n d  se rv i ce staf f ( tho se 

runni ng o r  worki ng i n  IH C f aci l iti es ) sa i d :  

Yes, th ey ' re ve ry m u ch practi cal l y  orientated. Th ey 
know w hat' s h ap pe ni ng o ut th ere to a 1 arge extent. 
Th ey ' ve g:>t th e  experi ence and th ey ' re i n  a po si ti o n 
to do th i ngs a bo ut i t  • • •  

There w a s  at ti mes some co nf usi o n  a bo ut th e rol e of soci al worke rs 

and o ther  pai d w orkers who se rol e w a s  to prov i de s up Qort.  Some of 

th e moth ers fel t th at unreal expectati ons  w ere pl aced o n  soci al 

w orkers by th e  Orga ni sa ti o n ,  i n  tha t  i t  w a s  v e ry  d i ff i c ul t for these 

soci al worke rs to prov i de al 1 th e suppo r t  wanen req u i red . If th e 

mother  di d not h ave  a g:>od r el a tio n sh i p w i th h e r  soci al worker sh e  

d i d not r ece i v e  o ne-to-o ne s uppo r t. Ma ny  women s ugge sted th at i n  th e 

ea rl y y ea rs  i t  w a s  i m porta nt to get s u p port f rom o th e r  pare nts b ut 

th ey fel t th at th e O rga ni sa ti on w as not dev el o pi ng th i s  e no ugh . 

Mrs F tal ked a bo ut the s u p port mo th ers received " i n th e  ea rl y day s "  

of th e IH C:  

• • •  i t  was  marvel l ous  real l y .  Th e good th at came 
w i th i t. It di d n ' t matter a bo ut th e  w ork. No bo dy 
m i nde d the work • • . •  We g:>t togeth er and h ad a sal e. 
We started a seco n d  hand g:>ods sal e a n d  we h ad a 
sho p i n  Petone • • •  

It m i gh t  h av e  bee n  Even Stev ens w hen w e  h av e  th e 
sho p - when w e  h a d  ev e ry bo dy at  th e meeti ng  a n d  
ev ery bo dy woul d h av e  someth i ng to say . Yo u m et 
peo pl e a n d  yo u real i se d  what th ey ca n l earn  a n d  what 
they ca n do • • •  It m ay be th at - we used  to h av e  day 
mee ti ngs a s  w el l . I h ave n ' t  bee n to a ny d ay 
meeti ngs . And now I s uppo se I w on ' t be go i ng 
beca u se o ur peo pl e w f l  1 be a t  __ 
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Th e  mo thers were concerned th at i f  s u p port was not bette r orga ni sed 

th ey woul d not be abl e to co nti nue to co pe . Mrs C, a moth er, 

comme nted : 

And ev en mo re f undamental th an th at, I s uppo se, 
Ro by n, f am il i es bei ng al l owed to say ca n th ey , i n  
fact, surv ive ef fect i v el y  unl ess th ey get much more 
support th a n  th ey ' re getti ng now .  

Mrs C tal ke d a bo ut how on the s urf ace i t  a ppeared th at hel p w as hel p 

av a i l abl e  but i n  real i ty  th i s  was  not neces sa r i l y  true. She sa i d  

th at women h ad d i f f icul ty i de nti fy i ng w hat hel p th ey neede d : 

• . •  whe n yo u are r i ght i n  the m i ddl e of i t  yo u need 
someone to g ive  i deas a bo ut w hat i s  av ai l abl e. When 
yo u f i nal l y  r i ng yo u want h el p .  I was l ucky becau se 
I knew w hat to ask for and w hat was av a i l abl e. I 
j u st wo n de r  i f  i n  fact I wo ul d h ave got what, i n  
fact, we h av e  now go t  • • • 

It w as i nteresti ng to note th at some of th e women fel t th at th e men 

di d not get enough s u p port. These w ome n  bel i eved that w ome n  h a d  th e 

strength to co pe but th e men d i d  not a nd so i t  w as "them we sho ul d be 

worried  a bo ut. " As Mrs H. a pa i d  w orke r, p ut i t :  

Wel l ,  I al way s  feel so r ry  for a l ot of th em - th e 
fa thers,  the parents of o ur k i ds - because I th i nk 
they tend to be p ut i nto a very suppo rtiv e rol e 
to • • •  th e mo ther and I do n ' t th i nk th ey al w ay s  get 
th e hel p they ' re l ooki ng for • • .  The moth ers do . 
Wel l , th ey get someth i n g. Th ey te nd to be the o nes  
that ev eryone co nce ntrates on .  And w hen you  s peak 
to  a l ot of the fathers  yo u '  re real l y  i n  j ust as 
bew i 1  de r i  ng a si tuati o n, som eti mes more so . And y et 
th ey do n ' t al w ay s  h ave the o p portu n i ty I do n ' t th i nk 
i f  act ual l y  tal ki ng a bo ut how th ey feel . • •  

Another  i s s ue for some of th e wome n w a s  tha t  i f  th ey were atte n d i n g  

s up po rt groups th ey co ul d h av e  d i f f icul ty tal ki ng a bo ut i ssue s  other 
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th a n  tho se that di rectl y affected th em. Some had  o pted o ut of groups  

for  th i s  reaso n.  How ev er, one of  th e most importa nt f unct i ons of 

s u p port gro u p s  had bee n to h el p w ome n  co pe w i th feel i ng dev al ued and  

"be i ng p ut dow n. "  Th e moth ers a nd pa i d  worke rs tal ked at 1 ength 

a bo ut the se feel i ngs.  One su ch feel i n g  th e w omen r el ated was how 

th ey were m ade to bel i ev e  th at th ey sho ul d f eel gr atef ul and 1 ucky 

for  receiv i ng s u p port and  tha t  the s u p port sho ul d not be v i ewed as  a 

f un damental r i gh t  th at th ey co ul d a ss um e  w o ul d al way s  be of fered a nd 

rea d i ly av a il a bl e. 

Feel i ng G ratef ul 

The w om e n  m ay be kept i n  a co nti n ual  state of ho pe for at ti mes th ey 

recei ve d  s u p port f rom th ei r part ners whereas at o th er times th ey 

rece i v ed no ne a t  al l .  Th ey were often expected to "feel gratef ul 11 

for a ny 1 i ttl e p i ece of s up port th ey w ere give n . Ma ny of th e  wome n  

w ere "th ankf ul " for some i mprov anent i n  th e eh i l  d '  s/a d ul t '  s si tua ti o n  

a n d  beh av io ur a n d  w ere "gratef ul "  for even sm al l  offers of h el p .  

They were de te rm i ned t o  m ake the most o f  w h at th ey had a nd to do a s  

m u ch a s  th ey co ul d f o r  th ei r ch il d/ad ul t.  

The women s pe nt 1 ittl e ti me ref l ect i ng o n  th ei r d i ff icul ti es a nd as 

o ne pai d w or ke r  o bse rved, th ey "j u st got o n  w i th it".  V e ry f ew  wome n  

com pl ai ned a bo ut thei r si tua ti o n  a nd th ey di d not us ual l y  com pl ai n 

a bo ut the stress th e ch il d/a d ul t m ay be ca u si n g.  One w oma n  s ug gested 

th at i f  women took the ti me to exam i ne w hat w a s  h appeni ng to th em, 

th ey "may be  ove rwh el me d  w i th it  a n d  not go o n. " 

Sev eral women often h i d  the "bad th i ngs " a nd deni ed that thei r 

s i t ua tion  co ul d be im proved.  r.b st of th e w omen di d not ask for h el p  

a nd th ey "ke pt o n  go i ng. " A n um be r  fel t th at th ey di d not · h av e  a 

r i ght to "as k  for  h el p. "  One woman corrvne nted that i f  "yo u  are w el l  

eno ugh to co pe  you  shoul d . " They fel t th ey di d not need a ny o ne 

el se' s h el p .  Once w omen bega n to "h i de th i ngs" o r  j ust "ke pt o n  

go i ng" i t  seem ed to become h arde r to a sk for  hel p - th e men and  oth er 
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peo pl e i n  th ei r  l ives j u st enco ura ged th em to ca r ry  o n . These wane n  

fel t th at th ey di d not w ant to di si l l usi on  oth ers by s udde nl y  "gi v i ng 

i n  11
• 

Not o nl y  di d w an e n  feel th ey must "be gratef ul " a nd "th ankf ul " for 

what l i ttl e h el p  th ey  got and that th ey must not com pl a i n  a bo ut th i s, 

th ey were al so m ade to f eel worthl ess. 

Feel i ng Worthl ess 

The moth ers a nd pa i d  w orke rs de scr i be d  th e l ong hour s  of work th at 

w a s  i nvol ved i n  ca r i n g  for  th ei r  ch i l d/a d ul t. The moth ers  t al ked 

abo ut th e l arge n um be r  a nd d i f f icul ty of th e da i l y  tasks th ey ca rri ed 

o ut. Yet des pite the i nten si ty a n d  fr eq ue n cy of th e  tasks th ey 

pe rformed, sane sti l l fel t worthl ess. Thei r h usba nds/pa rtners w o ul d 

often cri ti ci se th em and  th e  w ay s  th ey di d th e  tas ks.  Th i s  co ul d  be 

do ne  i n  very s ubtl e w ay s. Th e moth ers found i t  di ff icul t to 

ch al l enge th ei r  partners a bo ut th i s  a n d  us u al l y  bl amed th emsel ves i f  

th i ngs w ent w rong. Ty pi cal comments i ncl u de d : 

I sanetimes do n ' t co pe • • •  , 
I f i nd i t  very di f f icul t • •  . , 

I co ul d n ' t  tel l h i m  • • •  , 

I t ' s h ard real l y  • • •  , 

He' s got h i s  probl ems too - I do n ' t l ike to 
com pl a i n .  
H i s w or k  i s  very busy and  h e  h as an  i mpo rta nt j ob. 

Th e se conme nt s w ere accan pa nied by certai n  beh av io urs s u ch as t al k i ng 

q ui etl y ,  f i dgeti ng a nd a n  exp ressi on  of  sadne ss. Someti mes th e 

moth ers tol d el a borate stories  i n  order t.o co nv i n ce th emsel ves that 

th ei r . h us ba nd '  s/pa rtne r '  s work w as more i mpo rta nt a nd th at th ey 

real l y  co ul d  co pe al o ne w i th the da i l y  deman ds i n  th e  hou sehol d.  

Some l i sted of f th e w ork  th ei r h usba nds/pa rtners  di d a nd com pa red i t  

w i th th ei r work  i n  th e hane, a n d  i n  doi n g  th i s  th ey i ntimated that 

th e h usba nd '  s/pa rtne r '  s w ork w as more  di f f i cul t. 
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For exampl e, th ey ma de conrne nts such as "I  ca n sto p f or coffee - h e  

ca n ' t" a s  f f  to co nv i nce th ansel ves th at th ey h ad a n  easi er j ob than 

th ei r  h us ba n d .  Th ey  ofte n t al ked a bo ut the times th ey  di d go o ut to 

soci al occa s i o n s  a s  1 f  to s ugge st th at th ey sho ul d not com pl ai n as  

"th i ngs are n ' t  too ba d . " tt> ne of  the w ane n  w ere a n g ry  a t  th ei r  

h usba nds/pa rtne rs but a t  ti mes th ei r amb i v al ence em erge d a bo ut 

wheth e r  i n  fact th ey sho ul d be the prima ry caregiver.  How ev e r, th i s  

was  u s ual l y  fol l ow ed by a comment s uch as "I sho ul dn ' t  com pl a i n  

real l y . "  One parti c ul a r  canment s liTITla r i se d  th e  feel i ngs of these 

w an e n :  "Yo u do i t, you  h av e  to, y o u  pl o d  al ong o n  y o ur ow n . " 

Ma ny contradi ction s were i denti f i ed by these wane n. Th e  mothers 

tal ke d a bo ut th e i ncredi bl e ch ange s i n  th e ch i l d, mo st a di rect 

res ul t of th e w ork  th ey h a d  done for the ch il d ( do i n g  exerci se s, 

managi ng a ggress i v e  beh av io ur, doi ng toilet programmes, ca rry i ng o ut  

feedi ng  pro gr ammes ) a n d  yet th ey h a d  d i ff i c ul ty i den ti fy i ng  th ei r  

strength s a nd th ei r ski l l s. Th ei r am bi v al ence a bo ut th ei r si tua ti o n  

w a s  cl ea rl y a p parent.  

Feel i ng Amb i v al ent - th e Good a nd th e Bad  

Th rough o ut th ese i nterv i ew s  I hav e  di scov ered many eo ntradi cti ons. 

Some of the wome n  f el t  tha t  th ey had to be "Su pe rm lJTl s "  and some f el t  

as tho ugh th ei r co ntr i buti on  w as worthl ess. At ti mes th ey fel t 

" u nh a p py "  b ut the se feel i n gs remai ned "l ocked i n si de "  beca u se th ey 

bel i ev ed th ey sho ul d not "com pl ai n" .  Sane recogn i se d  th at th ey often 

needed s u p port i n  order to "keep goi ng "  a n d  yet th ey tho u ght that 

th ey must "ca rry on al one " .  Th e beh av io ur of th ei r pa rtners 

r ei nforced th i s  beca u se at  time s th ey co ul d  "h el p o ut "  and be 

s up po rtiv e. How ev er, mo st of th e ti me th ey l ef t  th e ho usehol d each 

d ay a n d  expected th e  moth er to car ry o n  rega r dl ess of th e  

d i f f i cul ti es sh e m ay be co nf ronted w ith . 
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Sh e ca rr ied the burden of bl ame i f  a nyth i n g  hap pened to the eh i l  d .  

I f  th e h usba nd/pa rtne r di d h el p i t  w as us ual l y  w i th th e no n- d i sa bl ed 

ch i l dre n .  H i s assi stance was  i nf r eq uent, hence th e  mo th er co ul d not 

pl a n  w hen sh e co ul d h av e  "ti me of f" .  Sh e w as th e one w ho orga ni sed 

a n d  car r i e d  o ut th e  ro uti ne s for  the eh i l  d/adul t. 

How ev er, i n  co ntrast w i th th ese feel i ngs a nd de spi te th e di f f i c ul ti es 

i nvol ved, th e  moth ers h a d  a dee p  1 ove f or th ei r  eh 1 1  dre n .  If the 

wanen'  s commitment w a ivered o r  th ey became de presse d  a nd tho ugh t th ey 

wo ul d be too ti red to "ca r ry  o n "  th ey  seemed to stil l f i n d th e  

str ength to co nti n ue cari ng f o r  th e ch i l d .  Th ey  had a n  ov erw hel mi ng 

a b i l i ty  to der ive enormous amo unts of pl eas ure a n d  sa ti sfacti o n f rom 

th e i mprov ements th e eh 1 1  d/adul  t m ade . No m atter how sn al l th ese 

i m prov eme nt s, th e  moth e r  w a s  the ch il d ' s f i ercest al l y  a n d  a dvo cate. 

It w as th i s  o pti m i sn  th at e na bl ed th e wanen to not o nl y  co pe w i th 

th ei r  si t ua tion  b ut to bri n g  a bo ut sane po si tive ch a n ge s .  Th i s  w a s  a 

commo n str and i n  th ei r stor i es a bo ut the orga ni sati on.  

I t  was  d i ff i c ul t a t  times to f i nd the ap pro pri ate words to des cri be 

th e expe r i ence s of th ese wanen so I h av e  al l ow ed th em to s peak i n  

th ei r  ow n  w ords.  It was  i n  th i s  w ay tha t  th ei r  sto r i e s  h av e  emerged 

a nd reta i ned thei r i ntensi ty .  In the next ch apter I w i l l  a nal y se th e 

experiences  of th e se w ane n, util i si n g  the theoreti cal f r CJn ew ork I 

o utl i ned i n  Ch apter Two.  
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rnAPTER 5 :  AN ANALYSIS OF WOtoEN' S EXPERIENCES IN lHE HOOSEHQD 

Th i s  cha pter a nal y ses  th e experiences of th e wane n  and  the dan i na nt 

th emes th at emerged f ran thei r stor i es.  One of the most ov erw h� mi ng 

im pres sions  I de r ived f rom the w ane n '  s des cri ptions  of th ei r 

expe r i ence s i n  the ho usehol d w as the w ay i n  w h ich si tua ti o ns exi sted 

tha t  i nv ol ved bo th po si tive  a n d  nega tive, a s pects a n d  o ut canes .  

Expe ri ence s w ere  ba sed s i mul taneousl y o n  bo th m ut ual ity a n d  co nf l i ct .  

Accom pa ny i n g  th i s  w a s  these w ane n ' s a b il i ty  to " keep goi ng "  eve n whe n 

th e si tua ti o n  was  o ppressi v e  a nd w hen the tech nol ogi es of pow er 

become extremel y i nten se and h urtf ul . Th e se w ane n  had bee n a bl e to 

v i ew th e po si tiv e  as pect s  of  a si tuati o n  a nd to "make the mo st of a 

bad th i ng "  a n d  th ey al w ay s  h a d  ho pe tha t  a di ff i c ul t  si t ua tion co ul d  

ch ange a nd i mprov e. Th ei r h usba nds/pa rtne rs co ul d, for exampl e, 

occa sio n al l y  s up port th em, do th i ng s  for  the ch i l d, show th ei r l ove 

i n  a mea n i ngf ul w ay and ca re for th em i f  th ey go t  si ck.  Al though for 
. 

ma ny of th e w ome n  th i s  h a p pe ne d  i nf r eq ue n tl y  th e  time s whe n i t  d i d, 

hel ped them to "h ang i n. 11 These w om e n, rega rdl ess of th e probl ems 

they had w i th th ei r  ch i l d ,  w ere expected to be "Su permlJTI" - th ey  

s uf fe red many abuse s but they "keep  go i ng. " 

The theoreti cal f rame.�ork o utl i ne d  i n  Ol a pte r Two prov i des  a 

f rame.� ork for unde rsta ndi ng s uch exp e r i ence s  a nd themes th at h av e  

emerge d  f rom th e w ome n ' s stories .  

W i th i n  the househol d th e tech nol ogi es o f  power were th e mea ns by 

w h i ch pow e r  r el a tions  were mai nta i ne d .  Th e se technol ogies  i ncl u de :  

th e o bserv ati on, exam i na ti o n  a nd com pa ri so n  of wanen, 

the u se of know l ed ge to excl u de w ome n  f rom certai n  activ i ti e s, 

th e use of l angua ge to prov i de meani ng to women ' s expe r i ence s. 

Becau se the se technol o g i es of power  were a <in 1 n1 stered by the peo pl e 

women 1 iv ed w ith , those th ey l oved a nd ca red for,  i t  w as d i ff icul t to 
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detect pow e r  rel ations w h i ch were i ncorporate d  w i th i n  the se 

rel ati o nsh i ps .  Th e  nature of pow er rel ati o ns were al way s  ch angi ng 

and the tech nol o g i e s  and th ei r i nte ntion s masked i n  w ay s  that h i d  

th ei r ef fect s.  I w i l l  rev eal how th ese tech nol ogi es o pe rated a nd 

show how th e wome n ' s activ i ti e s  were s u bj u gated i n  w ay s  that ens ured 

th at women woul d keep ca ri ng for peo pl e w ith i ntel l ect ual 

di sa b i1 i ties.  

Wom en ' s Da i l y  Expe r i ence of Pow er 

One of th e most si gn i f ica nt f i ndi ngs i n  my th i rty i nterv iew s rel ated 

to th e w ay s  i n  w h i ch th e wome n ' s experiences had  bee n h i d de n. r.b st 

of th e women i nterv i ew ed i ndi ca ted, often w i th i ntense emot i o n, th at 

th ey h a d  never prev io u s l y  had  the o p port u ni ty to d i scuss th ei r  

feel i ngs i n  s uch a n  o pe n  w ay .  Beca use of th e del ica te bal ance of 

th ei r  l ives, th ey sel dom r i s ked s peaki ng  of th ei r  experi ences as  th ey 

were often unsure  of th e co nseq ue nce s of do i ng th i s . Th ey  fel t th at 

o n ce th ey h a d  reveal ed th ei r  true feel i ngs th ey m ay f i n d  i t  di ff i c ul t 

to ea r ry  o n  thei r comm i tment. Th ey were al so unsure  a bo ut w ha woul d 

l i ste n a n d  a s  th ey were ofte n i sol ated f rom o th e r  wome n  who had  

s i m i l a r  exp e r i ence s, i t  ca ul d be  di f f icul t for th an to seek o ut oth er 

w ome n  i n  s im i l a r  po si tion s who ca ul d s u p port th em. 

Women i n  th i s  stu dy were expected to co pe - a f act rarel y ,  if ev er, 

ac knowl ed ge d  a n d  un derstood by th ei r part ners.  Th ere w a s  a n  

a s s lJTl pt i o n  th at th ey enj oy ed ca reg i v i ng a nd h ad a cho i ce a bo ut 

car ry i ng o ut thi s  rol e. Ma ny of th ei r partners were s ur pri se d  when 

women  tal ked a bo ut "f eel i ng ti red" a nd ofte n  prete nde d  not to hea r  

th ei r c r i e s  for  h el p .  M::>th ers "feel g u i l ty "  for com pl ai ni ng becau se 

th ey d i d not w ant thei r ch i l d to s uf fer a nd i f  th ey "gi v e  up" w ho 

w i l l  care ? Th ey can become so total l y  i denti f i e d  w i th the ch i l d that 

ev en i f  th ey were of fered h el p they were ofte n  una bl e to take i t. 

Th ey h ad been forced,  al bei t i n  su btl e w ay s, to make the ch i l d th ei r 

voca ti o n. Th i s  w as, of co urse, i n  th e i nterest of men w ho d i d not 

h ave to parti ci pate i n  the care of the ch i l d a n d  co ul d ca rry o n  th ei r 

ow n  act i v i ti es w ithout i nterrupt i o n. 
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Th ere w a s  a n  ass um ption  tha t  wome n  were h a p py and  that ca r i n g  for a 

ch il d i n  the fam i l y was the ' natural ' way to ca re for peo pl e w ho w ere 

de pe n dent.  Wome n ' s v i ew s of the si t uatio n w ere not v al ued and me n i n  

th e ho usehol d r ei nforce d  the v i ew th at women w ere ca r ry i ng o ut thei r 

' natural ' rol e a n d  the concern s  of w ome n  w ere not so u ght o ut by these 

men. 

What made i t  di  ff icul t to expo se th e pow er rel ati o ns was th at 

al thou gh w ome n ' s tasks  w ere  a rd uo u s  w ome n  e nj oyed mu ch of th ei r work.  

They l ov ed thei r eh i l  dren a nd de rivecr pl easure f rom th ei r rol e. 

How eve r, w ome n  i n  th e  hou sehol d w ere o bse rved a n d  com pared i n  w ay s  

th at e nsured m axi mum uti l ity was de r i v ed f rom th ei r act i v iti es 

C Fo u ca ul t,  1 97 8 )  a n d  i n  w ay s  that res ul ted i n  th em  ca r ry i ng o ut tasks 

th at th ey no l onge r h ad a ny  cho i ce a bo ut pe rfo rm i ng C i r i ga ray, 1 985 ) . 

Obse rva tio n, Exam i na ti o n and  Compari so n  

The o bse rvatio n, exam i na tio n and com pa r i so n  o f  w ome n  o perated i n  

s u btl e w ay s .  In my th eoreti cal f ramework I d i scussed h ow  o ne of th e 

w ay s  that powe r  o perated to control w ome n  w a s  to keep th em a part f rom 

o ne a noth er i n  a 1 priv ate '  s pace .  Th e  househol d w as s uch a pl ace and 

th e moth ers descri bed i n  th ei r stori es  th e  d i ff i c ul ty of  l e av i n g th e  

ho usehol d e i th er o n  a da i l y  ba si s o r  on  a more pe rm a ne nt basi s s uch 

a s  ret u r n i n g  to the pai d w orkforce. The phy si cal ef fort r eq ui red to 

transport th e eh i l  d often prev ented them f rom 1 eav i ng thei r home. 

Not o nl y  d i d th ey h ave to organi se activ i ti e s  for the ch i l d w i th a 

d i sa bi l i ty ,  but th ey woul d al so be expected to be home i n  t i me to 

orga n i se activ i ti e s  for  o th e r  f crn i l y  members.  Once the ch il d /ad ul t 

bega n to attend a ce ntre  o r  i f  th ey 1 eft th e ho usehol d for  a short 

peri o d, _ th e w ome n  w ere ofte n too ti red to parti ci pate i n  activ i ties  

o ut si de th e home. Th ey  may al so j ust enj oy hav i ng a n  o ppo rtun i ty to 

be i n  th e hou se al o ne. 
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Th i s  was  enco uraged by th e w cme n ' s part ners and  other peo pl e i n  th e 

O rga ni satf o n  to be th e most acce pta bl e beh av four for wcmen.  

Associ ate d w i th th i s  w ere the ma ny sacr i f i ce s wcmen h av e  ma de i n  

orde r  to f ul f il such expectati o ns .  I n  th e de scr i pt i o n  of th e women ' s 

experiences I heard ma ny stories  a bo ut sacri f i ce. Th e  moth ers 

sac r i f ice d  thei r ti me, th ei r ow n  l ei sure p ur s ui ts a nd o ppo rtun i ti es 

for  pai d em pl oyment.  Th i s  sacr i f i ce was  often descr i bed by oth er 

peo pl e ( s uch as thef r h usba nds ) i n  euph em i st i c  term i nol ogy . Fo r 

exam pl e, the se peo pl e i n di cated that i t  w a s  th e  mothers who  wanted to 

sacr i f ice th ei r ow n needs a nd de si res for th ei r ch i l d beca use th ey 

1 ove d  h e r/ h im so mu c h .  Wcme n w ere expected to pe rfo rm  th i s  rol e, a n d  

th i s  form o f  co ntrol ov er w om e n  w as prese nted i n  v ery posi tive w ay s .  

W ane n  w ere prai sed a n d  given rei nforcement f o r  ca r i n g  for the e h  i 1  d 

a n d  for f ul f i l l i ng ce rta i n expectati o ns .  Th ey  were cr i tf ci sed f f  

th ey di d not do i t. Hence enco uragi n g  wome n  to care was do n e, as  I 

descr i be d  i n  the wcmen ' s stor i es, i n  very subtl e w ay s. It w a s  i n  the 

i nterests  of me n to expend a m i nim um amo unt of effort to ens ure that 

women w o ul d co nti nue to ea re.  Ma k i ng w cmen feel worthl ess i f  th ey 

d i d not sacr i f i ce th ei r  ow n  de si res w a s  a n  effective w ay of doi ng 

th i s. 

Th ei r h usba nds/pa rtne rs and  oth er peo pl e i n  the IHC w atch ed th ese 

w ome n  pe rfo rm  th ei r rol es and  ccmme nted o n  how w el l  th ey df d th f s .  

Al tho ugh th e moth ers df  d a t  ti mes become exh austed t h ey  pe rsua de d  

th em sel ves to keep goi ng a n d  th i s  process w a s  rei nforced by other  

peo pl e i n  th e ho usehol d .  Th o se  w ho pe r i od f  cal l y  came i nto the 

hou sehol d wo ul d al so enco urage the mo ther to " keep goi ng "  and  prai sed 

h er for  her sel fl essne ss, and for th e ca re sh e gav e to the ch i l d a nd 

o th e r  ho u sehol d m em bers.  Th i s  w a s, I a rgue, a n  exten si o n  of th e rol e 

of th e moth er as h er n urtur i ng ca pa bi l  itf es w ere h i ghl ighted i n  o r de r  

t o  ens ure that sh e wo ul d conti n ue to care  for the ch i l d w i th a 

d i  sa b i l  fty < Dal l ey , 1 988) . 

Th e co ntrad i ct i o n  for th ese w cmen w as th at al tho ugh th ey were often 

i sol ate d  f rom o ne a no th e r, when th ey  di d ma nage to meet oth e r  w ane n  

th ese meeti ngs ca ul d be stressf ul i n  th at th e moth ers then com pa red 
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th an sel ve s  w i th other w ane n  who w ere co pi n g  a n d  tri ed to 1 ive u p  to 

some i de al sta nda rd. Th i s  proce ss w as v ery s ubtl e a nd h ard to detect 

a n d  me n enco urage d  w ane n  to compare th an sel ves w i th oth e r  w ane n. The 

moth ers th ansel ves of ten  became cr i ti ca l  of those wanen w ho d i d not 

make sacr i f i ces for the ch il d a n d  who d i d not try to dev el o p  th e  

ch i l d t o  h er/ h i s  f ul l est potenti al . W an e n  h ad many sto r i es t o  tel l 

a bo ut th e w ay s  i n  w h i ch wane n  w ere "p ut dow n "  i f  th ey di d not 

mai nta i n  a ce rtai n sta nda rd . As w i th th e oth er mech ani sm s  th i s  

proces s f un ctio ne d  to mai ntai n w ane n  i n  th ei r  c urre nt po si tio n a n d  

t h e  w an e n  th ansel ves h ad i nternal i se d  t h e  dom i na nt v iew th at wanen 

sho ul d be th e  prima ry careg ivers and sho ul d  l ive u p  to a n  i de al 

sta nda rd . 

Ev en  w hen  th ey were worki ng h ard wanen  co ul d be " p ut dow n" a nd no 

matter  how h a rd th ey  worked th ey  never seaned to ach i eve th e i de al 

sta nda rd.  Not o nl y  was  th e rol e of ca regi v i ng i tsel f not v al ued, but 

al so i f  w ane n  d i d not pe rform i t  adeq uatel y th ey wo ul d be cri ti ci se d .  

W om e n  w ere ke pt i n  a pow erl ess s i tuati o n  a s  th ey were una bl e to 

dete rm i ne what  th i s  standard  was .  

The observ a ti o n  a n d  exam i nati o n  of  th e women' s act i v iti es i n  order to 

ens ure tha t  th ey pe rforme d  a p pro pri ately a n d  were mai nta i ne d  i n  th ei r  

cur rent rol es w as l i nke d  to a noth er ef fect i ve mech ani sm for 

co n trol l i ng w ome n. Th i s mech a ni sm r el ated to w ome n ' s time and th e  

w ay th e w om an ' s day was ti metabl ed so that sh e w o ul d h av e  1 i ttl e ti me 

for  a ny th i ng but careg iv i n g  activ i ti e s .  Sh e w a s  expected to go to 

meeti ngs a nd to set up  a nd i mpl anent s peci al programmes for th e 

ch i l d .  She f el t  g u i l ty i f  she di d not do th i s. It w a s  al so hard  

kee pi ng the ch i l d occupi ed w h i l e th e moth ers w a i ted for meeti ngs to 

begi n .  Th ey  descri bed to me the i ncrea se i n  pro gr ammes tha t  w ere now 

av a i l abl e to h el p th e ch i l d l earn  more d i f f i cul t ski l l s. Th e  mov e 

w a s  towards  more i n de pen de nce for the ch i l d /ad ul t a n d  th e  ph i l o so phy 

of normal i sa ti o n  e nco ur aged f am i l i es to al l ow th ei r ch i l d/adul t to be 

more i n de pen dent  a n d  to parti ci pate i n  conm u ni ty  activ i ti es .  B ut i n  

orde r for th i s  to work  the moth ers w ere  th e one s  w ho m ust take o n  the  

rol e of h el pi ng the ch i l d/ad ul t becane more i n de pen de n t. Th ey 
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s uffered mu ch h llll il i a ti o n  i f  the ch il d di d not succeed .  Ma ny of th e 

wanen w i l l  nev er be f ree of th i s  beca use th e ch i l d/a dul t may nev er be 

total l y  i n de pe n de nt. Th ere was  a dana n d i n g  d ual i ty refl ected i n  th e  

women ' s sto r i es. Th ey  ho ped that th e e h  i l  d w o ul d dev el o p  but to 

ens ure th i s  th ey  h a d  to make tr ane n do u s  sacrif i ces, ta ke o n  

addi ti onal  burde ns, and use up  more o f  th ei r ow n ti me. 

The orga ni sa ti o n  of wane n '  s time, the n ,  i s  a no ther effectiv e  

mech ani sm f o r  co ntrol l i ng wanen < Fo uca ul t, 1 977 ) . Th e wanen i n  my 

re sea rch not o nl y  h a d  certai n activ i ti es th a t  th ey w ere expected to 

pe rform th rough o ut th e day but th ey often h ad to w a i �for oth ers to 

ei th er def i ne what tas ks must be do ne or to g ive th an  a dv i ce. In my 
stu dy  th e wanen  w a i ted for men to m ake deci si o n s  a nd they wai ted for 

o thers to prov i de s u p port and  i nfo nnatio n. For exam pl e, th ey waited 

for do ctors to make a di agno si s a bo ut th ei r ch i l d .  Anoth er i mpo rta nt 

factor a bo ut time i s  that th e  wane n  al so "w a i te d  o n "  men beca u se th ey 

prov i de d  a suppo rti v e  env i rorment w here men co ul d ca rry o ut thei r 

activ i ti e s. For exam pl e, th ey  prov i de d  the s u ste nan ce so men co ul d  

ca r ry  on  w ith th ei r i mpo rta nt meeti ngs a nd go to pa i d  w ork e ach day . 

Th e  moth e rs s pe nt a l ot of time w a i ti n g  a n d  th i s  w a i ti ng di d ,  i n  

f act, prev ent sev eral of th an f ran becom i ng i nvol ved i n  act i v iti es 

o utsi de of th e home a n d  aw ay f rom the ch i l d .  Not o nl y  d i d th i s  pl ace 

a tremendo us amo unt of str ai n o n  the wanen, but i t  al so resul ted i n  

f ru stra tio n wherei n a woman co ul d becane resi gned to her  si t ua ti o n  

a n d  f i nd 1 i ttl e strength to ch ange . Th e i ro ny i s  that sh e s pe nt so 

much of her  time and  e nergy l ob by i n g  for  th e  ch fl  d a n d  h a d  1 i ttl e  

ene rgy l ef t  to expe nd o n  ch angi ng h er ow n si tuati on.  When sh e d i d 

th i s  i t  co ul d be bl ocke d  i n  s u btl e w ay s  1 i ke the crea tio n of new 

' rul es'  by men i n  the househol d or th e i de nti f ica ti on  of new 

act iv i ti es th e  wanen had  to pe rfo rm. For exam pl e, w ane n  were 

expected to ca r ry  o ut more so ph i sti ca ted p rogrammes for th e 

ch i l d /a d ul t now that i ntegration i nto the corrvn u ni ty for peo pl e w i th 

i ntel l ectual d i  sa b i l  i ti es h ad becom e a �al . Som e  of th e wan en i n  

the stu dy who  h a d  eh i 1  dren/ad ul t s  who h a d  1 eft th e  i n stit utio n tal ked 

a bo ut th i s. At o ne time th ey had to w a i t  to v i si t thei r ch i l d/adul t 
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i n  th e i n stit utio n. Th i s  was stressf ul b ut th ey  now had a d i fferent, 

no l ess stressf ul , pr ess ure  i n  that th ey had to "w ai t" o n  the ch i l d 

and  dev el o p  a p pro pri ate pro grammes for  the ch i l d .  If th ey di d not do 

th i s  th ey fel t gu i l ty and i nadeq ua te. 

Ma ny  of th e w ome n  f el t  em ba rrassed a bo ut sha r i ng th ei r  pro bl ems a n d  

bl am ed th emsel ves f o r  th ei r i nadeq uaci es. They often d i d not h av e  a n  

o p port u ni ty to cl ea rl y  i denti fy what th ei r  feel i ngs were a n d  what 

cau se d  th ese. Sev eral of th e women f el t uncom forta bl e a bo ut  

atte n di ng "s u p port gro up s "  a s  these gro u ps di d not al w ay s  "s u p port" 

women but ca ul d,  i n  f act, make th an feel i ncom petent a nd i nf er i o r .  

If th ey di d not compare  f avo ura b ly  w i th
. 

o th e r  w ome n, feel i ngs of l ow 

sel f- esteem w ere rei nforce d .  M:>reov er, cl earl y th e v e ry  fact of 

atten di ng  ca ul d,  for th e se w ome n, s ug ge sted tha t  th ey  w ere not 

co pi ng.  

Very 1 ittl e of th e work th ese women d i d w as v al ued a nd th e l ov e  th ese 

w ome n  h a d  f or th ei r ch i l dre n w a s  tra n sl ated i nto a n  expecta tio n tha t  

th ey woul d r em ai n a s  th e p r i ma ry  ca reg i v ers.  Th i s  w as rei nforce d by 

th e activ i ti e s  w ome n  ca r r i ed o ut and  th e  w ay th e se a ctiv i ti e s  were 

def i ned and o rde red. The moth ers i n  my study show ed how on  many 

occa sions  th ro u gho ut th ei r  l ives th ey bel i eved tha t  th ei r mo st 

impo rta nt rol e i n  the househol d w as to se rv ice not o nl y  th e ch i l d 

w i th a di sa b i l i ty  but al so ens ure that the needs of o th e r  ho u sehol d 

mem be rs w ere met. Th ese oth er househol d membe rs ca ul d not h ave 

co nti n ued th ei r act iv i ti es i f  th e  women d i d not ca r ry  o ut the d uties 

of ca regi v i ng .  Th e i ro ny was th at th e women' s rol e h el d 1 ittl e or  no 

v al ue.  Hence the co ntrol of  wome n  by o bserv i ng th em a n d  com pa r i n g  

th an w ith oth ers o pe rated at  many l ev el s  of th e women' s l iv ed 

experiences .  

Know l edge 

Know l edge w as use d  to rei nforce th e w ay th e oth er tech nol ogi es 

o perated.  I n  11¥ theoreti cal f r ame«ork I showed h ow the conce pt 
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"know l edge "  ca n be u sed to des cri be how h i sto ry i s  w ri tte n, how 

soci al sci enti f ic resea rch i s  ca rri ed o ut and  th e w ay s  i n  w hi ch 

certai n  groups  can u se knowl ed ge to control w ane n .  Th e  u se  of 

know l edge w as used i n  pa rti cul a r  w ay s  i n  the househol d, and i n  the 

a nal y si s  of the w ane n ' s experie nce s  i n  the Orga n i sa tio n I w i l l  extend  

th i s  d i scussi o n. 

I n  th e th eor eti cal sect i o n  I d i scussed how ev e nts ca n be reco rded i n  

s u ch a w ay that th ey f unctio n to mai nta i n  certai n dan i na nt � ths 

( Grimsh aw , 1 986 ) . Th e  wanen i n  my resea rch ref er red to th i s  w hen 

th ey d i scussed th e  w ay s  i n  w h i  eh the books a n d  oth e r  1 i terat ure th ey 

r ead, and th e f il ms  th ey watch ed, rei nforce d  the v i � th at th ey were 

the prima ry care g ive r. Th i s  l i terat ure ( both h i stori cal and c urrent ) 

al so rei nforce d  th e bel i ef th at ca re sho ul d take pl ace w i th i n  the 

f am i l y  and al tho ugh the wane n  I i nte rv i e«ed had a stro n g  canm i tme nt 

to f am i l y 1 i f e  th ey em ph asi sed the i neq ual i ti es i n  th e f am i l y .  Th ey  

h a d  am b iv al e nt feel i ngs a bo ut th i s  a s  al thou gh th ey der ived mu ch 

sa ti sf act i o n  f ran f am i l y members, at ti mes the w ay the tasks w ere 

d iv i ded up i n  the hou sehol d f uncti o ned to co ntrol w ane n  and 

rest r i cted th ei r choi ces.  

As  t h e  wanen  poi nted o ut th e books,  magaz i ne s  a nd f il ms  d i d not often 

mentio n the d i ff i c ul ty of ca r i n g  for a ch i l d w i th a di sa b il i ty .  Th ey 

po rtray ed w an  en a s  w o nde rf ul , sel fl ess, ea ri ng h um an be i ngs w ho 

w a nted to pe rf o nn  a n d  who w ere total l y  co ntent w i th th ei r rol e s  and  

respo nsi  bi l iti es .  Th e formal 1 iterature s uch as books a bo ut w orki ng 

w i th ch i l dren/a d ul ts w i th a di sa b il i ty  a n d  th e  h i st o ry  of se rv i ces 

for peo pl e w ith d i sa bi l iti es al so rei nforce d  the i dea  th at w anen 

wo ul d al w ay s  be av a il a bl e  to care  for the ch i l d .  The comm u ni ty care 

1 i terature d i d  th e same and  ge ne ral l y  l acke d  a nal y si s  o n  w hy i t  w as 

w ome n  who  w ere the prima ry caregivers a n d  the stres s  th i s  pl a ced o n  

th ei r 1 ives. Th i s  w as ce rta i nl y  true for th e w anen i n  my research . 

Whe n th ey  discusse d  what w a s  ava il a bl e  to th em to read a n d  wh ere th ey 

co ul d  get th ei r i deas f ran most of th e l i terature prese nted to than 

r ei nforced the c u rrent rol es  of wanen as  caregivers. Th ey had  to 

seek o ut 1 i terature portray i ng al ter nati ves for women but th i s  w as 

ge ner al l y  not rea d i ly av a il a bl e. 



- 1 25 -

Th e  w ome n  al so tal ked a bo ut th e  w ay s  i n  w h i ch th e i nfonna tio n a nd 

meth o ds used by prof essi o nal  groups s uch as  doctors, soci al worke rs, 

teach ers a n d  p sy chol ogi st s  r ei nforce d  th i s  v i ew .  It was ge ner al l y  

th e w om an w ho h ad a ppo i ntment s  w ith prof essi o nal s a nd th ese groups 

had h i gh expecta tions  of  w ome n. For exam pl e, th e  moth ers s po ke a bo ut 

hOft i nform ati on  prov i de d  by th ese prof essi onal  groups m ay be 

i na p pro pri ate and  di d not ai d th em  i n  th e  ca r ry i ng o ut of th ei r da i l y  

tasks . Th ese gro ups w ere  not co gn i z a nt of nor took i nto acco unt th e 

real 1 i fe experiences  a n d  ci rc umsta n ce s  of th e mo thers.  

Th i s  i nform ati o n  w as often usef ul and  a dded to women' s know l ed ge .  

How ev e r, i t  was ,  at  time s, presented i n  com pl ex w ay s  th a t  di d not 

rel ate to women' s da i l y act i v i ti es. Sev eral women ci ted th e exampl e 

of I n d iv i d ual Pro gr amme Pl a n n i ng1 a n d  th e assessme nts a ssoci ated w i th 

th i s. Th i s  w as esse nti al l y  a g:>od 1 dea a s  the Indi v i d ua l  Progr amme 

Pl a n n i n g  mee ti ngs a imed to i nv ol ve th e  perso n w i th a d i sa b il i ty  a n d  

h i s/ her f am il y .  What di d h ap pe n  how ev e r, w a s  that meeti ngs often  

pl ace d  a d di tio nal press ure on  the moth ers becau se th ey h a d  to  car'ry 

o ut the tra i ni ng programmes a nd j usti fy w hy th ey h ad o r  h ad not 

s uc ceede d .  

moth ers. 

Meeti ngs r eq ui red a l arge time carrni tme nt for th e  

Th e  i nform ati o n  ga i ned i n  th e a ssessment m ay not be 

r el evant for  the perso n ' s  da i l y  expe r i e n ces a n d  i t  w a s  al so a 

f ri gh te ni ng exper i ence for women to h av e  to j usti fy th ei r beh av io ur 

i n  a p u bl i c  meeti ng .  Th ey f el t  g u i l ty a n d  embarrasse d  i f  th ey  di d 

not agree w i th or h ad not ca rri ed o ut th e goal s o utl i ne d  i n  th e 

meeti ng .  Some wome n tal ked a bo ut bei n g  press ured i nto agreei ng  w i th 

th e pa i d  w or ke rs at  th e meeti ng beca use "th ey  know be st " .  Th e  

real i ty  i s  that i f  pro gr ammes de si gned to e nhance the perso n ' s 

i nde pe nde nt l iv i ng ski l l s  f ai l , ca regi v ers  h ad to "p i ck u p  th e 

piece s "  a n d  h a d  very l i ttl e choi ce i n  th i s. Wome n w ere concerned tha t  

1 I n d iv i d u al Progr amme Pl a n n i n g  w a s  a sy stem set up  by th e  IHC to 
moni to r  th e devel o pnent of th e ch i l d/a dul t. Fam i l i es a re a sked 
to be i nv ol ved i n  bo th th e a s se s sme nt of the ch i l d ' s /ad ul t' s 
ski l l s  a nd i n  th e programmes that a re de si gned to teach new 
s k il l s. 
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i nf o nnation co ul d  be p ut i n  pl ace to show how com pete nt pai d workers 

w ere and it co ul d become so com pl ex that th e "av erage pe rson"  w as 

ove rwh el me d .  Th i s  w a s  often d i ff i c ul t  to ch al l e nge ow i ng  t o  th e  

d i fference i n  status betw een th e pa i d  w o rke r a n d  t h e  moth ers. 

Wane n at time s h ad d i f f i c ul ty o btai ni n g  the s k i l l s  th ey r eq ui red to 

prov i de ca regi v i ng act i v iti es more ef fect i v el y .  Th e  moth ers i n  my 

re sea rch w ere bei ng  asked to prov i de a n  i ncrea s i n g  n lJTl be r  of can pl ex 

tasks for th e eh i1 d/a dul t, such as th e m anagement programmes to 

ma nage a n d  ch a n ge can pl ex beh av i o ur pro bl an s .  Th e  mo th e r s  m ay 

how ev er, rece i v e  no a dd i ti o nal trai ni ng to do th i s. Some of th e pa i d  

w orkers r eferred to th i s  al so. Cb nferences, san i na rs and trai ni ng  

workshops a re us ua l l y  di rected a t  pa i d  w orkers  w ho al ready had some 

ki n d  of f o nn al tr ai ni ng.  It w as d i ff i c ul t f or di rect caregiv i n g  

staf f and moth ers t o  r ece i v e  trai ni ng t h at w as rel ev ant for th e da i l y  

danan ds of th ei r  w or k  and  tha t  i ncorporated th e  s k i l l s  and  know l ed ge 

th ey al ready h ad .  

Much of th e know l edge w as de rived f rom ov erseas so urce s  a nd m ay h av e  

1 i ttl e r el evance for  th e New Zeal and  si t ua ti o n .  Bo th th e  moth ers a n d  

pa i d  worke rs w ere  co nce rned th at th e s peci f ic i nform ati o n  women h ad 

a bo ut caregiv i ng w a s  not v al ued .  There w ere ofte n no fonnal channel s  

for sh ari ng th i s  i nformati on  a nd certai n groups of pa i d  w o rke rs, for 

exampl e p sy ch ol o gi st s, co ul d i n  fact control and  def i ne the ki n ds of 

know l edge th at w as v al ued .  Th ey  became "expe rts" a nd h ad the 

a uth ori ty to def i ne what w as "truth " and what was  "i nv al i d " .  

Resea rch and rel ated act i v iti es co ul d  al so f unct i o n  to rei nforce th e 

domi na nt bel i ef s  of th i s  profes sio nal gro u p  ra th e r  than prov i di ng a 

method  for  cr i ti q u i ng a nd a dv anci ng exi sti ng know l edge .  

Some professio n al gro ups u se d  other ki n ds o f  tech nol o g i e s  of pow e r  i n  

w ay s  th at assured they had th e a uthor i ty  to determ i ne w hat act i v i ti es 

care g ivers sho ul d be i nvol ved i n . Profes sio nal gro u ps such as  

doctors, psychol ogi sts, teach ers a nd soci al worke rs h ad tech niq ue s  

tha t  th ey  u se d  t o  ens ure that wome n  car ri ed o ut th ei r  tas ks 

a ppro pr i atel y .  These tech ni q ue s  di d not nece ssa ri l y  begi n as  
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o p press ive beca u se th ey  ca ul d ,  i n  fact, be part of a strategy for  

h el pi ng w om e n, for exam pl e teach i ng w an  en  to do toi  1 eti ng  p rogrammes. 

As Fou ca ul t argue s, s u ch strate gi e s  are ge ner al l y  not re pres s ive but 

rath er a re product i v e  i n  th at th ey sti m ul ate act i v ity by enco uragi ng 

w ane n  to ca r ry  o ut th ei r  rol e more effectiv el y C Fo u ca ul t, 1 97 8) . 

Th ei r ef fect s w ere  for th i s  reaso n  di f f icul t to de tect, but d i d i n  

fact pl a ce a d di tio nal press ure u po n  w ane n. Wane n h a d  ma ny stor i e s  to 

tel l abo ut how th e programmes de si gned by teach ers a nd p sy chol ogi sts 

be ga n  as u sef ul a n d  w el l  mea n i n g  b ut over  a period  of time pl a ced 

i ncr eased p r essur e  on ea regiv  i ng rout i nes. Women often  fel t 

uncomfortabl e a bo ut aski n,g _  q ue stio n s  of the profes sio nal s a n d  f el t  

i nf er ior  to doctors a nd oth ers w ho w ere pe rce iv ed a s  th e "expe rts" . 

Th e se profe s sio nal gro u p s  a p peared not to u n dersta n d  wha t i t  w a s  1 i ke 

for wanen o n  a da i l y  l ev el .  Th e  beh av iour of th ese groups a s  I � av e  

descri bed,  al bei t i n  s u btl e w ay s, f r eq ue n tl y  f un ctio ne d  to rei nforce 

the bel i ef th at th e wanan  sho ul d be th e pr i ma ry  ca regi ver  for th e 

ch i l d .  

As  w i th th e oth er tech nol ogi es de scr i be d, th e f uncti o n  o f  th e 

techn ol o g i e s  of power asso ci ated w i th th e  u se of know l ed ge, was  to 

e nsure  th at th e dom i na nt pract i ce s  i n  th e househol d w ere  uph el d .  

Th e se technol o g i es al so f un ctio ne d  t o  per pet uate th e d ev al ued status 

of  wanen i n  th at w h i l e women s up ported th e work of prof essi o nal 

gro up s  a n d  were aske d  to ca r ry  o ut can pl ex tasks th ey di d not receive 

reco gn i ti o n  for th ei r i deas  a nd know l ed ge .  It was i n  th e i nterests 

of bo th the profes sio nal gro u p s  a n d  al so th e  me n i n  th e ho u seh ol d to 

m i ni m i se th e status of wanen beca use th ere w as al way s  a fear th at i f  

w ane n '  s work  and  know l ed ge were v al ued th ey m ay expect more rewards 

for th i s  work, or ev en w i sh to mov e o ut of th ei r rol e a nd cease 

care g iv i  ng .  

L a nguage 

I n  the  descr i pt i ons of th e wanen'  s expe r i ence s i n  th e househol d I 

tal ked a bo ut th e  w ay s  l an guage was u sed to "p ut us ( th em )  dow n " .  The 
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w ome n tal ked abo ut how profes sio nal gro u ps o bta i ned status f rom th e 

words and co nce pts they use d .  Both th e moth ers a nd pa i d  w orke rs 

became angry a bo ut th i s  beca u se th ey fel t  i t  was  ano th e r  w ay i n  w h i ch 

they were dev al ued. An exam pl e w as the com pl ex tech n i cal j a rgo n used 

to expl ai n assessme nt and i nte rvention pro gr ammes for peo pl e w i th 

d i sa b i l iti es. S impl e tasks w ere l abel l ed i n  com pl ex w ay s  and 

al tho ugh the ph rases so unde d  mea ni ngf ul whe n pre sented i n  a meeti ng, 

i n  real ity th ey di d not ch ange th e l ives of peo pl e w ith i ntel l ect ual 

d i sa b i l i ty and the peo pl e  who cared for th em. As descri bed i n  th e 

women ' s sto r i es, th i s  occur red w ith th e i ntroduct i o n  of proce sse s 

s u ch as I n d iv i d ual Pro gr amme Pl a n ni ng.  I n d iv i d ual Pro gr amme Pl a n n i ng 

was  descr i bed e u ph em i sti cal l y  and th e moth ers were pe rsua de d  th at i t  

wo ul d not o nl y  i m prove th e q ual i ty  o f  l i fe for th ei r ch il d /ad ul t b ut 

th at i t  w o ul d al so h av e  be nef its for th em .  How ev er, i n  real ity i t  

ca ul d pl ace ad d i tio nal burden s o n  th e mo thers becau se i t  was  us ual l y  

th em w ho were aske d to moni tor th e ch i l d 1 s/ad ul t ' s dev el o pment. 

Langua ge was al so u sed to mask contra d i ctio n s  and pe rpet uate my th s. 

Women were 1 a be 1 1 ed a s  "sel fl ess", "emoti o na 1 ", "neuroti c", 

" hy steri cal "• "over protective".  Wome n were not o nl y  des cri bed 

nega tivel y or po rtray ed i n  w ay s  that di d not adeq uatel y de pi et thei r 

activ i ties, but certai n ch a racte r i sti cs were assi gned a nega tive 

v al ue . Fo r exampl e, show i ng emotion  a bo ut one ' s ch i l d/a d ul t w as 

l i kely to be v i ewed as  a weaknes s.  The u se of l anguage rei nforced 

th e v i ew  of women as the "oth er" ( de Beauvoi r, 1 97 2 ) . Anoth er term 

tha t  had  m i srepresente d wome n  was  the u se of w ords su ch as "sel fl ess" 

w h i ch had been used to i mpl y th at women enj ey ed maki ng sacr i f ices. 

Th ey had to, how ev e r, co pe w i th the con seq ue nces of bei ng "sel fl ess" 

a nd not become too "ov erprotecti ve".  Hence m uch of th e l angua ge used 

em bo d i ed contradi ctions  as th e words u sed wo ul d be def i ned i n  w ay s  

th at woul d f i t th e cur rent pract i ce s  but co ul d h av e  ambi guo us 

mea ni ngs.  Th e wome n, for exampl e, m ay h ave been cri ti ci se d  for bei ng 

"ov er protective" but were al so enco uraged to be 1 i ke th i s  for it  

ens ured that peo pl e w i th i ntel l ectual di sa b il i ti e s  were cared fo r. 

Th e women were expected to take ca re of thei r ev ery need a nd f i gh t to 

ens ure the se nee ds were met. 
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Langua ge then,  a s  w i th o th e r  tech nol o g i e s  of pow e r, f un ctio ne d  to 

mai nta i n th e wanen i n  th ei r rol es a nd, as w ith th ese oth er 

tech n ol o gi e s,  i t  had both po si tive a n d  nega tive el ane nt s. It can be 

a com pl iment to be cal l ed "sel fl ess" b ut th e com pl iment cease s to 

h av e  a n  attracti o n  if such a te rm i s  u se d  to def i ne th e  activ i ti es of 

w h at al l wanen shoul d be doi ng, and th us h as th e ef fect of m i ni m i si ng 

th e  w ane n ' s  cho i ces  a n d  f unctions  to m a i ntai n th em  i n  th ei r  c urre nt 

po si ti o ns. I w i l l  extend th i s  di scussi o n  i n  the anal y s i s of how th e 

Orga ni sa ti o n  u se d  1 anguage to mai ntai n th e  w ane n ' s po si ti o n  a s  th e  

tech nol ogi es of pow er i n  th e househol d a nd the O rga ni sati on  ref l ect 

o ne a no th e r  w h il e f un ctio ni n g  to r ei nforce each o th e r. 
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rnAPTER SIX : WO�N' S EXPERIENCES W ilH  llfE OR;ANISATION 

Th i s  ch a pter descri be s  th e  wane n '  s experien ce s  w i th th e  Orga ni sa ti o n .  

Some o f  th ese exper i ence s a re si m i l ar  to those th at took pl ace i n  th e 

hou sehol d.  A s  w i th th e wane n '  s experience s  i n  th e ho u sehol d o ne ca n  

read f ran th ei r stor i es th at th ei r expe r i ence s  w i th th e O rga ni sa ti o n  

are not al w ay s  nega ti v e. Th ey h a d  th ei r  sto r i e s  a bo ut th e  di ff i c ul t 

ti mes but al so th ey h ad stor i es a bo ut th e j oy ,  fun,  rew ards, and good 

times .  A ga i n I w anted to portray the r i ch ness  and  d iversi ty of 

these wan en ' s stor i es by 1 etti ng th an s pe ak a nd usi ng th ei r ow n 

words.  I wanted to show th a t  th e se w ane n  h a d  stre n gth a n d  w ere not 

to be v iew ed a s  pa ssi v e  reci pi ents  of power rel ati ons beca use at  

times th ey had  re si sted the se. Th e  i ss ue w a s  not wheth er these wane n  

h av e  h ad a n  i nf l ue nce on  th e Orga ni sati o n  but rath er w hy th i s  

i nfl uence w a s  bl ocke d  and  sane times even sa botage d  a n d  h i d de n  f rom 

p u bl i c  v iew .  

As I expl ai ned i n  Ch apter Th ree, I f el t th at w hen th e wan e n  w ere 

sh a r i n g  th ei r  sto r i e s  w i th me tha t  th ey  ofte n h a d  d i ff i c ul ty tal ki ng 

a bo ut thei r l ived experi ence s .  I t  w as too pa i nf ul a nd o nce th ey 

o pe ne d  u p  th ey were scared that th ey c:o ul dn ' t  co pe w i th th e  feel i ngs 

th at woul d em erge .  Ma ny tal ke d a bo ut th i s  a nd c r i ed w ith me. Th ey 

sh ared ma ny pai nf ul stori es  a n d  for th i s  I f el t  v e ry  priv il ege d  and  

hono ured .  I h o pe  th at I h av e  been  a bl e to ca pt ure th ei r stor i es i n  a 

w ay that correctly portr ay s  the stren gth of the se w ome n  and  that th i s  

i s  a tr ue ref l ect i o n  of w hat th ei r da i l y l ives  w ere real l y  l i ke . 

Th e  Majo r  Th ane s  

A n liTi ber o f  m aj or th anes h ave anerge d  f rom th e w ane n 1 s stori e s. As  

w i th tho se  de scr i be d  i n  th e wan en' s sto r i es a bo ut th e househol d they 

i ncl u ded bo th phy si cal and anotio nal as pect s. I al so descri be th e  
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w ome n ' s v i ew s a bo ut the ch anges i n  the pol i ci es of th e Orga ni satio n 

and a deta i l ed d i scussi o n  of th e women ' s  attem pts to br i ng a bo ut 

change i s  al so prov i ded .  

The  th anes de scr i bed a re :  A de scr i pt i o n  o f  women • s w o rk f o r  th e 

Orga n i satio n ,  bo th pai d and  vol unta ry ;  th e w ay w ome n  m ay be made to 

feel worthl ess ; the women ' s  v i ew of th e deci si o n-mak i ng proce sse s of 

th e Orga n i sation ; th e w ome n ' s  feel i n gs a bo ut th e w ay i nf o rmatio n was 

used by th e Orga ni sati o n ;  th e wome n •  s v i ew of th e suppo rt th e 

Orga n i satio n prov i ded ; the Orga n i sa tio n ' s  expectatio n of work 

w i thout r ew a rds ; the women ' s  feel i ngs a bo ut communi ty ca re ; the 

wome n ' s struggl es  and  re si stances ; and th e feel i ngs of amb iv al ence 

the w omen expe r i ence d .  

The f i rst thana encom pa sses  a de scr i pt i o n  o f  women ' s  da i l y  

experi ence s .  Th i s  set s  the co ntext f o r  the th anes that fol l ow  a s  i t  

prov i de s  t h e  reade r w ith an understa ndi ng of w hat th e wom en ' s  da i l y 

1 ives i nvol ved.  These experi ences and  da i l y  ro uti nes were th e ve ry 

act i v iti es th at h av e  ge ne ral l y  not been w ri tten a bo ut i n  a ny  detai l  

and w h i ch co n seq ue n tl y  res ul ted i n  a m i s un derstand i ng o f  what th e 

women' s work  i nvol ved . 

Fol l ow i ng o n  f rom th i s  I de scr i be th e moth ers' i nvol vement i n  

vol unta ry work .  A det a i l ed descri ptio n of th e w ome n ' s  da i l y  

househol d routi nes w as prov ided i n  the prEN io us sect i o n  o n  th e 

ho u sehol d .  Th i s  i s  n ow  exten ded to i ncl u de a des cr i ptio n of th e work 

women d i d for  th e Orga ni sati o n .  

I n  t h e  sect i o n o n  th e ho usehol d th e wom en tal ke d a bo ut feel i ng 

worthl ess.  Th i s  was  al so a commo n th ane i n  th ei r sto r i e s  a bo ut the 

Orga ni sati o n .  Th e women i n  th i s  resea rch had many sto r i es to tel l 

a bo ut the w ay s  i n  w h i ch deci sion s  were made by th e Orga n i satio n.  

They fel t th at they were often excl uded f rom be i ng part of th e 

deci s ion-maki ng  proces ses .  Th ey had to  work  hard  at f i n d i ng o ut how 

deci si ons w ere made a nd ofte n  found i t  d i ff icul t to ch al l enge th i s  

process.  
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Th i s  l ea ds o n  to a d i scus sion  of th e w ay i nfonnatio n i s  u sed by th e 

Orga n i sati o n. Th e women d i d not rece i ve eno ugh i nform ati o n  a nd there 

w a s  not enough  feed back  prov i ded by th e Orga ni satio n.  Mu ch of th e 

i nform ati o n  was too tech ni cal and d i d not rel ate to th ei r da i l y  

exper iences and  needs.  The 1 anguage u sed to def i ne th e w ome n ' s 

act i v iti es i s  al so ment i o ne d  i n  th i s  sect i o n. 

Th e w omen di d not al w ays get enough support f rom th e Orga ni sa tio n .  

Th i s  co nce pt i s  a com pl ex o ne and  a s  d i scussed i n  t h e  sect i o n  o n  the 

--hou sehol d i t  i nvol ved ma ny 1 ayers.  Th e  wome n had di ff i c ul ty aski ng 

for suppo rt for th i s  co ul d m ake th an feel even more de pe nde nt.  

Beca u se of the co nnotations attached to aski ng for s u p port, i t  was  

d i f f icul t to ask for, and rece ive  suppo rt even w hen they were 

des perate. 

The women fel t th at they were al way s  be i ng asked to do more  work  a nd 

i ncrea si ng ly  com pl ex tasks w i tho ut gai n i n g  a ny more statu s .  L i fe di d 

not get easi er w ith th e a dv ent of commu n i ty ca re - i t  w o ul d get 

h a rder and co nti n ue to get more stressf ul for  w ome n .  Th e  w ome n  had 

much to sh a re a bo ut thei r tho ughts a nd feel i ngs of comm un i ty  ca re. 

Th ey had  s pent ma ny ho urs  th i n k i n g  a bo ut th e i m pl i cations  of 

commun i ty ca re a nd th i s  i s  ref l ected i n  the l ength of th i s  sect i o n. 

The next th ane r el ates to th e w ome n ' s resi stances and  struggl e s .  The 

women h ad not been pa ssi v e  but h ad found  a my r i ad of w ay s  to  resi st 

pow e r  rel ations . A n um ber  of th e w omen had  anerged a s  ' change 

age nts '  i n  th ese struggl es a nd th ey sh ared thei r i deas a bo ut the 

rol es  they had ado pted.  

Th e f i nal th ane de scr i bes  th e amb i v al ent feel i ngs women h ad .  L He 

w a s  not . al w ay s  d i f f i c ul t for these wome n  and o ne must not 1 e ave these 

women feel i ng th at 1 He w as o ne of total de spa i r for th ey h av e  had 

ma ny good expe r ie nces and th ey were a bl e  to tel l me a bo ut these. 

Work W i th th e O rga ni sati o n  

I asked t h e  moth ers a n d  the pa i d  w orke rs to tal k a bo ut t h e  w o r k  they 
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di d f o r  th e Orga n i sation.  Th i s  i ncl u ded a descri ption  of th ei r key 

tasks a nd of th ei r feel i ngs a bo ut th e rel ati o nsh i ps th ey had w i th 

others  i n  the Orga ni sa tio n.  I wanted to d i s cover  what th e power  

rel ati o ns fel t l i ke for  th e women. In th i s  ch apter I tal k f i rstl y 

a bo ut th e w ork of the pai d w orkers and  the n  a bo ut th e  vol u nta ry work 

th e moth ers ca rri ed o ut .  I then de scr i be i n  ge ne ral , th e exper i ence s 

of both the se gro u p s  a n d  th ei r v i ew s a bo ut the Orga ni satio n ' s 

pol i c i es a n d  pract i ces .  

Let us  f i rstl y co nsi de r, as w e  di d i n  th e ch apter o n  women' s 

expe r i ences  i n  th e hou sehol d ,  what a ty p i cal day m ay be 1 i ke for a 

pa i d  w orke r . l Th i s  prov i de s  the co ntext for unde rsta ndi ng w hat 

ca ri n g  w a s  1 i ke for  these w ome n. 

Nea rl y al l of the pa i d  w orke rs h ad some ki nd of expe r i ence or  

q ual i f i cati o n  tha t  had  prepared them for  th ei r work w i th peo pl e  w i th 

i ntel l ectual d i sa b i l iti es. Al l of th e women had bee n  i n  di rect 

care g iv i ng rol es  a n d  ma ny stil l remai ned i n  po si tions  that r eq ui red 

some ca reg i v i ng f uncti ons .  

Al l of  th e women commented a bo ut how d i f f icul t it  w as to get to the 

to p ma nageme nt po si tions  i n  the IHC. Th ey f el t  that there  was no 

pl anne d  ca reer pathw ay and i nd i v i d ual  peo pl e often obta i ned p romoti o n  

by know i ng th e "ri ght perso n "  rather  th an  by d i s pl ay i ng com petence or  

h av i ng the a ppropr i ate q ual i f ications .  Th i s  w as a maj or i ssue fo r 

some of th e w ome n  who f el t  that i t  was  d i ff i c ul t  to become part of 

the " i nne r ci rcl e" a nd o bta i n the i nformati on a nd know l edge th ey 

needed to mov e i nto ma nageme nt po si tio n s . Many wome n  were rel uctant 

to " p ush for"  promotion  and d i d  not act i v el y seek o ut o p po rtun i ti es 

for a dvancement. 

Th e po si t i o n s  th e women o cc up i ed a nd th e act i v iti es th ey ca rri ed o ut 

i ncl u ded di rect caregiv i ng po si tio n s, soci al work support po si tio n s, 

staf f trai n i ng a nd pol i cy  dev el O !lYl ent posi tions, and m anagement a nd 

coo r d i nator po si tions .  I w i l l  now expa n d  on  these. 

1 See A p pe n d i x  One for a s unma ry of th e w ome n ' s perso nal 
ch a racter i st i cs .  
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Di rect Caregiv i ng Po si tions  

The pa i d  w o rke rs in  these po si tions worked w i th peo pl e in  e i ther 

recreatio nal , vocatio nal or re si denti al faci l i ties  w i th i n  th e IHC or 

i n  th e commu n i ty .  

i n  the stu dy . 

These women had s i m i l a r  expe r i ence s to the moth ers 

Th e re peti tive nat ure of th e tasks w a s  ofte n 

stressf ul . How ev er, the bi gge st stress came f rom not be i ng a bl e to 

ma ke ch anges for th em sel ves and  for th ei r cl ients. Th ey f el t  that 

there was not e no ugh co ntact w i th th e dec i si o n-make rs i n  th at they 

often had  di ff ic ul ty i nfl uenci ng a ny ch anges in pol i cy.  Th ey co ul d  

s uf fe r  b u r no ut as  they worked 1 ong hour s and  worked w i th cl i ents w ho 

h a d  ve ry com pl ex needs. Th ey often ca r r i e d  o ut th ei r tasks w i th 

l ittl e d i rect prepa rati o n, tr ai ni ng a nd s u p po rt for th ese tasks . 

The tasks i ncl u ded asses s i n g  cl ient s '  s k i l l l evel s and  pl a n n i ng and  

ca rry i ng o ut progr ammes to dev el op  new ski l l s . A l a rge pa rt of the 

d ay was s pe nt i n  recordi ng i nforma tio n a bo ut cl ient s '  progr ammes, 

w i th and w i thout the cl i ent prese nt. The maj o r  pa rt of the women t s  

time was s pent i n  ca r ry i ng o ut mai nte nance function s  s u ch as  

transpo rti ng cl i ents and deal i ng w ith phy si cal needs of  the cl i ents 

( to i l eti ng,  w a sh i n g, cl ea n i n g  u p  s p i l l s,  mov i n g th e cl ient f rom o ne 

pa rt of thei r env i rorment to a nother, enco uragi ng th e cl i ents• 

atte ntio n to th ei r tasks ) . Another part of th e day was s pent i n  

buy i ng i n  suppl i es and  o rga n i si ng th e work o r  l iv i ng env i rorment for 

the cl i ents .  These st aff were al so expected to attend  many meeti ngs 

ei ther  abo ut the cl ient a nd thei r f am i l i es or abo ut th e w ay th ei r 

f a c i l i ty w a s  run .  A porti o n  of  time was  s pent in  st af f trai n i ng, 

both prov i di ng i t  and rece iv i ng i t. 

Soci al Work a n d  Support Po si tions  

Pai d  w o rke rs i n  th ese po si tions  prov i ded co unsel l i ng a nd s uppo rt to 

f am il i e s. Th ey had ve ry l a rge ca sel o a ds but were st i l l ofte n 

expected to hav e  a cl ose rel ati o nsh i p  w i th al l of the fam i l ies o n  

th ei r ea sel oad.  These wome n were ofte n asked to do addi tio nal tasks 
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su ch as  s u p porti ng  peo pl e w ho had moved to the commu n i ty .  Th ey were 

co nce rned a bo ut th e ch ange s i n  respo nsi b i l iti es that th e pol ici es of 

comm u ni ty ca re had b rought abo ut. Th ey had bee n i n  th e past, l a rgel y 

res po nsi bl e fo r o nl y  those peopl e i n  the IHC f aci l i ti es but now mo st  

o f  th ei r work was ca r r i ed o ut i n  th e communi ty a n d  th ey s pent 

co nsi de rabl e ti me l i a i s i ng w i th oth er groups th at co ul d suppo rt th e 

work of th e IHC. Mu ch of th ei r time was s pent i n  meeti ngs a bo ut 

cl i ents ;  s uppo rti ng a nd co unsel l i ng cl i ents a nd thei r f am i l ies;  

run ni ng th era py gro u ps ; and reco r d i n g  i nformatio n a bo ut these 

activ iti es .  

Staf f Trai ni ng a nd Pol icy Dev el otment 

These women bel i ev ed they had more co ntrol th an  some of th e women i n  

oth e r  po si tions  i n  the IHC becau se th ey co ul d  i nfl uence some of the 

pol icy of the O rga ni sati on .  They fel t th ey co ul d i nf l ue nce the 

pol i cy ei th e r  th rou gh th e w r i ting  of s u bm i s sions  or by changi ng th e  

focus o f  staf f tra i n i ng. They f req ue ntl y took o n  t h e  rol e o f  hel pi ng 

st af f to cri ti cal l y  exam i ne th e pol i ci e s  of th e Orga ni sa tio n and th e 

impl icati o n s  for pract i ce.  Some act i v el y enco uraged the devel o pnent 

of s u p port and  stu dy gro u ps that h el ped staff u n de rstand and co pe 

w ith th e proce d ures and new pol ici es of the Orga ni sati on .  Some 

cl a imed that ma ny of the po si tive cha n ges i n  th e Orga ni satio n had 

been i n i ti ated by th e staf f trai ni ng they had ca r r i ed o ut .  How ever, 

these w ome n f el t  that th e Orga ni satio n ' s  comm i tment to st aff tra i ni ng 

was often  uncl ea r and th at staff trai ni ng w as often the f i rst se rv ice 

to be c ut when  f undi ng  d i f f i c ul ties a ro se. These w ome n al so bel i eved 

th at pa rents were  not activel y  enco urage d  to be pa rt of th e trai ni ng 

offered a n d  to be i nvol ved i n  the dev el o pme nt of new pol i cy .  

The f rust r ati on  for th e pa i d  worke rs w as try i ng to ensure th at w h at 

w a s  l ea rned i n  th e trai n i n g  or what w a s  w r i tte n i n  pol i cy doc lJile nts 

co ul d h av e  some po si tive impl icati ons for pract i ce .  Much of thei r 

time was  s pe nt i n  ens u r i ng th i s  h a p pe ne d  and  i n  bei ng an  a dvocate for 

pa rents ' i nvol vem ent i n  pol icy dev el o pnent. 
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Ma naganent/ Se rv i ce Coordi nator Po si tions  

Th e w ome n i n  these po si tion s  managed and coordi nated staff 

act i v iti es,  dev el o ped pol icy and new se rv ice s ;  res po nde d to the 

needs of parents and  other  cons umers ; a n d  mo nitored a dm i ni stra tive 

f unct i o ns i ncl udi ng the f i na nci al a spect s  of th e Orga n i sa ti o n. These 

w ome n referred to th e uncert a i n ty  of th ei r po si tio n. Th ey bel i eved 

th at women h ad trad i ti onal l y  ca rri ed o ut th e "beh i nd th e sce nes" wo0 
and the di rect careg iv i n g  tasks.  Some of th an cl aimed that me n stil l 

bel i ev ed w omen w ere i n  these po si tions not beca use they were good 

ma nagers or coordi nators but becau se th ey were 1 uc ky that someo ne 

al l ow ed than to be promoted. Th ey though t that men sti l l  bel i ev ed 

that women sho ul d not take o n  mana geme nt po si tions.  

Some women o bse rv ed th at there was a co nf l ict betw een th e se rv ice and 

f i nanci al function s  that the IHC expected ma nagers to ca r ry  o ut. 

Th i s  w as an o ngo i ng tensi o n  for th ese women.  They were co nsta ntl y 

co nf ro nted w i th the d il anma of whether to focus o n  th e f i nanci al 

ef f ici ency of the IHC o r  th e ef fect iv eness and q ual ity of the serv ice 

prov i ded.  The two often co nfl 'f eted .  

The women al so fel t th at the management sty l e  i n  IH C w as ba sed o n  

com peti tio n and  o n  a h i erarchy that res ul ted i n  a n  el i te gro u p  

co ntrol 1 i ng th e deci si o n- maki ng p roce sse s. Some women t r i ed to 

change th i s  to a co-o perative styl e of ma na gane nt but fo und th i s  was 

d i ff icul t to do i n  a n  Orga ni sati on  th at often met i ts goal s by 

enco urag i n g  competi tio n amo ngst its  staf f.  

Sev eral women cl ai med th at it w as d i f f icul t to reco nci l e  the pract i ce 

of enco uragi ng staff to be po si tive w i th th ei r cl i e nts  whe n th ey 

th ansel ves w ere g iven v ery 1 ittl e po s i ti v e  feed back. 

A n umber of th e w ome n al so f el t  i sol ated f rom other  w ome n i n  sim i l a r  

po si tions i n  th e IHC a nd i n  oth er orga ni sati ons.  Th ey were expected 
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to h ave  an u nq uestio n ing  al l egi ance to th e Orga n i sation  and  th ey 

often  fel t th at thei r af f i l i ati on  w i th oth er women w ho cr i ti ci sed 

th i s  was d i s co uraged.  Th ey were us ual l y  p hy si cal l y  i sol ated f rom o ne 

a noth er and co ul d l ose co ntact w ith th e moth ers and  women i n  

care g iv i ng po s i tions.  Th ey were f r eq uentl y forced to a oo pt some of 

the pract i ce s  of men w ith i n  th e Orga ni sati on  i n  orde r  to s urv ive i n  

th ei r po si tio n, al though th ey tried to ma i ntai n th ei r 1 i nks w i th 

oth er women i n  orde r to exam i ne w hat was the most ef fect i v e  w ay of 

br i ngi ng  a bo ut ch ange. 

Des pi te th ei r di f f icul ti es th e pa i d  worke rs h ad made a commi tment to 

worki ng w i th peo pl e w i th i ntel l ect ual di sa b i l i ti es. Th ei r  

rel ati o nsh i ps w ith th ese peo pl e was  often  th e factor  that ensured 

th at th ey stayed worki ng  for th e IHC. Al though the se w ome n  were 

often  dev al ued by th e Orga n i sati o n  th ey had s urv ived for  many yea rs 

a n d  wo ul d be l i kel y conti n ue to do so des pite the d i ff ic ul tie s  of 

th ei r da i l y  expe r i ence s and de spi te pol ici es th at were often  i n  

co nfl i ct w i th th e re al i ties  of w ome n  and  the peo pl e th ey cared for. 

The Women ' s  Feel i ngs Abo ut Pa i d  Work 

Th i s  sect i o n  extends the prev ious o ne a nd expl ores i n  de pth women ' s 

feel i n gs a bo ut the da i l y  ro uti nes th ey ca rried  o ut for  th e peo pl e 

th ey ca red for and for th e Orga ni sati o n. 

The pai d workers had  ma ny stories to tel l a bo ut th e work  th ey were 

expected to ca rry o ut .  Th ey tal ked a bo ut th e d i f ferent rol es betw een 

me n and w ome n and th e w ay s  certai n  tasks were v al ued a bove others. 

Th e women were  expected to ca r ry  o ut th e ca regi v i ng ta sks . Men often 

def i ned what these tasks enta il ed and  what v al ues sho ul d be assi gned 

to th em.  Th ere may be a h i erarchy of v al ues w i th res pect to these 

tasks,  that i s, di rect caregiv i ng tasks were l ower o n  th e h i erarchy 

th an w ere management tasks. Ma ny of the women co nsi de red that th ey 

d i d a l ot of "beh i n d the sce nes work " .  Th ey f el t  that th i s  work w a s  

not val ue d a nd they were not g i v e n  cred i t  for i t. "I am getti ng a 
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wee b i t  ti red of bei ng  ' good ol d bac kroom boy ' ,  etc. etc. that  w i l l  

tend to pi ck u p  messe s, sort th i ngs o ut . " 

These w ome n  co ul d cl ea rl y  i de nti fy th e  w ay s  i n  w h i ch th e ca r ry i ng o ut 

of ca regi v i ng tasks i mpacted o n  thei r da i l y  l ives.  Ca regi v i ng w as 

a bo ut "getti n g  yo ur hands di rty ", " bei ng th ere day and  ni ght ", 

"h av i ng no breaks" ,  "go i ng th rough pa i n  w i th f am il i es" . Ma nagement 

was  a bo ut "bei ng  removed", "mak i n g  deci sion s ", "bei ng  u p  th ere ", 

"go i ng aw ay and to co nf erence s" .  Wom en po i nted o ut th e ga p betw een 

the two ty pes of tas ks.  

Fo r tho se  women w ho d i d ev entual l y  take on management po si ti o ns, or 

who as pi red to the se, some f el t  " i nferi o r "  and not a bl e to ca r ry  o ut 

th e "m ana gement tasks ", wh i l st oth ers were  sce pti cal abo ut w heth er 

the se j o bs were as d i ff i c ul t  as th e me n i m pl i ed .  A ty pi cal comme nt 

was : 

• • •  al l th e pow er po si ti ons a re men. May be women 
do n ' t want th em and l i ke what th ey are doi ng.  
Someti mes I wonde r  how hard m a nagement j obs real l y  
are.  

The women commented th at th ey fel t th at th e IHC not o nl y  bel i ev ed 

tha t  men sho ul d be the peo pl e to h ave  th e ma na gement po si tions b ut 

th at women sho ul d be th ere to "h el p th em i n  th ese j obs " .  In some 

s i t ua tion s  women a p pea r to be th ere j ust "to h el p  th e me n " .  Mrs o� a 

pa i d  w orker ,  remarke d  i n  her comment a bo ut comm i ttee work : 

. . .  w i th i n IHC natio nal l y  th ro u gho ut th e co untry, oh 
no, th ere' s an i ncr edi bl e i mbal ance i n  favour of 
me n .  By a n d  l a rge I th i nk th e wome n  i n  th e 

· Orga ni sati on  h el p  th em. 

Th i s  woman bel i ev ed th at women got to mana gement po si tions beca use 

"men al l ow  th em to " and  that th e se men co ul d act u al l y  remove th em at 

a ny ti me. Th ey saw "j obs be i ng co ntr i v ed a nd prearranged for  men  w ha 
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w ere not necessa r i l y  mor e q ual i f ied  tha n  a w oma n " .  

comments w h i ch h i gh l i gh ts th i s  i s  f rom Mrs J w ho stated : 

A ty pi cal 

Ye s, and I w a s  ve ry kee n to be i nvol ved i n  her  
sel ect i o n .  It  w as i nteresti ng they 1 et  me .  I mean, 
I sai d I w a nt to be and th ey l et me be i nvol ved, a n d  
may be a w h i l e ago they woul dn ' t  h av e. Al l I ca n say 
i s  I h ave  see n, whe n th ere was  a b i t  of a pha se to 
an pl oy peo pl e to m i ddl e management a bo ut tw o  a nd a 
h al f  yea rs  a go, and  al l these men came i n  w i th 
s up po se d  m i d dl e management a nd th ey were al 1 
di sasters .  Bad for th ei r  bran ches ; ba d for th ei r 
a reas ;  a nd th ey h ad very fe.t peo pl e ski l l s. And 
I ' v e al w ay s  a rgued w i th • • •  tha t  yo u l oo k  for some bo dy 
w i th peo pl e ski l l s  a nd y o u  ca n teach th an th e 
tech n i c al s k i l l .  And I f i rml y  bel i eve  that • • • •  Ye s .  
I mean, I th i nk i t' s  real l y  fasci nati ng th at my 
predecessor w a s  not kee n o n  giv i ng th e  j o b. I 
th i nk i s  th e i deal se rv ice s  coordi nator.  Sh e 
gets o n  e xtr anel y  w el 1 w i th the staff a part f rom o ne 
o r  tw o  w ho o bj ect i f  sh e tri es to p ush th an .  She' s 
v e ry  m i n df ul of the needs  of peo pl e w i th 
i ntel l ect ual handi ca ps.  She' s got a very g:>od 
man ne r  and sh e ' s hot o n  the ph i l o so p hy .  A n d  sh e ' s 
got pl enty of ene rgy .  

The women w ere  of ten  v i e.t ed a s  j ust a "toke n manage r" .  Some h ad 

d f f f i c ul ty de al i ng w i th th i s  and  wo n dered h ow  th ey  ca ul d ens ure that 

ch ange s  h ap pe ne d  on al l 1 ev el s, not j ust for th e women "w ho · h ave  made 

i t " .  Mrs D. a pai d worke �  expl ai ned : 

I h av e  to w restl e w i th th e co nf l i ct w ith i n  my sel f 
tha t  w hy I ' m  a ma nage r. I th i nk i t  w a s  stil l a 
ce rtai n amo unt of toke ni sm  th at com es th rough f rom 
some - beca u se w e  are pretty m al e  domi nated at  th e 
to p. And I sti l l th i nk there i s  a certa i n amo unt, 
at the begi n n i ng I wo ul d say, more so tha n  i t  i s  
now , toke ni sm .  

The expe r i ence s o f  th ese women show ed cl earl y th at men go t  promotions  

more ea s i l y  tha n w ome n  a n d  that the s k i l l s  of me n were more h i ghl y 

v al ue d th an women. It was assumed th at men h ad better busi ness 

s k i l l s tha n  w ome n  a n d  that the se s k i l l s  sho ul d h av e  more v al ue tha n  
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o th e r s. Eve n whe n w omen got i nto ma na gane nt po s i tion s th ey m ay not 

be pa rt of maj or  deci si o n- maki ng proce sse s and w ere expected to 

"se rv i ce "  me n ' s w ork s u ch as al w ay s  "taki ng  m i n utes a n d  sen d i n g  m ane s  

o ut . " 

Some women cl a i med th at th e Orga ni sa ti o n  w as at ti mes run 1 i ke a 

busi ness  a n d  peo pl e treate d 1 i ke units of produ ctio n .  Th ey a rgued 

th at men got status f rom th e IHC be i ng v i ew ed i n  th i s  w ay i n  th at 

th ey  co ul d the n feel cl o ser to th ei r col l eague s i n  th e bu si ness  

sector . Som e  of  th e women bel i ev ed it  w as getti ng worse w i th more 

v ol unta ry agencies becom i n g l i ke busi nes se s .  It was  d i ff i c ul t  to 

"brea k  th i s  dow n" .  

Ma ny of th ese women w ere angry th at men  di d not h av e  exp e r i ence i n  

run ni ng  se rv i ces  a n d  that th ey  ofte n "messed u p  th ei r  j o b " .  The 

ski l l s  of women, for exam pl e worki ng d i rectl y w ith peo pl e, w ere not 

v al ue d .  As  ma ny of th e wome n  comme nted, th e ma na gane nt sectio n of 

th e IHC al w ay s  focussed on  th e busi ness a nd f i na nci al si de of th e 

Orga ni sa t i o n  and  th i s, accordi ng to Mrs H. a pai d  worke r, was  part of 

th e "ol d boy s '  th i ng" .  

Ma ny of  th e women i de nti f i ed key wom en in  management po si ti ons w ho 

h a d  a se rv i ces back gro und and  con seq ue ntl y seaned to h ave "more of a n  

i de a  o f  w hat th ey are do i ng" .  Th i s  w as rel ev ant for  al l l ev el s  of 

ma na gane nt f rom bran ch ma nagers to faci l i ty ma nagers and  al so a p pl i ed 

to comm i ttee manbe rs.  Th ese w omen bel i ev ed th at trai ni ng p rogr ammes 

sho ul d be p ut i n  pl ace i n  order to ens ure that peo pl e i n  ma na gane nt 

po si ti ons knew how to manage se rv ice s ef fect i v el y : 

I do n ' t  know how yo u re-educate tho se peo pl e  w h o  are 
i n  po si tions  w here th ey ' re putti ng up ba rr i ers. 
Ta ke Branch Ma nagers i n  IHC. They sti l l do n ' t h av e  
a trai ni ng p rogramme for B ranch Ma nage rs .  W e '  re 
ta k i n g  i n  r aw peo pl e who h ave noth i ng to do w i th IHC 
more of ten th an  not, th ey '  re p utti ng th an i n  v ery 
i nfl ue nti al po si tions  and a l ot of a uto nomy i n  ma ny 
ca ses. So w e  need to sta rt th ere perhaps .  Yo u ' ve 
got th e  vol unta ry si de of th i n gs, yo u ' ve got 
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pre si de nts  and  commi ttees i n  th e  vol unta ry si de of  
th i ngs w ho h av e  nev er bee n  trai ned or  educa ted i n  
what � e ' re t ry i ng to do o r  how w e ' re changi ng  i t, 
our  ph i l oso phy ( Mrs P, a pa i d  worke r ) . 

Wome n w a nted ma nagers who h a d  i nnova tive  a n d  practi cal i dea s a bo ut 

· serv ice s  a nd w ho knew how to m anage peo pl e w ho worke d  i n  soci al 

se rv i ces.  Mrs G el a borated : 

• • •  Al l th i s  h eavy stuf f, th ese manageri al po si ti o ns, 
th e heavy stuf f, must go. It m u st.  Th ey ' ve got to 
be peo pl e taki ng ov er m ana ge rs of homes w ith 
q ual i f i ca tions  not j ust IHC but as I say, a 
b r i gh tness to do someth i ng d i fferent. It al l 
de pe n ds o n  w ho ' s run ni ng  th e  home. It must be a 
ca r i ng pl ace, it ' s got to be . It' s got to be ca ri ng 
staf f . • •  

Some women commented o n  the "col dness" of mal e manage rs  a nd thei r 

f a i l ure to tal k w i th a n d  unde rsta n d  what se rv i ces  peo pl e a n d  

ea regi v ers neede d t o  do to m ake thei r w o r k  easi er and more e nj oy abl e. 

Th ey  bel i eve d  that the se rv i ce coordi nators ( tho se staf f who h ave  a 

d i rect 1 i nk to the ca reg i v er s )  shoul d h av e  more a uthor i ty  to make 

deci sio n s  a n d  i m pl ane nt new pro gr amme s.  

Some of th e women w ere o pt i m i sti c a bo ut th i ngs ch angi ng as women 

bega n to take o n  some of th e  coordi nato r- ty pe po si tion s.  It w a s  a 

sl ow proce ss howev er as  Mrs G po i nted o ut :  

Sl ow l y .  S i n ce I ' ve bee n i n  th e  l a st f ive  y ea rs, 
y es .  When I f i rst sta rted there weren ' t very many 
coordi nator po si ti o n s  aro un d. I th i nk th ey do f i n d 
ba rr i ers w ith pe o pl e a bov e  th an i n  try i ng to ch a nge 
th i ngs, make i nnova tion s w i th i n the sy stem. It' l l  

· be a sl ow proce ss .  

Th e w om e n  f el t th at i t  w as those i n  the se rv ice coordi nator po si ti ons 

w ho co ul d be the l ea ders i n  changi n g  the c urre nt ' real i ty '  i n  that 

th ey had ei th er been  ca regi v ers o r  at l east un de rstood w hat th ese 

rol e s  i nv ol ved.  
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Th ere w a s  a m i xture of o ptim i sm a n d  pessimi sm. Th ere were 

co ntrad i ct i o ns i n  th at some women fel t th at th e O rga ni sati o n  h ad, i n  

some bra n ch e s, cha n ged its ma na gane nt styl e b ut th ere w a s  stil l a 

co nce rn a bo ut w ho woul d co nti nue to q ue sti o n  w heth er th e O rga ni sati o n  

h a d  a n  o n go i n g  comm i tment t o  th i s  change. Wane n who di d "ma ke i t  to 

management" m ust, as many wanen commented, f i nd w ay s  to e nh ance th e 

v al ue attache d  to caregiv i ng tas ks both i n  th e  ho usehol d a n d  i n  th e  

Orga ni sa ti o n. Mrs J ,  a pa i d  worke r, bel i ev ed that for th i s  to h ap pe n  

th e  ma na gane nt styl e of th e  Orga ni sa tio n must f i rst be cha n ged.  I n  

her  story sh e tal ke d a bo ut "ch ari sn ati c mana gement sty l es" mea ni ng 

that certa i n deci sions got ma de beca u se of a perso n ' s perso nal i ty 

ty pe rath er th an beca use th ere were cl ea r and eq ui ta bl e gu i del i ne s  to 

be f ol l owe d .  Sh e stated : 

• • •  sty l e  of management I th i nk i s  e ne rgy creati ng -
a real po si tive th i ng. Beca u se I th i n k  IHC co ul d  
j ust, sort  of , potter al ong w ithout h im. But i t' s 
al so a b i t  chaoti c and  a rbi tra ry deci sio n-ma ki ng - I 
f i nd th at a bi t i rri tati ng • • • •  I th i nk o ne of � mo st 
df ff i c ul t time s was pro ba bl y  a bo ut si x mo nths before 
I cam e  i nto th i s  j ob .  I fel t th ere w as a bi t of a 
l ac k  of di recti o n  of where I was goi ng  a n d  I th i nk 
th at' s th e probl an w ith q ui te se ni or  peopl e i n  IHC, 
tha t  th e ma na gane nt stru ct ures a bove do n' t  seem to -
I do n ' t th i nk th e w hol e pe rso nnel th i ng i n  IHC i s  
v e ry  goo d and  I th i nk th ere ' s i n  ma ny area s a 
probl an of g iv ing peo pl e di rect i o n a nd s u p po rt w h i l e 
th ey ' re t ry i n g  to do i t. I u sed to f i n d i t  
f rustrati ng to try and f i nd o ut w hat was  real l y  
w a nted o ut o f  branches a n d  th ere di d n ' t seem to b e  a 
mech ani sn for try i ng to f i n d  th at out .  

She sai d that sanetimes deci sions seaned to be "a d hoc" a n d  not 

w r i tten dow n - a fai peo pl e hav e  th e 1 pow er '  to make l ots  of 

deci sion s  a n d  ofte n i t  was d i ff i c ul t  to f i n d o ut a bo ut th i s  pro cess.  

Anoth er pa i d  w or ke r, Mrs M, sugge sted th at sh e tr i ed to do th i ngs 

des p i te ma na gane nt. How ever, she poi nted o ut tha t  ma na gane nt ofte n :  
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cane i n  a n d  sto p pe d  th i ngs beca u se th ey '  re too f a r  
remov ed a nd y o u  sort of get back to basi c m anagement 
th i n gs i f  yo u want someth i n g  to h a p pe n. I mea n, yo u 
ei th er j ust go a nd do i t  a nd h av e  i t  s ucce ssf ul l y  
worki ng by th e time th ey f i n d  o ut, o r  yo u s pen d  f ive  
yea rs of bl ood, sw eat a nd toi l try i ng to get 
pe rm i s si o n  to do i t  or yo u pre se nt th em w i th a 
n lJTibe r of o pt i o ns. ' I 1 d 1 i ke to do th i s, th i s, I ' d 
l i ke to do th i s, yo u ca n ei th er do i t  th i s  w ay, th i s  
w ay o r  th i s  w ay '  and th ey ' l l  ch oo se o ne of th em • • •  

There were ma ny comme nts s u ch as  the se. I got th e i m pres sio n tha t  

women used th i s  i nte rv ie« to expl ore th ei r tho ugh ts a bo ut thei r 

rol es.  There w a s  some o ptim i sm how eve r, i n  tha t  th e  w ome n  h a d  i dea s 

for ch ange s uch as "prov i d i ng trai ni ng a nd h el pi ng peo pl e to stay 

enth u si a st i c " .  

One w om a n  f el t  th at th e onl y way th e IH C co ul d ch ange w a s  t o  make 

s ure "th ey ge t  tr ai ni n g  a n d  stay enth u si a sti c " .  Th i s  m u s t  h a p pe n  "at 

a ba se 1 ev el at th e coal face, and i n  m i ddl e m anagement a reas".  It 

seemed to be h a p pe ni n g  i n  the l a rger bra n ch e s  - more "femal e  branch 

mana gers  a nd m i ddl e manage rs a nd men w ho a re sta rti ng to unde rsta nd . " 

Th ey  w ere co n cerne d  that moth ers sho ul d be ke pt u p-to-date too and 

th at w ay s  sho ul d be found to ensure  th at ch ange s a re mai nta i ned.  

Vol untary Work 

Moth ers h ad s i m i l ar expe r i ences  to the pa i d  w orke rs th rough th e 

v ol unta ry work  th ey ca rr ied o ut. Th e  moth ers h a d  ma ny stories  to 

tel l abo ut th e vol unta ry work th ey d i d. Mo st h ad been  i nvol ved for 

ma ny y ears  - some h el ped set up the IHC. Some of the pai d workers 

al so d i d vol unta ry work at th e begi nni ng or end of th e day and i n  th e 

wee ke nds. I n  fact, ma ny tal ked a bo ut how th i s  w a s  a n  expecta tio n of 

th e O rga ni sati on.  Staf f w ere expected to h av e  a sel fl ess commitment 

to th ei r work  a n d  not re se nt the time th ey  gave to the Orga ni sa tio n. 
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Th e  moth ers d i scusse d  h ow  th ey were expected to do vol unta ry work and 

ofte n  fel t gu i l ty if th ey di d not hav e  th e ti me to do th i s . Th ey 

parti ci pate d i n  a w i de range of vol unta ry activ i ti e s  a n d  th e  

Orga ni sa ti o n  rel i ed o n  th ese w om e n  to do t h e  ta sks th at a i de d  i n  the 

prov i si o n  of the se rv i ces  th ei r  eh i l  dren/ad ul ts  attend .  

Mrs G tal ke d a bo ut th e ki nds of  vol unta ry work  w omen got i nv ol ved 

w i th : 

• • •  we' ve al w ay s  t r i ed to hel p a nd now I se rv e  o n  a 
Wednes day al l day w i th th e  i ntel l act u al l y  
handi ca p pe d  seco ndh and sho p  i n  Cl ean  cl oth es 
and  sort cl o th e s, a n d  I cl ean the sho p whe n i t' s my 
tur n  • • •  And I took h er ov er ev ery morni ng a nd brough t  
her bac k ev e ry  ni ght a n d  v e ry  ofte n h el ped o ut i n  
th e worksh o p  w hen th ey were busy . 

Prov i di ng trans port a n d  h el p i n g  o ut i n  th e  w orksho p were m aj or tasks 

for th ese women a nd ev en  w hen ti red many of th e women "p ut i n  l ong 

ho urs " i n  vol u nta ry work .  It a p peared tha t  the se w ome n  ofte n f el t  

more com forta bl e of feri ng th ei r hel p o n  th i s  1 ev el rath er th an o n  

f o rm al commi ttee stru cture s .  Th i s  perhaps perpetuate s  th e myth that 

women co ul d  not do "s uch th i ngs " .  How ev er, as  o ne woman po i nted o ut, 

w ome n  l i ked to be practi cal and "get th i ngs do n e, th ey  do n ' t tal k, 

th ey get on w i th i t  - if a w orksho p needs a new i tem th ey go get i t  

a n d  do n ' t j u st pl a n  f o r  i t. "  One w oma n  al so suggested tha t  th ey di d 

practi cal j obs for speci f ic f aci l iti es so th ey co ul d "see w here o ur 

mo ney goes" .  

Th e w omen d i d a l ot of  th e "practi cal tasks for comm i ttees".  Mrs C. 

a moth e r, expl ai ned : 

Th e  women do a l ot of more pract i cal  th i ngs, I feel . 
Th e  me n are ofte n on  corrmi ttees  a bo ut f i nan ce a n d  
th i ngs 1 i ke th at. 

She co nti n ue s :  I '  m not o n  a comm i ttee now a nd 
beca u se I need a s itter at ni ght i t  doe s  m a ke i t  
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d i ff i c ul t. And I can do th i ngs - th e wana nl y  sort 
of  th i ngs 1 i ke ba ke ca ke s or kn i t  booti es o r  
saneth i ng - w i tho ut goi ng o ut o f  th e  ho u se. 

Th e women tal ke d a bo ut th ei r work a nd how it h ad ch ange d .  In th e 

ea rl y d ay s  th e  moth ers h el pe d  set u p  nett se rv i ce s a n d  worked i n  

th ese . Th ey  were al so o n  comm i ttees :  

W e  h ave pai d h el pers now - th ey h ave canm i ttee s now 
and th ey ca n f i nd th ei r words better - th ey pl a n  
th i n gs now .  

If I ea n ,  I rai se a 1 ittl e b i t o f  1T19ney for th e 
worksho p a n d  I b uy scme th i ng that sh e wa nt s .  L i ke, 
we bo ugh t a cl ock for th e w al l and some pi ct u r es 
tha t  went i n  th e foy e r  u p  th ere. 

And I do n ' t get tal ki ng the same proba bl y .  I sti l l 
go to for 1 unch time d uty . 

I do the sho p  regul a rl y . 

How ev er, many of th e tasks th e wcmen ca rri ed o ut  seaned to be o n  the 

f r i n ge. The men got o n  the i mporta nt canmi ttees and th e  w cme n  " ba ke 

th e ca ke s" .  It w as someti mes d i ff ic ul t for wcmen to get to comm i ttee 

meeti n gs.  " It' s d i ff i c ul t, i f  yo u are ti red,  to focu s  yo u r  e nergi e s  

o n  a commi ttee meeti ng. " 

It  m ay be d i f f icul t for th e moth ers to take on  execut i v e  po si ti ons  o n  

canm i ttees, a s  ma ny were worried  th a t  th ey  di d not h ave  th e  s k i l l s  

ra::j ui  red to do th e j ob .  Moreov er, i t  w a s  often  di f f icul t to sw i tch 

rol e s  f rom scmeo ne who  w a s  at home al l d ay to a rol e wh ere th ey were 

expected to a tte nd l ots of meeti ngs a nd go to co nf erence s, etc. Th ey  

m ay not h av e  h a d  the time to d o  th i s  o r  th ey m ay h ave  f el t  th ey  co ul d  

not do i t. Men often i nco r po rated th ei r comm i ttee tasks w ith th e 

w ork  th ey w ere 

bel o nge d to. 

doi ng d uri ng  the d ay or  w i th other gro ups th ey 

Some wcmen fel t  i sol ated o n  the commi ttees a s  

f ra::j uently th ey  were the o nl y  w oma n  o n  a convni ttee. 

Once a woman w as on th e comm i ttee th e men may h av e  made i t  v ery 

d i ff i c ul t  f o r  her  to be a n  � ual team m an be r. The me n m ay h av e  a s ked 
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her to ca r ry  o ut "ty pi cal f an al e  tasks " .  Mrs I.  a mothe r, tol d a 

very i nteresti ng story abo ut th i s :  

Wel l ,  I went to th e comm i ttee meeti ng. I was p ut 
o n. I we nt to my f i rst canm i ttee meeti ng and  whe n 
w e  got there th e men sat dow n a nd sa i d, ' Oh, it  
wo ul d be  ni ce to h av e  a cu p of  tea .  1 And o ne of th e  
wanen got up  a n d  made a c u p  o f  tea. 

I the n we nt the next week, or month, whe never i t  
w as, I ca n ' t rananbe r .  It w as som eti mes o nce a 
f ort ni gh t, sanetimes i t' s o n ce every th ree weeks, 
som eti mes� you know , it ' s been  al l di fferent t i mes. 
A rryw ay, I went to the next meeting  and I real i sed 
th at i t  w as q ui te - I th i nk th ere were o nl y  th e tw o  
o f  u s  o n  - that i t  w a s  q ui te o bv io u s  that I was  
expected to make th e te�. And I h ad come f ran __ 
wh ere, i n  fact, w e  al l sh ared whe n we  were 
comm i ttees beca use I h ad been  on committees  si nee, 
you know,  and I h ad bee n on the Soci al Se rv i ce s  
Comm i ttee i n  , you see. W here w e  al l sh ared i t  
a n d  certai nl y  you di dn ' t  get u p, m i s s  h al f  th e  
meeti ng m aki ng cups  o f  tea for th e men w ho th en 
sto p ped th e  meeti n g, h a d  a cu p of tea a n d  then got 
on w ith th e meeti ng a nd y o u ' d m i sse d  al l th e pa rt. 
A n d  i f  yo u a s ked a q ue stio n th ey  sai d ,  ' Oh, we ' v e  
d i scusse d  al l th at. 1 So, before I h ad to get u p  to 
make th e  tea I sai d to th em, ' I ' m q ui te h a p py to 
make th e tea toni gh t. I real i se th at th i s  i s  
expected of me.  B ut next time I cane I sh al l expect 
one of you  to make i t  a nd I w o ul d pref er th at we 
ei th e r  h ave th e  tea before th e meeti ng  or  after th e  
meeti ng, beca use w hoev er goes o ut to th e k i tch en 
can not po s si b l y  hea r what' s goi n g  on i n  h ere  a n d  th e  
reaso n I ' m  o n  th i s  commi ttee i s  t o  know w hat i s  
goi ng  o n  i n  the branch a n d  to be i nvol ved i n  al l th e 
deci si o n- maki ng. 

AND WHAT HAPPENED ? 

Th ere w as a deathl y hush ! A bsol utel y a deathl y 
h u sh ! A n d  wo ul d you bel i eve i t, we never h a d  a c u p  
o f  tea f ran th en o n !  

Ma rry wanen bel i ev ed th at th e w ay comm i ttees a re orga ni sed m ust be 

cha n ged b ut a n umber f el t  ove rwh el me d  at  the n um ber of cha n ge s  tha t  

w ere  req u i red t o  "m ake th i ngs better".  Th ey  tal ke d a bo ut h ow  wanen 

w ere not necessa r i l y  ma ki ng  l a sti ng  cha n ges beca u se ofte n if a w ana n  
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came of f a comm i ttee sh e m ay not be re pl aced by a no th e r. S ev er al of 

the women w ere  co nce rned a bo ut th i s  i ss ue a nd th e w ay women w ere "p ut 

dow n o n  comm i ttees" .  Th ey were of the o pi nio n that "th ey ca n stil l 

o nl y go so f a r  beca use th e men a re a bov e  th an .  11 

I d i s covered the n that des pi te th e  f r eq uency a n d  i nten si ty of 

vel unta ry work w omen d i d, th ey co ul d sti l 1 feel worthl ess.  Th e  pa i d  

workers al so experienced th i s. 

Feel i ng Worthl ess 

Th ere w ere  n umerous comments  i n  th e women' s stor i es w h i ch show ed how 

wome n  m ay be v i arted a s  th e ' other sex '  and th ei r  rol e s  a n d  activ i ti e s  

dev al ued .  Th ese th anes emerged w hen w om e n  tal ke d a bo ut t h e  deci s i o n

ma ki n g  practi ce s  of th e  Orga ni sa ti o n, an d when th ey  g ave th ei r 

impr essi o n s  of th e mech ani sm s  th e O rga ni sati o n  used to mai nta i n th e 

statu s q uo .  Al l o f  th e  wome n  tal ked i n  deta i l  a bo ut th e  f uncti o ni ng 

of th e O rga ni sati on .  They were a bl e to l i nk th i s  to  thei r 

expe r i e n ce s  o n  a da i l y  1 ev el i n  ho u sehol ds a n d  i n  f am il i es .  

Ma ny women tal ke d a bo ut groups  o f  men form i ng a n  "el ite" both w i th i n  

bran ches a n d  o n  a natio nal 1 ev el .  Th ey  comme nted that th i s  gro u p  m ay 

make most of th e maj or deci si ens.  Someti mes th ese deci si ons w ere  

ma de o ut si de f o nn al meeti n gs .  One woma n  ranarked : 

• • •  it ' s th e Di rector, whatev er he ' s cal 1 ed - th e 
Pre si de nt, th e V i ce- Pre si de nt - a n d  I wo ul d say o ne 
o r  tw o  men w ho do h av e  th ei r ea r, th at I woul d name 
but wo ul d prefer not to, eve n i f  th ey do n ' t - yo u ' re 
not go i ng to. 

Women may be treated ba dl y by th ese men. Mrs I, a moth er, who h ad 

bee n i nv ol v e d  i n  comm i ttees el a borated : 
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Ye s, I th i nk th e  w cxnen o n  th e  whol e, pa rti c ul a rl y 
th e ones  w ho go th rough as Presi de nt s, are al l 
excel l e nt wcxnen b ut I th i nk sane of th em do n ' t i n  
f act - aren ' t a s  a sse rti ve  as  th ey sho ul d be o nce 
th ey  get to that poi nt. Th ey  pres una bly  are i n  
th ei r ow n br anch or el se hC7t11 do th ey ev er becom e 
Pre si de nt?  B ut whe n th ey  act u al l y  go to mee ti n gs 
a nd AGMs a nd th at sort of th i ng, I ' m  al way s  v ery sa d 
at  how f ew  of th em w il l  act u al l y  s peak o ut. An d yet 
we  meet th em soci al l y  af terw a rds a nd th ey 1 re al l 
f ul l  of - b ursti ng  w i th i dea s.  

Wcxnen'  s act i v iti es m ay be o bse rv ed a nd moni tored cl o sel y by th e IHC. 

If th i n gs di d not work  o ut w el l  for the eh il d /a d ul t w cxne n  ofte n took  

th e bl ame. The pa i d  worke rs h ad a n  i nte nse f eel i ng for th e moth ers 

a n d  a l ot of res pe ct. Mo st bel i eved that w cxne n  wheth e r  i n  th e hcxne 

or  o n  th e comm i ttees f req ue ntl y got a "rough deal "·  It w as ge ne ral l y  

th e  w cxne n  who we nt to th e  meeti ngs a bo ut th e  ch il d a n d  w h o  were asked 

to run a ny programmes for th e eh i l  d :  

Ye s, urn, mo stl y th e moth er b ut th ere were a 
o f  meeti ngs w here both pa rents  attende d .  
us ual l y  when bo th atte n de d  i t  wo ul d be th e  
th at s po ke most .  

n um ber  
B ut 

moth er 

Th e moth ers e nsured th at th ei r ch i l dren/adul ts were rece i v i ng 

adeq uate care eve n whe n  th ey h a d  1 eft hcxne a n d  wer e 1 iv i n g i n  th e  IHC 

f aci l iti es w here oth er peo pl e were respo nsi bl e for th ei r ca re. 

Wcxne n, i t  seemed, were never a bl e  to rel ax a bo ut whether  th ei r  

eh i l  dr en/a dul ts w ere getti ng w hat th ey neede d .  It  w a s  a 1 ifel ong 

co ncer n .  Yet des pi te th i s  concern, very few w cxne n  f el t  th ey had bee n 

gi v en a ny credi t for th e work  th ey had do ne . 

It a p peared to th em that me n were ofte n v al ue d for  j ust bei n g  me n, 

w hereas wcxnen h ad to "prov e  th emsel ves". Som eti mes too, these men 

got to the "to p very q ui c kl y " and took on key po si ti o n s  es peci al l y  

o nce status was a ttach ed to them, such a s  ce rta i n  comm i ttee 

po si tions .  
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� n, accor d i n g  to th e w ane n  i nte rv i ewed, were i ncrea si ngl y r emoved 

f ran th e da i l y real i ty  of ca ri ng for peo pl e w ith i ntel l ect ual 

di sa b i l i ti es becau se tas ks asso ci ated w i th  ca r i ng di d not h ave  a h i gh 

v al ue . Women di d th e "beh i nd th e sce ne s  w ork" a nd w ere al w ay s  

w ai ti n g  f o r  me n to make a n  i mporta nt deci sio n o r  f i n i sh a task  so 

th at th ey co ul d th en ca r ry  o ut thei r work.  Beca use wanen  may be 

v i ewe d  nega t iv el y  and def i ne d  as bei ng "emo tio nal " and  "a i ml ess" 

th ei r i de a s  w ere often not take n se r i o usl y .  

Ma ny  of th e w ane n  f el t  tha t  th ei r  goal s were more real i sti c, for  

exam pl e :  

Women h av e  h ad th e model serv i ces .  __ i s  a n  
exam pl e. She got i t  off the gro und - th e  1 ea der sh i p 
has  come f ran wanen w hen w e  a re tal ki ng a bo ut act ua l  
se rv i ces.  r.'e n  a re n ' t  real l y  i nterested i n  th i s 
they h av e  great i deas  but forget a bo ut the pract i ca l  
deta il s.  

Th ere h av en' t bee n  so many o ut sta ndi ng men. I h o pe  
I ' m  not bei ng  too b i a sed,  b ut d o  th ey  act ual l y  si t 
dow n a nd th i nk th ey may hav e  th e w rong goal s ?  
Sometimes th ey a r e  v e ry  na r row a n d  si n gl a-mi n ded .  

Th ere w as a co ncern th at some of  th e IHC'  s goal s w ere too i deal isti c 

a n d  d i d not ta ke c urre nt co n di tio n s  i nto acco unt. How ev e r, i f  wane n  

bro ugh t th i s  up they may be accused o f  be i ng pe ssi m i sti c. 

o pi ni o n  w a s  not v al ued .  Mrs D. a pai d worke r, expl ai ne d  th i s :  

I ' m  w onde r i ng 1 f  w e  sho ul dn ' t  go back or  sl ow dow n 
and  be more practi cal  - that th ey w il l  l ea rn b ut 
th ey ' l l  l earn  sl ow l y .  I someti mes wonde r  i f  w e  
h ave n ' t  beccme too ccm pl 1 cate d  f o r  staff  o ut th ere 
i n  th e serv i ce s  a nd th at - it ' s 1 i ke, you know , 
th ree o r  fo u r  y ea r s  a go, goi ng a n d  doi ng  a 
v al ua ti on, w here proba bl y trai ni ng became - I ' d u se 
th e  word  ' a  l i ttl e b i t more profes sio nal ' ,  b ut I 
q ue st i o n  th at word ' prof essi onal ' com pa red to the 
rest of New Zeal an d  w h ere staff are runni ng a ro un d  
w i th wonde rf ul gl ossy programmes but a r e  th ey de i ng 

Th ei r 
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a ny th i n g?  And the sta n dard of care was  poor ; th e 
home w as grubby ,  th ey di dn ' t bath beca use th ere w a s  
a m i s un dersta n d i n g  by staff say i n g, ' Wel 1,  th ey ' ve 
go t  choi ce s  a nd r i gh ts and th ey ba th w hen th ey 
want  • . .  ' 

One th i ng I do noti ce f rem pa rents, and I do n ' t 
bl cme th em, i s  that th ey ' v e h a d  so ma ny - that w i th 
each s ucce ssi ve  ge ne rati o n  b r i gh t  u psta rts come 
al o n g  and  say, 'We sho ul d be doi ng  th i s  or tha t  a n d  
th e oth er'  - th ey '  r e  j ust so un sure a bo ut th e IH C. 
A n d  th ey ' ve bee n tol d so ma ny d i f ferent stories  tha t  
th ey '  re a bi t sh aky and w ant t o  take th i ngs a bi t 
sl ow l y, sometimes start • • •  pa ti ent. I w i sh we co ul d  
w i pe o ut som e of th e ba d th i ngs th at h av e  h ap pe ne d  
t o  th em. 

Th i s  l eads us o nto a di scuss i o n  of women' s i nvol vement i n  th e 

deci sio n-maki ng  processes of th e Orga ni sa ti o n .  

Deci s i  o n- Maki ng Proce sse s  

Al tho ugh th e IHC w as sta rted by a group of pa rents  a nd m a ny  peo pl e 

stf l  1 cal l e d i t  a pare nt s '  orga ni sa ti o n, some of th e  moth er s  f el t  

th ey j ust "get i n  th e w ay "  a nd w ere not e nco ur aged to take a n  act i v e  

rol e i n  "th i n gs that matter" .  It  seemed tha t  in  some i n stances  th e  

Orga ni sa ti on bel i ev ed i t  sh oul d i nvol ve th e pa rents but th ey real l y  

were a " b i t  o f  a n u i sance " .  Deci sio n-ma ki ng processes ofte n o perated 

to excl ude women a nd al tho ugh some of th e women fel t th ey ca ul d 

eh al l e n ge th e  Orga ni satio n ' s goal s a n d  practi ce s, o th ers w ere 

co nf used a nd bel i ev ed th ey real l y  were not i nv ol ved a nd i ncl ude d  i n  

the se act fv f ti e s. One of the pai d workers poi nted o ut that al thou gh 

i t  w as not al w ay s  esse nti al th at pa rents be act i v el y  i nvol ved i n  the 

Orga ni satio n,  i t  w a s  im porta nt for th em to be i ncl u de d  i n  deci sio n s  

th at woul d h av e  i mpl ica ti ons for th ei r da i l y  l ives.  Ma ny women 

cl aime d  tha t  th ey  w ere "not i nformed, l et al o ne bei n g  i nvol ved i n  

deci si ons .  " 
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Mrs M, a pai d worke r, stated that o ne of h e r  m aj or im pres sions  of th e  

O rga ni sati o n  w a s  th at there w ere:  

l ots  of co nf rontati onal ki nds of si tua ti ons betw een 
B ra n ch and Na tio nal • • •  th i ngs to do w i th pol i cy 
ch a nge s a nd stuf f 1 i ke th at • • •  un prof essi o nal 
atti tu de s  and bad c01m1 uni cation  bo th w ay s. 

Women a nd th ei r f am il i es co ul d be total l y  unaw a re of "w hat i s  go i ng 

o n "  a n d  some times heard  a bo ut th e  Orga ni sa ti o n ' s activ i ties f rom 

so urce s  external  to th e IHC. 

Th e women sa i d  th at ev en 1 f  th ey were not aw a re of w h at w as "go i ng 

o n "  i t  w a s  often  better to "kee p q uiet a n d  not ma ke a f us s  or rock 

the boat. " Mrs N. a pa i d  w orker, tal ked a bo ut th e f rustrati o n  sh e 

experi ence d  whe n w ai ti n g  for deci sio n s  to be ma de · a n d  the n wai ti ng to 

be tol d a bo ut th e o utcom es • 

• • • hav e n ' t act ual l y  g:>t th e pow er to do i t. Where 
yo u need a s i g nature on a doc une nt to procee d .  
L i ke ,  we h av e  g:>t a f aci l i ty  th at w e ' ve g:>t, th at 
w e '  re ready to o perate, that w e ' ve got the staf f, 
w e ' ve g:>t th e peo pl e. We' re ready to go ahead a n d  
yo u si t a ro un d  f o r  tw o  mo nth s  a n d  w ai t  f o r  a 
s i gna tu r e  o n  a pi ece of pa per .  It ' s r i di cul o us .  

Mrs I ,  a moth e r, h a d  a sim i l a r  v i ew :  

• • •  I w o ul d 1 i ke to know w hat' s go i ng o n  i n  IH C. I 
w o ul d l i ke to be more i nvol ved at bran ch l ev el 
w itho ut h av i ng to go on  th e commi ttee - I th i nk 
tha t ' s v e ry  sa d that w e ' re not i nv ol ved  • • •  so tha t  we 
co ul d ev en  know w hat th ey ' re th i nki ng • . •  

Wome n h ave to p ut a l ot of effort i nto f i n di ng  o ut 
1 w hat i s  go i ng o n ' . We j ust do n ' t h av e  bra nch 
meeti n gs .  If yo u '  re not o n  the commi ttee yo u do n ' t 
know w hat' s go i ng o n  • • • •  I j ust don ' t get a ny 
i nfo nna ti o n . The o n l y  rea so n  I go t  i t  th e  f i rst 
y ea r  af ter I 1 ef t th e comm i ttee w as beca use I w a s  i n  
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the off i ce doi n g  v ol unta ry w ork  and  I was  o n  
se rv ice s. An d th e day I stopped that I h av en ' t see n  
th e  m i n ute s.  I h ave n ' t h a d  a new sl etter o th e r  tha n  
th e IH Rev i ew w h i  eh i s a bo ut the w ho 1 e of New 
Zeal and,  and  real l y  i t' s  al l c ut and  dried by th e  
ti me i t ' s p r i nted i n  th ere. It ' s  al l very wel l to 
say , ' Se n d  u s  l etters ' .  B ut yo u h a dn ' t sat o n  that 
commi ttee - I know it ' s al 1 been  di scussed a nd 
th ey' re o n  to some th i n g  el se now, a n d  i t' s  u nl i kel y 
to be res ur rected . So ce rta i nl y  i n  th e 7 0s th ere 
was more i nvol v ement i n  the bra n ch • • •  

Many women bel i ev ed that th e O rga ni sati o n ' s s iz e co ntri buted to th e 

pro bl ems a bo ut deci sio n-ma ki n g  a n d  receiv i n g i nfonna tio n .  

Mrs F. a pa i d  worke r, i n  h e r  di scussi o n  o n  women' s rol e, cl a i med 

that : "I do n ' t th i n k  th ey  often get th e recogni tio n, promotio n, from 

New Z eal and Comm ittee, etc. th at th ey need to • • • 11 S h e  tal ke d a bo ut 

a v e ry  sm al l  gro u p  ma ki ng  deci sions : 

Our v ery burea ucrati c acin i ni str ati v e  a nd f ina nci al 
systems.  It seems to get i n  the w ay of a l ot o f - I 
mea n th ere' s th e p ul l betw een t ry i ng to get a 
central i se d  a cin i  ni stration/f i nan ci al sy stem a n d  
q ual ity se rv i ce .  

Women ofte n  found i t  di ff icul t to co nf ront the bureaucr ati c 

mech a ni sms of th e Orga ni sa ti o n  a n d  were ma de to "feel g u i l ty "  i f  th ey 

di d th i s. Th ey  were g iven s upe rf ici al excuses 1 i ke "It' s the way i t  

h a s  t o  be ".  I t  w a s  a real concern for the se w ome n  a n d  ma ny 

ref erence s  w ere made a bo ut burea ucr ati c a nd com pl ica ted deci si on

ma ki n g  proce s se s. ''Too much pa pe N ork, too ma ny meeti n gs, that ' s the 

probl an .  What a bo ut th e peo pl e? " "Th ere a re not e no ugh get

toge th ers ; i t' s too b i g now. " 

It w as my i mpressi on  th at for th e ol de r women someth i ng h ad bee n  l ost 

and  th ey  f el t  sa d a bo ut th i s. It a p peared a s  i f  " bi g "  mea nt 

i nef f ici ent a nd i mpe r so nal . Some of th e q ual i ty  and cl ose ne ss of 

peo pl e seemed to h ave bee n l o st a s  th e  Orga ni sa ti o n  had  grow n.  ''We 

do n ' t hea r  abo ut th i ngs 1 i ke we used to, i t  seem s  th ey do n ' t h av e  

time for us . " "Th ey sho ul d ask  us beca u se h e' s  sti l l  o ur so n. " 
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Th e  w ome n  w ere f r eq ue ntl y cri ti ci sed for bei ng "hy persen si tive " i f  

th ey ch al l enge d  deci si ons.  Mrs C. a pa i d  w orker,  had seen th i s  

hap pe n  to w ome n  i n  th e  IHC : 

• • •  I th i nk th ey 1 re often i nformed of th an w hen 
th ey '  re  rea dy to be ma de or th ey h ave  al rea dy bee n 
made .  I do n ' t th i nk there' s e nough i nf ormati o n  
pri o r - I th i n k  i t  often  comes t o  crunch time before 
pa rents a re i nvol v ed .  I do n ' t th i nk there' s of te n  
e no u gh an pha si s o r  un dersta n di n g  th a t  pare nt s  are 
often  hy  pe rse ns1 t1v e, perhaps ov er- protect i v e  a nd 
th ey  are  v i ewe d  a s  v e ry  v ul nera bl e, a n d  perhaps  th ey 
do need a l ittl e b i t more ti me. It ' s a bi g step for  
a pare nt of an  IH a d ul t who for  years h a s  worke d  o n  
th e ba si s th at th ei r of fspr i ng i s  go i ng to need 
protectio n and  gu i dan ce al l th ei r 1 i f e, to sud de nl y  
be tol d . • .  

Women may not h av e  a ch a nce to tal k a bo ut th ese feel i ngs . Mrs L,. a 

pai d  w or ke r, bel i eve d  that not eno u gh time we nt i nto discus s i n g  

1 ssue s  before deci si o n s  w ere  made : 

• • •  Yo u tend to si t round a nd get tol d w hat' s 
h ap pe ni n g  a n d  perhaps  p utti n g  i n  the odd  comme nt o r  
a n sw e r  a q ue st i on - th ere real l y  i sn ' t time for 
di scus si o n .  Th i s  i s  w hy th i n gs get passe d  w i tho ut 
us know i ng beca use we do not tal k a bo ut th i ngs often  
e no u gh. 

Mrs c,. a noth er pa i d  w or ke r  , sugge sted th at th e know l ed ge  women h ad 

w a s  not v al ued a n d  tha t  th e  "grassroot s "  experience di d not i nform 

maj or  deci si ons.  Ma na gement sel dom aske d for th e opi ni o n  of peo pl e 

w orki ng  o n  a gras sroot s 1 ev el .  She comme nted : 

• • •  but th en I th 1 nk th i s  i s  someth i ng th at proba bl y 
h a p pe n s  w i th i n th e  soci ety too.  Th ere are peo pl e  a t  
ground 1 ev el - and groun d 1 ev el I woul d say , th e 
peo pl e w i th i n th e  faci l i ti e s - are n ' t al w ay s  a s ke d  
f o r  th ei r opi n 1 ons  o n  h ow  th e f aci l i ty  sho ul d be 
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r u n, m ay be, or  i f  a n� b u il di n g  i s  goi ng  u p  o r  
pe rh aps h ow  i t  sh oul d be - I th i nk pe rh aps there ' s 
been some 1 ac k of util i si n g  th e experience and  the 
know l edge of th e peo pl e w ho a re. 

Mrs D. a pai d w orke r, suggested th ere were not eno u gh 1 i n ks betwee n 

"se rv ices" a nd m ana gem ent :  

I th i nk i f  I w as honest a bo ut i t, I s uppo se th e 
deci sio n s  are ma de by o ne or two or three peo pl e. 
I ' d 1 i ke to th i nk w ith th e Regi onal Di rectors i n  
pl a ce - a n d  th ey '  re th e  ma na gane nt team - that 
th ey '  re  th e ones  th at real l y  sho ul d be maki ng th e 
deci sion s or  mak i n g  the deci sio n s  that need to go u p  
to N �  Z eal and Comm i ttee for co nsi de rati on.  B ut I 
stil l do n ' t th i nk th ere ' s e no u gh l i nk  i n  that 
p roce ss w i th th e adv i sory si de of  th e Soci ety • • •  

Th e se wome n  an ph a si sed th e  importan ce of deci sions bei n g  ma de w i th 

" i n put f rc;m l ocal peo pl e not j ust N� Z eal and Commi ttee" beca use th i s  

i s  not re pre se nta tive of care g ivers '  o pi nio n s  a n d  experience s .  

Th ere was n o  poi nt "el de rl y men m aki ng deci si o ns" w hen th ey di d not 

know what the dai l y  1 ives of w ome n  were 1 i ke. Wome n t al ked a bo ut how 

m a na gement di d not al way s  unde rsta nd th e i nterests of peo pl e w i th 

i nt el l  act u al di sa b il i ti e s . Th ey  ofte n i gnore d wane n1 s o bse rva ti o n s  

a bo ut th i s  process.  Th e wanen sh a red many exam pl es of th i s . Mrs o. 

a moth e r, s umma ri sed these v i ews :  

al l ow ance h as bee n  cut dow n. Th i s  i s  w hat i t  
i s. And  yet th ey  go and b uy al l these ho u se s. And  
th at' s w here you  f i nd a l ot of  th e peo pl e th at gav e 
to th e  i ntel l ect u al l y  han di ca p ped, i na smu ch a s  
bow l i ng cl u bs a nd Rota ry and th at so rt of th i ng. In 
fact, I know a Mr who v i  si ted - he was at 

Ho use but he ' s now at Wel l ,  i t  m ust be 
a r el a tive or some bo dy who cares for  h i m - a co u pl e.  
Th ey worke d  v ery hard, Mr d i d, to get a v an up  
a t  th e ho stel and i t  was  to be  use d  f o r  and  
th e resi de nts to take th an o ut .  And a bo ut two or  
th ree mo nth s  1 ate r, or a f� mo nth s  1 ater th ey sol d 
th e van  beca use th ey were sta rti ng th i s  q ua rter of f 
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th e  co st of taxi s busi ness, a n d  M r  w a s  v e ry 
a ngry .  He sa i d  nev er aga i n w o ul d h e  ev er get th ei r 
Rota ry Cl u b or  whatever i t  w a s  to do a ny th i ng. If 
y o u  g i v e  to th e i ntel l ectual l y  handi ca p ped y o u  g ive  
i t  to the w el fare of  th e re  si de nt s. Yo u do n ' t - al l 
th e h andi ca p ped peopl e - ch i l dr en, adul ts or  ba bi es 
or whatev e r  - yo u do n ' t  g iv e  i t  to th an to buy a 
$160,000 house i n  or an $80 , 000 sect i o n  o n  the 
corner h ere that no bo dy had  bo u gh t  for  a y ea r - i t' s  
nev e r  bee n  bui l t  on  before. And  then th ey ' ve go ne 
a n d  do ne that.  So  that' s w h er e  - at  o ne time I ' d 
h av e  ke pt q ui et abo ut i t - b ut now I do n ' t damn w el l 
car e. I ' m  too ol d l  

One of th e moth ers, Mrs C, w ho h ad a l ong a ssoGi ati o n  w ith th e 

Orga ni sation  bel i eved that these i ss ue s  were f un dcrne ntal to th e 

o n go i ng dev el O Jlllent of th e O rga ni sati on  a nd m ust be co nf ranted. 

She cl a ime d  that l on g  ran ge go al s co nfl f ete d w i th th e  practi cal 

real i ti es a nd th at som eti mes pa rents f el t  money was be i ng s pe nt i n  

th e  w rong  pl a ces : 

• • •  becom i ng property bi 1 1  iona i res. B ut th at money -
th ey  o u ght to beware - be ca u se tha t  mo ney ' s g ive n  to 
th e i ntel l ect ual l y  handi ca ppe d  - i t ' s not g iven  so 
th e  Soci e ty  can be come pro perty m il l io nai re s. 

A 1 ot of th e women w ere  begi nni ng to ch al l e nge th ese i ss ue s. Th ey 

sai d th ey real i se d  i t  w a s  im porta nt to i nv ol ve  o th e r  w ome n  a n d  to 

cl ea rl y i de nti fy w hat th e i ssue s  w ere. Mrs. D.. a pa i d  worke r, 

sugge sted tha t  w ome n  m u st conti n ual l y  ch al l e n ge w hy deci sion s w ere 

"to p-dow n" . She stated : 

Th ere' s a b i t  of a gul f betw een th e h i erarchy ( a s  w e  
cal l th em - say,  Na tio nal Off i ce o r  someo ne ) a n d  th e  
peo pl e w ho are  act ual l y  worki ng ev ery day w ith IH 
peo pl e. 
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Th e  w ome n  rel ate d  ma ny stori es  that des cri bed th e w ay s  i n  w h i ch th e  

O rga ni sati o n  tr i ed to pe rsua de wanen that th ey had ch ance s to 

pa rti ci pate i n  th e m aj or deci sio n-ma ki ng process.  A ty pi cal canme nt 

w as :  

Th ey pay 1 i p  serv ice to al l ow i ng f eed back  a nd I ' m  
s ure th ey  say - 'We' l l  get th em to do th i s  .. but a s  
l ong a s  th ey do i t  th e w ay we w a nt i t. ' Th ey  say 
i t' s  o k ay.. th ey ' l l  f i t  i nto o ur sy stem, we know 
th ey ' l l  see to th at. If we cr i ti ci se we get 
sq ua shed o n  that beca u se that does n ' t f i t  i n  w i th 
th e wonde rf ul sy stem th at' s set up  for th em.  

Mrs c. a moth e r, who had bee n i nv ol ved i n  th e  Orga ni sa tio n for ma ny 

y ea rs s ug ge sted th at i t  w as h ard to show how wanen w ere  treated 

beca u se peo pl e exter nal to the Orga ni sa tion  bel i eve d  th a t  eve ryo ne 

bel ongi ng to th e IHC h ad a co nse nsus of o pi ni o n. She sh ared sane 

perso nal expe r i e n ces  a bo ut th e  u nf ai r trea tme nt sh e received when sh e  

tr i ed t o  ch al l e nge th e O rga ni sati on.  She w a nted to sl ow th e ch ange s 

dow n beca u se sh e was  concerned that th e  Orga ni sa tio n h a d  not f ul l y  

though t  o ut the i mpl ica ti ons of normal iz ati o n  a nd i ntegrati o n  

pol i ci es .  Mrs C ch al l enged th e  ass um ptio n that th e se pol i ci e s  wo ul d 

nece ssa r i l y mean a n  i mprov ement i n  th e q ual ity of 1 ife  for peopl e 

w i th i ntel l ect u al di sa b il i ti e s. Sh e was worri ed a bo ut the extra 

pressure th i s  pl aced on wan en. 

Anoth er wanan, Mrs r .. a moth er, had a si m i l ar  story w hen sh e tal ke d 

a bo ut her treatment by m al e  canmi ttee m em bers when she tri ed to 

ch al l enge th ei r dom i na nt v i ew s. She remarke d :  

Wel l ,  u nfort u natel y, I thi n k i t' s  ma de by a gro u p  of 
me n at N ati o nal . And th i s  doe s  d i st u r b  me beca use, 
as you know, I ' ve sat on the Pre si de nt s '  meeti n gs, 
I ' ve sat at th e Serv ice s '  meeti ngs a nd, wel l , I 
wo ul d say o n  occa si o n s  i t' s  bee n q ui te cha uv i ni sti c .  
May be not a s  ba d at  th e end a s  it  was at th e 
begi n n i n g  but o ne had  to be - I th i nk th i s  i s  w hy I 
w e nt so w el l  prepa red. An d w o ul dn ' t  o pe n  my mouth 
u nl ess I h a d  . • •  
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Ye s, def i ni tel y .  And  i f  I p ut fo rward - I h a d  to  
h av e  - where a man  co ul d say someth i ng a nd i t  w o ul d 
be discusse d  i rrme di atel y, i f  I p ut i t  f o rwa rd th ere 
woul d be al l th e nega ti ve react i o n  before y o u  w o ul d 
get a po si tive o ne, o r  1 �1ay be perh a p s  we sho ul d be 
th i nki ng a bo ut th at' . And th at w a s  v ery obv i o us 
ma ny a time • • •  

Even  w hen I w as i nv ol ved i n  Serv ice s  a nd w i th th e 
Pre si de nt s, I w a s  q ui te s ure that I sti l l w as n ' t i n  
th at i nne r ech el on .  

Anoth er w om a n, Mrs o, a pa i d  w orke r, rei nforce d- th i s  v iew w hen sh e 

corrme nted : -

I 1 d 1 i ke to th i nk i t  w o ul d get better for women.  I 
do n ' t  know w e ' l 1 ev e r  see the day, a s  l o n g  as  I ' m  a 
woman th at th ere woul d be 'bt o  w om en si tti ng a t  th e 
ta bl e w i th me. I do n ' t th i nk - I th i nk tha t  wo ul d 
take a w h i l e for th at to h ap pe n  i n  th e Soci ety . B ut 
I know I ' m  d i f fere nt a n d  I know I ' m  d i fferent  whe n I 
s i t o n  th e management team . But I ' ve al w ay s  found  
that d ifferent becau se s ince I ' ve bee n i n  IHC I ' ve 
al w ay s  worke d  for a man  a nd I ' ve nev er - it  nev er 
cea ses to amaze me what they co n si der to be a 
probl an .  I m ay see i t  a s  a probl an but I do n ' t 
conce ntrate o n  i t. I '  1 1  deal w i th i t  o r  i t' 1 1  go 
aw ay and  I ca n ' t s pe nd hours over tal ki ng i t  
th ro u gh. 

Th e women tal ke d a bo ut how much work th ey had to do i f  th ey were to 

change th e i m pres sion s  th e  IHC h a d  of th em. 

cl ea rl y po rtr ay ed by Mrs I, a pa i d  w orke r :  

Th i s  v i ew  i s  ve ry 

He sai d the o nl y  good a p pl i ca nt s  were wane n  a n d  h e  
so unde d  a s  i f  he w as q ui te regretf ul abo ut that, 
wh ereas I w a s  th i n ki ng ,  ' Oh goo d, o ne u p  for  w ome n l 1 
I ' m not a rad i ca l  fan i ni st but I certa i nl y  am a 
great bel i ev er i n  w ome n ' s ri ghts a n d  so I f el t  th a t  
w as goo d .  
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The canment by th e  m al e  i n  th i s q uota ti o n  suggested to Mrs I tha t  

w an e n  d i d not h av e  th e same ki nds o f  abi l iti es a s  m e n  a nd f o r  th i s  

reaso n th ey w ere not e n co ura ge d  to be i nvol ved i n  th e  " i n ner 

ech el ons".  Men e nco uraged th e a s s un pt i o n  th at th ey were th e onl y  

o ne s  w i th the s k il l s  to ca r ry  o ut certai n jo bs.  As Mrs I and o th e r  

w an e n  h av e  s ugge sted th i s  ca n be accom pa ni ed by th e bel i ef th at men 

were the o nl y  com petent deci sio n-makers. Part of the pro cess of 

ch ang i ng th i s  w as getti ng acce ss to i nform ati on .  The women tal ke d 

a bo ut th e  d i ff i c ul ty  i n  doi n g  th i s. 

Exch angi ng I nform ati o n  a bo ut th e O rga ni sa ti on 

The w om en d i scusse d  the need for o ngo i ng i nform ati on to do th ei r j ob 

a n d  to keep u p-to-date w i th th e  cha n ges  i n  th e  Orga ni sa ti o n .  Th ey  

tal ke d a bo ut th ei r attan pts to get more i nform ati o n  a nd h �  rece i v i ng 

i nf o rma tion  di d not s po nta neo u sl y  occ u r. Th ey  ofte n had  to " beg  for  

a nd f ight to get i t" .  Som e  of th e women cl ai med th at th ey got "p ut 

d� n "  by th e  Orga ni sa ti o n  when  aski n g  for  i nforma tio n a n d  w ere not 

e nco ur aged to be i nvol ved beca use th ey "a sk too many q ue st i ons".  

Ma ny  of the me n, they suggested, s u p ported the w ay th i ngs were at th e  

p r ese nt t i me a s  i t  w as i n  th ei r ow n  i nterest to do so. For exam pl e :  

• • •  I th i nk th ey real l y  feel tha t  what th ey' re say i ng 
and f eel i ng - th ey m i gh t  h av e  th e ch ance to say i t  
a t  canm i ttee 1 ev el or at branch mee ti n gs - but I 
th i nk they al rrost feel th at th ey ' re be i ng 
patro ni sed,  i f  yo u l i ke. Okay,  w e' l l  h av e  a branch 
comm i ttee a n d  you  ca n say what you  1 i ke ,  but th e 
feed bac k  I get i s  that the deci sions h ave  al rea dy 
been m ade . 

An i m po rta nt aspect of rece i v i ng i nform ati o n  w as be i ng a bl e  to 

ccmne nt o n  i t  a n d  pass th i s  bac k to th e  Orga ni sa ti o n  a s  a form of 

feedba ck. Th i s  w as, as  th e wanen de scr i bed,  not enco uraged by th e 

Orga ni sa ti o n . 
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Th e  w ri tte n Ph i l o so phy a n d  Pol i cy  of th e  Orga ni sa tion < 19 86 )  stated 

th at staf f a nd parents sh oul d be e nco ur a ge d  to g ive  feed back  to th e 

Orga ni sa ti o n .  How ever, ma ny of the wane n  cc:mme nted tha t  th ey  w ere 

not e nco ur age d  to  give  feedback or  i de nt i fy a ny  co nce rns th ey h ad .  

Th ey m ay be "l a bel l ed "  i f  th ey  "can pl ai n too much " .  Cc:mmi ttee s w ere  

someti mes the  onl y  for um  for  bri ngi ng com pl a i nts but  th ese w ere often 

i naccessi bl e to w ane n. Moreover, th ey m ay be threate n i n g  a n d  

ov erpow er i ng  i n  th e w ay s  th ey were orga ni sed .  I t  may be di ff i cul t 

for  w ane n  to ch al l e n ge the so-cal l ed expert s .  

Mrs K. a moth er, de scr i bed h er feel i ngs a bo ut meeti ngs : 

• • •  not al w ay s  a great tal ke r whe n i t  comes tho ugh to 
goi ng to meeti ngs w here you  h av e  th e l i ke s of some 
of th e se for Natio nal or  what ev e r  who stan d  u p  a n d  
g i v e  al l th ese, to me - great i deas  forw ard a nd f i n d  
i t  v e ry  d i ff i c ul t  t o  argue a ga i n st, wh i ch I do n' t  
th i nk i s  al way s  r i gh t  w hat th ey '  re say i ng b ut I do 
f i n d i t  h ard to a rgue agai n st th em. 

Ma ny of th e women cl a i med th at th e O rga ni sati o n  w as not a bi g h appy 

f cm i l y  a n d  a s  o ne sai d : "Th e Na tio nal Exec utive make s  th e  deci sion s  

and tel l s  pa rents w hat to do . "  S h e  w as v ery bi tter say i ng th at often 

the "Hea dq uarters '  acti o n s "  di d not match th ei r  stated ph i l o so phy .  

For exam pl e, sh e el abo rated i n  her comments a bo ut cut s  i n  serv ice s :  

c ut o ut th i ngs 1 i ke bu settes [van s to trans port 
cl i ents i n] b ut th ey buy pro perty . We weren ' t 
a s ke d .  We never knew a ny th i n g  a bo ut i t. Peo pl e  
do n ' t know a ny th i ng a bo ut i t. I went to a sem i na r  
o n ce a n d  whe n I go t  to s pea k th ey  sai d ,  ' Yo u ' v e  h a d  
your  say . S i t  dow n . ' Th at' s i t  • • •  

She tal ked a bo ut ha« th e  i nfonna tion g ive n o ut di d not al w ay s  prov i de 

a "tr ue pi ct ur e  of w hat real l y  i s  go i ng o n . " Pa rent s  w ere ofte n  

f orce d  t o  cha n ge w i th o ut a ny cons ul tatio n .  Sometimes cha nge h a p pe ne d  

too q ui ckl y . Th i s  w as th e v i � of many of th e women I i nterv i ew ed .  

Mrs D. a pai d w orke r, suggested that : 
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I do n ' t th i n k v ol unteers, pare nt s a n d  sane staf f 
agree w i th th e ch ange s but th ey may j ust acce pt i t  
becau se th ey  do n ' t h av e  a choi ce o r  un dersta n d .  

She  f el t  th e si z e  o f  th e Orga ni sa ti on pr ev e nted th ese peo pl e be i ng 

activel y  i nv ol ve d .  She di d not feel comforta bl e w i th 1 eav i  ng  pare nts 

o ut a nd p ush i ng th an to ch ange . She bel i cv ed th at a few y ears ago 

pare nt s were i nvol ved, but now th e  Orga n i sa ti o n  h a d  sanehow l eft th an  

beh i nd a nd a n t.JTi be r  of pa rent s w ere real l y  f ri gh te ne d  a bo ut al l th e 

cha n ges, for exam pl e, normal iza t"io n .  

el se th e Orga ni sa  ti o n  d i d today 

New te rmi n ol o gy a n d  ev e ry th i ng 

i nh i bi ted a l ot of pa rents. 

"Part i c ul a rl y  the pare nts th a t  h a d  son s  a n d  dau gh ters  w h o  a r e  3 0 , 35 , 

40 , and I th i nk sti l l th ere i n  th ei r 5 0 s. " S he say s th ey worri ed 

a bo ut th e  f ut ure ; she wo n dered i f  pare nt s h a d  tr u l y  acce pted cha n ge 

or  be ca use i t  w as so b i g th ey had no o pt i o n  but to do so . Th i s  pa i d  

w or ker bel i eve d  that beca u se sane profes sio nal gro u ps eo ul d be v i ewed 

as "expe rts" ev ery th i ng th ey sa i d  w as see n  as "co r rect" .  Th i s  m ay 

not be so. Sane profe s sio nal gro u p s, for exam pl e me di cal 

pract i ti one r s, a p pe a red to rei nforce each oth er by impl y i ng th at w hat 

th ey  w ere doi n g  was " al w ay s  correct " .  Sh e f el t  th e  Orga ni sa ti o n  

sho ul d be a ski ng pa rent s  for th ei r o pi ni ons, be ca use "w hatev er 

h a p pe n s "  th ey  are sti l l the pare nt s  of that eh 1 1  d. Th ere were f ew  

o p po rtun i ti es f o r  meeti ngs a nd feed back  o n  w hat th e "expe rts" w ere 

doi n g .  Ty pi cal ccmne nt s were : 

Yo u us ual l y  do n ' t see a ny  i nsta nce s w here th ey gi v e  
di rect i n p ut. It' s al w ay s  very ro un da bo ut a n d  ofte n 
i n  nega ti v e  w ay s . They 1 re not aske d, 1 Ri gh t, we 
h ave  a n  i dea .  We' re goi n g  to do th i s, w e ' re goi n g  
to o pe n  a new worksho p, we' re go i ng t o  do th i s. 
Wo ul d yo u l i ke to cane i n  a n d  l et' s tal k a bo ut i t, 
l et' s tel l y o u  a bo ut w hat w e '  re try i ng to do . 1 

Th ey  do n ' t real l y  know what' s h a p pe ni n g  a n d  what 
eh a nge s a re a bo ut • 

. . •  Th ey  tend to get l ef t  o ut .  Th ey ' re l ef t  beh i nd 
a t  th e  mane nt i n  what' s h a p pe ni n g, i n  th e  di rectio n  
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IHC i s  goi n g .  Th ere' s not bee n eno u gh discus sio n 
i nform i ng, l etti ng th an know w hat we ' re try i ng to 
do. 

Th ey '  re go i ng to h av e  to go to pa rents a nd expl ai n 
th i n gs. Th ey ' re stil l th e  pare nt s, th ey want to 
know what' s go i ng o n  a nd th ey m i si nterpr et w hat o ur 
ph il o so phy i s. I ' ve d iscovered tha t  q ui te a l ot, 
q ui te a l ot l atel y .  

Th e  pa i d  worke rs w ho d i scussed how i t  w as i mpo r ta nt to e nco urage a nd 

mai ntai n pare ntal i nv ol v anent were not s ure  how th i s  co ul d  be do ne :  

I get i nto a b i t of a probl an area h ere, beca use I 
b el i ev e  whe n yo u l oo k  a t  th e  Soci ety a s  a whol e, i t  
has  grow n so f ast, you '  re al so tal ki ng a bo ut m ul ti
m il l io n whe n yo u ' re t al k i n g  a bo ut the mo ney area. I 
bel i ev e  th at w e ' re i n  a f unny crossroa ds a rea a nd 
I ' m  not s ure  h ow we ca n retai n - I bel i eve i t' s  
i m po rta nt to reta i n th at pa rent i n put but I '  m not 
q ui te s ure how we do i t  < Mrs N) . 

oth ers f el t th at a sta rt co ul d be m ade by prov i d i ng more i nform ati � n  

a n d  e n co uragi n g  feed back o n  th i s  i nfonna ti o n.  Parent s, a s  sane .of 

th e pa i d  w or.ke rs s uggested, must be i nvol ved i n  a very practi cal w ay 

a n d  th ey m u st "see res ul t s  - i t  ea n '  t be to ke ni sm. " For exam pl e, 

pl a nni ng m eeti ngs for th e eh i l  d m ust be a n  hone st d i scussi o n  w here 

eve ryo ne i s  i nvol ve d a n d  wh ere there are po si tive a n d  real i sti c 

outcomes. Pa rents  w anted to "see resul ts". They d i d not w a nt 

i de al i sti c sol uti o n s  for th ei r dau ghte r' s/so n ' s pro bl an s. Sane of 

th e pa i d  w orke rs f el t  th at th i s  was  begi nni ng to h ap pe n .  Th e i ssue 

f or th e se w ane n  i s  how to tra n sl ate th e se sm al l  changes i nto tho se 

th at woul d i nf l ue nce th e O rga ni sati on  o n  a broa de r l ev el .  Mrs C. a 

pai d w orke r, had  ho ped tha t  th e  I n d iv i d u al Progr arrme Pl a n ni n g process 

co ul d  co ntr i bute to th i s :  

Th ey ' re good.  Th at' s real l y  good.  An d i t' s  j ust 
begi n ni n g, I th i n k, to gel . The peo pl e  th an sel ve s 
a re j ust begi nni ng to real i se th at th ey ca n h av e  a 
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say .  We'  re not si tti ng  aro und tal k ing  a bo ut th em, 
w e ' re tal ki ng w ith th an .  And I th i nk th e pa rents 
are j ust begi n ni n g  to real i se that th ey  ca n h av e  a 
def i ni te i n p ut i nto th at. I make sur e  th at th e 
parent s  al 1 get a stre n gth s and  nee ds 1 1 st for 
th ansel ves so w hen th ey com e to th e meeti ng th ey ' re 
pre pared - w i th th ei r  ow n  i dea s.  

How ev er, th e Indi v i dual Programme P1 anni  ng proce ss w o ul d not w ork a s  

Mrs C poi nted o ut, i f  pai d  w or kers were not coovni tted to seei ng  

pa rents as  eq ual pa rtners  i n  th e deci si o n- maki ng proce ss.  

S ev e r al of th e  wane n  poi nted o ut that "trai ning"  sho ul d be g ive n to 

staf f  i n  orde r  to h el p th an work w i th pa rents.  Someti mes staf f "j ust 

do n ' t know what to do w i th parent s, th ey f el t  co nf u sed too l I "  Th i s  

woul d h el p  f ac i l  ftate more ef fect i v e  meeti ngs w here ev ery one f el t  

f nvol ved  i n  the process : 

B ut I th i nk y o u ' ve SPt to h av e  a SPOd r a p po rt w i th 
pare nts and know how to dea l  - p u bl i c  rel a ti o n s  i s  a 
b i g  pa rt of th i s  j ob a nd i f  you  ca n ' t do that y o u  
m i ght  a s  w el l - I do n ' t  know i f  you ca n teach tha t  -
I do n ' t know wheth er th ey sho ul d h av e  co ur se s  o n  
p u bl i c  r el a tions  a n d  how to deal w i th pare nt s, b ut I 
th i nk i t ' s  v ery importa nt .  I ' ve see n some aw ful 
bl ues ma de a n d  I ' ve  see n sane very SPO d 
rel ati onsh i ps grow up,  so I th i nk th at' s very 
importa nt. B ut that' s not - act ual l y, I ' ve n ev e r  
seen  th at come up as  pa rt of a sem i na r  o r  a ny th i ng .  
It' s im porta nt ( Mrs K, a pai d w orker ) . 

When  pa rents  w ere not e nco urage d  to h av e  mea ni ngf ul di al ogue a nd w ere 

re peate d l y  "i gnore d "  or "p ut dow n "  th ey  be ga n to feel a pa theti c a n d  

worth l ess : 

Th ey j ust take ov er w hen th ey mov e to a group hane. 
Th i s  i s  h a rd to ta ke sane time s.  They do al l h e r  
shoppi ng. I use d  to do th at • • •  but I j ust 1 et i t  SP 
o n. Not a l ot you ca n do • • •  I guess I wo ul d l i ke to 
know more a bo ut w h at ' s SP i ng o n  but I sho ul dn ' t  
can pl ai n - th ey are bu sy a n d  I ' m  s ure th ey ' re doi n g  
a go o d  j ob • • •  Th ey tol d us a bo ut SP i ng t o  a j ob i n  



- 1 63 -

th e  comm u ni ty after th ey h a d  di scusse d  i t. I ' m  not 
sure  w here th at i de a  h as come f rom • • •  you know , 
mov i n g  f rom w orksho ps. 

Exch angi ng I nf ormati on  Abo ut Ca regi v i ng 

Th e moth ers co nsi de red th at some of th e i nform ati on  th ey were gi ven 

was  at time s too com pl ex a n d  di d not h el p  th an understa n d  what was  

"real l y  go i ng o n" .  Sev eral moth ers bel i ev ed th at some of  th e 

i nforma t i o n  g ive n to th em  a bo ut th ei r  son / da u � ter a n d  th e  a ctiv i ti e s  

th ey were s up po se d  t o  be ca r ry i ng o ut w a s  t-oo tech ni cal a nd com pl ex. 

It di d not h el p  th em  to understa n d  more f ul l y th ei r  da i l y  dema n ds a n d  

acti v iti es.  Rath er th an maki ng a po si ti v e  co ntri buti o n  to th ei r 

da i l y  l ives i t  co ul d  ma ke th em  more co nf u se d  a n d  co n sEq ue ntly th ey 

f el t more f rustrated a nd "p ut dow n".  For exampl e, as I h av e  

descri bed, th e  In d iv i d u al Progr cmme P1 a n ni ng ( di scusse d  i n  th e  

sect i o n  o n  th e ho usehol d )  was i ni ti al l y  de si gned to h av e  a more  

effect ive  w ay of  mo ni tori n g  the s k il l s  of  cl i e nt s  a n d  teach i ng n ew  

ski l l s. Pa rents  w ere to b e  i nvol ved i n  th i s  proce ss a nd i nv ited t o  

atten d  al l th e  meeti n gs .  Wha t  h a p pe ne d  i n  real i ty  h ow ev e r, was  that 

th i s  proce ss  co ul d  be ov erw hel m i ng for pa rents a nd pl ace addi ti o nal  

press ure o n  the moth e r  who was ge ner al l y  the o ne who was  expected to 

ca r ry  o ut th e teach i ng programmes i n  th e home. It al so pl aced 

a d di tio nal press ure o n  di rect careg iv i n g staff who were expected to 

teach cl i ents more  com pl ex ta sks w i th o ut rece i v i ng a ny  addi ti o nal 

reso urce s or s u p port. 

Th e women i nterv i ew ed h ad a nother i m po rta nt po i nt to make w hen th ey 

tal ked a bo ut th ei r  bel i ef that l ea r n i n g  from experi ence was a s  

ef fect i v e  a s  1 ea rni ng f ran books . Th er e  were many comme nts  a bo ut 

thi s  and  th e  ty pes of i nforma ti o n  tha t  w a s  u sed by th e  Orga ni sa ti o n .  

Mrs E s ugge sted th at much o f  w h at came f rom books w as too tech ni cal 

and di d not i n  fact contri b ute to and ad dress  the nee ds w ome n  had o n  

a da 1 1  y 1 ev el • 



- 164 -

The know l ed ge that often  bega n as  u sef ul co ul d  al so becane so 

tech ni cal th at i t  w as ov erw hel mi ng for pa rents a nd ev en some of th e 

pai d w orkers who  h a d  to u se i t. Sane of th e  w ane n  f el t  bew il dered 

a nd ev en  h urt  by th i s. They fel t th ey had been  betray ed by an  

Orga n i sa ti o n  w ho se o r i gi nal i nte nt w a s  to  prov i de s u p port a n d  u sef ul 

i nf orm ati o n  for f am i l ies. 

Mrs M. a pa i d  w or ke r, de scr i bi ng i n  her story abo ut th e w ay new 

s k i l l s were n� expected to be tau gh t, o bse rved : 

• • •  I do n ' t s uppose you  ca n ev er  h av e  too much 
i nforma t i o n  b ut i f  yo u co ul d  h ave  - w e  al mo st 
h av e  I - you know , it ' s al l very wel l h av i ng al l th e 
technol o gy a n d  ev e ry th i n g  w r i tten dow n, a n d  th ere' s 
noth i ng w rong w i th th at. I th i nk i t' s  good, but 
saneh ow w e  j ust need to co nv ey i t  i nto practi ce a 
l ot better a n d  more - co nv ey i t  i nto pract i ce i n  
i sol ated poc kets but we nee d  to get i t  i nto practi ce 
ri gh t th ro ugh o ut th e se rv ices.  

Mrs F, a pai d w or ke r, won dered whe th er profes sio nal gro ups d ev el o ped 

know l edge i n  o r de r  to further th ei r ca reers w itho ut th i nki ng of i ts 

i m pl i ca tion s for  w ane n' s l ives .  Th ey  w er e, sh e  thou gh t, concerned 

a bo ut usi ng know l ed ge  to show h� "cl ev er th ey are" .  She s ugge sted 

that al though  i t  w a s  th e  wane n  who car r i ed o ut th e  pro po sal s of th e  

prof essi o nal groups a nd rese a rch ers th ei r co ntr i buti o n  may sti l l  be 

v i ewe d  as  i n si gn i f i cant .  Sh e 1 i sted off  ma ny i nnova tive pro gr amme s 

wanen h ad dev el o pe d, for exampl e, f i ndi ng w ay s  to make l ea rni ng new 

s k i l l s ea si e r  for  th ei r cl i e nts  or dau ghters/so n s .  Th e se m ay not 

h av e  entered th e h i story books a nd soci al sci ence 1 iteratur e but th ey 

h a d  co ntri buted to th e  q ual i ty of l i fe of peo pl e w i th i ntel l ectual 

di  sa b i l  iti es. Th ese programmes may not get f undi ng or support  

becau se they di d not fol l ow  r i gi d soci al s ci entif i c  cri teri a or  

u ph ol d the dom i na nt ph i l oso ph i es a nd cur rent th i nki ng of th e 

Orga ni  sa tio n .  

Women al so tal  ke d a bo ut th e co nf erence s th at prof essi onal groups m ay 

r u n. These co nferen ce s  m ay cost l ots  of mo ney b ut m ay h ave  l i ttl e 
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rel eva nce for th e  experiences of care g ivers.  Th ey were a n  

o ppo rtun i ty for prof essi o nal s to sh are know l edge w ith oth er 

profe s sio nal s b ut were ge neral l y  i nacces si bl e  to o th e r  w ome n. 

One of th e pa i d  w orke rs, Mrs J .  sugge sted that some of th e 1 iteratur e 

w a s  too "fo nn al " a n d  di d not h av e  r el evance for th e  New Zeal a n d  

s i tua ti o n. She al so s ugge sted that i nform ati o n  m ay not b e  a deq ua tel y 

di stri b ute d or pre se nte d i n  a w ay that was  u sef ul : 

Wel l ,  I do n ' t th i nk - I th i nk a l ot of th e stuf f 
that canes i nto Natio nal Off i ce sits there, a n d  I 
do n ' t th i nk i t' s  d i ssem i nated w el l .  I th i nk th e 
magaz i ne has bee n q ui te !J)Od, b ut I th i nk there' s a n  
aw ful breakdow n betw een th e !J)Od stuf f th at com es 
i nto Na tio nal Off i ce a n d  what goe s o ut to th e  
branch es, a n d  th at' s a p pal l i ng real l y  be ca use 
th ey ' re the peo pl e that h ave got to p ut th i n gs i n  
pract i ce .  Th e  oth er th i ng i s  th at i t' s  a m atter 
o f  - sane of th e  j o urnal s need to be i nter prete d for  
grassroots stuf f. 

The women tal ke d al so a bo ut th e tech ni cal j argo n used a nd a s  Mrs C, · a 

mo th e r, comme nted ,  h ow  sane pea pl e u !'TW i tti n g l y  u se d  j a r !J) n  to ma ke 

ca reg i v er s  feel uncom forta bl e. She sa i d  th at san e of th e 

" professi o nal peo pl e "  sh e h a d  see n "p ut dow n "  h er so n a n d  i t  h urt. 

She stated : 

Yo u know , th at was  q ui te h urtf ul to be tol d a s  a 
mother  that sh e had - i t  w a s  a s  i f  h e  was dea d  or 
someth i ng. She j ust stood th ere a nd asse ssed - what 
wo ul d be th e w ord she used ? A rryw ay, i t  j ust real l y  
grated th at sh e h ad act ual l y - i nstead of l ooki ng a t  
h im a s  a perso n .  

Ms E .  a pa i d  w orke r, specul ated w heth er al l th e ph rase s  s uch a s  

"no nn al iza tio n "  and " i n d iv i d u al pro gr amme pl a n ni ng "  become cl i ches 

b ut m ay not real l y  mea n a n  i mprov anent i n  practi ce .  Peo pl e a ss lllled 

that conce pts 1 i ke n o nn al iza tio n  mea nt someth i ng goo d, b ut di d th ey 

real l y ?  
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To be h el pf ul to care g ivers scme of the pai d workers I i nte rv i ewed 

w a nted to prov i de i nform ati o n  a nd i n  some i nsta nce s  trai ni ng to 

pare nt s that was mea ni n gf ul a n d  u sef ul for un dersta n d i n g  th ei r  

ch i l d ' s/adul t' s beh av iour . Th ey  val ue d ca regi v ers'  exi sti ng 

know l ed ge and u se d  i t  as a ba se for d ev el o p i n g  f urther s k il l s . I was  

i mpr esse d  w i th th e i deas  th at th ese wcmen h ad a bo ut how th e know l edge 

co ul d  be im proved.  

One of  th e w ay s  th ey h ad be gun to do th i s  w as to set up s up po rt 

gro u p s  for  w cme n  to ccme to ge th e r  to discuss what sup port!- se rv i ce s 

a nd i nf orm ati o n  th ey ra::j ui red . 

Support 

The wcmen al so tal ke d a bo ut th ei r need for suppo rt. They tri ed to 

s u p port o ne a nother becau se th ey  un derstoo d what i t  was  1 i ke to w ork 

l ong hours a nd m ake sacr i f ice s  for th e peo pl e th ey 1 ived a nd w orke d  

w i th .  Whe n tal ki n g  w i th others  th e  wanen be ga n  t o  refl ect o n  th ei r  

si tua ti o n. Th ey prov i de d  each oth er w i th s uppo rt a nd sh ared s ki l l s. 

Th ey v al ued th e  i nfo nna t i o n  th ey rece ive d f rom o th er caregivers  a n d  

"h ands-on" staf f as  th i s  us ual l y  had more rel ev ance for th ei r 

si t ua tio n tha n  ma ny of th e theories  th ey read a bo ut. 

Th e wcmen ranarke d  o n  th e i mpo rta nce of hav i ng s up port  so th at wcmen 

co ul d  tal k a bo ut sm al l  pro bl ens before they became m aj o r  i ss ue s. 

How ev er, th i s  s uppo r t  co ul d  be h ard to orga ni se a nd "bu r no ut "  d i d 

h a p pe n .  

I bel i ev e  w e  1 ose a 1 o t  o f  good staf f beca use th ey -
a n d  I hate usi n g  th e  te rm 1 burno ut' - but I thi nk 
th ey si t for a l ong t i me, too l ong i n  a n  a rea a nd 
soo ner or  l ater i t  ei th er canes to a bl ow u p  or th ey 
get ch eesed of f and t h ey  go .  
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Th ey h ave n ' t  got a ny bette r. Th ey ' re getti n g  worse 
beca use th ey ' ve cut dow n o n  th e staf f • • •  so you  ca n ' t 
ma na ge a home where there' s so ma ny severe ca se s. 

Mrs C, a pa i d  worke r, sugge sted th at new serv ice dev el o llJ1ent s  ca n 

f un ctio n to f ur th e r  i sol ate staff - for exam pl e, sm al l  re si de nti al 

and v oca ti o nal  uni ts may mea n th at staf f were of ten  worki ng al o ne .  

Sup port she bel i eve d  must be give n  to th e se wome n. Mrs L, a pai d 

worke r, el a bo rated o n  th i s :  

• • •  An d I bel i ev e  th at th e sm al l er homes a re do i ng 
th i s  more and  mor e. Whe n yo u th i nk tha t  yo u ' ve 
g:> t  - a m lJT'I  o ut there w i th o ne  i ntel 1 ect ua 1 1 y 
h a n d i ca p pe d  perso n a n d  eve ry bo dy s ay s  ' G iv e  h er a s  
m uch s upport  a s  you  po ssi bl y ca n .  She must h av e  
1 ots of s u p port . ' 

She co nti n ue s :  Th at' s y o ur m liT'I  o ut i n  th e communi ty 
w i th o ne i ntel l ect ual l y  handi ca p pe d  perso n .  B ut w e  
a r e  p utti ng o ne manager  out th ere w i th four o r  f iv e  
IH peo pl e • • • •  No, I do n ' t  bel i eve w e  are expecti ng  
too much of  th an .  I bel i ev e  th at i t' s f i ne but  we  
m u st p ut i n  th e  s u p port. 

Many of th e wanen bel i ev ed th at s uppo rt groups ca n be a way of 

i nvol v i ng pare nt s  i n  th e Orga ni satio n ' s a ctiv i ti e s  a n d  sto p th em 

feel i ng so al i enated : 

I n  th e pa st pa rental i nf l  ue nc:e w as more ef fect i v e. 
Th e  peo pl e i n  powe r  were Pre si de nt s  and Commi ttee -
th ey watch ed ov er us.  Now onl y some of th an h av e  
th i s  power th ey  are 1 i ke staff .  Ma ny of the pare nt s 
do n ' t know w hat' s g:> i  ng o n, we'  re al i enati ng th an .  
We do n ' t want anotives o r  pare nt s to be 
un prof essi onal but th ey th i nk staf f are expe rts a nd 
wo n ' t  l i ste n to pare nt s. Thi s  i s  w ro n g. I th i n k we  
need more  fl  exi bi 1 i ty  on  a bra nch 1 ev el so th at th ey 

- can deci de how to w or k  w i th pare nt s.  

How ev er, som e wanen bel i ev ed th at th ey h ad m ade th ei r co ntr i buti on  -

a n d  that s u p port gro u p s  and  other fonns of s up port "Cane w i th a 

pr i ce - you h av e  to g i v e  som eth i ng back" : 
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Not ve ry mu ch a t  th e  mane nt becau se I h ave n ' t  got a 
l ot of ti me, as y o u  ca n see .  B ut ov er th e y ea rs I 
h av e. I u sed to w ork  w i th th em  u p  at  th e  w orksho ps 
w hen th ey were u p  i n  th e sm al 1 er pl ace a nd w hen my 
h us ba n d  w a s  w el 1 eno u gh h e ' d cane u p  too a n d  w e' d 
work u p  th ere. But now , I h av en ' t h ad t i me to do 
a ny th i n g  that I want to do. My h u s ba nd died s i x  
years a go  a nd now I ' ve got real l y  i nv ol ved i n  th i ngs 
that I w a nt to do a n d  h ave never bee n a bl e  to do. 

Unl ess th e y ounge r  one s  p ut someth i ng i nto i t, I ' m 
worri ed .  I ' v e  h a d  � day - whe n yo u get to th i s  
stage i n -your  1 i f e  • • •  Now I th i nk th ey '  re f i ndi ng i t  
hard becau se yo un g moth ers go to w ork.  

We' ve go t  speci f ic th i ngs l i ke th e worksho p, now 
peo pl e do n' t  do th i s  a s  much,  w e  need to b ri ng  th e  
young o ne s  i n  a ga i n - th ey h av en' t go t  t i me to tal k 
o n  carmi ttees or  go to coffee mor ni n gs but sane of 
the y ounge r  o ne s  a re sta rti ng to be o n  comm i ttees  
th ey ' re  very goo d, better a t  that tha n  u s  ol der 
ones .  

We  w ant a r est for  a w h i l e.  

Mrs J o bse rved that the Orga ni sa tio n nee de d  to acknowl ed ge that ma ny 

wanen now wanted a pa i d  j ob o ut si de th e hane a nd th at th ey co ul d  not 

g ive of th ei r  time i n  order  to rece ive s u p por t. She bel i eve d, as di d 

oth er wanen, th at a t  ti mes th e Orga ni sa ti on  r ese nted th i s. 

Mrs I, a moth er gave u p  pai d work becau se sh e e nj oyed bei ng o n  

com m i ttees a nd v i ew ed th i s  a s  a n  i m porta nt rol e for her. How ev er, 

she co ul d f i nan ci al l y  afford to do th i s. As  she poi nted o ut, sane 

wanen d i d not h av e  th i s  cho i ce.  

She w as co nce r ne d  though ,  th at vol unta ry work  w ith wanen i n  th e IH C, 

di d h el p  w ane n  meet o th ers who  h a d  s im il a r  co n cern s a n d  i nterests.  

Now th at some of  th e y o unge r  wan en w e nt o ut to pa i d  w ork  th ey di d not 

get thi s  s u p port. She bel i eved th e se yo unge r  w ane n  had more 

d i ff icul ti es th an  ol de r wanen beca use th ey had to j uggl e ca ri ng for 

th e  ch il d w i th  pai d w ork .  Mrs K ,  a moth e r, r ei nforced thi s a n d  

stated : "It' s us  ol de r mlJlls w ho kee p  do i ng raf fl es a nd th i ngs but i t  
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keeps us  i n  tou ch a n d  we get a l ot of l au gh s  from each oth e r  so I 

hope th ey do n ' t m i ss o ut . " Some wcmen po i nted o ut th at there were 

time s whe n th ey wa nted to do activ i ti es a nd get s u p port from o ut si de 

th e IH C. How ev er, th ey ofte n fel t  pressur ed not to do th i s  by th e 

Orga n i sa tio n : 

I feel I ca n h el p my sel f by getti ng i nvol ved i n  
o th e r  th i ngs.  It keep s  me sa ne and I al so 1 et o th e r  
peo pl e know abo ut IHC i n  th i s  w ay • • • •  Yo u do n ' t see 
o th e r  pare nt s v ol untee r i n g  for k i n dy for  years - w e  
h av e  t o  g i v e  o ur w hol e 1 i f e  t o  IHC. 

A f ew  w cme n  f el t  b i tter a bo ut thi s  but mo st j ust "got o n  w i th i t "  a n d  

d i d not th i nk a bo ut i t. 

It a p pe ared a s  i f  my q ue st i o n s  e nco ur aged w an en to th i nk a bo ut i ssue s 

l i ke s u p port.  Th ey h a d  stro n g  v i ew s  a bo ut th e se i ss ue s .  Ma ny  o f  th e  

wcmen fel t th at a l ot o f  th e i ss ue s  th ey were co nf ronted w i th co ul d 

be ch al l en ge d  i f  w ane n  co ul d  get to ge th er to g ive  each o th e r  more 

s up po rt. Mrs 0 s ugge sted th at w hen wanen bega n to ch al l enge th e 

"statu s  q uo "  th e  Orga ni sa ti o n  f r eq uently di s co ura ge d  th an  and  th i s  

mea nt th at i t  w as h ard for wanen to j oi n  group s  that q ue st i o ne d  th e 

Orga ni satio n ' s practi ce s .  Th e  Orga ni sa ti o n  al so ma de th e se wcme n  

feel very i na deq ua te by com pa r i ng th en w ith oth er wanen w ho di d not 

ask  for s u p port or who were co pi n g  more effectivel y  w i th th ei r  

ch i l d ' s needs . It co ul d  be em ba rrassi ng a ski ng for  h el p a nd y et 

ofte n whe n h el p  w a s  offere d,  wcme n  were so burnt o ut th ey  co ul d  not 

acce pt i t : 

I h ad pa rents  co ntacti ng m e  a nd cry i ng, i n  tea rs, o n  
the pho ne say i n g ,  1 8  ut what ea n we do a bo ut i t  
a ny way ? '  Yo u know ,  and th e oth er f eel i ng i s, i f  
th ey  create th ey  co ul d  get th en sel ves di sl i ked ; 
th ey co ul d h av e  th ei r perso n  ch ucke d o ut of IHC a nd 
th ere i s  nowh ere el se. Th ey  ca n ' t  go a nywh ere  el se 
so th ere' s a degree of fea r  too. It ' s 1 i ke your  
ch i l d getti ng  k icke d  o ut of  s chool a n d  th er e ' s no  
oth er school to go to  • • •  Yo u ca n ' t. And i f  y o u  k i ck  
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u p  a damn f uss  th ey ' 1 1  say to ta ke sanewhere 
el se . Al tho ugh th ey say th ey wo n ' t, th ey w i l l .  

Th e  w ane n  f el t  that th ey  co ul d  get l a bel l e d  as "sti rrers " i f  th ey 

h el pe d  each oth er to ch al l enge th e Orga ni sa ti on.  Saneti mes wanen  

1 eft beca u se th ey had  di ff i c ul ty f i n d i n g others who : 

• • •  feel th e same as  I do . I w as tol d to h av e  
no th i n g  w hatsoever to do w i th __ • I was n ' t  to 
r i ng h er or gJ to her for adv ice or any th i ng. If 
there was a ny th i ng I wa nted to know or to cl ar i fy I 
w as to go to h im • • •  

Sane of th e managem ent take i t  very pe rso nal l y  w hen wanen got 

to geth e r  and offered sane constructive cri ti ci sm. 

Mrs C, a moth er, w ho h ad been  i nv ol ved w i th th e O rga ni sa ti o n  for many 

years  tal ked a bo ut how sh e h a d  w or ke d  w i th wane n  i n  s u p port gro up s  i n  

orde r  to i mprov e th e co ndi ti o ns unde r  w h i ch wanen ca red .  She 

as serted that s u p port gro ups can be u se d  a s  a forum wherei n new i deas 

co ul d be  di scussed and a nal y se d  i n  de pth . She tal ke d a bo ut h er 

eff orts to orga ni se gro u p s  of w ane n  a n d  a bo ut h ow  d i ff i c ul t i t  w a s  to 

orga ni se th ese beca use th ey took up 1 ots of ene rgy and ti me.  

Mrs F. a moth e r, del i berated o n  th e long  yea rs of  i nvol v ane nt of  

w an en in  th e O rga ni sa ti o n. She tal ke d a bo ut w an en' s act i v iti es as  

bei n g  the " brea d and b utter" of  th e  Orga ni sati o n  a n d  how the wanen 

u se d  to  support one a noth er as  th ey ca rri ed o ut th ese act i v iti es. 

Stori es such as th e se e na bl e d  me to un derstan d  the stre n gth th e se 

w an en had a nd how i n  sm al l groups th ey mana ge d to h el p  o ne a noth er 

co pe w i th th ei r  da i l y  experi ence s. The se wane n  bel i eve d  i t  w a s  

e sse nti al th at w anen became ev en stronger i n  o rde r to ch al l enge some 

of th e  new i dea s th e Orga ni sa ti o n  w a s  p utti n g  f o � ard.  

Wor k  W i thout Rew ard 

I w i sh ed to ca pture th e wanen ' s v iew s  o n  th e cur rent a nd po ssi bl e 
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f uture rol e s  of th e Orga ni sa ti o n  a n d  th ei r  understa n di ng  of scme of 

th e i mpo rta nt dev el o�ents s uch as commun i ty ca re. 

Mrs D, i n  her  ccmme nts a bo ut th e w ay th e  IHC o perate d  s u g ge sted tha t  

th e O rga ni sa ti on expected w cm e n  t o  do more work for l ess r� ard.  

She o bse rved that : 

I s up po se, al tho ugh th ey were di f f i cul t day s w hen I 
l oo k  back i n  tho se ea rl y years,  th ey were certai nl y 
much mor e ch al l engi ng a nd m uch more r � a rdi ng a nd I 
do n ' t  th i nk th ere are e no u gh r ewards for th e  
ch al l enge s th at a re s up po sed t o  be l y i ng ahead for  
u s  at th e mome nt. 

Mrs E, a pa i d  w orke r, bel i ev ed that th e Orga ni sa ti o n  neede d to 

r e- th i n k th e  w ay it expecte d wcme n  to ca r ry  o ut th e  work  w i tho ut 

l ooki ng a t  al ternati v es for prov i d i ng serv ice s  to peo pl e w ith 

i ntel l act u al d i sa b il i ti e s .  

Mrs E s ugge sted th at th e eh ange s  m ade w o ul d be more a p propr i ate i f  

parents oo ul d  be more i nvol ved.  Pare nts sho ul d be h el ped by IHC to 

l obby for ch ange . She bel i ev ed th e O rga ni sa ti on sho ul d a sk th an i n  

what w ay se rv i ces oo ul d  be prov i ded a n d  f un de d  so tha t  a d di tio nal 

pressure w as not p ut o n  th e wanen i n  IHC. She fel t th at th e IH C d i d 

not f i gh t  h a r d  eno ugh for se rv i ces : 

• • •  I th i nk w e '  re a s  sl ow as  w et w eeks . We worry too 
much a bo ut bei ng ni ce and pol i te a bo ut th i n gs. I 
th i nk w e  sho ul d k i ck u p  a m uch bi gge r f uss a bo ut 
th i n gs.  And  I th i n k  we sho ul d get i ntel l ect ual l y  
h a nd i ca ppe d  peo pl e k i cki ng u p  a f uss a bo ut 1 t  too. 
And  th ei r f crn il i e s, beca u se th ey ' re goi n g  to be 
l i ste ne d  to a l ot more  th an  we  a re i n  some 
i n stan ce s. 

Acoo rdi  ng to th ese stori es, 1 o bby i ng took pl ace betw een th e Heads of 

the IHC a n d  tho se i n  the goverrrnent. Ma ny of th e w anen bel i eved tha t  
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th e IHC w a s  not ra di cal i n  l ob by i n g for reso urces beca u se th e  

gov errment h el d  th e "purse str i ngs " .  Th ese w an e n  got f rustrated 

beca u se th ey co ul d  not l ob by di rectl y b ut h a d  to do th i s  th ro ugh th e  

proce sses  o utl i ne d  by th e IHC. The wanen exp ressed th ei r co nce rn 

tha t  f un d i n g  a n d  se rv i ces  were stil l orga ni sed o n  a n  a d  hoc ba si s.  

Mrs D .. a pa i d  w orke r, bel i ev ed th at more  f undi ng m ust come f ran th e 

gov e r rme nt a n d  th e n  w ome n  wo ul d h ave to do l es s  work, or a t  l ea st get 

mor e  money for th e work  th ey cur rentl y do .  She stated : 

• • •  I th i nk goverrment h a s  to - becau se I bel i eve th e  
pressur e' s now on  branch managers - a n d  s i nce com i ng 
to ma na gane n t  yo u '  re mu ch more cl o ser to th a t, 
w h ereas  - a nd you  get a much more ov erv i ew ,  I 
s u p po se. B ut rrry concern i s  that bran ch ma na gers are 
hav i ng more a nd more pressure pl ace d o n  th an today 
i n  res pect of f un drai si ng .  So th e mo ney is  pl ay i n g 
a b i g rol e a nd I th i nk i t' s  ca usi ng co nce rn.  

She bel i eved tha t  the IHC o nl y  got mo ney becau se certai n peo pl e i n  

mana gement h ad th e "ea r  of gov errment".  Th i s  v i ew was al so h el d  by 

sever al o th e r  w ane n : 

It ' s si l l y th at mo ney de pe nds o n  w heth er is o n  
goo d te rm s  w i th the Mi ni ste r. It' s al so not f ai r 
th at doesn ' t go back to th e l ow er l ev el l i ke 
th e  Comm i ttee. Th ey wo ul dn'  t h av e  a cl ue sane time s 
how he  gets  th e money . 

Ma ny of th e wanen  f el t  th at th e "day s of ch ari ty are go ne - we sho ul d 

j ust be a l o b by gro u p  now a n d  o ur se rv i ces  total l y  f un de d . " Th ere 

were m i xe d  res po n se s  as to how th e gov errment sho ul d i n  f act be 

i nvol ved.  Mrs B .. a pai d w orke r, sugge sted : 

It ' s a tw o  w ay th i ng.  If you get more  gov errment 
i nv ol v anent you get more pa pe r. Yo u h ave  to co nf o rm 
to th ei r i deas w h i ch a re not nece ssa ri l y  th e 
Society ' s i dea s, not necessa r i l y  w ha t  th e  parent s 
w a nt for th ei r ch i l d .  Beca use i f  you ' re acce pti ng -
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I pres ume yo u need mo ney to begi n w i th a nyw ay - i f  
y o u '  re acce pti ng th ei r money th en y ou ' ve got to 
acco unt f o r  i t. And it must be acco unte d fo r, s pe nt 
i n  th e w ay th at th ey ap prov e. If y o u  d i d someth i ng 
tha t  th ey thou gh t  w a s  w i del y o ut of  what  th ey w a nted 
i t  for, presum abl y th e f undi ng w oul d peter o ut .  So 
i t  i s  a tw o  w ay th i n g,  a n d  w h il e I know mo n ey i s  a 
b i g th i ng - we ' re al way s  bei ng tol d th ere' s not 
eno u gh mo ney f or th i s, that  and the next th i ng - I 
sti l l feel th at m ay be i t' s a better po si ti o n  to be 
i n  th a n  to be dan i nated by gover rme n t  • • • •  And  i t  
real l y  co nce rns me. I do n ' t th i nk gov errment sho ul d 
h av e  more of a rol e than i s  a bsol utel y nece s sa ry 
beca use it  sho ul d o nl y  be a moneta ry rol e 
beca u se - j ust l i ste n i n g  to that g uy - h e ' s a real l y  
n i ce pe rso n  - he' s a real l y  ca r i ng perso n, but h e  
wo ul d n ' t h av e  a cl ue. And I wo ul d say h as pro ba bl y 
nev er  met a n  i ntel l ect ual l y  h andi ca p pe d  pe rso n  i n  
h i s l i fe  a n d  h e  h ap pe n s  to be th e  Person n el Ma na ge r  
th ere. 

Mrs c. a pa rent, w as a ppal l ed at th e w ay IHC h ad to get i ts money . 

Sh e f el t  i t  w a s  i ns ul ti n g  f or h er a n d  h er dau ghter  to h ave to 

f undrai se .  She retorted : 

I th i nk i t ' s  a bsol utel y shocki ng. I th i nk th e f act 
th a t  th e  IHC h a s  to f un drai  se i s  a n  
a bom i na ti on • . •  sho ul d be prov ide d  a s  o f  r i gh t. We 
sho ul dn 1 t h ave to go o ut ca p i n  h a n d  a n d  f u n drai se· 
for i t. I mean, i t ' s o ur j ob - i t ' s th e IHC '  s j ob 
to make gover rment aware a n d  so perhaps  i f  th ey '  re 
not aw a re th en i t ' s o ur faul t. 

It' s a real concer n for  yo un g mothers  who want to go 
bac k  to w ork  but ca n ' t get money for ba by si tters a nd 
i t  worries  us becau se who ' l l  l oo k  afte r when 
w e ' re ol de r a nd ca n ' t v i si t h er as  often.  Th ere' s 
stil l not a ny s urety a bo ut al l th i s . Yo u stil l h ave 
to f igh t. We ' ve do ne i t  for y ea rs. 

Mrs A, a moth e r, f el t  the same and ranarked : 

Wel l , I o nl y  w i sh th e gov errment w o ul d real l y  back  
it  al mo st can pl etel y .  I mea n, I th i n k  i t' s  good 
th at peo pl e h av e  got to hel p a bi t - it  dOesn ' t  
h ur t. B ut a s  I say, I real l y  th i nk th e  Ann u al 
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Ap pe al sho ul d be w i ped .  I do n ' t real l y  th i n k  we  
shoul d hav e  to go knocki ng on  doors. It' s a 
th an kl ess tas k  and  peo pl e h ave now got so ma ny cal l s 
on thei r ti me, you know . I do n ' t know how th ey ' d  do 
i t  - wheth e r  you co ul d tax eve ry bo dy so mu ch, or th e 
gov ernment, yo u know • . •  It' s emba rrassi ng a nd 
degra d i n g  h av i ng to beg for  mo ney .  

Some women s ugge sted th at an  umbrel l a  group l ike DPA < D i sa bl ed 

Person s  As sembl y )  co ul d a dm i n i ste r f unds.  Th ey bel i eved present 

sy stems dev al ue peo pl e w i th i ntel l ectual di sa bi l iti es and th i s  may 

make th ei r work more d i ff i c ul t.  Wome n  had  s pent years f u n drai  s i ng .  

Many of th ese act i v iti es w ere h i dde n a nd thei r__ total co ntr i but i o n  w as 

hard  to meas ure. Some w ome n  were co n ce rned a bo ut where th e mo ney 

act ua l l y  goes.  .Th ey were nei ther aske d  a bo ut thei r v i ew s, nor a bo ut 

how th e mo ney sho ul d be s pent. 

There w as a very strong press ur e  on women to f undrai se - th ey 

press ured o ne ano ther  becau se the Orga n i sa tio n ass umed th ey wo ul d do 

i t  a nd made each oth er feel "gu i l ty i f  you  do n ' t do i t" .  Women, 

how ev e r, w ere beg i n n i n g  to feel " brassed off " :  

Yo u often do n ' t  get cred i t  for vol unta ry work.  I ' ve 
w orked o n  i t  for  years  and I do n ' t want to keep  
doi ng th at. I ' m  f i n i sh ed .  If I w as i n  a j ob I ' d  be 
reti red now . I j u st want to rel ax and  h ave a b it  of 
peace . 

Som eti mes women fel t th at the adv erti si ng used by th e Orga ni sa ti o n  

co ntra di cted w i th w h a t  i t  was  t ry i ng to do - " i t  i s  ba sed o n  ch a r i ty 

a n d  poor h andi ca ppe d peo pl e". One woman c ited rece nt tel ev i s i o n  

a dverti sements t o  expl ai n h e r  poi nt. Other wome n  f el t  that eve n  

tho ugh b i g busi ness m ay now gi v e  mo ney it w a s  sti l l ba sed o n  ch a r i ty 

a n d  th ey :  

o n  1 y do i t  to e sea pe taxe s ; 
th ey d i d n ' t  h ave  prof its ? 
gratef ul . We sho ul d sto p 

w o ul d they g ive  i t  i f  
We sti l l h ave to be 

sel l i ng o ursel ves a nd 
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ccm prom i si n g. I th i n k  sane of the th i ngs w e  do are 
s i ck.  

Th e i ss ue s  a round  f undrai  si ng a nd how th e IH C o btai ned reso urce s w as 

of pa r ti c ul ar  concern for th e w cme n  I i nte rv i ewe d .  It w a s  con nected 

w i th th e w ay s  wcmen v iew ed th e f unct i o n  of th e goverrrn ent. Th e  

ch a n g i n g  nat ure of State pol i ci es a n d  how i t  s u p ports ( or does not 

s up po r t )  th e IHC w as a n  o ngo i ng co nce rn.  It ke pt th ese wanen  i n  a 

si t ua ti o n  of uncertai nty becau se th ey  co ul d  never total l y  feel 

com fortabl e w ith w h at woul d h ap pe n  for th ei r eh i l  d/ad ul t. 

I di s covered that al tho ugh these wcme n  h a d  s pent l o ng  ho urs doi ng 

vol unta ry wor k  a nd rai si ng money , th ey were not al w ay s  pa rt of th e 

gro u p s  tha t  l ob bi ed th e  State to ens ur e  i t  wo ul d co n ti n ue to 

s ubs i di se th e acti v iti es of th e IHC. Th i s  w as a m aj or f rustrati o n  

f or th e se w ane n. Th ey were al so aw are th a t  i f  th e  State too k more of 

a d i rect rol e i n  prov idi ng se rv ice s  th ey ·woul d sti l l not h av e  a n  

o p port u ni ty t o  be part o f  th e  deci sio n-ma ki ng  pro ce s se s .  Th ei r 

i nvol vanent i n  f undrai  si ng a nd v ol unta ry work gav e th an at 1 east some 

ch a n ce of f i n d i n g  o ut what w a s  h ap pe ni ng i n  th e  Orga ni sa ti o n.  

Mrs c, a moth er, poi nted o ut th at th e IHC w as now usi ng b i g  com pa ni es 

to h el p  th em f un drai se and th i s  m ay pr eve nt w ane n  a n d  o th e r s  i n  th e  

IHC f rcm deci di ng o n  th e i mage th e IHC sho ul d po rtray ,  a nd w hat 1 t  

sho ul d do w i th th e  mo ney i t  rai se d .  She s ug gested tha t  i t  became 

l i ke a bi g bus i ness w here peopl e w ith i ntel l ectual di sa bi l iti es a re 

treate d 1 i ke u nits  ra ther th a n  real peo pl e. Sh e w a s  worried  that 

th ese practi ce s  w ere f ur th er al i enati ng f am il i es. 

The d il emn a  for wome n  was how to mai ntai n th ei r  i nv ol v ane nt i n  th e  

O rga ni sa ti o n a nd be pa rt of th e proce sse s th at l obby th e goverrrnent 

for reso urce s  a nd se rv i ce s. Ma ny w anen bel i eve d  that the goverrrne nt 

sho ul d be more  i nvol ved a nd th at i ts rel ati o nsh i p  w i th th e IHC 

r eq ui re d  exam i natio n. They thou gh t  that other peo pl e  i n  the 

communi ty were of th e o pi n i o n  th at th e IH C rece i v ed s uf f ici ent 

gover 1111ent  f un di n g, b ut th e real i ty for  th e se w ane n  w a s  tha t  th i s  
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mo ney m ay not rea ch th e f am il ies beca u se i t  w a s  al so used to mai nta i n 

th e a <in i ni strati v e  f uncti ons of th e O rga ni sati on.  They knew th at 

th i s  f un di ng and the gover rment' s prov i si o n  of reso urce s was  al w ay s  

unce r ta i n . Th ere w as sti l l not a n  expectati o n  th at peopl e w ith 

i ntel l ect ual di sa b il i ties  a n d  the peo pl e  who care d for th an had  a 

ri gh t  to rece i v e  e no ugh reso urce s  to e ns ure  th at th ey co ul d r en ai n 

l iv i n g  i n  the comm u n i ty .  Th i s  th ane w a s  ccmmo n i n  w cme n ' s stories  

and w as rel ated to th ei r stor i es a bo ut cur rent pol ici es s uch as  

devol utio n, dei n st utio nal i sa tion  and  corrvn u ni ty car e. 

Commun ity Ca re 

Most of th e w cm en tol d me th at th e i nterv i e«  w i th me w as o ne of th e 

f i rst o p port u ni ti es th ey h ave h ad to  expl ore th ei r  feel i n gs a bo ut 

cur rent Orga ni sa ti o n a nd State pol i ci es associ ated w ith communi ty 

care.  It w a s  a n  area of much concer n .  For th i s  rea so n  I f el t  i t  w a s  

i mpo r ta nt t o  i ncl u de  many of th ei r comments  i n  f ul l i n  orde r  to 

pre se rve th e r i ch ness  of th em. 

The wcmen w ere co nce rned a bo ut th e pol ici es of dev ol uti o n, 

dei n sti t utio nal i sa tfo n a n d  commu n i ty car e. Th ey  w ere concerned tha t  

th ese po l  f c 1  e s  co ul d  m ake th e1 r l iv es more d 1 f f 1 cul t. Th e IHC a nd 

the goverrme nt w ere enco uragi ng the comm uni ty to ta ke on th e  

prov i si o n  of more  se rv ice s. Th e wcm en, how ev er, argued th at th ere 

m ay be no acccm pa ny i n g devol uti o n  of reso urce s .  Moreover, i t  w a s  not 

cl ea r to than w ho th e communi ty act ual l y  represe nted a nd w heth er th i s  

corrm u ni ty wo ul d w a nt peo pl e  w i th  di sa b il i ti es a s  th ei r  nei gh bo urs .  

Th e IHC  w anted to  brea k  i ts se rv ice s  dow n i nto sm al l er uni ts a nd 

enco ura ge d  f am il i e s  to kee p th ei r  ch il dre n a t  hcme. Th i s  pl ace d  more 

press ure on w cmen ca reg i v ers beca use th ere was  a n  i mpl ici t a s s liTl pti on  

tha t  w cme n  were  a bl e  to  care and  tha t  f cm f l i e s  w ere 1 ntact. It  1 s 

i m po r ta nt to em ph asi se th at i t  w as not communi ty ca re a s  s uch th at 

th e w cme n  o p po se d .  I n deed i t  was  th e  w cme n  w ho h a d  h el ped beg1 n th e  

IHC a nd 1 ts commun i ty se rv fee s  1 n o rde r to al l ow peo pl e w 1th 

i ntel l ectual d1 sa b 1 1  f t1 es to l ive 1 n  the comm uni ty .  What th e w cme n  
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w ere prima r i l y  concerne d  w i th w a s  th e w ay i n  w h i ch th ei r  y ea rs of 

u n pa i d  w ork  i n  ca ri ng for  peo pl e w i th i ntel l ect ual di sa bi l iti es w o ul d 

conti n ue to be expl oi ted by th e Orga ni sa tio n. Th ey poi nted o ut that 

communi ty ca re w as not nece ssa r i l y ca re by communi ti es but by wcmen 

i n  ho u sehol ds a n d  Orga ni sa ti o n s .  The se w cme n  were ei th e r  un pai d o r  

unde rpa i d . Th e w cm e n  w anted recogn i ti o n  for th ei r work a nd al so 

wa nte d  reso urces  p ut i n  pl ace so that convnu ni ty care wo ul d work 

ef fect i v el y  for al l groups.  

Th e w cm en h ad m a ny comments  to make a bo ut cur rent trends . Th e pa i d  

w orkers w ere s u p portive of th e mothers'  concern s. One wcma n, Mrs F, 

a moth er, w ho h ad bee n i nvol ved i n  hel pi ng set up  th e IHC- tal ked 

a bo ut h ow th e  gov e r rrnent h a d  prov i ded i n stit ution s a n d  h a d  

d i  sec urage d  e a  r e  i n  th e communi ty i n  t h e  ea rl y pa rt of th i s  ce ntury . 

She sai d that now car e i n  the conm u ni ty w a s  th e  trend b ut sh e worri ed 

a bo ut pe o pl e 1 i ke h er da ugh ter  w ho w ere getti ng ol de r a nd neede d 1 ots 

of s u p port. 

Mrs O, a pa i d  w orke r, tal ke d a bo ut th e w ay s  i n  w h i ch th e IHC h ad 

p u sh e d  for n o nn al iza ti o n1 a n d  h ow  thi s  w a s  now bei ng  u sed by th e  

State t o  g i v e  ov er more res po nsi bi l ity to vol unta ry age nci es a nd to 

f am il i e s. 

Some of th e women q ue sti o ne d  w heth er th e State a nd th e IHC i tsel f 

w ere gui ded by h i.ITla ni ta ri an  concern s or  i f  i t  w a s  econcm i c  reaso n s  

s uch as sav i ng money th at d i rected pol icy deci si ons. Th ey were 

w o r r i e d  that th ere w a s  stil l not a f un dCIIle ntal bel i ef that peo pl e  

w i th i ntel l ectual di sa bi l iti es h ad a r i gh t  to l iv e  i n  th e communi ty 

a n d  to receive  a d eq uate s upport. These bel i ef s  m ay be s u btl e  a n d  

h i dde n. It m ay be di ff icul t to i de nti fy th e real a i ms of State 

pol i ci e s. 

1 The bel i ef tha t  al l peo pl e w i th i ntel l ect u al d i sa b il i ti e s  h ave  a 
r i gh t  to experi ence th e sam e  l if esty 1 e as  th ei r non- d i sa bl ed 
peers.  
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Th ere w a s  al so a concern that the pol i cy ma ker s h a d  u nreal i sti c 

expectati ons th at di d not take acco unt of th e pract i ca l  i ssue s  

r el ated to "corrrn uni ty care ". Ma ny of th e w ome n  wo n dered a bo ut who 

th e "communi ty "  act ual l y  were a nd w heth er th ey were ready to take o n  

more res po n si b il i ty f o r  th e  care of peo pl e  w i th i nt el l ect ual 

d i sa b i l iti es. Th e  wanen w ere co nce r ned th at th ey woul d co nti n ue  to 

"ca r ry the b urde n "  i f  the "convn u ni ty "  f a il ed to prov i de a deq uate 

se rv ice s. 

A fet� of th e w an  en rananbered w hat i t  used to be 1 i ke before th e IHC 

w a s  e sta bl i shed .  Eve n afte r 40 y ea rs they were sti l  1 a rgui n g  for  

se rv ice s  a nd so w ere  sce pt i cal  abo ut dei nst ut i o nal  i sa ti o n  a nd th e 

av a il a b il i ty  of generi c reso urces.  Th e  w ane n  had been cal l ed "ov e r

protect i ve" a nd "hy sterical 11 but th ey knew w hat i t  was  1 i ke for 

peo pl e who " do n ' t ma ke i t " .  Ma ny of th em  tal ked a bo ut th e  nee d for : 

sh el tered w orkshops a nd hostel s for tho se  w ho ca n ' t 
make i t  by th ansel ve s.  Th ere' l l  al w ay s  be sane 
th at' 1 1  h av e  to h av e  th ese • • • •  Th ere' s not many of 
th an  an pl eye d ,  i s  there • • • •  Only a fat� o ut there a n d  
y o u  hav e  to g i v e  a l ot o f  sup po rt • • • •  I w onde r  i f  
there' s e no u g h  f i nance, Ro by n, i t' s  hard  to say .  

Th i s  co nce rn ranged f rom pre- school ch i l dren th rough to adul ts. Some 

of the pai d w orkers f el t  concerned a bo ut tho se f am il i e s  who were 

wor r i ed a bo ut th ei r ch i l dren a nd w hat woul d h a p pe n  to th an o nce th ey 

l eft pres chool . Mrs I. a pai d worke r, h a d  some def i n ite v i et� s a bo ut 

th i s : 

Wel 1 ,  I do n ' t th i nk i t' s someth i ng th at ca n be 
ge neral i se d .  It f ri ghte n s  me a l i ttl e b i t  tha t  
peo pl e go a ro un d  say i ng ev ery bo dy must be 
i ntegrated ; that n o rm al iza tion  say s  th ey must do 
th i s, th ey must do th at. I th i nk th at ev ery ch i l d 
has to be rated o n  the state h e' s  at  a n d  what i s  
go i ng to be be st for h im.  We h av e  sev eral ch i l dren 
here who, i f  th ey were 1 nte grated i nto norm al 
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ki n dergarte n,  wo ul d si n k, I real l y  th i nk .  Not th e 
o nes  w ho h av e  beh av iour  probl ems, but the q ui et 
o nes .  Where yo u h ave tw o  or  th ree staff for  40 
ch i l dren, th e q u i et one s  a re j ust l eft to be q ui et. 
Th ey m i ght be j u st sitti n g  i n  a corner or wanderi ng 
around i n  thei r h appy 1 ittl e worl d, not do i ng a 
th i ng con stru ctive  . 

• • •  An d o nce more, may be th e q ui et o nes  m ay m i ss o ut 
o n  that.  Where some body sho ul d be acti ng  for th em, 
but th ey hav en ' t  pe rh aps j um pe d  u p  a nd dow n abo ut 
i t. What concerns me more i s  that peo pl e tend to 
j um p  on th e ba ndw ago ns th at we fol l ow America n  
pro gr ammes o r  Ameri ca n  1 i teratur e. And th i ngs that  
pe rh aps a re fal l i ng a pa rt i n  Ameri ca a re sti l l be i ng 
do ne h ere  • • • •  We do n ' t w a i t  for th e res ul ts .  And 
every bo dy -say s a bo ut th i s  m a rv el l o us p ubl fc  1 aw act 
that eve ry bo dy h a s  to be i n cl u de d  and  that each area 
of th e co untry h as to k i n d  of l og i n  w ith a ce ntral 
a uthori ty what th ey ' re doi ng f or each perso n.  B ut 
w e  h ad somebody v i si t us  o ne day w ho came ov er - I 
do n ' t remember who  h e  w a s  - but he  sai d th ey ' re 
runni ng o ut of ca sh . Th e th i ng ' s f al l i ng a pa rt. I 
th i nk the IHC and gover rrne nt h ave  to re al l y  1 ook at  
the ch ange s th ey are pro po si ng to  make s ure th i s  
does n ' t h ap pe n  i n  New Zeal a n d .  

There w a s  some co nce rn th at a total mov e to ge ne r i c  serv i ce s  ( t h at 

i s, se rv i ces prov i ded by agencies  i n  the comm u n i ty ,  agencies  w h i ch 

prov i de for al l peo pl e not j ust tho se  w ith i ntel l ect ual di sa b i l iti es)  

m ay be a bac kward  ste p.  A moth e r, Mrs M, stated : 

Wel l ,  I co ul d see i t  al mo st be i ng ph ased o ut .  Th e  
mo st di ff i c ul t th i n g I th i n k  wo ul d b e  to kee p ta bs 
on ev e ry bo dy .  Beca use w ith i n  a co upl e of yea rs h ere 
we co ul d  h ave  mo st of the se peo pl e scattered al l 
over  and it  woul d be  a far  more i nd i v i dual 
ty pe of th i ng. I th i n k w e '  re beg i n ni ng to beca u se 
i t ' s h ap pe ni ng w i th peo pl e go i ng o ut .  And aga i n  
th i s  mor n i ng th ere w a s  • • •  beca u se h a d  to be i n  
a bo ut th ree d i f ferent pl ace s at  o nce . And th at w a s  
o nl y  i nvol v i ng s i x  d i f fere nt peo pl e • • •  

Th e w om e n  w ere al so co nce rned th at i n  us i ng ge ne r i c  se rv ice s  they may 

h ave to h ave co ntact w i th ma ny more agencies .  "I  do n ' t th i nk th ey 

h av e  tho ught al l th e pract i cal th i ngs th ro ugh . " Some of th e women 
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h av e  had  experi ence of "i ntegra tio n "  a n d  h ave sane def i ni tive i dea s 

abo ut i t :  

I wo ul d be co nce rned th at th ey di dn ' t  h av e  back-u p 
i f  th ey  nee ded i t. I th i n k  perh a p s  we ten d  to be -
w e  tal k a bo ut normal iz ati o n  so much but w e  tend to 
forget tha t  these peo pl e  are  i ntel l  act ual l y  
handi ca ppe d .  

Mrs G, a pai d w orke r, o bse rved : 

Eve n  tho ugh th ey ' re go i ng to h av e  di fferent prof il es 
th a n  an IH perso n te n years a go, th ey '  re stil l 
h andi ca ppe d ; th e brai n damage i s  sti l l th ere a nd I 
th i nk eve n i f  th ey ' re o ut i n  j o bs I wo ul d be 
co nce rne d  th at th ey di dn ' t  h av e  th e secur i ty  of 
know i n g th ere was  back-u p th ere sanewh er e. B ut h ow 
you  w o ul d eater  for th at mal'¥ - proba bl y mean th at 
staff d i dn ' t  ever cane to ge th e r  i n  o ne pl a ce, or  
v ery sel dom, but pe rhaps th ey woul d h av e  a round  - a 
ci rcui t - th ey  wo ul d h ave  to do to s u p port each 
ca se . If we  w a nt th ese fol k to be a bl e to com pete 
i n  soci e ty  i n  ev e ry  area th e  sane a s  ev e ryo ne el se 
w e  w i l l  h av e  to work a t  i t  sl ow l y .  We' ve got to 
edu cate.  

They co ul d e nd u p  1 iv i ng a l im i ted l i f e ;  t h ey  hav e  
to b e  i ncl u de d .  

I th i nk w e  h av e  see n  w i th oth er groups how th ey 
s uf fe r. I do n' t  want rey ch il d to be l i ke tha t. 

Th ese comments w ere  common.  Th e wc:men w ere aw are th at peo pl e w i th 

i ntel l ect u al di sa b il i ti es co ul d  not be c ured a n d  th ey bel i eved that 

th i s  w oul d mean  th at th ey woul d r eq ui re co nti n ual  suppo rt. Mrs I, a 

pai d worke r, expl a i ned : 

• • • •  Th e i de a  th at ev ery bo dy ca n 1 ive  i n  th e 
corrvn u ni ty .  I th i nk that ' s goi n g  to be real l y  
d i f f icul t for a l ot of f an i l ies  to h andl e. Some 
han d i ca p ped peo pl e are grea t w i th i n  th e  f crn i l y  a n d  
great i n  th e communi ty .  oth ers h av e  s uch ter r i bl e 
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pro bl ems, beh av io ur pro bl ems, phy si cal pro bl ems, I 
th i nk, i t' s go i ng to be real l y  di ff icul t for th ei r 
f am 1 1  i e s to kee p th em i n th e  communi  ty • • • •  I do n '  t 
real l y  know how much th e gov errment i s  hel pi ng. I 
th i n k scxne times th ey ' re co st c utti n g. Parti c ul a rl y  
by i ntegrati ng them i nto th e school si tua ti on, I 
th i nk scxnetimes th ey m i ght  be bette r i f  th ey h a d  
perh aps a se pa rate bu i l di ng i n  th e grounds beca use 
th ey ' re not as  grown u p  or as so ph i sti cate d  as th e 
oth er eh 1 1  dr en. I th i nk th ey do need a sh el tered 
e nv i ro rment. I do n ' t  know whe th e r  i t' s a g:>od 
th i ng, f iv e  day s a w eek ev ery week, you know . 

Th e se w cxne n  i ntimated that th e  w cxne n  i n  th e  IHC h av e  h a d  much de bate 

a bo ut s uch i ss ue s. One wan an s ugge sted that th e "peopl e w ho m ake th e 

ch a n ge s  h av e  f or gotte n w hy th ey  do - th ey w a nt to p u sh th an  o ut a n d  

forge t  th e reaso n for doi ng i t  i n  t h e  f i rst pl ace . " I n  h er story 

th i s  w cxna n  des cri be d h e r  feel i n gs a bo ut th e  peo pl e  who make th e  pl a n s  

for th e f ut ur e. S h e  bel i ev ed th at i ntegrati o n  h ad become a 

catchword, "a ban dw a g:> n "  and  that peo pl e  are real l y  not th i n k i n g  

th rough w h at i t  mea ns.  It w as h er co nte nt i o n  that th e pol i cy  make r s  

seaned to h av e  a n  urgency to "get eve ryo ne o ut w i tho ut th i nk i n g  w hy 

th ey want i t. I th i nk i t  w as to g i v e  th em more choi ce but 1 iv i ng i n  

a cb s s  hou se i s  not a choi ce. " 

Ma ny of th e wanen  tal ked a bo ut how th e pol i cy  make rs "sean to forget 

th ey ( th ei r  ch i l dren ) are handi ca p ped - th a t  wo n ' t  go C!t/ ay . " Ms L ,  a 

pa i d  w o r ke r, a rgue d :  

• • •  Yo u know , i f  you ' re i ntel l ect ual l y  handi ca ppe d, 
f o r  99 . 9% of the peo pl e  yo u w il l  al w ay s  be 
i ntel l ect ual l y  handi ca ppe d .  Yo u w il l  not be normal 
beca u se its  th e handi ca p  that ma ke s  yo u not nonn al . 
Norm al i s  w i thout a h andi ca p, i sn ' t i t? Al tho ugh 
there ' s - I do n ' t  know that tha t ' s th e  avera ge. 
Mo st peo pl e h av e  g:>t h andi ca ps - Yes.  Let' s go as  
far  a s  w e  ca n .  Let' s - a s  f a r  as possi bl e  for th i s  
pa rti cul ar  pe rso n  a nd y o u  m i gh t  be a bl e to get r i gh t  
u p  t o  S a n d  I ca n o nl y  get u p  to B - u p  t o  B i s  th e  
be st po ssi bl e for me w herea s u p  to S i s  sti l l bei ng 
l azy f o r  yo u .  Yes, I bel i ev e  i t  al l canes dow n to 
th e i nd i v i dual . So i f  y o u ' re getti ng tremendo us 
s u p port you can pro ba b l y  do wo n de rf ul th i n gs. I 
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m i ght be ca pa bl e of wo n de rf ul th i n gs b ut i f  I ' m  not 
getti ng th e s uppo rt I ' m  j ust go i ng to si t at hane 
and c ry .  

I 1 i ke th e smal l communi ty hanes w e  h av e  beca use I 
th i nk th ey get th e suppor t. Staf f must h ave th e  
support  a nd th e know l edge to ca rry o ut th ei r j ob. 
Wh ere are al l the staff  can i n g  f rom to s u p port 
peopl e o ut th ere. We h av e  to g i v e  more trai ni ng -
i t  w il l  ta ke a w h il e  to w or k  th ro u gh .  

Several of th e wanen  q ue sti o ne d  w heth er th ei r da ugh ter/son w as "go i ng 

to be a ny h a p pi e r  l iv i n g  i n de pen de ntl y . Th ey  were h a p py w i th th ei r  

ow n . " A n unber of th e wanen- fel t th at th ey were "p ut dow n" for 

feel i n g  th i s  w ay .  How eve r, th ey  h a d  real co n cern for th ei r  

ch i l d ' s/ad ul t' s h appi ness a nd bel i ev ed th at l iv i ng i nde pe nde ntl y may 

not necessa r i l y  mea n that peo pl e  h ave  more cho i ce s  a n d  are h a p pi e r 

w i th th ei r 1 i festy l e. Mrs K, a pa i d  w orke r, graph i cal l y  de scr i be d  

th e se concerns : 

Yes, w el l ,  I w e nt to th e com pl ex. I w e nt th ere w hen 
it o pe ne d  a n d  I was horri f i ed at th e  w ay that sane 
of th ese peo pl e - th ey  were p ut i nto th ese 1 i ttl e 
ho u se s  - what do th ey  cal l th an? - fl at s .  Sem i
i nde pe nde nt peo pl e a nd most of th an d i dn ' t h av e  a ny  
i n de pe n de n ce a t  al l h ardl y .  A n d  i t  w a s  v e ry hard  to 
see some of tho se  peo pl e j ust 1 i teral l y  struggl i ng 
to co pe i n  that f i rst si x mo n th s. W el l , I f el t  sane 
of th an were l iv i ng i n  a bsol ute sq ual or  th ere for a 
w h il e becau se of th e us ual staf f i n g  di ff i c ul ti e s, of 
co urse ,  but no w ay woul d I 1 i ke to see peo pl e p ut 
i nto a san i- i n de pe n de nt si t ua tion  u nl es s  th ey '  re 
q u i te ready to go i nto i t. I woul dn ' t  l i ke to see 
that a gai n .  I di dn ' t  l i ke i t  at al l .  I mea n, sane 
of th an, th ey co ul dn ' t  co pe  w i th th e cooki ng ; th ey 
co ul d n ' t  cl ea n - the stoves were getti n g  di rty ; 
th ey co ul dn ' t  co pe  w i th th ei r w ash i ng a nd dry i ng .  
And they nee ded f a r  more s u p port tha n  th ey had .  B ut 
I th i nk a 1 esso n '  s bee n  1 ea rnt f ran th at. We 
sho ul dn ' t  p u sh th em. 

W ho w ants to get th em o ut th ere? Do th ey ,  or i s  i t  
us?  
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Mrs I, a moth e r, al so h a d  ma ny comme nts a bo ut i ntegra tio n  a n d  h e r  

expe r i ence s w ith i t. S h e  rem arke d :  

I ' d 1 i ke to get educa ti o n  sorted o ut beca use I th i nk 
tha t' s i n  a real mud dl e. B ut I do n' t  know e no u gh 
abo ut i t  to real l y  say beca use I do n ' t q ui te know 
wher e  peo pl e  a re goi n g  a n d  I ca n ' t stan d  wha t th ey 
are real l y  try i ng to do • • • •  It or i gi nal l y  sta rted 
w i th the fact tha t  al l ch il dren sho ul d be edu cated 
and I agree w i th th at. A 1 1  eh i l  dren sho ul d go to 
s chool a n d  I a gree w i th th a t. B ut i t' s  now getti ng  
to  th e stage w here th ey a re al l be i ng p ut i nto 
s chool s, a ny s chool rega r dl ess, j ust as my o th e r  
eh i l  d r e n  w o ul d b e  or  any e h  1 1  d ,  but I '  m s ur e  th at i n  
fact w e  h ave n ' t th row n o ut the ba by w i th th e  ba th 
w ater .  And  i n  fact, l ooki ng back, th e speci al 
s chool s h a d  th e  ed ge o n  th em al 1 - s chool s - i n  th a t  
t h ey  were staf fed a ppro pr i atel y a n d  l ooke d at  
i n d iv i d u al needs .  If  yo u h ave a goo d head  teacher 
th e eh 1 1  dren w ere ce rta i nl y  not hel d bac k  i n  a ny 
w ay .  Th a t ' s not to say - I wo ul d hate to go back to 
hav ing  s peci al school s bui l t se pa rate f rom 
eve ry th i ng el se - but I th i n k  tha t  w e  m ay stil  1 need 
to h av e  a grou p  o r  roans o r  someth i ng o n  a si te of a 
s chool where  - certai nl y f or three ho urs co ul d  be 
treated com pl etel y se pa ratel y and peo pl e woul d go 
there, ho pef ul l y  for no o th e r  reaso n  tha n  th ey  
needed h el p .  Not beca use th ey were 1 abel l ed beca use 
th ey w er e  h a n di ca p ped or a ny th i ng el se, b ut beca u se 
th ey neede d th at extra h el p th ey co ul dn ' t  get i n  th e 
cl assroom • • •  

Mrs t<, a moth er w ho h ad stro ng v i ew s  a bo ut i nde pe nde nt em pl oy ment, 

expre s sed the se :  

Yo u ca n o nl y  hope, th at I f eel th at th ey w il l be 
h a p py,  th a t  1 i f e  w il 1 be - th ey w il 1 be a bl e  to be 
as i nde pe nde nt soci al l y  to be a bl e  to m ix a s  f ar as  
is  possi bl e, b ut I al w ay s  feel tha t  they need each 
oth er.  And th i s  i s  w hat co ncerns me, go i ng o ut to 
o utsi de an pl oyme nt. And I know th ey al w ay s  say th e  
suppo r t  w 1 1  1 be th ere for th an, but th ere a re al w ay·s 
some w h o  m i ss o ut, I feel , somewh ere al ong th e l i ne 
w ho co ul d  be v ery l o nel y .  
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I th i n k al l th i s  i s  very g:>od for tho se who can eo pe 
but w hat a bo ut th e one s  th at ca n ' t co pe ?  

Some of th e  w omen poi nted o ut that th e  pol i cy ma ker s  m ay not h ave 

tho ught a bo ut th e probl ems th at co ul d  emerge as  a res ul t of "o ur 

peo pl e l iv i n g i n  the comm u ni ty, u n em pl oyme nt a n d  v i ol e n ce - al l the se 

th i ngs . " Th e wanen s uggested th at l iv i ng i n  th e commun i ty  b r i ngs 

w i th i t  al l sorts of pro bl ems. 

Th er e were many comment s  abo ut 

soci e ty  and  how i t  wo ul d 

d i sa b i l i ti es : 

th e ty pe and  s peed of ch ange s i n  

affect peo pl e  w i th i ntel l ect ual 

I th i nk i t' s  th e fast mov i ng - I mea n, we 1 ive i n  a 
fast mov i n g soci ety a n d  mo st peo pl e  o ut i n  th e 
communi ty a re real l y  h av i ng  to grappl e w ith th at. 
Th ey f i nd i t  real l y  d i ff i c ul t. The more i n de pen de nt 
you  m ake th e h andi ca ppe d  pe rso n  th e more th ey hav e  
to grap pl e w i th tha t. 

Mrs L .. a moth er, el a bo r ated f urth er :  

I th i nk th ere co ul d  be ba rri ers, parti c ul a rl y  i n  th e  
em pl oy ment f i el d . I h av e  h ea rd th at th at h ad 
empl oye d  two or th ree I H  yo ung o nes  th a t  th e  a bl e  
bo di ed worke rs o bj ected beca use th ere w ere a bl e 
bo di e d  peo pl e w ho co ul dn ' t  get j o bs a n d  th ey  di dn ' t 
feel th at IH peo pl e sh o ul d h av e  those j obs • • •  

Th ey  h ave a n  i nfl uence o n  IHC. Th ey - as th e  
unem pl oy ment f igure r i se s  th at' s g:> i  ng to h av e  
drCJna ti c effect o n  o ur peo pl e  a n d  I bel i eve tha t  w e  
h av e  to come to terms w i th th at a nd th e f act th at 
th ere' s unem pl oyment doe s n ' t mean that o ur peo pl e 
d i p o ut a ny more  th an  a ny bo dy el se . B ut w e  h av e  to 
real i se tha t. We are e nti tl ed - o ur peo pl e  are 
enti tl ed - to a pe rce ntage of ev ery th i ng a nd th ei r 
ri gh tf ul perce nta ge. 

Mrs l w as v ery co nce rne d  a bo ut serv ice s  for th e el de rl y and acce ssi ng 

q ual i ty care for  h er so n. Sh e w a s  a sol o pare nt a n d  at time s f el t  an  
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ove rw h el m i ng b ur de n  i n  h av i ng "to do i t  al l " . She tal ked a bo ut th e 

expe r i ence s w i th h er so n :  

Wel l , I do n ' t know w h at' s h ap pe ni ng. If th ey ' re 
ke pt 1 iv i ng o n  th ei r  ow n, i f  th er e' s a ny bo dy th ere 
to h el p i f  need be, beca u se i t ' s al l sorts of 
th i n gs • • • •  W el l , I th i n k th e  i de al s itua ti o n  wo ul d be 
th at i f  th ey ca ul d 1 ive i n  a si tuati o n  l i ke th ese 
reti r eme nt homes wh ere th ey ' ve got n ursi ng  staf f 
av a i l abl e or  soci al worke r s  av ai l abl e to h el p  th em .  

ca n ma na ge mo st th i n gs o n  h i s  ow n  b ut th i ngs 
l i ke cutti ng f i nge rna i l s a n d  toe na i l s, he j ust 
wo ul dn ' t  th i nk a bo ut tha t. He m i gh t  th i nk a bo ut a 
hai rcut, but y o u  know , th ey need a l ittl e b i t of 
h el p  i n  th a t  di recti o n .  B ut o th e r  peo pl e ca n ' t  get 
i nto th ese. He ' s so v ul nerabl e. 

Some of the w ome n  al so tal ked a bo ut h ow  l egi sl a ti o n  was  not 

s uf f i c i ent to e ns ur e  th at th i ngs w i l l  ch ange a nd become easi er for 

peo pl e w i th i ntel l ect ual di sa b il i ti e s  a n d  th ei r  f am il i e s .  Mrs H. a 

pa i d  w or ke r, expl a i ned : 

Yeh ,  real l y  make s a bal l s- u p, and th at' s h ap pe ni ng 
al l over th e  co untry .  W il 1 i t  w ork becau se the 
l egi sl ati o n ' s th ere? Or w i l l  it work i f  th e 
l egi sl ation comes i n  a nd th e  peo pl e dow n h ere  make 
sure  th at th e peo pl e w ho go i n  ca n co pe  w ith th e j ob 
th a t  th ey ' ve been g ive n, a re g ive n the support to 
eo nti n ue  co pi ng - what w i l l make i t  w ork? I th i nk 
i t  h a s  to hap pe n  at bo th 1 ev el s - 1 aw changes do n ' t  
mea n i t ' 1 1  happe n o ut there. Al so someti mes you  ca n 
do th i n gs w i tho ut l egi sl a ti o n  - w e ' ve got th e 
eh i l  dren i n  a normal k i nde rga rten  a nd mov i ng o n  to 
s chool s w i tho ut w ai ti n g for  th e  Act to chan ge. B ut 
th ere comes a po i nt w hen y o u  h av e  to h av e  a ch ange 
i n  th e l aw  so i t  become s w i des prea d .  B ut yo u stil l 
need th ese reso urce s .  

Ma ny women tal ke d a bo ut th e i m po r ta nce · o f  de f  1 n i  n g  w hat th e term 

"comm u ni ty "  real l y  mea n s .  ''Who a r e  th ey ?  Do th ey real l y  want 

h a nd i ca ppe d  peo pl e? W e ' l l  h av e  to do a l ot of  work i n  educa ti ng 

th em. Th er e' s sti l l pr ej u di ce. " 
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One of th e w ome n  was  concerned that "soci ety i s  goi n g  th ro ugh a l ot 

r i ght  now . W i l  1 th ey want h andi ca pped peopl e w ho a re de pe nde nt a nd 

h av e  l ot s  of nee ds? " Her comment refl ected th e v i ew  of most of th e 

women i n  th at th ey were co nce rned that peo pl e w ith i ntel l ect ual 

d i sa b i l i ti e s  w ere not productive so m ay be a bl e to "give  ve ry 1 ittl e 

back. Do we h av e  to make th an normal so th ey ca n 1 ive i n  soci ety ? "  

Th e r e  w ere  ma ny conme nt s  a bo ut th i s. Mrs D bel i eved tha t  i f  "· . .  we 

mov e sl ow l y  and ca ref ul l y  • • •  " normal iz ati o n  co ul d w ork.  

Mrs I.  a pai d worke r, h ow ev e r, was  concerned a bo ut h ow  s chool s wo ul d 

co pe a nd rem arked th at: 

• • •  th e school s co nce rn me a 1 ittl e bi t beca use I 
do n ' t th i nk o ur s chool 'systan i s  co pi ng w i th th e 
p robl an of so-cal l ed norm al k i ds i n  th e cl assroom 
s i t ua ti o n s  a n d  here  w e  are kee pi ng  o th er k i ds w i th 
real probl ans to a ssi st than, and I 1 m not sure  w e '  re 
rea dy f o r  i t. I th i n k  w e ' ve ten de d  to run  before w e  
ca n w al k, th at before th ey p ut ki ds i n  th ey sho ul d 
h ave been s ure th ere were some peo pl e  to deal w i th 
th em, th at th e trai ni ng shoul d come of staf f .  

There were ma ny comme nt s  r el ated t o  th e rea d i ness o f  th e communi ty to 

acce pt f ul l y  peo pl e w ith i ntel l ect ual di sa bi l iti es. ''Th e b i gge st 

bar r i e r  w il l  be getti n g  the commu ni ty to acce pt b ut IHC must al so 

real i se it ea n '  t do i t  al one. " Mrs M. a pa i d  w orke r, ref l ected a 

commo n v i ew  beca u se a t  times she f el t  o ptim i sti c a bo ut the changes  

but at  oth er ti mes w as v ery co nce rned a bo ut th em :  

W el 1 ,  I th i n k  w e  w il l  get th an i nto the communi ty 
and i n  f act th ey a re be i ng acce pted, a nd I do th i nk 
that there i s  more acce ptance ge neral l y  i n  the 
commun i ty of hand i ca pped peo pl e. And I do th i nk 
that whe n w e  no l o nger  h ave  to say that th ey ' re 
go i ng to be i ntegrated, or  th ey sho ul d be 
i ntegrated - when  we ca n acce pt that th ey a r e, j ust 
as presun abl y I do n ' t  h av e  to th i nk a bo ut w h eth er or  
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not I ' m  acce pted i n  th e  comm u ni ty - th ey m i ght not 
1 i ke me, but I do n ' t  h av e  to th i nk a bo ut i t  - I 
th i nk the d ay we cannot eve n  th i nk a bo ut th e fact 
th at some a re h andi ca ppe d a nd some a re not i s  th e 
day w e ' re  a i m i n g  for, b ut heaven know s whe n tha t  
w i l l be . 

The women fel t th ere w as sti l l a l ot of "i gnorance a bo ut "  a nd that 

e xten s ive comm u n i ty  educa tio n must be carr ied o ut :  

We must not o nl y  prepa re th e pe rso n  o n  thei r r i gh ts 
a n d  res po n si b i l i ti es but must al so pre pare the 
communi ty .  

I ' d h av e  to th i nk a s  a n  o rd i na ry pe rso n not know i ng 
a bo ut h a n d i ca p  how I ' d  feel a bo ut the se peo pl e 1 f  
sudde nl y th ey 1 ived next doo r .  

I ' m  aw are that nei gh bo urs a r e  i m portant - th ey ' re a n  
i m porta nt co ntact w hen o ur peo pl e 1 i v e  i n  th e 
comm u n i ty  so th ey must be pre pared .  

Woul d the communi ty hel p 1 f  my eh 1 1  d w as i n  a 
d i ff i c ul t  s i t ua ti o n ?  

Mrs M. a moth er, expa nde d o n  th i s : 

• • •  I '  m wor r i ed a bo ut v iol enc:e th at th ey '  re o pe n  to. 
a co u pl e  of times has re al l y  become worried  

abo ut - j ust rece ntl y when  sh e was  home - 1 ast 
wee ke n d  she sai d some boy s i n  the s u bw ay a s ke d  her  
for money and sh e w as sea red. And sh e ke pt on go i ng 
back to th i s  a n d  I sai d ,  ' Di d  yo u say a ny th i ng? ' a nd 
she sa i d, ' I  tol d ' and I sa i d, ' w i l l 
come '  a n d  she sai d tha t  wo ul d come a n d  h el p  
her .  

One w om a n  s ugge sted th at peopl e may not i ntroduce th en sel ves t o  a 

perso n w i th a di sa b il i ty .  Much work, she sai d ,  h a d  to be clo ne i n  

o rder to prepa re th e communi ty .  She commented : 
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Am I goi ng to sit  dow n a n d  i nv i te th em  i nto my hane 
and m ake f ri ends w i th th an ?  

Th ey  co ul d  be eve n  more i sol ate d  i f  we do n ' t tel l 
the peo pl e i n  th e commun i ty how to tal k to o ur 
peo pl e. 

I th i nk i t ' s  someth i ng w e ' ve got to be co nsci o us of . 
I th i n k  that' s what parent s are fea ri ng. 

Mrs K. a pa i d  w orke r, h ad a si m i l a r  v i � :  

Ye s, I th i nk there ' s fa r more em ph a si s now of co urse 
put o n  getti ng than o ut i nto th e communi ty .  B ut 
that' s al l v e ry  w el l  a n d  i de al i stic  b ut I th i n k  what 
they sho ul d be l ooki ng a t  i s  more em ph asi s o n  
getti ng th e  cormnu n i ty t o  meet th e  I H. It' s ea sy 
getti ng IH o ut i nto th e communi ty but a n  aw ful l ot 
of peo pl e j u st do n ' t  w a nt to know. I suppo se i t' s  
h llllan nature. Th ey do n ' t. Th ey '  re very ki nd .  
Th ey ' l l  g ive  a do na ti o n .  Th ey ' l l  pay 1 i p  se rv i ce. 
B ut w hen i t  comes dow n to th e ni tty g r i tty • • • •  I 
th i nk i n  some w ay s  i t' s  a l ac k  of understa n di ng.  A 
1 ack of know l ed ge .  A 1 ack of i nform ati o n. Where 
i ntel l act ual l y  h an d i ca p pe d  peo pl e  are i n  th e  
communi ty ,  are maki ng r egul a r  co ntact i n  th e l ocal 
sho p pi ng centre or th e  l ocal facto ry,  th ey'  re v e ry  
w el l rece i ved a nd y o u  co nsta ntl y hea r  oth er peopl e 
say, ' W el l , I j ust d i d n ' t  know . I h a d  no i de a . ' 
O r, ' I  w as al w ay s  a l i ttl e b i t  sca red of th an . ' 

Sh e had  some al terna tives, how eve r, a n d  sai d :  I 
th i nk i t ' 1 1  get better.  I th i nk aga i n  i t ' s a ca se 
of more w ork.  Peo pl e who  are i nvol ved in getti ng  
th an i nto th e communi ty , w heth er i t ' s th rough work  
or o n  a re si de nti al ba si s, th ey ' ve got to do a l ot 
more PR work, wheth er i t ' s a matter of go i ng round 
to yo ur nei gh bo u r' s or  goi n g up to th e l o cal 
sho ppi ng ce ntre  or tal ki ng to em pl oy ers. 

Mrs I. a pai d w or ke r, bel i eve d  that profes sio nal gro ups  need to be 

trai ned i n  th e a rea of i ntel l ectual di sa b i l ity .  Sh e h ad some i de a  of 

how th i s  co ul d  work  i n  practi ce a n d  stated : 

Yes .  As f a r  as  s peci al cl asse s  go I th i nk th at i f 
I do n ' t  know w ho wo ul d pay for  i t  a n d  m ay be tha t' s 
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w hy i t' s  not h a p pe n i n g  now - i f  OTs and  phy sic s 
co ul d be i ncl u de d  a nd act ual l y  v i si t  th e cl ass o n  a 
regul a r  ba si s a n d  work w i th  ch i l dre n who need extra 
phy si cal hel p or speci f ic h el p, I th i nk i f  th at 
co ul d be sorted o ut then a l ot more ch i l dre n wo ul d 
be nef it f ran speci al educa ti o n  f aci l iti es th at a re 
ava i l a bl e  • • •  I th i n k i t  has bee n tried  ove r  th e yea rs 
but nobo dy ' s  w i l l i ng to pi ck  up the tab. Th ese 
se rv i ces can becane the d i f ference betwee n success 
a nd f a i l ure  for th ese ch i l dren.  

Mrs C, a moth e r, wo n dered whether profes sio nal gro ups,  other a gen ci e s  

a n d  peopl e i n  th e communi ty were aw a re of th e da i l y  tasks w an en 

car r i ed o ut. She sai d that eve n w i th care  i n  the convnu n i ty  the se 

tasks w oul d sti l l need to be ca rri ed o ut .  She expl a i ned : 

A n d  yo u know, peo pl e co ul d  sha re th ei r horre n do us 
expe r i e nce s a nd there a re sti l l  such exper i ence s. 
That h as n ' t  cha nged.  No, you know, th e  ki d who  
d r i bbl es a nd h i s nose runs  al l th e ti me, and th i s  i s  
mud dl ed u p  w i th h i s  food a n d  h e  vanit s, a n d  yo u 
know - i t ' s al l th ere sti l l .  Th at ' s w hat peo pl e a re 
1 iv i ng w i th sti l l .  

Mrs O, a moth er, h ad s i m i l ar  v iew s  to tho se  of Mrs C. Sh e bel i ev ed 

that th e  practi cal danands of ca ri n g  m u st be cl ea rl y  i de nti f i ed so 

th at a p propr i ate communi ty reso urce s co ul d be p ut i n  pl ace . 

Th e  w ane n ' s stories des cri bed how th ey h a d  s pe nt much time th i n k i n g  

abo ut th ese i ss ue s. How ev er, it  w as d i f f icul t for some of th ese 

w ane n  to enco ura ge th e Orga ni satio n to 1 i ste n to th ei r concern s. Th e  

w an e n  w anted a ch a nce to d i scuss th e al ternati ves a nd t o  cl ea rl y 

i den t i fy al l th e i s s ues  tha t  were asso ci ated w i th th e move to 

communi ty ca re. They d i d not w a nt a sm al l group deci di ng on how 

cha n ges  co ul d  ta ke pl ace. Th ey w i shed to s peak for th ansel ves a n d  

sev eral o f  th e wanen  h ad be gun t o  do th i s  i n  th ei r s uppo rt groups.  

Struggl es a n d  Re si stances  

Th e  w an  en  I i nte rv i ew ed h ad some def i ni te respo nse s  to  th e w ay th e 
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Orga ni sation w a s  acti ng a n d  th ey h a d  sane cl ea r i deas o n  how cha n ge 

co ul d  take pl ace . Mrs I, a pa i d  worke r, s ugge sted : 

Yes, w el l , I th i n k  i t  w a s  ori gi nal l y  set u p  as  a 
pa rents '  Orga ni sati on  for th e good of th ei r ch i l dren 
and th i s  i s  q ui te a perso nal o pi nio n .  I feel i t' s 
now becom i ng so ca reer str uct ured th at may be th e 
peo pl e i t  w a s  actual l y  set u p  for  are o nl y  a l i ttl e 
b i t  of th e 1 i fe of th e per so n  w hose ea reer i t  i s . 
We, dow n her e  i n  the nitty gri tty ,  are sti l l worki ng 
w i th eh 1 1  dren but there a re a 1 ot of pe o pl e w ho a re 
sim pl y - say, a dm i ni stra tio n a n d  ma nagers - and  I 
know�i t ' s e sse nti al to h av e  good a cin i ni stratio n  i n  a 
b i g  Orga ni sa tio n - b ut I sanetimes wo n de r  i f  th ey 
real i se w hat i s  actual l y  go i ng o n. If th ey woul d 
perh aps cha n ge sane of th ei r i dea s, i f  th ey  wo ul d 
s pe nd a week i n  a worksh o p  o r  a preschool or a 
resi de n ti al e stabl i shment. If m ay be tha t  wo ul d 
ch ange th ei r th i nki ng. I th i nk th e oth er w ay .  
May be there ' s not eno u gh i nf o rma tion  pas sed o n  to 
th an .  I do n ' t th i nk w e  need to b e  co nsul ted as  to 
th e  runni ng of th e Orga ni sa tio n, b ut I th i nk that 
may be i f  th ey knew more a bo ut w hat we w ere do i ng, as 
I h av e  j ust sai d, that th ey wo ul d perh aps change 
some of th e th i ngs th ey were try i ng to do . 

Mrs c. a pai d worke r, 

shoul d exp e r i ence th e 

mai nta i ned : 

bel i eve d  tha t  me n a n d  peo pl e  i n  a uthori ty 

da i l y acti v i ti es of ca regi vers.  She 

I h av e  neve r  ev er know n a mal e i n  a posi ti on  of 
a uthori ty or i n  a n  a dm i ni stra t ive po si tion  i n  th e 
IH C com e  i n  a nd expe r i ence w hat 1 ife  i s  1 i ke on a 
da i l y  ba si s i n  a hane. Th ey are v e ry  b r i ef v i sits, 
very b r i ef occa s i o ns. May be h al f an  hour . 

Mrs E. a pa i d  worke r, suggested tha t  more ap pro pri ate and  effective 

deci si ons w o ul d be made if  men co ul d o bserv e  a nd al so feel w hat i t  i s  

l i ke to care for  peo pl e w i th i ntel l ect u al d i sa b il i ti e s. She sai d 

th ey woul d not th en  i nterfere w i th th e good programmes "h ands-on 

peo pl e "  are ca r ry i ng o ut. 
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Mrs N. a pai d w orker, bel i eved tht n gs co ul d cha n ge 1 f  peo pl e 1 ea rned 

a bo ut "h ands o n  n i tty gr i tty stuf f" .  She sugge sted : 

. . •  too ma ny ch i ef s a n d  not eno u gh I n di an s. Too ma ny 
peo pl e orga ni si ng the pol i cy but y o u  need the peo pl e 
here doi ng th e h a n ds o n  ni tty gritty stu f f. And I 
sti l  1 woul d 1 i ke to see al 1 th ese pol i cy make rs 
doi n g  a l ot of th e hands  on st uf f. I ' m  af r a i d  - not 
beca use I ' m  not real l y  q ual i f i ed - b ut beca use I ' ve 
l ea rned th ro u gh experience and  I th i n k  eve ry bo dy 
sho ul d 1 earn  th rough expe r i ence. If th ey get 1 ots 
of q ual i f i ca tion s o n  the si de or al ready h ave  th em, 
th at' s f i ne but unl ess y ou ' ve h ad act ua l  pe rson-to
perso n experi e n ce a n d  real l y  get to know these 
peo pl e I do n ' t  th i nk y o u '  re q ual i f i ed to m ake th e 
pol i cy .  

Mrs K. a pa i d  worke r, h ad a si m i l ar  v iew a nd commented : 

W el 1 ,  what  I wo ul d 1 i ke to see i s  more of the peo pl e 
w ho m ake th ese pol ici es a nd act ua l l y  do some h ands 
o n  w ork.  I feel rath e r  stro n g l y  a bo ut tha t. And 
then th ey m i gh t  see th i ngs perhaps a 1 i ttl e more 
real i sti cal l y .  I do n ' t  know whe th er tha t ' s j ust me 
or  not, but I - wel l ,  i t  h asn ' t  y et. B ut y o u  often  
th i nk ,  ' Oh, God,  what are  they goi n g  to  cook up  
now ? '  you know . I do n ' t m i nd .  I j ust f eel very 
stro ngly  tha t  peo pl e l i ke a dn i ni strators - whateve r  
th ey cal 1 th an now - branch manage rs - a n d  a ny o ne 
who se cha n g i ng  pol i cy I 1 i ke to see h ave a b i t  of 
hands o n  know l ed ge  of th e j ob .  And I th i nk th at' s 
im portan t. I f  yo u were i n  a man ufact uri ng  b u si ness 
or someth i ng a nd th e so n took ov er th e busi ne ss, you 
us ual l y  f i nd tha t  the so n h a d  started off at  th e  
bo ttcm a nd w or ke d  h i s  w ay th rough . So th at he  knew 
what h e  w a s  t al k i n g  a bo ut. 

Mrs o, a pa i d  w o r ke r, bel i ev ed that w cmen m ust show by th ei r acti o ns 

that th ey ca n h av e  a d i fferent w ay of doi ng th i ngs and enco urage 

oth er women to do th i s  too : 

I t ' s nev er  been a co nf l ict w ith i n  my sel f .  I t  may be 
a co nfl i ct w i th th em a n d  I co n si der that to be th ei r  
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pro bl em. I th i nk I h ave pro ba bl y ,  for a n um ber of 
peopl e i n  the management team - th e oth er Di rectors 
or other  peo pl e or the vel unteers or  Pre si dent -
I ' ve ea rned a fa i r amount of respect f rc:m peo pl e 
that do l i ste n. I h ave d i ff i c ul ty i n  bei ng  a bl e  to 
rati o n  it o ut i n  my ow n  m i nd abo ut some of th e 
deci sions  th a t  are made h a sti l y  or tha t  are tal ked 
a bo ut o ne day and i t ' s ch a nged the next, and I h av e  
that d i ff i c ul ty .  I th i n k  th ere i s  stil l - a n d  I 
suppo se y o u  get th at i n  a ny  nati onal of f ice - I 
th i n k th ey ' re stil l v e ry  cri ti cal a n d  j ud gne ntal a n d  
I do n ' t bel i ev e  there' s e no ugh - w e '  re so busy 
tel l i n g staf f or key peo pl e i n  branches to tel l 
peo pl e th at th ey '  re do i ng a g:>od j ob .  I sti l l th i nk 
that the bran ch ma naganent - ma na gers,  for  exam pl e -
ta ke a l ot of cr i ti ci sm  a nd w e  do n ' t s pe nd eno ugh 
time tel l i n g  th em  tha t  th ey ' re doi ng  a g:>o d j ob .  I 
th i nk w e  sti l l  l ook o n  a l ot of negati ve  th i ngs a nd 
not e no u gh po s i tive th i n gs for peo pl e. And that 
wor r i es me.  Th at real l y  does  worry me.  And I ' ve 
got a di ffere nt - I f i n d that I ' m  d i f fere nt f rom me n 
i n  thei r th i nki ng a nd th at' s rei nf orce d  me si nce 
I ' ve becane a I pro ba b l y  do n ' t  worry eno u gh 
a bo ut th i ngs th at th ey co n si de r to be i mpo rta nt. 

There w ere co nfl i cts a bo ut th i s  h ow ev e r, as sane of th e w ane n  d i d not 

f eel 1 i ke "m aki ng a f uss" . A n um be r of th e wc:men s ugge sted th at th ey 

"ha n g  i n " becau se th ey e nj oyed th ei r  w ork a n d  th i s  ''ma kes u p  for"  th e  

b a d  ti mes. Som e  of th e wc:men w ere  of th e o pi ni o n  th at i t  w as not 

w or th "ma ki ng  a f us s "  beca use "you can get pic ked o n "  i f  yo u do. 

Mrs N, a pa i d  worke r, s ugge sted that ca regi vers m ay f i nd i t  d i f f icul t 

to b r i n g  u p  i ss ues  a n d  co n sa::J uently th i n gs ranai ned h i d de n. She 

tr i ed i n  h er coordi nati ng rol e to prov i de a for un  for d i scussi on .  

She  stated : 

I bel i ev e  w e  do, and I th i nk w e  h ad a l ittl e i ss ue 
not so l o n g  a go w i th the ban k  acco u nt n umbers,  w h i ch 
i s  a cl assi c. I, some y ears  ago,  act ual l y  made a 
perso nal deci sio n tha t  i f  I knew th ere w er e  
rllllbl i ngs i n  th e background - beca use a t  th at stage 
at o u r ma nageme nt meeti ngs peo pl e  wo ul d m utte r i n  
th e background, th ey woul d nev er bri ng a ny th i ng u p  
at  ma nagane nt meeti ngs - i f  I knew that I f el t  th ere 
was rt.mbl i ng i n  th e background I ' d g ive  peo pl e a n  
o pe ni ng at  th e meeti ng  by b r i n g i n g  sc:meth i ng u p. 
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Th e w ane n  al so tal ked a bo ut how th e  w ane n  i n  th e  IHC m ay be g ive n  a 

few co nce ssi o ns to "keep than q ui et" a nd i n  ef fect th i s  prev ented 

th em f ran co nf ro nti ng th e i ss ue s  th ey  were concerned a bo ut. 

Some of th e women commented th at th ey may be given some i ndi v i dual 

s u p port when  th ey h a d  a pro bl em. Th i s  m ay im prove th ei r  si t ua ti o n  i n  

th e short tenn but i t  di d not b r i ng a bo ut a ny l asti ng ch ange . Mrs 0 
t al ked a bo ut her  experience w i th th i s . Her pro bl ans were sol ved but 

oth er  o pi ni o ns were not sough t  a nd th ei r d f ff icul ti es w ere not 

resol ved .  She cl a imed :-

• • •  th ere a re no mech ani sm s  th at show • • •  peopl e com i ng 
to ge th e r  a n d  ma ny deci sio n s  are made beh i n d  cl o sed 
doors  • • •  al 1 th ese peo pl e s i tti ng at Nati onal Of f i ce 
t al k i n g  a bo ut th i s  a n d  tha t  say i n g  i t' s  grea t, b ut 
to J oe B l oggs i n  th i s  street a nd th at ho use, 
sanetimes i t  h ardl y rea ch e s  th em  at al 1 .  

Mrs M, a moth er, commented that i ss ue s  may be pe rso nal i se d  a nd 

i n d iv i d ual w ane n  ''made exam pl es  of " .  She sai d i t  too k  h e r  a l ot of 

ef for t  to f i nd o ut w heth er oth er pa rents w ere h av i ng s i m i l a r  

d i f f i c ul ties .  Sh e as serted that : 11! got so  ca rried  aw ay a n d  real l y  

s urpr i se d  my sel f how strongl y I f el t, and I 
'
rang some of th e pa rents 

a n d  • • •  i t  was  goo d • • •  " Wane n m ay r an a i n i sol ate d  f rom o ne a no th e r  a n d  

often bel i ev ed that i t  w as th ei r pe rso nal i na deq uaci es th at were th e 

ca u se of th ei r pro bl ans.  Th i s  v i ew, sai d  Mrs M, i s  rei nforced by th e  

O rga n i  sa ti o n. 

Mrs C, a moth er, bel i ev ed th at wanen sho ul d not feel th ey must be 

gratef ul for  what th ey  got a s  th i s  ke pt th em i n  a n  i nferi or po si ti o n. 

She co nte nde d th at wanen must be cl ea r a bo ut th ei r r igh ts a nd m ust 

not com prani se th e se. Ms F r ei nforced th i s  i s s ue when she stated 

th at "th ere  were very sel dom i ss ue s  th at went back to Nati onal 

Off i ce to th e  peo pl e who make th e  deci sion s .  1 1  She sai d tha t  w ane n  

d i scusse d  th e i ss ue s  among th an sel ves but sal dom bro ugh t th an i nto 

the p u bl i c  are na for de bate. 
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Mrs A suggested that th e Organi satio n needed to h ave  a "w i de r  v i � " 

and dete rm i ne w hat the impl ica ti ons  of new dev el o �ents co ul d be . 

She bel i eved th e IHC m ay try to h i de a ny d i ff i c ul ties by not 

i de nti fy i ng l o ng range goal s. She sa i d  th at sh e woul d often say , 

"What ' s go i ng to h a p pe n  next? " and be tal d to "Sto p th i n k i n g  wha t ' s 

go i ng to h ap pe n  next . " She rel ated th i s  i n  her story abo ut 

i ntegra ti o n  and  how peo pl e nee de d to l oo k  at th e l o ng-te rm 

i m pl ica ti ons  of th i s  pal icy . She al so commented th at "yo ung women" 

had  d i fferent concern s tha n  ol de r w ome n. Th i s  m ay ma ke i t  di ff i c ul t  

for women to come togeth er. Sh e bel i ev ed that groups of women di d 

not dev el o p  s po nta neo u sl y - h av i ng a ch il d /ad ul t w i th a n  i ntel l ect u al 

di sabi l i ty d i d not mean th at women w o ul d h av e  si m il ar  o pi n i o ns. 

How eve r, des pite al l the d i ff ic ul ti es  th e  wome n  had i n  tran sl a t i n g  

thei r i nd i v i d ual probl ems i nto publ ic  i ssue s  w h i ch co ul d be show n to 

affect w ome n w ho care  for peo pl e  w i th i ntel l ect u al di sa b i l i ti e s, th e 

women I i nte rv i �ed di d h av e  some po ssi bl e sol ut i o ns. Some h ad 

al rea dy t r i ed the se o ut. I gai ned th e i m pres sio n tha t  what w i l l  

b r i ng th ese women togeth er w i l l be th e da i l y  co nce rns  th ey had a ro un d  

careg iv i ng and th e w ay s  th ey had  bee n treated by the Orga ni sa tio n .  

Mrs C, a moth er, de scr i bed h er i deas for  bri ngi ng groups o f  women 

to gether  and  em pha si sed that th e immedi ate and perso nal concern s of 

women de se rv ed a s  m uch di scussi o n  as  th e m�-or i ss ues .  She emph asi sed 

that i t  was  the commo n experiences of careg ivers that were th e 

f actors th at ca ul d br i ng women togeth er. Th ese ca ul d, as Mrs C 

s ugge sted,  transcend ba rri ers of age and other d i f fere nces .  Mrs C 

h ad some very cl ear i deas a bo ut how sh e woul d o rga ni se groups of 

w ome n and  had  i n  fact begun to do th i s . Ms B .. a pa i d  worke r, h a d  

s i m i l ar v i ew s. S h e  advocated : 

• • .  Netw orki ng - and th at goes  back o nce aga i n  to 
staff strength s and i de nti fy what stren gth s th ey ' ve 
got.  Ma ki ng them feel impo rta nt a nd usi ng th at. 
An d setti ng  up tho se networks to do that so tha t  
th ey get mor e v ari ety i n  thei r j o bs .  An d th e 
cru ci al th i n g  i s  act u al l y  getti ng  the staf f worki ng 

' I  
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to gethe r, network i ng to geth e r, and I th i n k  yo u r  
support  groups a re real l y  impo rta nt. Yo u shoul dn 1 t 
h ave  to do that o n  yo ur ow n beca u se once yo u start 
hav i ng staff  - 1 i ke we di d i t  - I mea n, th ere was  

a n d  and  and my sel f - w e  te n ded to 
form o ur ow n suppo rt group.  But w hat h ap pe ns i s  y o u  
e n d  u p  se para ti ng  yo ur sel ves • • •  Yo u ' ve got to b r i n g  
oth ers i n . A n d  i f  th ey do n ' t  1 ike w h at y o u '  re do i ng 
you ca n say to th em, : wel l ,  w hy do n ' t y o u  take that 
i dea?  Yo u p ut some tho ugh ts o n  that a nd we '  1 1  ge t 
togeth e r. ' 

Mrs K, a moth er, h ad som e i deas a bo ut suppo rt groups : 

Yes, th ey po s si b ly  co ul d  but I th i nk IH ca n o nl y  go 
so f a r. I th i nk pa rent s  m ust - a nd perhaps I ' m 
say i ng younger pa re nt s - l et' s face i t, I know how 
busy th ey are - but I sti l l th i nk th ey must become 
i nvol ved to a certai n extent becau se as I al w ay s  
say . unl ess they come al ong, voi ce w hat they ' re 
nee d i ng, th e 1 i kes of my age gro u p  do not know what 
the needs a re. It' s q u i te di f ferent to w hat i t  w as 
whe n w a s  sm al l , so th erefore my a ge gro u p  ca n 
go al ong do i ng w hat they th i nk i s  r i gh t  a nd y et for 
the ch i l dre n com i ng o n, i t' s pro babl y not 
s uf f ici ent .  B ut how does  o ne know ? Th ey hav e  to be 
i nforme d  and  peo pl e h ave to w a nt to come to these 
groups - it most proba bl y shoul d h appe n  o ut si de work 
i f  w e ' re goi ng to ask staff too l 

She bel i ev ed th at th e w hol e Orga ni sati o n  a nq the way it  suppo rted 

f am il ies  had  to be l ooked at. Sh e wanted w ome n  to forget th ei r 

d i f ference s so th at th ey co ul d "get someth i ng do ne" .  Mrs G, a pa i d  

worke r, cl a ime d  that the staff sh e w orked al o ngsi de ref u sed to w ai t  

a n d  got on w i th ch al l engi ng deci s ions :  

What h a p pens i s  that peo pl e  si t a ro un d  a n d  w a i t  to 
be tol d f rom abov e, w i thout pa ssi ng o n  nece ssa ri l y  
what th ey want, th ey si t and  w a i t  to be tol d what 
needs to be do ne . An d I th i nk th at' s the so rt of 
h i stori cal th i ng - i s  tha t eve ry bo dy i n  the e n d  
w a i ti ng t f l l say s ' Yes ' . 

. .  
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She s uggested th at the "h a n ds o n "  peo pl e are ge neral l y  tho se w ho knew 

w hat needs to be do ne " · • •  and y o u  do n ' t go up a nd ask w hat needs to 

be do ne ;  yo u must al w ay s  go dow n and say ,  ' What do yo u need? ' 11 She 

i nti mated th at tho se  w ho a re i n  "top  po si tio ns" a nd unde rstand  the 

needs  of the "h ands  o n " staff sho ul d pass on "know l ed ge a n d  th e 

i nform ati on a nd the methods" that "h ands o n" peopl e "need to know " to 

change th i n gs. 

Ms L.. a pa i d  w orke r, had been i nvol ved i n  support groups th at h ad 

bee n s ucces sf ul i n  br i n g i n g  a bo ut cha n ge.  Sh e f el t  th ere were stil l 

"too many bl ocks "  a nd s upport groups co ul d begi n to "o pe n  up  th e 

system so i t  f l ow s  bette r" .  On a te am  th ere needed to be trust and  

a n  e nv i ro rment w here i deas co ul d be  o pe nl y  di scussed a nd deci si ons 

exam i ned and ch al l enge d .  She tal ked a bo ut how work i n g  as  a team 

co ul d  prov i de a n  e nv i ro rment for di scussi ng new i deas a nd exam i ni ng 

th ei r i m pl i ca tions : 

It i s  i mporta nt for me. I l ike to be a bl e to bo unce 
of f my i dea s.  I m i ght not change my i dea but I ca n 
get - pe rhaps I ca n ch ange my pe rspect i v e  j ust 
l i ste ni ng to my sel f g iv i n g  i t  to some bo dy el se. And  
I l i ke to  be  a bl e to  h av e  i n put i nto a team • • •  

There was  a gro u p  o f  w ome n emerg i n g  w ho had become cha n ge agents i n  

th e se nse th at oth er women co ul d go to th em for adv ice a nd h el p  i n  

b r i n g i n g  a bo ut cha n ge.  Th ey h a d  th e i deas and knowl ed ge that co ul d  

br i ng abo ut ch ange for oth er women but th ey worked al ongs i de oth er 

w ome n to dev el o p  these i deas.  Th ey worked in  careg iv i n g  po si tio ns  or  

in  po si ti ons w here th ey co ul d mai nta i n  th ei r l i nks w i th "h ands o n" 

staff and  mo th ers.  

I w as i mpressed w ith some of th e cl  ea r strategi es these w omen h ad for 

br i ngi n g  a bo ut chan ge. For exam pl e, Mrs B .. a pa i d  worke r, who  h a d  

begun t o  do th i s  cl a i med : 
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Wome n must do more bra i n stormi ng - I th i nk th ey ' v e  
go t  pe rce pt i o n - th ey ' ve go t  th e v i s i o n .  Th ey are 
not afrai d to ma ke a deci sion becau se th ey know i t  
may l ead to more deci s i o n s  o r  probl ems but i t  w i l l  
eve nt ual l y  ta ke u s  to where w e  want to go . We are 
used to act i o n  beca use w e ' ve h ad to real l y  f i gh t al l 
sorts of th i n gs a s  w ome n . We must be a l ot cl eare r 
though and l ook at  o ur sel ves. We do n ' t see it as a 
j o b  b ut as a ch al l e nge a n d  a comm i tment. We h av e  a 
purpo se ev en w i th al l th e f rustrati o ns. Th ere ' s a 
p ur po se for bei n g  and do i n g. 

She bel i ev ed th at women must try to get i nto seni or management 

po si tions i n  order to b r i n g  a bo ut change. She sa i d  tha t  al tho u gh 

some women may deci de to l eav e and  w o rk o ut si de the O rga ni sati o n, 

th ey co ul d sti l l work al o ngsi de w omen careg ivers and  oth er peo pl e  who  

w ere try i ng to  i mprov e women ' s 1 ives.  Mrs B h ad m ade a perso nal 

comm i tme nt to bri ngi ng a bo ut change for  w ome n  i n cl u d i n g  staff a n d  

moth ers.  She was try i ng to l ook  a t  ch ange s i n  pol icy as w el l  as i n  

th e j o bs that w omen were c urre ntl y doi ng.  

Some of th e women i n  th i s  group tal  ked a bo ut the i m po rta nce of 

s u p porti ng  each oth er so tha t  th ey di d not s uffer  f rom b urno ut. 

Work i ng i n  a group co ul d h el p women get some "ref reshment"· a nd a 

break f rom th ei r struggl es .  Mrs c. a moth e r, discussed th i s  i n  

rel ati on  to "cel l groups".  She m ade some i nteresti ng comments :  

And I th i n k  tha t' s more i m portant tha n  anoth e r  
adm i ni str ator, it ' s more impo rta nt than a noth er 
comp ute r, i t ' s  more i mporta nt tha n  anoth e r  soci al 
worke r .  I th i nk th at co ul d be th e key . Someo ne 
l i ke worki ng r i ght w i th smal l ba se gro u ps a n d  
w i th i n  a branch , even  w i th i n  a subu r b, w h i ch m i gh t  
mea n o nl y  th ree o r  fo ur  peo pl e. Yo u know , i t ' s the 
ol d th eory,  i n  a cel l sy stem, i sn ' t  i t? It h as 
al w ay s  bee n fo und th e mo st effectiv e i n  a ny 
progressi v e  mov ement.  Th at' s how any mov ement 
start s • • • •  And I th i n k  tha t ' s v e ry,  ve ry real . I 
know i t  so unds - it ' s o nl y  do i ng w hat w e  d i d  r i gh t  
at the begi n ni ng  becau se, yo u see, th ere' s a l ot of 
sco rn  po ured on some of the th i ngs th at gav e us 
stren gth at the begi n n i n g, s u ch as we had o ne member 
i n  who w as a very ski l l ed craftswoman  a nd sh e 
u sed to get us  togeth e r  - get the peo pl e  i n  



- 198 -

to geth e r - th ere wo ul d be a bo ut - r i gh t  at th e very 
begi nni ng th ere woul d be - 1 2-15 of us w o ul d turn up  
and  we s peci al i sed in  a pron s  and  w e  made a pro n s  for 
an a n n ual  sal e. There woul d be hun dreds of aprons 
made. Th ey were very bea uti f u l ,  th ey were works of 
art. But th e co nversati o n  al 1 th e time at a 
gath e r i n g  1 i ke that wa s yo ur ch il d and  what was  
go i ng o n  at  IHC. 

She tal ke d a bo ut how th e IHC w as sta rted by groups of commi tted women 

and how i t  m u st never be forgotte n that ma ny of the se rv i ces were 

begu n by women.  She gav e sev eral exam pl es of th ese : Rel ief 

se rv i ces so th e w omen co ul d h ave breaks aw ay f rom the ch i l d/ad ul t ;  

Home A i d  for s upport i n  the home ;  

and preschool se rv i ce s. It was h e r  

th e i n p ut t h ey  h ad i n  th ese ch ange s. 

resi de nti al serv ice s  for adul ts ;  

v i ew  that w ome n  ofte n d imi ni sh ed 

She bel i ev ed th at oth er women 

and h ersel f h a d  a rol e i n  begi n n i ng the se " sm al l  groups"  and l i n k i ng 

th ei r act i v iti es to the da i l y  expe ri ence s of women : 

• • • •  Pro ba b l y  i n  these sm al 1 gro u p s  that  yo u are a bl e 
to tal k w i th and to i nf l ue nce, o ut of th an th ere may 
come someo ne who j ust starts a no th e r  mov anent 
al togeth er. Or, sees a w ay of regroupi  ng those w ho 
h ave some conce pt of w hy th ey ' re d i sap po i nted at 
prese nt a nd w here th ey sho ul d p ut thei r ene rgi es. I 
do n ' t th i nk i t ' l l  be do n e  j u st by ca r ry i ng o n  
respecti ng the Soci ety a s  i t ' s structured now and 
ho pi ng  that  yo u ' re goi ng to break th ro u gh .  I t  j ust 
wo n ' t work . • . •  Ye s, and I th i nk th at i f  I was  worki ng 
w i th st af f I wo ul d enco urage th em to do that ve ry 
q ui ckl y . Th at woul d be a pa rt of th e -trai ni ng I 
wo ul d g ive th em. 

Mrs M, a pa i d  w orke r, bel ieved th at each B ranch h ad to w ork o ut i ts 

"over al l a ims  and  ph il oso ph ies", be "more creative " and acce pt that 

each regi o n  w i l l  be di f ferent a nd w i l l  need to respond to l ocal 

nee ds.  She poi nted o ut that sh e had  bee n i nvol ved w i th groups  of 

women  w ho w ere try i ng to ensure th at l egi sl ati o n  on a nati onal l ev el 

was  p ut i n  pl ace i n  l ocal branches.  She  gave the exam pl e  of  th e  28 

day s '  rel i ef prov i de d  by th e gov ernment as  ofte n  be i ng i nsuf f ici ent 

i n  that not o nl y  were a deq uate rel i ef serv i ces  ofte n not av a i l a bl e, 
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but for  some f am i 1  i es  28 d ay s  w a s  j ust not eno ugh.  Wome n  who cared 

for ch i l dren/a d ul ts w ho h ad s peci al needs may hav e  no acce ss to 

re 1 i ef se rv i ce s. 

Mrs M h ad w o rke d w i th anoth er wom an, Mrs O, to br i ng a bo ut som e 

cha n ge i n  the se a reas.  Mrs D bel i eved that it was im porta nt to h ave 

cl ea r goal s a bo ut how se rv ice s  sho ul d be devel o pe d : 

• • •  I ' l l  g ive  yo u a n  exam pl e w i th o ur branch.  We are 
very cl ear  a bo ut w here we '  re at a s  a branch . We'  re 
v e ry  mu ch i nto a devel o pme ntal sta ge ; w e ' ve go t  
def i n i te go al s that w e ' ve set to ach i ev e  with i n  the 
next co u pl e  of  yea rs ; and a bsol utel y noth i ng  to do 
w i th w here we'  re head i ng a nd w hat we '  re do i ng i s  the 
press ure f rom Na tio nal com i ng i n  tha t  w e  sho ul d be 
s� itti ng beca use branch es a re s� itti ng. An d i t' s  
got no th i ng to do w i th where w e '  re a t  and  what w e '  re 
doi ng a t  al l .  

These women w ere try i ng to dev el o p  cl ea r goal s that they w i sh ed to 

a ch i ev e  and  th ey w ere t ry i ng to w ork i n  a col l ective  w ay .  Th e  te am 

manbe rs al l had i n p ut i nto deci si o ns. Ms L, Mrs N, Mrs 0 a nd Mrs H 

had  al so worke d  a s  a gro u p  to i de nti fy w ay s  th ey  co ul d  h el p  o th er 

women br i ng a bo ut ch ange. Ms l s ugge sted th at sh e used th e group to 

"sort o ut i deas " and  to prevent  h e r  f rom getti ng  v ol a t il e a n d  maki ng 

i nco r rect deci si o ns. Th e group  hel ped her work o ut w ay s  to co nf ront 

d i ff i c ul t  s i t ua t io n s . 

Th ese groups  of women h el ped each oth er dev'el o p  cl ea r strategi es for 

b ri n g i n g  a bo ut cha n ge. How eve r, as  Mrs I, a moth e r, s uggested th ey 

h ad to meet regul arl y and avoi d be i ng " p ut dow n" by mana gement a nd 

exec utive gro up s  o n  the comm ittee. Wome n, she em phasi sed, sho ul d  not 

"g i v e  i n" to th e dom i na nt methods of ca r ry i ng o ut th e Orga ni sati o n ' s 

pol i ci e s  i f  th e se i n  fact di d not match wome n ' s as pi ratio n s . 

I n  my i nterv i ew s  w i th th ese women th ey tol d m e  th at th ere w ere groups 

w h i ch w ere br i ngi n g  a bo ut some changes.  The ch al l enge for these 

groups w as to 1 i nk thei r str uggl es w i th one a noth er and to keep  these 

----- --
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struggl es  al ive. Wome n had  bee n activ el y i nvol ved i n  th e 

O rga ni sati on ov er a l o ng pe r i od of time. Th ey bel i ev ed th at th e 

i ss ue was to ens ure that th ei r v o i ces were h ea rd a n d  tha t  th ei r 

co nce rns were met. Th ey ,  as Mrs D .. a pa i d  worke r  advocated, sho ul d 

h ave  active rol e s  i n  dete rm i n i n g  what form th e Orga ni sa tion  co ul d  

take a nd w hat i ts practi ces  co ul d 1 ook 1 ike .  Th ey must orga ni se the 

w ay th ey wa nted th i ngs do ne a n d  not w a i t  for others  to tel l th em. 

Feel i ng Ambi v al ent - Th e Good a nd Bad  

As w i th th e women ' s experi ence s i n  th e househol d th ese women ' s 1 ives 

and th ei r experiences  w i th the Orga ni sa tio n were a m i xt ure of hard  

work  a nd de spa i r but al so at ti mes of j oy and h o pe .  I t  i s  i m po rta nt 

to co nv ey  th i s  and  al so th e w ay s  i n  w h i ch wome n had  begun  to b r i n g  

a bo ut eh ange . 

I w a nt to end th i s  sect i o n  by tal ki ng a bo ut the o pt i m i sm  of th e 

w ome n.  Th e w ome n  tol d me  that th e reaso n s  th ey "keep goi ng "  were 

many . Th e  mai n o nes, as w e  h av e  seen i n  th ei r de scr i pt i o ns, were 

r el ated to th ei r rel a tion sh i p s w i th th ei r  ch il dren/ad ul t s  and the 

pe o pl e th ey work w i th ; thei r rel ati o nsh i p  w i th oth er women a nd th ei r 

a b il i ty  to bri n g  a bo ut some change no matter how sm al l 1 t  seemed.  

As w i th th ei r stor i es abo ut th e ho usehol d th e women ' s sto r i es a bo ut 

the Orga n i sa tio n i ncl u ded a descri ption  of the "f un  times"  th ey h ave 

h ad w ith th ei r eh i1 dren/a d ul ts. The moth ers a nd pa 1 d w orkers h ave  

bee n a bl e to bring  a bo ut changes for  these peo pl e a n d  ta ke much 

pl eas ure i n  w atch i ng th em l ea rn new ski l l s . Th e women w orked 

al ongsi de other  w ome n  a s  th ey di d th i s  and,  as w e  h ave see n i n  the 

women ' s stor i es, th ey rece iv ed much s uppo rt a nd f ri endsh i p  f rom oth er 

w ome n .  

Worki ng al ongsi de oth er women h as h el ped th e women i n  my resea rch 

b ri ng  a bo ut change a n d  the bel i ef that  th ey co ul d  do th i s  e na bl ed 

th em to "keep go i ng" . L i fe w as not al l m i sery for th ese women.  Th e 

peo pl e that a dm i  ni stared the tech nol ogies  of power are th e very 



- 201  -

peo pl e that th e w ome n  l oved a n d  cared a bo ut. Th e wome n  1 ived and 

worke d  w i th th ese peo pl e and  h ad many happy stor i es to tel l abo ut 

th ei r l ives w i th th em. 

My focus has  been  o n  th e th i ngs th at women w a nted ch anged i n  th e 

Orga n i sa ti o n  and  th e th i ngs tha t  th ey h ad bee n u nhappy a bo ut. A ve ry 

pow erf ul strand i n  th e women' s stori es has been  thei r feel i ngs of 

am b i v al en ce and the w ay s  i t  h a d  been d i ff ic ul t  for the se w ome n  to 

ch al l enge th e O rga ni sa ti on.  I hope I h av e  been  abl e to a deq ua tel y 

portr ay th i s  i n  th i s  sectio n. I now ta ke the se th anes and a nal y se 

them usi ng the th eoreti cal f ramework I o utl i ned i n  Ch apter Two.  
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OiAPTER SEV EN :  AN ANALYSIS OF WOfEN' S EXPERIENCES W ilH  niE 

ORlANISATION 

Th i s  cha pter a nal y se s  th e  w ome n ' s e xperi ences  i n  th e  Orga ni sa tio n .  

These expe r i ence s  di d a t  ti mes m i rror tho se  th at took pl ace i n  the 

hou sehol d and i n deed th ere i s, not u nexpectedl y, a reci pro cal 

i nf l ue nee betw ee n  bo th si tes. Th e th eoreti cal f ramework set o ut i n  

Ol a pte r Two prov i de s  th e  ba si s for el u ci da ti n g  th e  a nal y ti cal 

ca tego r i es for exam i ni ng th e tech nol ogi es of pow er o pe rati ng i n  th e 

Orga ni satio n .  These tech nol ogi e s  a re the means  by whi  eh power 

rel ati o ns were mai nta i ned .  

i denti f i ed : 

T.1 e f ol l ow i ng key tech nol ogi es w ere� 

th e o bs e rv ati o n, exam i nati o n a nd com pa r i so n  of wanen by th e 

orga ni sa ti o n ; 

th e use of know l edge to excl u de women f rom ce rta i n act i v iti es;  

the u se o f  l an guage to prov i de mea ni ng to w ome n ' s experien ce s. 

Obse rv ati o n, Exam i na ti o n a nd Compa ri so n  

Fo uca ul t ( 197 8) s ugge sted th at orga ni sa ti ons  w o ul d use pow er 

r el a ti o n s  i n  a productive  rather th a n  re pressive  ma nner a n d  tha t  th e 

tech nol ogi es of pow er woul d not be i mmedi atel y appa rent. I r i ga ray 

< 19 85 ) al so exami nes th e w ay s  i n  w h i ch men def i ne w ome n ' s work a n d  

th e v al ue th ey attach to i t. 

Th e w om e n  I i nterv i ew ed de scr i be d  th e w ay s  i n  w h i ch th e O rga ni sa ti on  

def i ne d  th e  work  th ey sho ul d ca r ry  o ut. Th ei r w o r k  was d ev al ue d a s  

ca reg i v i ng tasks w ere g i v en co nsi de rabl y l ess status th an  management 

po si ti o n s. � n  attem pted to sec ure ma na gement po si tions  for 

themsel ves beca use th ese w ere w here th e pow er w as a nd w here impo rta nt 

deci s i o n s  affecti ng  the di recti o n  of th e  Orga ni sa tio n were ma de. 
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Th e  w ome n  h a d  ma ny stories  to tel l a oo ut th e w ay s  i n  w h i ch me n 

def i ne d  th e work th ey di d. Men attem pted to de r i v e  th e maxi mun 

util i ty f rom th e w ome n ' s  s k il l s. In  so doi n g  th ey  tried to expend 

o nl y  a m i ni mum amount of ef fort. Th e  O rga ni sati o n  h ad ce rta i n key 

activ i ti e s  tha t  i t  r eq ui red ca r ry i ng o ut, s u ch a s  atte n d i n g  to th e  

da i l y  ca re needs o f  peopl e w i th i ntel l ect ual di sa bi l iti es a nd 

teach i n g  th em  new s k i l l s . Th e  Orga n i sa ti o n  attem pted to seek the 

most ef fect i v e  mea n s  for ca r ry i ng o ut th ese act i v iti es. One w ay was 

to an ph a si se th e  1 nat ural ' ca pa b 1 1  i ti es a n d  predi s po si tio n of  w omen 

tow a rd ca regi v i ng .  It  rei nforce d  th e bel i ef th at women w ere th e most 

' nat u r al ' person s  to care  for peo pl e  w i th i ntel l ect u al di sa b il i ti e s  

a n d  i n  so do i ng, tri ed t o  extend th e ' natur al ' rol e o f  women to 

i n cl u de the care of peo pl e who  h a d  ma ny da i l y  care needs. 

Th ere w as ev i de nce of th i s  i n  th e women' s stori es. For exam pl e, 

w ome n  tal ked a oo ut bei n g  enco urage d  to remai n i n  caregiv i ng 

posi ti o ns. Th e  mov e to mana gement po si ti o n s  w as made di ff icul t. 

Th ey r ema r ked o n  th e  w ay s  i n  w h i ch to p ma na geme nt po si ti o n s  h a d  more 

status attach ed to than and th at th ese po si ti o n s  w ere  nea rl y al w ay s  

give n  t o  me n .  Th e  Orga ni sa tio n had  a n un ber  of effective methods for  

e nsur i ng th at women remai ned i n  ca regiv i ng rol es. �reov er, 1f  th ey 

di d move i nto ma na gement rol e s  th ey w ere di s co urage d  f rom tak i n g  o n  

execut i v e  po si ti o ns. Women w ere expected to do th i ngs 1 i ke "w rite 

m i n utes "  a n d  "ma ke the tea ".  

A most ef fect i v e  method w as to o bserv e  w an  en ' s act i v i ti es. Fo uca ul t 

< 1 97 7 )  d iscussed th e  im portan ce of o bse rv i n g i n div i d ual s '  activ i ti e s  

i n  o rde r to dete rm i ne w h at w o r k  t h ey  co ul d perform for orga ni sa ti ons 

and for  society i n  ge neral . As I descri be d  i n  th e  descri ptio n of 

women ' s l iv ed exper i ence s i n  th e househol d, men i n  th e IHC o bserv ed 

w ane n ' s beh av io ur a n d  def i ne d  the work  w ome n  di d i n  cari n g  for  

oth ers.  As  we saw i n  the wanen'  s stori es, th e nece ssi ty for women to 

ca r ry  o ut thi s  w o r k  w a s  conti n ual l y  em ph a si sed .  Obse rvati o n  i s  

i nti matel y l i nke d to th e exam i na ti on  a nd ranki ng of i nd iv i dual s 

( Fo u ca ul t, 1 977 ) . For exampl e, th e  w ome n  i n  th e  IHC had  th ei r  w ork 
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ro uti nes excEi ned by profe s sio nal gro ups such as p sy chol ogi st s  i n  

orde r  to ensure  th ey i ncl u de d  th e a ppro pr i ate act i v iti es for th e 

ch i l d .  Th e  Orga ni sa tio n al so tri e d  to get th i s  w ork  do ne i n  th e most 

co st ef fect i v e  manner .  The women i n  my resea rch w ere of te n  aske d to 

car ry  o ut h i ghl y com pl ex tas ks, tasks that profes sio nal s had bee n 

trai ned to do , i n  o rde r to m i ni mi se th e co sts for th e O rga ni sa ti o n. 

Pai d workers earne d  1 ass tha n  profes sio nal gro u p s  and  ad di tio n al 

s up po r t  a nd reso urce s w ere ofte n  not prov i de d  a nd th us th i s  w as a n  

extr emel y effective w ay to kee p  th e  f i na n ci al expe n d i t ure of th e  

O rga ni sa ti o n t o  a m i ni mum .  

Th e  women tal ked a t  1 ength abo ut th e w ay s  i n  w h i ch th ei r work w as 

expl o i te d .  Th i s w ork  h a d  bee n expl oi ted ove r  ma ny y ea rs a n d  w i th the 

cur rent th rust a nd i mpl ementati o n  of pol ici es of communi ty ca re th e 

w ome n  wo ul d be f ur th e r  expl oite d .  Th ere was  a n  ass l.ITl ptio n  by th e  

Orga ni sati o n  th at i nsti tut i o nal ca re ( i ncl udi ng l arge gro up  homes ) 

w a s  " ba d "  a n d  1 i fe i n  th e  comm u ni ty  wo ul d al w ays be "goo d "  for peo pl e 

w ith i ntel l actual di  sa bi 1 i ti es. Th ere w as, acco rdi ng to th e women 

i nte rv i e«ed, an a bse n ce of adeq uate de bate ove r  what made th e  

communi ty  "good".  It w as 1 i kel y to be l Ofi- pa i d  w orke rs i n  ca regi v i ng 

po si tion s a n d  moth ers w h o  wo ul d co n ti n ue to car ry  the b ur de n  of 

comm un i ty  ca re. Th e  women tal ke d a bo ut hOfi th ey were sel dom 

cons ul ted a bo ut what tas ks comm u ni ty care wo ul d i nv ol v e, how these 

shoul d be ca rri ed o ut,  and  by whom .  Th ey  were cr i ti ci sed 1 f  th ey 

q ue stio ne d  how th e w o r k w i th i n  th e  Orga ni satio n w a s  to be d iv i ded u p. 

It w as not i n  th e i nterests  of th e O rga ni sati o n  to m ake th ei r pl ans 

expl i ci t  but ra th e r  th ey co n ti n ued to rei nforce the di chotomy betwee n 

men' s a nd women' s work  a nd th e co ntrasti ng v al ue s of th i s  w ork. 

In  th i s  re search I demo n strate d how the pe rformance of w ome n ' s work 

w as moni tored. It w as not o nl y th e pe rformance of th ei r tasks th at 

w a s  mo nitored but th e q ual i ty of the pe rformance w a s  al so cri ti cal . 

Fo uca ul t ( 197 8) a rgue s th at i nd i v i d ual s w i l l  be cr i ti ci sed a nd ev en 

o straci se d  if  th ey  di d not pe rf o rm  at a certai n sta n dard .  They co ul d  

be com pa red w ith oth ers i n  o rde r to a sce rta i n w heth er th ey met th e 

norm. How ev e r, not o nl y  w i l l  wome n  h ave  no part i n  def i ni n g what 
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th i s  n o rm  sho ul d be, b ut th ey w il l  al so be excl u de d  f rom th e  

proce sse s  w h i ch determ i ne d  w hat v al ue th ei r work h ad < I r i ga ray, 

1985 ) . 

Th e  women i n  my resea rch were of te n  "pl ay ed of f aga i nst each oth er" 

a n d  thi s was i n  i t sel f a ve ry powe rf ul  mech a ni sm for pr eve nti n g  w ome n  

f rom com i ng togeth er to ch al l enge th e O rga ni sa ti on .  Th ei r work  w as 

compare d w i th o th e r  w ane n. Persi ste nt cri ti ci sm by th e  w ome n  a bo ut 

s uch practi ce s  res ul ted i n  some of th e men o straci si ng ce rta i n w omen 

and  e n co uragi n g  other w ome n  not to asso ci ate w i th th em. Some of the 

w om e n  h ad bee n  p u bl icl y hlln il  f ated i n  th i s  w ay and  sev eral of  th e men 

u sed tacti cs l i ke l a bel l i n g  w ome n  as "sti rrers " i f  th ey  tri e d  to 

ch al l enge th e dom i na nce of men 1 n m a na gement po si ti ons, w hy  wane n  h ad 

d i ff i c ul ty bei ng sel ected for  th e se po si tion s, a n d  w hy men stil l 

def i ne d  w hat co n sti tuted q ual ity work .  

It 1 s im portant to note tha t  th e  w ome n  were ca ri n g  f o r  a gro u p  o f  

peopl e w ho w ere i n  many way s  dev al ued b y  th e rest o f  soci ety . Not 

o nl y  di d thi s  cau se stress  for th e se w ane n  b ut i t  al so made i t  

d i f f icul t f o r  th en t o  o bta i n s up po r t  f ran o ut si de th e O rga ni sa ti o n  a s · . 

o th er s  m ay not understan d  th ei r  pl i gh t. Thi s  at  time s  m a de 

ca regi v i ng ev en  more di f f icul t to ca r ry  o ut .  

How ev e r, me n i n  th e  Orga ni sa tio n co n ti n ued to en ph a si se the "g:>od 

work" women ca regi v ers were  do i ng i n  a n  ef fort to i mpl y th at al l 

w ome n  sho ul d be i n  th i s  rol e. Cl ea rl y  th i s  was  beca u se i t  wa s i n  th e 

men ' s i nterest to r en ai n i n  m anagement po si ti ens  a s  th i s  i s  w here th e 

techn ol ogies  of power cri gi nate d, a n d  were a ani  ni stered a n d  

eo ntrol l ed. 

Know l edge 

I n  th i s  resea rch th e term "know l ed ge "  w as def i ne d  a s  i ncl udi ng 

h i stori cal doc une ntatio n, s ci e nti f i c  i nvesti ga tio n a n d  th e  

a p pl i ca ti o n  of know l edge by prof essi o nal  groups s uch as  doctors, 
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1 awye rs, soci al w orkers a n d  teachers.  I begi n w i th a discus sio n o n  

h i  star i ea 1 documentati on.  

H i story , Gri msh � < 1986 ) a rgue s, is  w ri tten i n  w ay s  th at m ay f unct i o n  

t o  h i  de the experi ences  o f  wome n. Th e  ri  eh ne ss  a n d  diversi ty of 

women ' s expe r i ence s  m ay be h i dde n. � readi ng of th e formal . h i story 

of th e  IHC, < Batti n g ,  1 972 a n d  Ri se boro u g h ,  19 83 )  di d not reveal th e  

d i v ersi ty and r i ch ness o f  expe r i ence s  w ith th e Orga ni sa ti o n. I h ad 

no i m pres sio n o f  what i t  real l y  f el t  l i ke to care for a perso n w i th 

a n  i ntel l ectual di sa bi l i ty  as o nl y  th e maj or  ev ents w ere reco r de d  a nd 

v e ry  l i ttl e deta il ed descri ptio n a n d  a nal y si s was prov i ded.  

Th e  stor i es of th e women I i nterv i ew ed h av e  r � eal ed a noth er l ev el of 

the h i st o ry  of th e Orga ni sa tio n .  Th e se w ome n  men ti o ned tha t  th ey 

fel t th ei r expe r i ence s  w ere not po rtray ed co r rectl y and th i s  w as 

becau se i t  w a s  not i n  th e i ntere st s of th e  IHC to record a ny  event o r  

acti v ity th at di d not rei nforce th e dom i na nt v iew of th e Orga ni sa ti o n  

a s  b ei n g  th e  correct o ne. 

As I h av e  demonstrated i n  th e women' s sto r i es, if women' s exper i ence s 

were r eveal e d  i n  deta i l ,  thi s  wo ul d u p se t  th e  status q uo  beca u se th e  

o ppress i v e  si tua ti o n s  women expe r i ence d w o ul d be exposed.  Fo r 

exam pl e, th e  w ome n  s pent much time t al k i n g  a bo ut th e  w ay th e  

dev el o Jllle nt o f  commun i ty ca re pal ici es a nd pract i ce s  h ad bee n  

recor ded i n  th e  IHC off i ci al doc ume nt s, such as  th e m i n ute s of 

meeti ngs . Th e  di f f icul ti es th e women m ay face as a resul t of th ese 

pol i ci e s  w ere not, accor di ng to th e w ome n ' s  stori e s, con si dered i n  

th e h i stor i cal  and c u r rent documents  of  th e IHC. It w as not i n  th e 

i ntere sts  of th e Orga ni satio n  to do so, beca u se tho se who d ev el o p  

pol ici es s uch as commun i ty  ca re m ust be ca ref ul not to rev eal a ny  

nega tive o utcome s f rom the se. Th e  aim of tho se me n who control 

deci s i o n- maki ng  i n  th e IHC w as to e ns ur e  th at th e women w o ul d s uppo r t  

corrm u ni ty care by conti n ui n g, a n d  e xtendi n g, th ei r  rol e of 

ca regiv i ng. They woul d not o nl y  be req ui red to co nti nue ca ri ng f or 

peo pl e w i th i ntel l ect ual di sa b il i ti e s  i n  th e  Orga ni sa tio n ' s 

f aci l iti es, but i t  w as most l i kel y th at th ey woul d al so h av e  to 

, ' .. ' 
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prov i de s u p port to tho se peo pl e who moved f rom these facil i ti e s  i nto 

the commun i ty .  As th e ca regi v ers'  stor i es hav e  reveal ed, th i s  woul d 

r eq ui re ad d i tio nal w ork and  res ul t  i n  work i ng  o ut si de normal work i ng 

hours .  Hence, i t  w as q ui te cl ea r w hy th e men  w ho managed the 

Orga n i sa tio n were ca ref ul to record o nl y  the po si tive  as pects of 

commun i ty l iv i ng i n  th ei r form al documents. It was not i n  thei r 

i ntere st to i n di cate tha t  th i s  wo ul d mea n more work  for  w ome n  w i th no 

accom pa ny i ng i ncrease i n  reso urce s, support  a nd moneta ry rE1ft a rds.  

Anoth er  as pect of h i story that was  not a d eq uatel y recorde d  w a s  th e 

co ntr i buti o ns the women ( mothers a nd pa i d  w orke r s )  h ad m ade to th e 

devel o pment of the IHC se rv i ces.  Th e  l o n g  ho urs  th ey had worked to 

prov i de new se rv ice s  a nd the ach i ev ements w ere not adeq ua tel y 

portr ayed .  Th i s  as pect of h i st o ry  was o bv i o u s l y  not v i ewed as  

ce ntr al to the h i story of  the Orga ni sati o n  a nd h ence not a p r i o r i ty 

for reco rd i n g  i n  i t s  h i stori cal doc uments .  H i sto ry w a s  a bo ut tho se 

w ho h ad bee n  i nvol ved i n  the maj or ev ents as see n  th rough th e ey es of 

me n .  Th u s, we h ave  a h i story of m aj or eve nt s  w h i ch prima r i l y  

i ncl u de d  those act i v iti es ca r r i ed o ut by th e pol icy- make rs o f  the 

Orga n i sa tio n .  Ano ther  as pect t o  th i s  i s  th e  w ay s  i n  w h i ch me n  

cl a i med th e cred i t  for th e i deas of  women, a nd a s  pa rti cul a r  j obs 

took o n  more i mportance ( su ch as certai n commi ttees becom i ng more 

ce ntr al to th e pol icy co nce rns  of the Orga ni sati o n )  men w o ul d be 

a p po i nted to the se. It w a s  not i n  th ei r i nterest s  to show that w ome n  

co ul d be com petent a nd a bl e to "co pe w ith " s uch j obs . 

The serious  shortcom i ng i n  th e w ri ti n g  o f  th e h i  sto ry of th e IHC 

al so rel ated to the w ay resea rch had been ca r r i ed o ut i n  the 

Orga n i satio n.  As  several of th e w omen comme nted, much of th e 

resea rch th at w as do ne focussed o n  the w ay s  i n  w hi ch new pol ici es 

co ul d be impl emented w i tho ut research i n g  th e im pact of the se pol i cies 

on w om en ' s da i l y  1 ives. The women gav e th e exampl e of Indi v i dual 

Progr amme Pl a n ni n g  w h i ch w a s  i nten ded to be nef i t  not o nl y  peo pl e w i th 

i ntel l ect ual d i sa bi l iti es but al so th e f am i l i es a s  th ey woul d be 

bette r i nf o rme d .  How eve r, the wome n w ere ge neral l y  not asked for 

thei r v iew s  o n  th i s  programme and how i t  co ul d be i mpl emented 

effect ivel y w i tho ut i ncrea si n g  th ei r work.  

' •  
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Th e  fact tha t  w ane n  h a d  to ca r ry  o ut ma ny of the pro gr ammes a ri s i ng 

f ran better asse ssment methods w i th 1 ittl e add i ti o nal  support w as 

us u al l y  not menti o ne d  i n  th e  Orga ni sa ti o n ' s doc lllle nt s  a bo ut 

I n d i v i dual Programme Pl anni ng. Nor w as i t  made cl ear th at wanen 

wo ul d be expected to attend  th e  ma ny meeti n gs asso ci ate d  w i th 

Indi v i dual Programme Pl anni ng. The resea rch exam i ne d  w heth er th ere 

wo ul d be an im prov eme nt i n  th e  q ual i ty of  l i fe of peo pl e  w i th 

i ntel l ect ual di sa bi l iti es but i t  di d not tal k a bo ut w ho w o ul d h av e 

th e  res ponsi b il i ty  of ens uri ng th i s  h a p pe ne d .  

Th e wanen ' s know l ed ge  a bo ut ca regi v i ng a nd th e mea n s  t o  ca rry o ut  

th ei r  tasks more effectiv ely w a s  not ac knowl ed ged by profes sio nal 

groups w ho h ad th e monopol y on  ce rta i n  know l edge a nd w ho w ere  deemed 

to be th e  expert s.  A coouno n ex� pl e r el ated to p sy ch ol o gi st s  who  had 

d i f f i cul ty in  not o nl y sh ar i ng th ei r know l ed ge  but th ey al so d i d not 

ac know l ed ge that untrai ned staff a n d  th e  mothers h a d  sane u sef ul 

i nf ormati o n  to of fer. Th i s  h ad th e f un cti o n  of excl u di ng wanen  a nd 

ma k i n g  th em feel worthl e s s  w h il e s i m ul ta neo u sl y  ens u r i n g  tha t  th ro u gh 

th e  use of know l ed ge  s uch groups co ul d co nti n ue  to co ntrol th e w ay 

deci s i o n s  were ma de. There w a s  a n  i nh ere nt ambi gui ty i n  th i s  becau se 

al tho ugh not sh ari ng know l edge, th ese prof ess i o nal  groups w ere aski ng 

th e  w ane n  to ca r ry  o ut sane h i ghl y can pl ex pro gr ammes for th e  

ch i l d/adul t. Both th e moth ers a nd pa i d  w orkers  commented o n  th i s. 

Des pi te ca r ry i ng o ut th e se pro gr amme s, th ei r  statu s  w a s  not i n crea sed 

a nd th ey di d not accr ue th e be nef its that prof essi o nal  groups di d.  

Th e se  be nef its i ncl u de d  an i ncrea se i n  mo neta ry r ewa rds, add i tio nal 

reso urce s i n  orde r  to ca rry o ut th ei r work more ef fect i v el y  and th e 

acknowl ed geme nt tha t  th ey had devel o ped i m prove d w ay s  for  h el pi ng  

pe o pl e w ith i ntel l ectual di sa bi l iti es 1 earn  new ski l l s . 

Th i s  technol o gy w a s  1 i n ke d  to, a n d  r ei nforced by, o th er tech nol o gi e s  

i n  w ay s  th at woul d co ntri bute to th e proce sse s th at secured a nd 

m a i ntai ne d  th e  exi sti n g  r el ations  of powe r. 
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Language 

Certa i n l angua ge w a s  used by th e O rga ni sa ti o n to g ive  mea ni ng to th e 

1 ived experience s  of th e  w ane n  a n d  to mai ntai n th e  pr ev a il i ng 

rel ati o ns of pow er.  As w i th th e oth er tech nol ogi es w h i ch h av e  been  

e xam i ned ,  l a ngua ge di d not at  f i rst a p pear to  be  o p pres sive and  w ane n  

th ansel ves may h av e  use d  th e l a nguage w itho ut  real i si ng i ts ef fect s. 

Th e  me n i n  the IHC fo u n d  w ay s  to mask  its u se and enco ura ge d  w cme n  to 

be pa rti ci pa nts i n  th e w ay th i s  tech nol ogy of pow er w as a cin i ni stered. 

Th e  w cme n  i n  th e Orga ni sa tio n were enco ura ged to u se certai n key 

words to de scr i be th ei r acti v iti es. W h i l e at  th e o ut set th ese words 

a p peared to h ave no f un cti o n o th e r  th a n  to fact ual l y  des cri  be a n  

ev ent,  th ey woul d take o n  co n notati ons  th at co ul d i ndeed h av e  

nega tive o utcanes. The term "care  for"  was a ca se in poi nt beca u se 

th e men i n  th e O rga ni sati o n  w ho m ade th e pol icy woul d often tal k 

a bo ut th e  need to "care for"  peo pl e  w i th i ntel l ect ual di sa bil i ti e s .  
' 

Th e f act th at i t  w as wcmen  w ho "ca re for"  not o nl y  pe o pl e  w ith 

i ntel l ect ual di sa b il i ti es b ut al so th e  me n i n  th e  Orga ni sa tio n w a s  

cl ev erl y di sgu i se d  by th e i mpl i ca ti o n  th at "ca re f o r "  m ust of 

neces si ty h ave  po si tive co n notation s a n d  o utcane s .  

Th e w om en ' s beh av iour and  act i v iti es w ere de scr i be d  i n  ce rta i n  w ay s  

a n d  k ey  words wo ul d beccme cl i che s  a n d  ranai n u nq uestio ne d  w i th 

respect to thei r use a nd def i ni ti ons .  Label s w ere used to  de scr i be 

th e  w ane n ' s beh av io u r. Th e  words u sed i ncl u ded "ano tio nal 11, 

"hy pe rse nsi ti v e", "hy ster i cal " a nd "ov erprotect i v e" a nd h ad a 

f un ction  of h el p i n g  to sec ure a n d  m a i ntai n the domi nant gro u p ' s u se 

of women ' s act i v iti es. Th ese words w ere, as descr i be d  i n  th e sect i o n  

o n  th e ho u sehol d, u sed by tho se i n  th e  Orga ni sation a n d  by m an bers of 

househol ds w ith th e co nseq ue nce th at th e my th s  a bo ut wcmen ' s 

characteri sti cs  w ere con ti n u al l y  rei nforced .  

Not o nl y  were wanen 1 abel l ed  but  1 anguage w as al so used to a ttach 

po si tive l a bel s to certai n practi ces that co ul d  h ave nega tive 

o utcomes for women.  Greene a nd Kah n  ( 1985 ) d i scusse d  how ce rta i n 
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conce pt s  a n d  1 a bel s can be u sed to per pet uate ll'o/ th s  a bo ut w ane n '  s 

exi stence . � rese a rch sh ow ed th at l abel s s uch as "h appy famil y ", 

"no nn al iza tio n ", "q ual i ty  of l i fe ", "communi ty 1 iv i ng" a n d  

"i ntegrati o n" w ere  al l use d  i n  w ay s  th at i mpl i ed th at th e pract i ce s  

asso ci ate d  w i th th e se were al w ay s  po si tiv e. Let u s  take the ph ra se 

"h appy f am i l y "  a s  a n  exam pl e of how many of th e men i n  th e IHC use d  

th i s  ph ra se t o  def i ne how th e  Orga ni sa ti o n  sho ul d a n d  i n  fact di d 

o pe rate.  Th ere w ere a nt.mbe r  of 1 ev el s to th i s. Th ere was  a n  

ass liTi ptio n  tha t  w ane n  w ere part of a l arge ''h a p py f crn i l y "  - th e  IHC. 

It w as ass t.med th at th e O rga ni sa ti on acted 1 i ke a "f am i l y "  a nd ca red 

for  th em. Th e  w ane n  were enco ura ge d  by tho se who  ra n th e  

Orga ni sa ti o n  t o  go t o  th i s  "f am il y "  f o r  h el p i f  th i ngs w ere prov i ng 

too d i f f i c ul t. Th ey  were enco ura ge d  not to go o ut si de th e  "f am i l y "  

i f  th ey h ad p robl en s  a nd w ere cr i ti ci sed i f  th ey di d .  Th i s  co nce pt 

co ul d  mask th e  di f fere n ces between "f am 1 1  y "  m an bers, tha t  i s, tho se 

w ho w ere pa rt of or worke d  for th e IHC. It al so h i d  th e negati v e  

practi ces th a t  took pl ace i n  th i s  so-cal l ed "h a p py f crn i l y ". Ano th e r  

a s pe ct rel ated t o  th e use o f  th e  w o r d  "f am i l y "  w as that th e tenn 

r ei nf orced the dan i na nt bel i ef that car e  for  peo pl e  w i th i ntel l ect u al 

d i sa b i l i ti es sho ul d take pl ace i n  f am il i es a nd w ith th i s  i t  

r ei nforce d  th e  bel i ef tha t  wane n  were to be th e  m a i n  caregivers.  

Th i s  w as an  extranel y subtl e proce ss a nd i t  w as not unti l I h ad 

cri ti c al l y  excrni ned th e  w ane n ' s stori e s  th a t  I be ga n  to real i se that 

th e bel i ef in  the "f am il y " a s  th e dom i na nt mode for orga ni si ng the 

care  of peo pl e  w i th i ntel l ect u al d i sa b il i ti es was co nti n ual l y  

rei nf orce d  by th e IH C. The O rga ni sa ti on  r ef l ected a nd extended th e 

practi ces of th e ho u sehol d a n d  i n  t ur n  th e Orga ni sa ti o n  i nfl uen ce d  

w h at h ap pe ne d  i n  th e househol d.  Th e  "h appy f am i l y "  co nce pt ca n be 

e xte n de d  f ur th e r  tha n  j ust a ph ra se tha t  a t  a c urso ry gl ance a p peared 

to be a po si tiv e  l abel and co ncept .  It ref l ected how fam il i es ( a nd 

th e  Orga ni sa ti o n ) w ere struct ured w i th th e  "ma n at  th e head " a n d  th e  

w ay s  i n  w h i ch ce rta i n rol es a nd ta sks w ere di v i de d  u p .  Th i s, i n  

t ur n ,  w a s  r ei nforced i n  other w ay s, f o r  exampl e, by gro u ps such a s  

prof essi o nal groups w ho met o nl y  w ith th e moth er w hen th ey were 

discus si ng  th e  ch il d,  for th ey ass t.me d  i t  w a s  her rol e to oversee th e  

. ea re o f  th i s eh 1 1  d .  
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As Fo u ca ul t ( 1 97 7 )  poi nts  o ut, th e vario u s  tech nol ogi e s  of powe r  

o pe rate to s uppo r t  each oth er w i th th e ov eral l ef fect bei ng t o  u ph ol d 

the domi nant v i ew .  I h ave demon strated th i s  by a nal y si ng some of th e  

w ay s  th e orga ni sati o n  h ad use d  ce rtai n tech nol ogi es t o  mai nta i n th e 

statu s  q uo .  

Th ese tech nol ogi es  a re i nextrica bl y 1 i nked to  o ne a noth er a nd I h av e  

expl ored th i s  by des cri bi ng  sane o f  th e  w ay s  l an gua ge ca n be u se d  a s  

pa rt o f  a proce ss th at def i ne s  a nd i nterpr ets w ane n '  s act i v iti es. 

Th i s  very a ct i s  i ntimatel y r el ated to th e  w ay w ane n' s w or k  i s  

dev al ue d as  1 anguage a nd i s  a n  extremel y powerf ul mech ani sm for 

r ei nforci n g  the c urre nt soci al practi ce s  of th e  Orga ni sa tio n .  

It  i s  impo rta nt to  em ph asi se th at beca use th ese tech nol ogi  es w ere 

s u btl e and at times h i d de n, i t  was di ff i c ul t  for w ane n  to determ i ne 

how th ey were act ual l y  o perati ng. Beca use i ndi v i dual men i n  th e 

Orga ni sa tion  di d not al w ay s  consci o u s l y  set o ut to o p pres s  w ane n  i t  

w as di f f icul t to expose th e pow er rel ati o ns .  Th e  "s u bj ect i o n" of 

w ane n  was part of a can pl ex process, the p ur po se of w h i ch w a s  to 

ensure th at th e g:>al s of th e O rga ni sati o n  w ere met. How ev er, beca use 

power r el a ti o n s  are so ten uo u s  a n d  forever cha n gi n g  th ei r  nat ur e  a n d  

form, th ere w ere ti mes w hen th e women co ul d u se th i s  to thei r 

a dva nta ge i n  order to bri n g  a bo ut sane ch a n ge.  It  i s  to a di scus sio n 

of th i s  th at I now tur n .  
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OV\PTER EIGHT: W<M:N' S RESPONSES TO lHE RaATIONS OF PafER 

Th us  f a r  th e a nal ysi s of th e women ' s expe ri ence s h as co nce ntrated 

u po n  d i scove r i n g  th e w ay s  i n  w h i ch th ei r 1 ived experie nces w ere 

struct ured .  In th i s  ch apter, th e focus of th e a nal ysi s al ters i n  

order to el uci date th e mech a ni sm s  that dete rm i ne d  how cha n ge that 

w oul d be nef it women co ul d a ri se .  

The th eoreti cal f ramework  o utl i ne d  i n  Ch apter Two expl a i ned some 

po s s i bl e w ay s  for br i ngi n g  a bo ut a si g n i f i cant i m provane nt to w ome n ' s 

1 ives.  How ev er, th i s  ca n create the i mpressi o n  that i f  a ce rta i n  

1 bl ue pri nt'  w a s  fol l owed change co ul d come a bo ut rel a tivel y  ea s i l y  

and h av e  be nef its for al 1 women. For th e women i n  my resea rch th i s  

was  certai n l y  not true.  Th ey w e re not al w ay s  aware of the 

si gni f ica nce of th e ch anges they were br i ngi ng a bo ut as  often th ey 

d i d not h ave time to r efl ect u po n  th ei r ci rclJTistances a n d  to pl a n  how 

ch ange strategi es co ul d be i mpl anented. Th e practi ce s  these women 

w i sh e d  to co nf ront w ere so much part of th ei r  l ives that not o nl y  the 

i de nti f ica ti o n  of th ese but al so th e means  to ch ange a nd ov ercome 

th em was  di ff i c ul t  to i denti fy . To cha n ge the se practi ces wome n  h ave  

h ad to  ch al l enge th e very str uct u r es they are based u po n  a nd th i s  

proce s s  takes much time and  e nergy . 

Despi te co nstrai nts a nd d i f f i cul ti es th e women h ad, th rough ha rd 

w ork, brought a bo ut change for th an sel ves.  I wo ul d not 1 i ke to give 

th e i mpress i o n  th at i t  h ad bee n  easy for th ese W9fTlen to ef fect th i s  

ch a n ge .  How eve r, nor  wo ul d I w a nt to co nv ey that th ei r 1 ives w ere 

al w ay s  m i serabl e. It w as i m po rta nt to ca pture th e r i ch ness a nd 

d iversi ty of the se w ome n ' s 1 ives, th e ma ny 1 ev el s of experience th ey 

h av e  h ad and  th e w ay s  thei r respo nse s to pow er rel ati ons  hav e  been  

a bl e  to  be  re-exam i ne d  a n d  re-negoti ate d .  

In th i s  di scuss i o n  I w i l l o utl i ne a n liTl be r  of ph ase s i n  t h e  proce ss 

of cha nge f or th e se w ome n. Th e  f i rst pha se i s  to un derstand the 
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nat ure of th e w ome n ' s o p pres sio n .  Th i s  was  o ne of th e reaso n s  w hy i n  

my resea rch I bega n w i th a de scr i pt i o n  of women' s da i l y  expe r i ence s. 

Th i s  e na bl e d  me to o btai n a n  understan di ng of what form s  of 

o ppr essi o n  were  prese nt i n  th e women ' s 1 ives. I a rgue th at a ny  

a nal y si s  mu st begi n w i th a n  un derstan d i ng o f  th e imme di ate effects  o f  

o p pr essi o n  before i t  ca n be 1 i nked to a gl o bal form o f  oppr essi o n. 

Wome n ' s i n d iv i d ual nee ds h ave to be met before th ey can become part 

of a nd co ntr i bute to maj or struggl es. Fo r exam pl e, in my resea rch 

w omen descri bed how i t  was  important i n  th e  i nterim  to ens ure tha t  

th ey rece i v ed a deq uate rel i ef and  f i na nci al s u p po rt o n  a da i l y  1 ev el . 

Once a w oma n ' s emotio nal and  i n str umental needs were met she co ul d  

begi n to exam i ne th e i neq ual iti es a nd how th ese a rose.  Some "sto p 

ga p "  meas ures h ad to be u sed before w ome n  co ul d  get o n  to f i gh ti ng 

th e maj or i ss ue s. Th e women tal ke d a bo ut th i s  w ith respect to 

receiv i ng s u p port and  h av i ng time o ut f rom th ei r ch il dren/ad ul t s .  It 

w a s  d i f f icul t for th an to th i nk a bo ut how th ei r 1 ives co ul d  i m prov e  

whe n th ey were so i nvol ved i n  ro pi ng w i th th e  rec urri ng danan ds of 

thei r da i l y  ca reg i v i ng rout i nes.  

When  women d i sex>v ered a space to th i nk a bo ut and  ref l ect u po n  thei r 

si t ua tio n there were a n um ber  of strategies th ey co ul d u se to h el p  i n  

th i s  ref l ect i o n. In  my resea rch I w i sh ed to dete rm i ne w heth er 

I r i ga r ay ' s ( 19 85 ) ex> nce pt of "m ime s i s "  co ul d be u sed to expl a i n a n d  

unde rsta nd th e strategi es women h ad begun t o  use i n  o rde r to w ork a t  

expo s i n g  th e r el a tion s  of power pre sent i n  th ei r 1 ives.  Some o f  the 

women  I i nte rv iew ed had begun to do th i s. Th ey di d not l abel i t  a s  

s uch but th ey i nt u i tively acted o ut th ei r rol es i n  order t o  expo se 

o ppressi o n. W hen women use "m imesi s" they co nti n ue to act o ut thei r 

rol es and  ca r ry  o ut th ei r da i l y  ro uti nes and  tasks. Wh il e th ey are 

do i ng th i s  they try to "sta nd back" f rom th ei r po si ti o n  i n  o rde r to 

exam i ne the power rel a tio n s  and  the w ay s  i n  w h i ch th ey m ay h ave  

become o ppress i v e. Sev eral of th e women ci ted a v a r i ety of exampl es 

of how th i s  strategy was w orki ng.  The pai d w orkers tal ked a bo ut how 

th ey tri ed to meet w ith o ne a noth er i n  o rde r to ev al uate w hat soci al 

practi ces were o perati n g  to ex> ntrol th em. Some of the 
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mothers u sed th ei r s u pport groups  to do th i s  a n d  i n  these gro u p s  th ey 

tal ked abo ut w hat w as happe ni ng o n  a da i l y  l ev el and tr i ed to 

understa n d  w hy certa i n  events were ta ki ng pl a ce. 

"Mi mesi s" i s  a usef ul tact i c  as i t  ca n hel p women i de nti fy what rol es 

th ey w i sh to reta i n a n d  w h i ch req ui re tran sfo rm i ng .  Several of  the 

moth ers a nd pa i d  w orke rs referred to th i s  a spect of "m imesi s".  

Al tho u gh th ey e nj oyed car i n g  for peo pl e  w i th i ntel l ectual 

d i sa b i l iti es the di ff icul t pa rt w as co pi ng w ith th e press ures of th e 

Orga n i sa tio n a n d  the expecta tio n others pl aced o n  th em. Not h av i ng 

chef  ce s a bo ut thei r rol es a nd how th ey were def i ned. were i mporta nt 

i s s ue s  that were bei n g  co nf ro nted by these w ome n .  

There ca n. how ev er. be a probl em w ith "m imesi s" as  women m ay in  f act 

i denti fy so stro ngl y w i th a rol e th ey may h ave d i ff ic ul ty remov i ng 

th emsel ves f rom th ei r da i l y si tuati o n  i n  o rde r to a nal y se i t. I 

demon strated how the w ome n r eq ui red the s up port of o ther w ome n  to 

ensure  th ey ov ercame th i s  po ssi bl e d i f f icul ty .  Anoth er di f f icul ty 

w a s  that phy si cal l y  a n d  emotio nal l y  w ome n  co ul d  become so exhausted 

and ov erw hel med by th e da i l y  dem ands th at th ey di d not h av e  the 

e nergy to l oo k  at what  w a s  hap pe ni ng to th em. Th ey  co ul d  al so choo se 

not to beca use i t  w as too pa i nf ul . Sev eral of th e women ci ted 

exam pl es of th i s . Th ey had d i ff i c ul ty becom i ng i nv ol ved i n  a process 

of soci al ch ange a n d  c h al l e ngi ng cur rent struct ures es peci al l y  when 

th ey fel t  th ei r actions  co ul d h a rm th ei r ch i l d/ad ul t. 

Beca use women had  bee n used i n  ce rta i n  w ay s  for l ong pe riods i t  w as 

often d i ff i c ul t  for th em to transcend  th ei r da i l y  ro uti nes and  l ook 

a t  themsel ves. Th ey co ul d become so e rrn esh ed i n  th ei r rol e th ey 

m i ght not be a bl e to bel i eve there were a ny al terna tive w ay s  of 

exi sti ng.  They co ul d l ose th ei r ow n i de nti ty i n  th e ch i l d/adul t a nd 

h ave d i ff i c ul ty v i ew i ng th em sel ves as someo ne who co ul d h ave some 

co ntrol ov er th ei r ow n da i l y  l iv es a nd exi ste nce . Ma ny of th e women 

had experienced the se feel i ngs. Th i s. I arg ue, was  o ne of the 

reaso ns w hy i t  h ad bee n  d i f f icul t to b r i ng a bo ut l asti ng change . 
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Al tho u gh the se w ome n  were at  times u nw i tti ngl y  practi s i n g  the tacti c 

of "m i mesi s" they sh ow ed i n  thei r stor i es th at w h at w as req u i red w as 

a process that co ul d  s u stai n th i s  a n d  co ul d al l ow  th em to act and  

ref l ect on  th ei r s i tua ti o n  co nti n ual l y .  Some of  th e wanen  d i d th i s  

i n  the gro u p s  th ey f o rme d  w i th o th e r  w ane n. In  the se gro u p s  th ey 

were expo si ng a nd a nal y si ng th e pow er rel ati o ns a nd the w ay s  i n  w h i ch 

th ey w ere o p pres s iv e. Th e  f unctio n of th e se  gro u p s  w a s  for  w ane n  to 

s up po rt o ne a noth er i n  th ei r da i l y  routi nes but at th e same ti me th ey 

w ere u se d  as pl a ce s  wherei n w anen co ul d  i denti fy th e commo n th emes of 

th ei r o ppressi on .  

The next ph ase th e wanen w ere i nvol ved i n  i ncl u de d  th e process  of 

ch al l engi n g  the pow e r  r el a tion s i n  order to tra n sform th em. Th e  

women h ad to do more th an  j ust rev eal th e si tes a nd p r act i ce s  of 

th ei r  o p pres si o n  for the se w il l  not s ponta neo us ly  d i sa p pea r. Caref ul 

a nal y si s  a nd c r i ti q ue of pow er rel ati o ns must occur and i n  rrry 
re sea rch I showed  how the w ane n  i n  th e  IHC w ere doi ng th i s  i n  a 

m m be r  of w ay s .  Th ey  were attem pti ng to make th ei r co nce rns more 

p u bl i c. Th i s  w a s  sanetimes d i ff i c ul t  beca u se it seemed ea s i e r  to 

deal w ith o ne ' s  ow n s i tua ti o n  rath er th an  wor ry i ng a bo ut th e 

ci rc um stances  of  oth e r  w ane n. 

I n di v i dual women co ul d h av e  found perso nal w ay s  of . getti ng  th ei r 

h us ba n ds/part ners to ta ke more res pon si b il i ty for careg iv i ng or some 

of th e pa i d  w orkers  co ul d h av e  found w ay s  to "work the sy stem ". Th e 

w ane n  o n  caMJi ttees a n d  i n  ma na gement po si tions di d at  time s  f i n d  i t  

easi er to suppo rt th e "status q uo " .  A 1 o t  o f  ef fort h ad to be 

expe n de d  i n  order to kee p al ive the struggl e for al l th e w ome n  i n  th e 

IHC and  extend pe rso nal ch ange s i n  w ay s  th at woul d be nef i t  oth er 

w ane n .  

Pa rt of th e strategi es i n  the ph ase of ch al l engi ng a nd transform i ng 

power  r el ations  i s  to f i nd a commo n i ss ue to be bro u ght i nto the 

publ i c  a rena for debate. When a grou p  of wanen a re worki ng  to b r i ng 

a bo ut change i t  i s  i mportant to choo se a n  i s s ue that th ey ca n al l 

rel ate to. Beca use th e O rga ni sati on  w as currentl y exam i ni ng i ts rol e 
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i n  r el atio n to its  ow n and  the gov e r rment ' s pal i ci es i n  res pect of  

commun i ty ca re there w ere nliTlerous i ss ue s  th at neede d to be 

co nf ro nted.  These i ss ues  were can pl ex becau se there are bo th good 

and  bad  aspects of  communi ty ca re. 

Sev e r al of th e wan en were focussi ng o n  i ss ue s  rel ated to commun i ty 

care  a n d  were attem pti ng  to reveal th e impl i ca tion s of c u rrent 

commun i ty ca re pol i ci es for  th e da i l y  1 fves  of ca regi v ers a nd of  

peo pl e  w i th i ntel l ect u al di sa b il i ti e s. Th ey were t ry i ng to  show h ow 

cur rent pol ici es a ssoci ated w ith communi ty ca re not o nl y h ad 

re pe rcussio n s  for th e 1 ives of peo pl e  w i th i ntel l ect u al d i sa b il i ti e s  

b u t  al so for the peo pl e w ho ca red f o r  th an .  Th e women w e re h av ing to 

deci de as  a gro u p  whether i t  w a s  worth ch al l e n g i n g  th e se c urre nt 

pol i c i es a nd structures i n  an ef fort  to show how th ese w ere i mpact i ng 

o n  th e 1 ives of  w ome n. It was  ofte n v e ry  d i ff i c ul t for  w ane n  to make 

a commi'bnent to tho se groups w ho w ere b r i ngi ng a bo ut po si ti v e  ch ange 

f o r  w ome n  whe n such a n  actio n  co ul d  h ave nega tive o utcane s for th ei r  

pe rso nal 1 ives. Th e  women ca ul d be m ade to feel very uncom fortabl e 

i f  th ey att em pted to ch al l e n ge exi sti n g  arran ganents a s  th ei r  

f am i l i es a nd m em be rs of th e O rga ni sati o n  m ay try to margi nal i se th an 

eve n f urth e r. I nvol v anent i n  a n  orga ni sed struggl e h a d  bee n a 

1 earni ng proce ss for sev eral of th e women a s  prior  to com i ng togeth er 

w i th oth e r  w ome n  i n  the IHC, th ey h a d  not bee n i nv ol ved i n  a ny 

prev i o us o rga ni sed str ategi es for ch ange . Th ey  may not h av e  ev er 

ch al l enged th ei r  f crn i l y  manbers or th e Orga ni sa tio n o n  a s usta i ne d  

basi s .  Th ey  s po ke a bo ut bei ng co nce rned that th ey may be v i ew ed a s  

bei n g  too radi cal and  th i s  h a d  often preve nted th em f rom j oi n i n g  

"groups of women" w ho were l abel l ed as  "f an i ni st " .  Th ese wanen 

w a nte d m i nor changes but w ere concerne d  a bo ut the im pl i ca ti o n s  of a ny 

maj or  ch anges. How ev er, de spi te th ese co ncerns, I found al l of th e 

w ome n  I i nte rv i ewe d  to be extran el y  tol erant of o ne a nother  a n d  

w i l l i ng t o  make al l ow ance s for tho se  wanen w ho w ere unce rta i n  a bo ut 

j oi n i ng  gro u p s  tha t  w ere f i ghti n g  a n  i ss ue i n  w ay s  that co ul d  prese nt 

some d i f f i cul ty for th an i n  th ei r pe rso nal da i l y 1 ives.  
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The next ph a se has  bee n for  w ome n to deci de when i t  w a s  th e r i ght  

ti me to  ch al l enge th e i ssues  they had i de nti f i ed .  In my resea rch and 

i n  the ca se of commu n i ty care th e w ome n  h a d  j u st begun to i denti fy 

w hen a nd how th ey co ul d b r i ng th i s  i ss ue i nto a forum for publ ic 

de bate.  Th ey cited th e exam pl e of cons ul ta tion beca u se th ey were 

attem pt i ng to ch al l e nge th e Orga ni sa ti o n  a bo ut the proce ss of 

cons ul tatio n .  Al tho u gh the Orga n i satio n had  tol d th em th ey wo ul d be 

co nsul ted on a ny i ss ue rel ati ng to commun i ty  ca re, in real ity th i s  

d i d not h ap pe n. Women co ul d, how eve r, u se th i s  prom i se to p u sh 

dec i s i o n- make rs a nd pl anners to o utl i ne how co nsul tati o n  sho ul d take 

pl a ce and  h ow the nee ds of w ome n  wo ul d be ad dres sed and  con si dered .  

Ma ny of th e women tal ked abo ut th e i mpo r ta nce of usi ng commun i ty  ca re 

as an i s s ue to b r i n g  a bo ut some change as th ey f el t  that w omen sho ul d  

dete rm i ne th e pace of ch ange a nd w hat i ts o utcome shoul d l ook 1 ike .  

Cl ea rly  the i m pl ementa tio n o f  the pol i cy  o f  communi ty care  affected 

al l ea reg i v ers a nd i t  i s  impo rta nt to pro po se some al ternati ve  

strategies  for  maki ng  pro gr ammes s u ch as  comm u ni ty care work 

effect i v el y  for al l groups.  

L acl a u  a nd Mo uf fe ( 1985 ) i l l ustrate th e i mpo rta nce of l ess pow erf ul 

gro ups  bei ng a bl e  to take a dvantage of the " seeds of ch ange " .  Th ey 

em ph asi se d  th at i n  o rde r to do th i s  groups must not o nl y  hav e  a 

"strategy of o p po si tio n" but al so a strategy that o utl i ned th e 

co nstruct i o n  of  a new soci al orde r .  W i th commun i ty ca re, for 

exampl e, w ome n h ad begun  to tal k w i th o ne a nother a bo ut how se rv i ces  

i n  th e commun i ty  co ul d be orga ni sed .  How ev er, i t  w as di ff icul t for 

them to kee p th i s  process active and  kee p mov i ng towards  more 

a p propr i ate se rv i ces, beca use at  the same time th ey neede d to 

co nti n ue i n  th ei r da i l y  ro uti ne s.  These ro uti nes ofte n exhausted 

th em th us mak i ng i t  more d i f f icul t to b r i ng a bo ut ch ange . 

Agai n i t  i s  i mporta nt at th i s  po i nt to em pha si se the v ul nera bl e 

nature of any ch ange proce ss a s  i t  does  not happe n  i n  a l ogi cal 

f a sh i o n  and w ome n do not s pen d  al l th ei r s pare time sy stema ti cal l y  

pl anni ng a ' st r uggl e ' . Th e women i n  my rese a rch, for exam pl e, mov ed 
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i n  a n d  o ut of gro ups  that w ere orga ni si ng  for chan ge. Th i s  m ay h el p  

to expl ai n w hy i t  takes m any y ea rs to b r i ng a bo ut a ny l asti ng ch ange . 

Des pi te ass urances  to the contra ry,  th e me n i n  dani na nt po si tions  i n  

th e O rga ni sati o n  tr i ed to e nsure a ny ch ange th at woul d j eopa rdi se 

th ei r  po si tion s  di d not cane a bo ut. Th ey so u gh t  w ay s  of i nte rfe ri ng 

i n  a nd stoppi ng th e ch ange proce ss.  

One of th e w ay s  of  ensur i ng th e ch ange proce ss is  sy stem ati cal l y  

orga ni se d  a n d  that ch a n ge i s  s ustai ne d  i s  to ut il i se th e  s k il l s  of  

tho se  i nd i v i d ual s w ho se f unct i o n  it  i s  to oversee th e ch ange proce ss 

( Gr ans c i ,  1 97 1 > . G r ams cf cal l s  th e se i n d iv i d ual s �'-i ntel l ect ual s ' . 

Th i s  term h as howev er, sev eral co n notati ons  a nd for some women i t  m ay 

i m pl y  a n  el i ti sm  that co ul d  negate th e  efforts of al l w ane n  i n  

b r i ngi ng a bo ut ch a nge . Al tho ugh G ram sci < 197 1 )  a nd Fo uca ul t < 1980 ) 

i n  th ei r di scussio n of th e  term ' i ntel l ect ual ' di d not i m p l y  a n  

el i ti sm ,  i n  my resea rch I used th e word 1 ch ange age nt ' beca use I 

bel i ev e  th i s  more a p pro pri ately des cri be s th e  rol e of w ane n  who take 

o n  th i s ro 1 e. 

Th ese 1 ch ange a ge nt s '  di d not nece ssa r i l y work as a group but worke d  

al o n gsi de women i n  th e ho u sehol d a n d  i n  th e  Orga n i sa tio n t o  h el p  

i de nti fy how ch a nge co ul d  take pl ace. Th ey di d not prov i de a 

1 bl ue pri nt'  for  cha n ge, b ut rath e r  h a d  i dea s that th ey sh ared w i th 

wome n  a nd th ey hel pe d  wanen a rti cul ate w h at i t  w as th ey wanted to 

cha n ge. Th e  w ome n  d i d at  times cane to ge th er as  a gro u p  to f i ght  a 

pa rti c ul a r  i ss ue  but a ga i n  th i s  w a s  d i f f i cul t beca use th ey al so h ad 

to ca r ry  o n  th ei r  da i l y  ro uti nes and  a ctiv i ti e s .  

Th e women I cal l ' ch ange a ge nts'  were bo th moth ers a nd pa i d  w orke rs .  

In  th e i nte rv i ew s  th ey i dentif i ed th emsel ves a s  ' change a ge nt s '  or  

were i de nti f i ed a s  s uch by th e oth er women i n  th e rese a rch . A key 

facto r i n  my resea rch w a s  to d i s cove r  h ow th e se 1 ch a n ge agent s '  

evol ved a nd emerge d .  Th ese wan e n  h ad a vari ety of expe r i ence s  a nd 

back gro unds  a n d  th ey us u al l y  beccme a 1 cha n ge a ge nt '  after bei ng  

i nv ol ved i n  an  i ss ue s uch as  getti ng better rel i ef serv i ce s  a nd th en 

stay i n g o n  to f i gh t  for  o th e r  i s s ues  al on gsi de o th e r  w ome n. 
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Some of the w ome n  h a d  come f rom other orga ni sa ti o n s  w h ere th ey had 

al so bee n  ' ch ange age nt s ' . At l east a th i rd of th e women i n  my 
research pl ace d  th ansel ve s  i n  th e  catego ry o f  ' cha n ge a ge nt s '  . 1 Th ey 

worke d  al o ngs i de oth er women, and  th ey sh a red thei r know l ed ge  a nd 

th ei r  s k il l s, prov i di ng sta b il i ty  and  conti n ui ty f or a ny cha n ge that 

was  taki ng pl ace . Th ey ca rri ed o ut th ei r u s ual rol es a t  th e same 

time as bei n g  a 1 cha n ge a ge n t '  and  di d not come to geth e r  to form a n  

el i te group th at force d  ch a nge o n  oth er women.  

Th e  w ome n  were at d i f fere nt sta ges i n  th ei r  commi 'bne nt to cha n ge a n d  

h ad d i ffer i ng v i ew s  o n  how th i s  ch ange co ul d b e  ef fected.  Ma ny  

referred to the co nfl i ct be twee n a ch i ev i n g  sm al l  ch a n ge s  f or a few 

women, at th e expense of b r i ngi ng a bo ut l asti ng ch ange for  al l women. 

Sometimes th ey had bro u ght a bo ut cha n ge at an i n div i d u al 1 ev el b ut 

h ad bee n  unabl e to e nco urage women to mov e o n  to f ur th er ch al l enge 

the sy stem. Th i s  ofte n res ul te d i n  m i nor  r ef o rms bei n g  wo n o n  a n  ' ad 

hoc'  basi s but not nece ssa r i l y be nef iti ng al l ca regiv ers.  

A n  excrnpl e of th i s  i s  th e  twen ty- ei ght d ay s  r el i ef prov i de d  each 

y ea r  to f am i l ies.  Th i s  a p pe a rs to be, on the s urf ace, an excel l ent 

w ay of  ens uri n g  tha t  w ome n  wo ul d be a bl e  to get brea ks f rom the da i l y  

ca regi v i ng rout i nes. How ev er, in real i ty ,  th i s  does not al w ay s  

h ap pe n  a s  i t  i s  often d i f f i c ul t  to o btai n access to th e  a p pro pri ate 

rel i ef se rv ice s nece ssa ry to meet th e needs of th e ch i l d/a d ul t. A 

n um be r  of th e w ome n  tal ked a bo ut the nece s si ty for  h av i n g  more th a n  

tw enty- ei gh t day s rel i ef .  Once th ey had take n th ei r tw e nty- ei gh t  

d ay s  th ey h a d  to pay for th i s  r el i ef th an sel ves a n d  for  some wome n, 

th i s  w as not possi bl e due to f i na nci al reaso ns.  Th e ' ch ange age nts '  

i den ti f ied  th e se concern s a n d  th ey expl a i ned how th e se ki n ds of  

ch a nges co ul d  be probl an ati c as  th ey co ul d i n  ef fect make ca regf vers 

1 Th i s  f i gure may appe a r  to be som ew h at h i gh .  How ev er, i t  must 
be poi nted o ut tha t  al l of th e w ome n  i nte rv i ewed had bee n 
i nvol ved w ith th e O rga ni sati o n  for more th an f iv e  y ea rs. They 
had a n  exten s ive  a n d  i ntimate knowl ed ge a bo ut th e i ss ue s  
co nf ronti ng the IHC. Th i s  acco unt s for th ei r commi 'bnent to 
bri ngi n g  a bo ut cha n ge. 
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"feel gratef ul " for a m i nor change b ut r el u ctant to f i gh t  for f ur th e r  

ch ange s  i n  ca se th ey l ost w hat th ey h a d  al ready ach i ev ed. 

A n  i m portant rol e for  th e  1 cha n ge a ge nt s ' , and a key pha se i n  a ny 

ch ange proce ss, i s  to h el p  women i de nti fy w h at al ternati v e  sy stems 

th ey w i sh to p ut i n  pl ace. Sever al of th e wome n  were doi n g  th i s  as  

th ey h ad set u p  programmes th at ca ul d be used as  i de al model s for  

o th e r  w ome n  to u se whe n ap pro pri ate. Al terna tive w ay s  of ma na gi ng  

th e O rga ni sa ti o n  w as a n  exampl e of th i s. Scm e  of  th e women w ho h ad 

been i n  ma nageme nt po si tions  had  begun  to test o ut no n- h i era rch i cal 

a n d  col l ecj;J ve w ay s  of maki ng deci s i o ns a nd of fered some very 

practi cal i deas f or doi n g  th i s. Th ey ran  sem i nars o n  team work a n d  

sh ared deci s i o n- maki ng, th ey sh ared r es po n si bi l iti es i n  thei r j ob a nd 

th ey tried  to i nv ol v e  ho u sehol d s  i n  th e  deci sion s a bo ut th ei r  

ch i l d/ad ul t i n  o rde r to show th e w ay s  i n  w h i ch know l ed ge  a nd s ki l l s  

co ul d  be shared.  Ano th er gro u p  o f  w ome n  ra n meeti ngs to t al k a bo ut 

w om en ' s i ss ue s  a nd w ere orga ni si ng sem i na rs for d i scussi ng cur rent 

i ss ue s. Cl ea rl y  change must be practi cal a n d  r el eva nt to a w ana n' s 

si t ua ti o n. Ide as for ch ange m ust be s peci f ic and  rooted i n  da i l y  

expe r ience a n d  m u st al so encom pas s cl ea r strategi e s  for eh al l engi  ng  

w hy th e da i l y  expe r i ence s o f  women take th e form th ey do , s uch as  w hy 

w ome n  a re th e  prima ry caregivers a n d  w hy th i s  i s  not v al ued .  

Th o se  w om en w ho w ere form i ng groups for  br i ngi ng a bo ut ch ange h ad to 

conti n ue to b u il d th ei r gro u p ' s m em bersh i p a n d  ma ke th e ch a n ge s  

rel ev ant for al l wan en. In o r de r  to e nco urage those w ho h ad not 

us u al l y  j oi ned gro u p s  a deq uate rea so n s  must be given as to w hy cha n ge 

w o ul d be nef i t  women. 1 Ol ange a ge nt s '  had worked h ard at  def i ni ng how 

gro up s  for b ri n gi ng  a bo ut cha n ge co ul d  be formed . 1 Olange a ge nt s '  

d i d not spo nta neousl y form th an sel ves i nto a group - th ey too m ust 

f i n d  w ay s  to come to geth e r. Th e  i ss ue s  w ere not al w ay s  cl ear a n d  th e  

w om e n  i n  th e IHC, as  do oth er women w ho a re f igh ti ng for ch ange ,  h av e  

to co nti n ue to f i nd the time a n d  th e  s pa ce to pl a n  a n d  r f;!fl ect o n  th e  

ch ange th ey a r e  e nga ged i n. 



- 221 -

I h av e  a feel i n g of o ptimi sm. Ol a n ge h a s  taken  pl ace des pite 

enormous ba rr i ers. Women h av e  resi sted power rel ati ons  for many 

years so th ere w a s  no reaso n  to bel i eve tha t  th ey  wo ul d cea se doi ng  

th i s. Th e task now i s  to transl ate th ese pe rso nal resi sta nce s i nto 

strug gl e s  tha t  co ul d  be n ef i t o th e r  w ome n  w ho car e. These struggl e s  

must b e  take n u p  by fan i ni sts a nd be reco gn i se d  a s  i mpo rta nt a s  al l 

o th e r  w ome n ' s struggl e s .  Thi s  a n d  o th e r  m aj or i ss ues co nf ro nti ng  

th ese women w il l  be  d i scussed i n  the f i nal ch apter. 

.....,-



- 222 -

OV\PTER NINE: CONQUSIONS 

Th i s  d i s sertatio n has  expl ored the experiences  of a gro u p  of wcrnen 

w ho ca re for peopl e w ith i ntel l ect ual d i sa b i l iti es. It h as de scr i bed 

and a nal y sed th e da i l y  l ives of these w ome n  and exam i ned th e 

pe rce pti o ns a nd the meani ngs the women used to expl ai n and  unde rsta nd 

th ei r da i l y  l ives.  My i ntentio n has bee n to ca pt ure wane n '  s 

perce pti o ns a bo ut thei r da i l y  l iv es i n  orde r  to reveal and expl ore 

th e r el a tion s  of pow e r  these wome n  experienced.  I bega n w i th th e 

i mmed i ate ef fect s of th i s  pow er and show ed how the da i l y  experi ence s 

of the se w ome n were r el ated to th e fonns of o p pres sio n that were 

expe r i enced by women i n  ge ne ral . 

The rel ati o ns of pow er were expl ored a nd a nal y sed a t  two key si tes -

the ho u sehol d and  the Orga ni satio n .  Th e  ho u sehol d w a s  where th e 

moth ers ca r r i ed o ut much of th ei r da i l y rout i nes  and  the Orga ni sati o n  

w a s  w h ere the se expe r i ences i nteracted w i th the p u bl i c  real m and  

w here the pa i d  worke rs ca rri ed o ut thei r work .  Ideas a nd co nce pts 

devel o ped by Fou ca ul t  and  Iri gar ay were u sed to dev el o p  a theoreti cal 

f ramework for anal y si ng the themes that emerge d f rom th e women • s  

1 ived experiences .  Th i s  i ncl u ded th e  i denti f i catio n of a n um ber  of 

tech nol ogi es of pow er  i ncl u di ng th e obse rv ati o n, exam i nati o n  a nd 

compa r i so n  o f  wome n, the use of know l ed ge to control wcrne n '  s 

act i v i ti es a nd th e use of l anguage to prov i de mea ni ng to a nd 

i nter pret w ome n ' s 1 ived experience s .  

I was  pa rti cul arl y co nce rned w i th exam i n i ng h ow  a n  unde rsta ndi ng of 

the gen dered c ul t ure co ul d be u sed to anal y se and expl a i n  how pow e r  

rel ati ons i nf l ue nced a nd co ntrol l ed w om en ' s 1 ives and i n  so do i ng I 

too k  th e v i ew  that a n  excl u s ivel y economi sti c stance was  too l im ited 

for th i s  p ur po se .  Indeed, it was  an unde rsta ndi ng of ge nde r  

rel ations  that h el ped m e  il l um i nate th e w ay s  the se wome n ' s l ived 

expe r i ence s h ad been  def i ned a nd i nte rpreted. 
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An un derstandi ng  of sy stems of patri a rchy and th e w ay s  i n  w h i ch th e 

ge nde red cul ture w as co nstructed has  been f un damental to the w ri ti ng 

of th i s  d i s sertatio n .  Such a pe rs pective had not prev i o u sl y bee n 

used to criti cal l y  exam i ne the expe r i ence s of women w ho ca red for 

peo pl e w i th i ntel l ect ual di sa b i l i ties  i n  New Zeal and.  Al tho u gh o ur 

unde rsta ndi ng of the po si ti o n  of th ese women m ust take i nto acco unt 

o th e r  forms of o p pres si o n  such as econom i c  factors, I argue that it 

w a s  the d i f ference s between the w ay s  men a nd women w ere pe rce ived 

that were th e m aj or so urces of o p pres sio n for th e w ome n  i n  th i s  

rese a rch . Th e w omen I tal ked to d i d  not bel o ng to th e same eco nom ic 

cl a s ses,  how eve r  th ey h ad sim il a r  experi ences w i th r�s pect to the 

w ay s  i n  w h i ch th ey h ad been --e-reated by men. An unde rstandi ng of th e 

ge n dered c ul t ure  h el ped me understa n d  w hy w ome n ' s real i ty had  bee n 

h i dde n  and  dev al ued .  Th e women w i sh ed to di scov er w hy thei r work w as 

not v al ued a n d  w hy i t  w a s  th e me n who were i n  po si tions  of a uthori ty 

i n  the Orga ni sa ti o n  a nd w ho def i ned and  i nterpreted the 

Orga n i satio n ' s  practi ces.  Al though th i s  v i ew  i s  espo u sed I do not 

de ny how ev er, that future resea rch ca n expl ore  f urth er th e 

r el atio n sh i p of patri a rchy and  cl ass .  

As d i scussed i n  Ch apters One and Two, women ' s  expe r i ence s a re d i v e rse 

a n d  f rom these eme rge a n umber  of strands of f an i  ni sm that h ave 

d i fferent w ay s  for  def i n i ng the nature of women ' s o ppressi o n .  Th i s  

resea rch has  exam i ne d  w ome n ' s exi stance f rom a radi cal f an i  ni st 

pe rspect i v e. One of i ts pr ima ry  a i ms w a s  to exam i ne th e no n- eco nom i c 

forms and as pect s of powe r. Th i s  sho ul d not detract f rom th e 

impo rtant co ntri but i o n  oth er pe rspect i v es ca n make .  Th ese 

pers pectives ca n al so co ntri b ute to o ur knowl ed ge a bo ut w ome n ' s  l ived 

expe r i ences .  

Fem i ni st th eory i nformed th e w ay I ca r r i ed o ut th i s  research . I w as 

co n cerned w i th reveal i ng the experiences of w ome n  who ca re for  peo pl e 

w i th i ntel l ect ual d i sa bi l iti es a nd prov i di ng al ternati v e  w ay s  for 

i nter preti n g  the se experiences .  I argued that the experiences  of 

women h ad not been  a deq ua tel y exam i ned i n  th e soci al sci ence 

l i terat ure. Not o nl y  are wome n ' s experiences  in ge ner al rel egated to 
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the pe ri phe ry of soci al scie nce i nvesti gatio n but th e 1 ived 

exp e r i ence s a nd da i l y  1 ives of women w ho ca re for peo pl e w ith 

i ntel l ect ual di sa b i l i ti es has  not bee n a pri o ri ty for  i n-de pth 

anal y si s  by mai nstream soci al sci enti sts and ev en fem i ni st 

research ers. In  ca r ry i ng o ut th i s  resea rch I aimed to reveal the 

r i ch ness a nd d i versi ty of th e 1 ives of women w ho ca red for peo pl e 

w i th i ntel l ect ual d i sa b il i ties.  

The women in  my stu dy expe ri ence d  o ppressi o n  in  a numbe r of w ay s . 

Th e se r el ated to th e  w ay s  i n  w h i ch th ei r  co ntri bution s  a n d  work were 

dev al ued a nd w as al so di rectl y 1 i nke d to th e fact th at th e gro up  of 

peo pl e these w ome n  cared for  were al so dev al ued . For some of  th e 

women th i s  f actor h ad made th em ev en more dete rm i ned to ch ange th ei r 

c urre nt si t uatio n.  Th ey not o nl y  struggl ed to bri ng a bo ut cha n ge for  

th em sel ves but they struggl ed to ch ange th e co ndi ti ons  for th e peo pl e 

th ey w ere ca r i n g  for.  

In  o rde r to rev eal th e i mmed i ate ef fect s of pow er o n  women' s 1 iv ed 

expe r i ences and to create a p i cture o f  what l i fe was  re al l y  l i ke for  

women w ho ca red for peo pl e w ith i ntel l ectual di sa b i l iti es, I bega n by 

des cr i b i ng the da i l y  l ives of th e w ome n. Th i s  process i nev i ta bl y l ed 

to a n  exam i nati o n of w heth er th e f rameworks and  sy stems w e  hav e  for 

expl a i ni ng w ome n ' s real i ty are rel evant for  th e experiences  of gro ups  

s uch as  women w ho ca re for  peo pl e w i th i ntel l ect ual di sa bi l iti es. 

Fem i n i st theory not o nl y  i nfl uenced the co ntent of what I stu died,  

th at i s, my deci si o n  to exam i ne th e pow er rel ati o ns af fect i ng the 

expe r i ences of  wome n who cared for peo pl e w i th i ntel l ect ual 

d i sa b i l iti es, but i t  al so i nform ed the w ay I ca rri ed o ut my stu dy . I 

d i d not w ant to, for exam pl e, retri eve the data I req ui red and  offer 

noth i ng i n  return  to these women. As I h av e  demonstrated, th e 

resea rch process can contri bute to the change process becau se by 

de scr i bi ng thei r l iv es women ca n i de nti fy some commo n expe r i ence s of 

o p pres sion .  
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I bel i eve that the recordi ng  of th e w ome n ' s stories  and  th e 

s ubseq ue nt a nal y si s of th ese was a very ef fect i v e  mech ani sm for 

reveal i ng the pow e r  rel ations that th e w ome n  experienced.  In  orde r  

to fac i l itate th i s  proce ss I ca ref ul l y  exam i ned th e rel ati o nsh i p  I 

f o rme d  w i th th e w ome n d ur i n g  th e i nte rv i ew s. Th ey sh ared some 

i nti mate deta i l s a bo ut th emsel ves a n d  I h ad a res po nsi bi l ity to treat 

th ei r stor i e s  w i th se n s i t iv i ty .  The stor i e s  were descri bed i n  w ay s  

th at rev eal ed th e r i ch ness a nd d i v ersi ty of th e women1  s 1 ives. In 

seeki n g  to com prehend  th ei r da i l y  1 ives I fo und it necessa ry to 

al way s acknow l ed ge th e i ntensi ty and th e amo unt of work th e women 

were doi ng. I reco gni se that for these w ome n  1 i fe was not al w ay s  

m i se rabl e a nd th at the po si tive el ements o f  thei r 1 ives w ere al so 

important to ca pt ure. In  so doi n g  I prov i de d  an o pportuni ty _ for  

th ese w om en to i de nti fy som e of th ei r ach i ev ements. 

Major Th eme s  

I n  orde r  to begi n to cri t iq ue th e w ay s  w ome n ' s experiences  h a d  been 

i nte rpreted and  th e w ay s  in w h i ch pow er  rel ati ons h ad O PE:l rated, I 

i de nti f i ed a n Llllbe r of key th emes .  The th emes ad dresse d  were 

exam i ned i n  the two si tes of th e ho usehol d a nd th e Orga ni sati o n  a nd 

rel ated to bo th the phy si cal and  emotio nal as pects of th e  w ome n ' s  

1 ived expe r i ence s . The themes com mo n  to the househol d d i d, i n  some 

si t ua tions,  refl ect tho se i n  th e Orga n i sa tion  a n d  v i ce versa. 

Pr iv ate and Publ ic Worl ds 

The th emes ca n be br i ef l y  S llllmari sed h ere by exam i ni ng some key i deas 

and co nce pt s  that w ere commo n to th ese w ome n ' s experience s .  One of 

th e mo st si gn i f ica nt of th ese w as the w ay i n  w h i ch women di d at ti mes 

feel they were "l oc ked " i n  th e ho u sehol d and  conseq uentl y had 

d i f f i cul ty emergi ng f rom th i s  pr iv ate real m. Th ey were not a bl e to 

i nfl uence th e w ay s  i n  w h i ch deci sio n s  were ma de by the Orga ni satio n 

and there was  al so an  a ssLmpt i o n  th at th e priv ate worl d of the 

hou sehol d and  the p u bl i c  s phere of the Orga n i satio n were se parate 
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w i th neith e r  i nfl uenci ng  th e oth e r. I n  rey descri pti o n  and  s u bseq uent 

anal y si s  of th e ca reg i v ers '  expe ri ence s I i l l ustrated how th ese two 

real m s  i nteracte d w i th one anoth e r. Th e activ i ti e s  of the 

Orga n i sa ti o n di d i mpact on  th e 1 ives of women. Th e ho usehol d w as not 

a h ave n wherei n w ome n were free to ca r ry  o ut th ei r activ i ties  i n  w ay s  

th at w e re not i nf l ue nced by what h appe ned i n  th e Orga ni sati on .  It 

was  show n tha t  i n  ge neral men control l ed th e  Orga ni satio n a n d  al so 

had a key rol e i n  dete rm i ni ng th e w ay ho usehol d rol es and routi nes 

w ere structured a n d  al l ocated. 

Pow e r  rel ati o ns pe rv ade d th e most i nti mate s ph eres of women ' s 1 ives. 

The me n th ey 1 ove d  and l ived w i th were part of th e r el ation s of 

o ppressi on .  Ce rta i n rol es for women w ere def i ned by th e Orga ni sa ti o n  

and  the se were u ph el d by manbers o f  ho u sehol ds, that  i s, th ei r  

pa rtne rs a nd h usba nds . The women  w ho ca red for peo pl e w i th 

i ntel l ect ual d i sa b i l i ti e s  had  carried  o ut ma ny of th ei r activ i ti e s  i n  

th e p r i v ate real m and h ad not been given  cred i t  for th e work th ey h ad 

do ne. Whe n th ey di d ente r i nto the p u bl i c  w o rl d and  attempted to 

make some ch anges i n  th ei r 1 ives th ey were often o straci sed a nd 

cri ti ci se d  for  u psett i n g  the statu s q uo .  Th ey f r eq uentl y  h a d  

di f f i c ul ty try i ng t o  orga ni se f o r  ch ange beca use th e my th s a bo ut 

careg iv i ng that co ntrol l ed and gave  mea ni ng  to th ei r l ives was  so 

entrench ed th at i t  w as h ard to i magi ne a noth er real ity .  

These f i nd i ngs l ea d  to a re-exam i natio n of th e rel a tionsh i ps betwee n 

the pr iv ate a nd p ubl ic s ph ere. Th i s  de bate h as been  a rti cul ated i n  

c urrent f em i  n i  st l i terat ure both i n  New Zeal and and  overseas ( Cox, 

1987 ) . � resea rch h as show n th at th i s  d i chotany betw een the publ i c  

a n d  pr ivate ca n mea n  that w e  m i srepresent and  a t  times eve n f a il to 

recogn i se th e com pl exi ti es of women ' s expe ri ences .  Th i s  di chotomy 

has been u se d  a s  a gl o bal conce pt that i s  often util i sed w i tho ut 

thorough l y exam i ni ng the diverse i mpl i ca ti o ns for wanen'  s da 1 1  y 

l iv e s .  The preci se effects o f  power  m ay not be cl ea rl y  i de nti f i ed .  

The roots of women ' s o ppressi on  w il l  not be unde rstood i f  we a re not 

expl i ci t  a bo ut w h a t  w e  mea n whe n we s peak a bo ut the private and th e 

p ubl i c  real m. An exam pl e f rom th i s  study i l l ustrates th i s. 
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I showed i n  rey a naly si s of th e w ome n ' s sto r i e s  that i t  m ay be ass umed 

th at beca use se rv ices for peo pl e w i th i ntel l ect ual di sa b i l i ti es 

im prov e, it natural ly  fol l ow s  that wome n  al so h ave  an im proved 

q ual i ty of 1 i fe. It w as not, as demonstrated i n  th i s  research, 

ascertai ned w hy w ome n remai ne d  the prima ry careg ivers. The fact that 

new tech nol ogi es for  peo pl e w ith i ntel l ect ual di sa b i l  iti  es m ay 

act u al l y  res ul t i n  more work for  w ome n  was  not r eveal ed.  

The O rga ni sati o n  al so f ai l ed to recogn i se th at th ese women d i d  not 

h ave  access to and contri b ute to the deci sio n-mak i n g  pro ces se s .  

These w om e n  may hav e  no i n put i nto deci di ng w hat form th ese se rv ices  

sho ul d take. Th e  hou sehol d was cl ea rly  not  a h aven ;  moreov e r, 

al tho ugh th e p ubl ic s ph ere i nf l ue nced w hat h ap pe ned i n  the ho usehol d 

i t  w a s  apparent that the exch ange of i nfonna tio n w a s  not reci proca1 . 

As w as show n, th e women h ad d i f f icul ty obta i ni ng i nform ati o n  i n  o rde r 

to pa rti ci pate i n  deci sio n-ma k i ng processes .  

Anoth er pe rti ne nt exampl e rel ated to the bel i ef th at o nce w omen mov ed 

f rom th e hou sehol d to the Orga ni satio n a n d  j oi ned comm i ttees or took  . . 

o n  management po si ti o ns, th ey h ad i n  f act e ntered th e p ubl ic real m • .. 

It w a s  ass umed, al bei t at times u n i ntentio nal l y, that  these w ome n  

woul d be a bl e to h av e  a si gn i f ica nt i nf l ue nce u po n  deci si o n- mak i ng 

proces ses.  Th i s  prese nted a contradi ction beca u se al tho ugh at  times 

the women fel t i nvol ved i n  th e m aj or deci s i o n- mak i ng proce sse s for 

the mo st part th ey were excl u de d  f rom th i s  activ i ty .  

I n  th i s  rese a rch th e Orga ni sati o n  co ul d not be v i ew ed a s  a publ ic 

real m wherei n w ome n ' s i nfl uen ce and contri butio n was v al ued .  I t  was 

for many women sti l l a pr i v ate worl d .  Th e pow er rel ati ons  may hav e  

bee n more s u btl e a n d  d i f f i c ul t  to detect th a n  tho se i n  th e hou sehol d 

but the pow er  rel ati o ns co nti n ue d  to h i de a nd dev al ue th e expe r i ences  

of  w ome n.  I h av e  attempted to reveal th i s  co ntra d.i ctio n  as  I bel i eve 

it i s  a key el ement of cur rent f em i ni st tho ught a nd req u i res f urther 

stu dy .  Th e  w ay s  i n  wh i ch the so-cal l ed private wo rl d of th e 

ho usehol d a nd th e p ubl ic w o rl d of th e O rga ni sati o n  i nter rel ate a nd 

i nfl uence w ome n ' s 1 ives m u st be f urther  resea rched a n d  a nal y sed.  
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Mut u al ity and Co nfl i ct 

Anoth er key orga ni si ng pr i nci pl e emergi ng f ron th e themes a nd rel ated 

to tho se al ready des cri bed w a s  th e am b iv al e nt s itua tion s w one n  fo und 

th emsel ves i n . Th e de scr i pt i o ns of th e women ' s expe r i ence s and  th e 

s u b s eq uent a nal y si s  ca pt ured w ome n ' s pe rce ptions  of th ese s ituation s . 

The w omen often  f el t uncom forta bl e i n  ch al l engi ng those w ho at ti mes 

h el ped th em i n  th ei r work.  Th e  w ome n ' s part ners and  th e me n i n  the 

IHC occa s i o nal l y  s u p ported and  assi sted women i n  thei r work. 

How eve r, the se me n retai ned th e a b i l i ty to control how the ro uti nes 

i n  th e ho usehol d and  Orga ni sati o n  were to be str uctured .  It w a s  

di ff i c ul t  f o r  w ome n  to ch al l e nge tho se peo pl e  w i th w hom th ey h a d  

sh ared many happy ti mes. Th i s  m ade pow er rel ati ons seem ev en more 

perni cious  and created eve n  more d i l emma s for th e w ome n. 

It w as d i f f icul t for th e women to bel i ev e  th at th e peopl e th ey 1 ived 

a n d  worked w i th co ul d  al so be th ei r  o p pressors. If careg ivers d i d  

ch al l enge th e "sy stem" i t  co ul d h urt thei r ch i l dren/adul ts a s  tho se 

w ho co ntrol l ed th e Orga n i sa tion  co ul d make it  di ff i c ul t  for  w ome n to 

ga i n  acce ss to the se rv ice s  they req ui red . It w as f req ue ntl y too 

much of a r i sk to ch al l e nge the powe r rel ations beca u se such 

ch al l enge s, w hi l e th ey co ul d el i m i na te th e negative  as pects of 

w ome n ' s rol es, co ul d al so enda n ger  the po si tive as pects of th em. 

I h av e  def i ned th i s  co ntrad i ct i o n  as m utual ity versus co nf l i ct .  Th e 

w ome n were al w ay s  experienci n g  amb iv al ent situa tions and th i s  was  

used by th e Orga ni sati on  to e n s ure th at women woul d keep o n  ca ri ng. 

The Orga n i sa tio n and th e me n i n  the w ome n ' s hou sehol d rel i ed o n  th e 

women ' s commi tment to kee p  them "h angi ng i n" .  Women were 

s i m ul taneo u sl y  s u bj ected and s u p ported.  Th e rel ations  of power  were 

not al w ay s  o bv io us and  d i d not al way s  a ppea r  i ntent i o nal and 



- 229 -

p uni sh i n g .  Th ey were i n  t u r n  i nter tw i ne d  w i th rel a tio n sh i p s tha t  

were co nge ni al .  

In my i nterv i ew s  w i th th ese women I found th e co ntrad i ct i ons  betw een 

m ut u al i ty  a n d  co nfl i ct to  be  al w ay s  pre se nt. Ma ny of th e wome n  h a d  

d i f f icul ty l abel l i ng th emsel ves as  a n  o ppr essed group.  Al tho ugh th ey 

co ul d des cri  be th ei r experiences of o p pres sio n i t  w a s  ofte n too 

pa i nf ul or th ey were unaw a re of how to 1 i nk th i s  to oth er fo rms of 

pa tri a rch al dom i na tio n .  The nature of th i s  dom i natio n w a s  al w ay s  

chang i ng a nd w as d i ff i cul t to detect . Al tho ugh th e women h ad found  

ma ny w ay s  to  re si st th e se power  rel atio n s  it  w a s-at times  d i ff i c ul t  

for th e women to orga ni se th ese resi sta nces i nto pl anned strategi es 

for cha n ge that co ul d  be s u stai ned .  

I bel i ev e  th at th ese expe r i ence s m ay be f am i l i ar to oth er women. As 

Fou ca ul t < 1 97 8 )  s uggests th e  very i nten si ty of power r el a tions  i s  

repr esented by th e way s  i n  w h ich th ey o pe rate i n  extremel y di f f use 

a n d  s u btl e  w ay s .  The si t ua tions  of m ut ual i ty  a n d  co nfl i ct th e w ome n  

expe r i enced a re o ne mani festati o n  of th i s . Th i s h as a n  i mpact o n  the 

w ay s  i n  w h i ch wome n h av e  h a d  to orga ni se the change process.  

B ri ngi ng A bo ut Ch ange 

An expl orati o n  of th e process  of ch ange a nd how th i s  ca n take pl ace 

i s  a cri ti cal as pect of f em i ni st resea rch.  In my stu dy I h ave 

i de nti f i ed w hat ch ange s th e women w ere i nv ol ved i n  a nd d i scussed th e 

strategies  th ey were u si n g  to bri ng  a bo ut th i s  change. I expl ored a 

n unbe r of el ements of the ch ange process a nd these were co n nected 

w i th the th eme of m ut u al i ty versus  co nfl i ct because cha nge has both 

po si tive  and nega ti v e  el em ents. Th e  ca regi vers w ere often  i n  

co n tra d i ctory situations  · i n  that  what co ul d  begi n a s  a po si tive 

eh  ange eo ul  d ,  

d i ff i c ul t. 

as a 1 atent conseq ue nce, make th ei r 1 ives more 

Rel ated to th i s  were the d i ff i c ul ti es  th ey had  i n  

de term i ni ng th e pace and  nature  of th i s  eh a nge a nd th e h ard w ork th at 

th ey h a d  to do i n  order  to bri ng a bo ut change that wo ul d be nef i t  
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them sel ves.  S pen d i n g  l o ng ho urs ca r ry i n g o ut stren uo us careta k i ng 

rout i nes mea nt that for many of th e women th ey di d not h av e  th e 

energy to j oi n  i n  the struggl e for cha n ge. 

Associ ated w i th th i s, and aga i n  an exam pl e of th e amb i v al ent 

si tua t i o n  of the se w ome n ' s 1 ived experiences,  w a s  th e w ay s  i n  w h i ch 

a ny i nf l ue nce th ese women h av e  h ad o n  the  O rga ni sati o n ' s dev el o r:ment 

had bee n i gnored o r  m i sre presented .  Wome n h av e  had  a key rol e i n  

begi n ni ng many of th e se rv ices  i n  th e IHC a nd y et th e w ritten h i story 

di d not adeq uatel y portr ay th i s. Th i s  h i st o ry  al so portr ayed wome n  

as taki ng o n  ce rta i n  rol es, for exampl e th e ca regi v i ng rol e. Th e  

w ane n  fo und i t  d i ff i c ul t  to Ch a n ge the soci al struct ures and  

proce sse s  th at f unct i o ned to  rei nforce th ese rol e s ;  rol es th at d i d 

not al l ow w ome n  to h ave choi ces a bo ut th e w ork th ey cho se to ca r ry  

out .  Th e  men i n  th e Orga ni sati o n  a n d  th e househol d tr i ed to prese rv e  

the exi sti ng  regime o f  rel atio n s  a n d  mea n i ngs.  They em ph a si se d  th e 

"natu r al " rol e of women as  ea reg i v ers a nd the pres lllled 

" i nev i ta b il i ty "  of th i s  rol e. Th ey ch al l enge d  w ome n  w ho tried  to 

d i srupt th i s .  I h av e  show n th at th e men i n  the househol d a nd i n  th e 

Orga n i sation def i ne d  what work h a d  th e  h i ghest pri or i ty a n d  what fonn 

women ' s work shoul d take .  Ca regi v i ng w o r k  w as ge ne ral l y  th e l ow est 

pai d i n  the Orga n i sa tio n and i n  th e hou sehol d un pa i d. Wane n  h a d  

di f f i c ul ty breaki ng o ut o f  th i s  rol e a nd w hen t h ey  di d manage to mov e 

i nto po si tions  that h a d  a h i gher statu s th ey ca ul d be excl u de d  f rom 

many act i v iti es s uch as be i ng i nvol ved i n  maj or deci si on-maki ng 

proce s se s. Th i s w a s  o ne of the key areas that th e w ome n  i n  my 

rese a rch h ad begun to ch al l enge . Not o nl y  di d th ey want ca regi v i ng 

tas ks v al ued but th ey wa nted to choo se whether or not th ey sho ul d be 

th e o nes  to ca r ry  th ese out a nd w hat v al ue sho ul d be attach ed to 

the se. Th ey w i shed  to ch al l enge the bo unda r ies betwee n  th ei r pu bl i c  

and  p r i v ate worl ds a nd exam i ne w hy ca regi v i ng w as th e act i v ity th at 

perva ded and dom i nated th e 1 ives of th e w ome n  - bo th i n  th e hou sehol d 

a nd i n  th e se rv ici ng f uncti ons th ey ca rri ed o ut for th e Orga ni sati o n.  

r.ty re sea rch has  show n that for cha n ge to occ u r  for these wome n  th ey 

need to co nti n ue to be aw are of and i nco r po rate i nto the ch ange 
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pro cess the d iverse experiences oth e r  w ome n  h av e  h a d .  I h ave  

attem pted to  rev eal and  ca pture th e extent a nd v ari ety of  i ssue s  

co nf ro nted by th e w ome n  who cared for peo pl e w i th i ntel l ect ual 

d i sa b i l iti es. I al so i de nti f i ed th e com mo n  thanes th at were pa rt of 

caregiv i ng experiences .  To exten d  th i s  o ne must go f urther and  not 

o nl y  rev eal th e h i dde n h i story of women but cr i tiq ue th e structures 

tha t  h ave def i ne d  th i s. Th i s  i s  necessa ry  i n  order to reconstruct 

those f rameworks th at h av e  prov i de d  meani ng to women ' s expe r i ence s. 

Al terna tives for  the se wome n  and  th e  w ay s  the se can be 1 i n ked to th e 

exper i ence s  of  women i n  ge neral must be def i ned .  

Fo r me tni s i s  a n  o n go i n g  process  w h i ch must begi n w i th an  

u n de rstandi ng o f  how pa tr i archy o pe rates to  co ntrol women. Hence, � 
i nterest w a s  to excm i ne how power r el a tio n s  o perated i n  the da i l y  

1 ives o f  women.  Th e key pri nci pl es of f em i ni st th eory em ph a�i se s th e 

importance of mov i ng f rom th i s  unde rstandi n g  and  expl a na tio n, that  

i s, in  th i s  resea rch how th e ge nde red c ul ture dete rm i ne s  these 

r el a tions ,  to a si t ua tio n where o ne can deco n stru ct these f r ameworks 

and bu i l d al terna ti ves. My resea rch w as a i med at  not onl y 

understandi n g  the caregivers'  1 ived experiences b ut al so 1 i nk i n g  

th ese t o  w i de r  str u ctures a nd ev ents  i n  o r de r  to f i nd some po ssi bl e 

w ay s  that cha n ge co ul d  occ u r  for  these w ome n. 

Several of th e women w ere  begi nni ng to 1 i nk th ei r experi ence s to 

tho se of oth e r  w ome n. For th an  th ei r  struggl e s  were once l a rgel y 

co nce rned w i th o bta i ni ng a deq ua te se rv ice s for  th ei r ch i l dr en/a dul ts. 

They now wanted to ens ure that th ey th an sel ves had  control ove r  what 

th ei r 1 ives w o ul d be 1 i ke .  Th i s  was a di f f icul t ta sk as  m any of th e 

w ome n  had  bee n  sel f- sacr i f i ci n g  for  years .  I 1 1 1 ustrate d how th e 

women w ho h ad become ' ch ange age nts '  show ed how ch ange m ust h ap pe n  at 

a,l l l ev el s - i n  th ei r da i l y  l ives, i n  th e struct ures that control l ed 

th ei r 1 ives a nd i n  th e know l edge a nd 1 angua ge th at w as use d to def i ne 

a n d  i nter pret the se w ome n ' s experience s .  

The i nterv i ew s  prov ide d  a n  o pportun i ty  for th e women to tal k a nd 

refl ect u po n  the change th ey h ad bee n i nvol ved  w i th. Th e  i nte rv i ews 



- 23 2 -

proved to be u sef ul for  h el p i n g  th e w ome n  understan d  a n d  a n al y se not 

o nl y  th ei r exp e r i ence s but to 1 i nk th ese to th e troubl es expe r i ence d 

by o th e r  w ome n  i n  sim il a r  po si tion s .  Enco uragi ng wome n  to ta ke the 

o ppo r tun i ty to meet w ith oth ers and  ref l ect on th ei r experi ence s w as 

a pow e rf ul mech a ni sm a n d  o ne that can conti n ue to be u sed by these 

women as  i t  ca n hel p to unde rsta nd th e f ragnenti ng ef fect s of th e 

Orga ni sa tio n ' s a n d  ho u sehol d ' s practi ces .  

Community Ca re 

The proce ss of b r i ngi ng a bo ut ch ange i ncl u de s  f i ndi ng a n  i ssue th at 

i s  commo n to al l w ome n. I n  thi s  resea rch o ne of th e  m aj o r  i ss ue s  w a s  

th at o f  communi ty ca re. Th e i ss ue s  s ur roundi ng communi ty ca re 

encaps ul ate and bri n g  i nto focu s  th e w ay i n  w h i ch power  r el a ti o n s  h a d  

ope rated t o  co ntrol
· 

women ' s l ives a nd h ad determ i ned w hat th ei r work 

wo ul d entai l .  Comm u n i ty care  i s  a n  exten sio n of the bel i ef that 

women a re th e ' na tural ' ca regi v ers a nd beca use th ey gi ve  bi rth to  th e 

ch i l d a n d  l ove  th e ch i l d th ei r rol e sho ul d be exte n de d  to ens ure tha t  

th ey ranai n a s  th e p r i mary ca regi ver  < Dal l ey ,  1 988) . It w as at 

times d i ff i c ul t to detect the mecha ni sms me n had  ado pted to ens ure 

th at w omen di d nea rl y al l of th e ca ri ng for thei r ch i l d a nd how pa i d  

workers ranai ned i n  caregiv i ng po si tions  w h i ch h a d  a l ower  status 

th an  th e mana gement po si tions  i n  th e IHC. What h ad been a si tua ti o n  

of co nve nience f o r  ma ny years i n  th e  ho u sehol d a n d  i n  the 

O rga ni sa ti o n  h ad become extende d  ev en  f urth er i n  orde r  to p ut i nto 

pl a ce the pol i cies  of comm u ni ty care.  

I expl ored how ce rta i n pract i ces  s uch as th e use of th e words "h appy 

f am i l y " f unctio ned to h i de what th e word f am i l y  real l y  mea nt a n d  i n  

so do i ng, tende d to i mpl y th at th e cur rent w ay of orga ni si ng peo pl e ' s 

a ctiv i ties  i n  ho u sehol ds a n d  i n  th e  Orga ni satio n had  eq ual be nef its 

for al l manbe rs.  The co nce pt of "f am i l y "  w as used to i mpl y th at ca re 

sho ul d take pl ace i n  "f am il ies"  a n d  tha t  w ome n  h a d  to co nti n ue to 

prov i de th e maj or i ty  of ca re for th e ch i l d/a dul t. Th ere w as no 

a nal y si s  by th e Orga ni sa tio n as to wheth e r  f am il i es co ul d  co pe a n d  
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w ere  i n  fact stil l i ntact. The Orga ni satio n al so acted 1 i ke a 

"f am il y " i n  th e se nse th at i t  enco ur aged the women to b r i ng a ny 

i s s ue s  th ey h a d  to the "fam il y "  to be sol ved rath e r  tha n  go o ut si de 

to oth er peo pl e for s uppo rt. Th us, th e th ene of ea reg i v  ing  a nd how 

i t  r el ated to the pol i cy of comm u ni ty care has bee n a ve ry 

si gni f ica nt a nd pow erf ul one i n  th i s  resea rch . 

It i s  di f f i c ul t to dete rm i ne exactl y how m u ch work i s  e nta il e d  whe n 

peo pl e w i th i ntel l ect ual di sa b i l iti es mov e  f rom sh el tered w orksho ps 

a n d  th e  IHC gro u p  homes to ordi na ry j obs and  resi de nti al 

accommo da ti o n  i n  th e communi ty .  Not o nl y i s  th e work i n  the 

ho u sehol d h i d de n  but so i s  the w ork do ne by  ma ny of  the pai d workers. 

Th e pa i d  worke rs w ere treated i n  many way s  1 ike moth ers i n  the 

hou sehol d a s  th ey ca rri ed o ut extra ho urs of vol unta ry work i n  

addi t i o n  to thei r pa i d  d ut i es. Th i s i s  unacco unted for  i n  a 

pro d u ctive s ph ere that does not h av e  adeq uate f r cm ew orks for  

deta i l i ng the eco nom ic co ntr i buti ons  of women < Wari ng, 1 988) . 

These wome n  h a d  a 1 i fe of struggl e. The g:>od time s th ey h a d  w i th 

th ei r eh i l  dren/adul ts a nd th e peo pl e th ey worked al ongs i de were clt 
times oversh a dowed by th e  effort th ey h a d  to p ut i n  to e stabl i sh i ng 

se rv ice s ;  th e ene rgy th ey h ad use d  to e nsure th at they h ad i n put 

i nto deci sion s that dete rm i ne d  how the se se rv i ces  were  run ; and  

maki ng ce rta i n th at th ese se rv ices  w ere not erode d  a nd d i m i ni sh ed i n  

th ei r q ual i ty .  Des pite th e w ork w ome n  h a d  do ne to dev el o p  th e  IHC so 

th at th ey th en sel ves h ad "a break" f rom th ei r ca regi v i ng routi nes, 

th ey h ave  h a d  to struggl e to ens ure tha t  th ey were i nformed, a n d  part 

of , th e deci si on-maki ng proce sse s of th e O rga ni sati on .  

Comm u ni ty car e  w il l  be the si te of  ano th e r  struggl e for  these wome n. 

Th e needs of these women h av e  been, beca use of th ese pol ici es, put i n  

o p po si tio n a n d  com peti tio n . w i th th e  needs of th ei r ch i l dren /ad ul t s .  

The w omen d i d not nece ssa r i l y want t o  stop th e cur rent ch ange s but to 

co n trol the pace of th i s  chan ge. Olange s  for other gro ups does not 

al w ay s  mea n  a po si ti ve  ch ange for women. Al though th e women agreed 

w i th co nti n ui ng to try to im prove th e q ual i ty of 1 ife  for peo pl e w i th 
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i ntel l ect ual d i sa b i l i ti e s, th ey al so bel i eved that th i s  sho ul d  not be 

at th e expense of oth er gro ups.  Wom en ' s needs sho ul d not be 

sacr i f i ce d  for  th e v e ry  peo pl e th ey l ov e  a n d  h ave  a convn i tment to .  

Th e O rga ni sa ti o n  h ad use d  th e un pa i d  a nd u n de rpa i d  w ork of  women to  

p ut its pol i ci e s  i nto practi ce. Fo r ma ny women c urre nt comm u ni ty 

ca re po l ici es w o ul d co nti n ue th ese tr ends . 

The battl e for  w ome n  i s  to f i n d the e ne rgy to conti n ue th ei r 

str uggl es aga i n st s uch pol ici es. It i s  d i f f icul t for women to f i nd a 

pl a ce of th ei r ow n  wherei n th ey  ca n a ct a n d  r efl ect o n  th ei r  struggl e 

a nd i f  nece ssa ry ch ange i ts di rect i o n  < I r i ga ray , 1 985 ) . Communi ty 

care  a n d  its  i m pl i ca tions ca n be a n  i s s ue that bri ngs w ome n  to geth e r  

as  a group  beca use th i s  pol i cy w il l af fect many groups o f  women.  

Wome n w ho care  for peo pl e  w i th i ntel l ect u al d i sa b il i ties  m ay h ave th e  

same eo nee rns a s  oth er women w ho ea re for de pe nde nt groups. It w i l l  

be w ome n  who  w il l  be expected to co nti n ue to ca r ry  o ut th e tas ks 

assoc i ated w ith ca regi v i ng. 

Future Research 

My a i m i n  th i s  research h as been  to rev eal some of th e i ssue s  

co nf ro n ti ng w ome n  who care  for peo pl e w i th i ntel l ectual di sa b i l i ti es 

by de scr i bi ng the work th ey h ad ca rri ed o ut i n  thei r ho usehol ds a nd 

i n  th e Orga n i sa ti o n .  Th e  foc us  has bee n to tel l w ome n ' s sto ries  so 

th at al terna ti ve  w ay s  of expl ai ni ng a nd u nde rsta ndi ng women ' s 

experiences can be d ev el o ped.  For th i s  reaso n, my aim  w a s  to not 

onl y rev eal and a nal y se th e pow er rel ati o ns, but i n  so do i ng to 

acknow l ed ge th e ma ny si gn if i cant  a ch i ev ane nt s  a n d  m i l esto nes the se 

women h ad brough t  a bo ut i n  th e dev el O llJ!e nt of th e IHC. 

I w i shed  to co ntri b ute to the process  of d iscoveri ng new w ay s  o f  

de scr i bi ng a nd unde rsta ndi ng th ese w om en ' s real i ty ,  a s  th i s  proce ss 

i s  an importa nt part of the struggl e to tran sform the c urre nt real i ty 

for th ese a nd oth er groups of women.  Th us, i t  is  i n  th i s  w ay th at 

th i s  resea rch ca n h av e  rel evance for other  gro u ps of w ome n. The 
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th ane s a bo ut careg iv i ng and  wome n ' s w ork  can co ntri b ute to a n  

unde rstandi ng of how soci ety v i ew s  the ca regi v i ng rol e. Th i s  i s  

i ntimatel y r el ated to th e w ay s  i n  w h i ch f am il ies  are constru cted a n d  

rol es a nd act i v iti es w i th i n  those f am i l i es a re def i ned a nd al l oca ted .  

Th e  i ss ue s  a bo ut w h o  w il l  do th e  caregiv i ng a n d  what v al ue w il l  b e  

attr i buted t o  th i s  a re commo n  for al l women as  women co nti nue to be 

the prima ry caregivers i n  ho u sehol ds.  

In th i s  rese a rch th e work of Fo uca ul t a nd I r i ga ray prov ided o ne 

parti c ul a r  f r amew ork for expl ori ng  a n d  un derstan d i n g  the pow e r  

rel ati ons  th e women expe r i e nced .  Th ese co nce ptual tool s a nd th ei r 

su bseq uent  exten sio n were i nv al ua bl e becau se th ey prov i ded a 

mech ani sm for unde rsta ndi ng th e "i nf i ni tesi mal " tech nol ogi es of pow er 

and  th e w ay s  the gen dered c ul ture determ i nes  h ow  th e  w ome n ' s 1 ive s 

woul d be struct ured and  i nterpreted .  I bel i ev e  th at f uture  

resea rch ers co ul d  u se th e se frameworks a s  a mea n s  to  dete rm i ne not 

onl y how th e da i l y  1 ived expe r i ence s of women w ho ca re a re orga ni sed 

but how oth e r  w ome n ' s 1 ives are struct ured.  These framew orks h ave 

prov i de d  a po i nt of de pa rtur e  and  h av e  co n nected w ith th e w ay I v i ew 

f an i  ni  st theo ry a n d  research and th e rol e of ge n de r  i n  u n dersta n d i n g  

women ' s expe r i ence s .  Th e tech nol ogi es of pow er w e r e  use d  a s  a tool 

for  maki ng  se n se of th e  i nformatio n w ome n  shared w i th m e  a n d  f o r  

i ncr easi ng o ur unde rsta ndi ng of th ei r 1 iv ed experi ence s . Th e 

ch al l e n ge for  o th ers who w i sh to ca r ry  o ut re sea rch a bo ut w ome n  i s  to 

take th ese tool s a nd extend a nd modi fy th an so th at th ey ca n co nti n ue 

to co ntri b ute to a n  understa n d i ng of w ome n ' s experiences.  

Our know l ed ge and u n de rsta ndi ng of th e experi ence s rev eal ed i n  th i s  

resea rch ca n al so be exte n ded by usi n g  both q ua nti ta tive a n d  

q ua l itati v e  resea rch methodol ogi es. Fo r exampl e, one ca n f unct i o n  to 

meas ure th e amo unt of care g iv i n g work do ne by w ome n  and the nat ure of 

th i s  work ; w hereas th e oth er, as w ith my rese a rch , ca n ca pt ure a nd 

h el p  us  understa n d  w ome n ' s feel i ngs a n d  perce ptions a bo ut caregiv i ng 

and th e meani ng given  to th i s  work. Th i s  i s  ba sed u po n  women' s 1 iv ed 

expe r i ence a n d  th e r el ation sh i p s th ey h av e  w i th others .  An 

unde rsta ndi ng of ge nde r w i l l  co nti n ue to h el p i l l um i nate th e 
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d iversi ty of w ome n ' s caregiv i n g rol es  and  activ i ti e s  a n d  how the se 

a re struct ured .  Wom en ' s real ity and th e w ay s  i n  w h i ch th i s  di ffers 

f rom and i s  control l ed by th e activ i ties  of me n must co nti n ue to be 

reveal ed a nd a nal y sed i n  the soci al sci ence 1 i terature. 

The th anes that h ave  anerged f rom th i s  re sea rch such as tho se 

o utl i ni ng th e nature  of th e priv ate a nd p ubl ic  s ph ere a nd th e 

r el a ti o n sh i ps of m ut u al i ty and co nfl i ct wome n  experienced r eq ui re 

f urth er th eor i si ng a nd extended rese a rch . Di fferent aspect s  of 

f an i ni st th i n k i ng can be u sed to f urther o ur understa n di ng  of how 

patr i arch al sy stan s  co ntrol women' s 1 ives.  Fo r exam pl e, th e i ssue s  

of cl ass  a n d  eth ni ci ty a n d  th ei r  r el a tion sh i p  to ge n der  de se rve 

attenti o n. 

It w i l l  al so be i mpo rta nt to co nti n ue to ca rry o ut resea rch th at 

expl ores th e  w ay s  i n  w h i ch w ome n ' s 1 ives are  affected by pol i cies  of 

commun i ty ca re. Th i s  req ui res f ur th er exam i na ti o n  w ith res pect to 

the cha n g i n g  compo si ti o n  of f C�T� il i es a n d  th e w ay s  i n  w h i ch f an i n i st 

th i nk i ng i s  ch al l engi ng soci al unde rsta ndi ng of th e "f am il y "  a nd th e 

rol e of me n i n  the 11f CITi i l y 11 • Th i s h a s  r el evance for both w ome n  who 

ca re a nd for women i n  ge ne ral . An i n-de pth exam i na ti o n  of th e 1 ives 

of yo unge r  w ome n  i n  the IHC and i n  s im il a r orga ni sa tion s wo ul d be a 

usef ul extensi o n  to th e prese nt resea rch as th ese women a re 

expe r ienci ng  th e f ul l  i m pact of c urre nt comm u ni ty ca re pol i ci e s. 

In ca rry i ng o ut th i s  resea rch fan i ni st th eory and methodol ogy 

prov i de d  a w ay for  mov i n g f ran understa n di ng  and ev al uati ng  wome n ' s 

1 ived exper i ence s to a si tua ti o n  w here i t  ca ul d be show n how th ese 

expe r i e n ces and  th e mea n i ng attached to the se ca n be tra n sformed.  

Al tho ugh th e women w ho ca re for peo pl e w i th i ntel l ectual di sa bi l iti es 

h ave u n iq ue experien ce s  that der iv e  f rom the da i l y  ro uti nes 

assocf  ated w i th ca regiv  i ng, si m i l ar  expe r i ence s a re prese nt i n  th e 

da i l y  1 ives of o ther  w ome n .  Rel a ti o n sh i ps and  sol i da r i ty w i th other  

women m ust be strengthened if  th ese women a re to  h av e  a rol e i n  

def i n i n g  what th ei r f ut ure  w il l  be. 
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APPENDIX ONE :  WE PERSONAL a-!ARACTERISTICS OF WE WOM:N 

Th e fol l ow i ng prov i des a br i ef s lJTlma ry of each woma n .  Al l efforts 

h av e  been m ade to prese rv e  the i de nti ty of th e women. 

l Mrs A 

Mrs B 

Mrs C 

Mrs D 

50-55 Ma r r i ed . 

Ful l-ti me moth er.  

Th e  t.bth ers 

Has an a d ul t age d  25-3 0 who has a 

moderate i nt el l ect u al di sa b i l i ty a n d  w a s  1 iv i ng aw ay f rom 

home. Th e a d ul t 1 ived i n  a 1 a rge i nsti tut i o n  for a n lJTl be r  

o f  years b ut now 1 ives i n  a gro u p  home a n d  stay s w i th th e  

f am il y  regul a rl y  C at l east o nce ev ery month ) .  Mrs A h as 

bee n a n  active vol u ntee r for  th e Orga ni sati o n .  

45-50 Ma rri ed .  

Ful l - ti me moth er. Has th ree a d ul ts aged 2Q-3 0 w ho a re al l 

1 iv i ng aw ay f rom home. Th ey  h ave a n  i ntel l ect ual 

d i sa b i l ity rangi ng f rom m il d to sev ere a nd associ ated 

med i cal pro bl ems.  Th ey  al l 1 ived i n  a 1 a rge i n stit utio n 

for a n lJTl be r  of y e a rs but now l ive  i n  group homes and  v isi t 

th e f am i l y  regul a rl y  ( a t  l ea st eve ry  two weeks ) . 

60-65 L iv i ng al o ne .  

Worked f ul l - ti me most o f  h e r  mar r i ed 1 i fe. Her ch f l  d h ad 

d i ed b ut Mrs C remai ned a n  active comm i ttee member a n d  at 

t i mes a pa i d  empl oy ee of th e O rga ni sati on. 

65-70 Mar r i e d .  

Worke d  pa rt- ti me most o f  her marri ed 1 i fe. Has a n  adul t 

a ged 3 0-35 w i th a severe i nt el l ect u al di sa b il i ty 1 iv i ng 

aw ay f rom home but w ho v i si t regul arl y C a t  l east o nce ev ery 

roo nth ) .  Mrs D h as bee n activel y  i nvol ved i n  vol unta ry 

work.  

1 Al l of · th e w ome n  w i l l  be cal l ed Mrs i n  th e i nterests  of 
co nf i de nti al ity .  
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so-s s Ma r r i e d .  

Worked pa rt-ti me and f ul l - ti me mo st of her marri ed 1 i fe. 

Ha s an ad ul t aged 25-3 0  w ho has a mo derate i ntel l act ual 

d i sa b i l ity w ith com pl ex m ed i cal needs and w ho w as 1 iv i ng a t  

home. Mrs E was  activ el y  i nvol ved in comm i ttee a n d  

vol unta ry work.  

Mrs F pa sse d  aw ay in  1 987 ( tw o  mo nth s after th e i nterv iew ) . 

Sh e was  a fo u n d i n g  m em be r  of the Orga n i sa tio n a n d  w a s  

act i v el y  i nvol ved i n  vol unta ry a n d  commun i ty work al l her 

1 i fe. She cared for her ad ul t at  home until sh e w a s  no 

l onge r abl e to ca rry out the da i l y  ca regi v i ng rout i nes. 

65-70 Marri ed.  

Ful l - ti me moth er. 

d i sa b il i ty l iv i ng 

Has a n  a d ul t w ith a sev ere i ntel l ect ual 

at home a n d  atte n d i n g  a sh el tered 

workshop.  Mrs G has been  act i vel y i nvol ved i n  comm ittee 

a n d  v ol unta ry work.  

45-50 Ma r r i ed .  

Worke d  pa rt-ti me a n d  f ul l - ti me most of her marri ed 1 i fe. 

Has an  ad ul t a ged 25-3 0  w i th a mo derate i ntel l act u al 

d i sa b i l ity 1 iv i ng at  home a nd attendi ng a sh el tered 

worksho p. Mrs H was activel y  i nvol ved i n  comm i ttee a n d  

vol unta ry work.  

50-55 Mar r i e d .  

Ful l -ti me moth er unt i l  a y ea r  a go  w hen h er i ntel l ect ual l y  

d i sa bl ed ad ul t aged 20-25 moved to a gro u p  home.  Mrs I i s  

sti l l  act i v e  i n  vol unta ry and committee work.  

65-70 L iv i ng al o ne. 

Ful l - ti me moth er l iv i ng w ith an  a d ul t aged 45-50 who h as a 

severe d i sa b i l i ty a n d  w h o  attends  a sh el tered worksho p .  

M r s  J i s  sti l l  activel y  i nvol ved i n  vol unta ry work .  
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60-6S . 

Ful l - ti me moth er. Ha s a n  a dul t 2S-3 0 w ith a mode rate 

i ntel l ect ual d i sa b i l i ty 1 iv i ng at home and  who atte n ds a 

sh el tered workshop.  Mrs K i s  act i vel y i nvol ved i n  

vol unta ry w ork.  

4 S-SO . 

Ful l - ti me pa i d  w ork.  L iv i ng al o ne w ith an  a dul t aged 20-3 0 

w i th a mo derate i ntel l ect ual d i sa b il i ty  and who works i n  a n  

i n de pe nde nt em pl oy ment s i  tua ti o n. 

so-ss Mar r i ed .  

Ful l - ti me moth er. Has a n  a d ul t age d  20-2S w ith a mode rate 

to severe i ntel l ect ual d i sa b i l i ty l iv i n g  aw ay f rom home but 

w ho v i si ts regul arl y  < at l east ev ery two w eeks ) .  Mrs M i s  

activel y i nvol ved i n  vol unta ry w ork.  

Aged so-s s .  
Ful l - ti me moth er aged 2S-3 0 w ith a n  adul t w ith a mode rate 

to sever e i ntel l ect ual d i sa b il i ty l iv i ng aw ay f rom home. 

Th e adul t h as 1 ived i n  a l a rge i nst i tut i o n  for a numbe r  of 

yea rs b ut now 1 ives i n  a gro u p  home a n d  v i sits th e fam i l y  

regul a rl y  ( at l east o nce a mo nth ) .  

Aged 6S-70 . 

Ful l -ti me moth er.  Has an  adul t age d  2S-3 0 w ith a sev ere 

i ntel l ectual d i sa b i l i ty w ho l ived at home unti l  recentl y 

but now l ives i n  a group home. Th e adul t v i si ts the f am il y  

regul a rl y  ( a t  l east eve ry  two weeks ) . Mrs 0 i s  activel y 

i nvol ved i n  vol untary work. 
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The Pa i d  Worke rs1 

45-50 . 

Works a s  a Resi de nti al Coordi nator .  Has  w orked for  IH C i n  

th e resi de nti al f i el d  for nea rl y 10 years.  Sh e h a s  no 

formal q ual i f ica ti o ns rel ated to resi de nti al work. 

3 0-35 . 

Has now l ef t  th e IHC a nd mov ed to a po si ti o n  i n  a nother 

a gen cy .  Dur i n g  h e r  em pl oyment w i th th e  Orga n i sa tio n Mrs B 

was i nvol ved i n  resi de nti al a nd voca ti o nal work. She 

w orke d  for th e  IHC for eve r f ive  yea rs .  Sh e i s  a trai ned 

teach er. 

3 0-35 . 

Has now l ef t  th e IHC to go ov erseas.  Dur i ng h er em pl oyment 

Mrs C worke d  a s  a resi denti al worker and  a s  a ma nager  of a 

gro u p  home. She h as u n i v ersi ty q ual i f ica ti ons rel ated to 

th i s  f i el d  o f  work.  

55-60 . 

Works i n  a mana gement po si ti o n  and  h as been i n  a v a ri ety of 

j o bs i n  th e  14 years sh e h a s  worked for th e  IHC. Sh e i s  a 

tra i ned teach er. 

20-25 . 

Has now 1 eft the IHC but pr i o r  to th i s  worke d  i n  both 

off i ce a n d  res i denti al work.  Sh e h a s  no formal trai n i ng 

rel ated to h er work i n  th e IHC. 

3 5-40 . 

Has w orke d  for th e Orga ni sati on  for nea rl y 10 years. 

Em pl oyed i n  a staff trai ni ng po si ti o n  and coordi nator of 

serv ice s .  She h as a un i v ersi ty degree rel ated to her work 

and i s  a trai ned teach e r. 

1 Two of these w ome n a re c urrently  em pl eyed i n  se ni o r mana geme nt 
po si ti ons .  
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S S-60 . 

Has now 1 eft th e IHC to go to a noth er age ncy . W h i l e 

worki n g  w i th th e Orga ni sa tio n Mrs G was  i n  a di rect 

ca regi v i ng rol e.  She i s  a trai ned n urse .  

40-4S . 

Has w orke d  for th e O rga ni sati o n  for nea rl y 1 0  years a nd i s  

now i n  a ma na gement/coordi nator po si tio n r el ated to 

ch i l dren ' s serv ice s. She h as a ch i l dca re q ual i f ica ti o n .  

4 S-SO . 

H as worked for th e IHC for nea rl y f ive y ea rs a nd i s  now i n  

a ma nageme nt/coordi nator po si ti o n  rel ated to ch i l dre n ' s 

se rv ices .  She h as ch i l dca re q ual i f ica ti o ns. 

40-4S . 

Has worked for IHC for nea rl y f ive y ea rs a nd i s  now i n  a 

ma na gement po si ti o n .  Sh e h a s  u niversi ty q ual f f i ca ti o n s  

rel ated to h er work.  

so-s s . 
Has  worke d  for IHC for ov er  f ive y ea rs i n  resi de nti al work 

and i s  now i n  a ma nageme nt po si ti o n .  Sh e h a s  no fonnal 

q ual i f icati ons rel ated to resi de nti al work.  

40-4S . 

Has worke d  for IHC for ov er f iv e  yea rs i n  commun i ty support  

se rv i ces.  Sh e h a s  no fonnal q ual i f  i catio n s. 

3 5-40 . 

Has worked for  th e IHC for nea rl y 10 yea rs a nd i s  now 

em pl oye d  i n  a se.rv i ces coordi  nato r/tra i n i  ng po si ti o n .  Sh e 

has  univ ersi ty q ua l i f ica ti o ns rel ated to h er j ob .  
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so-s s . 
Has w orke d  for  th e IHC for nea rl y 10 yea rs and  i s  now i n  a 

m i d dl e ma naganent po si ti o n .  Sh e h a s  ch il d care 

q ual i f ica ti o ns. 

S S-60 . 

Has w orke d  for th e IHC for ov er 10  years a nd i s  now i n  a 

m i d dl e  ma na gane nt po si ti o n .  Sh e h a s  n o  fo rm al 

q ual i f ica ti o ns rel ated to h e r  work w i th th e Orga ni sati o n.  
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APPENDIX �0: QUESTIONS FOR PARENTS AND PAID WORKERS 

1 .  When d i d y o u  become i nvol ved w i th th e IH C? ( Pa rent ) 

When d i d you become i nv ol ved w i th th e IHC? < Pa i d worker ) 

2 .  What h ap pe ned that ca used y o u  to j oi n  th e IHC? ( Pa rent )  

Wha t  h a p pe ned that cau sed yo u to j oi n  th e IHC? ( Pa i d  worker ) 

3 . Tel l me a bo ut your  i nvol vement i n  the IHC. W h at do y o u  do 1 ,-,
I s  i t  1 i ke yo u thou ght i t  wo ul d be? ( Parent ) 
Descr i be i t  -

Tel l me a bo ut y o ur i nvol vement i n  the IHC. What do y o u  do 1 
I s  i t  l i ke  yo u thou ght i t  wo ul d be? ( Pa i d  worke r )  
De scr i be i t -

4 .  What w er e  y o u  do i ng 10 years a go ? < Pa rent ) 

Whe n yo u j oi ned ? Now ? < Pa i d  worke r )  

5 .  What w as h a p pe ni ng to IH C 10 yea rs a go ?  ( Pa rent ) 

Whe n yo u j oi ned ? Now ? ( Pai d w orke r )  

6 .  What for y o u  h as bee n  o ne of th e mo st si gn i f ica nt expe r i ence s 
i n  yo u r  i nvol vement w i th IHC? ( Pare nt ) 

W h at for y o u  h as bee n  o ne of th e most si gn i f ica nt expe r i ences 
i n  yo u r  i nvol vement w i th IHC? < Pa i d  worker ) 

7 .  What do y o u  th i nk h as bee n  o ne of th e most s i gni f ica nt 
experiences for  IHC? ( Parent >  

W hat do you  th i nk h as been  o ne of th e most si gn i f ica nt 
expe r i e n ce s  for IHC? ( Pai d worker ) 

8 .  Tel l me a bo ut a ty pi cal day i n  y o ur 1 i fe a nd the th i ngs y o u  do 
w i th y o u r  son/daughte r ?  Now ? Te n years ago? ( Parent ) 

Tel l me a bo ut a ty pi cal day i n  y o ur co ntact w ith peo pl e w ho 
a re i nt el l ect ual l y  d i sa bl ed .  And th e th i ngs yo u do w i th th em 
Now ? W hen you  j oi ne d  IHC? ( Pa i d  worke r )  
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9 .  In  yo ur  experience what has bee n o ne o f  th e mo st d i ff i c ul t 
ti mes? Happi est ti mes? (Pa rent ) 

I n  yo ur  experi e n ce what has bee n o ne of th e mo st d i ff i c ul t  
ti mes? H appi est ti mes? < Pa i d  w orke r )  

1 0 .  Who/What has  bee n th e mo st h el p  t o  yo u i n  ca r i n g  for  yo ur  
so n/daughter? Now ? Ten y ea rs a go ?  ( Pa rent ) 

Who/Wha t  has  bee n  th e  mo st h el p  to yo u i n  l ea r n i n g  a bo ut 
peopl e w i th i ntel l ect ual di sa bi l iti es a nd w orki ng w i th th an? 
Now ? Whe n yo u j oi ned? ( Pai d w orker ) 

1 1 .  Tel l me a bo ut the i nvol vement of your h usba nd a nd oth er f am i l y  
manbers i n  the care o f  yo ur  son / daughter?  Now ? Te n yea rs 
ago ? ( Pa rent ) 

1 2 .  Who i n  y o u r  f am il y go e s  t o  meeti ngs a bo ut y o ur so n/da ughter 
and other eh i l  dren?  ( Pare nt_ 

13 . When you  meet w ith th e fam i l y who i s  us ua l l y  prese nt? Now ? 
Whe n yo u j oi ned?  ( Pai d w orker ) 

1 4 . Do y o u  meet w i th oth er women? W ho a re th ese women? Now ? Ten 
yea rs a go?  ( Parent ) 

Do you  meet w ith oth er women? W ho a re th ese w omen? Now ? Ten 
years a go?  ( Pai d worker ) 

1 5 .  What do you  do w hen y o u  meet? < Pa rent ) 

What do you do whe n yo u meet? ( Pai d w orke r )  

1 6 .  Tel l me a bo ut th e i nvol vement o f  women i n  the IHC? < Pa rent ) 

Tel l me a bo ut th e i nvol v ane nt of w ome n  i n  th e  IHC? < Pa i d  
worke r )  

17 . What do prof essi o nal s a nd staf f do to y o u  w hen th ey a re 
h el pi n g  yo u w i th yo ur son/daughte r ?  Now ? Te n years a go ?  
< Pa rent ) 

1 8 .  How does  th i s  feel ? < Pa rent ) 

19 . What wo ul d yo u 1 i ke th em to do? ( Pare nt ) 
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20 . Wha t  are yo u s u p po sed to do w i th f CJn il i e s  whe n yo u meet w i th 
th an abo ut thei r so n/da ugh ter? Now ? When you  j oi ned?  ( Pa i d  
worker ) 

2 1 .  How does th i s  feel ? ( Pa i d  worke r )  

22 . Wha t  wo ul d yo u 1 i ke to do? ( Pa i d w orker ) 

23 . When y o u  a re h av ing  a d i ff i cul ty w i th your son/da ughter o r  

24 . 

need s u p port who sho ul d yo u go to for h el p ? Wha t  h a p pe n s ?  
Now ? Ten y ea rs a go ? ( Pa rent ) 

Who do you go to ? 
< Pa rent ) 

Wha t  h a p pe n s ?  Te n years a go ?  

25 . When y o u  a re h av i ng a d i f f icul ty or  need s uppo rt i n  y o ur work 
who sho ul d yo u go to ? Wha t  h ap pen s ? Now ? Whe n yo u j o i ned?  
( Pa i d  worke r )  

26 . Who do y o u  go to? W hat h ap pe ns? Now ? W hen y o u  j oi ned?  
( Pa i d w orker ) 

27 . Descr i be th e dom i na nt feel i ngs a bo ut yoursel f 
si t ua ti o n .  Now ? Te n years ago? < Pare nt ) 

Descr i be th e dom i na nt feel i ngs a bo ut yoursel f 
si t ua tio n .  Now ? Te n years a go?  ( Pai d worke r )  

a nd your  

a nd . y o ur 

2 8 .  In  w h at way s  h av e  y o u  ch anged y o ur 1 ifesty l e  s i  nee h av i ng a 
son / da u ghte r w i th a d i sa b il i ty ?  ( Parent ) 

2 9 .  In  w hat w ay s  h av e  y o u  ch ange d y o ur 1 ifesty l e  si nce com i ng to 
work  for  IHC? ( Pa i d worker ) 

3 0 . In  hours how much ti me i n  a week w o ul d y o u  s pe nd o n  IHC 
r el ated activ i ti e s ?  Now ? Te n years a go ?  Yo ur  h u s band ? Now ? 
Ten y ea rs ago ? ( Pa rent ) 

3 1 .  I n  hours how much t i me i n  a w eek do you  s pend o n  IHC rel ated 
activ i ti e s  o utsi de work i n g  ho urs? ( Pa i d  worker ) 
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3 2 .  What th i ngs do yo u 1 i ke to read a bo ut i ntel l ectual d i sa b i l i ty ?  
What sta nds o ut for you?  ( Pa rent ) 

What th i n gs do yo u 1 i ke to read a bo ut i ntel l ect ual d i sa b il i ty ?  
W h at sta nds o ut for you? ( Pa i d  worke r )  

33 . I n  the l ast te n years what sort of i nfonna tio n a bo ut peo pl e 
w i th i ntel l ect ual di sa bi l iti es h as been  th e mo st exc i ti ng for  
yo u a n d  what has  bee n of  th e mo st u se to  you?  ( Pare nt )  

I n  th e 1 ast ten y ea rs w hat sort of i nformati o n  a bo ut peo pl e 
w i th i ntel l ectual di sa b i l i ti es h as bee n th e most exci ti n g  for  
you  a nd w hat h as been  of th e most use to you?  ( Pa i d  worke r )  

3 4 .  What wo ul d yo u 1 i ke to l ea r n  a bo ut i ntel l ect ual d i sa b il i ty  a n d  
th i ngs rel ated t o  th i s? W h at w i l l  b r i ng th i s  a bo ut ?  ( Pa rent ) 

What wo ul d yo u l i ke to l earn  a bo ut i ntel l ect u al d i sa b il i ty  a nd 
th i ngs rel ated to th i s? W hat w i l l br i ng th i s  a bo ut ? ( Pa i d  
worke r )  

3 5 .  What do the fol l ow i ng words mean t o  you?  ( Pa rent ) 
assessme nt 
a dvocacy 
I PP 
Normal i sa ti o n  a nd commun i ty 1 iv i ng 

What do th e  fol l ow i ng words mea n to you? ( Pa i d worker ) 
asse ssment 
a dvocacy 
I PP 
Normal i sati o n  and commun i ty  1 iv ing  

3 6 .  Of the exci ti ng  th i ngs yo u read/hea r a bo ut do yo u see th em 
happe ni ng a ro und you?  ( Pa rent ) 

Of the exci t i n g  th i ngs yo u read/hear a bo ut do yo u see th em 
happe ni ng a round y o u? ( Pa i d  w o rke r )  

37 . If not, w hat do we need to know or  do to make th em h a p pe n ?  
< Pa rent )  

I f  not, what do w e  need to know o r  do to m ake th em h ap pe n? 
( Pai d worker ) 

3 8 .  Descr i be h ow  th e IHC i s  set u p ?  W h at a re i ts go al s?  Do y o u  
1 i ke th ese go al s ?  Do y o u  th i n k  th ey reach these go al s ?  Now ? 
Ten y ea rs a go ?  ( Pa rent )  

Descr i be h ow  th e IHC i s  set u p ?  W hat a re i ts goal s?  Do y o u  
1 i ke these goal s ?  Do you th i n k  th ey reach the se  go al s ?  Now ? 
Ten y ea rs a go ?  ( Pa i d  worke r )  
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3 9 .  Tel l m e  what happen s whe n deci sions  a r e  made a bo ut peo pl e w i th 
i ntel l ect ual di sa bi l iti es i n  the IHC? What pe rso n/peopl e 
make ( s )  mo st of these deci sion s ?  Now ? Te n years a go ?  
( Pa rent ) 

Tel l me w h at h ap pe ns w hen deci s i o ns a re made a bo ut peo pl e w ith 
i ntel l ect ual d i sa b il i ti es i n  th e  IHC? What pe rso n / peo pl e 
make ( s )  most of th ese deci si o ns? Now ? Ten y ears a go ?  W hen 
yo u j oi ned? ( Pai d worker ) 

40 . Do y o u  meet w i th th ese peo pl e?  Now ? Ten y ears ago ?  ( Pa rent ) 

41 . 

Do yo u meet w i th these peo pl e ? Now ? Te n years a go ?  Whe n yo u 
j o i ned ?  ( Pa i d  w o rke r )  

What h ap pe ns i n  th ese meeti ngs ? 
for  you ?  Now ? Te n yea rs ago? 

W h at a re th ese meeti ngs 1 i ke 
( Parent ) 

W h at h ap pe ns i n  th ese meeti ngs ? W h at a re th ese meeti ngs 1 i ke 
for  yo u ?  Now ? Te n yea rs a go ?  Whe n yo u j oi ned?  ( Pa i d  
worke r )  

42 . I f  y o u  do not attend meeti ngs w h at/who keeps y o u  u p-to-date 
w i th what ' s h a p pe ni ng?  Now ? Te n yea rs a go ?  ( Pare nt ) 

If y o u  do not attend m eeti ngs w hat/who keeps y o u  u p- to-date 
w i th w h a t ' s h a p pe n i ng?  Now ? Te n yea rs ago ?  Whe n yo u j oi ned ? 
< Pa i d worke r )  

43 . What does  th e Government do to hel p y o u ?  IHC? ( Pa rent ) 

44 . What  does th e Governme nt do to h el p  peo pl e w i th i ntel l ect ual 
d i sa bi l i ti es? IHC? < Pa i d  worke r )  

45 . Hav e  yo u read the Ph i l o so phy a n d  Pol i cy stateme nt of th e  IHC? 
W h at for  you  i s  o ne of th e most i m po rta nt aspects of th i s? I f  
yo u h ave n ' t read i t  w h a t  oth e r  i deas d o  yo u f i nd exci t i n g ?  
( Pa rent ) 

Hav e  y o u  read the Ph 1 1  oso phy and Pol i cy statement of th e IHC? 
What f o r  yo u i s  o ne of th e mo st i m portant as pects of th i s ?  If 
you  h av en ' t  read i t  w hat oth er i deas do you  f i nd exc i ti ng? 
( Pa i d w orker ) 

46 . Whose i deas do y o u  f i nd exci ti ng?  < Pa rent ) 

Who se i deas do yo u f i n d exci ti n g? ( Pa i d w orker ) 
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What w ords a re u sed to descri be 
d i  sa bi l iti es a nd thei r f am il i es? 
( Parent ) 

peo pl e  w i th i ntel l ect u al 
Now ? Te n y ears ago ? 

What words a re used to de scr i be peo pl e w i th i ntel l ect ual 
di sa b i l i ti e s  a n d  th ei r f am il ies ? Now ? Te n yea rs a go ?  Whe n 
you j oi ne d ?  ( Pa i d worke r )  

4 8. What do y o u  th i nk th i s  feel s 1 i ke for a perso n w i th an 
i ntel l ectu al d i sa b il i ty ?  What does  it feel 1 i ke for yo u ?  
Now ? Ten y ea rs a go ?  (Pa rent ) 

What do yo u th i n k  th i s  feel s 1 i ke for a perso n w i th an 
i ntel l ect ual d i sa b i l ity ? W h at doe s _i t  feel l i ke for you? 
Now ? Te n years a go ?  Whe n yo u j oi ned? ( Pa i d w orke r )  

4 9 .  Are a ny oth er groups de scr i bed i n  t h e  same w ay ?  < Pa rent ) 

Are a ny o th e r  gro ups descri bed i n  the same w ay ?  ( Pai d worke r )  

50 . Do y o u  th i nk they h av e  si m i l a r  expe r i ence s to th e pe rso n  w ith 
a n  i ntel l ect ual d i sa b i l i ty ?  ( Parent ) 

Do y o u  th i nk they h av e  si mi l a r  expe r i ence s to th e pe rso n w ith 
a n  i ntel l ectu al d i sa b il i ty i n  th ei r f cm i l y ?  ( Pai d w orke r )  

5 1 . What do y o u  th i nk i s  o ne of th e mo st d i ff icul t th i ngs for a 
perso n w i th a n  i ntel l ect u al d i sa b il i ty to deal w i th ?  Now ? 
Ten y ea rs a go ? I n  ten y ea rs ?  ( Pa rent ) 

What do yo u th i nk i s  o ne of th e mo st d i ff i c ul t th i n gs for a 
perso n w i th a n  i ntel l ect ual di sabi l ity to deal w i th ? Now ? 
Te n yea rs  a go ?  I n  te n years? ( Pai d worker ) 

5 2 .  What do y o u  th i nk a ty pi cal day w i l l l ook  1 i ke for peopl e w ith 
a n  i ntel l ect u al d i sa b il i ty a n d  th ei r f am il ies  i n  te n years ? 
( Pa rent )  

What do y o u  th i nk a ty pi cal day w i l l l ook  1 i ke for peo pl e w ith 
a n  i ntel l ectu al d i sa b il i ty  and  th ei r f am il i e s  i n  te n years ? 
( Pa i d worke r )  

53 . What w oul d y o u  1 i ke i t  to be 1 i ke ?  ( Pa rent )  

What wo ul d yo u 1 i ke i t  to be 1 i ke? ( Pai d worker ) 
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54 . What ca n you do to ma ke th i s  h a p pe n ?  ( Pare nt ) 

What ca n y o u  do to make th i s  h appe n? < Pa i d  w orke r )  

SS . Who ca n h el p yo u w i th th i s? < Pare nt ) 

Who ca n h el p you  w ith th i s ?  ( Pa i d  w orke r )  

56 . Wha t  th i ngs are th e  peo pl e who are  mak i n g  deci sion s  doi ng now 
to m ake th i s  h ap pe n  for y o u ?  < Pa rent ) 

What th i ngs are the peo pl e  who are mak i n g  deci sio n s  doi ng now 
to make th i s  h ap pe n  for y o u ?  ( Pa i d  worke r )  

57 . What do yo u th i n k  w i l l  be o ne of th e mo st d i ff ic ul t th i ngs for 
you to deal w i th i n  ten y ears ?  IHC? < Pa rent ) 

What do yo u th i n k  w i l l  be o ne of th e mo st d i ff i cu l t . th i ngs for 
you  to deal w ith i n  ten y ears ?  IHC? ( Pa i d worke r )  

5 8 .  Ha s a ny th i ng h a p pe ned i n  th e  l ast te n years  to br i ng  a bo ut 
some ch ange for peo pl e w ith i ntel l ect ual di sa b i l iti es a nd 
th ei r  f am il i es?  ( Parent ) 

Has a ny th i ng h ap pe ned i n  th e l ast ten y ears to b r i ng a bo ut  
some cha n ge for peo pl e  w i th i nt el l ectual d i sa b il i ti e s  and  
thei r f am il ies? ( Pa i d  worke r )  

5 9 .  Wha t h a p pe ne d  to br i n g  these a bo ut?  Who/what started th an? 
( Pa rent ) 

What h ap pe ned to br i ng th ese a bo ut ?  W ho/what sta rted th an ?  
( Pa i d worke r )  

6 0 .  Were y o u  i nvol ved i n  a ny of th ese ch anges?  ( Pa rent ) 

Were yo u i nvol ved i n  a ny of these changes? < Pa i d worker ) 

6 1 .  What el se w as h ap pe ni ng i n  N ew  Z eal a nd? < Pa rent ) 

What el se was  h a p pe n i n g  i n  New Zeal and?  ( Pai d worker ) 

6 2 .  Were a ny oth er groups i nvol ved i n  th ese ch ange s? W h at d i d  
th ey do to h el p a n d  t o  h el p  you?  < Pare nt ) 

Were a ny oth er groups i nvol ved i n  these ch anges?  W hat d i d 
th ey do to h el p a n d  to h el p  yo u?  ( Pai d worker ) 
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63 . Di d a ny th i ng h a p pe n  to sto p the se changes? ( Parent )  

D i d  a ny th i ng h ap pe n  to sto p these ch anges?  ( Pa i d  w orke r )  

64 . Wha t  wo ul d yo u do now to m a ke s ure th ey h a p pe ned ? Wha t w i l l  
be th e b i gge st ba r r i er to ov ercome? ( Pa rent )  

Wha t  wo ul d y o u  do now t o  make s ure th ey h a p pe ned ? Wha t  w i l l  
be the b i gge st ba rr i er to ov ercome? < Pa i d  w orke r )  

65 . What pe rso n /gro u p  w il l  deci de th e  f uture for  yo u a n d  yo ur 
f am i l y ?  < Pa rent ) 

What pe rso n/group w i l l  deci de th e f uture for you a nd y o ur 
f am i l y ?  ( Pa i d worker ) 

6 6 .  What do y o u  th i nk w il l  be th e be st th i ng th at co ul d h ap pe n  fo r 
yo u a n d  yo u r f am i l  y ?  ( Pare nt ) 

What do y o u  th i nk w i l l  be th e be st th i ng that co ul d h ap pe n  for  
f crn i l  ies?  ( Pa i d w orker ) 

67 . What w i l l  y o u  do to make th i s  h ap pe n? ( Pa rent ) 

Wha t  w il l  you  do to make th i s  h ap pe n ?  ( Pa i d worker ) 

6 8 .  Hav e y o u  ev er  been  i nvol ved i n  a resea rch proj ect before? 
What w a s  i t  l i ke ?  What h a p pe ned?  ( Parent )  

Hav e y o u  ev er been i nvol ved i n  a resea rch proj ect before? 
What w a s  i t  1 i ke ?  What hap pe ned?  ( Pa i d  worke r )  

6 9 .  Any oth er comments o r  exp e r i ence s  y o u  w o ul d 1 ike to sh are w i th 
me? ( Pare nt )  

Any oth er comments or  expe r i ence s y o u  w o ul d 1 i ke to sh are w ith 
me? < Pai d worker ) 

We  made i t !  Th anks a l ot.  

Ro by n Mu nford 
1 987 
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