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disabled women's 
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Carol Thomas and Penny Curtis 

Objective: to explore some of the social barriers disabled women face when they think about 
having a child, become pregnant, come into contact with the maternity and related services, 
and become mothers. 

Design: a qualitative study involving in-depth semi-structured interviews with 17 disabled 
women. This was a follow-up study associated with a large health authority commissioned 
survey on the 'maternity preferences' of women of childbearing age resident in one city. 

Setting: one city in the north of England. Fifteen of the women were interviewed in their own 
homes and two were interviewed in their workplaces. 

Participants: the women who were interviewed had a wide range of impairments, and were 
at different stages in their  reproductive journeys. 

Findings: we report on three important themes which emerged through the analysis of the 
interview transcripts: issues of poor 'access' within the maternity services; inadequately met 
information needs; and the experience of receiving inadequate or inappropriate 'help' from 
health professionals and social care workers. 

Key conclusions: the study provides support for the claims made in Changing Childbirth 
(Department of Health 1993) that professional practice and other features of maternity 
services can place barriers in the paths of disabled women. 

Implications for practice: midwives should respect the right of disabled women to be self- 
determining, for example, by first asking disabled women what their  needs are and how 
assistance, if desired, can best be given. 
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INTRODUCTION 

Despite growing interest in the subject among mid- 
wives and others, there are relatively few published 
studies on the maternity and motherhood experiences 
of disabled women (for useful listings see MIDIRS 
1994a, 1994b, MIDIRS 1995). The aim in this paper is 
to present some of the findings of a qualitative study 
which involved 17 semi-structured in-depth inter- 
views with women with a diverse range of physical 
and sensory impairments, but with some common 
experiences of disabling barriers in the maternity and 
related services. These interviews were conducted as 
part of a follow-up study associated with a much larger 
health authority commissioned research project on the 
'maternity preferences' of women of childbearing age 
resident in one city. The areas covered in both the 
main and follow-up studies included preconception 
plans and intentions, pregnancy, labour and delivery, 

the postnatal period, childcare, and 'being a mother '~. 
Those interviewed in the follow-up study were either 
contemplating childbearing, were pregnant, and/or 
had young children. Of course, in many respects the 
maternity experiences and needs of disabled women 
are the same as those of non-disabled women docu- 
mented extensively elsewhere. However, our purpose 
is to highlight those issues of difference associated 
with disability, and to focus on some of the problems 
these women faced, in the hope that this can assist 
midwives and others in developing 'women-centred' 
services and practices which really are for all women. 
Before outlining the methods used in this study, it is 
important to define our perspective on disability. 

Perspectives on disabi l i ty  

We adopt a perspective on disability which contrasts 
with that most commonly found in the medical and 
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other health professional literature (see, for exam- 
ple, the journal Disability, Pregnancy and 
Parenthood International). Typically, this conven- 
tional view revolves around issues of individual cop- 
ing and risk, leading to questions such as: can a dis- 
abled women 'cope' with pregnancy or childcare? 
Will her impairment allow her to meet the needs of a 
baby or young child? If  there is a danger that the 
woman's medical condition is hereditary, then how 
can the disabled woman best be prevented from con- 
ceiving? What kinds of aids and adaptations are 
available to assist such women? These questions 
reflect 'common sense' ideas which see the 'prob- 
lems' which disabled mothers face as springing from 
their impairments per se. We would argue that, 
although well-intentioned, this perspective draws, at 
best, on notions that the impairment may mean that 
disabled women need a great deal of additional and 
professionally determined help through pregnancy 
and early motherhood and, at worst, it reflects 
beliefs that women with impairments should not 
have children, cannot possibly 'cope' with mother- 
hood, or will inevitably compromise the well-being 
of their child. In fact, the dread spectre of the unsuit- 
able or inadequate mother is not far beneath much of 
the discussion about disability and reproduction. 

We adopt a different perspective, one which 
draws on the now well established 'social model' of 
disability. The social model of disability has 
emerged in recent years from within the disability 
movement, and is articulated by a growing number 
of 'disability theorists' and writers (for example see: 
Oliver 1989, 1996, Swain et al 1993, Morris 1991, 
1995, 1996, Barnes & Mercer 1996). Representing a 
'disability rights' or radical socio-political perspec- 
tive, the social model asserts that disability is the 
restriction of activity which is caused not by impair- 
ment per se, but by social barriers (organizational, 
attitudinal and environmental), which prevent peo- 
ple with impairments from experiencing full social 
inclusion. Disability results from the fact that the 
social world is geared towards meeting the needs of 
non-disabled people, and it can take many forms, for 
example, not being able to get into buildings as a 
wheelchair user or not being considered a suitable 
employee because one is visually impaired. In the 
field of maternity care, if one starts out from a social 
model perspective, then one asks different questions 
to the conventional ones outlined above, questions 
such as: what are the social barriers (attitudinal, 
organizational and environmental) disabled women 
face when they think about having a child, become 
pregnant, come into contact with the maternity and 
related services, and when they become parents? In 
other words, how does disability manifest itself on 
the journey through conception, pregnancy, child- 
birth and early motherhood? This perspective raises 
the possibility that the actions (and/or inactions) of 
midwives and others might be part of the problem. 
This possibility has to be seriously considered by the 
profession if it is to empower all childbearing 

women. In relation to perspectives, it should also be 
noted that one of the authors of this paper (Carol 
Thomas [CT]) has personal experience to draw on 
having been born without a left hand and having a 
four-year-old child. 

M E T H O D S  

The interview data reported here are the product of a 
study on maternity, motherhood and disability which 
was a follow-up of a much larger research project on 
all women's 'maternity preferences' (Curtis et al 
1995). The main Maternity Preferences study was 
commissioned in 1994 by a health authority in the 
north of England to gather information on the forms 
and features of maternity provision which women of 
childbearing age favoured in the wake of Changing 
Childbirth (Department of Health 1993). It involved 
a postal questionnaire survey in 1995, with an 
achieved sample size of over 1400 women of vari- 
able parity aged between 16 and 44 years, resident in 
one city. The questionnaire contained items about 
experiences and intentions in connection with pref- 
erences about the place of birth, features of antenatal 
care, care during labour, and care and support in the 
immediate postnatal period. Ethical approval to 
undertake the whole study was obtained from the 
Ethics Committee of the health authority concerned. 

Through the medium of the questionnaire, 
women were invited to indicate if they would like to 
participate in a follow-up interview if they were dis- 
abled (that is, considered themselves to be disabled) 
and felt that this had/would affect their maternity- 
care needs. Attempts were made to contact all 17 
women who responded to this invitation by tele- 
phone and/or letter (some sent in only a name and 
phone number, others an address and phone num- 
ber). Contact was made in 15 cases, and the pro- 
posed interviews were discussed and arranged. 
However, four of  these womeh later withdrew from 
the study either because of problems with their own 
health, problems associated with someone else's 
health, or because of 'family problems'. One woman 
subsequently declined to be interviewed, one could 
not be interviewed within the timescale of the field- 
work, and discussion with another by telephone 
established that she did not qualify for the study. As 
a result, 10 in-depth semi-structured follow-up inter- 
views were conducted via this route. A further three 
interviews with disabled women were organized 
through 'networking' with a midwife and an occupa- 
tional therapist. These two health professionals had 
worked with a number of disabled mothers and they 
agreed to contact a few women on our behalf to ask 
if they would be willing to be interviewed by a mem- 
ber of the research team. Another two interviews 
where arranged with women who were known to the 
researchers. Also included in the analysis were the 
interviews with two disabled Women which had 
been conducted in the pilot phase of the Maternity 
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Preferences study, again using networking/reputa- 
tional methods to obtain names. Thus, there are 
interview data from a total of 17 interviews. This 
'mixed method' of obtaining the sample of disabled 
women reflects, in part, the difficulties that there are 
in obtaining a sample when no pre-existing sampling 
frame is available. 

The in-depth semi-structured interviews were 
sensitively conducted in a conversational style. One 
of the authors (CT) conducted the two 'pilot' stage 
interviews and the rest were conducted by one inter- 
viewer recruited for the purpose, and overseen by 
CT. With the women's permission, all interviews 
were tape recorded and transcribed. All covered 
issues to do with preconception plans and intentions, 
pregnancy, labour and delivery, the postnatal period, 
childcare, and 'being a mother' - building on the 
areas considered in the postal questionnaire. 
However, because of their variable childbearing his- 
tories, not all of  these areas related to the actual, or 
past, experiences of all of the women. 

In relation to validity, we can claim, first, that the 
data generation methods were well matched to the 
research question: what are the social barriers which 
disabled women face when they think about having 
a child, become pregnant, come into contact with the 
maternity and related services, and when they 
become mothers? Semi-structured interviews were 
an appropriate way to access experiences, allowing 
respondents to 'tell their stories' and recount their 
experiences in ways which were meaningful to them 
with minimal researcher constraint. Second, we 
would defend the validity of our interpretation of the 
women's accounts in terms of the social model of 
disability. Essentially, these accounts did three 
things: a) outline the nature of their impairment(s), 
b) tell their reproductive stories, and c) reflect upon 
how 'a '  affected 'b '  and vice versa. The analysis of 
the interview transcripts involved the cross-sectional 
indexing (Mason 1996) of all of the data in the build- 
ing up of 19 categories relating to aspects of experi- 
ence and other social characteristics. This involved 
the careful identification of themes and issues 
raised in each interview in turn, followed by an 
identification of common themes and issues across 
the sample (for example, 'the attitudes of profes- 
sionals', 'medication and treatment issues' and 
'practical difficulties and barriers'). It became 
apparent that these categories could be readily 
grouped into a number of  substantive themes relat- 
ing to the problems and issues the women faced 
which were embedded in the social fabric of rela- 
tionships, services and structures. Whilst the num- 
ber of interviews was small and the findings cannot 
be empirically generaiisable, the arguments are the- 
oretically generalisable (Mason 1996) in the sense 
that the sample was not atypical of disabled women 
a n d  the analysis has a much wider resonance. We 
strongly suspect that a much larger study designed 
to ensure statistical representativeness would high- 
light many of the same issues. 

FINDINGS 

The interviews provided very rich information on 
the maternity care and motherhood experiences of 
disabled women. Three of the key themes which 
emerged were: issues of access; information needs; 
and the experience of receiving 'help' from health 
professionals and social care workers (other themes 
are reported elsewhere - contact CT for details). 
First, it is necessary to outline the characteristics of 
the sample. 

Characteristics of the sample 

Given the sample's small size, it was fortunate that a 
broad range of experience was represented, associ- 
ated with the nature of the impairment(s), age, par- 
ity, and the women's marital and socio-economic 
status. The range of physical and/or sensory impair- 
ments represented is as follows: deaf (Janet and 
Susan); hearing and visual impairment (Sheila); 
arthritis in spine (Helen); limb amputation above 
right knee (Fran); amputation below left elbow 
(Sarah); Crohn's disease (Sally); systemic lupus 
erythematosus (SLE) (Mary); diabetes (Ann); 
epilepsy (Penny); back injury resulting in chronic 
back pain (Rachel); asthma (Lorna); mobility prob- 
lems associated with cerebral palsy (Pat); Addison's 
disease (Angela); back pain and mobility problems 
associated with dislocated hip at birth (Sarah); bilat- 
eral dysplasia and osteoarthritis (Clair); and high 
levels of anxiety, panic attacks and agoraphobia 
(Terry - as someone with mental health problems, 
Terry is included because she experiences disability 
(social exclusion) consequent upon the stigmatised 
status of 'mental illness'). The names used here are 
not real names, and care has been taken to avoid the 
inclusion of identifying details. The women's parity 
was as follows: 

- four were childless but were actively thinking 
about having a baby in the next few years; 

- two were pregnant, one with her first and the other 
with her second child; 

- four had one child ranging in age from 9 weeks to 
7 years; 

- six had two children (children's ages ranging 
from 1 to 12 years), two of these mothers had 
been sterilised at the time of interview; 

- one woman had six children, the youngest of 
whom was 1 year of age. 

Access: environment and practical 
resources 

A number of the women interviewed pointed to 
problems of access to maternity services: 

- Janet, who is deaf, had difficulty in understanding 
how to get through the locked doors and into the 
hospital's maternity department when she arrived 
during the night, in labour, with her husband (also 
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deaf). It took some time before they could work 
out the 'bell '  system - that is, ringing the bell on 
the maternity department doors to alert staff to 
their presence. 

Clair, a wheelchair user, spent quite a few weeks 
as an inpatient in a maternity hospital antenatal 
ward because of problems during her pregnancy. 
There were no wheel-chair accessible toilets/bath- 
rooms, and she found it difficult to manoeuvre her 
wheelchair in the ward, because space restrictions 
prevented her from being able to make full turns. 
Ward storage space was not suitable or adequate, 
and she was very limited in her freedom to move 
around the hospital independently. For example, 
she had to ask and wait for staff to be available to 
push her into the lift in order to move between 
floors. She felt restricted to particular rooms - her 
own ward and the designated smoking room - the 
only spaces she could negotiate independently. 
Clair noted that women with certain kinds of 
impairments would need special beds and birthing 
chairs. She also felt that the birthing pool should 
be an option for disabled women. Another issue 
had been car parking arrangements. There did not 
appear to be disabled parking at the hospital, and 
visits for antenatal care had been difficult. Clair 
really needed to be able to park her car very near 
to the hospital entrance so that she could get her 
wheelchair out of her car and tra~/e-I only a short 
distance into the building. 

Pat, who had balance and mobility problems associ- 
ated with cerebral palsy, had difficulty getting on to 
the hospital bed when she was heavily pregnant and 
had had to climb on to a chair first. She also had dif- 
ficulty with the 'trolley' that the baby was placed in. 
This maternity department cot had been on a heavy 
metal base which Pat could not lift to move (like a 
wheelbarrow, it had to be lifted at one end so that it 
balanced on two wheels while pushed). This had 
meant relying on someone else to take the trolley to 
the baby bath area. Pat believed that an epidural had 
not been very effective because she could not get 
into a 'rolled up' position for its administration. 
Both in hospital and at home she had had difficul- 
ties i n  lifting, carrying and handling her babies. 
Baby bathing had been particularly awkward and 
her husband had done this where possible. She had 
not been offered any practical advice and/or equip- 
ment to help with this. Carrying the carrycot down- 
stairs had also been very difficult for Pat, and her 
husband usually did this when he was available. 
However, on occasion she had to do this herself and 
there had been a (fortunately minor) 'accident' 
which she felt very guilty about. Practical advice 
and assistance (for example, safe ways of carrying a 
baby) had not been offered by care staff. 

Susan (deaf) reported that her husband (also 
deaf) had managed to get hold of a 'light up' 
baby cry alarm. This did not seem to have been 

something offered at the hospital, n o r  does their 
information about it appear to have come from a 
health professional but through their own net- 
work of deaf friends. 

Jane, who 10st her left arm below the elbow as a 
result of a car accident, could compare the experi- 
ence of having a child both before and after the acci- 
dent. She was still adapting to life with her impair- 
ment when she gave birth to her second daughter 
and was surprised and frustrated by the number of 
practical difficulties she faced, for example having 
to opt for disposable nappies (which she disliked for 
environmental reasons) because she could not use 
nappy pins; having difficulty in testing the tempera- 
ture of bottles of milk feed for the baby; difficulty in 
dressing and undressing the baby for frequent 
nappy changes; and difficulty in bathing the baby 
(the inappropriate 'help' she received is considered 
below). One issue had been the baby cots in the 
maternity hospital. When Jane saw these whilst she 
was in hospital during pregnancy following compli- 
cations she 'panicked' because she could see that 
she would have great difficulty in lifting the baby 
out of the cot, in part because of its design (height of 
the sides), and in part because of its position next to 
a wall. Another issue had been difficulty in holding 
the baby directly after the birth because of her posi- 
tion and having a drip in her uninjured arm. She had 
been given the baby, held it with difficulty and had 
wondered how 'on earth' she was going to manage. 
It was the uniformity and apparent inflexibility of 
arrangements which Jane found problematic: ' if 
there was somebody there who could sort of change 
those rules and say "right we can move this 
around", and you know, it doesn't matter if it 's 
untidy, it doesn't matter if the bath's on the floor 
instead of having to go on a stand, you know'. Jane 
noted that, looking back, it would have been very 
helpful to have had more assistance in finding out 
how to manage the practical problems - to find 
solutions which involved maximising her own abil- 
ity to do the tasks rather than having to submit to 
other people doing them for her. 

In format ion  needs 

Some of the issues reported on above indicate the 
need for information about access and resources. 
Additional information needs are now considered. It 
is clear from the interviews that information was not 
always as available as it could/should have been, and 
that the information and advice received was some- 
times contradictory: 

- Some of the women wanted more detailed informa- 
tion about the likely effects of their medical condi- 
tion and its treatment (especially drug treatment) 
on any potential difficultues in conceiving, on the 
health of a fetus/baby and on their own health. The 
information was crucial to their  ability to make 
informed choices and to 'weigh up the risks'. 
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- The women desired the same general kinds ofinfor- 
marion about pregnancy, childbirth and baby-care 
as non-disabled women, but some preferred to have 
this information in different forms or through differ- 
ent media. For example, Susan (hearing impaired) 
found antenatal classes at which a signer was pre- 
sent very helpful, although she generally preferred 
to lip-read rather than sign. However, to lip-read 
effectively, it was necessary for the speaker to talk 
quite slowly. Susan had found the midwife who vis- 
ited her postnatally very difficult to follow: 'she 
talks fast ... I keep telling her to slow down, slow 
down, she forgets, she forgets'. Janet, also hearing 
impaired, thought that deaf women needed informa- 
tion to be presented in visual rather than text forms 
- video and/or leaflets with lots of illustrations. She 
also thought it would be helpful if midwives had 
very basic sl~lls in signing. 

- Some of the women reported that informal and 
non-health service sources of information were 
very important to them. In particular, the two 
hearing impaired women relied heavily on experi- 
entially-based information shared among their 
deaf women friends. In addition to information, 
these friends provided advice and support. There 
are networks within the deaf community which 
are essential lines of communication. 

- Mary (with SLE) was a founding member of a 
local Lupus Support Group which she considered 
to be a very important source of information and 
support to women with Lupus in relation to child- 
bearing and parenting. Some of the other women 
interviewed turned to charitable or voluntary 
organisations associated with their condition for 
information. For example, Lorna got information 
from national asthma organisations, Angela had 
found the Addison's Disease Society's informa- 
tion helpful, and Penny got information on preg- 
nancy and epilepsy from the British Epilepsy 
Association. Getting information about childcare 
services was important for some disabled women. 
This may be associated with the need for a break 
from childcare because of illness-related fatigue 
or other impairment-related factors (for example, 
recovery from treatment). However, such infor- 
mation was not always easy to access. It would 
have been of great assistance to the women in the 
study if midwives with whom they were in con- 
tact had fully appreciated how important informal 
and non-health service sources of information 
were to them, and had been able to act as 'sign- 
posts' to such information sources. 

- During the interviews the women were asked if it 
would have been helpful to have been put in touch 
with other women with the same kind of impair- 
ment who had experienced pregnancy and child- 
birth. All but one of the women thought this 
would have been/would be very helpful, but only 
a few had been offered this kind of support by 

health professionals. Sometimes there had been 
chance meetings with experienced women in spe- 
cialist clinics, and these meetings were highly val- 
ued for the sense of reassurance they brought. 

A number of the women interviewed attended 
specialist clinics or had access to specialist ser- 
vices because of their condition, notably Angela 
(Addison's disease), Mary (SLE), Ann (diabetes), 
Rachel (chronic back pain) and Penny (epilepsy). 
These women shared a concern about either the 
transfer of their care from these services to mater- 
nity services or the implications of joint care 
between their 'condition' specialists and obstetric 
specialists. In part, this concern was about the 
transfer and sharing of  information between 
branches of the health service. They wanted to be 
sure that 'new' doctors in maternity care would 
have full knowledge and understanding of the 
implications of their condition for pregnancy and 
childbirth. For example, Rachel, who was think- 
ing about having a child in the next couple of 
years, knew that she would have to stop attending 
the pain clinic for treatment (pain relieving injec- 
tions and X-rays associated with her chronic back 
pain) for the duration of a pregnancy, and won- 
dered how the maternity services would liaise 
with the pain clinic about her needs. She was anx- 
ious because she felt that she could not give 
maternity staff full information about her condi- 
tion, and thought that it would 'be very important 
for information to be passed between doctors in 
different specialties: ' I  don't  know of any link up 
but I hope they'd want to know what kind of treat- 
ment I 'd  had, notes or something ...  '. As for oth- 
ers, these anxieties were clearly associated with 
the need for reassurance and the belief that doc- 
tors and other health care professionals in the 
maternity services must be fully informed about 
women's conditions to ensure that 'mistakes 
aren't made'. The importance of effecti~,e joint 
planning with women and appropriate specialists 
has been highlighted by the Expert Maternity 
Group (Department of Health 1993). The disabled 
women in this study clearly demonstrated the 
need to know that information would be trans- 
ferred or shared - that there would be effective 
channels of communication and liaison between 
specialist services and maternity services. 

When 'help' is not helpful 

Perhaps the most important theme to emerge in the 
analysis concerns the women's experiences of 
receiving inappropriate help from health profession- 
als and social service workers. We have already 
noted how information which would have been 
helpful was not always available. However, it is 
important to point out that all of the women said 
that s o m e  midwives, doctors (particularly some 
GPs), health visitors, 'home helps' and others were 
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'brilliant' ,  'great'  or 'wonderful' .  There were 
accounts of individual health workers whose assis- 
tance had been highy valued. On the other hand, some 
professionals had 'taken over', had been unhelpful, or 
had lacked the information or expertise required by the 
women. Similarly, some friends and relatives were 
'great', 'always there for me' (often this was their own 
'mum'), a 'real safety net', but others were 'hopeless', 
'fussing', 'over-protective' or 'taking over': 

- Janet (hearing impaired) had been very angry 
when unwanted 'help'  was thrust upon her. The 
hospital midwives had independently arranged for 
an 'interpreter' to be present at the birth to assist 
with communication. Janet had felt that she did 
not want a stranger present at such a private time. 
In fact, she did not think that an interpreter was 
needed at all. Janet believed that if anyone had 
been required to interpret then it should be a close 
family member chosen by herself. 

- Jane's self identity as a mother was threatened by 
the inappropriateness of the help offered by pro- 
fessionais (Jane had lost her left arm below the 
elbow before the birth of her second daughter). It 
is worth citing her experiences at length because 
they exemplify the problem so well. She reported 
her well-meaning GP as saying... ' . . .  fight, we'l l  
get someone in, they can bath the baby and dress 
the baby, give the baby to you and you can sit 
there and nurse it and if you want we' l l  get some- 
one in to help you bath' .  Jane went on to explain 
that what she had really wanted was for someone 
to assist her with tasks like bathing the baby but 

not to do it for  her. In fact, Jane desperately 
wanted to be able to bath her baby herself to 
affirm her motherhood, but the first time the baby 
had needed a bath in hospital the midwives had 
said we'll do this. Unfortunately, her experience 
of professionals was a largely disempowefing 
one. In the early weeks following the birth, her 
confidence was undermined and she had become 
depressed ' . . .  when people wanted to take over I 
found I was getting really cross and I didn't  want 
to get cross with the nurses, I ' d  take it out on [my 
husband] later - they said they're going to bath 
that baby! '  'Taking over' also occurred in relation 
to breast feeding: 

And I remember one nurse saying 'oh you' l l  
have to breast feed, all mum's have to breast 
feed' and I said 'fight ' ,  which I had done with 
[my first daughter, before the accident]. [The 
midwife said] 'we ' l l  come everyday and put 
the baby on the breast' you know, they've got 
this vision of it all being so awful. But I 'm  sure 
they're all being really helpful and when I 
calmed down a bit they were all being really 
kind but er . . .  yes, I must admit being a mum 
didn't  feel as natural with [my second], you 
know, everything seemed much more difficult 
and I did get depressed. (Jane) 

I just really felt that I was being left out of the 
important decisions, you know. I did start 
feeding her myself and then felt it just wasn't  
. . .  there was always someone fussing around 
me and, you know, 'can you cope?' and 'you' l l  
have to put the head further into the crook of 
your arm' and it was always wanting to prod 
and poke and 'are they all fight?'. I mean I 
only stuck with it about four or five days and 
then started feeding her with a bottle because I 
could do that myself. You know - they used to 
bring the bottle with the teat on and I could do 
that. (Jane) 

In short, Jane thought there should be 'more 
emphasis on helping, not doing it - helping mum, 
not doing it for the baby'.  By the time the health 
visitor had begun to call, ' I ' d  already started say- 
ing "fight I can manage that" and she went the 
other way and said "oh you can cope, you're  man- 
aging really well and you can do this" ' .  So, the 
fight kind of help was not forthcoming from the 
health visitor either. Jane reported that the only 
member of staff she had come into contact with 
following her accident who seemed able to really 

help and advise her with practical tasks, without 
'taking over' ,  was an occupational therapist spe- 
cialising in rehabilitation. 

Pat, who had mobility and balance difficulties, 
had found bathing her babies difficult, and her 
husband 'helped'  with this. She would have 
liked to have been given the kind of help/assis- 
tance that would have facilitated her indepen- 
dence - allowing her to carry out these tasks her- 
self. Pat had not asked for any assistance with 
housework and other tasks although she found 
these difficult. This was, in part, because she did 
not believe that services would be available 
(there were no relatives or friends who might 
have been asked to assist), but in the main it was 
because she felt that asking for help makes you 
feel a burden. This latter feeling was a common 
one among the women interviewed: you just had 
to get on with it and do the best you can. In fact, 
women feeling that they could not ask for help 
was a common feature. 

Sarah, who had begun to experience a lot of diffi- 
culties in walking and bending and had discom- 
fort and pain after the birth of her sixth child 
(associated with a residual impairment having 
been born with a dislocated hip), was at a point 
where she recognised that she needed more assis- 
tance, but did not really see how it would be forth- 
coming. She was particularly worded about child- 
care arrangements associated with a forthcoming 
hip-replacement operation. She knew she would 
need some kind of childcare whilst she was in 
hospital, and for some months afterwards when 
she would be relatively immobile. However, 
when she discussed this with her health visitor an 
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underlying dread of 'losing' her children was 
brought to the surface by the health visitor's 
thoughtless comments: 

. . .  she said 'well, the children won't all be able 
to go into care together you know', which 
wasn't what I was asking for because I 
wouldn't want my children to go into care you 
know, I mean, who would? What a response! 
(Sarah) 

Sarah's experience illustrates a very important 
point about why some disabled women do not ask for 
help, and may make strenuous efforts to present them- 
selves to health professionals and others as 'coping': 
they fear that they may be judged to be inadequate 
mothers and that, at worst, their right to care for their 
child might be denied (Goodman 1994, Shackle 
1994). That is,-some disabled women believe that 
asking for help might send out a potentially danger- 
ous signal that they 'cannot manage'. This insecurity 
is not surprising because disabled women are used to 
non-disabled people seeing their disability as caused 
by their impairment rather than by the disabling social 
and physical environment in which they live (Fine & 
Asch 1988, Morris 1989, 1996, Marris 1996). Clair (a 
single parent and a wheelchair user) expressed this 
insecurity very clearly: 

I felt it was going to happen very soon, that maybe 
the prejudice of someone who lived around me ['a 
neighbour'] would make them think that they'd 
got to ring up social services and that an investi- 
gation would start . . .  it terrified me, it really did 
.. .  I don't think I relaxed into motherhood until he 
was about 18 months or 2 years old, I really don't 
think I did .. .  I would love to have those months 
again 'cos I was so scared, tidying the house 'cos I 
knew someone was coming who was from author- 
ity, you know, that when he was asleep .. .  I was 
too busy doing jobs rather than enjoying him and 
relaxing. (Clair) 

DISCUSSION 

What unites the accounts of access difficulties, inad- 
equacy of information and inappropriate or inade- 
quate assistance is that neither health professionals 
nor others first asked the women themselves what 
their needs were, what assistance, if any, they really 
wanted, and how assistance could best be given. The 
women's experiences suggest that non-disabled pro- 
fessionals and lay people often assume that 'help' 
with baby and childcare will be needed, and that 
they 'know best' what form that help should take 
and how it should be given. Drawing on the wider 
literature about women and disability, it can be 
argued that this results from our society's normative 
assumption that disabled women are fundamentally 
dependent - that they are relatively helpless and 
reliant on non-disabled people (Deegan & Brooks 

1985, Fine & Asch 1988, Morris 1989, 1991, 1995, 
1996, Lonsdale 1990, Begum 1992, Marris 1996). 

The problem is that the 'help' which is offered is 
frequently inappropriate, and/or is conditional. 
Despite the fact that the women in this study could 
point to individual midwives and others who were 
'brilliant' and 'very helpful', no help or the wrong 
help was common. Where 'help' was unwanted but 
forced upon disabled women, or was inappropriate in 
its form, it could be experienced as threatening 
and/or intrusive and disempowering. On the other 
hand, looked for practical assistance and information 
was not always offered or available. Appropriate 
help will, of course, take many guises. As we noted 
above in connection with access, Jane would have 
found it helpful if hospital staff had given her a sense 
of flexibility in arrangements: 'if there was some- 
body there who could sort of change those rules and 
say "right we can move this around"'. Other women 
wanted to know that information about their condi- 
tion, especially their medication, would/could be 
shared between the medical specialists dealing with 
their condition and obstetric staff. Also noted was the 
importance of informal advice and support from 
other lay women, and midwives could perhaps play a 
very important facilitating role here - assisting dis- 
abled women in accessing both informal and formal 
sources of information, advice and support. But most 
clearly expressed was a desire for midwives and oth- 
ers to assist disabled women in doing things for 
themselves, rather than doing things for them. 

These findings are supported by a small but grow- 
ing literature on disabled women's experiences of 
childbirth and becoming a mother, which adopts a 
social model perspective (Fine & Asch 1988, Morris 
1989, 1991, 1996, Marris 1996, see also Campion 
1990, 1995), but there is no doubt that more research 
needs to be done. One important study is a survey of 
disabled mothers' experiences of maternity by the 
Disability Working Group of the Maternity Alliance 
(Goodman 1994). In this research, 196 disabled 
women returned self-completion questionnaires cov- 
eting the period from thinking about becoming a par- 
ent to up to six months after childbirth. The results 
were published alongside a report on a linked national 
conference in 1992, Disabled People, Pregnancy and 
Early Parenthood (Shackle 1994), together with a 
Charter for Disabled Parents and Parents-To-Be. 
Our findings are echoed in this larger survey. Other 
literature which suggests that our findings have wider 
resonance include personal accounts of living with 
disability, impairment and becoming a mother 
(Matthews 1983, Browne et al 1985, Finger 1990, 
Driedger & Gray 1992, Keith 1992, Mason 1992). 

C O N C L U S I O N  

Changing Childbirth has highlighted the potential 
for 'the prejudice and ign0rafice of able-bodied 
professionals' to constitute 'daunting barriers' for 
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disabled w o m e n  (Depar tment  of  Heal th  1993,.p. 53). 

W e  have  reported here on some of  these 'barr iers '  as 

exper ienced by 17 disabled w o m e n  in one small  

quali tat ive study. I f  heal th  care professionals  engage 

in d i sempower ing  practice,  this can result  in a seri- 

ous undermin ing  of  disabled w o m e n ' s  conf idence 

and be l ie f  in their  abili t ies to be  ' good  mothers ' .  The  

cards are already stacked against  disabled w o m e n  

and it is sad indeed if  materni ty  care s taff  become  

part  of  the disabl ing social env i ronment  which  such 

w o m e n  have  to negotiate.  

I f  d isabled women  are to 'have  full access to ser- 

vices and have  conf idence  that  their  needs are fully 

unders tood '  (Depar tment  of  Heal th  1993, p. 54), 

then our  f indings  suggest  that  materni ty  service s taff  

should facil i tate disabled women  in be ing  self-deter- 
mining. In particular,  midwives  mus t  ask women  

what  help they need (if  any) ra ther  than making  such 

decisions on their  behalf .  
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