
� 1Malouf R, et al. BMJ Open 2017;7:e016757. doi:10.1136/bmjopen-2017-016757

Open Access�

Abstract
Objectives  More disabled women are becoming mothers, 
and yet, their care is rarely the focus of quantitative 
research. This study aimed to investigate access and 
quality of maternity care for women with differing 
disabilities.
Design  Secondary analysis was conducted on data from a 
2015 national survey of women's experience of maternity 
care. Descriptive and adjusted analyses were undertaken 
for five disability groups: physical disability, sensory 
impairment, mental health disability, learning disability and 
multiple disability, and comparisons were made with the 
responses of non-disabled women.
Setting  Survey data were collected on women's 
experience of primary and secondary care in all trusts 
providing maternity care in England.
Participants  Women who had given birth 3‰months 
previously, among whom were groups self-identifying 
with different types of disability. Exclusions were limited to 
women whose baby had died and those who were younger 
than 16 years at the time of the recent birth.
Results  Overall, 20‰094 women completed and 
returned the survey; 1958 women (9.5%) self-identified 
as having a disability. The findings indicate some gaps 
in maternity care provision for these women relating to 
interpersonal aspects of care: communication, feeling 
listened to and supported, involvement in decision making, 
having a trusted and respected relationship with clinical 
staff. Women from all disability groups wanted more 
postnatal contacts and help with infant feeding.
Conclusion  While access to care was generally 
satisfactory for disabled women, women's emotional well-
being and support during pregnancy and beyond is an area 
that is in need of improvement. Specific areas identified 
included disseminating information effectively, ensuring 
appropriate communication and understanding, and 
supporting womenâ€™s sense of control to build trusting 
relationships with healthcare providers.

Background
The number of disabled women choosing to 
become mothers is growing.1 However, stigma 
still exists about such women and their care-
giving and mothering capabilities.2 Although 
all women are entitled to have access to high-
quality maternity care, worldwide, half of 

disabled people cannot afford healthcare, 
compared with a third of non-disabled people, 
and they are more likely to find healthcare 
providers’ skills inadequate.3 This is despite 
disabled women’s greater need for, and use 
of, healthcare services.4 Disabled people and 
their families frequently experience inequal-
ities in accessing health services, with poor 
communication and challenging attitudes 
among healthcare providers.2 Furthermore, 
disabled people are four times more likely to 
report being treated badly and nearly three 
times more likely to be denied access to 
healthcare.3

Disabled women accessing maternity care 
may be considered unusual and problematic. 
Healthcare professionals may be concerned 
that these women will not be able to cope 
with pregnancy and motherhood.5 However, 
the social model of disability suggests that 
disability is a social construction brought 
about by structural and attitudinal barriers 
encountered by people with impairments.6 
It views disabled people as socially oppressed 
and argues for policies and practices that 
facilitate full inclusion.7

Healthcare professionals may lack knowl-
edge and experience in planning and 
providing care for pregnant disabled women.8 
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Strengths and limitations of this study

►► All organisations providing maternity care in England 
participated in the recent survey.

►► The large size of the survey allowed for more detailed 
subdivisions and comparison of the experience of 
different disability groups than previous research.

►► Data in this survey were self-reported and collected 
retrospectively at 3 months postpartum which may 
affect the quality of responses based on recall.

►► The response rate was lower than previous surveys 
which may affect the generalisability of the findings; 
however, weighting for non-response was used.
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For example, antenatal information may be distributed 
in a manner inappropriate and insufficient for women 
with visual impairment.1 9 There is some evidence that 
women with hearing impairment receive fewer antenatal 
visits and have limited access to maternity informa-
tion.10 11 For women with a less easily identified disability, 
such as those arising from mental health problems, there 
may be difficulties in receiving appropriate care.12 For 
women in this group, dissatisfaction and lack of trust 
have been found to be the main barriers in seeking help 
during pregnancy.12

In the UK, maternity services are freely available for 
all women. A study reporting on the use of maternity 
services by women with disabilities in 201013 concluded 
that disabled women were at higher risk for adverse preg-
nancy outcomes; for example, they were more likely to 
deliver early and have low-birth-weight babies. However, 
it also concluded that some women, such as those with 
physical disabilities, appropriately received more care. In 
this paper, we aim to reflect predominantly on the quality 
of maternity care received for disabled women in England 
more recently.

Methods
The main objective of this secondary analysis was to 
report on access to care and the quality of care received 
by disabled women who used the maternity services in 
2015 in England, seeking a better understanding of the 
maternity care issues arising for women with different 
types of disability. In this paper, we:

►► compare the perceptions and experiences of 
maternity care received by women with different types 
of disability and women with no disability;

►► identify differences or gaps in care for disabled women 
which could be addressed.

Study design and survey measure
A structured cross-sectional study design was imple-
mented by all National Health Service (NHS) trusts 
using a strict methodology and data collated by the 
Care Quality Commission (CQC) in 2015.14 The CQC 
is an independent regulator of health and social care 
in England and all NHS trusts providing maternity care 
and was responsible for the trust-based surveys using the 
same survey instrument. Modifications were made to the 
2010 and then the 2013 CQC survey measures following 
consultation, focus groups and cognitive interviews which 
identified additional aspects of women’s maternity care to 
be covered. While the survey continued to cover aspects 
of pregnancy, labour and birth, and postnatal care, more 
questions asked about women’s access to care, commu-
nication with healthcare providers, involvement in 
decision making, awareness of birth choices and support 
for emotional well-being and physical health. Limited 
data on neonatal outcomes as well as sociodemographic 
characteristics including age, ethnicity, marital status and 
parity were also collected.

Postal surveys were sent to a minimum of 300 women 
from each trust who had given birth to a live baby in 
February 2015 (and possibly January 2015 for trusts 
with smaller numbers of births), 50 945 women in total. 
Completing and returning the survey was considered 
as consent to take part in the study. Women who were 
younger than 16 years, those who had a stillbirth or whose 
baby died after birth, women  who delivered in private 
settings and women without a UK postal address were 
excluded from the surveys. Up to two reminders were sent 
to non-respondents as required. A freephone language 
line provided translation services, and MENCAP also 
provided support to women with learning disabilities.14 
The survey, reference 07/MRE08/1, was passed by the 
NRES Committee North West—Haydock in February 
2015.

As in previous surveys,15 women were asked  “Do you 
have any of the following long-standing conditions?” 
with seven options, including “No, I do not have a long-
standing condition”. Using the checklist, respondents 
were thus able to describe their disability and indicate if 
they had more than one disability. Five different disability 
groups were identified: physical (long-standing physical 
condition and long-standing illness), sensory (deafness 
or hearing impairment and blindness or partial sight-
edness), mental health problem, learning disability and 
multiple disabilities, that is, having two or more disabili-
ties (see table 1).

Statistical analysis
The data presented are grouped in relation to access 
to care, the clinical care received and women’s percep-
tions about the different phases of care. The categories 
used were those collected, and where variables were 
further aggregated for conciseness, this was based on 
clinical or policy relevance. The cut-offs are indicated 
in the tables. Univariate data analyses were carried out 
to compare the maternal characteristics and responses 
of disabled women to non-disabled women. χ2 statistics 
were used to compare study groups. Adjusted ORs and 
95% CI were weighted for variation in response rate by 
the trusts and adjusted for age, parity and ethnicity using 
binary logistic regression. Each of the subgroups, phys-
ical, sensory, mental, learning and multiple disability, was 
separately compared with the referent group of non-dis-
abled women. Maternal characteristics and reports about 
care were compared with women who did not self-identify 
with any of the conditions listed above. The analyses were 
carried out in STATA V.13.

Results
Women’s characteristics
Overall, 20 094 women completed and returned the 
survey, with a usable response rate of 41.2%. Disabled 
women represented 9.5% (1958) of the total sample. 
Compared with non-respondents, survey respondents 
were significantly more likely to be white, aged 30 years 
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or more and primiparous14 which may affect the general-
isability of results. Physical and mental health disabilities 
were most frequently identified. Of those with a disability, 
almost half reported having a physical disability (45%), 
and a third of women identified with a mental health 
disability (34%). Fewer women reported having a sensory 
disability (8.7%), and small proportions of women 
reported having a learning disability (6.5%) or more than 
one disability, most commonly a physical condition and 
mental health problem (6%). More women with physical 
disability were 35 years and older than women with no 
disability (38.7% vs 32.5%); however, women with mental 
health and learning disability were younger than women 
with no disability (table  1). White women were signifi-
cantly more likely to report mental health and learning 
disabilities compared with all other ethnic groups. Simi-
larly, primiparous women were significantly more likely 
than multiparous women to report learning disabilities. 
All disabled women were at a higher risk for delivering 
preterm compared with non-disabled women, particularly 
those with physical disability, mental health problems, 
learning disability and women with multiple disability 
(table 1). Across all groups, babies born to disabled were 
significantly less likely to be breast  fed at the time of 
hospital discharge compared with non-disabled women.

Access and care received
Findings on access to maternity care and the care received 
are shown in table 2.

Women with a physical disability accessed antenatal 
care similarly to those with no disability. However, those 
with a sensory disability were significantly less likely to see 
a health professional before 12 weeks’ gestation and to 
have a later booking appointment (where a full history 
is taken and women are given their pregnancy notes) 
(table 2). There were no significant differences between 
the groups in continuity of care, with less than half of 
women in all groups seeing the same midwife for ante-
natal checks through the pregnancy. Choice in relation to 
place of birth differed for the disability groups: while only 
9% of non-disabled women indicated that, for medical 
reasons, they had no choice about where they could have 
their baby, the comparable figure for women with a phys-
ical disability was 32% and for the other groups between 
14% and 27%. Clinical care differed across the groups in 
relation to labour and birth, with women with a physical 
condition significantly more likely to have intervention in 
the form of assisted vaginal births and planned or emer-
gency caesarean section. Shortly after the birth, women 
with physical disability were slightly less likely to have skin-
to-skin contact with their baby, although nearly nine out 
of ten women did so.

While approximately a quarter of non-disabled women 
(26%) stayed in hospital for more than 2 days after giving 
birth, more women in all the different types of disability 
groups did so, significantly more for women with phys-
ical, mental health, learning or multiple disabilities which 
may relate partly to method of delivery. Nearly half of the 

women with multiple disabilities (45%) stayed longer 
than 2 days. More than 90% of women with and without 
disability received at least one postnatal home visit from a 
midwife, although this was slightly fewer for the physically 
disabled women. However, women with mental health or 
learning disability were significantly more likely to have 
received a home visit or seen a midwife in a clinic five or 
more times in the postnatal period. Women with physical 
or mental disability were less likely to report that advice 
about infant feeding was always available at evenings and 
weekends.

Perceptions of care
Women’s views about the care received varied across the 
different groups (tables 3–5).

During pregnancy, women with physical disability, those 
with mental health conditions and women with more than 
one disability were all significantly less likely to feel that 
there was always time to ask questions at their appoint-
ments, to feel listened to, spoken to in a way they could 
understand, involved enough in decisions about their 
care, and if they had contacted a midwife, that they had 
been given the help they needed (table 3). All disabled 
women were significantly more likely to report negative 
experiences of pregnancy care, particularly in relation to 
always being spoken to by health professionals in a way 
that they could understand and, except for women with 
sensory loss, being involved in decisions about their care.

Perceptions of labour and birth care also differed 
between the groups (table 4). While 85% of non-disabled 
women reported that all staff who treated and examined 
them introduced themselves, significantly fewer women 
with physical disabilities and mental health conditions 
reported this (76% and 74%, respectively) (table  4). 
Significantly fewer women in with physical, mental health 
and learning disabilities were likely to report definitely 
having confidence and trust in staff, fewer women in 
all disability groups reported always being spoken to so 
they could understand, and fewer women with physical, 
sensory and mental health disabilities reported that they 
were always treated with respect at this time. Significantly 
fewer women with physical disabilities (65%) and mental 
health conditions (65%) reported that they were always 
involved in decisions about their care compared with 76% 
of those with no disability. Similarly, while 83% of non-dis-
abled women felt that their concerns during labour and 
birth were taken seriously, significantly fewer women with 
mental health problems or learning disability perceived 
this to be the case (74% and 72%, respectively).

Women were asked whether they and their partner were 
left alone at a time when it worried them during labour 
or shortly after the birth and whether they received atten-
tion and help from a member of staff within a reasonable 
time. Feeling left alone and worried at some time was 
reported by a quarter of non-disabled women or with 
physical disability (25% and 27%, respectively) but signifi-
cantly more so by the other disability groups. However, 
receiving attention within a reasonable time was reported 
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by 65% of non-disabled women but significantly more 
so by women with a mental health condition (69%) or a 
physical disability (71%).

Perceptions of hospital and community postnatal care 
varied, with women who had a physical or mental health 
disability less likely to report a positive experience in 
both contexts (table  5). In hospital, they were signifi-
cantly less likely to report always being treated with 
kindness and understanding  or that their companion 
or partner was able to stay with them as much as they 
wanted. Once home, a third of those with a sensory 
disability would have liked to have seen midwives more 
often (34%) as would women with learning disability 
(30%), compared with a fifth (20%) of non-disabled 
women. Over 70% of non-disabled women always felt 
listened to, definitely had confidence and trust in the 
midwives providing postnatal care at this stage, and, if 
a midwife was contacted, felt that they always received 
the help needed. However, for most variables, women 
with all forms of disability, especially mental health and 
learning disability, were significantly less likely to report 
so positively on these points.

Similarly, regarding infant feeding, women with phys-
ical or mental health disability were significantly less likely 
to report receiving active support and encouragement 
during the postnatal stay or, in the 6 weeks after the birth, 
to receive help and advice with feeding and the baby’s 
health and progress.

Checks and information on women’s health and emotional 
well-being
In the antenatal period, less than half of non-disabled 
women (49%) reported that during their antenatal 
checks, midwives always appeared to be aware of their 
medical history (table  6). This was significantly even 
less likely for women with a physical or mental health 
disability (both 44%). Among the midwives providing 
postnatal care, awareness was greater than for antenatal 
care for all groups. However, as with antenatal care, 
significantly fewer of those women with a physical or 
mental health disability felt that midwives were always 
aware of their medical history. Women were also asked 
if they had been given enough information about their 
physical recovery after the birth. Just over only half of 
those without disability reported that they had definitely 
been given this information (56%). Some disability 
groups reported lower frequencies than this: women 
with a physical disability a mental health condition and 
multiple disability (48%, 48% and 49%, respectively) were 
all significantly less likely to have been given this informa-
tion. Advice about contraception was less available to all 
disabled women, significantly so among those with a phys-
ical, mental health or learning disability.

Women with disability were more concerned that their 
personal circumstances had not been taken into account 
(65% vs 74%). Women with mental health, learning or 
multiple disability were less likely to report being informed 
of the need to arrange their own postnatal check-up.
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All women should be asked about their emotional well-
being during pregnancy and postnatally.16 While just over 
half of those with no disability reported being asked about 
their emotional well-being during pregnancy (56%), this 
was even less likely for those with a physical disability 
(52%). In contrast, over 90% of women in all groups 
reported being asked about their emotional well-being 
postnatally, although some groups, especially women with 
a physical, mental health or learning disability, were still 
less likely to report having been asked. Women were also 
asked about being given information about the emotional 
changes that might be experienced after the birth. Fewer 
women overall (less than 60%)  reported being given 
enough information about possible changes in mood, 
and this was even less likely for women with physical 
disability and those with mental health problems (51% 
and 52%, respectively). Of non-disabled women, 75% 
were told who to contact for advice about any emotional 
changes, but only 69% of women with a physical disability 
reported this.

Discussion
This study provides further evidence that disabled women 
have a poorer perception of care during pregnancy, 
childbirth and in the postnatal period which need to be 
recognised. The conditions giving rise to disability are 
extremely diverse, and some women may need more clin-
ical or supportive care than others. Yet, such women often 
encounter negative attitudes toward their pregnancy.17 18 
Disabled women are usually classified during their preg-
nancy as ‘high risk’,2 requiring more antenatal visits and 
more scans, as found in other studies.19 Arranging these 
intensive appointments can be difficult for some disabled 
women. There is a need for more specific services  and 
more guidance and training for healthcare professionals 
caring for women with any disability during pregnancy.

This study shows that, in England in 2015, while care 
was more responsive in some respects for disabled 
women, such as more home visits after hospital discharge, 
disabled women overall perceived their care in more 
negative terms than non-disabled women. In particular, 
they felt that they were not always spoken to so that they 
could understand, listened to, did not always have time 
to ask questions, were not always sufficiently involved in 
decisions about their care, treated with respect, or their 
concerns taken seriously. Women with sensory, mental 
health, learning or multiple disabilities were more 
likely to be left alone at a time when it worried them 
during labour or shortly after birth. It may be that these 
women needed more reassurance and support or had 
more reason to be worried, but their concerns were not 
addressed by staff. It is also possible that disabled women 
who would, in general, have had more experience of the 
health service than non-disabled women were expressing 
their disillusionment with healthcare generally.

Communication barriers, deficits in health information 
and a lack of knowledge and awareness among healthcare 

professionals have been identified before20 21 and repre-
sent some of the attitudinal barriers faced by disabled 
women. Information needs to be distributed in accessible 
formats. Disability awareness and training for healthcare 
professionals as well as allocation of additional care time 
and flexible postnatal visiting could have a positive influ-
ence on care. In addition, the focus should be on women’s 
abilities rather than their disabilities. Previous research 
has indicated that, while some staff were excellent, others 
provided ‘unhelpful help’, taking over, leading to feelings 
of disempowerment.22 Support through the transition 
from pregnancy to motherhood should also be consid-
ered by healthcare providers.5 Integrated care between 
different services, such as mental health and obstetric 
services, may be required to meet the needs of these 
groups.

These data from this survey highlight particular areas 
where maternity services need to improve to provide 
equal services to women with different types of disability. 
The greater number of questions in the 2015 survey 
focusing on specific aspects of maternity care contrib-
utes to a broader and more detailed picture of the care 
experienced by disabled women compared with previous 
surveys. Flexible and responsive services are needed by 
women with different types of disability. Specifically, 
women with physical disability are likely to need rather 
different personalised care and support from women 
with mental health disability. For example, women 
with physical conditions may need help with physical 
access, whereas those with mental health problems may 
need more emotional support than others. As we also 
concluded from our earlier study, empowering women 
and supporting their involvement in the decision-making 
process during pregnancy is a key area for improvement.13 
Supported decision making may be necessary to enable 
some individuals to communicate their needs and choices. 
Individual women differ, and those with disability should 
be offered the same antenatal options, choices of birth 
place and pain relief as non-disabled women, unless their 
medical conditions contradict these options. Information 
should be accessible and in a comprehensive format. An 
early assessment of the maternity care required is crucial 
to forming a care plan with the women involved. Health-
care professionals need to plan ahead on how to meet the 
individual needs with the women themselves and to keep 
the conversation open and ongoing over the pregnancy 
and afterwards.

The needs of disabled women are still not fully met 
in the maternity services in England as evidenced here, 
and there is a clear need to document and assess the 
needs of this group. Research from Korea involving 410 
physically disabled women points to high rates of abor-
tion, miscarriage, caesarean section  and low usage of 
contraception.23 In Switzerland, there are few guidelines 
and little regular assessment for women with psychiatric 
problems in the perinatal period.24 In qualitative studies 
in the USA and Canada, women with physical impair-
ments reported numerous barriers to reproductive 
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health services.17 25 26 However, an Australian study illus-
trated the positive care experience possible for women 
attending a specialised childbirth and mental health 
antenatal clinic.27 The WHO global disability action plan 
2014–2021 requires member states to strengthen the 
collection of relevant and internationally comparable 
data on disability and support research on disability and 
related services.3

Strengths and limitations
Strengths of this study include the fact that all the organ-
isations providing maternity care in England participated 
and substantial numbers of women with different types 
of disability responded. Moreover, we report on women’s 
own perspective on their care. All data in this survey were 
self-reported and collected retrospectively at 3 months 
postpartum. This may call into question the validity of the 
responses recalled from pregnancy. However, research 
into the accuracy of recall suggests that it is good.28–30 
The survey response rate was low (41%) which may affect 
the generalisability of the findings; however, weighting 
for non-response was used. Also, many possible associa-
tions were tested, and some significant associations may 
have arisen by chance. However, the high level of statis-
tical significance of many of the associations reported 
mitigates against this. Analyses were limited to the data 
collected by CQC. Unfortunately, data were not collected 
on level of education, marital status, income level  or 
urban/rural setting.

Conclusion and implications for research and practice
This study presents the findings of a 2015 maternity 
survey in England as they relate to disability. Using 
recently collected data, the study objectives were to inves-
tigate access to maternity care and the quality of that care 
as reflected in women’s perceptions, exploring differ-
ences in the experience of women with different types of 
disability.

Disabled women perceived greater problems regarding 
their maternity care, communication and involvement in 
decision making than non-disabled women. Those with 
a physical disability or long-standing illness perceived 
problems regarding inadequate or inappropriate 
communication, limited involvement in decision making, 
and being able to establish a trusted and respected rela-
tionship with clinical staff are areas for improvement for 
women in this group. For women with sensory disability, 
having information delivered in an appropriate format 
was particularly important. It may be helpful for staff 
caring for these women to allow more time to communi-
cate effectively throughout their maternity care.

In order to provide more appropriate care for women 
with a mental health disability, a longer hospital stay 
and more frequent midwife visits may be required. In 
this group, many aspects of maternity care were not 
perceived as positively as for other groups, particularly 
they felt that they were not always listened to, did not 
have time to ask questions, were not sufficiently involved 

in decisions about their care, treated with respect or had 
their concerns taken seriously.

Similarly for women with multiple disabilities, 
improvements in communication and involvement in 
decision making are needed. For women with a learning 
disability, aspects of care concerning communication 
and involvement in decisions, feeling listened to and 
supported, particularly during labour and birth, were 
highlighted as lacking, and specific efforts are needed to 
improve the quality of care experienced.

Further research could focus on specific groups and 
involve qualitative and  quantitative methods. Studies 
of attitudes and knowledge of healthcare providers, 
including the way in which stereotypes may operate, 
would also be useful in understanding the differences in 
care and disabled women’s perceptions described.

Healthcare professionals sometimes lack sufficient 
awareness and experience to respond effectively to the 
needs of disabled women during pregnancy and the early 
postnatal period. As reported elsewhere,22 disabled 
women want to be assisted to do things themselves, rather 
than having things done for them. To achieve satisfac-
tory maternity care for all women, the needs and voices 
of women with disabilities should not only be referred 
to in the strategy and policy documents of healthcare 
providers but also embodied in their provision and prac-
tice, allowing more time for appointments and additional 
support staff and equipment as required.
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