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ABSTRACT

Background: More women with learning disability
(LD) are becoming mothers. Women with LD have
rights to equal access to maternity care that meets
their needs, however, many have poor pregnancy
and birth outcomes compared to other women in
the UK. Research is limited in this area.
Objectives: The aim of the study was to explore
the lived experiences of pregnancy, childbirth,
prenatal and postnatal care and services received by
this group of women in the UK, including their
expressed information and support needs relating to
maternity care.

Methods: A qualitative study in which data were
generated using in-depth semistructured interviews
with learning disabled women who were pregnant or
had given birth within the last 3 years in the UK;
data were analysed using interpretative
phenomenological analysis.

Results: 9 women with varying levels of cognitive
impairment took part. 4 super-ordinate themes were
identified: ‘I hate being treated differently’, ‘I find it
harder to understand than other people’, ‘We’ve had to
prove ourselves’ and ‘Make sure you've got very good
support around you’. Subthemes included: ‘Negative
attitudes and denial of choice’, ‘Understanding of
normal care’, ‘Written information’ and ‘Being judged
by professionals’.

Conclusions: With support from family and
services, learning disabled women can become
confident and successful parents. Maternity services
should make reasonable adjustments when providing
care to this group, including adapting to their
individual communication and learning needs:
allowing sufficient time in appointments, offering
clear explanations of each aspect of care and
sensitive support for autonomy and fully informed
choice. Mothers who will be subject to a social care
assessment of their parenting skills need clear
information about the process, their choices and the
level of skill they must demonstrate, as well as
access to sufficient antenatal and postnatal support
to give them the best possible chance of passing the
assessment.

Strengths and limitations of this study

= In-depth qualitative interviews were undertaken
with a group of people who generally do not
often take part in research.

= The study has the potential to inform health pro-
fessionals in maternity care and those specific-
ally working with learning disabled women and
their families.

m Easy to read participant information materials
were specifically designed and used with this
group.

= Limitations of the study include difficulties in
accessing this population and unequal geograph-
ical distribution of participants.

BACKGROUND

People diagnosed with learning disabilities
(or intellectual impairment) are commonly
described as having difficulties in under-
standing information and cornmunication,1
or deficits in social and practical skills and
self-care.” Learning disability (LD) is a condi-
tion that starts before adulthood which
reduces the ability to learn complex or new
information and to cope independently.' In
2010, there were an estimated 1037400
adults in the UK with LD? though many
people may remain undiagnosed.

In the past, sterilisation and abortion were
used to deny women with LD the possibility
of becoming parents™™ but the equal rights
of learning disabled people to have children
and to be supported in bringing them up are
now enshrined in policy and l(egislation.7_11
However, women with LD are often faced
with strong social and professional disap-
proval when they disclose their pregnancy®
12715 and are more likely than other mothers
to have their children removed and perman-
ently placed outside the family home due to
child protection or welfare concerns.'®™'®
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People with LD experience poorer health outcomes
and shorter life expectancy than the wider population,?’
and mothers with LD and their babies are at higher risk
of adverse outcomes during pregnancy and afterwards.®
19-23 Ror example, research in Australia found that
women with LD are more likely to have pre-eclampsia
and to give birth to low birthweight babies who were
admitted more frequently to neonatal intensive care
unit.® Moreover, women with LD may face barriers to
accessing antenatal care including difficulties with
public transport, with remembering appointments, and
with understanding the purpose of the appointment.**

Women with LD have been found to be less satisfied
with their maternity care compared with non-disabled
women, particularly the interpersonal aspect of care
as reflected in interactions with staff.”” The limited
research on their maternity experiences describes
unmet needs for accessible pregnancy information,
consistent care and control over decisions relevant to
their care.

STUDY OBJECTIVES

The main objective of our study was to better under-
stand the individual experience of maternity care for
women with LD, with a particular focus on access to
maternity care, making choices, understanding informa-
tion and feeling in control. In this way we would be able
to reflect on the key support and services women with
LD felt they needed during their pregnancy, birth and
afterwards. We also aimed to increase the diversity of
women whose views of UK maternity care are heard and
for extracts from these interviews to be published at
healthtalk.org, a freely available web resource of health
experiences.

METHODS

The qualitative methodology was similar to that adopted
by a number of studies involving people with LD.'* #> 2
Women’s experiences were elicited using face-toface,
in-depth, semistructured interviews which allowed parti-
cipants to express their views freely. The data were ana-
lysed using interpretative phenomenological analysis
(IPA), a method suited to the in-depth analysis of the
experiences and understanding of small group of parti-
cipants27 * and aiming to draw out the unique and
shared aspects of experience.29 The ‘double hermen-
eutic’ of IPA, in which the researcher tries to make sense
of the participant trying to make sense of their world,”’
enabled a multidisciplinary group of researchers to
explore participants’ lived experiences by combining the
women’s ‘insider’ perspectives with the researchers’ ‘out-
sider’ perspectives.28 % A formal evaluation of intellectual
ability was not undertaken in this study. The National
Research Ethic Services (NRES) Committee for South
Central—Berkshire ethical committee approved the study.
The Research Ethics Committee Reference (REC)
number: 12/SC/0495.

Data collection

Women were eligible to participate in the study if they
had a LD and were pregnant or had given birth within
the last 3 years in the UK. Recruitment of a convenience
sample involved contacting advocacy groups, support
workers, midwives and health visitors with an outline of
the project and copies of the information leaflet (RM).
Potential participants were approached by their care
workers or workers in the support organisations, and the
study was described. If a woman agreed to take part, her
consent was sought to provide her contact details to the
researchers who would visit and conduct the interview. A
time was then arranged for the interviews and women
were sent the accessible format illustrated ‘easy-read’
study information sheet, which was read to them when
needed. A freephone number was also given to the
women and their support workers for any further discus-
sion about the study.

At the time of interviews, carried out by a researcher
experienced in the field (SR), information was again
provided about the study and what participation
involved, including assurance that participants could
withdraw from the study at any point. Questions were
asked carefully and clearly with language like that used
in the ‘easy-read’ information sheet. Written consent was
obtained before the interview using an ‘easy-read’
consent form. Contextual information was collected on
age, family circumstances and support. Interviews were
video and audio recorded with participants’ permission
and before each interview photos and example clips
were played using illustrative scenes of non-disabled
women talking about pregnancy from healthtalk.org. Six
interviews were conducted at the participants’ homes,
two in community centres and one in a hotel close to
the participant’s home.

A topic guide was used with a broad opening question
asking women to talk about their experiences of being
pregnant and giving birth, and subsequent questions
exploring specific aspects of their experiences such as
communication and interpersonal care. The participants
also were asked in a general way about any changes they
would like to make to their maternity care. All women
were interviewed once, with interviews ranging from 40
to 100 min. All interviews were fully transcribed, and
copies sent to the interviewees and their care workers
for comment. Minor changes were made by eight partici-
pants to some of the details provided.

Data analysis

The interview data were analysed thematically using IPA
as described by Smith 2009.%® This allows a very detailed
analysis of a limited number of participant accounts and
understandings as was appropriate for this kind of
study.27 Each transcript was first analysed as an individual
case before considering common themes. As each tran-
script was read and re-read, emergent themes were iden-
tified inductively and recorded using NVIVO software,
while a manual log of researcher comments and
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reactions was also made. Emergent themes were clus-
tered into groups under superordinate themes. This
process was repeated for each transcript with previous
transcripts reconsidered iteratively in the light of subse-
quently emergent themes. Finally, the themes from each
transcript were combined.

RESULTS

Characteristics of the study participants

Nine women with LD participated in this study, eight of
whom were reported by their support workers to have
been diagnosed with mild-to-moderate LD. One partici-
pant had severe LD as reported by a family member.
Three women also had a long-term health condition or
physical disability and one had a serious mental health
disorder. All participants were able to talk about their
experiences, however, one was only able to give very
short answers and one participant came to the interview
with a set of notes as a prompt.

Participants were White and aged between 25 and
39 years (mean and median 30 years). Four women were
living with their partners and five were no longer in a
relationship with the father of their baby. One woman
lived with her mother who cared for her child with her.
At the time of the interview, one woman was pregnant
(20 weeks gestation), four women had one child only,
one woman had two children, one had three children,
one had five children and one had one child and had
also experienced a stillbirth. All children were reported
to be non-disabled apart from one child who was diag-
nosed with LD. Two women had had their child
removed from their care. Two women had some admin-
istrative work in their advocacy groups, and one woman
worked as a waitress locally. All were receiving social ser-
vices support, two women reported receiving mental
health services support and four reported receiving
support from their advocacy groups. Six said they had
support from their family during their pregnancy and
afterwards. Potentially identifying information has been
removed to protect the anonymity of the participants,
and pseudonyms are used.

Emerging themes

Four superordinate themes emerged from the analysis:
‘I hate being treated differently’, ‘I find it harder to
understand than other people’, “‘We’ve had to prove our-
selves’ and ‘Make sure you’ve got...very good support
around you’. The themes and subthemes are listed in
table 1.

‘| hate being treated differently’

The mothers expressed a great longing for ‘normality’,
contrasting themselves with “normal parents” (Lisa)
while believing that “women who have LD are not
classed as normal” (Ellie). This theme considers how
the mothers felt treated during their maternity care, and
whether they felt this was ‘normal’.

Table 1 Themes and subthemes identified in the
analysis of interviews with LD women about their
experience of care during pregnancy, childbirth and
afterwards

Key themes Subthemes

Positive attitudes and
support for choice

Negative attitudes and denial
of choice

Understanding of normal
care

Suggestions for improvement
Written information

Other sources of information
Verbal communication with
healthcare professionals
Family reactions

Being judged by
professionals

Experiencing safeguarding
as discrimination

Family support

Professional support

‘| hate being treated
differently’

‘| find it harder to
understand than other
people’

‘We’ve had to prove
ourselves’

‘Make sure you've got very
good support around you’
LD, learning disability.

Positive attitudes and support for choice

Most of the mothers had enjoyed some or all of their
antenatal care and spoke warmly about maternity staff
who had supported them well during pregnancy and
birth: “very good” (Dawn), “a great bunch” (Morgan),
“very polite, very helpful” (Laura), “very well treated”
(Ellie), “a lot of support” (Rachel) and “really quite sup-
portive... very encouraging” (Jo). A friendly attitude was
important to Sasha, who experienced it: “They can have
a laugh. They’re not all like stuck up,” and to Katie, who
did not: “[The midwife]’s grumpy. She doesn’t smile or
anything.”

Other mothers were pleased with continuity of care: “I
had the same midwife all the time so that was quite
good” (Jo); or with proactive and personalised support:
“[The midwife] phoned me up like, ‘How’s it going?’...
And sometimes she’ll come out to me if I can’t make it”
(Rachel). Morgan felt well supported by her community
midwife who had some personal experience: “She had
two children who had disabilities, so she understood
what it was all about.” Six of the mothers gave examples
where they had successfully made choices about their
maternity care, including to have an elective caesarean
(Ellie and Laura); to decide on pain relief during
labour (Rachel, Jo and Sasha); to have the father cut the
umbilical cord (Morgan); to discharge themselves from
hospital against medical advice (Jo and Rachel) and to
request a change of health visitor (Jo). None reported
any difficulty with attending antenatal appointments.

Negative attitudes and denial of choice
There were also negative experiences related to auton-
omy and staff attitudes. Lisa in particular felt that she
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was discriminated against by maternity staff, because
“[they] think you’re stupid...treat you as though you
don’t exist.” She described how staff more than once dis-
cussed her care in front of her without including her in
the conversation “like I wasn’t even in the room,” and
how they told her that she would have to give birth by
caesarean section because of a medical condition:

I would ask why was that and they were like, ‘Oh, it’s our
choice. It’s our decision.” And just felt like we didn’t have
a say in in how...we could have our son...felt like we
were invisible really...no need for us to even be there
because they’d already made a decision.

As well as feeling disempowered by her exclusion from
decision-making, Lisa was ignored when she tried to
find out where her newborn baby had been taken
minutes after birth:

We kept asking, ‘Where’s he, where has he gone?’...
Three hours after I had him, they brought him back to
the ward and then they told us that he was in the special
care ward because he needed his lungs looking at. And I
asked them why they couldn’t just tell us that’s where
they took [him] and they just walked away.

Morgan described how she was not able to make an
informed choice about postnatal contraception before
leaving hospital because she felt under pressure to make
a decision: “I felt...they wanted me to give answers there
and then without even giving me a chance to think
about it. I felt pressurised into like getting the [long-
acting reversible contraceptive] injection when I didn’t
really want it. Cos if I said no I don’t know what they
would have said.”

Rachel experienced poor care when she was left
unattended for a long time during one of her labours
and was spoken to disrespectfully by a midwife who
addressed her as ‘Speedy’ following a quick labour:
“They treat you...like a piece of dirt really. Like they
don’t really care.” However, Rachel did not attribute
poor care to her LD but to the fact that the staff were
overworked, as did Jo: “They just haven’t got enough
staff really, it’s not just purely because of having a learn-
ing disability... They’re just rushed off their feet...So it’s
just a normal aspect of the NHS really.” This contrasted
with Lisa who observed how the midwives interacted
with others to check whether she was being singled out
for different treatments: “I hate being treated differently
so like all through my appointments and on the ward
I’d been watching how they respond to other people,
and how they’d respond to other people was complete
different to how they responded to me.”

Understanding of normal care

The mothers’ sense of themselves as outside the cat-
egory of ‘normal’ may have led some of them to inter-
pret what could have been ordinary aspects of maternity
care as abnormal and discriminatory. For example, Katie

disliked her midwife perhaps because she asked her the
type of questions that all mothers are asked at their
booking or first midwifery appointment: “She just wants
to ask too—loads of questions. Just wants to be nosey in
my private life.” Some mothers were offered antenatal
classes and others were not, consistent with the provision
of antenatal education in some hospitals and not in
others.®' Lisa assumed that only being offered antenatal
classes starting when she was 8 months pregnant repre-
sented a deliberate exclusion: “I think they just thought,
‘Oh, it’s a pair of disabled people. It doesn’t matter if
they know what’s going on or not.”” She also believed
she was denied the conversations which “normal”
women would have with their midwife during appoint-
ments, although similar concerns about brief and func-
tional midwifery appointments have been expressed by
many mothers without disabilites:*! **

I just felt I was being treated like a disabled person...
because most women, they can go in and have a talk with
the midwife and that, but even though the midwife was
really nice and supportive...she didn’t really talk much to
me about things. It’s like when like she checks to see if
the baby is okay, she just goes, ‘Yep, the baby is fine’. And
then that’s it.

Suggestions for improvement

Asked whether there was anything they would change
about their maternity care, three mothers said there was
nothing they would change. Three talked about staff atti-
tudes and gaining information: “Just be more un-bossy,
un-nosey. Just talk to me more about pregnancy. And
actually smile” (Katie); and three talked about more staff
training: “I’d like people to be more aware and learn
and train about what a learning disability is so we don’t
get mistreated and misjudged” (Lisa). Rachel had made
two formal complaints about her care and believed this
had resulted in better treatment in her third pregnancy.

‘I find it harder to understand than other people’

This theme considers a range of difficulties which the
mothers described with understanding written and oral
information about their maternity care and looking after
a baby.

Written information

Ellie, Rachel and Sasha said they were able to under-
stand the ‘normal’ information they were given. Morgan
and Katie had been given ‘easy read’ information,
designed for parents with learning disabilities, by their
support worker or children’s centre, and Katie could
text her midwife with any questions. Laura asked a
friend to help her with words she did not understand
and Katie asked her mother. Lisa and Jo said they were
not given any information: “I went through the whole
pregnancy not really knowing what to do because I
wasn’t getting information off the doctors or the mid-
wives” (Lisa), although Jo also said that someone came
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to her home to give her “the official labour talk” after
the local antenatal classes were cancelled.

Other sources of information

Most of the mothers said that they had found the inter-
net to be a good source of information on pregnancy
and birth, especially the NHS Choices website;” some
had found this site accessible and others had used it
with the support of their partner or family members:
“There’s bits of it that were quite confusing...I wasn’t
sure what I had to click onto” (Jo). They had found
videos particularly useful. Those who had gone to ante-
natal or postnatal classes had found them “very useful”
(Ellie), and Laura particularly valued being “showed
how” to carry out baby care tasks such as bathing, nappy
changing and bottle feeding in hospital. Katie had been
able to practise with a ‘Real Care Baby’: “It just cries,
and then you’ve just got to use this little tag thing near
its belly button and you’ve just got to try and see if it
needs rocking, feeding, or changing.”

Verbal communication with health professionals

The mothers’ experiences of understanding health pro-
fessionals at their appointments were also mixed. Some
did not have any difficulties, with Rachel describing how
“[Midwives] were sort of like, help you out and tell you
what you can and can’t do, what you can and can’t eat.”
Dawn was supported to communicate by her mother
and Jo’s partner helped her to understand at a scan.
Lisa and Jo described situations where they had not
understood something, but when they asked the health
professionals to explain, their requests were ignored: “I
said, ‘I don’t understand what you’re talking about’.
‘Oh, we haven’t got the time for that, I'm just going to
prod you and poke you and I'm going to go’” (Jo). Jo
explained that she did not challenge this poor commu-
nication because “I know that they don’t have any spe-
cific training for people like me, so I just left it at that.”
In contrast, when Morgan could not follow what was
being said at a scan, she felt able to ask the radiographer
for more help: “I couldn’t really see that screen up at
the top...So if they said, ‘This is the...’, I'm saying,
‘Well, where? Cos I can’t see it’. When they showed me
on their computer bit, then I could see it or her...So
they were really clear.”

Lisa described how she signed a consent form for a
caesarean without properly understanding it: “They just
went through a consent form really quickly and then I
signed that but I didn’t understand what I was signing...
And they didn’t explain...the caesarean procedure or
anything so I was just clueless.” The consequence of this
lack of adequate explanation was that her baby’s birth
was a very frightening experience: “Before the caesarean
and all the way through the caesarean I was just shaking
really badly because I was that scared because I just
didn’t know what was happening.” For Lisa, this incident
was part of a repeated pattern in which she felt that staff
were deliberately withholding information from her:

doctors “wouldn’t explain why” they felt it was safer for
her baby to be born by caesarean, a physiotherapist or
doctor “wouldn’t advise me on what else I could do to
stop the pain,” staff “wouldn’t explain to us what jaun-
dice was,” midwives took her baby to the special care
unit and “wouldn’t tell us where they took him.”

This was in contrast to Sasha’s experience of midwives
explaining placental abruption in terms she could
understand: “They said that the placenta eruption
means that your placenta moves away from your body
whilst your baby’s still inside. Instead of waiting for baby
to come out, and then come out as well,” and Dawn’s
understanding of having an anti-D injection because of
her rhesus status: “[My baby]’s blood is different than
mine, that’s why I had a drug to stop it killing the baby
off.” Katie also said that her midwife made an effort to
explain things that she did not understand: “She does
try and explain to me. But I do find it hard to under-
stand it. Because I've got a learning disability, so I find it
harder to understand than other people.” Jo had a
health visitor who “explained things to me, so she was
fine.”

There were also some conversations recounted by
mothers where it was apparent that the midwives had
not communicated clearly, although the mother had not
realised that she had not understood them. For
example, midwives had advised Morgan against mixing
breastfeeding and bottle feeding at birth, in line with
the usual advice to enable breastfeeding to become well
established before a bottle is introduced. Morgan had,
however, understood this to mean that she should exclu-
sively bottle feed: “I said I wanted to do both...I got told
that it would mess up the baby’s head really...So I just
went on bottle-feeding her.”

‘We’ve had to prove ourselves’

This theme describes how almost all of the mothers felt
that becoming a mother had been overshadowed by the
requirement to demonstrate to others their ability to be
good-enough parents: “For the last 8 months we’ve had
to prove ourselves really. And we should n’t have had to”
(Morgan).

Family reactions

For Laura, this meant succeeding in the teeth of her
family’s expectations: “Most members of my family
thought I'm not going to cope with a child. Even my
Dad said that I wouldn’t do it. But I proved him wrong”
(Laura). Others were pleasantly surprised at the positive
reaction and support from their family, for example
Katie: “Not as I would have expected. My Grandad still
doesn’t like the idea...but everybody else seems to be
fine with it.”

Being judged by professionals

A bigger issue was the need to prove themselves to social
workers concerned about safeguarding the welfare of
their children. All the mothers had some involvement
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with social services, either for themselves as vulnerable
adults, or for the children. Owing to their learning dis-
abilities, two of the mothers had had to undergo an
assessment of their parenting capabilities when their
babies were born and were not allowed to care for their
children independently as a result (Ellie had failed the
assessment and Lisa had declined to go to a specialist
residential unit for assessment). Rachel and Laura had
social workers involved for reasons unrelated to their
learning disabilities, and Morgan’s baby had been
referred to children’s social services after an incident in
hospital had triggered a safeguarding concern, but this
had been poorly explained to her: “We would have
understood from the beginning if they told us the
reasons why. And they did n’t.”

A recurrent theme in many of the mothers’ accounts
was the strain and inequity of becoming a parent under
the judgemental gaze of the health and social care pro-
fessionals: “They were watching over my shoulder”
(Rachel). Jo said that professionals had expected her to
fail as a parent: “A lot of people within midwives and
health visitors, they just look at you and they make
assumptions”; but Rachel had received affirmation from
the midwives that exceeded her self-perception: “[They]
said that I was doing well. Which, I don’t basically think
that I was doing well. But I done well. They could see it.
But I couldn’t see it.” Jo had decided that in the context
of professionals looking for deficits, it was not safe to be
honest about her postnatal emotions because “I thought
if you said something how you’s is exactly feeling, and if
you was feeling a bit down that particular day, that they
would use that against you.” This was echoed by Sasha
who accepted social workers’ advice in order to avoid
problems: “I just go along with them. Keep the peace.
Otherwise it’s never going to end.”

For some mothers, this scrutiny was an unanticipated
contrast to being treated ‘normally’ during pregnancy.
Morgan described how “Afterwards, things started to
change. Me and my partner were treated differently,”
and she found it particularly hard being judged on car-
rying out babycare tasks correctly when different profes-
sionals gave contradictory advice about what to do: “A
lot of the things that the community healthcare assistant
taught us was completely different to how we were
shown in the hospital.” Two mothers who did not have
care of their children vividly described how stressful it
had been to be constantly watched with their newborn
child: “I couldn’t cope and I felt under pressure...I was
actually being monitored and watched every day, every
time, everywhere in the assessment unit. And I didn’t
feel like I was at peace” (Ellie). Lisa found being scruti-
nised immediately after birth had undermined her
ability to behave naturally:

We weren’t allowed to do anything unless the midwife
was supervising us...I felt too nervous to enjoy it...like
when you bottle-feed and you just have this odd glance at
your husband, or someone who knows it’s a proud

moment and I just found I had to fix my eyes on my
son...I didn’t feel I could look somewhere else in case I
got marked down for it.

Experiencing safeguarding as discrimination

As well as the emotional pain of not being allowed to
care for their children, these two mothers felt “guilty”
(Lisa) and experienced distress at the disappointment of
their dreams of parenthood: “This was something I've
always been looking forward to. To being a mum”
(Ellie). They both interpreted the decision that their
babies should be looked after by the grandparents or
the father as discrimination: “I felt like my rights were
not heard as a mother with LD...they're always picking
on us” (Ellie); “People aren’t seeing past the learning
disability...There’s no reason for you to judge me on
whether I can understand how to look after a baby or
not” (Lisa).

Ellie’s self-assessment was that “I was a fantastic
mother” and she blamed the court which had awarded
care to the father, her partner at the time, for not
“thinking about me and obviously, not just the child.”
She had not been expecting this outcome: “I thought
that instead of going to court that social services would
work with me to support me and encourage me to keep
my little girl.” Lisa had also not understood the post-
birth child welfare system. Having decided not to go to a
mother and baby unit for support and assessment, she
was nonetheless taken by surprise when social services
said that she and her husband (who also had learning
disabilities) would not be able to take their baby home
from hospital. With hindsight she thought that this
outcome was the inevitable result of her decision: “From
the moment social services were involved, they always
planned according to my husband’s parent’s care...
that’s where [the baby] was going because I refused to
go in the mother and baby unit.” Likewise Morgan was
“not sure” whether social workers had told her that she
might be monitored postbirth.

‘Make sure you’ve got...very good support around you’

This theme considers how the mothers were aware that
to succeed as parents they needed to have good support,
and how several of the mothers who had been well sup-
ported were flourishing.

Family support

Some had this support from their partner or family
members, and Morgan described how this was a formal
part of her discharge plan from hospital: “It was agreed
that I would go and stay with [my partner’s] mum to
start off with.” Morgan’s advice to other mothers was
“Make sure basically you've got a good team of people
around you and very good support around you.” Ellie
did not have family support and believed this had con-
tributed to her losing care of her child: “At the time I
pushed my family away because I fell out with them...
Which was a mistake I made and regret.”
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Laura had successfully managed a situation where her
parents in law were “trying to take over” and had devel-
oped the confidence to make her own parenting
choices: “I thought to myself, ‘I need to do this for
myself’...I tried their advice. Sometimes it worked, and
sometimes it didn’t. But I chose which option that I
stuck to.”

Professional support

Most of the mothers also had substantial support in the
community from social workers, health visitors, support
workers, children’s centres and voluntary sector agen-
cies. Rachel had fought to keep her social worker when
she moved to a different area: “I still wanted that
support,” and Morgan had argued for her support to be
increased postnatally: “I also managed to get an extra
day of support as well.” Sasha described her social
worker a source of support rather than scrutiny: “She
just comes over, trying to get a bigger house...they’re
good, when you need them”; and she described the
qualities in a social worker that she liked: “She’s calm...
She don’t just take in what she wants to hear and then
don’t do nothing about it, she actually listens.” She iden-
tified the dilemma that the support, which she wanted,
came with unsolicited advice, which could be useful but
could also feel intrusive: “I don’t mind them being
around, because they’re quite helpful. But it does bug
me a bit, because I know that I can look after [the chil-
dren]. But they give you good tips, like on what to do,
and what advice to go for...I like the support from
them.”

Jo and her partner had exercised autonomy as parents
when they decided not to follow the health visitor’s
advice about waking their baby up to feed her, instead
devising their own successful solution to her falling
weight; she noted that the health visitor did not like this,
but “we still did it.” She had likewise made up her own
mind to disregard the baby care advice from epilepsy
specialists, after she had a fit shortly after birth: “I
observed the situation for a while and then just went
back to normal.” Jo was one of several mothers who
described how they had become confident and success-
ful parents: “[Health professionals] said, ‘Oh, you’re not
going to do well’, so I didn’t have a lot of encourage-
ment at all. And so I proved them all wrong.”

Lisa and Ellie said that they had not been given
enough support to learn to be a mother before being
assessed on their parenting; Ellie felt that “Social ser-
vices could have...put me on to parenting courses and
give me the support that I need and encouragement to
manage to look after my daughter as a mother.” Despite
separation from their children, both were working hard
to maintain their identities as mothers: “I've been
writing letters every day to my daughter, so that when
she’s older she can read them and understand and
know that...if I fight and I don’t win that I've tried my
best for her” (Ellie). This had been challenging for
them; Ellie said she had forgotten her child’s birthday

and Lisa said that “I kept forgetting I was a mum
because I couldn’t look after my son.”

DISCUSSION

The mothers who took part in this study had varying
levels of LD and diverse experiences within the mater-
nity services. Most were positive about their antenatal
and intrapartum care and the attitude of their midwives,
consistent with Redshaw et @/’ finding that 93% of
mothers with learning disabilities rated their antenatal
care as good or better. Although one mother had the
clear impression that healthcare professionals were
expecting her to fail (which she did not), none had had
their right to be a parent challenged by maternity practi-
tioners. This is in line with the findings of a small quali-
tative study of English midwives’ attitudes and
experiences”® but contrary to a survey of Swedish mid-
wives, a third of whom partly or wholly agreed that
women with learning disabilities should not have
children."

Research and national guidance has repeatedly
emphasised the importance of assessing a learning dis-
abled parent’s support needs, providing accessible infor-
mation in a variety of easy read or audio-visual formats,
offering longer appointments and checking that infor-
mation given has been understood.® ' 1735 Despite the
clear duty imposed on services under the Equality
Rights Act (2010)" to make ‘reasonable adjustments’ to
meet the needs of disabled people, several mothers had
experienced rushed appointments where their commu-
nication needs were not met and they were left feeling
confused and marginalised. Two said they had been
denied explanations when they specifically asked for
them. None had been given easy-read pregnancy and
birth information by maternity practitioners (although
some had received this from other sources). This failure
to adapt standard care to meet mothers’ needs reflects
earlier research findings.” ** **® Mothers’ suggestions
that maternity professionals need more training are
echoed by midwives themselves, who feel out of their
depth when trying to communicate with and appropri-
ately support parents with learning disabilities.** *° *% *

In situations where a midwife had not checked
whether the mothers had understood what was said to
them, some mothers were left to draw potentially mis-
taken inferences from midwives’ words or behaviour.
Particularly in some cases where mothers felt highly con-
scious that they were not seen as ‘normal’ women, their
LD appeared to become a lens through which every
encounter was understood, and what may have been
ordinary aspects of maternity care were therefore inter-
preted as discriminatory. This highlights the importance
of careful explanations of all aspects of maternity care,
including explaining what the usual offer of care is and
any reasons for different treatments.

Some mothers had attended antenatal classes and
found the hands-on learning very helpful.”® Three more
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mothers had been keen to attend classes, in contrast to
a mother in Porter’s ef al study,37 who was embarrassed
to attend a group. Without accessible written in-
formation or explanations from midwives, some mothers
described how they relied instead on family members,
as in Quartermaine,4o and the internet to find
information.

Although six of the mothers recounted situations in
which their right to make choices about their care had
been respected (including mode of birth), two
described how professionals either made a decision for
them (for birth by elective caesarean) or did not ensure
that they gave genuine informed consent (to caesarean
birth or a contraceptive injection). Unlike earlier
studies, none of the mothers had experienced maternity
practitioners inappropriately seeking consent from a
Companion.36 Two mothers had encountered disres-
pectful attitudes from midwives. Lisa in particular
had a range of frustrating and disempowering
encounters with maternity staff that had left her
feeling marginalised and ‘invisible’, lacking informa-
tion she needed about pregnancy, birth and parent-
ing, feeling denied aspects of care she believed were
given to ‘normal’ mothers and believing that a large
number of professionals had withheld information
from her. Cox et al'' describe how specialist doulas
work with expectant mothers with learning disabilities
during pregnancy, birth and up to 6 months after-
wards, supporting them to understand their preg-
nancy and to learn parenting skills, and acting as a
‘translator’ with professionals. This type of persona-
lised, empowering support could have transformed
Lisa’s maternity experience and her understanding of
it. This might also allow a safe space in which
mothers could feel able to express any feelings of
depression or low mood that they may not be able to
disclose to health professionals.

Consistent with many other studies of learning dis-
abled pzurenl;s,25 36 40 42 43 many of the mothers in this
study felt that they could not take motherhood for
granted: they had to prove to the authorities and some
family members that they were able to be suitable
parents. Being supervised and judged by maternity pro-
fessionals and social workers was stressful and disempow-
ering, particularly for the three mothers who had been
assessed at or shortly after birth. They were unclear
what standards of behaviour they were being judged
against, a process described by Booth and Booth'® as
“like playing a game without being told the rules.”
They were also disadvantaged by receiving contradict-
ory advice from professionals.'” For the mothers about
whom there were child protection or welfare concerns,
it was a shock to experience the difference in their
treatment between pregnancy (when, as a vulnerable
adult, their needs were central to professionals’ plan-
ning and support), and after birth (when their child’s
needs displaced their needs as the focus of profes-
sionals’ duties).

It has been argued that parents with learning difficul-
ties “are disproportionately represented in care proceed-
ings around the world,”'® but this has been challenged
by a review of case files from 10 local authorities in
England which found that there “was no evidence to
suggest that parental learning disability in itself was the
reason children were removed from their parents’ care”
and that removing children was used as a “last resort”
after “a substantial input of services.”** The two mothers
in our study who formally did not have care of their chil-
dren understood their loss straightforwardly as discrim-
ination by social services and the court. They were
comfortable with the language of their rights as a parent
with learning disabilities but did not show any awareness
that the best interests of their child might not always be
identical with their rights as a mother; or that where
there were child welfare concerns, professionals had a
specific duty to consider “how capable each of [the
child]’s parents...is of meeting [the child]’s needs”
(Children Act 1989, section 1*°); or that a father has an
equal right with a mother to be the primary carer follow-
ing relationship breakdown. Instead they felt failed by
services that had not sufficiently taught and supported
them to be parents. Neither had been expecting the
outcome and their distress was compounded by not
having understood how the child welfare system might
work in their situations. This system lacks transparency,
given that the courts themselves continue to develop
case law on the fundamental rights of learning disabled
parents to “parent with support,”*® while accepting that
there will be individual situations where no amount of
support will enable the parents to provide their children
with adequate care."”

All the mothers acknowledged that they needed
support to gain confidence and succeed as parents,
either from their families, or from social workers and
other support workers.'” Some accepted that the price
of this support was parenting advice, which might some-
times be useful and other times intrusive. A sense of
power imbalance® did not affect all mothers equally:
some showed a sophisticated ability to negotiate the
health and social care systems and their own family net-
works to get the support they wanted while ignoring
unsolicited advice. They might do this covertly, to “keep
the peace,” or overtly, exercising their own responsibility
as parents. The confidence with which some of these
mothers managed their parental role, their choices
and their relationships with service providers is very
different from the experiences of mothers with learn-
ing disabilities reported in earlier research, which has
tended to emphasise negative and disempowering
experiences.”® It seems that the LD advocacy move-
ment has achieved a great deal in normalising parent-
hood as a choice for people with learning disabilities,
in the 20 years since Brown challenged services to see
that women with learning disabilities are “women first”
and “mind about the things other women mind
about,” including motherhood.*’
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Strengths and limitations

It was a strength of this study that it involved in-depth
qualitative interviews with a group of women who do not
often take part in research, following a careful and
lengthy process of engagement with LD support and
advocacy groups. The study used easy read participant
information materials specifically designed for women
with LD. The chosen analytic method, IPA, enabled con-
sideration of mothers’ subjective experiences with the
meanings the experiences had for them, and also a crit-
ical analysis of what may have lain behind some of those
experiences and meanings.

There were also some limitations. A convenience
sample was used as gaining access to this group of parti-
cipants was not easy and support organisations and
family members acted as gatekeepers. One reason this
group of women were reluctant to be approached dir-
ectly appeared to be the assumption that researchers
would assess their capacity and question their parenting
ability. Others whose children had been removed may
have felt reluctant to recall their maternity experiences.

CONCLUSIONS

Maternity professionals should be aware that the diagno-
sis of ‘learning disability’ masks a wide range of abilities,
expectations and experiences, and that with support
from family and services, women with LD can become
confident and successful parents. In order for mothers
with LD to have a ‘normal’ experience of the transition
to motherhood, maternity services must make reason-
able adjustments, including adapting to individual com-
munication and learning needs, and taking the time to
check that they have fully understood. It is important
that each aspect of maternity care is clearly explained,
so that the mother can understand what ‘normal’ care is
like and is supported to make fully informed choices.
Mothers who will be subject to a social care assessment
of their parenting skills need clear information about
the process, their choices and the level of skill they must
demonstrate, as well as access to sufficient antenatal and
postnatal support to give them the best possible chance
of passing the assessment.
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