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Abstract
Background and Objective

People with learning disabilities (LD) are increasingly likely to become
parents and are entitled to have access to the right support to be able to be suitable
parents. However, access to such support is affected by limited resources, attitudes
towards people with LD becoming parents, and lack of training regarding caring for
parents with learning disabilities for midwives. A learning disability (LD) is defined
as a significantly reduced ability to understand new or complex information, to learn
new skills (impaired intelligence), reduced skills to cope independently with everyday
life, has an impact on most areas of a person’s life and the difficulties started in early
childhood. Little research has explored health professionals’ experiences of their
support of people with LD during their journey to become parents. Midwives are
often the first professionals pregnant women come into contact with and therefore are
key professionals in the support system for parents with LD. The principle objective

of the current research is to develop an understanding of midwives’ experiences of

caring for women with a LD.



Design

The study explored midwives’ experiences of caring for women with LD
using an Interpretative Phenomenological Approach (IPA).
Participants

Nine qualified midwives employed by a single NHS trust participated in the
study.
Measurements and findings

A semi-structured interview schedule was utilised during one-to-one
interviews with the midwives. The interview transcripts were analysed using IPA
stages. Four superordinate themes were identified.
Key conclusions

The midwives reported receiving a lack of LD training and faced significant
time constraints, which left them feeling that they could not spend the necessary time
with the women to meet their pregnancy needs. The midwives felt unsupported in
their attempts to deliver adequate midwifery care, speaking about a lack of accessible
support for pregnant women with LD. They were left feeling responsible to fill the
gaps in service provision. The midwives were dedicated in delivering adequate care to
help give women with LD a positive experience of childbearing. They felt a
safeguarding process (child protection) was an inevitable part of women with LD’s
pregnancy experience yet were aware that the right support at the right time could
improve parenting capacity.
Implications for practice

It is recommended that training on working with and providing services for
people with LD is made available to qualified and student midwives as well as

accessible resources, professional support and supervision.



Highlights

e Midwives face a number of significant barriers in providing care for women
with LD.

e Midwives reported a lack of LD training for both qualified and student
midwives.

e Barriers to accessing support for women with LD impacted upon midwifery
care.

e Midwives were dedicated in delivering adequate midwifery care to women

with LD.

Key words:  Parenting, Learning Disabilities, midwives, Interpretative

Phenomenological Analysis.

Introduction

Over recent decades, there has been a significant change in the design of
services for people with learning disabilities (LD). A Learning Disability is defined as
a significantly reduced ability to understand new or complex information, to learn
new skills (impaired intelligence), reduced skills to cope independently with everyday
life, has an impact on most areas of a person’s life and the difficulties started in early
childhood. Services are progressively supporting people with LD to live in the
community and promoting their rights for community inclusion. As part of this
movement, adults with LD are increasingly likely to form relationships and want to
create their own families (Working Together with Parent Networks, 2008). The UK

government White Papers, ‘Valuing People’ and ‘Valuing People Now’ (DoH, 2001,



DoH, 2009) support this movement, advocating that people with LD should have the

same rights and choices as other people, including the right to have a family.

Support for parents with LD

The Disability Discrimination Act (1995) and the Equality Act (2010) state
that all people should have an equitable service. Accessible information on
pregnancy, consent, childbirth and childcare is vital in supporting people with LD to
have equal access to services and facilitate their abilities to meet their children’s
needs (NHS Executive, 1998; DoH Dfes, 2007; SCLD, 2009; RCN, 2007). The White
Papers ‘Valuing People’ and ‘Valuing People Now’ (2001, 2009) also advocate
access to adequate support for people with LD to be able to be suitable parents. Yet
this is an area where there is significant shortfall in services. Parish & Huh (2006)
report poor access to maternity services for women with LD, which is concerning
given their additional needs, in particular their need for specialist social support and
health provision. Access to such support is negatively affected by limited resources,
attitudes towards people with LD becoming parents, and lack of specialist training
(Booth & Booth 1993; Cooke 2005; Culley & Genders 1999). A high percentage of
parents with LD face the prospect of having their child removed, often because of

concerns about their capacity to parent effectively (Champion, 1995).

Crozier et al (2013) reports that parents with LD may require support from a
range of services to meet both their health and social needs. Variations in policies
across services in terms of their eligibility criteria for supporting people with LD may
affect the consistency and support available to meet their needs. This document also

reported that multi-agency working is scarce with professionals having limited



awareness of other services available to support to parents, not enough sharing of
assessment information and no consistent approach in the assessment of parenting

skills of people with LD.

Midwifery services for people with LD

Guidance is available for midwifery care for women with LD within
guidelines for caring for women with disabilities (‘Pregnancy and Disability’, RCN,
2007) which aims to provide guidance for midwives to enable them to deliver high
quality, person-centred care for disabled women during their pregnancy, birth and
postnatal. Specific LD guidance on a national level is limited although some health
trusts have produced their own local guidance (e.g. NHS Highlands, 2011; NHS

Greater Glasgow and Clyde, 2006).

There is a distinct lack of research into women with LD’s pregnancy
experiences, from both the women’s (Mayes, 2005; Mayes, Llewellyn & McConnell,
2006) and midwives’ view (Hoglund, Lindgren & Larsson, 2013). Begley et al’s
(2009) review concludes that provision of maternity services for women with LD is
under-researched, with little known about women’s experiences of midwifery care
and a gap in the literature on knowledge, attitudes and behaviours of healthcare

professionals towards women with LD.

Support available for midwives

It is estimated that only 7% of people with LD are parents (MENCAP, 2011).
Thus parents with LD form a small percentage of a midwife’s caseload. However the
number of women with LD presenting to maternity services is increasing (Mayes,

Llewellyn & McConnell, 2006). Leaviss et al (2011) report that since the early 1990s,



people with LD becoming parents has increased by more than 40%. It is therefore
important to ensure that midwives receive appropriate training and feel supported to
work with this client group. Brown (2005) suggests a lack of awareness amongst
midwives of parents with LD and their support needs, which has an impact on the
services these parents receive. Moreover, women with mild LD’s needs may go
unrecognised within the context of a busy healthcare setting where finding the time to
check women’s understanding of information given is challenging and professionals,
including midwives, have limited understanding of the communication needs of the
LD population.

There appears to be limited literature exploring midwives’ understandings and
experiences of working with parents with LD with the exception of a MENCAP
report (2011) which suggests a significant deficit in the knowledge base of midwives
caring for women with LD, highlighting the need for further training.

Available midwifery guidance (RCM, 2008; RCN, 2007) recommends that
sharing good practice, alongside LD training and multi-agency working is essential
when attempting to achieve equal access and efficient maternity services for parents
with LD. Given the scarce literature regarding midwives’ experiences, research into
this area is needed to understand the psychological processes which determine the
quality and thus outcomes of maternity services. This information could contribute to

the promotion of good practice when working with prospective parents with LD.

Research aims
Researching midwives’ subjective experiences and understanding may

contribute to what is known currently about supporting parents with LD during



pregnancy, birth and the post-natal period; and throw light on how current guidance
and training are impacting on midwives’ abilities to provide care for this client group.

Midwives are often the first professionals a woman with LD comes into
contact with during her pregnancy. They are therefore likely to have key experiences
and insight. This may inform future care pathways and service development. Their
knowledge gained from such experiences could contribute to relevant staff training in
a drive to provide appropriate access to and support by midwifery services for people
with LD.

The principle aim of the current research is to develop an understanding of
midwives’ experiences of caring for women with a LD. The second aim is to explore
how midwives describe the way they work with women with LD in order to
understand how midwives make sense of their experiences with this client group. A
third aim is to explore midwives’ experiences and attitudes to the role of LD training

in determining the quality of service delivery for this client group.

Materials and Method

Design

Interpretive Phenomenological Analysis (IPA) was chosen as the study aims is
to explore the experiences and understanding of midwives who have cared for women
with LD. IPA is an idiographic approach, offering insight into how an individual, in a
specific context, makes sense of a specific phenomenon (Smith, Flowers & Larkin,
2009). For this reason, it does not require a large number (ten or below) of
participants as, as long as the sample is sufficiently homogeneous, the data soon

becomes ‘saturated’.



IPA facilitates an experiential and ‘rich’ account of a participant’s
experiences. Working with small samples sizes allows detailed analysis of the data
and identification of common themes. A method of data collection adequate for this
purpose is individual semi-structured interviewing (Smith, Flowers & Larkin, 2009).
To ensure the data collected were from a homogenous sample and provided a rich
account of the midwives’ experiences, interviews were conducted with a small sample

of midwives. The interview schedule is discussed within the Materials section.

Ethical approval
Ethical approval for this study was granted from the University of
Birmingham. Subsequently, approval was sought and granted from the NHS Research

and Development (R&D) department of four NHS Trusts identified for recruitment.

Materials

A semi-structured interview schedule was developed by the researcher in
consultation with a qualified midwife. The midwife was consulted to ensure the
language used throughout the schedule was meaningful and appropriate for the
participants and the questions asked would allow the participants to discuss their
experiences openly. The midwife highlighted the importance of reassuring the
participants that there was no right or wrong answer and how the aim of the interview
was to explore their experiences, not to judge them or their skills as a midwife. The
schedule comprised of five main questions to facilitate discussion with the participant
about their experiences of providing maternity services for women with LD.

At the onset of the interview, the researcher used a screening tool to clarify the

definition of LD for the participant in order to ensure they were aware of the specific



population the researcher was interested in. This tool was designed by a local LD
community health team to support professionals to identify people who may have a
learning disability and is currently unpublished. The tool also acted as an introduction
to the interview and an opportunity for the midwife to seek clarification regarding the
aims of the research.

The initial questions were designed to encourage the participant to think about
their clinical work with women with LD and reflect upon their experiences. The
remainder of the questions were focused on training and resources the participant had
experience of. Hoglund, Lindgren & Larsson (2013), Leaviss et al (2011) and Ward &
Tarleton (2007) concluded that there is a distinct need for further LD training for
midwives, which was why it was deemed important to collect data regarding
midwives’ experiences of LD specific training. Additional prompts were included in
the schedule to enrich the midwives’ responses and to ensure sufficient data were
collected for the purpose of IPA methodology. The midwife was asked to describe a
clinical case example at the beginning of each interview after the screening tool was
discussed. The remainder of the schedule was used flexibly, although the researcher

ensured that all topics were covered.

Procedure

An opportunity sampling method was used to recruit participants. A multi-site
strategy was employed for recruitment. Four NHS Trusts were identified and
contacted and a poster describing the project and inviting midwives to participate was
emailed to practice development midwives of each of the Trusts. An information
sheet with more details of the project was also included. The poster was then

advertised in ‘staff only’ areas within the maternity services. Interested midwives



subsequently contacted the researcher to discuss the project. Recruitment was closed
when the target sample size was achieved, which was nine participants.

If the participant verbally consented to being interviewed at point of initial
contact, a mutually convenient date and place was arranged. The participant was
contacted via email before the interview to ensure they still wanted to attend. Upon
meeting with the participant on the agreed date, they were asked to sign a consent
form and the interview took place. A £10 gift voucher of the participant’s choice was
given to compensate for their time. Interviews lasted between 29 and 62 minutes

(mean 42 minutes) and were audio-recorded.

Participants

Nine female midwives were recruited from one of the four NHS trusts
included in the study. Seven participants worked as community midwives. Two
midwives worked at the hospital, one held a supervisory role, as well as working
clinically; the other was a specialist midwife for safeguarding (child protection)
children and vulnerable adults. All participants had examples of caring for women
with LD during pregnancy or childbirth and were able to discuss their experiences of
providing maternity services for those women. Participants varied in terms of the
number of years they had been working as a qualified midwife. All participants had a
minimum of three years experience, with two having twenty years plus. Participant

details are provided in Table 1.
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Table 1: Participant information.

Pseudo-name Current area of work Approx. age Approx. years of
experience
Jo Community 40s 10+
Jess Community (previously | 20s <5
hospital based)
Helen Hospital 40s 10+
Lisa Community 50s 15+
Judy Hospital 50s 15+
Kerry Community 40s 10+
Charlotte Community 30s 5-10
Dawn Community 40s 10+
Sarah Community 30s 5-10

Data analysis

The audio-recordings of the interviews were transcribed. These data were
analysed using the stages identified by Smith, Flowers, & Larkin (2009). All
transcripts were read and re-read, with initial notes and researcher reflections made.
Notes and exploratory comments were made. These comprised descriptive comments,
notes on the use of the participant’s language and interpretative, conceptual
comments. Emergent themes were then identified. These emergent themes were
grouped together. Once all transcripts had been analysed as described above, they
were reviewed as a whole to identify patterns across the transcripts. This enabled final
themes to be established.

The themes identified were discussed with two midwives, independent to the
study. Both midwives reviewed a draft version of the result section and were invited
to comment upon the themes identified. The aim of this process was to help validate

the researcher’s interpretation of the midwives’ experiences and to reflect upon the

11




themes identified and if they were an accurate representation of midwives’
experiences of caring for women with LD. The midwives’ comments are considered

during the discussion of the results.

Results

Four superordinate themes were identified following analysis (see Table 2).
The first theme, ‘Not being able to do my job’ identifies the challenges the midwives
faced in delivering care. The second theme, ‘Delivering the best care’ details how the
midwives strived to deliver adequate care. The third theme ‘Support for midwife’
concerns the lack of support available as well as detailing the midwives’ experiences
where they felt supported in their care of the women with LD. The final theme,
‘Safeguarding process’ describes the midwives’ view that this process was an
inevitable part of a woman with LD’s pregnancy experience. Although it was
acknowledged that support in terms of social care (housing, finances), activities of
daily living, pregnancy education and parenting could make a difference.

Most midwives discussed similar experiences during their care for women
with LD, regardless of their role (hospital or community based), age or length of time

as a qualified midwife,

12



Table 2: Summary of themes identified.

Super-ordinate theme

Sub-ordinate themes

(number of midwives who contributed to each
theme)

1. Not being able to do my job

. Support available but not accessible (9)

. Having to do other people’s jobs (9)

. Not skilled enough — out of my depth (9)

. Not enough time to do everything (8)

. Lack of LD training (9)

2. Delivering the best care

. Wanting to do your best (9)

. Gaining a woman’s trust (9)

3. Support for midwife

. Feeling alone and unsupported (9)

©O© OO | O O | W N|

. We need to work together (5)

4. Safeguarding process (child protection)

10. Inevitable (9)
11. Support can make a difference (9)

Not being able to do my job

This super-ordinate theme appeared throughout the midwives’ narratives as

they talked about their experiences. A number of barriers were identified with the

midwives being concerned that they were not delivering the care the woman should

be receiving as a consequence. They felt frustrated that they were not meeting the

women’s needs as a result of the barriers, many of which were out of their control.

1. Support available but not accessible

All the midwives felt that the women required additional support to meet their

varied needs during pregnancy, as part of their human right to have children. They all

talked about how there was an apparent lack of services available for the woman and

when they tried to access support, they faced many barriers.

‘I felt like I was banging my head up against a brick wall, to try and find the help and
support, the appropriate help and support for her.’ (JO)




Jo and Charlotte spoke about how they had a lack of awareness of services
available for women with LD, which was an extra obstacle in accessing support for
the women. This experience left the midwives feeling that they did not have the
knowledge in order to deliver the care the woman needed as well as frustrated that

they were not given the information or support they needed.

‘it’s very difficult to try find out what other agencies are around locally that can help her
and support her, so I did struggle, I found it really difficult.’ (JO)

‘I didn’t realise.. that there's actually an advocate that can actually help ... if I'd had
known that, I would have tried... having one of those for her as well.’ (Charlotte)

Several participants spoke about the benefit, in terms of accessing support,

that the diagnosis of LD brings.

‘I think the most difficult thing is because there isn’t any diagnosis or she hasn’t had any
type of assessment ... then its very difficult .... to go to ... places because ....they want a
diagnosis.’ (Jo)

‘Ifit’s documented and it’s diagnosed, it’s easier to refer them... To get the extra support.’
(Charlotte)

The midwives suggested that the women fell between existing services and
there was a sense of frustration because they saw the benefit of specialist support for
other women with additional needs (e.g. young mothers), yet they were aware of the

gap in services for women with LD.

‘we get family nurses but they’ll take 20 and under ... Family support workers, they didn 't
want to look after her because they felt she was way over their heads and she wasn’t going
to be able to take in anything they told them, she... she fell down this huge hole... that was
really frustrating.’ (Sarah)

14



2. Having to do other people’s jobs — can’t focus on midwifery care
The midwives stated they were not able to focus on their role due to the lack of
support in place for the woman, which left many feeling responsible and pressured to

pick up the extra care needs, as they were aware they would otherwise go unmet.

‘it’s just frustrating because we still have to do what we have to do plus more... as carers you
can’t just say ‘well that’s not my job’ and ignore that aspect you just have to get on and do it’

(Lisa)

3. Not skilled enough — out of my depth

All the participants talked about how they didn’t feel skilled enough to care for
women with LD. This meant they couldn’t deliver care to an adequate standard. They

questioned their own skills, knowledge and experiences and did not feel confident.

‘I would always go away thinking, worrying about that situation... I suppose it only comes with
experience of looking after them ladies that you’d ever.. gain that confidence’ (Jess)

‘[ felt completely out of my depth..’ (Lisa)

‘I had no idea and I'm not unexperienced, I'm experienced in my job... But I'm not experienced
with this ... 'cause we don’t get loads and loads of people with learning disabilities...” (Sarah)

The midwives felt they were not doing enough, that they did not have the time,
support or training to develop their practice to meet the needs of women with LD.

This did not sit easy; they wanted to adapt their practice and felt frustrated they had a

lack of training, resources and support.

‘I did wonder whether or not my care of her was possibly not.... what I'd given the other women
... it made me feel really guilty’ (Helen)

‘you just feel overwhelmed.. and guilty that you re not providing, something because you don’t
know about it, you don’t know what’s out there... you find out maybe too late that all of this might

have been useful.” (Lisa)

4. Not enough time to do everything

15



The majority of the participants’ narratives focused on the lack of time and how

this is an issue in any pregnancy but presents as a particularly significant problem

when caring for women with LD.

‘we didn’t have the time to get everything that we needed in place that we wanted to get in
place... Which goes to show that if, as soon as you know there are any issues with learning

disabilities, let us know and we can try to get things in place... As soon as possible... And | think
that’s just hugely important... . (Judy)

‘I try to do it early enough, getting it all... Up and running, is the problem that I find that’s
obstructive to making sure that she gets the level of care... That she deserves’. (Kerry)

‘I think it gets lost, I think that women with learning disabilities probably still do lose the care
they should have when they come to the hospital because we are too busy... . (Helen)

Lisa and Charlotte talked about having to make adjustments to their routine

practice to ensure women received the extra time they needed.

‘I had to.. give some of my work to other people... because it would take a long time. So I
had to, protect time to go and visit her’. (Lisa)

‘I always tried to put her kind of at the end of the day or maybe try and see her at home... So
1'd have a bit more time to spend with her.’ (Charlotte)

5. Lack of LD training

An evident theme throughout all the midwives’ experiences was that they had a
significant lack of LD training and information. None of the midwives could
remember having any specific LD training during their midwifery training. Charlotte

and Dawn noted that it was still not a part of student midwives’ training today.

‘as a student, we don’t have training in it really. 1've been qualified five years now, but they still
haven’t got any specific training at the university.’ (Charlotte)

The midwives not only felt that training would be helpful but were keen to

develop their skills and knowledge as they wanted to enhance the level of care they

provide for women with LD.

16



‘develop my knowledge and my skills so that it would enable me to manage things better.. so I can
look after these ladies and give them the appropriate care....’ (JO)

‘what would have helped me? ... a better understanding because there’s so many.. learning
disabilities, you’ll never be able to have all the information in the world but.... a bit more
specific to each.. learning.. disability as to.. what is good and what is bad practice.’ (Jess)

The participants who had received recent LD training thought that others

could benefit from such training.

‘it was very useful... And I'd recommend anyone to go on it... from a practical point of view and
an emotional point of view, so practically, seeing the visual aid that they used to explain things...
And emotionally, realising the impact Children’s Services’ involvement has with... families.’

(Judy)

Delivering the best care

The midwives wanted to deliver the best care they could despite the countless barriers
they faced. The midwives were focused on building a relationship with the women, as
they felt it was essential to gain their trust to facilitate the midwifery care.

There was a covert assumption throughout the narratives that women with LD
had the human right to become parents. The midwives never questioned the fact that
the women were pregnant or that they were going to become parents. Although it was
acknowledged that these women had additional needs that required support, there was
a positive attitude towards the women and a sense that the midwives strived to deliver

the ‘best’ care they could within the circumstances.

6. Wanting to do your best

The participants in this study spoke of how they strived to deliver the best midwifery

care they could despite the challenges they faced. It was apparent they felt responsible

17



for the shortfall in the care provision and frustrated that they could not change the

situation due to the challenges they faced in regards to time, resources and skills.

‘we should all just try and do our best, for anybody ... it doesn’t matter who they are what
their circumstances are, I think that is part of our job .... To try and get the best for people’.

(Jo)

‘You try to do the job... the best way you can and if you feel in your heart that you have done
as much as you possibly can to actually help that person... I don’t think you can do any
more really.’ (Judy)

7. Gaining a woman'’s trust
The importance of continuity of care and how it is vital to build a relationship to

gain trust was mentioned by all participants.

‘continuity of care in any given area was really important to her. It is to most women but certainly..
when you 've got a disability I think it’s pretty essential really.’ (Lisa)

‘they get to trust you and they open up to you more if they know your face.’ (Charlotte)

‘if you ask any woman, they prefer to see one face really... Than lots of different faces... for ladies
who have got learning disabilities, I think it is important... for them to try and be able to see that
same... person... So it’s just, it doesn’t make her feel uncomfortable then.” (Dawn)

Support for midwife

The midwives reflected how the right support, for both the woman and the
midwife, can make a significant difference in terms of the quality of care delivered
and the woman’s and the midwife’s experiences. All the participants felt that working

in partnership with other services was key.

8. Feeling alone and unsupported
There was a strong sense that the midwives felt alone and unsupported in their care of
women with LD. The midwives felt out of their depth and had limited, if any,
guidance to refer to. This led them to feel alone and unsupported by their employing

organisation in their attempts to deliver care for women with LD.

‘it’s like the blind leading the blind I suppose, you literally just find your way through it...’
(Jess)

‘there's loads of specialist people that deal with people with learning disabilities, help me,
please tell me where I'm supposed to go with it, 'cause I didn’t know... | tried, loads of
times... But it just was falling on deaf ears... ... So it was really frustrating’ (Sarah)



All the midwives spoke about an absence in policy and guidance from their

employing organisation on working with women with LD.

‘[ just don’t feel there was ever .. anything explicitly said, or support from the trust itself to
say ... this is what you should do in this situation ...  (Jess)

9. We need to work together
The midwives talked about their experiences of multi-disciplinary and multi-
agency working and how it was vital for services to work together, supporting each

other to ensure women were receiving the care and support they needed.

‘[ can't do everything ... myself... and that’s what it’s supposed to be, it’s multi-
disciplinary... So we do need other people on board’ (Kerry)

When LD workers had been involved, the midwives stated they were able to

focus on the woman’s midwifery needs.

‘She did have carers... and a learning disabilities nurse... that was easier because she did have
that support. ... 1 felt I could do my job without getting embroiled in trying to set up support
networks that clearly weren't there for my other lady.’ (Lisa)

‘I have to say the family support worker, the health visitor, they 've all been really good.. a multi
agency approach.. is definitely the way to go because I think if it was just me, I would ve ....
struggled and perhaps not given her the.. best care I could’ve given her so, | think support from
other agencies is important as well.” (J0)

‘Working with Mencap have been amazing... | was really shocked, I've never had any
involvement with them before, so all of that’s been so positive and everything with my lady’s been
Just so lovely and positive.” (Dawn)

The participants stated that it was important to share information between

community and hospital midwifery teams.

‘we filled it all in (my maternity book) and I said, it’s there and it makes all the healthcare
professionals aware, when you go into hospital... Without you having to explain anything or
them having to ask you, what is your difficulties... and I know she might not always speak out
very well....” (Dawn)

‘T’ll let the hospital know... a little bit about you... so at least the midwife that is going to look

after you, can make sure they 've got a student with them who can support you... And get a little
bit of a... insider knowledge...” (Dawn)
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Safeguarding

The participants all assumed that safeguarding procedures were part of the

pregnancy process for women with LD. They felt under pressure during the process,

worrying about how to do the best for the women.

10. Inevitable process

The midwives spoke of the safeguarding process as inevitable in any pregnancy of a

woman with LD.

‘if there are any concerns at all .... we have to do a referral and that can be hard as well
because .... That’s not the way I want it to go .. for her ... nobody wants to do that ...but

...sometimes its necessary.’ (J0)

‘I did refer her to the family support workers, but they felt that it was safeguarding
because she had obvious disability... you don’t want to necessarily go down the

safeguarding route but I had to.’ (Sarah)

11. Support can make a difference

It was evident that the midwives felt that support could make a difference in

the pregnancy of a woman with LD and could be influential in the outcome of a

safeguarding process.

‘I think it really hit home for me because that makes you think hang on a minute ... these
people deserve a chance and with a bit of help and support .. they can be good parents
where as I think before that ... it’s quite easy to just think .. social services ... which isn’t
giving them a chance and that’s such a shame really’. (J0)

‘if you can give them enough support, if we do manage to get it right and give them the
right support, it’ll have a good ending...’ (Charlotte)

Just because they 've got learning disabilities doesn’t mean they can't be parents. With
the support, I think a lot of them can be.” (Charlotte)
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Discussion
Summary
The participants’ narratives indicate a common underlying assumption that
women with LD are entitled to become parents. They highlight gaps in health and
social care services and how because of this their own practice falls short in

delivering the care these women are entitled to.

Midwives’ experiences of working with women with LD

Midwives who worked with women supported by other agencies reflect on the
positive difference this made, both in terms of the woman’s experience and the
midwife’s ability to deliver adequate care. There was an apparent lack of such
services accessible to pregnant women with LD, frustrating the midwives as they
were aware of the benefit specialist support can offer for women with additional
needs. This is similar to the experiences reported previously by specialist LD doulas
(McGarry, Stenfert Kroese & Cox, 2015) who felt that support appeared to be crisis-
driven and provided by inexperienced mainstream services.

The midwives spoke about feeling alone, unsupported and unskilled in
delivering care for women with LD. This appears to be a common theme across
healthcare professionals (e.g. nurses, GPs) who also feel inadequately skilled and
supported to deliver care for people with LD (Melville, Cooper & Morrison, 2006;
Sowney & Barr, 2006). McGarry, Stenfert Kroese and Cox (2015) and Hoglund,
Lindgren & Larsson (2013) highlight the need for more support for professionals
working with women with LD during their pregnancy.

The midwives felt their lack of skills and limited communication with other

services negatively influenced the delivery of maternity care. Midwives’ experiences
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suggest that services were not working together, which parents with LD also have
reported to be a barrier to accessing effective services (Maclntyre & Stewart, 2012).
McGarry, Stenfert Kroese and Cox (2015) reported individual supervision and peer
group support as helpful for doulas working with women with LD. Such support
could be beneficial for midwives also.

Despite a difference in roles of the hospital and community midwives, similar
themes arose. There was good agreement throughout the narratives, irrespective of the

midwives’ role, age or time as a qualified midwife.

Midwives’ view of their work with women with LD

Lack of time appears to be a frequent challenge midwives face during their
clinical practice (Kennedy et al, 2004). Constraints on professionals’ time are reported
to significantly influence support available for pregnant women with LD (e.g.
Tarleton, Ward & Howarth, 2006; Crozier, Morris & Genders, 2013). The midwives
participating in the current study also reported they did not have the time to spend
with the women to adequately meet their needs. It appeared that the midwives’
experiences indicated that women with LD require more intensive support during
their pregnancy than other women on their caseloads. This has implications when
considered in context with the midwives’ other experiences; for example, limited
funding and resources, difficulties accessing specialist support and working with other
professionals to deliver holistic care for pregnant women with LD.

They all stressed that they want to work towards delivering equitable services
for all women (Lavender & Chapple, 2004) and the importance of developing a

trusting relationship and of continuity in their work with women with LD.
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To achieve this they stated that they went above and beyond their role.
Kennedy et al (2004) also reported that midwives would ‘go out on limbs’ to deliver
tailored care to meet women’s needs, which were not part of standard midwifery
guidance.

The midwives’ narratives indicate that they take pride in their work, wanting
to provide adequate care and a positive experience of childbirth. In contrast to
previous health professional research (e.g. Hoglund, Lindgren & Larsson, 2013;
Lewis & Stenfert Kroese, 2010), all the participants held positive attitudes towards
women with LD and it was never questioned that the women should have children.
Although they acknowledged support was needed, there was an assumption that the
women had a right to have children.

Safeguarding procedures appeared to be an inevitable process for the
midwives when working with parents with LD. McGarry, Stenfert Kroese and Cox
(2015) found that doulas experienced the safeguarding process as most stressful and

regular supervision and peer support did not always prevent ‘burn out’.

Midwives’ experiences and attitudes towards the role of LD training

Crozier, Morris & Genders (2013) suggest that training can help professionals
empathise with parents with LD, facilitating an understanding that people do not
choose to be poor parents but require effective support to learn skills to become good
parents. Hoglund, Lindgren & Larsson (2013) and Leaviss et al (2011) recommend
LD training for midwives.

The midwives in this study held the belief that LD training would be helpful,
with some reporting it should be included in mandatory training for qualified

midwives. Suggestions for training included information about services for parents
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with LD and accessible resources to support women with LD understanding.
However, very limited post-qualification training had been attended. Those midwives
who had attended training felt it had been influential in their work, giving them both
insight into the women’s needs as well as developing their own knowledge and skills.

Midwives could not remember any LD training as students and felt it was
important this be made available to both students and qualified midwives. Michael
(2008) recommends that LD training and experience features in undergraduate
clinical education to develop both students’ knowledge and experience of LD. Itis
suggested that clinical experience with people with LD can facilitate positive attitudes
(Gill, Stenfert Kroese & Rose, 2002). Research with student doctors (OQuellette-Kuntz
et al., 2012) reported that role models and supervision could foster students’ positive
attitudes towards people with LD, reinforcing the importance of LD experience
during education and on-going skill development for qualified professionals.

In recognising their limited LD experience and knowledge, the midwives
appeared motivated to develop their skills. Porter et al (2012) also reported midwives
were willing to utilise resources, when available, to support their clinical practice with

people with LD.

Possible limitations

The themes identified in this study reflect the experiences of the nine
midwives who participated in the study. Due to the idiographic characteristic of the
research, the themes may not reflect all midwives’ experiences of caring for women
with LD and as such it is not possible to generalise the findings of this study

accurately to all midwives who have worked with parents with LD. Future research
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may wish to consider how additional themes may become evident through the
recruitment of a larger sample size.

It is possible that there was a selection bias since participation was voluntary.
This may have led to a biased sample of midwives who wanted to discuss their
experiences. Those midwives who did not choose to take part may possibly have
more negative experiences and attitudes on providing maternity services for women
with LD.

Four NHS trusts were included in the study, however all the participants were
from one NHS trust. Organisational policies, support systems for midwives and
specialist services for parents with LD may vary regionally impacting on the

generalisability of the findings.

Recommendations

Based on the findings, tentative recommendations can be made which may
have a positive impact on the experiences of midwives and women with LD during
midwifery care. It is recommended that training on working with and providing
services for people with LD is made available to all midwives. Training and
information on how to adapt clinical practice to cater for women with LD’s special
needs would be beneficial. Given the increasing likelihood of midwives caring for
women with LD, it would be useful to consider including LD teaching and clinical

experience for student midwives.

Supervision should be routinely offered to midwives caring for women with

LD to support them in developing their skills and reflect upon their experiences.

Where there is a lack of local guidance for midwifery provision for women with LD,
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it is recommended that guidance is developed and implemented. It would be helpful
to invite local midwives to share their experiences of caring for women with LD, in
particular the barriers they face, as well as making available specific guidance for
midwives and more general guidance (Guidance on Working with Parents with
Learning Disabilities, DoH and Dfes, 2007). Joint working, sharing information with
colleagues through a specific LD forum and identifying a lead midwife for LD within
a service could be ways of improving service delivery.

To foster multi-agency working, liaison with LD nurse specialists, midwifery
managers and the safeguarding lead for LD could be a practicable way of distributing

information via safeguarding lead midwives.

Conclusion

This study aimed to explore midwives’ experiences of caring for women with
LD. The midwives, whether community or hospital based, reflected upon not having
enough time or skills to deliver the care these women are entitled to. They felt
unsupported and alone in their attempts to deliver adequate midwifery care with
limited, if any, LD training to support them. The midwives spoke of a lack of
accessible support for pregnant women with LD and were left feeling that they were
responsible to fill the gaps in service provision. The midwives were dedicated in
delivering adequate care to help give women with LD a positive experience of
childbearing. The midwives felt safeguarding was an inevitable as part of women with
LD’s pregnancy experience yet were aware that the right support at the right time
could make a positive difference. The midwives requested more training and

information on providing midwifery services for women with LD.
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Highlights

e Midwives face a number of significant barriers in providing care for women
with LD.

e Midwives reported a lack of LD training for both qualified and student
midwives.

e Barriers to accessing support for women with LD impacted upon midwifery
care.

e Support for women with LD can make a difference to their parenting skills.
e Midwives were dedicated in delivering adequate midwifery care to women
with LD.

Key words: Parenting, Learning Disabilities, midwives, Interpretative
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