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A B S T R A C T

Purpose: This study provides an up-to-date systematic review and thematic synthesis of pregnancy and repro
ductive health experiences of women with epilepsy. Understandings of women’s experiences are essential to 
designing effective quality of care interventions that will lead to needed improvements in maternal health 
outcomes.
Methods: We undertook a systematic search of medical, social science and psychology databases to identify 
studies conducted from 2012 to 2024 that employed qualitative methods or qualitative methods within a mixed 
method design. We conducted a thematic analysis of qualitative results from identified studies to synthesize 
findings.
Results: Eleven publications from nine studies were identified. Six focused on the experiences of women with 
epilepsy during pregnancy, while five explored their experiences of reproductive health more generally. Most 
publications (n = 10) were of high methodological quality. Across the pre-pregnancy, antenatal, and postnatal 
periods, women navigate a landscape defined by uncertainty, inadequate and conflicting information, and poorly 
coordinated care, all while managing significant anxieties and stigma.
Conclusion: A persistent inertia exists in improvements to healthcare practice supporting the pregnancies of 
women with epilepsy. Gaps remain in the provision of timely pre-conception counselling, clear guidance on 
medication and breastfeeding, and crucially, of sensitive communication on the risk of Sudden Unexpected Death 
in Epilepsy. More research with women from a diversity of socio-cultural, ethnic, and socioeconomic back
grounds is needed to ensure interventions are informed by their experiences. Moving beyond the identified 
inertia requires a commitment to transforming care from a model of management to one of holistic, woman- 
centered support.

1. Introduction

Epilepsy is one of the most common long-term conditions affecting 
women of reproductive age [1]. In the UK, 0.5 % of all women who give 

birth have epilepsy [2]. Globally, an estimated 0.3 to 0.8 % of all births 
are by women with the condition [3]. Epilepsy and its treatment can be 
associated with significant harms for pregnant women and their babies 
[4]. These include, but are not limited to, increased risk of miscarriage, 
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stillbirth, preterm birth, antepartum and post haemorrhage, hyperten
sive disorders, fetal growth restriction, congenital fetal abnormalities, 
infant death, and maternal death [4,5]. Some risks are related to sei
zures, which may increase in frequency during some, but not all, preg
nancies [6,7]. Seizures can lead to injuries [6,7], fetal hypoxia [8], and 
Sudden Unexpected Death in Epilepsy (SUDEP). Other risks are associ
ated with anti-seizure medication (ASMs), prescribed to 80 % of preg
nant women with epilepsy [5]. In-utero ASM exposure, particularly to 
older ASMs (sodium valproate, phenobarbital), is linked to teratogenic 
effects [9–11]. Due to concerns of harm to their babies, some women 
may reduce or stop taking ASMs in pregnancy, posing further risks [12]. 
Seizures and ASM management, therefore, greatly impact the pregnancy 
experiences of women with epilepsy.

Previous quantitative studies on pregnancy and epilepsy highlight 
how many women are not adequately informed about SUDEP or the 
impact of ASMs on contraception, family planning, and pregnancy [6,7,
13–17]. The UK national surveillance system, “Mothers and Babies: 
Reducing Risk through Audits and Confidential Enquiries” (MBRRACE), 
identified multiple epilepsy-related care failures, including pregnancy 
counselling that did not include information about SUDEP or the 
importance of ASM adherence [18]. Given SUDEP remains a major cause 
of maternal death in the UK [2,18] and beyond [19], this information 
gap is highly concerning as it shapes pregnant women’s ASM manage
ment strategies [20,21].

To date, most systematic reviews on epilepsy and pregnancy syn
thesise quantitative studies in the field [4,5,22]. Within expert reviews 
[23,24] and guidelines on the management of epilepsy [7], there re
mains an absence of research on the perspectives of women with epi
lepsy themselves. The experiences of pregnant women with epilepsy are 
essential for informing the development of effective quality of care in
terventions to improve health outcomes. Further, shared 
decision-making regarding pregnancy plans and ASM management in 
pregnancy requires health care professionals (HCPs) to understand the 
experiences, priorities and concerns of women with epilepsy. An 
exclusive focus, however, on pregnancy is limiting, as it neglects the 
broader reproductive trajectory and the experiences of women who, for 
a variety of personal, social, and medical reasons, do not have children. 
To date, only one systematic review of the qualitative evidence on the 
reproductive health and pregnancy experiences of women with epilepsy 
has been conducted [25]. The review, conducted more than a decade 
ago, found only one study directly investigated women’s experiences of 
epilepsy during pregnancy. Further, it found other related studies on the 
general reproductive health experiences of women with epilepsy, were 
primarily based on poor quality data. Thus, an up-to-date review, syn
thesis, and assessment of the quality of this literature is needed.

1.1. Aim

Identify the pregnancy and reproductive health experiences of 
women living with epilepsy through an updated systematic review and 
thematic synthesis of the literature.

2. Methods

The review protocol was registered with PROSPERO and approved in 
August 2023 (ID 450347). Following Preferred Reporting System for 
Systematic Reviews and Meta-Analyses (PRISMA) reporting framework 
[26], we conducted a systematic search and thematic synthesis [27,28].

We adapted Weckesser’s and Denny’s original systematic review on 
the pregnancy and reproductive health experiences of women with ep
ilepsy to design relevant search terms [25]. We completed searches of 
medical, social science and psychology databases, including EBSCO 
Databases (MEDLINE, CINAHL ULTIMATE, and APA PSYCINFO), 
Cochrane Library and SCOPUS. We undertook forward and backwards 
citation searches of all included papers by using the google scholar 
function “cited” and by reviewing reference lists within papers. Our 

search terms were:
Experience* OR perception* OR attitude* OR view* OR feel* OR 

qualitative OR perspective*
AND
Epilep* OR convulsion* OR seizure* OR fit*
AND
Pregnan* OR prenatal OR antenatal OR postnatal OR perinatal OR 

matern* OR “reproductive health” OR “family planning” OR labo*r OR 
birth OR delivery OR prepartum OR intrapartum OR postpartum OR 
puerperium

AND
Woman OR women OR female*
Our inclusion criteria were empirical, peer reviewed research studies 

that explored the experiences of women with epilepsy in relation to all 
stages of pregnancy, from pre-pregnancy through to the postnatal 
period. As qualitative research provides insights and understandings of 
people’s lived experiences [29], we included studies employing solely 
qualitative methods or qualitative methods within a mixed method 
design. We captured studies conducted in any country but published in 
English. We included studies published after Weckesser’s and Denny’s 
previous systematic review [25] from January 2012 through to 
November 2024.

AC exported all identified records to EndNote 20 for reference 
management, removing duplicate records. Two reviewers (AH and AC) 
independently screened titles, abstracts, and full texts. A small number 
of records (n = 5) could not be retrieved as full text despite efforts using 
inter-library loan systems and direct author contact and were excluded 
on this basis. Multiple team members (AC, AW, AH, and ED) agreed final 
inclusion of selected studies. Fig. 1 summarizes the process undertaken.

Table 1 (appended) provides a summary of each of the 11 included 
publications’ characteristics, including aims, participant sample, 
methods, main findings, and quality assessment results. SR and AH 
systematically assessed the methodological quality of papers using the 
Critical Appraisal Skills Programme (CASP) Checklists [30] for quali
tative studies. Two included studies [31,32] used mixed methods; we 
used the checklist only for the qualitative data within them. Appraisal 
of, and exceptions to, quality are presented in Table 1 as scores. Items 
missing from the checklist are also reported in Table 1 and detailed 
further below in Section 3.1. For comprehensiveness, all studies were 
included irrespective of quality.

2.1. Analysis

We conducted the six steps of inductive thematic analysis to syn
thesize findings: familiarization with the data, generating initial codes, 
searching for themes, reviewing themes, defining and naming themes, 
and producing the report [28]. Using Nvivo12, AW coded findings. AW, 
ED and JD discussed and reviewed initial coded themes to agree final 
analytical themes.

3. Results

3.1. Characteristics and quality of included studies

The 11 included publications are based on nine studies. Two publi
cations by Kirkpatrick et al. [33,34] are based on one study. The pub
lication by Weckesser and Denny [36] and the qualitative chapter within 
Thangaratinam et al. [12] are based on one qualitative study. Most 
studies were conducted in the USA (three studies, four publications) 
[31–34] or the UK (three studies, four publications) [12,35–37]. The 
remaining studies were conducted in Canada [38], Iran [39], and Korea 
[40]. Six publications explore the experiences of women with epilepsy 
during pregnancy [12,35,36,38–40], and five investigate the general 
reproductive health experiences [31–34,37]. When duplicate partici
pants (Kirkpatrick, et al. [33,34] (n = 20); Weckesser and Denny [35] 
and Thangaratinam, et al. [12] (n = 32)) were removed, the review 
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incorporated qualitative data from a total of 211 participants, aged 
between 15 and 45 years. Study sample sizes ranged from 7 [36] and 61 
[37]. Qualitative findings were largely based on interview data [12,31,
33–36,38–40] or focus group data [32,37]. For one study that included 
healthcare professional participants [39], data extraction and synthesis 
were strictly limited to findings and quotations derived from the women 
with epilepsy participants.

Most identified studies were of high methodological quality (see 
Table 1). Six publications met all ten CASP criteria [12,33–35,37,40]. 
Two met nine criteria [32,36], neither provided information regarding 
the researcher-participant relationship. Two met eight criteria [31,38]; 
one did not provide information about the ethics process or the 
researcher-participant relationship [31], the other did not provide a 
clear statement of findings and the analysis was not sufficiently rigorous 
[38]. One publication [39] was poor quality, meeting only four criteria. 
This publication [39] did not provide information about the recruitment 
strategy or researcher-participant relationship. It also did not conduct a 
sufficiently rigorous analysis, collect all data in a way that addressed the 
issue, provide a clear statement of findings, or discuss findings 
implications.

3.2. Themes

We identified three main themes and 14 subthemes (Table 2) relating 
to pregnancy and reproductive health experiences of women living with 
epilepsy. Each are presented in turn, with subthemes presented in bold 
text.

3.2.1. Pre-pregnancy experiences, concerns, and needs
This theme reports women’s pre-pregnancy experiences concerns 

and needs, highlighting their concerns about the effects of ASMs and 
potential genetic inheritance of epilepsy as well as challenging or poor 
experiences of accessing specialised, coordinated care. It also includes 
their need for comprehensive pre-pregnancy information and support.

Young and adult women with epilepsy experience concerns about 
the effect of ASMs on contraception, seizures, and fertility [32–34,36,
37]. Teenage girls [32] and young women with epilepsy [33] express 
concerns about interactions between ASMs and hormonal contraception, 
and the potential reduced efficacy of contraception. Some teenagers 
state concerns that taking both ASMs and hormonal contraception could 
lead to reduced seizure control [32]. This may lead some to choose not 
to use hormonal contraception, while others may adopt a “trial and 

Fig. 1. PRISMA flow chart for identifying publications for inclusion in the systematic review.
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Table 1 
Included Studies with Quality Appraisal.

First Author 
Year 
Country

Aims to Explore/ 
Describe

Methodology Participant Sample Findings Quality Appraisal 
(score and exceptions)

Dennis 
2012 [31] 
USA

Reproductive decision- 
making processes and 
needs of women with 
epilepsy

Mixed Methods; Interviews 
(in-depth, telephone); 
Framework analysis; Online 
forum postings

N = 30, Ages: 24–44, 
Women with epilepsy

Challenges with contraceptive 
decisions; Factors shaping 
informed decision-making; 
Decision aids for contraception 
options; Improving discussions 
with HCPs

8/10 
No information about ethics 
process; No information about 
researcher relationship to 
participants.

Winterbottom 
2012 [37] 
UK

Beliefs, attitudes and 
perceptions of future 
pregnancy of women 
with epilepsy

Focus groups; Observations N = 61, Ages 16–45, 
Women with epilepsy

Experience multiple barriers to 
pregnancy planning; Recommend 
HCPs carefully deliver risk 
information while recognising 
women’s active role in 
preconception decision-making

10/10

Manski 
2014(32) 
USA

Contraceptive 
experiences of teens 
with epilepsy

Mixed Methods; 
Focus groups; Thematic 
Analysis; Online survey

N = 26, Ages: 15–20, 
Teenage girls/young 
women with epilepsy

Uncertainties/limited knowledge 
re: ASM and contraception 
interactions; Need in-depth, 
comprehensive contraception 
counselling and peer support

9/10 
No information about researcher 
relationship to participants.

Qiang 
2016 [38] 
Canada

Support systems for 
women with epilepsy 
during pregnancy

Interviews (semi- 
structured, telephone); 
Thematic content analysis

N = 12, Ages: 21–37, 
Women with epilepsy 
currently pregnant or 
gave birth within 4 years

Supports of immediate family, 
specialists, and peer groups; 
Unable to share all health concerns 
with family; Specialist 
information/support inaccessible; 
Peer group support may heighten 
anxieties

8/10 
Analysis not sufficiently rigorous 
(no themes provided); 
Statements of findings not clear

Weckesser 
2017 [35] 
UK

Experiences of 
pregnancy and early 
motherhood of women 
living with epilepsy

Interviews (semi- 
structured, narrative); 
Thematic analysis

N = 32, Ages 19–42, 
Pregnant women with 
epilepsy 
SAMPLE: Thangaratinam 
2018

Pregnancy and early motherhood 
disruptive for women with epilepsy 
in a multitude of ways; Gender and 
care responsibilities shape 
experiences

10/10

Atarodi- 
Kashani 
2018 [39] 
Iran

Reproductive healthcare 
needs of women with 
epilepsy before, during 
and after childbirth

Interviews (semi- 
structured); Content 
analysis

N = 11, Ages: 15–45, 
Women with epilepsy; N 
= 1 neurologist, N = 1 
gynaecologist, N = 3 
epilepsy association staff

Concerns/anxieties re: unwanted 
and safe pregnancies; Inefficient 
supportive systems and 
reproductive healthcare services; 
Breastfeeding uncertainty; 
Postpartum depression; Impact on 
self-esteem

4/10 
Recruitment strategy not 
discussed; Data not collected in a 
way to address issue; No 
information on researcher 
relationship to participants; 
Analysis not sufficiently 
rigorous; Findings statement 
unclear; Finding implications 
not discussed.

Lawther 
2018 [36] 
UK

Preconception 
experiences of women 
with epilepsy taking 
valproate

Interviews; Interpretative 
Phenomenological Analysis 
(IPA)

N = 7, Ages: 18–38, 
Women with epilepsy 
who took valproate in 
preconception

Challenges changing ASMs and 
accessing preconception care/ 
support; Balancing own health 
needs with those of baby; Varied 
pregnancy decisions/journeys

9/10 
No information about researcher 
relationship to participants.

Thangaratinam 
2018 [12] 
UK

Women’s lived 
experiences of managing 
their epilepsy during 
pregnancy

Interviews (semi- 
structured, narrative); 
Thematic analysis

N = 32, Ages 19–42, 
Pregnant women with 
epilepsy 
SAMPLE: Weckesser 
2017

Decisions around taking ASMs 
based on balancing risks and 
benefits to themselves and their 
babies, diversity of seizure 
experiences/histories, feelings of 
maternal responsibility

10/10

Joung 
2019 [40] 
Korea

Pregnancy and 
childbirth experiences of 
women with epilepsy

Interviews (in-depth); 
Phenomenological analysis

N = 12, Ages: 28–37, 
Women with epilepsy 
who experienced 
childbirth within 36 
months

Concerns/anxieties re: unplanned 
pregnancy, ASM teratogenic 
effects, seizure changes, and 
breastfeeding; Fears re: epilepsy 
heritability; Managing childcare 
and seizure control; Supports from 
family/HCPs

10/10

Kirkpatrick 
2021 [33] 
USA

Sexual reproductive 
health concerns and 
experiences of 
adolescent and young 
women with epilepsy

Interviews (in-depth, semi- 
structed); Thematic 
analysis

N = 20, Ages: 18–43 
years, Women with 
epilepsy 
SAMPLE: Kirkpatrick 
2022

Concerns re: seizures endangering 
pregnancies and children, ASM 
teratogenic effects, epilepsy 
heritability, ASMs/epilepsy 
impacting fertility, interactions 
between ASMs and contraception

10/10

Kirkpatrick 
2022 [34] 
USA

Preferences of women 
with epilepsy regarding 
sexual reproductive 
healthcare

Interviews (in-depth, semi- 
structured); Thematic 
analysis

N = 20, Ages: 18–43, 
Women with epilepsy 
SAMPLE: Kirkpatrick 
2021

Limited sexual and reproductive 
health (SRH) counselling; 
Fragmented care; Prefer 
routine SRH from adolescence 
onwards and comprehensive SHR 
information and support

10/10
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error” strategy towards different ASMs and forms of hormonal contra
ception to find an appropriate combination [32]. Two studies found 
some women believe, or are not sure whether, taking ASMs or having 
epilepsy caused infertility [33,37]. Some report choosing to use 
contraception methods that may be less reliable because they believe 
they are unlikely to become pregnant [37].

Women express concerns about their baby inheriting epilepsy 
[12,31,33,39,40]. Even with the knowledge that genetic inheritance is 
rare, some still worry that they may have the type of epilepsy that could 
be ‘passed on’ [12]. Dennis (2012) found a minority of participants had 
this concern, but those who did mostly had more difficult epilepsy ex
periences. Joung (2019) found women’s anxieties about the teratogenic 
effects of ASMs subsided once they saw their babies were born with “no 
visual abnormalities” (p.126), but some experienced new fears that their 
babies could have epilepsy [40].

Women with epilepsy experience challenges accessing pre- 
pregnancy specialist care and information [31,32,34,37]. Some 
report not using mainstream family planning clinics due to 
non-specialist healthcare professionals’ limited knowledge about the 
potential interactions between ASMs and hormonal contraception [37]. 
In relation to pre-pregnancy epilepsy specialist advice, many state they 
receive no, or very limited, sexual and reproductive counselling from 
neurologists [31,34]. Those who do receive such counselling, feel the 
information they receive about contraception, fertility, folic acid and 
teratogenic medications is either poor or inaccurate [34]. Manski and 
Dennis (2014) similarly found that, for those who have discussions 
about contraception with HCPs and/or epilepsy specialists, the infor
mation they receive may be limited in scope and focus on unplanned 
pregnancy prevention [32]. In a 2012, US-based study, a small but 
concerning number of women reported that their neurologists directly 
or indirectly advised them not to have children, with some stating they 
were encouraged to consider sterilisation or terminating pregnancies 
[31].

Women experience poor communication and coordination of 
care among HCPs, with lack of clarity regarding which HCPs were 
responsible for providing pre-pregnancy care [31,34,36]. For those 
taking sodium valproate and needing to change medication prior to 
pregnancy, some may find it difficult to identify who is responsible for 
their care, both in relation to accessing preconception care and finding 
support around changing ASMs, which can be a stressful time [36]. 
Kirkpatrick et al. (2022) found women report needing to act as the 

intermediary between their neurologists and other HCPs due to poor 
care coordination and communication [34]. ‘‘I went back and forth be
tween them [neurologist and OB/GYN] a couple times, and somehow, they 
would not just talk to each other” (34 p4). Dennis (2012) found women’s 
ability to navigate both the stigma of having epilepsy and a fragmented 
healthcare system shaped their ability to make informed reproductive 
health decisions [31].

Women with epilepsy need comprehensive, in-depth pre-preg
nancy reproductive health counselling, from adolescence onwards 
[32,34,37]. They report seeking out multiple sources of information and 
support, including TV talk shows, internet sources, radio programmes, 
and parents [31,32,37]. Support from family members may enable 
women to make complex decisions at this time [37]. Women value ep
ilepsy specialists as sources for pre-pregnancy counselling on optimal 
ASM therapies pre-pregnancy [34,40]. Those who have effective sexual 
and reproductive health discussions with HCPs report these involved the 
provision of detailed information, reassurance and support for their 
reproductive goals [40]. Access to timely delivery of pre-pregnancy and 
health promotion information (including contraception, folic acid, in 
utero ASM exposure and/or seizure related risks) offered reassurance 
about the possibility of a healthy pregnancy [37].

3.2.2. Pregnancy experiences, concerns and needs
This theme illustrates women’s accounts of their experiences, con

cerns and needs related to managing epilepsy during pregnancy. It in
cludes women’s need for sources of information and support during 
pregnancy, their concerns about ASMs, seizures and resulting compli
cations, and their experiences of weighing up the risks and benefits of 
taking ASMs in pregnancy

In pregnancy, women need, and thus seek out, epilepsy and 
pregnancy-related information from HCPs or the internet [31,38,40]. 
They report that HCPs, especially neurologists, followed by obstetri
cians, are typically their primary source of trusted information for 
management during pregnancy [31,38,40]. Some, however, experience 
challenges navigating conflicting information from neurologists and 
obstetricians (e.g. regarding folic acid dosage) [31]. Joung (2019) found 
women in Korea, sought out experiential information on the internet 
because they were unable to openly discuss day-to-day anxieties about 
being pregnant and having epilepsy with anyone other than HCPs and 
family members due to stigma [40]. While some internet-based infor
mation was reported to be valuable, it was also a source of misinfor
mation, raising new concerns and anxieties [40]. Qiang et al. (2016) 
found women prefer more frequent consultations with neurologists, 
with medical information provided concisely and accessibly (e.g. in lay 
language). Further, they want physicians to provide honest, straight
forward information, but to deliver it in a sensitive, compassionate 
manner [38].

Women have significant concerns about seizures during preg
nancy and potential resulting harms to them and their babies [12,33,35,
39,40]. Some may experience an unexpected change in the frequency 
and severity of seizures during pregnancy [39,40]. Such changes are a 
source of anxiety, as one participant whose seizures worsened during 
pregnancy stated, “Having a baby in my womb, I panicked every time I had a 
seizure” (Joung, 2019, p. 125). Kirkpatrick et al. (2021) found young 
women with epilepsy were concerned that uncontrolled seizures in 
pregnancy would result in a miscarriage or stillbirth.

Women may be especially concerned about seizures occurring in the 
final trimester of pregnancy, and the impact of a fall or a decrease in 
oxygen to the fetus [12,35]. In the context of the UK, women express 
concerns that having a seizure could result in losing driving privileges 
[12,35]. For those in rural areas with little public transport and/or who 
required a vehicle for work, they worry about social isolation and impact 
on employment [12,35]. Only one woman, in one study [35], who 
herself was an HCP, relayed concerns about SUDEP, and while this led to 
anxious feelings, it also informed her decision to increase her ASM 
medication during pregnancy.

Table 2 
Themes and Subthemes.

Themes Subthemes

1. Pre-pregnancy experiences, 
concerns, and needs

1.1. Concerns regarding ASMs
1.2. Concerns regarding babies inheriting 
epilepsy
1.3. Challenging experiences of accessing 
specialist care and information
1.4. Poor experiences of HCP communication 
and care coordination
1.5. Need for comprehensive preconception 
counselling

2. Pregnancy experiences, 
concerns, and needs

2.1. Need for epilepsy and pregnancy 
information
2.2. Concerns regarding seizures during 
pregnancy
2.3. Experience of weighing up risks and benefits 
of ASMs
2.4. Need for/sources of support
2.5. Need for anxiety coping strategies
2.6. Labour and seizure concerns

3. Postnatal experiences, 
concerns, and needs

3.1. Need for clear breastfeeding safety 
information
3.2. Experience of balancing newborns’ needs 
with own health needs
3.3. Experience of loss of confidence, anxiety or 
depression
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Women weigh up the risks and benefits of taking ASMs in 
pregnancy with considerations of their health, the health of their baby 
and the context of their lives [12,35,36,40]. Women experience anxi
eties around the potential teratogenic effects of ASMs [12,35,33,36,37,
40]. They have concerns both with older medications (e.g. valproate), 
where the effects on fetal development are evidenced [36], and with 
newer medications (e.g. lamotrigine), where there is uncertainty around 
the teratogenic effects [12,35]. Some women still experience feelings of 
guilt for needing to take medications to prevent seizures, even if an HCP 
informs them that the teratogenic risks of the ASMs they are taking are 
low [12,35,39,40].

Weckesser and Denny (2017) found that feelings of maternal re
sponsibility underpinned women’s decisions around taking ASMs. These 
decisions ranged from stopping, reducing, maintaining and/or 
increasing ASMs over the course of their pregnancies [12,35]. Both 
those who stopped/reduced and those who maintained/increased 
medication, stated these choices were based on concerns for their ba
bies, knowledge of their bodies, medical history, and seizure triggers 
and warning signs [12,35]. Lawther et al. (2019) found women on 
valproate, in the process of making decisions around changing their 
mediation, actively balance their health needs with those of their babies 
[36].

Women express a need for support from other women living with 
epilepsy to share experiences and relieve stress, as they could not always 
relate to pregnant women without epilepsy [31,38]. Such peer groups, 
however, may also heighten anxieties about epilepsy-related adverse 
outcomes in pregnancy [38]. Immediate family members, particularly 
partners/spouses and mothers, are the primary source of support for 
women in pregnancy [12,35,38,40]. One study found while such family 
members provide support and care around the management of epilepsy 
[12], they are not always key influences in pregnant women’s decisions 
around ASM management. Another found that women rely on family 
members for more emotional, physical and financial support during 
pregnancy, but they feel unable to fully share all their health concerns 
with family members who may become ‘hyper-vigilant’ or ‘over reac
tive’, undermining women’s autonomy [38].

Women report mixed experiences with support from employers [12,
35]. For some, pregnancy can mean they have to disclose their epilepsy 
diagnosis for the first time to an employer [12,35]. They disclose so that 
employers better understand that they may be more likely to have a 
seizure, need to attend more clinical appointments (than pregnant 
women without epilepsy), and may require workload adjustments [35].

Women need, and draw upon, various coping mechanisms to 
alleviate anxieties during pregnancy [12,31,38–40]. Ultrasound ex
aminations during the early stages of pregnancy, regular monitoring of 
fetal movement and heart beats throughout and having a long-standing 
diagnosis of (and thus knowledge about) epilepsy can be beneficial in 
alleviating concerns regarding the teratogenic effects of ASMs and 
seizure risks during pregnancy [12]. Consultations and medication ad
justments by neurologists can ease concerns regarding congenital mal
formations [40]. Genetic and fetal tests may help reduce women’s fears 
concerning their baby’s development [39]. Women aware of cases of 
successful pregnancies of others with epilepsy report reduced anxiety 
regarding the potential risks associated with their pregnancies [31]. For 
some, religious practices and communities may also help with anxiety; 
for example, one participant attended evangelical faith healing sessions 
(while also taking ASMs) and another drew on her Muslim faith as a 
source of support [12].

In relation to childbirth, some women are especially concerned 
about having a seizure during or shortly after labour, largely due to 
fatigue [12,35,40]. Absence of an adequate postnatal care system [40] 
and/or HCP staffing in wards compounded feelings of vulnerability, 
with some women reporting they felt ‘abandoned’ at this time [12]. 
Women express a need for a partner or family member to remain with 
them on the ward, including outside of visiting hours, to help care for 
them and their newborn [12]. Women may need to repeatedly disclose 

and/or explain their epilepsy status to multiple HCPs to gain permission 
for a family member to remain, but some wards do not allow for this 
accommodation [12].

3.2.3. Postnatal experiences, concerns and needs
This theme illustrates women’s postnatal experiences, concerns and 

needs. It highlights the need for clear breastfeeding safety information, 
women’s experiences of balancing the care needs of their newborns with 
their own health needs, and post-partum mental health experiences.

Women report receiving conflicting HCP advice, and need clear 
information, regarding the safety of breastfeeding while taking 
ASMs [12,35,39,40]. For example, a participant in Joung’s (2019) study 
stated, “The neurologist and obstetrician said it would be ok, but the 
paediatrician was against it” (p.126). Those choosing to breastfeed may 
still experience doubt and worry about the impact of ASMs in breast milk 
on their infant’s health [39,40]. Those not breastfeeding because of such 
concerns may experience feelings of guilt [40]. Women with less 
controlled seizures report following safety advice to breastfeed on the 
floor, in addition to other care advice such as refraining from bathing the 
baby alone, using a car seat to carry a baby on the stairs, etc. [12]

Women strive to balance newborns’ care needs with their health 
needs to prevent the risks posed by potential seizures [12,35,40]. They 
experience a ‘double burden’ of taking care of both themselves (as epi
lepsy patients) and their newborns [40]. Some report fatigue related to 
childcare led to having a seizure or change in seizure frequency [40]. 
Mixed feeding (combining breastfeeding and bottle feeding) is a strategy 
used by some women to ensure their babies receive the health benefits of 
breast milk while also being able to ‘top up’ with formula [12]. This can 
help women for whom sleep deprivation is a seizure trigger get more 
sleep. It also allows partners and family members to share in feeding 
care duties, especially at night. Having practical, reliable partner and/or 
family support with caring for children can be crucial to ensuring 
women get adequate sleep [31]. Some, however, express feelings of 
guilt, for needing family members to do overnight feeds and night care 
of their babies [12,35].

Some women report experiencing loss in confidence, anxiety or 
postpartum depression after giving birth [31,39,40]. Women may lose 
confidence in their ability to parent due to fear of having a seizure that 
could harm their baby [40] or worry they will not be able to protect their 
baby if they have a seizure in public [31]. One study, based in Iran, 
found stigma to be a barrier for women seeking treatment for chronic 
depression [39]. Another study, based in Korea, found families were a 
source of support for women to “overcome” feelings of depression, 
anxiety and sadness during and after pregnancy [40].

4. Discussion

This systematic review provides an updated synthesis of the preg
nancy and reproductive health experiences of women living with epi
lepsy. Across the pre-pregnancy, pregnancy and the postnatal period, 
women experience epilepsy-related concerns, anxieties and stigma, in a 
context of inadequate and/or conflicting health information. Before 
pregnancy, women experience concerns about their medication in 
relation to family planning and the inheritability of epilepsy as well as 
poor access to specialist, coordinated care or comprehensive precon
ception counselling. Some report encountering stigma in the form of 
being directly or indirectly advised not to have children or to terminate 
pregnancies. During pregnancy, women report anxieties about taking 
ASMs and/or having a seizure while pregnant or in labour. Due to 
stigma, some may not share these anxieties with anyone other than HCPs 
and family members. While pregnant, women weigh-up the risks and 
benefits of taking medication, making these health decisions within a 
context of uncertainty, inadequate information, and poorly coordinated 
care. Only one woman, in one study [35], discussed SUDEP as a factor in 
this decision-making process. After pregnancy, women strive to balance 
the care needs of their newborns with their own health needs, with some 
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experiencing guilt and a loss of confidence. Due to stigma, some may not 
seek support for postpartum depression. During this stage, women also 
report receiving conflicting information about the safety of breastfeed
ing while taking ASMs.

The focus and methodological quality of more recent studies 
exploring the perspectives of women with epilepsy on pregnancy and 
reproductive health have improved compared to older studies identified 
in Weckesser and Denny’s previous systematic review [25]. Our review 
identified six publications exploring the experiences of women with 
epilepsy during pregnancy [12,35,36,38–40], while the previous review 
[25] only identified one such study with this direct focus. The majority 
(n = 10/11) of publications identified in this review were of good 
quality, meeting eight or more CASP criteria [12,32–38,40]. In contrast, 
Weckesser and Denny [25] found previous studies on the reproductive 
health experiences of women with epilepsy were based largely on poor 
quality data.

The former [25] and current reviews demonstrate inertia of change 
in healthcare practice to support pregnancy and the reproductive health 
of women living with epilepsy. As previously found [25], women still 
report lack of access to timely, comprehensive pre-conception counsel
ling. This may be due, in part, to ambiguity amongst neurologists and 
gynaecologists-obstetricians regarding who is responsible for such 
counselling [41]. Similarly, women still receive conflicting information 
about the safety of breastfeeding [25], which may be due to poor 
communication between neurologists and obstetricians [41]. Our 
updated qualitative review findings resonate with quantitative studies 
on pregnancy and epilepsy, which find women are not adequately 
informed about SUDEP or the impact of ASMs on contraception, family 
planning, and pregnancy [6,7,13–17].

The strengths of this review include its application of a robust 
reporting framework, enabling a breadth of women’s experiences to be 
captured across a range of geographical settings (UK, USA, Canada, Iran 
and Korea). Our search, however, only included studies published in 
English. These studies did not adequately embed findings within their 
respective socio-cultural contexts. Including perspectives from a di
versity of those with epilepsy is essential given cross-cultural differences 
in perceptions and understandings of epilepsy. Factors such as socio
economic background, migration status, and structural inequalities may 
further affect risk perception, healthcare access, and stigma. Thus, 
future research should include those from marginalised groups and 
explore how varied socio-cultural contexts shape the pregnancy expe
riences of women with epilepsy. Our search aimed to capture the pre- 
pregnancy phase through broad search terms, including ’reproductive 
health,’ ‘prenatal’ and ’family planning.’ However, future systematic 
reviews could enhance their sensitivity by incorporating specific key
words such as ’preconception’ and ’pre-pregnancy.’ While some 
included studies have small sample sizes [36,38–40], the present review 
mitigates this limitation by reporting the rich, in-depth qualitive data 
provided across the 11 included publications. Furthermore, there were 
repeating and shared reported pregnancy and reproductive health ex
periences across studies, allowing us to present themes.

The review identifies the need for more effective interventions to 
address the inertia in improvements to reproductive healthcare for 
women with epilepsy. Women’s experiences of inadequate/conflicting 
information and poorly coordinate care indicate a need for a well- 
structured, more comprehensive plan. A recent review of barriers and 
facilitators to HCPs providing care for pregnant women with epilepsy 
[41] found communication between specialists was problematic for both 
neurologists and obstetrician. Implementing guidance suggesting care 
pathways involve either epilepsy specialist midwife or joint neurologist 
and obstetrician clinics [42] could potentially address these issues. As 
some women feel particularly vulnerable to seizure during or shortly 
after childbirth [12,35,40], coordinated care plans for labour could be of 
benefit to discuss seizure prevention measures. For example, discussing 
possible accommodations for women’s partners or family members to 
remain on the postnatal ward outside visiting hours to assist with 

newborn care and prevent a seizure triggered by sleep deprivation [12]. 
As some women report receiving inconsistent guidance on the safety of 
breastfeeding while taking ASM’s [12,39], coordinated care and infor
mation provision is also needed through to the postnatal period.

SUDEP largely did not appear in women’s discussion of how they 
weigh-up the risks and benefits to taking ASMs in pregnancy, suggesting 
HCPs likely still do not adequately inform women of this risk [18]. This 
is concerning given SUDEP remains a major cause of maternal death 
globally. HCPs typically do not initiate discussions of SUDEP [43] and 
report discomfort communicating sensitive topics with pregnant women 
with epilepsy [44]. MBRRACE recommends SUDEP awareness, risk 
assessment and risk minimisation be part of standard care for women 
with epilepsy before, during and after pregnancy [18]. Interventions to 
support HCPs ability to implement this recommendation, and have these 
difficult conversations, would likely be beneficial [41]. Our review 
found pregnant women with epilepsy want honest, straightforward in
formation delivered in a sensitive, compassionate manner [38], thus 
information about SUDEP needs to be communicated sensitively.

While women want clearer, more consistent medical information 
from HCPs, our review found that for support, they actively turn to their 
networks that include partners, family members and (religious) com
munities. Our review found pregnant women with epilepsy report a need 
for peer support [31,38]. Those with epilepsy who access peer support do 
so for both emotional and instrumental (i.e. practical) support, 
contributing to their wellbeing [45]. Thus, peer support may similarly 
be valuable for pregnant women with epilepsy, especially given shared 
experiences of feelings of maternal guilt [12,38] that may arise when 
balancing their health needs with those of their baby. As such supports 
could sometimes inadvertently heighten anxieties about 
epilepsy-related adverse outcomes in pregnancy [38], mechanisms for 
mitigating this would need to be identified.

5. Conclusion

This systematic review underscores that, despite improved quality of 
research, a persistent inertia exists in healthcare practice to support the 
pregnancies of women with epilepsy. It demonstrates that, across the 
pre-pregnancy, antenatal, and postnatal periods, women navigate a 
landscape defined by uncertainty, inadequate and conflicting informa
tion, and poorly coordinated care, all while managing significant anxi
eties and stigma. Critical gaps remain in the provision of timely pre- 
conception counselling, clear guidance on medication and breastfeed
ing, and crucially, in the sensitive communication of SUDEP risks.

To address inertia in care improvements, a shift towards integrated, 
coordinated is needed. Implementing guidance for care pathways that 
involve either epilepsy specialist midwife or joint neurologist, and 
obstetrician clinics could improve coordination. Additionally, compas
sionate, honest communication should be prioritized to support shared 
pregnancy and ASM management decision-making with women. 
Research must expand to include the perspectives of women from 
diverse socio-cultural, ethnic, and socioeconomic backgrounds to ensure 
interventions are equitable and informed by more understandings of 
their realities. Moving beyond the identified inertia requires a 
commitment to transforming care from a model of management to one 
of holistic, woman-centered support.
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