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Abstract

Research on autistic women’s experience of parenthood is lacking. In this paper, two studies are presented. Study 1 com-
prised a small-scale qualitative study with autistic mothers (z=9) in which their experiences of motherhood were explored
using thematic analysis. The findings showed that participants identified a range of strengths, including connection with
their children, high knowledge about childhood, a reflective style of parenting, good coping strategies, identifying with
their autism diagnosis, and not caring what others thought. They also identified difficulties, including sensory challenges,
coping with uncertainty and change, having to socialise, managing exhaustion, and not being taken seriously by profes-
sionals involved with their children. Guided by the findings of Study 1, and in collaboration with an advisory panel of
autistic mothers, an online survey using mixed methods was completed by education and social professionals (n=277) to
investigate their understanding of, and attitudes towards, autism in women and mothers. Results showed high awareness
and positive attitudes towards autism, but low levels of self-efficacy in working with autistic adults. Qualitative content
analysis of open-ended questions shed light on challenges and rewards of working with autistic parents. The findings are
discussed with reference to the double empathy problem (Milton Disability & Society, 27(6), 883—887, 2012) and impli-
cations for training of professionals.

Keywords Autism - Autistic parenting - Professionals - Attitudes - Double empathy

Autism as a clinical condition is characterised by differ-
ences in social communication, repetitive behaviour, and
circumscribed interests from early childhood (DSM-5: APA,
2013). From a neurodiversity perspective, autism is increas-
ingly recognised as a neurodevelopmental difference, which
brings both strengths and challenges, often becoming dis-
abling through interaction of the individual and the con-
texts in which they live (Chapman, 2021; Pellicano & den
Houting, 2021). While autism was once understood to occur
predominantly in boys and men, progress in research and
clinical practice over recent years has challenged this view
and has highlighted the prevalence of autism in girls and
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women' (Bargiela et al., 2016; Hiller et al., 2014; Hull et al.,
2020; Lai et al., 2015). There is growing evidence to sug-
gest gender-related differences in the presentation of autism
(Halladay et al., 2015). A so-called ‘female autism pheno-
type’ may mean that autistic girls/women do not fit with the
original characterisation of autism. For example, in compar-
ison to autistic boys/men, autistic girls/women tend to show
greater social interest and less stereotypical and repetitive
behaviour (Hull et al., 2020), and girls’ restricted interests
may align more closely with stereotyped social norms (Hull
et al., 2020), although this is not universal. Autistic girls/
women may not only have greater capacity for traditional
friendship, but they may also display increased social moti-
vation in comparison to autistic boys/men (Head et al.,
2014; Sedgewick et al., 2016). Girls/women may also be

! Throughout this paper, the terms women, girls, and mother are used
rather than ‘female’, and boys or men rather than ‘male’, in recogni-
tion of the social construction of gender. Research on the biological
aspects of pregnancy and childbirth is included, though these experi-
ences will not apply to all of those who identify as autistic women and
mothers, e.g. transgender, adoptive, or stepmothers.
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more likely to ‘mask’ or ‘camouflage’ their autistic features
(Hull et al., 2020; Mandy et al., 2012). Given the complex
intersection of neurodiversity and gender diversity (War-
rier et al., 2020), a binary understanding of autism in men
versus women is likely to be reductionist. Notwithstanding
this, autistic women (broadly defined) are at elevated risk
of either being missed entirely, or misdiagnosed (Giarelli et
al., 2010; Happé & Frith, 2020; Lai & Baron-Cohen, 2015).
Mental health conditions are more prevalent in autistic peo-
ple (Lai et al., 2019) and may be particularly pronounced for
autistic girls/women (Tint et al., 2017). The autistic com-
munity has proposed that addressing the gender bias issue
needs to be a priority for researchers, as it has significant
ramifications for wellbeing (Pellicano et al., 2014).

Given how recent the research on autism in girls/women
has been, investigations of aspects of women’s health in
autism have been neglected. One such area is the experi-
ence of parenting. The transition to parenthood is a major
milestone in anyone’s life, which is associated with new
roles and responsibilities (Hansen, 2012). Women are more
at risk of mental health problems in the peripartum period
than at any other time in their lives (Webster et al., 2000).
There are reasons to anticipate that motherhood in autism
may present particular challenges, given how profound the
changes can be, and the lack of appropriate social supports
for autistic people during the transition to adulthood (Wood
et al., 2018). Furthermore, due to the high heritability of
autism, autistic women may be more likely to be parenting
autistic children, which is associated with heightened par-
enting stress (Hayes & Watson, 2013). Lana Grant’s (2015)
first person perspective as an autistic mother highlighted
the lack of research into understanding the experience of
autistic mothers and a lack of autism awareness amongst
maternity professionals.

A number of empirical studies in recent years have shed
light on autistic mothers’ experience. Suplee et al. (2014)
conducted secondary analysis of online support groups for
autistic women to understand childbearing experiences, and
found women experienced difficulties with sensory sensitiv-
ity, and anxiety during interactions with professionals, but
also noted high levels of adherence to healthy childrearing
practices and satisfaction with parenting. This experience
of sensory challenges has been found repeatedly in subse-
quent research: Samuel et al. (2022) conducted a systematic
review of the sensory challenges experienced by autistic
women during pregnancy and childbirth, encompassing
four qualitative (Burton, 2016; Donovan, 2020; Gardner et
al., 2016; Rogers et al., 2017) and two quantitative stud-
ies (Lum et al., 2014; Pohl et al., 2020). Studies reviewed
described subsequent negative effects on autistic women’s
mental health and frequent difficulty communicating with
health professionals, an issue that is pervasive in the wider

autistic community (Mason et al., 2019). Autistic mothers
also reported difficulties in obtaining information that suited
their needs and feelings of loss of control during labour,
themes which have been supported by recent qualitative
studies (Hampton et al., 2022b; Lewis et al., 2021).

Samuel et al. (2022) highlight that much of the research
reviewed has come from the field of nursing/midwifery,
and experiences outside of the medical context have not
been fully explored. Studies on motherhood beyond birth
have been emerging in recent years. McDonnell and Delu-
cia (2021) conducted a systematic review which identified
8 studies related to parenting, and 7 related to pregnancy.
Those related to parenting suggested challenges such as
some autistic women having their ability to parent ques-
tioned by professionals, with higher rates of referral to
social services and loss of custody (Griffiths et al., 2019),
and having higher rates of mental health problems (Pohl et
al., 2020). Dugdale et al. (2021) in a qualitative study of 9
autistic mothers described the mothers having to fight for the
right support, often feeling misunderstood and dismissed by
professionals. Radev et al. (2023) also found autistic par-
ents perceived stigma around their diagnosis when interact-
ing with statutory child services. There appear to be distinct
challenges associated with autism in mothers therefore, in
part related to interpersonal interactions with others but also
to professionals’ negative perceptions about the capacity of
autistic mothers.

Clear evidence of strengths in parenting are also emerg-
ing. Studies have identified that autistic women experience
levels of parental efficacy equivalent to non-autistic women
(Lau et al., 2016). In Hampton et al. (2022b)’s study of the
first months of parenting, autistic women described the
rewards of parenting and their particular strengths, such as
being able to discriminate between their baby’s cries due to
strong auditory discrimination and making aspects of par-
enting such as breastfeeding a focused interest. Dugdale et
al. (2021) found autistic women describing intense connec-
tion and reward in their role as mothers.

Research on the parenting experiences of autistic mothers
is in its infancy, and little research has specifically focused
on how the attitudes of professionals with whom autistic
mothers interact in relation to their children (e.g. social care
and education professionals) impact their experiences of
motherhood.

The current study
This study was in two parts, using a mixed methods approach
with a participatory research design. The first study was

designed to further explore the experience of motherhood
for autistic women, in order to deepen understanding of
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the experience of parenting beyond pregnancy and birth.
This study used qualitative analysis of semi-structured
interviews— as there are still few studies exploring autis-
tic women’s experiences, this method enabled us to keep
their voices at the centre. Following the first study, partici-
pants were invited to form a project advisory panel to co-
design the second study based on their own priorities for
research. The second study therefore used a participatory
research approach to co-design a mixed methods survey
to investigate the attitudes and knowledge amongst social
and education professionals relating to autism in women
and mothers, and their levels of self-efficacy in supporting
autistic mothers. Participatory research is crucial to ensure
that investigations remain sensitive to the needs and priori-
ties of autistic communities (Fletcher-Watson et al., 2019).
Existing scales were adapted to relate specifically to autistic
mothers, allowing a quantitative description of respondents’
attitudes, knowledge and self-efficacy. This was supple-
mented by qualitative analysis of responses to open-ended
survey questions. A mixed-method approach of this kind
allowed us to answer questions that neither method alone
could satisfy.

Study 1 method

The first study addressed the following research question:
How does being autistic impact women’s experience of
parenthood?

Participants

Nine autistic mothers gave informed consent to take part in
the study (Table 1). Participants were recruited via adverts
on social media, mainly Facebook groups and Twitter. In
advance of the interview, a research passport (based on
Ashworth et al., 2021) was emailed to participants to find

Table 1 Study 1 participant information

Par- Diagnosed No. of Age of their Additional Autistic

tici-  after having children  Children Mental Chil-

pant children Health dren

IDs diagnoses

P1 Yes 2 6 &18 Yes Yes
months

P2 No 3 13,5&3 Yes Yes

P3 Yes 2 4&10 Yes Possibly

P4 Yes 3 24,18 & 15 Yes Yes

P5 No 2 2&19 Unknown  Possibly
months

P6 Yes 1 12 No Yes

P7 Yes 2 10& 8 Yes Yes

P8 Yes 2 8&3 Yes Possibly

P9 Yes 2 8& 11 Yes No

@ Springer

out their communication and participation preferences to
ensure inclusivity. Inclusion criteria were women aged 18
or over with a formal diagnosis of autism and at least one
child (biological or adopted). Exclusion criteria were being
resident in inpatient mental health units or incarcerated, but
this did not arise for any potential participant. These criteria
were checked during initial email or phone contact with the
research team. One woman was not included as they resided
outside of the UK and did not have GP details to share in case
of safeguarding concerns. Ethical approval was obtained
from the relevant University committee and all testing was
in line with ethical standards of the British Psychological
Society and American Psychological Association.

Data collection

Participants were interviewed to understand their experi-
ence of motherhood: in line with their stated preferences,
four participated over email, one participated in person and
four participated via video call. The semi-structured inter-
view questions were created from studying existing lit-
erature on autism, including autobiographical accounts of
autistic mothers, and the research team’s clinical experience
of working with autistic individuals (Supplementary Mate-
rial). The interviews were transcribed by the first author,
checked by the second and third authors, and were pseud-
onymised to replace any data which would identify partici-
pants or their children.

Data analysis

An inductive, reflexive thematic analysis approach (Braun
& Clarke, 2006, 2013, 2020) was utilised to complete the
analysis of the interviews, as this method was considered to
enable the identification of pertinent issues from across the
written and verbal interviews given by the participants, and
it is an appropriate methodology to gain broad insights into
newly emerging areas of research. The primary researcher
became familiar with the interviews through multiple
readings and an inductive approach was used to code the
transcripts, with a focus on semantic coding to represent
participant experience in a critically realist, descriptive way
(Braun, Clarke, & Terry, 2014). Themes and subthemes
which addressed the research questions were identified from
the codes across the entire dataset and were reviewed by
the primary researcher and second author, and adjustments
were made to incorporate the most salient themes until the
structure was finalised. The primary researcher paid atten-
tion to reflexivity through ongoing supervision discussions
during the analysis process.
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Study 1 results

Two main themes were identified, which were Strengths in
Parenting and Challenges in Parenting, with a number of
subthemes (Fig. 1).

Strengths in parenting

Participants identified several ways in which being an autis-
tic parent could be an advantage; autism provided them with
valuable parenting skills, especially with a child who was
also autistic. They identified ways in which they managed
the demands of parenting.

Children as focused interest A recurring theme was moth-
ers’ ability to absorb information on children and parent-
ing, which helped them to make decisions with confidence.
“You can become quite knowledgeable, especially with...
parenting styles and what'’s good psychologically for chil-
dren” (P7). Participants said they did not feel satisfied until
they had “read everything” (P4) about a topic that they were
interested in. “I’'m also a bit obsessive and spend hours of
my time on parenting Facebook groups and read books and
articles about birth, parenting, and breastfeeding. It might
have turned into a special interest” (P3). They talked about
monitoring their children closely to obtain knowledge about
their development, meaning they were able to assess their
own and their children’s health needs in a timely manner,
and they talked about researching before they attended
appointments, which enabled them to advocate for their chil-
dren’s needs with professionals - as one mother described
her considerations about having her daughter assessed: “If’
I go down the route for diagnosis as well, it’s going to be a

constant fight. So from an autistic perspective, having the
knowledge and having gone through it before...” (P7).

Reflecting on mental states The theme was evident
when the mothers described their parent-child relationship
and how they attempted to navigate their way around their
own and their children’s feelings. They talked about regu-
larly attempting to make sense of their child’s behaviours,
considering their mental states, for example: “She is very
quick to anger....I am not angry person so I don't under-
stand that reaction, when she comes out with that, so I find
that difficult” (P7). They reflected on what they did when
they were uncertain about how their children were feeling,
sometimes using their own experiences to make sense of
them: “I’m thinking about things from my perspective e.g.
would fiddle toys or less background noise help at school.
Is he stressed as I was?” (P3). They talked about a desire
for their children to avoid the confusion and upset that they
had experienced as children with regard to their autism: “/
want them to have much better than my upbringing and
don t want them to experience the struggles, confusion and
distress that my memories are filled with” (P2).

Connection with an autistic child The mothers felt under-
stood and accepted by their children and specifically expe-
rienced a high level of connectedness with their autistic
children. Mothers talked about having insight into experi-
ences which perhaps only an autistic individual would be
able to understand, such as anxiety, sensory experiences
and focused interests. “I think a lot of it’s around how [
can understand a lot his anxieties and I know how to help
him...I know when to encourage him and when to let him
be” (P4). Mothers talked about connecting with their chil-
dren around “infense interests and abilities to retain and

Strengths
|
— [ I [ | |
C?(;'S;‘ngas Reflecting on Connection ot caring Coping Identifying with
interest mental states with children think strategies autism
Challenges
I
[ | I I |
Constant Sensory Having to : Being taken
changes challenges socialise Exhaustion seriously

Fig. 1 Thematic map showing themes and subthemes from thematic analysis

@ Springer



21796

Current Psychology (2024) 43:21792-21807

learn information” (P2). They described enjoying and shar-
ing their children’s interests and play, e.g. “He knows things
that you wouldn't even dream of knowing. I just find... he
is funny and dead interesting” (P4). Some reported more
uncertainty about understanding their neurotypical children
as easily, e.g. “With [daughter s name], I'm on the back foot
all the time so being able to interpret where she is coming
from is difficult. I don 't know whether [thats] because she
is neurotypical” (P7).

Not caring what others think The mothers talked about
their capacity to parent according to their children’s needs
instead of ‘what others might think’, “being open to ideas
about parenting rather than following methods because of
family, friends, or traditions” (P3). They saw a strength in
their ability not to feel the pressure of societal norms about
themselves and their children, which allowed them to be
playful and supportive. “I presume a woman in her late 30s
would usually be more refined, so I like to think I can tap
into my inner child a lot more when around them” (P2).
Not caring what others think was also important when seek-
ing support for their child’s health. Their strong advocacy
for their children was driven by motivation to ensure their
children were treated with fairness in school and healthcare
settings: “I think we had to fight for every bit of the support
that we had. Just even getting recognition that there was an
issue was a battle” (P7).

Coping strategies Autistic mothers described ways in
which they managed the stresses inherent in parenting,
including support from online groups, partners, close family,
friends, charities, and religion, as well as time to themselves
to be quiet or enjoy their interests. “I’ve found [an online
platform] groups very helpful as I can share experiences in
writing without a communication barrier and find people
with similar experiences and autism who I would never talk
to if relied on socialising verbally” (P3). For some, having
systems and routines around parenting to guide their choices
helped mitigate stress: “I loved the Gina Ford one because
it said do this, this, this, and it gave me a routine and said
obviously you change it if you need to. But it gave me the
structure I needed” (P6). For others, allowing themselves
to stim was helpful, and others spoke about deliberate self-
harm (picking skin and hitting themselves) as helping to
alleviate stress. The coping strategies described were often
about balancing time for themselves with their children.
“At home, I try to spend at least some time every day doing
something for myself...this helps me to cope much better
with the demands of parenting” (P9). “Being close to nature
and outdoors in my garden gives me much needed head-
space. Lots and lots of alone and downtime” (P2). Mothers
also spoke frequently about just having to ‘get on with it’,

@ Springer

despite what they were feeling, describing their willingness
to endure discomfort for their children’s sake. “You get on
with it because you are caring for your kids” (P7).

Identifying with autism This theme emerged as a
strength when mothers talked about how their own autism
diagnosis gave them a sense of identity, confidence, and
self-acceptance. One mother described finding Lana Grant’s
book ‘From Here to Maternity’: “I sat in the library and 1
bawled my eyes out because suddenly somebody got it. It
was amazing. I wish I had known about that book when I
was pregnant...it was a brilliant book and it described what
I was feeling” (P6). Becoming parents was often pivotal in
the journey to diagnosis - of the nine mothers interviewed,
seven received their diagnosis after becoming parents, often
after a child underwent an assessment. Diagnosis allowed
them to approach parenting with a sense of their strengths,
challenges, and coping strategies. “The way I experience
autism and need for structure and routine. I think any
child typical or not, thrive with structure and routine. [
feel it creates a safety for them too” (P2). “I am also good
at engaging in lengthy tasks and seeing things through to
completion— my children seem to find this a good model for
their own behaviour, particularly when it comes to things
like homework” (P9). This was particularly the case when
parenting autistic children: “We celebrate every little mile-
stone or achievement that may be overlooked within a typi-
cal family, as we know the small things are such big things
in terms of the effort that has gone in to get there” (P2).

Challenges in parenting

The participants highlighted ways in which parenting is
complicated by being autistic, as well as by societal stereo-
types about autism. These challenges are described within
five subthemes below.

Constant changes The participants talked about mother-
hood changing the level of control they felt over their daily
routine, which could heighten anxiety. “/ also dont know
how to adapt when things don 't go according to plan— this
happens frequently with children! So there are many chal-
lenging situations in this respect”(P9). Mothers spoke
about the executive functioning challenges entailed in
switching attention or being interrupted, and in organising
the household and children: “leaving the house with kids
and lots of things packed is incredibly slow and hard to cope
with” (P3); “Sometimes the things I really need to do I get
overwhelmed with ...like meal planning” (P4). Additionally,
developmental and behaviour changes in children, such as
the change from more physical care to emotional care, were
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described as difficult by some of the mothers, sometimes
creating a sense of doubt in their own abilities to meet their
children’s needs. This self-doubt was expressed despite
the confidence in their parenting knowledge engendered
by extensive research on the subject, as described above,
reflecting the complex and dynamic experience of parenting
as an autistic mother.

Sensory challenges Most mothers commented on their dif-
ficulties associated with pregnancy and increased sensitivi-
ties to touch, light, sounds and interaction, and difficulties
with noise and physical contact as parents. “If there is a lot
of movement around the house (running, play-fighting, etc.),
1 find the visual and audio processing really difficult” (P9).
Mothers described conflict between their own and their
children’s sensory needs and having to tolerate intense per-
sonal discomfort for their child’s benefit, e.g. breastfeeding
despite sensory challenges. “My kids are sensory-seekers
and I am sensory avoidant, so that’s hard” (P7). The addi-
tional appointments linked with parenthood (e.g. GP or hos-
pital visits, school events, social outings) meant heightened
sensory input, e.g. “You got people sitting close to you. You
got bags and other children running around, the noises, the
lights, and the buzzing noises” (P1).

Having to socialise Motherhood brought expectations that
women should attend social situations they might previ-
ously have avoided, such as mother and toddler groups,
children’s parties, and appointments for children. “Children
make people avoidance impossible. I need to interact with
schools and their friendships. Also interactions with other
parents. These types of interactions can rob me of my ener-
gies throughout the day and can then make me struggle for
the rest of the day or even days to follow” (P2). Participants
discussed the challenge of holding conversations in group
settings and filtering out the noise of other people. These
settings could raise social anxiety and were not necessarily
experienced as supportive, sometimes raising fears of being
judged, “When I look back I feel like I was so awkward and
I was weird with people” (P4). Women described having to
mask their differences in social settings, and at times mak-
ing mistakes during interaction, which added to the pressure
felt.

Mentally and physically exhausting Mothers some-
times spoke about prioritising their children’s needs over
their own. This, in combination with the masking of autistic
behaviours in social contexts, was experienced as mentally,
emotionally and physically exhausting. “I am excellent at
masking...I have to survive but it’s exhausting” (P1). Some
had experienced mental health difficulties, particularly anxi-
ety and depression, which could be related to characteristics

such as perfectionism: “One of the things I got very upty with
was food, trying to feed my family very healthily...I really
did go over the top” (P6). However, mothers described car-
rying on regardless, and continuing to experience joy in
their role: “Aspects of parenting are just relentless and it’s
a grind and it’s glorious and exhausting and it’s wonderful
and it'’s horrible” (P7).

Not being taken seriously Participants recounted experi-
ences of not being believed or taken seriously by profes-
sionals on issues regarding their children. “I find I very
often get my concerns dismissed” (P5). The prospect of not
being believed meant that mothers were often interacting
with professionals from a defensive position. To be listened
to and taken seriously, they often attended appointments
prepared with facts and research. Most spoke about having
to persistently fight for their and their children’s rights or
services, which could be misunderstood by professionals as
them being difficult, “You got to be on the ball all the time to
get the right support” (P7). However, a few mentioned the
benefits of having at least one professional on their side: “If’
you got one good professional then half the battle is done”
(P4).

Study 1 interim discussion

Autistic mothers in previous studies have reported unique
challenges and strengths (McDonnell & DeLucia, 2021),
which were confirmed and expanded in the current study.
The first encapsulated strengths in autistic parenting, includ-
ing the capacity to become devoted and intensely interested
in children and parenting, which enabled autistic mothers to
make informed choices about their approach to child-rear-
ing, consistent with findings from previous qualitative stud-
ies (Dugdale et al., 2021; Hampton et al., 2022a). The second
subtheme described how participants deliberately reflected
on mental states to understand their own and their children’s
experiences. Mentalizing about children is an important and
often challenging aspect of parenting for all people (Luyten
et al., 2017), and the mothers in this study showed evidence
of being reflective. Further research to understand these
processes may be helpful to understand whether autistic
parents approach parental mentalizing in particular ways.
The third subtheme, ‘connection with an autistic child’
demonstrated the mutual understanding between the moth-
ers and their autistic children in particular, consistent with
previous research (Dugdale et al., 2021), although it would
be interesting to further interrogate differences in parenting
non-autistic and autistic children, which were alluded to
in the current study. The fourth subtheme ‘not caring what
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others think’ demonstrated the mothers’ determination to do
what was best for their children, and to be fun and care-
free rather than burdened by society’s expectations. This
independent spirit suggested a rejection of conformity and
a more unique and inclusive perspective, characteristic of
neurodiversity (Pellicano & den Houting, 2021). The fifth
subtheme, ‘coping strategies’ described the many ways in
which participants sought to mitigate the stress of parent-
ing in resourceful ways. The use of online support groups
was particularly striking and may represent an important
mechanism for women and mothers with autism to access
a supportive community, as has been found for other autis-
tic groups (Crompton et al., 2022; Saha & Agarwal, 2016).
The allusion by some mothers to deliberate self-harm as a
positive coping strategy echoes previous findings that non-
suicidal self-injury can be perceived as an unproblematic
method of emotional regulation by autistic adults (Moseley
et al., 2019). However, this is not always the case, and this
finding highlights the need to ensure that mental health sup-
ports are accessible to autistic mothers who wish to utilise
them. The sixth subtheme, identifying with autism, demon-
strated ways in which a diagnosis increased participants’
self-acceptance. This has much in common with the reports
of adults late diagnosed as autistic (Bargiela et al., 2016),
and is similar to the first-person report by Grant (2015) who
wrote about how her diagnosis changed her own expecta-
tions of herself as a mother.

The challenges identified were also consistent with pre-
vious studies, as well as expanding these themes. The first
subtheme ‘constant changes’ highlighted how the disrup-
tion to daily routines as well as macro-level changes that
parenting entailed (e.g. changing parenting approach as
children grow and develop) could be particularly anxiety-
provoking for autistic mothers. Intolerance of uncertainty is
a psychological characteristic often found to be heightened
in autism, and a driver of anxiety (Jenkinson et al., 2020).
This may go some way to explaining heightened levels of
mental health difficulties in autistic mothers (e.g. Pohl et al.,
2020) and suggests an area where greater support may be
warranted (e.g. Rodgers et al., 2018). The second subtheme
‘sensory challenges’ is consistent with previous research,
as participants talked about seeing, hearing, and feeling the
world differently to neurotypical individuals (Dugdale et
al., 2021; Sinclair, 2012; Talcer et al., 2021), which made
some of their experiences with parenting particularly chal-
lenging, sometimes leading to overwhelming anxiety and
discomfort, which could then further impact their ability to
engage with others and think clearly (Aylott, 2010; Baranek,
2002; Dugdale et al., 2021; Gardner et al., 2016; Milner et
al., 2019; Pohl et al., 2020; Simone, 2010). This connected
to the third subtheme, ‘having to socialise’, where partici-
pants found themselves having to socialise more often as
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parents. The associated sensory and social challenges this
posed, including the need to mask when in social settings,
was particularly stressful, which again can contribute to
increased mental health difficulties (Bradley et al., 2021;
Gould & Ashton-Smith, 2011). The fourth subtheme ‘men-
tally and physically exhausting’ highlighted these chal-
lenges, including additional stressors which contribute to
this, such as coping with a society ill-equipped to the needs
of autistic people (Higgins et al., 2021). The final subtheme,
‘not being taken seriously’, was striking, and became the
topic of Study 2. While on the one hand the participants
described ‘not caring what others think’ and being highly
informed, on the other hand, their interactions with profes-
sionals could be particularly challenging and stigmatising.
The anticipation of autism-related stigma exacerbated com-
munication difficulties for these mothers. The findings of
this study support previous research (Dugdale et al., 2021;
Pohl et al., 2020; Radev et al., 2023) indicating that autistic
mothers are more likely to worry about the judgments of
others on their parenting and to feel isolated or unable to
seek support from others with parenting. Despite the push
for better understanding of autism suggested within national
policies, research findings continue to highlight the lack of
awareness of autism in women amongst various services
(Autism Act, 2009; Department of Health, 2014; Venkat
et al., 2012). Further research on professionals’ experience
of working with autistic people was deemed necessary to
clarify the sources of these issues.

Study 2 methods
Participatory research design

Following Study 1, the participants were invited to take
part in a project advisory panel to contribute their views on
the most important avenues for further research with autis-
tic mothers: five agreed to take part, signed a consent form
and were consulted about their communication preferences.
The panel met twice via online conferencing and com-
municated via email with the researchers. The first online
meeting identified the objectives and design for Study 2.
It was agreed that a high priority for the researchers and
advisory panel was to conduct an online survey to under-
stand professionals’ knowledge, attitudes, and self-efficacy
in identifying and meeting the needs of autistic women
and mothers. Professionals who have regular contact with
autistic mothers, in social care or educational settings, were
targeted. Members of the panel reviewed the draft survey
and approved the wording of the questions. At the second
meeting, the findings and interpretation of the survey were
presented and discussed. Finally, members were asked to
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review the manuscript before submission for publication.
Following best practice in patient and public involvement
from the National Institute for Health Research (NIHR) UK,
all panel members were reimbursed for their time (Mock-
ford et al., 2012; Viswanathan et al., 2004).

The aims of the survey were (1) to measure profession-
als’ knowledge of autism in general, and specifically in
women, (2) to measure levels of self-efficacy in working
with autistic people, (3) to evaluate attitudes towards autism
in parents, and (4) to elicit their views on their experiences
of working with autistic parents. We also sought to examine
how professionals’ self-efficacy related to their knowledge

Table 2 Participant information for Study 2

n %

Role

Teaching Assistant 31 10
Teacher or Lecturer 56 19
Headteacher or Deputy 64 22
SENCO 26 9
Family Liaison / Resource 16 5
Support worker 13 4
Social worker or Manager 42 14
Practitioner or Counsellor 16 5
Admin or Support 8 3
Early Years Practitioner 3 1
Clinician 19 6
Type of Service

Primary or Secondary School 181 61
University 3 1
Local authority 51 17
Mental health service 15 5
Other (nursery, college, special school, charity, day 47 16
service)

Contact with Parents

Daily 182 61
At least once per week 50 17
Less than once per week 23 8
Less than monthly 26 9
Never 16 5
Contact with Autistic Individuals

Daily 195 65
At least once per week 44 15
Less than once per week 20 7
Less than monthly 26 9
Don’t know 11 4
Attendance at Autism Training

Yes 245 82
No 40 14
Unsure 11 4
Personal Experience of Autism

I am autistic 8 3
Autism in family member/s 86 29
I know people with autism 128 43
No personal experience 63 21
Other 11 4

of autism, attendance at training, personal experience of
autism, and professional area (education versus social care).
We hypothesised that knowledge of autism and attendance
at training would relate to self-efficacy. We did not make a
hypothesis about whether professional area would relate to
self-efficacy, as there is no clear precedent in the literature
on which to base this. There are reasons to anticipate that
more personal experience of autism would relate to better
self-efficacy, but we did not have a firm hypothesis about
this given a lack of previous research.

Procedure

Ethical approval for the study was obtained from the Uni-
versity committee and the study adhered to APA and BPS
standards for the study of human participants. After ethical
approval was obtained, professionals from a variety of back-
grounds in education and social care in the UK, specifically
those with experience of working with autistic parents, were
invited to participate in an online, mixed-methods survey
between December 2020 and January 2021. Recruitment
was through convenience and opportunity sampling meth-
ods, using social media, autism charities, emails to head-
teachers, and local councils. Participants gave informed
consent, and the survey took approximately 30 minutes to
complete. All data were collected anonymously.

Participants

In total, 406 participants responded to the online survey.
Responses were not considered for those who completed
less than 60% of the survey (n=109). Staff from educa-
tion settings (n=211 e.g. deputy headteachers, headteach-
ers, teachers, teaching assistants, SENCO) and social care
(n=060; e.g. social workers, support workers) were recruited.
A number of respondents worked in mental health settings
(n=20) but they were excluded as we had not applied for
NHS ethical approval and could not reliably tell whether the
respondents worked in the NHS. This left data from n=277
participants (Table 2). Participants self-reported their pro-
fessional roles, which were coded by the researchers into 11
categories and also into broad ‘education’ and ‘social care’
categories.

Materials

The survey was split into four sections (see Supplementary
materials).

Part 1 comprised 13 items about the participants’ profes-
sional background, the frequency with which they worked
with parents, with autistic individuals, any autism training
they had completed, any personal experience of autism, and
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Table 3 Descriptive statistics for quantitative measures and attitude
question responses

Scales n Mean SD Range
Overall knowledge about ASC (29 295 23.13 3.10 4-29
Items)

Knowledge about ASC in general (18 295 14.66 2.21 3-18
Items)

Knowledge about ASC in women (11 295 8.67 231 1-11
Items)

Self-Efficacy Scale 253 6287 19.0 11—
103

Attitude Questions n %

“All children of autistic parents will 0 0.00%

need to be under social care services”.

“Many children of autistic moth- 1 0.4%

ers will need to be under social care

services”.

“Autistic mothers may at times need 151 64%
additional support in raising their
children”.

“Autistic mothers are just as capable 84
of raising healthy, happy children as
parents without autism”.

35.6%

their experience and views about asking people whether
they had an autism diagnosis.

Part 2 included 29 items assessing their knowledge of
autism, adapted from Unigwe et al. (2017). Some items
required a ‘true’ or ‘false’ response, for example, ‘4 child
failing to respond to their name when called can be an early
sign of autism’. Other questions had multiple options to
choose from with only one being correct, responses marked
‘unsure’ were scored as incorrect. Scores on each item were
added to yield a total score of 29. The higher the score, the
greater the knowledge about autism. All participants were
provided with the correct answers on completion of the sur-
vey, along with links to a temporary webpage developed by
the primary researcher about autism in mothers, which had
been reviewed and approved by the project advisory panel.
Two subscales were included: 11 items around ‘Knowledge
of Autism in Females’ (Cronbach’s 0 =0.67), and 18 items
regarding ‘Knowledge of Autism, General’ (Cronbach’s
a=0.49). Given the low internal consistency of the latter
subscale, it was excluded from subsequent analyses. Three
additional items developed for this study were included in
Part 2, focussed on professionals’ attitudes towards autistic
parents’ parenting abilities, which were treated separately to
the knowledge questions.

Part 3 included four open-ended questions about par-
ticipants’ experiences of working with autistic parents, e.g.
“Can you tell us about any successes or positive experience
you have had with working with autistic parents?”

Part 4 was a self-efficacy scale adapted for the current
study from Unigwe et al. (2017) designed to understand
professionals’ perceived self-efficacy when thinking of
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working with autistic people, for example, one asked the
participants how confident they feel about “Recognising the
signs and symptoms of autism in girls” and scores ranging
from 1 (‘not at all confident’) to 10 (‘extremely confident’).
There were 11 items with potential scores from 10 to 110.
Higher scores indicated greater self-efficacy. Where up to
2 items were not completed, the missing item/s were pro-
rated using the mean for the completed items. If more than
2 items were missing, the scale was not computed. High
internal consistency (a=0.91) was found on this scale.

Data analysis

The quantitative data were analysed for frequencies and
descriptive information using IBM SPSS. As the distribu-
tions for some of the variables (knowledge about autism in
women, and self-efficacy scale) were non-normal, there-
fore non-parametric statistics were used for correlations
and group comparisons. The open-ended questions were
analysed using qualitative content analysis, following the
guidance from Hsieh and Shannon (2005), as we anticipated
short answers which would not be sufficiently rich for the-
matic analysis. A conventional content analysis approach
was utilised, where the first author immersed themselves in
the data, and using an inductive approach, identified words
that expressed key ideas, which were coded. Codes which
cohered with others were grouped into sub-categories, and
categories with similar content were identified. Credibility
was monitored through discussing the coding and category
development with the second author.

Study 2 results
Descriptive statistics

As seen in Table 2, of the whole sample, 69% were in contact
with autistic adults and/or children every day; 14% at least
once a week; 6% less than once a week; and 8% less than
once a month. Most participants were in daily contact with
parents (64%), while a small percentage reported never hav-
ing contact with parents (5%). Almost half (43%) of the par-
ticipants knew autistic people in their personal life and 30%
specified that they had one or more autistic family mem-
ber. No personal experience was reported by 20%. A small
number of participants reported themselves to be autistic
(3%). The majority of the participants had completed some
autism-related training (84%), while some reported being
unsure whether they had any autism-related training (4%)
and some reported not having any training (12%).

Table 3 details scores on the knowledge of autism in
women and the self-efficacy scale. Generally, knowledge of
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autism in women was good, with a mean close to the maxi-
mum for the scale (possible scores were 0—11). By contrast,
the self-efficacy mean score was close to the midpoint of
the scale (possible scores were 11-110). For the attitudes
towards autism in parents questions, very few overtly nega-
tive attitudes were endorsed by the participants to the first
and second question (Table 3). In the third attitude ques-
tion, participants were given four statements and asked to
indicate which they agreed with most. Of 217 respondents
to this question, most professionals (65%) agreed with the
statement indicating that autistic mothers at times might
need additional support.

How does professional self-efficacy relate to
knowledge and experience?

Spearman’s correlations were conducted to examine how
self-efficacy related to knowledge of autism. Contrary to
prediction, there was no significant correlation between
self-efficacy and knowledge, r, = 0.11, p=.09.

Non-parametric group comparisons were conducted
to examine whether self-efficacy was higher in those (1)
with personal experience of autism (e.g. having experi-
ence of autism amongst friends, family, or self, n=186),
versus those without (n=>51), which was found to be the
case, U=5825.5, p<.05; (2) in those who had completed
autism training (n=203) versus those who had not (n=28),
showing that those who had completed training had higher
self-efficacy scores, U=1869 p<.01; and (3) in those who
were in education (n=177) versus social care (n=60) roles,
showing that those in social care roles had higher self-effi-
cacy scores, U=6295, p<.05.

Open-ended questions

Participants were asked whether they would feel comfort-
able to ask a woman whether they were autistic and, if
the answer was ‘no’, then the participants were prompted
to report why not. Just 25% of respondents said that they
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would ask, 50% said they would not, and 25% were unsure.
Reasons not to ask included feeling that it may be offensive,
invasive and direct, upsetting to the other person, fearing
they may be wrong, and feeling it was the person’s choice
to inform them.

Next the categories from the qualitative content analysis
on questions related to experiences working with autistic
mothers were as follows (Fig. 2):

Positive and rewarding work Most professionals reported
having positive experiences and having a wish to provide
good quality care to autistic individuals and autistic parents
as it provided them with a sense of satisfaction and reward.
The ability to empathise with parents and support them with
their challenges left the professionals with a sense of pride
and satisfaction. Subcategories were as follows.

Trusting relationships Professionals shared that through
their experience of working with autistic mothers, the
absence of ‘trusting relationships’ could be detrimental.
The professionals in this study also highlighted that in order
to earn the trust of autistic parent/mothers, professionals
needed to gain understanding, have time and patience, and
be compassionate and open-minded. Some professionals
shared that they successfully developed trusting relation-
ships through talking about what the parents might need
and providing reassurance, guidance, and timely interven-
tion. “Once relationships are established we have success...
Whilst not directly asking if parents have autism, we build
trusting relationships so they eventually tell us what we had
anticipated. We care for all our families. Many have com-
plex and challenging lives”.

Qualities of autistic parents This category described some
of the contributions made by autistic parents, along with
their strengths as parents. They viewed autistic parents as
“often very supportive and want the best for their child”.
Participants described the strengths of autistic parents,
including knowledge about child development, openness
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and awareness of their own needs and their ability to com-
municate those needs. “I have worked with a mother who had
ASD, she was amazing with her children, one of whom had
autism. She was able to relate to their needs and give them
the support and care that they needed. Sometimes she would
need help, but she was able to care for her children indepen-
dently (single mother) and she gave them every chance at a
happy life”. One professional shared that, where difficulties
or misunderstandings arose “it is up to me to adapt the way I
work to communicate more effectively” rather than locating
the source of difficulty within the autistic mother.

A conflict between needs and resources Regardless of
the encouraging number of adjustments and strategies that
professionals used to support autistic parents, there was
a clear conflict between knowing that a person-centred
approach is required to support autistic parents and hav-
ing access to the necessary resources to effectively do so. A
number talked about the lack of resources, leading to chal-
lenges around engagement from parents. “More training is
required as children in this day and age should not be being
missed in children s services”. Professionals also mentioned
their own time constraints and lack of resources, which led
to professionals having to make modifications and go out
of their way through their “own good will” which meant
that they risked “savage penalties from a target-obsessed
system”.

Communication This category was warranted in its own
right, due to the frequency with which participants dis-
cussed the communication differences of autistic parents.

Supporting parents with communication challenges Some
participants described their difficulty with the directness of
the autistic parents, such as a matter-of-fact style of com-
munication, which could create misunderstandings for pro-
fessionals and left them feeling they were not liked by the
parents. “Early in my career, my feelings were hurt by some
comments”. Some professionals recognised that the chal-
lenges can be due to their own judgements and expectations,
lack of understanding and prejudice. However, for some, the
challenges reduced as they gained more experience and they
felt more comfortable and able to find helpful ways of sup-
porting autistic individuals. Some professionals attributed
communication breakdown to autistic parents’ tendency to
fixate on small details, which might be seen as insignificant
small details: “They can sometimes be very focused on one
aspect of their child’s education or become fixated on some-
thing they perceive is or isn t happening.” This gives insight
into possible stereotyping of autistic parents, as well as
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autistic parents having some challenges around being ‘taken
seriously’, which was identified in Study 1.

Examples of good practice Most professionals wrote about
positive experiences and outcomes through taking a tailored
approach. One professional advised: “Treat each person as
an individual, and respect and acknowledge their views.
Never think you know their child better than them. Listen to
understand, not to answer or judge.” These led to positive
experiences, such as increased social interactions and a par-
ent feeling confident. “I have found that if parents are sup-
ported to become confident in their parenting abilities, the
outcomes are excellent.” Professionals wrote about employ-
ing autism-specific techniques during their meetings with
autistic parents to facilitate clear communication between
both parties, such as ‘planning and preparation’, allowing
enough time, using visual aids, having a trusted staff mem-
ber with the parent, and trusting parents with information
about their child.

Study 2 interim discussion

The findings from Study 2 showed that professionals gen-
erally had good knowledge of autism in women, and the
vast majority expressed positive attitudes towards autism
in mothers. Nevertheless, professional self-efficacy was not
particularly high. The analyses supported the idea that pro-
fessional self-efficacy was higher in those who had attended
training, had personal experience of autism, and were in
social care versus education professionals, but was unre-
lated to knowledge of autism. Analysis of the open-ended
questions revealed themes which overlapped substantially
with themes raised by autistic mothers in Study 1. The gen-
eral discussion below explores common themes.

General discussion

This two-study paper provides insight into both the expe-
rience of autistic mothers and the professionals who work
with them. Study 1 highlighted a range of strengths and
challenges that autistic mothers face in their roles (see Study
1 interim discussion), one of which was difficulty interact-
ing with professionals. The co-produced survey of profes-
sionals’ experience of interacting with autistic mothers in
Study 2 gave important and complimentary insights into
these exchanges.

Study 2 yielded a number of positive findings. There
was high uptake of autism training, which contrasts with
previous studies within the UK (Dillenberger et al., 2016).
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Knowledge of autism was high amongst participants, and
self-expressed attitudes towards autism in parents were
overwhelmingly positive. This is a welcome counterpoint to
the perception that there is stigma towards autism amongst
professionals (Botha et al., 2020). Of course, the study is
limited by using self-report and a self-selecting sample, and
an element of social desirability bias may have influenced
the responses. Those working in social care rated them-
selves as having higher self-efficacy than those in education,
which may point to a need for further training for school
and University staff on adult autism. Furthermore, those
who had completed autism training rated themselves as
having higher self-efficacy, potentially showing the benefits
of training on practice, as has been found with physicians
(Clarke & Fung, 2022).

The qualitative content analysis of education and social
care professionals’ experience mirrored themes from Study
1 in fascinating ways. The autistic mothers described ways
they approached meetings with professionals, including
researching in advance and coming prepared with informa-
tion; strongly advocating for their children irrespective of
what others think; and they described feeling judged and
misunderstood at times. In Study 2, some professionals
mentioned these features explicitly, describing the feeling
that autistic parents could be highly informed and may have
had set ideas about the outcome of a meeting, or sometimes
appeared to be fixated on a particular outcome. Profession-
als admitted to sometimes struggling with the direct style
of communication and feeling that autistic parents did not
like them. This provides a vivid illustration of the double
empathy problem (Milton, 2012; Mitchell et al., 2021). The
findings suggest that the mutual challenges experienced
by the mothers and the professionals may arise from mis-
understanding between the two groups. Professionals may
at times interpret the parents’ direct communication style
as challenging or offensive and may become defensive in
response. In turn, autistic parents described ‘not caring what
others think’, particularly when advocating for their chil-
dren. As such, it is possible that they may at times have dif-
ficulty with understanding how they are perceived by the
professionals, or in tuning into the priorities and viewpoints
of the professionals. Adding to this the experience of having
their parenting judged negatively, it is no wonder if autis-
tic mothers may in turn be defensive or mistrustful during
interactions. Compounding the difficulties in these interper-
sonal exchanges is the often-unnamed autism. Only a quar-
ter of professionals reported that they would ask a parent
if they were autistic, for fear of being perceived as rude or
intrusive. In turn, autistic mothers described fearing stigma
if they revealed their diagnoses. This is likely to lead to sce-
narios in which open communication is inhibited.

Previous research has supported the idea that a mismatch
of styles and expectations between autistic and neurotypi-
cal people is what leads to communication difficulties (e.g.
Crompton et al., 2020), in other words, misunderstandings
can be bidirectional (Pager & Shepherd, 2008; Milton,
2012). Research with dyads of autistic women and profes-
sionals would be highly beneficial to examine the sources of
communication success and challenge, and to better under-
stand interpersonal transactions and the interpretations
of both parties. Recent research has begun to utilise these
methodologies in dyadic work (e.g. Gordon-Pershey &
Hodge, 2018; Heasman & Gillespie, 2019; Sasson & Mor-
rison, 2019) and with mixed focus groups between profes-
sionals and patients (e.g. Femdal & Solbjer, 2018).

The constraints of time and resources were also noted to
limit the capacity of professionals to provide autistic parents
with the adaptations they needed, even where they under-
stood what those were. On the other hand, professionals in
the study shared that when they made appropriate adjust-
ments to their practice, they experienced rewarding work
with autistic parents. In the current study, autistic mothers
also reported some of their experiences with professionals to
be positive. These results highlight that simple adaptations,
such as consistency of care, taking time to build relation-
ships, using visual aids, giving clear written information,
and working collaboratively, can have a significant impact.
Assuming competence in autistic mothers and taking a flex-
ible attitude towards achieving outcomes appeared to char-
acterise the more effective approaches by professionals.

Strengths of the current studies include the participa-
tory research design, prioritising inclusivity of the views of
autistic mothers in design, data collection and interpretation,
in keeping with a commitment to the neurodiversity move-
ment (Fletcher-Watson et al., 2019). The study also provided
psychoeducation around autism in mothers to professionals
who participated in Study 2, demonstrating a commitment
to Kurt Lewin’s philosophy of ‘action research’ (Adelman,
1993). The mixed-method approach of Study 2 also pro-
vided valuable insights into both the extent and prevalence
of knowledge, self-efficacy and attitudes, as well as evoking
the reasons and rationale behind these measures. Of course,
both studies are limited by the self-selecting samples: in
Study 1, this may mean that mothers experiencing fewer
stressors were able to participate; in Study 2, this may mean
that professionals who were well disposed to working with
autistic populations were more likely to respond. Neverthe-
less, the studies provided valuable insight on autistic moth-
erhood from mothers’ and professionals’ perspectives, and
indicated some interesting areas for further research.

The two studies presented here suggest that support-
ing professionals to understand autistic women and moth-
ers should be as much a priority as helping mothers to
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communicate their own needs. Initiatives may be most help-
fully focussed on increasing the confidence of profession-
als and autistic women in communicating with each other.
Autistic-led training may be a useful way to facilitate this
(e.g. Gillespie-Lynch et al., 2021), and may lead to increases
in confidence in both autistic parents and professionals.

Supplementary Information The online  version  contains
supplementary material available at https://doi.org/10.1007/s12144-
024-05999-2.
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