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The interview and analysis methods

As part of the Autistic Mothers project, autistic mothers were recruited to participate in a semi-
structured interview that included 19 questions, divided into four categories (Interview questions in
Appendix 1):

e 4 demographic questions

e 11 questions targeting experiences of interacting with service systems

e 3 questions on the mother’s personal perceptions of herself and her children, and her vision for
a better future

e 2 questions requesting consent to use quotes and contact the participant concerning future
focus group discussions

The interview questions were translated to Dutch (Flemish), Finnish, Hungarian and Portuguese. The
language in translated versions was corrected by a native speaker of each language.

Participants were recruited through volunteers in EUCAP member organisations, through project team
members’ personal connections, and in the UK through advertising at the Autscape Conference.

Participant characteristics

The 30 interviewees were autistic mothers living in five European countries: Belgium, Finland, Hungary,
Portugal, and the United Kingdom (Image 1). The sample was internationally diverse, representing 10
nationalities in total (Image 2). Two participants held dual nationality. Six mothers were originally from
countries other than the ones in which they currently lived, reflecting a degree of international migration.
Seven participants had given birth and lived with their children in a country other than their current country
of residence, which is reflected in the range of countries mentioned in their interview responses. One

participant mentioned being a person of colour (POC).
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Image 2: Participants by nationality
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Age and diagnoses
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Most of the mothers participating in the project fell between the ages 30-60. One participant was aged

P

between 20 and 29 years, seven between 30 and 39 years, twelve between 40 and 49 years, seven between

50 and 59 years, and three were 60 years or older (Image 3).

Image 3: Participants by age group
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Most participants had received a formal autism diagnosis. Twenty-two mothers reported an autism
spectrum diagnosis, while eight either self-identified as autistic or had received some form of professional

confirmation short of a full formal diagnostic assessment (Image 4).

Image 4: Diagnosis / self-identification status

Diagnosed as autistic | I (2)

professional confirmation | Il () Health
(not full diagnosis)

Self-identified as autistic 1 1@

While there were no specific questions about additional disabilities and health conditions, the participants
described a wide variety of these. Mentions of ADHD/ADD diagnoses and traits consistent with these were
the most common. Other repeatedly mentioned conditions included anxiety, depression, burnout,
obsessive-compulsive disorder or related traits, trauma and post-traumatic stress disorder, postnatal
depression /major psychological crises, gastrointestinal disorders, uterine prolapse, autoimmune conditions
and allergies. Conditions mentioned by one participant each were: myalgic encephalomyelitis (chronic
fatigue syndrome), hypermobile connective tissue disorders (hEDS), uterine fibroids, gestational diabetes,
eating disorder connected with obesity, pelvic fracture sustained during childbirth, side effects of

inappropriate immunosuppressant medication, and cancer.
Family size, children’s diagnoses and health issues

Family size varied considerably, with the number of children ranging from one to five (Image 5). Twenty-
seven of the mothers reported having at least one autistic child. Eight participants had two or more children
with formal autism diagnoses; when including children who were undergoing assessment or strongly

suspected to be autistic, this number increased to twelve.

Image 5: Numbers of children
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The children’s autism was rarely described as a standalone condition. Most of the mothers reported that
their autistic child or children also had one or more co-occurring disabilities, developmental differences, or
health conditions. The most frequently mentioned additional diagnosis was attention deficit-hyperactivity
disorder / attention deficit disorder (ADHD/ADD). Other commonly reported conditions included anxiety
disorders, sleep disorders, learning disabilities or learning difficulties, dyslexia, obsessive-compulsive
disorder (OCD), Tourette syndrome or tics, pathological demand avoidance (PDA), speech and language
difficulties, sensory-related feeding difficulties, gastrointestinal disorders and allergies. Conditions
mentioned by one mother each included: asthma, auditory processing disorder, fine motor and
coordination difficulties, intellectual disability, hypermobile Ehlers-Danlos syndrome, autoimmune disorder,
dysphagia, avoidant/restrictive food intake disorder (ARFID), oppositional-defiant disorder, chronic kidney

disease, and long-term side effects from antipsychotic medication.

Collecting the interview data
Interviewers included project team members and volunteers. Interviewers were instructed to limit the
duration of spoken interviews to 30 minutes, and to deliver the responses as anonymized transcripts.

The interviewees were offered a choice of being interviewed online or face to face, or responding by
email. Audio recordings were converted to text transcripts. Transcripts received in languages other
than English were translated to English with the help of Deepl software. The text was checked for and
remaining names, locations and other information that could compromise anonymity were removed.
Two transcripts of interviews that clearly exceeded the 30-minute limit were edited, removing content
that had no obvious connection to the questions, to bring their length closer to the other transcripts.
The total length of the interviewee response parts of all the transcripts was about 81600 words. The
lengths of individual responses varied greatly, ranging from about 700 to 8000 words,. This appeared
to stem from the interviewers' level of adherence to the interview questions and instructions, as well as
differences in communication styles and preferences. Some interviewees were very concise, while some
offered detailed illustrative anecdotes to back up their arguments. Written responses were generally
shorter than ones obtained in spoken interviews.

The transcripts were printed out, and an initial round of thematic coding was performed manually,
creating a preliminary rough segmentation and list of codes. These were then used to build a
codebook file in Markdown format, grouping the codes into categories, adding definitions, inclusion
and exclusion criteria, representative quotations, sensitivity thresholds, and notes for coders.

Judicious use of Microsoft Copilot Al was tested to assist in the identification of internal
inconsistencies and to generate suggestions for additional codes. These codes were scrutinized for
usefulness, and some were selected to be added to the codebook. A second round of manual coding
was carried out, further refining the codebook in the process. This resulted in the second version of the
codebook.
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Complete segmentation of all transcript material for the final round of coding and analysis was also
attempted with Copilot Al. The results did not meet expectations, so manual segmentation of the
entire dataset was carried out, creating tables to serve the final coding.

Microsoft Copilot was then used to generate initial suggestions for primary and secondary codes to
the segmented text. A limit of no more than two secondary codes per segment was applied. All
suggestions were examined and corrected, substituting incorrect codes with the coders’ choices where
necessary. This resulted in changes to about 25% of the Al-based coding decisions. Final minor
adjustments were made to the codebook as potential improvements were identified during this
process.

The final codebook contained 53 codes (Appendix 2), covering different levels of granularity to
accurately reflect the rich data - both very broad, general, codes and very specific ones that helped to
illustrate how the higher-level phenomena manifested in both everyday experiences and major life
events. The codes were grouped under the following categories, some obviously related to the
interview questions, some emerging from themes that the interviewees brought up as highly signficant
in their lives:

. Strengths related to autism

. Challenges related to autism

. Positive experiences in services

. Negative experiences in services

. Relationship with child protection

. Family and informal support networks

. Relationship with ex-partner

0 N O U~ W N =

. Desired change and suggested action

Frequencies and co-occurrences of codes were examined and probable causal relationships considered
to develop the final thematic analysis. The most frequently applied codes turned out to be ones
focusing on negative attitudes and prejudices encountered in services, mothers' needs being
neglected / mothers experiencing psychological harm, and lack of autism-specific knowledge and
provision. These appeared frequently as both primary and secondary codes (Tables 1 and 2).
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Table 1
The most frequently used primary codes
Code number Code name Occurrences
45 Attitudes and prejudices 29
419 Mother's needs.ignored or psychologically 93
harmed by services
4.4 Lack of autism-specific knowledge or provision 89
1.1 Mother's expertise 69
3.6 Overall good experience with services 67
14 Mother's appreciation of child's positive autistic c8
gualities
4.10 General inefficiency 48
8.10 Change society aor family structure in a a4
fundamental way
4.1 Length and complexity of diagnostic process 38
4.14 Structural autism-system mismatch 36
Table 2
The most frequently used secondary codes
Code number Code name Occurrences
4.5 Attitudes and prejudices 64
4.15 Mother's needs.lgnored or psychologically 55
harmed by services
1.1 Mother's expertise 46
4.4 Lack of autism-specific knowledge or provision 46
4,10 General inefficiency 39
1.2 Mother's capacity for systematic action 22
414 Structural autism-system mismatch 17
4.3 Adult autism invisibility in services 14
14 Mother's appreciation of child's positive 14
autistic qualities
4,18 Lack of sensory accommodation 13

The most common combination of codes involved 4.5, Attitudes and prejudices, in connection with 4.4,
Lack of autism-specific knowledge or provision. These two codes occurred together 27 times. 4.5 also
appeared frequently with 1.1, Mother’s expertise; 4.19, Mothers needs ignored /psychologically harmed
by services, and 4.20, Concealment of diagnosis as protective strategy (Table 3).
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Table 3
The most commonly occurring code combinations
Rank |Code Combination Occurrences
1 4.5 Attitudes and prejudices - 1.1 Mother's 18

expertise

4.4 Lack of autism-specific knowledge or
provision - 4.5 Attitudes and prejudices

4.5 Attitudes and prejudices - 4.19 Mather's

3 needs ignored or psychologically harmed by 14
services
4 4.5 Attitudes and prejudices - 4.4 Lack of autism- 13

specific knowledge or provision

4,20 Concealment of diagnosis as protective
strategy - 4.5 Attitudes and prejudices

Together, the connections between these four codes reflected core narratives that were present in

almost all interview responses.
The narratives typically include the following types of elements:

e Autism knowledge is generally lacking, and services adjusted to the needs of the autistic
mother or her autistic child cannot be found.

¢ In the absence of knowledge and clear service pathways, negative attitudes and prejudices
define approaches to autism in service contexts.

e The autistic mother develops expertise, sparked by her innate drive to learn about autism
and related issues, or in response to perceived lack of knowledge in services.

e The autistic mother has encounters with the service system, and tries to negotiate on the
basis of her expertise, but finds that that due to prevailing attitudes this approach is
rejected.

e As aservice is provided, the autistic mother’'s needs are ignored, or the service providers
cause her actual harm through ignorance or active rejection of accommodations.

e The autistic mother develops a strategy of concealing that she is autistic, or disclosing
selectively, with the aim of avoiding further harm — or alternatively makes the choice to
disclose in order to educate and advocate.
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Thematic analysis of interview data

Overview of thematic analysis

In these interviews, autistic motherhood emerges predominantly as motherhood of autistic and/or
otherwise neurodivergent children. Across the interviews, the mothers frequently discussed their
children’s constellations of needs, particularly combinations of autism, ADHD, anxiety, sleep difficulties,
and feeding-related problems. Motherhood involved complex negotiation between maternal expertise,
institutional barriers, identity, caregiving labour and social belonging. Mothers repeatedly appeared as
active agents who developed expertise, persistence and community resources, in order to compensate
for institutions that frequently misunderstood, underestimated or overlooked them, sometimes
neglecting their needs, occasionally to the extent of putting their lives at risk. They exhibited a strong

sense of justice and concern for other mothers who might be facing similar challenges.
The main themes identified through thematic analysis were:

Diagnostic barriers and legitimacy

Community and peer validation

Positive autistic identity and strengths
Institutional surveillance of motherhood
Institutional neglect of mothers’ needs
Administrative motherhood

Maternal expertise versus professional authority

Stigma, disclosure and concealment

© © N o VA~ W=

Family and informal support networks
These are outlined below, with illustrative quotes.

1. Diagnostic barriers and legitimacy

Autistic mothers frequently described obtaining autism diagnoses for themselves or their children as
prolonged, uncertain and emotionally exhausting processes. Recognition commonly followed years of
depression, anxiety, burnout or alternative explanations. Barriers included long waiting lists to public
services, low quality of assessments in public services, expensive private assessments, resistance from
doctors, gendered stereotypes, and assumptions that successful, verbal or academically capable
women or children could not be autistic. In the case of adult diagnosis, reliance on childhood evidence,
which could be unavailable for many reasons, was particularly problematic. This showed a systematic
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bias against diagnosing autism, as similar levels of evidence were not required for other diagnoses.

Further problems were caused by suspicion concerning the correctness, legitimacy or significance of

autism diagnoses, even when official, and aggressive, inappropriate attempts to challenge the mothers

about their diagnoses.

“I was watching a talk from an Australian pediatrician about autism and girls, and | remember
Just watching this and just starting to cry because | was like, this is, this is the story of my
childhood. And after that, | was very hesitant to seek a formal diagnosis because | already knew it
would be very difficult and probably very time and money intensive and still no guarantee to get
the right diagnosis.”

“Regarding neurodivergence, nothing was seen, even though I've been visiting [services] since |
was 13. Always talking to a professional, somewhere. No one has ever said a word In no way was
anything like that ever suggested, although everything else was speculated. [ ] And then | asked,
could I possibly have autism? And then | got it at the age of thirty-eight, that diagnosis.”

“l was told rather bluntly everywhere | went in the psychiatric services — that is, in the standard
psychiatric services — that | hadn't even seen any ‘real’ autistic people. "They're psychotic, or seem

[

psychotic, and they collect train timetables".

“They said | cannot have official status of disability recognized. [ ] Even though the psychiatrists
do say that it has had great impact on my whole life, my work life, my studies, my every
interaction with people, my relationships. But they said that I'm perfectly fine.”

“l am too busy to get officially diagnosed because | cannot pass through all these steps and work
at the same time. It is difficult, even though | have supportive husband with me.”

“l don't have too many positive experiences when it comes to getting an autism diagnosis in
Hungary. As an adult, it's almost impossible to get a state-funded one. For children, the waiting
list is also very long - you can either wait, or pay a lot of money..”

“Well, they [experiences of diagnostic services] are not exactly very positive, are they? Because in
Portugal the system doesn't work very well. | had to opt for the private sector — never again the
public one, right? And | was really at a stage where | needed help.”

“So I just went to my GP, who was pretty affable, and | said, can you refer me to them? | need to
get checked out for this. And it was about less than six months. It was amazing. But this was quite
a long time ago. This was 20 years ago [ ] And that's been one of my big frustrations is that, you
know, yes, I've managed to navigate it, but they then changed the system so no other people

"

can.
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“| self-referred. So | didn't go through the normal avenues for diagnosis because I did not trust
them to have a good understanding or enough of understanding of how females of a certain age
would present and knowing that | didn't have my mum and dad around, so which was a key part
for autism diagnosis.”

“Now, many years later, | hear from others that they still face a system that’s similarly skewed,
pushing women away from autism diagnoses, requiring an extraordinary level of evidence, and
towards other diagnoses, on the basis of extremely flimsy evidence.”

“And | don't think I've ever heard an unproblematic story from a woman seeking diagnosis, ever.”

2. Community and peer validation

For many mothers, autistic community represented the first environment in which sharing their
experiences in meaningful ways appeared to become possible. Communities provided validation,
practical information, support in service navigation, emotional support, role models and a sense of
belonging. Mothers often learned more useful information through autistic peers, parent networks and
advocacy organisations than through formal support systems.

“I actually like to talk with autistic people, especially also mothers. So yes.”

“I saw you a lot with headphones. Yeah. And |, I, | thought, okay, but she's doing, she's just doing
it. I learned a lot from other people.”

“The communities organized by citizens provide a lot of mental support.”
“More stories. Having more stories, more examples.”

“It's nothing like it used to be, because now we know which doctors are good and which are bad;
I've got APVA [Portuguese autistic people's association]; I've learnt a lot; we've had access to
things we didn't have before; we've been in touch with a whole community offering support. It's
absolutely different from being alone in the world, thinking we're the only ones.”

“And even my son — | had to convince him that he wasn't the only person like that, because he
thought he was. We were the only ones; there was no one else like us. And then when | started
going to meetings with mums and children like us, you know? He realised there were others, but |
had to take him several times because he didn't believe me.”

“...more of these peer support style spaces, where there is no authority, and you can just
exchange, where there might be kind of focus, you know, like here [at Autscape], you know,
focused occasions when you are discussing a particular topic because I'm not very good at
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general socialising. So, you know, have a topic, and in these sort of really relaxed surroundings,
where you can have your children there.”

“I mean, the eldest shines at Autscape. [ ] He's found a niche for himself there. And people ask
after him, "is he coming this year?" [ ] And that he gets so many opportunities to really sort of
play to his strengths and shine.”

“In an ideal world, experienced autistic mothers would provide education and services to young
autistic mothers, and be employed as independent advocates for them.”

3. Positive autistic identity and strengths

Many mothers described autistic traits positively. Children were portrayed as intelligent, creative,
ethical, inquisitive, honest, sensitive, passionate and authentic. Rather than viewing autism primarily as
pathology, participants embraced acceptance, appreciation and strengths-based understandings. They
frequently commented on the need for fundamental change that would allow their children to be as
comfortable and empowered in society in general, as they were in the autism-friendly home
environments created by their parents.

“But what | do notice is that many people still see it as some kind of punishment, or as something
negative. And | don't feel that way at all. I'm actually very happy that my children are autistic.”

“My children are smart, creative, artistic, self-taught, relentless in their pursuit for new knowledge
and skills, following their internal impulses and curiosity.”

“They're PDA and as bright as the sun.”

“l worry because | don't know what he's going to do. He's a lovely, lovely young man. | mean, he's
come out so well, | think. He's just lovely.”

“My children told me after participating in a study: "Mum, these people keep talking about all the
ways we're different from others. Whereas actually, this autism thing is not such a big deal.” At
home, they can be their natural selves. But that's how it should be in every area of life.”

“She has the Autistic Pride T-shirt. And she wears it quite often. And she really does. | don’t know
if she’s proud. But maybe it is pride. She’s happy. No, not happy. She feels very at ease with the
fact that she’s autistic. | don't hide it. She doesn't feel it's something to be ashamed of or
embarrassed about. So, that's great.”

“They are amazing. Even when they were babies, they had their own personalities, and they were
very much their own individual people. Because, | mean, | didn't have a lot of experience of
children before | had my eldest. So | was kind of really surprised that, you know, this was sort of a
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pretty intact human being, you know, obviously needed some skills here and there., but, you
know, it was him. And my daughter was very much her, and my youngest was very much him.”

“l am autistic, broken, but adult. And | am responsible for my child to be alive and happy. | love
seeing smiley eyes of my child. | call them sunshine eyes. My daughter is smart and has a good
sense of humour. She feels my emotions and reacts even better than | do.”

“And anyway, if he turns out to be autistic one day, well, If we find out he’s autistic in the future,
that’s fine by me — I've got no problem with that at all.”

4. Institutional surveillance of motherhood

Mothers repeatedly described being scrutinized, assessed, judged and required to prove their
competence. This occurred through educational systems, healthcare systems, disability services, family
courts and child-protection / child welfare services. Support requests often triggered investigations,
and autistic traits were interpreted as incapacity.

“I felt challenged by communications with my youngest's primary school reception teacher. She
was concerned that he responded slowly to questions and instructions, and that he'd told her he
still slept in a cot (he actually had a cot bed). When | said he seemed fine at home, she said she'd
have to take it further if things didn't improve.”

“"They did not try to understand our situation in any way. There is a complete lack of information
about autism in the family support institution in my city. Worse yet, | was totally traumatized by
the communication that was going on from the mediator at the case conference (blaming,
shaming)."

“| tried to do this thing of staying with him in his own bed and then go away, but it didn't work
out. And so we decided to let him sleep between the two of us, and he always holds us, he tries to
go underneath us, and that's just a sign that he needs that physicality and closeness. And at the
very beginning, we got a lot of discussions with others about that, and it's not good and blah,
blah, blah - but now nobody's responding. Nobody's saying anything about that anymore. And
for us, it's completely fine.”

“l was actually afraid of being dragged into the system of follow-up and practice surveillance
once your child gets diagnosed, particularly as he was homeschooled for most of his childhood,
and | was really afraid of getting dragged into various procedures that the French are prone to, as
soon as there's a diagnosis or any kind of official status.”

“you know they're constantly looking at you, and comparing you with this neuronormative lens,
and my parenting style was not very normal anyway, because of extended breastfeeding, contact
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parenting when they were little, because |, it worked for my brain style, and the kids were sort of
okay, but it was weird, right, compared to most parents in this country.”

“..you're called in every year as well to give evidence, prove to them that your son is having
access to other people and being socialised. And that | think falls slightly under the social care
because it's looking after children's welfare. And that was absolutely terrifying. Every year | had to
go in and pretend to be super normal and well, you know, really okay.”

“You end up running trials in your head, when facing this kind of situation over and over. You
become traumatized, and there's nowhere to go with that trauma. You end up feeling like you're
forever the accused, forced into kafka-esque games where you aren't told what your crimes are,
but you can be endlessly tried and punished."

“I've been through everything, and the problem is that the system kind of compounds it, and
family courts compound it, because you know, they give the abuser the same weight as
everything you say.”

“I had social workers coming over, and maybe sort of like inspecting the house and going, "that's
an awful lot of alcohol you've got on top of your fridge". And | was going, well if | was an
alcoholic those bottles would be empty or you wouldn't see them. And they're out of the kids'
way.”

“I've asked child protection workers if they could talk to disability services, plan together, because
my younger child was clearly suffering from the lack of services to the older one; | asked if they
had any duty to protect a child against harm resulting from wrongdoings by our service systems,
by the people who made the wrong decisions. No, they told me, they only had the duty to protect
a child from parents, and they didn't have to talk to any other part of the service system. They
suggested removing my younger child from home, even though they saw nothing wrong with my
parenting."

“I'd rather keep my child alive than please various people at the school who just file child
protection reports every week. "l suppose not much has changed there, has it?" Yes. They'll deal
with your previous report when they get round to it. And child protection services have been here
and confirmed that they have no child protection concerns whatsoever.”

“...our family had to spend two weeks in the pediatric psychiatric ward, but we were at home at
night. They wanted to check that we were capable of parenting. | found it terribly unfair because
other families with children with mental health issues who didn’t have to go through this, but we
did. [ ] It was really tough being under their watchful eyes at eight in the morning, sitting with
them at the breakfast table. Everything was supposed to go on as it would in a normal family. |
think it was about halfway through that second week when | said | was having a mental
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breakdown because of this experiment. For a start, the nights are terrible. This is pure torture,
psychological abuse. This sort of thing shouldn't be allowed to happen.”

5. Institutional neglect of mothers’ needs

One of the strongest findings was that mothers felt their own needs disappeared in processes where
children became the focus of services. Experiences included pain not being believed, trauma being
ignored, postpartum distress being minimized, their anxiety dismissed, their sensory needs overlooked,
and their need for rest and leisure being generally invisible. They argued in favour of more attention to
mothers’ wellbeing in order to provide better circumstances for their children through them, as they
would be better equipped to provide financially and emotionally. However, another key argument was
the need to consider them as individuals whose wellbeing matters in its own right, resisting being
subsumed and reduced to the roles of mother and carer only.

“l am traumatized, not in my childhood but in my motherhood. This is just another thing that this
society with its service systems will never understand or accept.”

“So, we need to take a different approach. If we want healthy, safe, capable children, we have to
look at the mother. Full stop. It's essential to look at the mother. Nobody is looking at the mother
— not the neurotypical, healthy or well-adjusted mother, nor the neurodivergent mother. And this,
to me, is what's missing most of all.”

“Maybe an odd way of putting it, but the child should also have a surrogate mother for as long as
the mother takes to recharge a little. :)"

“I'd quite like to have a life again because I've been full time mom and carer and a single parent.
Full time mom and carer for 36 years. Single parent for 20-ish years. I've kind of forgotten, you
know, what would | do?”

“So yes, to me, mothering is— mother is a— it's a prison, as a term. [ ] But yes, it is a
contaminated term. And it's a status that I find really horrible to endorse. It is mythically clouded
in holy respect and, "Oh, what beautiful thing and the best thing in life and what a strength
mothers have," and stuff. But in reality, people, no one treats you right, you know? No one cares.
No one cares. People don't like children. People hate children. People say horrible things about
children.”

“I didn't anticipate this [sensory overwhelm from child], | really didn't, | couldn't prepare for it.
Well, but nobody tells us either. Even though the health service knew about my diagnosis, nobody
prepared me for anything — after all, my diagnosis isn't even important, is it?”
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“From the moment my son arrived, | stopped mattering — not that | mattered much as a woman,
or as a disabled woman, before, but now even less so, because now it's all about my son, and
thank goodness for that, for him, but | don't think we stop standing up for ourselves just because
we’re mumes. [ ] ...them completely ignoring my needs — and what | was saying, like “I need you to
turn the lights down”, “I need you not to put the baby here right now”, “I need a second”” The
dad'’s holding the baby; I just want a second. That being ignored — | think that's set the tone now.”

“All the time their concern was just for my children, and my health as the children's mother did
not matter at all. Although | have a very extensive traumatic history, and it was really difficult. It
was like, as long as you just take care of those kids, you can run yourself to the ground doing it. It
doesn't matter how you do it.”

“..it was in a room with the lights blazing overhead, bright white light, so many people in the
room, everything happening at once, everyone touching me, my legs, and then “here, take the
legs” and arms, and that was it — | was already feeling a bit like a puppet there, so there you go.
Then they gave me loads of epidural and | couldn't feel a thing — I couldn’t even move my legs, so
it was even worse. | was still wriggling from side to side like that, and then they put the baby on
top of me — it had a strong smell, it was wriggling, screaming and everything, look, | started
throwing up all over myself, panicking — it was awful.”

“...a psychologist came to our home, mostly she was specialized into, yeah, what young or new
mothers are experiencing, but there was no specific support for, yeah, with a focus on autism, for
instance. And | think my medication stopped working because of the hormones and everything
collapsed again. So, but then | didn't get any help, and it's still quite traumatic period. Well, yeah,
it's still quite traumatic to think about that time.”

“I have uterine prolapse, and it's really serious. It really affects my life and | had surgery coming
up but, | don't dare go there because | know that | won't be treated right. | just canceled that. |
Jjust can't do it. | have been through it so many times now. It's so horrible if the evidence is
ignored again, if they don't believe that some medicine doesn't work or works badly or differently
or something. Because they often do, for us. | don't have the courage put myself in that situation
anymore."

"They said to each other that they were gonna do a test with the pincet to see if | was still
sensitive. And so they pinched me and | could feel the pinch. But they didn't ask me. And so
instead of asking me... | was, well, | would say too polite, but | think it's part of my condition is
that | just, | will not just talk if I'm not invited to talk. So | just wait patiently that they return the
question to me because | understand that's how conversation works. That's the code, right? I'm
expected to be asked. So they don't ask me. And then they proceeded. So obviously it was hurtful.
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And so in my mind, | screamed and | said, no, no, stop. But then after the fact, they said, no, you
were very quiet."

“When | had a section, the anesthetic didn't work. | felt everything from the first cut, but nobody
believed that either."

6. Administrative motherhood

Many mothers became essentially part-time or full-time administrators coordinating services and
communication between schools, hospitals, therapists, disability services, housing systems, benefits
systems, courts and child-protection/welfare systems. Motherhood involved substantial bureaucratic,
legal and organisational labour in addition to caregiving. Much of this was related to insufficient
signposting of services. Another recurring theme was refusal by professionals to use communication
channels, modes of communication and timing of discussions that would have improved accessibility
and minimized interruptions to the mothers’ work and daily routines.

“Family carer status and disability services were refused on the grounds that | don't spend more
much time on this than parents of children of the same age do on average. With an autistic child,
mind you.”

“Now I've got one of those. Guess how many lines there are in it. 2,600. A bit over. So this doesn't
include any of the normal day-to-day guidance you need with these children. Or the fact that we
have three different meals at every sitting, or things like that. This is purely about school
transport decisions or the headteacher, the school welfare officer — you know, all the different
bodies involved. 2,600, a bit over. Over the course of a year. But nobody'’s guessed the right figure
yet. | printed it out once for a meeting. That was months ago, actually. | mean, nobody even
wants to look at it. When it was printed out, how many tens of pages would it have been — 63
pages or something? Font size ten. It was absolutely dreadful. One fellow mum said it was like
ready-made material for a thesis writer. But | do intend to use it to knock some sense into anyone
who, in future, asks, ‘What do you mean, you spend time on these things?"”

"It's this sort of general secretarial work, ensuring that all the relevant parties are aware of each
other's affairs."

"I have to, like, educate myself in the system, to know what the CLB could do for me, what it
couldn't do, what there was available, what | could demand from the school."

"If you don't know what's out there, figuring it out is quite a struggle."



Autistic

Mothers "' eucop

Project
am
"I had to figure everything out on my own... even the information exchange between different
institutions is extremely limited, in many cases | was the one who forwarded my child's materials
from one institution to another. Persistently, over and over again."

"So, but it was like having a second job, having to fight and talk to the school. Yeah. So there,
there's still a lot of work to do.”

“And I'm used to sort of things just starting to work, and then it gets withdrawn, or adult social
care says, "now we're going to charge you a huge amount of money for this support", and I'm
going, "l haven't got that kind of money. | can't do that and support my family and do everything
else as well". So, so it's it's constant fighting they don't play fair.”

7. Maternal expertise versus professional authority
Mothers repeatedly described situations where they understood their children’s needs before
professionals in health care, schools or social services did. They recognised the need for autism
assessment, anticipated crises, identified effective interventions, and challenged incorrect
diagnoses. Their expertise was nonetheless frequently ignored, dismissed or interpreted as a
challenge to professional authority. Many of the mothers reflected on their own tendency to
explore topics related to health and neurodivergence in depth, and discussed the limitations of
their knowledge, emphasizing that they did not actually wish to challenge professional
authority, but needed to have rational discussions about topics that they had explored.

"I am always pretty aware of what is wrong. But it is not acceptable to doctors or anyone else that
I know, because they would like to discover it themselves. Yes, it's obviously something like that...
which always happens when | go. Knowing what the problem is, and then their ego will fight
back."

“My experiences and knowledge are systematically ignored or actively rejected. | have some
expertise on the connections between autism and co-occurring physical health issues, but
mentioning any of it is inevitably faced with hostility”

“Or if | do get through and see the doctor, | usually know more about my condition than the
doctor does. And then, when | explain it so clearly, it's hard for them to believe that I've got any
problems at all. So it's difficult to get them to believe that I've actually got a condition.”

"I think it was thanks to my persistence that my son finally received his dysphagia diagnosis at six
months of age... 'Look, something isn't right here.""
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"I warned people... this requires extra resources, you must prepare. They told me they would
manage... Then, after a while, they were calling crisis meetings."

“But they have subsequently confirmed these findings. After conducting their own investigations,
following studies by both the state and private sectors, they've actually confirmed that these — the
mother’s misguided assumptions — are, in fact, correct.”

“..the psychiatrist, when they were at the table at school and the care coordinator said, ‘we think
that this child will make it when he gets more time’. Then the two professionals started to laugh
and they said, no, more time will not support him. He needs different kind of support. He needs
real support here at school. Different facilities. And that's the moment they took us seriously. So
they never listened to us as parents, even though | could offer them books and I could say, look,

I

this is my job, | know what it's about. They weren't listening. It was me who was ‘seeing ghosts’.

“My obstetrician — even though I really liked him and was actually only paying him to look after
my unborn child and my reproductive system — kept insisting that my autism diagnosis didn't
make sense because I'm verbal. | chose to ignore him.”

8. Stigma, disclosure and concealment

Many mothers made strategic decisions about whether to disclose autism. Decisions were shaped by
fear of stigma, fear of disbelief, fear of having their views dismissed because of presumed
incompetence and concern about potential negative consequences to the mother or child. The stigma
attached to autism appeared in two forms, attached to negative perceptions and stereotypes
concerning autism, and having one’s diagnosis dismissed as incorrect or part of a current trend of
over-diagnosing autism. The latter could lead to the mother’s judgement being questioned and her
autism-related needs belittled.

On the other hand, some of the mothers disclosed deliberately, either selectively or in all their
interactions with services, often using disclosure as an opportunity to educate, advocate and challenge
stereotypes.

“I have to hide it from them. | have so much experience how people start treating me if they
know, they will not take me seriously anymore, or even they might think I'm not capable of
parenting my children.”

"No as I'm afraid of not receiving such a good service if | disclose."

“No. Never. Because right away, they start treating you as mentally impaired."
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“No. Because, first, | have to already start breaking up so many preconceptions that people have
about me, you know? Like, | experienced so many microaggressions in school for being an
immigrant and a person of color. If | add [anything] on top of this, I'm going to be completely
disconsidered.”

“I would never tell them that I'm on the spectrum... they might think that, yeah, she's a foreigner,
or... It's just, uh... something else. But | would never tell them that I'm on the spectrum."

"I always inform about our neurodivergence here in [country]. But in Ukraine any deviation from
the norm causes a lot of criticism."

“It depends. If it's about things for my son, no. Because, as | said, I'm afraid they might
discriminate against my son in some way because of me. Otherwise, it depends. Usually, yes,
because I still hope they'll help me, don't I? [ ] I try to read the person’s vibe, to see if | think they'll
be understanding or not. And... it's 50-50.”

“No, not unless | reach a point where | need to. Well, | will do if it's like this, if you're filling out a
questionnaire before some kind of service, then yes, absolutely. But if I'm sort of coming into a
room to meet a professional, | won't sort of say, "and I'm autistic", but it may need to be revealed
at some point.”

“It didn't even need to be an operating theatre because | previously had it done at my GP. But
anyway, | went there and | can only experience it that suddenly there were just masses of lights in
my face and six men coming at me. And | just went, "can everyone stop? I'm autistic and | have
no idea what's happening". And they were lovely after that. Absolutely lovely.”

“| tell them now [about my diagnosis]. Just because there are some very practical things that will
come up anyway. [ ] Of course, sometimes that can be a problem. Sometimes it can be useful.
Well, that depends on what kind of person is there in front of you. And | often wear the sunflower
ribbon. | am very open about these things.”

“I do [disclose], in case | start acting weird or | need extra support. Usually, | am just been
ignored.”

“Yes, yes, also to understand how they manage people with this kind of profile, because | work
with them and | need this information, but | usually do disclose it — yes, | don't hide it from
anyone.”

“I always tell I'm autistic. I'm no longer afraid. | tell them to educate, and to insist on my rights.
These days | will walk out the door if facing any kind of bullying or discrimination.”
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“I do tell. Because | feel like it helps the community if there are some publicly visible people who,
by the standards of the majority culture, are acceptable and even successful, but also transparent
about their struggles.”

9. Family and informal support networks

It was apparent from the interview responses that family members, partners, ex-partners and
grandparents could function either as valuable sources of emotional, practical and financial support or
as sources of misunderstanding, criticism and strain. The data consistently highlighted this dual role.
Where members of the immediate and extended family members were either unavailable or added to
the mother’s stress and workload, circles of friends and other informal networks became crucially
important.

“My husband then says [to our children], "Yes, mom has had a really heavy day, you know, mom

1

cannot cope well with noise if she's not feeling well.

“I think the partner you co-parent your children with is really important.”

“Yes, my husband and mother have provided the support | needed.”

“Luckily, what is working is that some of the other parents in our network from school, uh, not all,
but there are a few people who do have experience with autism just for, because of voluntary
work, so very broad, but there he's super welcome, um, and that helps to also have some
afternoons free for myself”

“I have a network of friends, which have been like a replacement family. If | didn't have my
friends, | don't know how | would survive.”

“l was brought up by an autistic mother that never had the opportunity to know she was autistic,
and her highest priority was fitting in at all times, and really not doing well at it until her world
became very, very, very small. And we had just not much connection. It was very sad.”

“I never felt | had a support network that was really there to help rather than to criticise... It's the
opposite of a support network — | had a network of criticism.”

“My father... accepted that I'm autistic... But he doesn't understand anything of it. He also doesn't
understand how we are raising our child. And that gives a lot of tension.”

“We didn't have any support family-wise.”
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Summary of main thematic analysis: Core thematic argument

The findings from these interviews suggest that autistic mothers across Europe face unnecessary,
preventable obstacles due to the ways in which service systems respond to autism, motherhood, and
disability. The way these obstacles are created fall into predictable patterns. Across healthcare,
educational, social care, disability, welfare, child-protection and legal systems, mothers repeatedly
described environments that were difficult to access, poorly informed about autism, reliant on
neurotypical assumptions, and often unresponsive to their expertise and needs. They experienced
pressure to hide their autism diagnosis or autistic identity, to force themselves into modes of
communication that were stressful to them, and to downplay their skills and knowledge to avoid
negative reactions from professionals.

Autistic mothers frequently assumed responsibilities that extended far beyond caregiving. They
became advocates, coordinators, and consultants, compensating for institutional shortcomings
through persistence, specialised knowledge, and extensive administrative labour. Their ability to
ultimately secure support often depended not only on need, but also on their access to information,
financial resources, professional knowledge and institutional literacy.

More positive experiences were possible when professionals recognised autistic differences, listened to
autistic mothers and worked collaboratively rather than hierarchically. In these situations, participants
frequently described a sense of relief and validation, improvement in their wellbeing, and better ability
to support their children and participate fully in family, community and professional life.

Autistic mothers often face institutional surveillance and a continual need to justify both their own
needs and their competence as parents. The attempts to assess their parenting often appear both
wasteful in terms of resources and ineffective in addressing their real needs.

The data suggest that autistic mothers should be understood not only as parents, from the perspective
of parenting skills or the children’s best interest, but as experience-based experts in family situations
often involving multiple generations. They should also be seen as autistic service users in their own
right, entitled to respect for their minority identity, reasonable accommodations, disability services or
attention to their complex physical conditions, depending on their individual needs and situations.
They appear as service users in employment services, women's shelters and refuges, and legal aid
services. Their experiences reveal how contemporary service systems can depend on unrecognized
expertise and unpaid labour. The remedies often seem to be ultimately simple changes in awareness,
knowledge and attitudes, costing little but potentially freeing these mothers’ potential to be used for
the benefit of their families and communities.



Autistic o '~0,
Mothers \,.:“'s euco p

Project ) Foropean Gounci of AUTTS Paopie

am

Positive service experiences as counter-examples

While a large proportion of the dataset documents barriers, neglect, stigma, administrative burden, and
conflict with institutions, the interviews also contain depictions of positive experiences that serve as
counter-examples. These cases suggest that difficulties are not inevitable consequences of autism itself.

They provide important real-life examples and models for developing service systems.

Many participants described individual health care professionals, school staff members, therapists, support
workers, social workers, and in rare cases the police or legal experts who were experienced as helpful,
responsive, and trustworthy. Service interactions were often remembered vividly because they contrasted

strongly with experiences of dismissal, misunderstanding, and bureaucratic inflexibility.

These accounts suggest that community support functions as a form of resistance to stigma, a source of

practical knowledge, and a context in which positive autistic identity can develop.

"l have an autistic doctor, my GP. That helps.”

“l do have a great doctor and she knows about my diagnosis and she supports me in it and she

accommodates it.”

“They are focused on what is the need of this boy. Working from a neurodivergent perspective... is

supportive for him.”

“And, you know, so they just got him. They got us, and he's really thrived. So to me, when I'm talking
to other people, I'm saying it shows it's possible. It doesn't seem possible in the majority of schools and

what I'm hearing is going on, but it is possible. It can happen. It's happened for him.

“But then there were certainly some people who seemed to understand. And, for example, at the [city]
neuropsychiatric outpatient clinic, things were a bit different again. | have to say that there, they
listened and tried to engage in a proper dialogue; they didn't, in a way, try to extract information and
then use it as a weapon against the parents. [ ...] She continued to help us afterwards, ensuring he
received the best possible support.”

“| was hesitant to get my son diagnosed because of my own experiences, but at the same time, things
were really not working. And then that person, the director of the center, helped me, um, and we went
also to her center. Because | trusted her, then diagnosis came. And now we are at a center close to our

home for, yeah, revalidation [referring to Dutch revalidatie; i.e. rehabilitation/recovery], so therapy. [...]
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As | said, they are going to process diagnosis. It's not like fixed. They are open to think about the idea

of developmental diversity, etc., etc.”

“Good experience in Finland. A personal assistant comes to my place to help with children, children
get presents from time to time. | have got PTS [post-traumatic stress][because of something that
happened in the war], social worker helped to get a proper medicine from a doctor. Social services

help a lot, remind me about upcoming events, and are polite.”

“Would say that first social workers including social workers from the child protection services were
not helpful at all. Only the last one helped a lot to figure out new ways of support, including financial
ones (for instance receiving disability card and disability card on the car, additional benefits while

taking care after disabled child, etc.).”

"The national autism society's 'First Aid' programme was a huge help... They provide information,
support and help you navigate.”

““So, it was good support. Then | realised, what was it, why was it good support? Not only because he
validated my concerns and my doubts and also gave me solutions, but also because of the paperwork,

because Portugal is a country of paperwork, and so he wasn't afraid, unlike the other doctors.”

Financial privilege as a moderator of outcomes

One noteworthy pattern across the dataset concerns the role of financial resources, professional expertise,

educational attainment, and institutional literacy in shaping access to support.

The data suggest that privilege does not eliminate difficulties, but it can significantly alleviate them. Highly
educated, professionally successful, and economically secure mothers still reported stigma, burnout,
dismissal, trauma, surveillance, inappropriate treatment, and unmet needs. However, privilege often altered
mothers' ability to navigate, challenge, or circumvent barriers. Many of the mothers were aware of their

own privileged positions and concerned about others with more limited resources.

The ability to pay privately frequently appeared as a mechanism for reducing uncertainty and accelerating
access. It created opportunities to bypass waiting lists, select preferred professionals, access specialist

expertise, and avoid burdensome bureaucratic processes.

“And I'm also in the position that | can choose very small camps, for instance. And | mean in the
financial position to send him... to very high standards facilities, and that's not something everyone

can do.”
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“Remarkably, we've not had any battles, but that's | think because I'm privileged in that | could afford
things like diagnosis.”

Professional privilege as a moderator of outcomes

A second form of privilege involved professional knowledge and institutional literacy. Several participants
possessed professional backgrounds in psychology, social care, education, healthcare, research, or related
fields. These mothers often demonstrated an ability to understand service structures and challenge

professional decisions,

Several participants described situations in which their educational background or professional status
enabled them to communicate effectively with professionals. These participants contrasted their own ability

to navigate systems with the position of other parents who lacked this knowledge.

“I think I'm also privileged because I'm a senior professional within children's social care, so | know the
language to use. We speak the same language or we speak very similar language. So I'm checking my
privilege. I've used it to my advantage. Of course | have, for my children. But | think that plays a big

part, and it shouldn't be that way. The service should be there the same regardless.”

“As for my relationship with healthcare professionals, it’s like this: | don't really have a difficult
relationship in most situations because I'm also a healthcare professional, even though I'm not in that
particular field, am 1? And so | speak much the same language; in other words, they can't talk to me as
if they were talking to a donkey staring at a palace, because | won't let them. [ ], it forces them to be

more careful with what they say.”

“[ ]...my job originally on the NHS was about trying to make things better for autistic people. [ ] And
then, because of the nature of those organizations, people around have changed, and people forgot
what my role was, and they kind of put me into a smaller and smaller box. So I could be less

problematic and less difficult. So that wasn't very effective. So I'm doing something different now.”

Outlier themes

Outlier theme 1: Abusive relationships and ex partners

A considerable number of the mothers had been in problematic relationships in the past. This brought up a
range of sub-themes, in unique individual combinations, each rare in itself but together highlighting the

vulnerability of autistic women to physical, emotional and financial abuse.
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"I was a mom very young and | had a child with a very abusive person."

"We separated with my husband due to abuse from his side. He does not participate in our children's

lives neither financially nor physically."

"And that divorce and everything else. It was a violent marriage. | left via a women's shelter. [ ]I

needed advice. What services are available? Because you can't find them yourself."

"The child psychiatrist said that the situation is really alarming. That she has to see this kind of person
every weekend. Right. So why nobody hasn't helped us? So | wouldn't say that the service is very

accessible"

"But the more | know about autism, the more I'm like, of course, that is something that | can't really
dissect from being autistic because it's this... how prone we are to go into toxic relationships and
abusive relationships and how much higher the numbers of sexual assault are in autistic women and

girls."

"My divorce from my second husband was absolutely horrendous. And he... was using my autism
diagnosis to try and take the youngest away and the youngest was one and a half and still breastfed
and still contact parented. [ ] Everything could have been taken away from me, and he was just using

absolutely everything that he could and throwing at me."

"And then they asked if, apart from this, there were any social services issues we could help with. And |
said, "Actually, there is. Her dad doesn't pay child support”. | straight away mentioned a whole load of
problems with her dad. “If you could help me with that, it'd be great. No one's ever helped me with
that”. But anyway. They interviewed her dad. He said no [he didn't pay child support], he was honest.
And a long time later, her dad received a letter saying the case had been closed. | never received one.

Nobody ever told me anything. I didn't know."

“And it was bad for youngest in the end, but when in in court, after the judge had already sort of said,
"stop. She gets the house now. And if you make any more fuss about it, you will have to pay her court
fees as well, so then... [demonstrates pulling hands away]. But then | had to find like 15,000 pounds to

pay my court fees.”
Outlier theme 2: Child’s agency, mother and child developing together

While most themes in the dataset focus on mothers' experiences, several accounts highlighted children
as active participants in family life rather than passive recipients of care. In these narratives, children
demonstrated insight, emotional intelligence, problem-solving ability, self-advocacy, and practical
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competence in ways that shaped their mothers' development and decisions. Mothers described
learning from their children, modifying their own behaviour in response to children's observations, and
witnessing children take increasingly active roles in navigating interactions with professionals and the
wider world.

“When my elder autistic son (he is 20 now, living with his father in [another country]) had his
difficult times, | used to shout at him because | did not know what to do. At the age of 12, he
politely asked me to find a better way of talking to him. It was so mature of him that | realised
that shouting never helps and children react on our reaction and if we shout they will even shout
more. Since then, | stopped shouting at children and perceive them as very wise and empathic
persons.”

“As for my son, holding him and taking samples quickly (he has physical chronical illness too, so
taking tests are crucial for him) really helps. Unfortunately, doctors here refuse to hold the child
and prefer the methods that are psychologically harmful for him and prevent them from taking
tests. At some point | also had a meltdown, that doctors ignored and asked us to leave the room.
Somehow, my son was wise enough to react. He promised to give samples without any delays so
that mother would not cry anymore. Since then, it has become easier to take samples.”

“She speaks for herself. Her voice is steady, her manner is calm, her logic flawless. The psychiatrist
tries to find any crack in her arguments but can't. It begins to sound like he’s a whining child,
trying every trick to annoy and failing, and my daughter is the rational adult. [ ] [I'm] relieved
that she can do this and terrified what it will cost her to push herself this way, and more proud
than | could ever imagine being. How and when did she learn this?”

“He had occupational therapy; he had everything money could buy, and that'’s that; and with
good therapists, because | changed them often—even the most basic ones—to find the right ones,
and so | have far more difficulties than he does now; in fact, he now helps me. For example, |
have absolutely no sense of direction, I still can’t manage to use public transport, and so on, and
he’s just like [name] — he'll take the underground with me sometimes and come back home so |
can actually get somewhere.”
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Envisioning change

The participant’s visions and wishes for a better future came out in response to the specific question
targeting this, but also more indirectly through other questions. The suggestions included both broad
visions about societal change and very specific, practical suggestions.

Autism-informed, responsive, and respectful services

Participants repeatedly called for services that understand autism, communicate clearly, provide
appropriate accommodations, and take autistic mothers seriously. This included better professional
training, autism-specific support during pregnancy and parenting, respectful healthcare, transparent
processes, faster access to support, and recognition of mothers' expertise.

"In an ideal world, experienced autistic mothers would provide education and services to young
autistic mothers, and be employed as independent advocates for them. In an ideal world, we
would have access to justice, not only through processes that take years and drain the last of your
energy. We would have professionals stepping in to defend us."

"Ideally, autistic mothers would have access to a dedicated support person who could accompany
them throughout pregnancy and during the early stages of parenting, or even later on. There
should also be services specifically designed to provide support with parenting-related
challenges."

“We need to spread this across the whole of society. There really needs to be a drive to train far
more people in this field, so that they can in turn train others, because ultimately everyone needs
to be trained. So, we need to be in positions of power to make it happen.”

“The basics of dignity — | think that would have made all the difference: the basics of dignity and
being able to make choices about our own bodies and about how we want things to happen, with
respect, and | don't think that happens. [ ] You'll see, you'll see why I'm asking you these
questions. You'll see that in an ideal world, someone would explain to me what they’re going to
do to me, they wouldn't start putting things all over me without me knowing what they were, not
even during ultrasounds.”

“Well, that's really idealistic talking, but if the state would give psychological support specifically
for autistic mothers, that would be really fantastic. | think a place where you could— if | had a a
place where | could go every week or so to just unload my burden of observations I've had
throughout the week and just like remove the mask once a week [ ]”

“Um, and more empathy within healthcare institutions, more ears.”
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“Well... At least there'd be a lot less noise. That would probably be the number one thing. And
then in schools and everywhere else, all the food would be kept separate. And then you wouldn't
be allowed to wear perfume. And the lighting would be pleasant too. And attention would be paid
to acoustic design.”

“More psychological support is needed as well as peer support from other autistic mothers.”

“l wish state services help would be faster and better arranged (so that social workers would know
more and help in a better way).”

“I wish there would be more real support from schools and absence of judgment and no
misunderstanding.”

“I wish to get support faster and get real professionals who will provide adequate support and
information.”

“Institutions should have clear communication and transparent processes.”

“It would be helpful, for example, if we could get appropriate information while preparing to give
birth and during pregnancy, and if healthcare staff could provide supportive and individualized
care, and further if protocols and laws would allow for individual choices, such as home birth,
choice of obstetrician, birth in a way that is friendly to baby and mother, attention to sensory
sensitivity (lights, body position, perineal incision, oxytocin, etc.), as well as single-bed delivery
rooms, single-bed hospital rooms, rooming-in arrangements, visitation permits, etc.”

“Autistic experiences should be validated rather than dismissed as just being dramatic,"
"overreacting," or "being weak." We should not have to fear negative consequences or reactions
when we choose to disclose our diagnosis.”

“Ultimately, | believe that if more people engaged in self-reflection and self-awareness, things
could change. As it stands, many people within the system are acting from their own fears, and
those fears often shape the way they respond to others.”

“So, it's about providing support to these mothers when they need it, and to provide support there
must be people who know how to offer it; and for there to be people who know how to offer it,
there must be training for people to provide that support.”

“So, what's really needed is a very significant investment from the state as well, isn't it? In
addition to these associations that are being set up, there really needs to be — whether at national
or international level — a drive to train far more people in this field, so that they can in turn train
others, because ultimately everyone needs to be trained.”
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“In an ideal world, staff at health centres and hospitals would have a basic understanding of this
and of how to be respectful ”

Practical support, resources, and shared responsibility

Many suggestions focused on reducing the burdens that mothers carry alone. Participants wanted
personal assistants, respite, psychological support, peer support, easier access to benefits, financial
assistance, employment support, and practical help with childcare and daily living. These proposals
reflected a desire to distribute responsibility more fairly between families, communities, and service
systems.

“Autism-specific health visitor and social service who can be called upon as support and a helper
without feelings of guilt, for example, if we are over-saturated or over-stimulated by our own
child.”

“[in an ideal world] Providing opportunities to work, because it is even less feasible to protect
oneself from workplace bullying as a mother.”

“l wish there were more visits of assistant who helps with children, for instance, to help me during
a park walk. At least several times per week. My autistic son can run away while | am busy with
other children at the playground. Having extra hands would be needed for everyone’s safety.”

“I also wish there would be easier ways to get financial support from state, avoiding numerous
additional questions and complicated way to receive it.”

“l wish people outside would be more understanding and could help catching the running away
child (usually they just let her go right towards to traffic).”

“In an ideal Portugal, | think the issue of having support. Personal assistants would be very
important because, for example, | can't do everything. | either cook, or work, or keep the house
tidy. I do some things, but | can't do everything.”

“I think that's what would make the biggest difference in my life. It would be having someone
who could come here to my home and help me with the things | can't manage on my own.
Because sometimes everything gets a bit chaotic, and when my home is in chaos, I'm in chaos
too. | need things to be organised so that | can live my life. So that would undoubtedly be what
could help me the most. It would be having a personal assistant.”

“Provision and promotion of safe spaces for autistic mums to meet and learn from other autistic
mums.”

“The peer support stuff is awesome. So, yeah, that's kind of, that would be my big ask.”
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Social acceptance, equality, and systemic change

The broadest visions concerned changing society itself. Participants called for reduced stigma and
ableism, greater understanding of neurodiversity, respect for autistic people's rights, validation of
autistic experiences, recognition of autistic mothers as full and equal human beings, and in some cases
more fundamental social and economic change. They envisioned a society where difference is
normalised rather than questioned, and where autistic mothers and children can participate without
shame or pressure to conform.

“But like that “what if?" | can't actually do that. And because | can't do that, I've also developed a
philosophical argument for why that's actually not a good idea [to imagine ideal worlds]. Because
I think we shouldn't do ideal theory, so... But when | think and this isn't just for me, but also for
other people | know. Yes, the first thing is really just [to cut] the nonsense about autism and being
autistic in the world that's going around.”

“Yeah. | would like to start with destroying capitalism. | would like to live in a world with less
ableism because | feel the reason why — | want to say we know so little, but that's not true
because we do know a lot, but the society as a whole knows so little about autism or
neurodivergence in general, is linked to ableism. And all this implemented shame around
disability.”

“This is extremely utopian but I— in my own work it always comes back to this problem of living
(n a capitalistic society where your value of a human s linked to your productivity and if you
have a bodymind that's not or less compatible with that, | mean none of us is really compatible
with it.”

“Neurodivergent people would also be taken seriously. Interaction is really central. Things cannot
be decided from above for everyone, like 'this has worked before, so this will work for you'. It's
necessary to really listen, engage with the person”

“In an ideal world, it would be normalised that everyone is different, with different needs.
Regardless of what they are or aren't. And that people could express their needs and for that to be
a natural thing.”

"If people understood neurodivergent brains better, if people understood neurodiversity better and
recognised our rights as human beings...”

“And then it's that double thing as well, as a woman and as a mother, you are also not really
seen as human or equal. The opposite of that.”
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“I mean, respect them. Give them some human rights, because it seems like we are lacking some
basic human rights, honestly. Respect. Trust. Appreciation.”

“Yeah, | always come back to this point of the societal structure, and if we have to live within
capitalism, then | would dream of neurodivergence being taken more serious as a disability and
Just living also in a less ableist society.”

“We would need an openness from the majority population. If a lot of things weren't considered
odd, ridiculous, or repulsive, that are considered like that now, if there was more understanding
and acceptance in society, then there would be far less reason for anxiety, and we could function
better. Not to mention that we wouldn't pass on an anxious, shameful existence to our children.”

“There are countless presentations, books, articles about what life is like with a child who is
autistic or ADHD, but | haven't found anything about what life is like as an autistic parent. It
would be nice if people paid attention to this too, and articles, lectures, etc. about this would also
be available.”

“I don't think we need big things here. If society could be more open to our problems, and try to
understand us the way we try to understand them.”

“And in an ideal world, it would be normalised that everyone is different, with different needs.
Regardless of what they are or aren’t. And that people could express their needs and for that to be
a natural thing.”

Conclusions: Envisioning change

Taken together, these visions do not primarily call for extraordinary interventions or entirely new
systems, but for a profound shift in how autistic mothers are understood and treated. Participants
repeatedly asked to be listened to, believed, respected, and supported as both parents and autistic
individuals in their own right. Their hopes combined practical measures, such as peer support, personal
assistance, autism-informed services, accessible communication, and better professional training, with
broader aspirations for a more inclusive and less ableist society. Many of the changes suggested would
require relatively modest investments, yet could substantially reduce the administrative burden,
psychological harm, and social isolation described throughout the interviews. Ultimately, the
participants' accounts suggest that autistic mothers do not seek special treatment, but equitable



Autistic

Mothers .\"" euco p

Project ‘\‘ cil of Autistic Peoplel

am

treatment: service systems and communities willing to recognise their expertise, accommodate their
needs, value their contributions, and enable them and their children to flourish.



am

Autistic
Mothers
Project

Appendix 1: Interview questions

eucCaQ

Background

Wording of question

Alternative/ simplified wording

Instructions for
interviewer

age

1. Which age group are you in? 18-
29, 30-39, 40-49, 50-59, 60+

1. How old are you?

record age only in
the 10-year bracket,
not exact age

nationality and

2. What is your nationality and

2. What country do you live in?

required question

children autistic or have any
disabilities?

have disabilities?

country of current country of residence? Where are you from originally, if

residence it's another country?

number of 3. How many children do you 3. How many children do you required question
children have? Is your child / any of your  |have? Are they autistic or do they

diagnosed or
self-identified

4. Do you have an autism
diagnosis, or are you self-
identified?

4. Has a doctor or therapist told
you that you're autistic, or have
you found it out yourself?

required question

Experiences
with services

experiences of using health care
services (for youself or for your
child /children) as an autistic
mother?

diagnostic 5. Can you tell us about your 5. Can you tell us what happened
services experiences with diagnostic when you got your autism
services? If you have not diagnosis / when you tried to get
approached them, why? an autism diagnosis? If you have
not tried to get a diagnosis, can
you explain why?
health care 6. Can you tell us about your 6. Can you tell us what it has been

like to talk to doctors, nurses or
other health care people as an
autistic mother?

reproductive
health

7. Have you had negative
experiences with reproductive or
maternity care services?

7. Have you had problems with
reproductive or maternity care
services?

adult social
services,
disability
services

8 Can you tell us about your
experiences with social service
systems, such as disability services
or adult social services?

8. Have you asked for help from
social workers or disability service
workers? If you have, what has it
been like?

European Council of Autistic Paople
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nursery /day (9. Can you tell us about your 9. What has it been like to

care /schools

experiences of communicating with

communicate with your child's

/education your child's nursery / daycare / nursery /daycare /school?
school?

child 10. Do you have any experience of |10. Have you ever been in touch

protection child protection services? If you do, |with child protection workers? If
can you tell us about it? you have, what was it like?

other 11. Would you like to tell us about |12. Are there other service

your interactions with any other
service system that has been either
helpful or problematic for you as
an autistic mother?

systems You have used? Would
you like to tell us about them?

stigma /ability

12. Do you usually reveal that

13. Do you tell doctors, social

to be 'out’ you're autistic when dealing with  |workers and other professionals

advocate service systems? If not, why? that you're autistic? If you don't,
why?

services to 13. Have you received enough 15. Have you been given enough

support support to be a parent and have a |support to be a mother and live

parenthood [family life equally with non-autistic |with your family just like any other

and family life

people?

woman could?

accessibility of

14. Thinking of all the services that

16. What do you think about the

services we've just mentioned how accessibility of the services you
accessible did you find them? If have used?
there was a lack of accessibility
how did this show?
Your story
and vision
defining 15. Could you describe a moment |17. Is there some special moment
moment or  |or incident that expresses that you remember well because
incident something fundamental about yourl|it tells something important about
journey as a mother? you as a mother?
about 16. Is there anything you would like|18. Is there anything you would

child/children

to share about your child/
children?

like to tell us about your child/
children?

ideal world

17. In an ideal world, what would
be done differently to give autistic
mothers the support they need to
be safe, happy and equal with
others?

19. What should be done
differently to give autistic mothers
better support?

P
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Use of
quotes, focus

group

use of quotes

18. Can we use anonymized quotes
from your responses in the
project's public materials?

20. Can we use small parts of what
you just told us on our project
website and social media? We
would make sure that you or your
children cannot be recognised
from the text we use.

required question,
yes/no answer

focus group
participation

19. Would you like to participate in
a 1-hour focus group later, to
discuss these themes with other
autistic mothers? We would collect
more information for the project
from the discussion.

21. Would you like to join a
discussion later to talk more
about these matters with other
autistic mothers? It would take
about one hour. We would collect
more information for the project
from the discussion.

required question,
yes/no answer; if
yes, ask for email
address
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Appendix 2: Final codes

1 Strengths Related to Autism

1.1 Mother's expertise

1.2 Mother's capacity for systematic action

1.3 Child solves problem

1.4 Mother's appreciation of child's positive autistic qualities
2 Challenges Related to Autism

2.1 Sensory sensitivity to stimuli from child

2.2 Impatient, aggressive or distancing reactions to child

2.3 Lack of energy to engage in leisure activities

3 Positive Experiences in Services

3.1 Assistant with good connection to child

3.2 Bullying prevented or stopped

3.3 Professional with knowledge of services

3.4 Medical professional as ally or support person
3.5 Expert medical professionals resolve problems
3.6 Overall good experience with services

4 Negative Experiences in Services

4.1 Length and complexity of diagnostic process
4.2 Doctors create obstacles

4.3 Adult autism invisibility in services

4.4 Lack of autism-specific knowledge or provision
4.5 Attitudes and prejudices

4.6 Poor communication in health care
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4.7 Professionals' ignorance of services and benefits or refusal to provide information

4.8 Excessive phone calls to mother
4.9 Migration, language and service-navigation barriers
4.10 General inefficiency

4.11 High demands on mother's time and administrative caregiving burden

4.12 Cost of services

4.13 Staff turnover

4.14 Structural autism-system mismatch

4.15 Double dilemma of doing too well/poorly
4.16 Atypical physical illness ignored or mishandled
4.17 Pain not taken seriously
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4.18 Lack of sensory accommodation
4.19 Mother's needs ignored or psychologically harmed by services
4.20 Concealment of diagnosis as protective strategy
4.21 Mother as volunteer assistant refused

5 Relationship with Child Protection

5.1 Conflict or criticism involving child protection
5.2 Positive experiences with child protection

6 Family and Informal Support Networks

6.1 Involvement in autistic community

6.2 Family as source of support or strain

7 Relationship with Ex-Partner

7.1 Lack of involvement from ex

7.2 Ex traumatizes child or children

7.3 Ex undermines mother's expertise or authority
7.4 Mother has been traumatized by ex

8 Desired Change and Suggested Action

8.1 Improve social workers' knowledge and empathy

8.2 Provide peer support

8.3 Provide psychological support

8.4 Provide guidance for pregnancy, birth or parenting

8.5 Provide personal assistance or other disability services

8.6 Support opportunities for employment or financial benefits
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8.7 Stop questioning child's positive autistic identity or pushing them to be less autistic

8.8 Focus on mothers' overall wellbeing

8.9 Listen to mothers and take their expertise seriously

8.10 Change society or family structure in a fundamental way

8.11 Diagnosis disclosure as awareness-raising or advocacy strategy



