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Abstract

Purpose Emergent research literature has identified emotional and behavioural challenges for autistic children with a
pathological demand avoidance profile. However, understanding of their parents’experience is limited. This study aimed
to explore the experience of parents of autistic children with a pathological demand avoidance profile.

Methods Semi-structured interviews were completed with ten parents of autistic children with a pathological demand
avoidance profile, aged between 5 and 11 years (M=8.5, SD=1.90). All participants were mothers, aged 33-50 years
(M=42,SD=5.35). To explore what meaning participants gave to their lived experience, an interpretative phenomeno-
logical analysis was conducted on interview data.

Results Four main themes were developed from the interpretative phenomenological analysis; the benefit of a shared
understanding about pathological demand avoidance to the parents and their children, the power of pathological
demand avoidance and the impact on families, the emotional experience of mothers, and the various ways in which
they coped.

Conclusion The need for further recognition and understanding about pathological demand avoidance is emphasised
through recommendations for future research. As is the need for flexible, informed, and appropriate support for demand
avoidant children and their families.
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1 Introduction

Pathological demand avoidance (PDA) is a term that was developed by Newson and colleagues to describe a cohort
of ‘atypically autistic’ children, who came to clinical attention due to their extreme, obsessive avoidance of everyday
demands [1]. Autistic people experiencing demand avoidance, and their families, identify with the term “PDA’, despite
it yet being a formally diagnosable condition [2]. This demand avoidance phenomenon is understood to be driven by
an anxious need to be in control and a strong intolerance of uncertainty [3], which can lead to behaviour challenges
[4]. What is perceived as a demand is unique to each individual, and can range from direct demands, such as requests
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made by other people, to indirect demands, such as transitions, expectations, and receiving praise [5]. There is often a
degree of sociability observed in PDA that is unusual for autistic children, as PDA children may engage in socially strategic
behaviours to avoid demands [5]. Demand avoidance behaviours may range from more subtle forms of social control,
such as excuses or engaging in fantasy and role play, to more extreme behaviours, such as drastic changes in mood,
aggression, violence, and threats [1, 4-7].

PDA is not currently recognised within diagnostic classification manuals such as the Diagnostic and Statistical Manual
of Mental Disorders (5th ed., text rev.,, DSM-5-TR) [8] or the International Statistical Classification of Diseases and Related
Health Problems (11th ed.; ICD-11) [9]. However, recognition of PDA as a distinct entity is increasing within autism
research and advocacy groups, including acknowledgement in practice guidelines [10-12]. Requests for PDA diagnosis
by parents are also increasing [6]. PDA is mostly considered as a profile that exists within the autism spectrum [3, 13, 14],
and professionals may assign a “PDA profile” to an autistic child experiencing demand avoidance [15]. Researchers have
debated whether PDA should be considered as an external co-occurring condition related to heightened anxiety [16] or
as a set of outcome ‘symptoms’ of other recognised conditions co-occurring with autism, such as anxiety, oppositional
defiance, and conduct disorders [6]. Only one study has investigated the prevalence of PDA in autistic children using
population cohort data from the Faroe Islands and suggested that one in five children with autism showed character-
istics of PDA [13].

When PDA children are pushed to comply with demands, their behaviour tends to become more oppositional and
extreme [7]. This is likely to create significant difficulties for their parents, who have described the pervasiveness of their
child’s demand avoidance in every aspect of daily life [17, 18]. A recent study highlighted the impact of PDA children’s
extreme anxiety on parental wellbeing, impacting emotional and physical health, sleep, relationships, and family dynam-
ics [18]. Additionally, research has indicated that parents of PDA children are often blamed by professionals for their
child’s problem behaviours and lack of progress [19, 20]. In one report summarising responses to an online survey, some
parents of PDA children perceived that parental blame had contributed towards a deterioration of their mental health
and a distrust of services [19]. Although there is a scarcity of literature on how parents can help their PDA children [21],
a low arousal, low demand parenting approach is at least anecdotally effective [7].

Whilst research on the experience of parents of autistic children with PDA is limited, the extant autism literature
provides some insight into their possible experience. Qualitative research has revealed that parents of autistic children
face a range of difficult emotions around their child’s autism diagnosis. This includes feelings of shock, sadness, stress,
grief, denial, guilt, anger, and worry [22]. Parents described coping with these emotions by accepting their child and
focusing on what could be done to help them [23]. The demand of raising an autistic child means that many parents
report experiencing social isolation [22, 23]. Stigma is also a common experience [24], felt more acutely in parents of
autistic children with aggressive behaviour [25, 26], which may have implications for the parents of PDA children who
experience parent-blaming [19]. Gore Langton and Frederickson [27] argue that negative effects may be heightened in
parents of PDA children who face similar challenges to those faced by parents of autistic children, before autism became
more widely understood.

Some of the challenges that PDA individuals and their families face appear to include a lack of awareness about PDA,
barriers to accessing support, and parental stress which negatively impacts their well-being [18]. However, the research
literature on PDA is still in its infancy, and there is only a limited understanding of the experiences of parents of PDA
children. To further understand these experiences, this phenomenon must be explicitly explored. This study aimed to
explore the lived experience of parents of autistic children with a PDA profile. By exploring what meaning parents make
of their experiences it is hoped that service providers and professionals can be better equipped to support both parents
and their children.

2 Method
2.1 Design

A qualitative research method was used for this study, with an interpretative phenomenological analysis (IPA) adopted
to analyse the data and explore the meaning that participants gave to their lived experience [28]. This study was
conducted from an interpretivist epistemological position, which holds that reality is subjective, socially constructed
and a composite of multiple perspectives. In this approach, the researcher is acknowledged as having an active
meaning making role. Smith and Osborn [29] describe this as a two-stage interpretation process. The participants
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are trying to make sense of their world; and the researcher is trying to make sense of the participants trying to make
sense of their world. Acknowledging the active role of the researcher, existent PDA literature was reviewed, and
the researcher participated in PDA training provided by a clinical psychologist with expertise in PDA. The training
focused on working therapeutically with PDA clients, including education on PDA traits and therapeutic approaches.

2.2 Procedure

Once ethics approval was obtained from the Edith Cowan University Human Research Ethics Committee (REMS NO:
2022-04029-CURTIS), recruitment material was shared in the ‘PDA Perth WA Parents Community and Support Page’
Facebook group. The recruitment material provided the researchers’ contact information and urged interested parents
to contact the researchers. Participants were given the opportunity to ask questions about the study and emailed a
link to a Qualtrics questionnaire, which included the participant information letter and consent form, a demographic
questionnaire, and an online version of the Extreme Demand Avoidance Questionnaire (EDA-Q) [30].

With informed consent obtained, participants who provided scores equal to or above the recommended cut-off
for PDA likelihood were invited for an interview. Audio was recorded using a personal audio-recording device, and
transcribed verbatim. Participants were informed of their ability to stop or withdraw at any moment and invited to
provide feedback immediately after the interview. Participants were then sent an email debrief sheet which included
information about how to withdraw their data and access relevant support services if required. The debrief sheet also
provided helpful information from key informants such as PDA resources, parent support groups, and suggestions
for further research participation.

2.3 Data analysis

Participants’identifiable information from the demographic questionnaire and EDA-Q was linked to an identification
number and stored in a password protected folder on the researcher’s computer. Audio-recordings and transcrip-
tions needed to be linked to participants’demographic data to allow participants time to review and withdraw their
data if desired. An interpretative phenomenological analysis of the data was used following the process outlined by
Smith et al. [28]. Given the idiographic nature of IPA, each transcript was analysed, in detail, before analysis of the
next case. The initial transcript annotations were consolidated into experiential statements which reflected both a
summary of the important words and thoughts of the participant, and the researcher’s interpretation. Connected
experiential statements were then clustered into personal experiential themes. A table was formed for each individual
case outlining identified personal experiential themes and experiential statements. The individual analysis of the next
case only began at the conclusion of the in-depth analysis of the case prior. Once all cases were analysed, a table of
group experiential themes was developed, with analysis of similarities and differences across cases.

Strategies were also implemented to ensure research quality. A bracketing process was completed prior to data
collection, recording the researchers’ biases, assumptions, and preconceptions about the phenomenon in question,
to increase awareness and reduce their influence on the research [31]. The researchers also acknowledged their own
identities and their potential influence on data collection and analysis. The researcher SC was a male clinical psychol-
ogy student in their twenties, who had professional experience with autistic children, and no personal relationships
with participants, parents or autistic children with a PDA profile. The researcher El was a female clinical psychologist
academic who also works in private practice with autistic children, adolescents and their parents. She had no personal
relationships with the parents or autistic children with a PDA profile included in this study. Reflexive supervision
between SC and El was used throughout data collection, to enhance researcher awareness and refine research skills
[32]. Each research stage was recorded in an audit trail and reviewed periodically to ensure that a coherent chain
of arguments existed from the transcript annotations to the final report [28]. A parent of a PDA child, who is a local
autism community advocate and organiser of parent support groups for parents of PDA children, was involved in
conceptualising the research, for community engagement in research design [33, 34].

@ Discover



Research
Discover Mental Health (2025) 5:5 | https://doi.org/10.1007/544192-025-00127-3

2.4 Measures
2.4.1 Semi-structured interviews

Data was collected using semi-structured interviews with participants, in their homes, online using Microsoft Teams,
orin a centrally located clinical office in Perth, Western Australia, according to the parents’ preference. Open-ended
questions were asked from the interview guide such as “how has PDA affected your relationship with your child?”and
“what effect has PDA had on you?” (Supplementary file 1). The interview guide was informed by consultation with
a community advocate and parent of a PDA child, and a clinical psychologist with expertise in PDA, to ensure that
it was an appropriate tool for exploring the parents’ experience. The interviews were relatively unstructured, allow-
ing conversation to flow from topics raised, with minimal prompts such as “can you tell me more about that?” used
when required. Care was taken not to lead participants to answers, letting them tell their story in their own words.

2.4.2 Extreme demand avoidance questionnaire (EDA-Q) [30]

The EDA-Q is a freely available 26-item questionnaire developed for research, to measure PDA behaviours in children.
The EDA-Q was administered to parents prior to interview to ensure participants were experiencing the phenomenon
in question. Parents were asked to rate the extent to which features were consistent with their child’s behaviour over
the last 6 months. Each item was rated on a 4-point Likert scale ranging from “not true” to “very true”. EDA-Q items
were developed based on criteria described by Newson et al. [1], and PDA items from the Diagnostic Interview for
Social and Communication Disorders [35]. Item examples include “obsessively resists and avoids ordinary demands
and requests” and “has difficulty complying with demands unless they are carefully presented”. The recommended
composite cut-off score for elevated likelihood of PDA is 50 for children aged 5 to 11 years, as this score maximises
sensitivity and specificity for distinguishing individuals at risk of exhibiting PDA characteristics from case comparison
groups [30]. Participants that returned EDA-Q scores below the recommended cut-off were excluded from interview,
unless they were able to provide documented evidence of a clinically recognised PDA profile. Currently, there is no
official diagnostic process for PDA in Australia. However, clinicians may use a combination of developmental his-
tory interviews, observations, and psychometric tools such as the EDA-Q, to assign a “PDA profile” whilst diagnosing
autism [15]. The EDA-Q is suggested to demonstrate good content validity and internal consistency (a=0.87) [30].

2.5 Participants

Purposive sampling was used to recruit English speaking parents of autistic children with PDA consistent behaviours,
aged 5 to 11 years. Ten participants from Perth, Western Australia aged between 33 and 50 years (M=42, SD=5.35)
were included in this study. All participants were female and biological mothers to their PDA child. The age of par-
ticipants’ PDA children ranged from 5 to 11 years (M =8.5, SD =1.90), with four children being female and six being
male. The researchers selected this required age range to narrow the focus to the experience of parents of primary
school aged children. The plausible differences in experience between parents of PDA children and PDA adolescents
may have complicated data analysis and interpretation. Additionally, a longitudinal population study of PDA in the
Faroe Islands suggested that some PDA signs may be specific to earlier developmental phases, as only one out of
nine participants with indications of a PDA diagnosis reported having sufficient remaining symptoms to “qualify” for
a diagnosis at age 15-24 years [13].

Participants were recruited from the ‘PDA Perth WA Parents Community and Support Page’ Facebook group. Thirty-
seven parents registered their interest in participating in the study. Twenty-five participants completed the demo-
graphics questionnaire and EDA-Q. Three participants returned EDA-Q scores below the recommended cut-off score
of 50 and were subsequently excluded from interview, as they did not alternatively provide documented evidence
of a clinically recognised PDA profile. One participant was also excluded as their child had not been diagnosed with
autism. Twenty-one participants were offered an interview. However, 11 participants either stopped contacting the
researcher or did not attend their arranged interview. The final sample of 10 participants was deemed sufficiently rep-
resentative of the target population in their specific context, whilst also allowing for a detailed account of individual
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Table 1 Participant Demographic Data

Pseudonym Age Child'sage Child'sidenti- Other family members and age Autism PDA profile  EDA-Q score

fied gender diagnosis

Justine 36 7 Female Sister (10), sister (9) Yes Yes 73

Sharon 41 8 Male Father (40), sister (11) Yes Yes 50

Jessica 38 8 Male Father (40), sister (12) Yes Yes 63

Debra 43 7 Male None Yes Yes 55

Leslie 49 9 Female Mother (51), sister (11) Yes Yes 58

Janet 42 9 Female Father (43), brother (7) Yes Yes 50

Alison 33 5 Male Father (33), sister (8), brother (7), sister (4)  Yes Yes 53

Cheryl 43 1 Female Father (43), sister (10), half-sister (17) Yes Yes 59

Lisa 45 11 Male Father (52), brother (8) Yes Yes 67

Simone 50 10 Male Father (44) Yes No 56

experiences [28]. Table 1 presents a summary of participant demographic data, EDA-Q scores, and diagnostic infor-
mation. Participants were provided with pseudonyms to protect their anonymity.

3 Results

Four main overarching themes were developed from the IPA data analysis, which are summarised in Table 2. The first
theme described the benefit of shared understanding about PDA to the parents and their PDA children. The second
theme explored the power of PDA and the impact that power had on families. The third theme described the emotional
experience of parents, and the effect that parenting challenges had on them. Finally, the fourth theme highlighted the
strength and resilience of the parents through the various ways in which they coped.

3.1 Theme 1: the benefit of shared understanding about PDA
3.1.1 Limited recognition, understanding, and support

Parents described their experiences of the limited awareness, recognition and understanding of PDA amongst others.
This was experienced in a variety of ways, including encounters with health professionals.

Table 2 Superordinate and

. Superordinate themes Subordinate themes
Subordinate Themes

The Benefit of Shared Understanding About PDA Limited Recognition, Understanding, and Support
Receiving Judgement and Blame
Understanding the Child to Support Them
Forced Advocacy Role

The Power of PDA Demanding Relationship
Isolation
Difficulty Attending to Competing Family Needs
Grieving Expectations of Normality

Emotional Toll “Capacity is Always at Zero” (Justine)
Empathising and Mentalising PDA Child
Parental Doubt
Resenting PDA

Coping
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“Nobody knew anything about it, even talking to GP’s or paediatricians, and the psychologists who had been in
the first school! (Lisa).

Parents reported that their challenges parenting their PDA child were misunderstood.

“I think misunderstood is probably you know, important because, again, | think if | had a child with cerebral palsy,
everyone would know what that was. But it’s really difficult because | don't think people expect us to be under as
much pressure as we are.” (Cheryl).

This comparison of PDA to cerebral palsy refers to the implicit understanding that others have of the challenges one
might face in parenting a child with a recognisable, visible disability, which is missing for parents of PDA children. This
limited understanding meant that it was difficult to get support.

“We don't have other support, ... we're the only ones, and you can't reach out more cos other people don’t know
how to manage them. (Cheryl).

A lack of practical and PDA-informed support made some parents angry.

“I think | was searching and hopeful that there was a solution and that there was someone to help. And then | got
pissed off and angry that there wasn't anyone to help.” (Leslie).

The detrimental impacts of limited understanding about PDA were not restricted to a lack of support. Justine and
Lisa reported that their PDA children experienced harmful practices from professionals that did not understand how to
support their child and responded with either aggression or by forcing compliance.

“Some of these behaviours that (PDA child) had, you know, when he’s distressed and... spitting and throwing...
he was just a really distressed little human. And so at school, unfortunately, this became met with aggression. And
by a staff member, who assaulted (PDA child) on three separate occasions.” (Lisa).

Interacting with professionals who do not understand PDA can be counterproductive and demoralising. However,
when dysregulated behaviours are responded to with control or aggression, there can be severe consequences for the
PDA child and their parent.

“They would take the mentality of oh you just need to force them... the kid would walk away from their sessions
and be traumatised.” (Justine).

3.1.2 Receiving judgement and blame

Parents reported being blamed for their child’s challenges, including being judged for their‘lenient’ parenting.

“But when you're dealing with things like the NDIS, and other health professionals, like paediatricians, and things
like that, that are old school, they tend to put the blame on you, like as me as a parent. I'm too lenient. | don’t put
in the work. It's because I'm too soft. And we're not following through with things and strategies, which is a load
of crap. Because it's all we're doing, is that, yeah, so it was kind of insulting to me and demeaning of my character
and like, my position as being his mum.” (Jessica).

In this example, Jessica refers to the National Disability Insurance Scheme (NDIS) which is a program in Australia that
provides funding and support to people with disabilities and their families. Jessica spoke about her interactions with
“old school” health professionals that do not understand PDA. As a result, Jessica felt that her parenting was blamed for
their anxious child’s dysregulated behaviour. The insult to Jessica’s identity as a mother made her angry.

Sharon simply encapsulated the misunderstanding and judgement that parents experienced in the following example,
seemingly feeling invalidated.

“PDA just seems to be this weird, fake thing that bad people have for people who can't parent well” (Sharon).

3.1.3 Understanding the child to support them

Many parents reported embarking on a self-education journey. Due to difficulty understanding their child, parents would
search for answers and eventually discover PDA.
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“The more | learn about PDA, the more it helps my parenting journey. And it helps me understand my PDA child as
well, because I felt | just didn't really understand her” (Janet).

Simone described how she discovered PDA and the helpfulness of that discovery in this example.

“I fell in a bit of a heap. So, then I finally did start joining two little Facebook groups on autism and started listening
in on things. And then one day, | read something about PDA. And, | think most PDA parents will probably say this,
they, they hear about PDA, and all of a sudden, everything makes sense. And, you know, | could have written what
this parent had written. So then |, someone mentioned something about a PDA group. So then | joined that. And
from that moment, it’s like, okay, this is what it is.” (Simone).

Parents described a“light-bulb moment” (Janet) when discovering PDA, which helped them to understand their child
and how to support them. The similarity of experience between parents of other PDA children also helped parents to
feel validated and connected through shared understanding about PDA.

“A really good, magic inbuilt support, because they just sort of get it” (Sharon).

3.1.4 Forced advocacy role

Not only was it imperative for parents to understand their PDA child, but they also described a burden to educate others
about PDA and to advocate for their children too.

“She’s obsessed with me because | give her what she needs. And until other people give her what she needs, she
won't be un-obsessed with me and rely on them. And so my job is to make other people like that, which is ridicu-
lous, but then who else is gonna do it, the paediatrician’s not gonna come out and teach (her partner) how to do
it. They're not going to go and educate my parents. So | have to do all that.” (Cheryl).

Here, Cheryl described the closeness of her relationship with her child as she can understand her, and accommodate
her need for autonomy and control. To alleviate some of that reliance on her and increase the child’s support, the parent
is then required to educate other people on how to accommodate their PDA traits too. The responsibility to advocate
for their child was difficult for some parents.

“The school and stuff like that used to always be like, I'm gonna burst into tears if | go in there and try and fight for
my kid.” (Debra).

3.2 Theme 2: the power of PDA
3.2.1 Demanding relationship

Parents portrayed a parent-child relationship that demanded a lot from them to accommodate their child to help them
function in their everyday life. They described adapting their parenting approach to afford their child as much autonomy
and control as possible, as this helped their child to stay emotionally regulated.

“So, (PDA child) takes the lead of our family. And that works because it keeps things neutral, and calm.” (Jessica).

Parents described the difficulty of that dynamic in their relationship with their child, as the traditional perspective of
parent-child relationships places power with the parents.

“It's hard to let go of the control to your child, you know, when you so badly want to be the parent and to have this
ideal way of kind of, you know, parenting and doing things and hopefully guiding them and teaching them in life.
But the more that you try and guide and teach the more it sets them off!” (Janet).

As parents were able to understand their child and meet their emotional needs through affording them autonomy
and control, they described an intensely close parent-child relationship. Parents noted a greater than expected need in
their PDA children for coregulation from their parents.

“She’s unable to independently self-regulate, like she solely relies on me. So, because everything in her world is so
intense, she needs to be by my side 24/7". (Janet).
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“I'm like his wheelchair, you know, for a person who's got a physical handicap. I'm like, yes, I'm that for him. So, |
know how much he needs me! (Lisa).

Parents described the responsibility to constantly attune to and accommodate their child’s emotional needs as
demanding. The term “safe place” was often used to describe the parent-child relationship, as a place for their child’s
overwhelming emotions to be expressed safely.

“I'm his safe place. So | see the best and | see the worst...I'm the one he wants to cuddle when he’s upset. But then
I'm also the one that he'll shout at and say he hates when he’s feeling really dysregulated.” (Simone).

This safe place for the child could, at times, be unsafe for the parents, who described experiencing physical assaults
from their dysregulated PDA child.

“We were getting to the point where we left our motorbike jackets on and our helmets on (to) stop from being
hurt so much!” (Leslie).

Parents' descriptions of the demanding relationship with their child ranged from feeling like “prison” (Jessica), a “slave”
(Debra), or a“domestic violence relationship” (Lisa). These descriptions depicted a sense of entrapment and powerlessness
that parents experienced in their parent-child relationship. However, whilst this demanding relationship often required
parents to prioritise their child’s needs over their own, parents were accepting of making that sacrifice.

“Having to find that balance between doing what's right for them, what'’s right for me, it can be tricky. And more
often than not, it would be me, my needs and wants, that | will more than happily just go, doesn’t matter, and get
into burning out” (Justine).

3.2.2 Isolation
The demanding parent-child relationship meant that maintaining or forming relationships was difficult for many parents.

This is captured in this example of Janet talking about her hope for re-partnering.

“You know, | would maybe eventually hopefully think | could have another partner one day, but | don't feel confident
yet in being able to manage that because she needs me full time!” (Janet).

This also applied to other relationships, as parents described losing friendships too.
“Friends have kind of dropped off by the wayside because you have to cancel at the last minute.” (Leslie).
Families with PDA children often spent a lot of time at home, as this helped the PDA child to stay regulated.

“Sometimes you'll plan to do something, but it’s just not going to happen. So, we'll just stay home in the home
bubble! (Sharon).

The unpredictability of their child’s dysregulation and the reliance on the parents for support was described as
isolating.

“Definitely struggled in terms of feeling alone in the battle.” (Sharon).
3.2.3 Difficulty attending to competing family needs
The demands of raising a PDA child meant that there was limited time for parents to attend to their relationships with

other family members. It was difficult for parents to manage attending to competing needs.

“How can | make this situation better for him (PDA child). But it's also hard when it’s affecting other children as
well...So ljust, | kind of have to find that balance between all the kids to try and make it work. And sometimes,
sometimes it works and sometimes it doesn’t” (Alison).

Prioritising their PDA child was a difficult dilemma for some parents, who felt guilty and ashamed of their limited
capacity to be there for their other children.

“What a crappy mum I've been to my other child having to choose. That is a phenomenal problem | have daily.”
(Cheryl).
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Parents also felt that their relationship with their partner could be neglected as they needed to prioritise caring
for their PDA child.

“We've had to put our relationship on the shelf to sort of keep our child going.” (Sharon).

3.2.4 Grieving expectations of normality

The demands of parenting a PDA child had meant that being a parent looked quite different to how they had
imagined. Parents spoke about grieving their “hopes and dreams” (Jessica) for their family. Parents often compared
themselves to other families, and what people might take for granted in‘normal’ life.

“Most parents, at the end of the day... have an hour to watch crap on TV, do some jobs or read a book or what-
ever, like. 1 don't get that window.” (Sharon).

There were also descriptions of typical experiences that parents had sacrificed.

“So that's limited me working. Yeah, doing anything, my friends, family trips and things like that. And because
it's all child led.” (Jessica).

Loss was often attributed to giving their child autonomy and control, and prioritising their child over other aspects
of life. Additionally, parents described grieving their expectations of what their relationship with their child would
be like.

“That’s another thing, you don’t know that you're gonna get hit by your kid and spoken to the way you are
spoken to by your kid." (Debra).

Parents wanted to be experienced by their children as“a parent, not as someone to scream at.” (Jessica).

3.3 Theme 3: emotional toll
3.3.1 “Capacity is always at zero” (Justine)

Parents described the significant emotional toll that raising a PDA child had on them, often feeling exhausted.
“Yeah, a lot of the time drop off at school is like, I've run a marathon by nine o'clock in the morning.” (Debra).

Parents’ reported exhaustion seemed to be due to their difficulty supporting their PDA child. This manifested in
stress and anxiety for parents who described constantly considering how to best manage their child’s needs.

“I have anxiety, constant anxiety, like this anticipatory anxiety. Like, | wake in the morning ready for, you know,
not knowing what’s going to happen and what direction the day’s gonna take with her and what she needs of
me.” (Janet).

Janet’s experience of stress and anxiety appeared to result from the unpredictability of her child’s dysregulation
combined with the intense demands of the parent-child relationship.

Parents’ emotional distress was often mentioned in the context of the burden of their caregiving responsibility,
and their limited capacity to support their child and to implement professional advice or parenting interventions.

“So, every time consults with psychs or with the behaviour support, whatever, it's all information for me to
download and take on and to implement and then redistribute ... | find that exhausting and | don’t actually
have capacity to do that myself and half the time ... It’s kind of in one ear and out the other because | actually,
| don’t have the mental capacity.” (Lisa).

Both Debra and Cheryl felt as though the stress of parenting their PDA child had contributed to the development
of physical illness.

“My body’s attacking itself, because I'm not getting enough rest.” (Cheryl).
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3.3.2 Empathising and mentalising PDA Child

Parents expressed their curiosity about their child’s experiences and empathy for their difficulties. There were clear
attempts to mentalise their PDA child.

“Yeah, it's sad to think that he might, you know, miss out on just bits and pieces that you know, we do because of
this (PDA)... you could see that conflict, | want to do it, but no, I'm not going to do it, because everyone thinks |
should be doing it (Alison).

Parents’' knowledge of PDA could be applied to understanding their child’s internal mental states when experiencing
demands. In the following excerpt, Sharon explained her perception of the impact of demand avoidance on her child’s
emotions, hindering their capacity to be themselves.

“Over the summer holidays when he hasn't been in school, and we've been able to sort of be very low demand ...
you could see him again, you know, he's in there still. He's not just this ball of angry anxiety all the time”. (Sharon).

Sharon then described what that was like for her to think about demand avoidant anxiety hindering her child’s capac-
ity to be themselves.

“Devastating. Because, you know, there’s that little person in there. And you know he’s there, somewhere. And he
should be able to be himself. And, you know, the world around doesn't quite get it and let him be that”. (Sharon).

This excerpt captures Sharon’s understanding of her child’s experience in a world that fails to understand or accom-
modate his PDA traits. It also demonstrates the positive impact that an accommodating environment can have on a PDA
child’s emotional state and functioning.

Parents described their understanding of their child’s struggles as difficult for them as well. Having awareness of their
child’s suffering from their child’s perspective, took an emotional toll. Parents were also worried about the cumulative
impact of being constantly dysregulated, and failing to meet others’ expectations, on their child’s developing sense of self.

“(I'm worried) that they're going to stop loving themselves and seeing themselves as valuable. And view themselves
the way that others tend to... difficult, broken, wrong, a burden.” (Cheryl).

3.3.3 Parental doubt
Parents reported doubt about their parenting. Often, suggestions that their parenting had contributed to their child’s
difficulties created doubt.

“I haven't tried hard enough. I'm not firm enough with him. Which led me to second guess everything I've done”
(Sharon).

Simone was angry at suggestions that caused her to doubt her parenting and impacted her relationship with her child.

“My natural instincts or my, my intuition, how to parent him. People were constantly telling me not to do that...
And so | didn't, which damaged my relationship with my child. But also, actually turns out, I'm gonna swear here,
| was fucking right. That, you know, like, and they made me question myself. So that makes me angry. Very angry,
actually. Because it’s, you know, they're not actually listening”. (Simone).

Here, Simone described not following her‘intuition’in parenting her child, as uninformed suggestions created doubt
about her parenting approach.

Some parents experienced guilt or self-criticism about how they parent their PDA child. This was apparent when Cheryl
discussed becoming angry at times when her child was dysregulated.

“Imean, | feel like I'm the worst mom. (Cheryl).

3.3.4 Resenting PDA

The challenges of parenting a PDA child meant that sometimes parents felt resentment.
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“So, you just get the feeling sometimes, like "fuck you", you know.“l do everything for you, and there’s not even an
acknowledgement that I'm your mum, let alone anything else”. So, you do get that. Yeah, this, you do resent it (PDA)
a bit. It's hard. Because you do a lot.” (Jessica).

When Jessica described the demands of parenting her PDA child, the thanklessness of her sacrifice appeared to
contribute to her resentment. Parents that shared their resentment towards their PDA child expressed guilt and shame
along with those feelings.

“I didn't want to admit that (resentment), but | knew inside, and | still feel that from time to time, and that’s a hor-
rible, horrible, horrible thing to feel about your child” (Janet).

3.4 Theme 4: coping

Parents'resilience and strength was apparent in their various methods of coping with the challenges of parenting a PDA
child. Often, parents spoke about cherishing rare moments of independence from their child. Attending work provided
welcome independence for the few parents that were able to maintain limited hours of employment.

“l go to work for a break. Yeah, most people come home for a break from work, but yep.” (Sharon).

The following passage captured the constant mental toll of parenting a PDA child and the value of taking mental
breaks.

“In my head is always constant worry. Yeah, it's research, worry, therapy. It's because he’s so loud as well. So he’s
constant noise all the time and he’s constant demands. So yes, it's never quiet in there. So when | do get those times
now |'ve gone from socialising and having a drink or, to just my own space! (Jessica).

Some parents coped by focusing on how they could help their child, which could be motivated by anger about their
challenging parenting experience.

“I don't sleep. | throw myself into reading more. | get angry.” (Cheryl).

Often, parents spoke of avoiding potentially demanding social situations to cope with the challenges of managing
their child’s dysregulated response to demands.

“We don't take him for catch ups with old friends and their kids, because we just can't trust that he’s not going to
get dysregulated when he doesn't feel comfortable.” (Simone).

Parents spoke of being particularly grateful for the good moments and often reminded themselves of the positives
of their relationship with their child.

“Celebrating the wins is so much bigger than the next kid." (Debra).
Parents also described holding hope that life would be easier for both them and their child in the future.

“Just become a little bit more hopeful recently.... It's better to live in that place” (Debra).

4 Discussion

This study aimed to explore the lived experience of parents of autistic children with a PDA profile. This phenomenon was
explicitly explored as an understanding of their parenting experience is only beginning to develop. This study contributes
to the emerging PDA literature by illuminating the challenging experiences of mothers of PDA children. It is hoped that
with more understanding about their experience, service providers and professionals can be better equipped to support
PDA children and their families. The key findings of this study were; the benefit of a shared understanding about PDA for
the parents and their PDA children; the power of PDA and the demand that places on parents and the broader impact
on their families; the emotional toll of parenting a PDA child; and the various methods parents used to cope.
Consistent with previous research, one of the key findings of this study was the need for more understanding about
PDA [18]. Parents spoke about their experience of interacting with professionals in education and health-care settings
who had limited understanding about PDA, invariably leading to misguided advice, poor support, or harmful practices.
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They also reported experiencing stigma. Consistent with previous PDA literature, parents reported receiving judgement
for their child’s behaviour and being blamed for their perceived leniency or poor parenting [19, 20]. Parents’ reported
experience of stigma in this study has been conceptualised in research literature as affiliate stigma [36] or family stigma
[37]. This stigma-by-association refers to the negative attitudes directed towards individuals due to their relationships
with a stigmatised person.

Parents attributed their experience of affiliate stigma to the limited understanding about PDA amongst others. Parents
felt that the‘invisibility’ of their child’s disability made them more susceptible to affiliate stigma, as there was an absence
of implicit understanding about the inherent challenges of parenting a child with additional needs. Previous research on
the perspective of parents of autistic children has found that limited understanding and an absence of obvious physical
features of disability are major contributing factors to their experience of stigma [23, 26, 38]. Consistent with previous
autism literature, experiences of affiliate stigma appeared to be amplified in parents of children with behaviour chal-
lenges, which they reported being blamed for [25, 26, 38-40]. The perception of parents of PDA children as lenient is
likely an outcome of their described adapted parenting approach. Parents reported providing their child more control
than is expected by traditional perspectives of parent—child relationships, as they understood that control helped their
anxious child to regulate their emotions.

Prior to learning about PDA, parents reported being advised to persist with traditional behaviour management
approaches for their PDA children. The limited effectiveness of these approaches created self-doubt for parents who
were parenting against their intuition. However, parents described a“light-bulb moment”in learning about PDA, which
had been previously reported as a key moment in the journey of families with PDA children [27]. With more understand-
ing about their PDA child, parents were more assured in affording their child autonomy and control to regulate their
emotions. The reported effectiveness of this adapted parenting approach is consistent with Stuart et al’s [3] explana-
tory model, which proposed that demand avoidant behaviours are driven by an anxious need to be in control and a
strong intolerance of uncertainty. Parent’s reported experience of parenting is consistent with previous suggestions that
reinforcement-based strategies such as punishment and reward are dysregulating for PDA children [7, 17]. Importantly
for parents and service providers, strategies that are usually beneficial for the emotion regulation of autistic children,
such as structure and routine, may be perceived by PDA children as controlling and anxiety-inducing [1]. Therefore, it is
vitally important to consider the presence of PDA traits in intervention planning for autistic children.

The reported experiences of parents in this study suggest that an adapted parenting approach is needed for PDA
children. Consistent with previous suggestions, a low demand, low arousal parenting approach appears to be more effec-
tive [7, 41]. An alternative model of care with a similar ethos and growing evidence base is Collaborative and Proactive
Solutions (CPS; [42, 43]. The CPS model proposes that behaviour challenges occur when the demands and expectations
placed on the child exceed their capacity to respond adaptively. This approach aims to collaboratively solve underlying
problems with children, including accommodating skill-deficits, and decreasing demands, rather than attempting to
modify their behaviour [43]. Recent evidence suggests that CPS is as efficacious as traditional parenting interventions
aimed at modifying behaviour for Australian youth with behaviour challenges [44]. Additionally, CPS may hold addi-
tional benefits regarding parent—child interactions and children’s skill enhancement [43], and appears to be a preferred
intervention for parents of autistic children with behaviour challenges [45]. Whilst the efficacy of CPS for PDA children
would need to be explored, it appears to be a promising model of care.

As parents understood their PDA child and were able to accommodate their needs for autonomy and control, they
reported an extreme reliance on them to co-regulate their child’s anxiety. One parent likened their support for their
PDA child to being their child’s “wheelchair” (Lisa). This greater than expected reliance on parents for co-regulation
was coupled with a reported difficulty in managing their dysregulated PDA child’s behaviour. Some parents reported
experiencing violence from their child when they would become dysregulated by demands. This challenging dynamic
could lead to parents avoiding potentially demanding social environments to help their child to regulate their anxiety.
Parents spoke of staying home in the “home bubble” (Sharon), which is consistent with previous research that found
higher levels of escape-avoidance coping in parents of autistic children [46, 47]. Parents in this study also coped through
respite, gratitude, acceptance, hopefulness, and taking action.

Parenting a PDA child was reported to be a demanding and isolating experience. Isolation is a commonly reported
experience for parents of autistic children [25, 48], attributed to both the rejection of others and their own avoidance
[49, 50]. This dual contribution towards feelings of isolation was also apparent for parents of PDA children. However,
their experience of isolation appeared to be complicated by often needing to cancel plans to attend to their anxious
child’s needs for control and co-regulation. In comparison, the autistic preference for predictability may favour parents
of autistic children being able to organise and seek social support that fits within the family’s routine. What appeared to
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buffer against feelings of isolation was the communal support from other parents of PDA children. There was an implicit
understanding amongst parents with a shared experience, which helps parents to feel validated and connected [51, 52].
The value of parental support groups to parents of PDA children is an important consideration for service providers, who
may facilitate families’ access and engagement.

A burden of responsibility for caregiving was also reported by parents of PDA children. This appeared to be exasper-
ated by feelings of isolation which is consistent with existing autism research [53-55]. Family burden is a well-researched
concept, defined as the personal suffering of a parent because of their family member’s iliness [56]. The research literature
distinguishes between objective burden, which refers to practical problems such as constraints on relationships, work,
and finances, and subjective burden, which refers to parents’emotional response [54, 57]. Parents of PDA children in this
study described experiences of both objective and subjective burden. Consistent with the objective burden experienced
by parents of autistic children [58], the demands of parenting a PDA child created practical problems for parents, limiting
their capacity to work and maintain relationships. Parents also spoke of their difficulty attending to the competing needs
of other family members, such as spending time with their non-PDA children or their partner. Another reported burden
for parents was their role as advocates for their PDA children. The practical and emotional burden of advocacy had been
previously described by parents of autistic children [58]. However, this burden is likely to be more pertinent for parents
of PDA children, as research, understanding, and recognition of PDA is only beginning to develop (see [10-12, 21]).

Parents’ subjective burden was underlined by significant reported distress, anxiety, and exhaustion. Existing autism
literature has established the contribution of caregiving burden to the elevated risk of psychopathology for parents of
autistic children [54, 59, 60]. The resultant reports of stress from the demands of parenting in this study were consistent
with previous research on autism and PDA [18, 61]. There is a body of research that has highlighted the importance of
parents’internal representations of their child’s diagnosis, on parental wellbeing and parent—child attachment [62-64].
Parents classified as having unresolved narratives about their child’s diagnosis often appear stuck in grief, and have dif-
ficulties with providing sensitive caregiving [62]. Unresolved parents also suffer from poorer mental and physical wellbe-
ing [64]. High reported distress by parents in this study may be due, in part, to difficulties associated with resolving their
child’s diagnosis. Resolution may be further complicated in this cohort by diagnostic uncertainty around PDA, limited
knowledge, and subsequent reported experiences of feeling misunderstood.

Importantly, parents articulated their nuanced and complex emotional experience in this study, marking a key
strength of qualitative research. Parents shared feelings of resentment towards PDA and their PDA child, and guilt and
shame about having these unwanted and taboo feelings. Previously, parents of autistic children’s feelings of resentment
appeared to be restricted to the impact of caregiving burden on parents’ careers [65]. However, in this study, parents
spoke of resenting the social and emotional impacts of their challenging parenting experiences, and the thanklessness
of their dedication towards their child. This dedication contributed to feelings of loss for parents who reflected on what
they willingly sacrificed to care for their PDA child. Parents also grieved their expectations of a typical parent-child rela-
tionship, which is consistent with previously identified feelings of unexpected child loss [66].

The challenging and complex experiences that parents of PDA children described in this study should inform clinical
practice. Parents spoke of their difficulty absorbing and implementing therapeutic interventions and recommendations,
due to stress and exhaustion. Parental capacity to support their child is an important aspect of treatment effectiveness
for autistic children [58, 67]. The importance of parental self-regulation is amplified by parent reports of a greater than
expected need for co-regulation with their PDA children. Practitioners should consider the importance of parental emo-
tion coaching and co-regulation for autistic children with behaviour challenges [68, 69], as autistic children often have
emotion regulation difficulties [70]. Parents in this study had a unique grasp on the difficulties their PDA child faced. They
demonstrated clear attempts to understand their child’s internal mental states, so that they were able to empathically
support them. Psychoeducation on PDA, anxiety, and emotion regulation may facilitate parents’ mentalisation of their
child to foster understanding and parental co-regulation. When professionals make attempts to understand their PDA
child and adopt a non-judgemental and non-blaming approach, parents feel more positive about receiving support [27].

4.1 Strengths and limitations
This study contributed to the emergent PDA literature by illuminating the experience of mothers of PDA children in
an Australian context. The in-depth exploration of their parenting experience provided a rich, nuanced, and detailed

understanding of their challenges and their relationship with their child. The current study gave voice to mothers who
are advocates for their PDA children, speaking about their perspectives on what would be helpful for their families.
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The interpretivist perspective adopted in this research limits its generalisability, as its aim was to explore partici-
pants’ lived experience. The study was limited in its recruitment of female-only participants. The bias towards recruiting
mothers is likely to reflect their greater caregiving roles with autistic children [65]. Although there may be similarity in
experience between mothers and fathers of PDA children, this study does not speak to the unique experience of fathers
[71, 72]. Demographic data on participants’ cultural backgrounds was not collected and so cross-cultural differences in
experiences between participants could not be explored. Information on the neurotype of the parents, and the child’s
age at diagnosis, were also not collected, and could have enabled further exploration and comparison of participants’
experiences.

4.2 Future directions

One of the key findings of this study was the need for more awareness, understanding and recognition of PDA [18], as
this is beneficial for parents and their children in receiving appropriate interventions, reducing stigma, and increasing
acceptance. Whilst the research literature on PDA is emerging, debate circulates about the validity of PDA diagnostic
classification (see [6, 16, 73]). This debate may detract from the individual needs of families with children that identify
with anxiety-related demand avoidance [18]. Despite the many challenges associated with PDA, there is extremely
limited research focused on treatment [21]. The findings of this study suggest that a flexible and informed approach to
service provision is required for this population. However, future research should evaluate the efficacy of collaborative
and low demand interventions.

Future research may consider evaluating mental health outcomes and associated interventions for parents of PDA
children. Systematic evaluation of parenting stress is warranted in this cohort, and future research may wish to explore
the impact of resolution of the child’s diagnosis on parental wellbeing and attachment relationship quality in parents
of children with a PDA profile (see [62-64]). There was a considerable portion of participants who did not respond to
offers or attend their interview. Future research on this population should consider the impact of parenting burden on
recruitment, and explore possibilities for supporting research participation. The unique experience of fathers of PDA
children should also be explored, as well as cross-cultural differences in experiences of PDA. Future research may also
wish to consider the impact of PDA on siblings, as research shows adapted relationships and impacts on emotions and
behaviours for siblings of people with disability [74].

Future research may wish to directly compare the experiences of parents of autistic children with a PDA profile, with
the experiences of parents of autistic children without PDA and typically developing children. This could help to dis-
tinguish aspects of parenting that are unique to parenting a PDA child. The importance of lived experience in research,
policy, and intervention development for autistic people cannot be overlooked [33, 34]. Thus, the PDA community should
continue to be consulted as key stakeholders in future research directions. Exposure of lived experience to mainstream
academic and social platforms should be facilitated, to de-stigmatise PDA through influencing understanding, attitudes,
and perceptions.

5 Conclusion

This study illuminated the challenging experiences of parents of autistic children with a PDA profile and their complex
and special relationships with their children. There is a need for further recognition, understanding, and acceptance of
PDA, and for flexible, informed, and appropriate support for PDA children and their families.
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