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Abstract
Requests for pathological demand avoidance diagnoses have increased over recent years but pathological demand avoidance
remains a controversial issue. We undertook a systematic review of peer-reviewed studies of pathological demand avoidance,
using standardised appraisal and synthesis methods, to assess how pathological demand avoidance is identified and to
explore the relationships between pathological demand avoidance, autism and other developmental/psychiatric disorders.
A search of PsycINFO/PubMed/MEDLINE/Embase identified 13 studies meeting inclusion criteria. Narrative synthesis
was chosen due to methodological heterogeneity of the identified studies. Autistic children/adolescents constituted the
majority of participants in most studies. Most studies provided clearly defined inclusion criteria together with adequate
descriptions of participants and study settings. Almost all studies relied on the parental report of pathological demand
avoidance symptoms/diagnosis. Identification of pathological demand avoidance in all studies seemed to be, directly or
indirectly, based on the criteria developed by Newson et al. While eight studies used objective criteria for the identification
of pathological demand avoidance, the measures used have methodological limitations. Though associations with anxiety
have been reported, few studies took account of possible relationships between pathological demand avoidance and other
conditions, such as anxiety. Methodological limitations restrict current conclusions regarding the uniformity or stability
of the constellation of behaviours associated with pathological demand avoidance or the characteristics of individuals
displaying them. Clinical implications of current research are discussed.
Lay Abstract
Requests for diagnoses of pathological demand avoidance have increased over recent years, but pathological demand
avoidance remains a controversial issue. The concept of pathological demand avoidance has been criticised for undermining
the self-advocacy of autistic people and neglecting the potential role of anxiety as a possible underlying or contributing cause.
The current study was undertaken to summarise and review the methodological quality and findings from current research
into pathological demand avoidance in children and adolescents. Further aims were to describe how pathological demand
avoidance has been identified and to explore the relationships with autism and other developmental and psychiatric disorders.
After a comprehensive search, 13 relevant studies using a wide range of methods were identified and systematic quality
assessments were undertaken. All the studies had based the identification of pathological demand avoidance, directly or
indirectly, on descriptions from the original study by Newson and colleagues. However, the methods used to develop these
criteria were not clearly described. Most studies relied exclusively on parental report for data, and there was a general failure
to take account of alternative explanations for the behaviours under study. No studies explored the views of individuals with
pathological demand avoidance themselves. Problems concerning definition and measurement in the reviewed studies currently
limit any conclusions regarding the uniformity or stability of the behaviours described, or the characteristics of individuals
displaying them. Relationships between pathological demand avoidance and other emotional and behavioural difficulties should
be explored in future research, as should the perspectives of individuals with pathological demand avoidance themselves.
Keywords
anxiety, autism, pathological demand avoidance
Research, conducted largely in the United Kingdom, suggests that requests for diagnoses of pathological demand
avoidance syndrome (PDA) by parents or caregivers have
increased markedly over recent years (Green et al., 2018;
Stuart et al., 2020). In their original paper, Newson et al.
(2003) describe children with PDA as using ‘social
manipulation’ to avoid demands; other features include a
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‘challenging’ behavioural profile, characterised by resistance to everyday demands and requests; an apparent need
to be in control in interactions with others and a tendency
to go to extreme lengths to achieve avoidance and control,
including socially ‘inappropriate’ behaviours (Newson
et al., 2003; O’Nions, Christie, et al., 2014). PDA has been
conceptualised, respectively, as a developmental disorder
in its own right (Newson et al., 2003) or as a subtype, profile or trait occurring in autistic individuals (Gillberg et al.,
2015; Stuart et al., 2020) or other developmental disorders
(Gillberg, 2014). Alternative suggestions involve PDA
being more accurately conceptualised as a set of symptoms
rather than a syndrome (Green et al., 2018).
While some personal accounts indicate that the concept
of PDA can be helpful (Thompson, 2019), other reports,
including those by autistic academics, have criticised it for
undermining the agency and self-advocacy of autistic people (Milton, 2013; Moore, 2020; Woods, 2017, 2018). A
particular criticism is that existing accounts make little
attempt to understand the behaviours described from the
viewpoint of the individuals concerned and neglect the
potential role of anxiety in the development of demand
avoidant behaviours (Milton, 2013; Woods, 2018). Thus,
Milton (2013) argues that demand avoidant behaviour
must be understood as rational behaviour from the viewpoint of the autistic person when faced with situations perceived as highly stressful. Woods (2019) suggests referring
to PDA as ‘demand avoidance phenomena’, while Gillberg
(2014) has proposed replacing the term ‘pathological’ with
‘extreme’. Other clinicians have criticised the concept of
PDA as an over-simplistic approach to understand the
complex behaviours, leading to a lack of focus on potential
contextual (especially social) and transactional factors
(Green et al., 2018).
PDA has been mainly described in autistic individuals,
a group that is particularly vulnerable to disorders related
to stress and anxiety (Hollocks et al., 2019; Kerns et al.,
2020; Rosen et al., 2018). However, identification of mental health problems in autism can be challenging for a
number of reasons (Helverschou & Martinsen, 2011;
Rosen et al., 2018). Autistic individuals frequently have
difficulties conveying information about their emotional
states or levels of anxiety (Hollocks et al., 2019); mental
health problems may present in atypical or unusual ways
(Kerns et al., 2020; Postorino et al., 2017) and may not
always be easily observable to families, caregivers or clinicians (Bishop-Fitzpatrick et al., 2017; Helverschou &
Martinsen, 2011; Postorino et al., 2017). The types of
events or stimuli that can give rise to anxiety may also be
different, or more varied, in autistic individuals than in the
general population (e.g. Kerns et al., 2020; Kildahl et al.,
2020b; Lau et al., 2020).
These issues are relevant to the understanding of PDA
as they suggest anxiety and other mental health problems
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could be underlying or contributing causes, even if their
presence or influence is not easily observable to others.
Given current controversy surrounding the concept of
PDA, the objectives of the current review are to
1.
2.
3.

4.

Critically assess the methodological quality of
peer-reviewed studies of PDA;
Describe the ways in which studies have identified
or measured PDA;
Explore the relationships between (1) PDA and
autism, (2) PDA and other neurodevelopmental
conditions and (3) PDA and level of intellectual
abilities;
Explore the relationships between PDA and psychiatric disorders.

Methods
Protocol and registration
A systematic review was undertaken according to the principles outlined in Preferred Reporting Guidelines for
Systematic Reviews and Meta-Analyses (PRISMA;
Moher et al., 2009). A systematic review protocol was
registered prior to data extraction (https://www.crd.york.
ac.uk/prospero/display_record.php?RecordID=152573).
Two changes were made to the protocol during the review:
(1) the scope was extended from focusing on autistic individuals only, due to the authors becoming aware of suggestions that PDA may occur also in other neurodevelopmental
conditions (Gillberg, 2014); (2) the decision was taken to
focus the review on PDA in children and adolescents as the
literature on PDA in adults was extremely limited.

Search
Some authors have replaced the word ‘pathological’ with
alternatives, such as ‘extreme’; others include the term
‘syndrome’. To encompass these various terminologies,
the search included only one term: ‘demand avoidance’.
The search was performed in four databases: PsycINFO,
PubMed, MEDLINE and Embase. Reference lists for
identified papers were scrutinised; Google scholar was
used for additional searches, although this yielded few further results. The search concluded on 3 January 2020.

Eligibility criteria and study selection
Any paper describing empirical data regarding pathological/extreme demand avoidance in children or adolescents
published in a peer-reviewed journal was included. Studies
not in English, or in books, book reviews, commentaries or
position papers were excluded, as were papers concerning
PDA in adults.
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Authors A.N.K. and S.B.H independently screened all
abstracts for relevance; a full-text review was performed
on all papers referring to PDA or demand avoidant behaviours. Final study selection was completed independently
by A.N.K. and S.B.H, and no discrepancies occurred in the
final list of included studies.

Data extraction
Data from individual studies were extracted by A.N.K (see
Table 1) and checked by A.L.R., E.W., J.M.H. and L.B.L.
Because the included studies were few and methodologically heterogeneous, it was decided to synthesise data
using a narrative and descriptive approach (Popay et al.,
2006). For the current review, this constituted an iterative
process, including developing a preliminary synthesis of
findings from the included studies, exploring relationships
in the data and assessing the robustness of the synthesis
(see Popay et al., 2006).

Quality assessment
For quality assessment, the decision was taken to use the
JBI critical appraisal tools, which have been especially
developed for systematic reviews (Aromataris & Munn,
2020). Numerous such tools have been developed (Zeng
et al., 2015) but the JBI tools were chosen because they
use a similar approach (i.e. use of checklists) across different study types, allowing for transparency in quality
assessments. Moreover, prior to the search, it was not
clear to the authors what methodologies had been applied
in the study of PDA, and the JBI system offers a wide
range of appraisal tools for different kinds of studies,
including single-case studies (Moola et al., 2020). These
tools are generally regarded to be of good quality (Zeng
et al., 2015).
Following inclusion, all studies were first rated on three
general issues (Moola et al., 2020): (1) Were criteria/
rationale for inclusion in the study clear? (2) Were study
participants and setting described in detail? (3) Were
objective, standard criteria used for the measurement of
PDA?
Quality assessment was then conducted according to
the JBI checklists for analytic cross-sectional studies
(Moola et al., 2020), case reports (Moola et al., 2020)
and qualitative research (Lockwood et al., 2020), see
Appendix 1. Quality assessment criteria varied according to the study type but included adequate descriptions
of participants and measures used; congruity between
research methodology and research objectives; interpretation of findings, and research and participant involvement. Finally, risk of bias for individual studies and
across studies, including issues of sampling and methodology, was assessed. Quality assessment was conducted independently by A.N.K. and P.H. (94.6%
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agreement). Discrepancies were resolved by discussion.
Final assessments were reviewed by all authors and are
presented in Tables 2–4.

Community involvement statement
Five of the authors (A.N.K., A.L.R., E.W., J.M.H. and
L.B.L.) are mental health professionals working directly
with autistic people, their families, and their service providers. In addition, two of the authors (A.N.K., J.M.H.) are
siblings of autistic people. There was no further community involvement.

Results
Study selection
Study selection is described in Figure 1. Initial reviews
were by title and abstract only; all papers referring to
PDA or demand avoidant behaviours were included for
full-text review. At this stage, papers clearly not meeting
eligibility criteria were excluded; 27 papers were
retrieved for full-text review. Meanwhile, 11 papers
were excluded for being commentaries, viewpoints or
other position papers; 3 excluded as participants were
adults. All included studies, together with brief details,
are presented in Table 1.

Study/participant characteristics
Of the 13 studies, 11 were conducted in the United
Kingdom (two of which also involved a collaboration with
Belgium); one in the Faroe Islands and one in Ireland. The
total number of PDA-affected participants was 650 (36%
female; 64% male) with sample size for PDA in the crosssectional and qualitative studies ranging from 9 to 214;
case studies involved one to four participants. Ages ranged
from 4 to 47 years, but the mean age in all studies providing this information was 16 years or below (see Table 1 for
further details). Data for the cross-sectional and qualitative
studies were obtained from parental surveys (postal, online
and/or telephone) in eight of the ten studies; data for study
(4) were derived from population screening using the
Autism Spectrum Screening Questionnaire (Posserud
et al., 2009) followed by the clinical assessment on the
Diagnostic Interview for Social and Communication
Disorders (DISCO; Wing et al., 2002); study (5) used
records from DISCO training interviews.

Quality assessment
All included studies were first rated on the three general
issues (Moola et al., 2020), see below. Overall quality
assessments were then conducted according to the study
type: cross-sectional (n = 8; Table 2); qualitative (n = 2;

Aim of the study

Web forums (including
PDA/autism forums), PDA
conference and mainstream/
specialist schools

Population sample, Faroe
Islands (population 50.000)

3. O’Nions,
Development of a trait
Christie, et al. measure for PDA
(2014) (UK)

4. Gillberg et al. Prevalence of PDA in
(2015)c (Faroe the autism population
Islands)

8. Stuart et al.
(2020) (UK)g

6. Gore
Langton &
Frederickson
(2016)d (UK)
7. O’Nions
et al. (2020)
(Belgium/UK)

Investigate educational
experiences of PDA
children

Elizabeth Newson Centreb,
PDA conference, PDA web
forums, social media and
networking sites
Examine associations
Social, online networks for
between parenting
parents of autistic children,
strategies and child
children with PDA and/or other
problems, including PDA neurodevelopmental disabilities
Explore associations
PDA Society website and
between intolerance
Facebook page
of uncertainty, anxiety
and PDA. Explore PDA
phenomenology

5. O’Nions et al. Identify DISCO items
Records from DISCO training
(2016) (UK) characteristic of PDA.
courses
Comparing autistic
individuals with PDA to
other autistic individuals

13:5

22:28

Gender (F: M)

6–16 (M = 11 years,
1 month)e

4–17 (M = 11 years,
4 months).

Substantial PDA:
6–27 (M = 15.7).
Some PDA: 6–41
(M = 15.7).

No information

2 moderate/severe ID, 3 mild
ID, 4 near average/average

PDA: all mild/no ID (46%
superior intelligence).
PDA suspected: all mild/no ID
(37.3% superior intelligence)

None

None

None

IQ data

How was autism
identified?

DISCO training
interviews

DISCO; clinical
assessment

Parental report;
EDA-Q

Nonef

None

(continued)

Mostly autistic (126)

Typically developing
(102), autistic
without disruptive
behaviour (36),
autistic with
disruptive behaviour
(48), problem
behaviour (23)
Autistic (41)

Autistic (39), conduct
problems/callousunemotional traits
(28)

None

Autistic (20);
Asperger (20)

Comparison group
– type (n)

Parental report; Social None
Responsiveness Scale-2

Parental report; Social
Communications
Questionnaire

Parental report; > cut- Parental report
off EDA-Q score

Re-interpretation of
records from DISCO
training interviews

DISCO; clinical
assessment

Clinical assessment
No information
based on authors’ own
descriptive criteria
Clinical assessment
No information
based on authors’ own
descriptive criteria
Parental report
PDA group: No
information.
Comparison group:
DAWBA, ‘standardised
diagnostic instruments’,
diagnostic criteria
Parental report
Parental report

How was PDA
identified?

44 with ID (level not specified) Parental report;
in the total sample
EDA-Q

64:156, two
13 severe, 25 moderate, 23
complex gender mild ID, no information for
identitye
remaining samplee

Substantial PDA: Substantial PDA: 5 normal
3:8 Some PDA: ability, 4 borderline/mild ID, 2
6:10
moderate/severe ID.
Some PDA: 5 normal ability,
7 borderline/mild ID, 3
moderate/severe ID, 1 missing
14:28
None

4:5

PDA: M = 11.51
PDA: 19:31
(SD = 3.23)
PDA suspected:
PDA suspected:
31:36
M = 10.06 (SD = 2.85)

M = 11.69 (SD = 2.00) 8:17

16–32

4–16

Age (years)

Properties of PDA sample

214 (Total sample
4–17 (M = 9.29) years 73:141
220h: 62.3% autistic;
31.4% PDA diagnosis)

116 (75 diagnosed)
(Total sample: 222,
100% autistic).

Parental report,
(online survey)

Parental report
(online survey),
parental interview

42 (67% autistic)
(Total sample: 42)

9 screen-positive,
of which 1 clinically
assessed to have PDA.
(Total sample: 67/50)
Substantial PDA
features: 11
Some PDA features:
16 (Total sample: 153)

PDA: 50
PDA suspected: 67
(Total sample: 326)

25 (Total sample: 92)

18 (Total sample: 18)

50 (Total sample: 90)

PDA sample size

Parental report
(online survey)

Screening by
questionnaire,
DISCO, clinical
assessment
Records from DISCO
training interviews

Parental report,
(survey)

Parental report
(anonymous survey)

Elizabeth Newson Centreb,
parent support groups, PDA
web forums

Comparing PDA
children and autistic
children/children with
conduct disorders

2. O’Nions,
Viding, et al.
(2014) (UK)

Parental report
(postal survey)

Follow-up of clinical cases

Source of data

Clinical records

Sample source

Clinical cases (1987–1996)

Cross-sectional studies
1. Newson et al. Comparing PDA and
(2003)a (UK) autistic children

Study (country)

Table 1. Properties of the included studies.
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Aim of the study

Population study on epilepsy
in children

Elizabeth Newson Centreb,
PDA conference, PDA web
forums, social media and
networking sites
Specialist conferences, selfrecruited, educational/child
psychologists, web groups or
specialist educational provisions

Sample source

14:28

Gender (F: M)

16

10

Clinical observation, 1
parent/teacher report

5–10

Male

Female

1:3

Mean age 11 years
13:13
0 months (SD = 2 years
8 months)

4–17 (M = 11 years,
4 months)

Age (years)

Properties of PDA sample

1

4 (3 autistic)

26 (100% autistic)
(Total sample: 26)

Parental report
(telephone
interview or online
questionnaire)
Parent/teacher
report, clinical
assessment and
testing
Clinical observation

42 (67% autistic)
(Total sample: 42)

PDA sample size

Parental report,
survey

Source of data

None

None

1 borderline IQ, 2 mild, 1
moderate ID

Majority average IQ

None

IQ data

How was autism
identified?

No information

No information

EDA-Q

EDA-Q; DISCO

No information

No information

Clinical diagnoses

Parental report

Parental report; > cut- Parental report
off EDA-Q score

How was PDA
identified?

N/A

N/A

N/A

N/A

N/A

Comparison group
– type (n)

Note. One study reported on ethnicity (7): 98% white European. The three studies reporting parental education level (6, 7, 10) reported 50% or more had post school-age qualifications. PDA: Pathological Demand Avoidance;
DISCO: Diagnostic Interview for Social and Communication Disorders; EDA-Q: Extreme Demand Avoidance Questionnaire; DAWBA: Development and Well-Being Assessment; IQ: Intelligence Quotient; ID: Intellectual Disability.
a
This article describes two separate studies.
b
The Elizabeth Newson Centre, used as a source of recruitment for several studies, is named after the author originating the concept of PDA.
c
This study included a combination of cross-sectional and longitudinal data.
d
These two studies are based on an identical sample.
e
Data on age, gender and IQ were not reported separately for the PDA-affected individuals in this sample; data for the total sample are presented.
f
No comparison group is indicated for this study, as it did not involve any comparisons between PDA and non-PDA participants.
g
This study was evaluated as a cross-sectional study, although the researchers also conducted qualitative analyses of parental interviews for a subset (n = 11) of the sample.
h
Six participants were excluded from analysis due to missing data.

12. Casey &
Illustrate the complexity Clinical case
Byrne (2015) of PDA
(Ireland)
13. Kanani et al. Clinical case report
Clinical case
(2018) (UK)

Qualitative studies
Identify what parents
9. Gore
of children with PDA
Langton &
Frederickson found helpful about
(2018)d (UK) professional involvement
10. O’Nions
Exploration of parent
et al. (2018) perspectives on problem
(Belgium/
behaviours in autistic
UK)
children with PDA
Case studies/case reports
11. Reilly et al. Four children with
(2014) (UK) epilepsy and PDA

Study (country)

Table 1. (Continued)
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Table 2. Evaluation of cross-sectional studies.
Clearly defined Participants and Objective
Identified
Strategies Appropriate
criteria for
setting adequately criteria used for confounding to deal with statistical
inclusion
described
measurement factors
confounds analysis
1. Newson et al. (2003)
2. O’Nions, Viding, et al. (2014)
3. O’Nions, Christie, et al. (2014)
4. Gillberg et al. (2015)
5. O’Nions et al. (2016)
6. Gore Langton & Frederickson (2016)
7. O’Nions et al. (2020)
8. Stuart et al. (2020)

No
Yes
Yes
Yes
Yes
Yes
Yes
Yes

No
Yes
Yes
Yes
Limited
Limited
Yes
Yes

No
No
Nob
DISCOc
DISCOc
EDA-Qb
EDA-Qb
EDA-Qb

No
No
No
No
No
No
No
No

No
No
No
No
No
No
No
No

Noa
Yes
Yes
Yes
Yes
Yes
Yes
Yes

Note. The appropriate JBI checklist was used for evaluation (Appendix 1; Moola et al., 2020). Items concerning exposure and outcome were
omitted.
EDA-Q: Extreme Demand Avoidance Questionnaire; DISCO: Diagnostic Interview for Social and Communication Disorders.
a
Discriminant functions analysis noted, but no statistics provided.
b
The EDA-Q was developed in Study 3, using only parental report to allocate participants to groups. Subsequent studies used it in different ways:
one to exclude participants with scores below cut-off (6), others as a continuous measure (7, 8).
c
The DISCO is an autism diagnostic instrument not specifically intended for investigation of PDA.

Table 3); and case studies/case reports (n = 3; Table 4).
Numbers in brackets below refer to study numbers in the
relevant tables.

Aim 1: critically assess the methodological
quality of peer-reviewed studies of PDA
All studies (n = 13). In total, 12 studies (2–13) provided
clear criteria/rationale for inclusion in the study and provided details of participants and settings, but in four studies (5, 6, 9 and 12) these descriptions were limited.
Meanwhile, 11 studies (2–11 and 13) clearly described
how study data were obtained. The majority of studies
(n = 8; 4–11) employed objective criteria for assessing
PDA, either the Extreme Demand Avoidance Questionnaire (EDA-Q; O’Nions, Christie et al., 2014) or the
DISCO.
Cross-sectional studies (n = 8). With respect to the overall
quality ratings (Table 2), seven cross-sectional studies (2–
8) provided clearly defined inclusion criteria; applied
appropriate statistical analysis and provided at least partial
descriptions of participants and study settings. Five studies
used the EDA-Q (6–8) or the DISCO (4, 5) for the measurement of PDA, the remainder used no objective, standard criteria. No studies identified confounding factors or
described strategies to deal with these.
Most cross-sectional studies (2, 3, 6–8) relied exclusively on parental report for all data, including information
regarding inclusion criteria. The remaining studies relied
either on data from small clinical cohorts (1); data sets
originally collected for other purposes such as an autism
population study (4) or protocols from autism diagnostic
training courses (5). None of the cross-sectional studies

systematically examined possible alternative explanations
for the behaviours reported. Five cross-sectional studies
included comparison groups, but these were either
described in very limited ways (1); recruited in different
ways to the PDA group (2); relied exclusively on parental
report for assignment to the comparison group (3) or were
identified post hoc (4, 5).
Qualitative studies (n = 2). Study (9) met 8 of the 10 criteria
assessed for qualitative studies; Study (10) met only 5 out of
10 (see Table 3). Neither study addressed issues of the
researchers’ cultural or theoretical background or the possible influence of the researcher on the research and vice versa.
Both studies (9, 10) recruited parents with previous
knowledge of PDA, relied exclusively on parental report and
were guided by the original descriptions of Newson et al.
(2003). Study (9) used an online survey; Study (10) used a
combination of online survey and telephone interviews.
Case studies (n = 3). Only one paper (11) described more
than one case. Two of the three case studies/case reports
clearly described participants’ demographic characteristics
and provided an adequate history/timeline; one (11) clearly
described the current clinical condition and the diagnostic
assessment and provided ‘takeaway lessons’, see Table 4.
Overall risk of bias. As indicated in Tables 2–4, on the basis
of the assessment criteria used, all included studies had significant methodological limitations and other sources of
bias. Five of the eight cross-sectional studies (2, 3, 6–8) and
both qualitative studies (9, 10) were based exclusively on
data obtained from parental report, both for inclusion criteria and symptom measures. None of the studies included
information from individuals with PDA themselves.

Yes

Yes

Yes

There were also fundamental issues in sampling in both
the cross-sectional and the qualitative studies. Several
studies (2, 6 and 9) recruited parents from the clinic where
the term PDA originated and from PDA web forums and
conferences (2, 3, 6–10). If the same researchers repeatedly recruit anonymous informants from the same web
forums, there is a significant risk of duplication; thus, the
total number of cases included in these studies may be
lower than it appears. Of the three cross-sectional studies
that did not employ these strategies (1, 4, 5), one (1) was
based on limited descriptions of a small, clinical cohort
from the clinic where the term PDA was conceived; two
(4, 5) were based on the adaptation of data collected using
an existing autism diagnostic instrument (DISCO; Wing
et al., 2002), which is not specifically intended for investigation of PDA. Study (5) was based on the analyses of
existing protocols from DISCO training courses, that is,
data not primarily collected for research purposes. The one
study (4) using a population sample identified just nine
cases with possible PDA, only one of whom was clinically
assessed to have PDA.

Aim 2: describe the ways in which studies have
identified or measured PDA

Note. The appropriate JBI checklist was used for evaluation (Appendix 1; Lockwood et al., 2020).

No
No

No

Yes

Yes

No

No

Yes
Yes
Yes
Yes
Yes
Yes
Yes

1. Gore Langton &
Frederickson (2018)
2. O’Nions et al. (2018)

. . .stated
. . .research
philosophical question/
perspective
objectives

No

No

Ethical
approval/
meets current
ethical criteria
Participants’
voices,
adequately
represented
Addresses
influence of the
researcher on
the research,
and vice versa
Statement
locating the
. . .data
. . .data
...
researcher
collection representation/ interpretation culturally/
methods analysis
of results
theoretically
Congruity between research methodology and. . .

Table 3. Evaluation of qualitative studies.

Yes

7
Conclusions
flow from data
interpretation/
analysis

Kildahl et al.

Characteristics of children with PDA were first described
by Newson et al. (2003), see Table 5. Their criteria included
a mix of broad behavioural descriptions and speculations
regarding underlying causes, emotional experiences and
motives for demand avoidant behaviours. However, the
process of developing these criteria was not clearly specified and some criteria, for example, ‘neurological involvement’, lack specificity. In addition, although groups in the
study were clinically defined (as PDA and non-PDA;
Newson et al., 2003), findings are compromised by the
risk of circularity – that is, the researchers first identified
the groups and then studied the differences between them
(Green et al., 2018).
The instrument subsequently developed for the identification of PDA, the EDA-Q (O’Nions, Christie, et al., 2014),
was used in seven of the included studies. It is based on
Newson et al.’s (2003) criteria, previously ‘unpublished
material by Newson’ (O’Nions, Christie, et al., 2014, p. 759)
and PDA-related items from the DISCO (Wing et al., 2002).
A total of 40 candidate items were rated by two authors
(O’Nions, Christie, et al., 2014) and by eight other experienced UK clinicians with an interest in PDA; 30 items were
selected as being typical of and/or specific to PDA. The
resulting questionnaire was administered to six groups of
parents who had identified their child as either typically
developing (TD, n = 102); autistic with (n = 48) and without
(n = 36) ‘disruptive behaviour’ (n = 48); PDA suspected
(n = 67) or identified by a professional (n = 50); having ‘disruptive behaviour’/behaviour problems in absence of PDA
and autism (n = 23). Several parents completed the
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Table 4. Evaluation of case studies.

1. Reilly et al. (2014)
2. Casey & Byrne (2015)
3. Kanani et al. (2018)

Clearly describes
participants’
demographic
characteristics

Clearly describes
participants’
history/presented
as a timeline

Clearly
describes
current
clinical status

Clearly describes
diagnostic tests/
assessment methods
and results

Provides
‘takeaway
lessons’

Yes
Limited
Yes

Yes
No
Yes

Yes
No
No

Yes
No
No

Yes
No
No

Identification

Note. The appropriate JBI checklist was used for evaluation (Appendix 1; Moola et al., 2020). Items concerning intervention or adverse events were
omitted.
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Studies included in
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Figure 1. PRISMA flow diagram (from Moher et al., 2009).
Table 5. Characteristics of PDA (Newson et al., 2003).
1.
2.
3.
4.
5.
6.
7.
8.

Passive early history in first year.
Continues to resist and avoid ordinary demands of life; strategies of avoidance are essentially socially manipulative.
Surface sociability, but apparent lack of sense of social identity, pride, or shame.
Lability of mood, impulsive, led by need to control.
Comfortable in role play and pretending.
Language delay, seems result of passivity.
Obsessive behaviour.
Neurological involvement.
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questionnaire for more than one of their children, and 23
children in the TD group were siblings of children with PDA
(identified or suspected), involving a risk of interdependence of reports including possible contrast effects. The final
measure included 26 items, each scored on a 4-point Likerttype scale that differentiated between the PDA and comparison groups. Scores ranged from 0 to 78 with the scores
highest for the PDA groups (‘suspected’ M = 56.92,
SD = 12.67; ‘identified’ M = 56.51, SD = 11.00) and lowest
for the TD group (M = 7.85, SD = 4.41). Autistic children
with ‘disruptive behaviours’ scored significantly lower than
the PDA groups (M = 42.89, SD = 12.52) but significantly
higher than the other comparison groups. Autistic children
without ‘disruptive behaviours’ (M = 24.80, SD = 14.91) and
children with other kinds of ‘disruptive behaviours/behaviour problems’ (M = 33.94, SD = 12.96) also scored significantly higher than the TD group but not significantly
different from each other.
As noted by Stuart et al. (2020), the EDA-Q has good
content validity and internal consistency in children with
PDA; high levels of internal consistency have been
reported (α = 0.87 in Study 3, α = 0.83 in Studies 6, 8) and
(in Study 3) good sensitivity/specificity for detection of
PDA in children ages 5–11 years (n = 50, sensitivity 0.85,
specificity 0.80) and ages 12–17 years (n = 45, sensitivity
0.88, specificity 0.78). In the case study using the EDA-Q
(11), three of the four cases scored above these cut-offs.
Parental report using the EDA-Q was used in three subsequent cross-sectional studies (6–8), both qualitative
studies (9, 10) and one case study (11). Study (7) used a
shorter, 23-item version of the EDA-Q, based on a principal components analysis. For two studies (2–3), identification of PDA was based on parental accounts of whether
their child had been diagnosed with PDA or if PDA had
been ‘suspected’ or ‘considered’. Two cross-sectional
studies (4, 5) and one qualitative study (10) also based
their assessment of PDA on the DISCO (Wing et al., 2002).
Study (4) used 15 items suggested by the DISCO authors
as describing PDA, while the remaining two Studies (5,
10) used 11 DISCO items which the authors considered to
match items from the EDA-Q; however, only eight of
these corresponded with those items used in Study (4).
Clinical assessments for PDA were only conducted in
three cross-sectional studies, but the criteria used in these
studies remain unclear (1, 2, 4), and Study (4) only identified a single case. Only one of the case studies (11) clearly
described clinical assessment.

Aim 3: explore the relationships between
(1) PDA and autism (2) PDA and other
neurodevelopmental conditions (3) PDA and
level of intellectual abilities
PDA and autism. Although Newson et al.’s original study
(1) noted that children in the PDA group failed to meet
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criteria for autism, they also stated that these children
would frequently be diagnosed by other clinicians as having atypical autism. In most subsequent cross-sectional
and qualitative studies of PDA, autistic children and adolescents have comprised the majority of participants. Study
(2) found that children with PDA did not differ from autistic children with regard to levels of autism ‘traits’. In the
case studies, five of the six cases described were reported
to be autistic. The two studies using samples that were not
specifically recruited for the study of PDA (4, 5) both concluded that the behaviours referred to as PDA may be relatively common across the autism spectrum.
PDA and other neurodevelopmental conditions. No crosssectional or qualitative studies were identified that
explored PDA in children or adolescents with other neurodevelopmental conditions. Studies in which autistic children and adolescents comprised the majority of participants
rarely reported formal diagnoses beyond autism and PDA.
The exception was one case study (11), in which all four
cases were reported to have PDA, co-occurring epilepsy
and attention-deficit hyperactivity disorder (ADHD).
PDA and level of intellectual abilities. PDA has been identified throughout the intellectual ability spectrum, ranging
from severe intellectual disability (4, 5, 7) to parents
reporting superior intelligence (3).

Aim 4: explore the relationships between PDA
and psychiatric disorders
Two cross-sectional studies (2, 8) found that PDA was correlated with higher levels of anxiety, while Study (3)
reported that the levels of emotional problems in children
with PDA were similar to those of children with conduct
problems and to those of autistic children with and without
other types of disruptive behaviours. Study (2) found that
children with PDA did not differ from children with conduct problems on conduct problem measures.
In one of the qualitative studies (10), parents reported
phobias, sensory sensitivities, novelty, real or perceived
provocation, uncertainty, and negative emotional responses
to demands, as possible triggers for PDA. In one of the
cross-sectional studies (8), qualitative content analysis of
interviews with parents of a subset of the sample (n = 11)
revealed themes relating to the need for certainty and
responses to uncertainty.
Only one of the case studies (11) examined possible psychiatric symptoms, and two of the four included cases met criteria for Oppositional Defiant Disorder. None met criteria for
depression or anxiety. While possible co-occurring conditions
were not systematically examined in the remaining case studies, one (13) described an 11-year-old boy with PDA who had
a rare genetic mutation that seems to be associated with an
increased risk of psychiatric disorder (Kolevzon et al., 2019).
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Discussion
The methodological quality of peer-reviewed
studies of PDA
The reviewed studies suggest that there is a subset of autistic children and adolescents who display behaviours
involving persistent avoidance of perceived demands.
However, methodological limitations of the studies
reviewed restrict conclusions regarding the specific behaviours or constellation of behaviours that are characteristic
of PDA; why and/or how they develop; or the distinguishing features of individuals displaying them. If demand
avoidant behaviours do comprise a separate developmental disorder or a trait or subtype in autism, this requires
greater evidence of behavioural stability. However, to date
there have been no longitudinal studies of the trajectories
of PDA behaviours, although two cross-sectional studies
(Gillberg et al., 2015; O’Nions et al., 2016) described individuals who had displayed these behaviours in the past but
no longer did so when the research was conducted.
Currently, we still lack adequate information regarding the
uniformity of demand avoidant behaviours, across individuals or over time. Notably, all identified studies had
been conducted in Western Europe (mainly in a small
number of UK centres), and knowledge from other countries and cultures is lacking.

Methods of identifying or measuring PDA
Despite its ongoing influence on the field, the study that
originally described PDA (Newson et al., 2003) does not
provide systematic information on how the criteria for
PDA were developed; it is also unclear whether these criteria remained exactly the same over the time period that
data were collected (1975–2000), and there is a risk of circularity due to its design (Green et al., 2018). These are
important limitations since all subsequent studies, including the construction of the EDA-Q, are, to some degree,
based on Newson et al.’s criteria. Furthermore, while the
development and selection of items for the EDA-Q is fully
described by O’Nions, Christie, et al. (2014), the pre-identification of groups in that study (again based on parental
report) remains a significant methodological limitation.
While the current review only included studies on PDA in
children and adolescents, studies involving adults (Eaton
& Banting, 2012; Egan et al., 2019; Trundle et al., 2017)
also rely on the Newson’s criteria. Moreover, the three
studies (4, 5, 10) using the DISCO to aid in the identification of PDA used differing sets of DISCO items.
With regard to differentiation between PDA/nonPDA, only one study (3) has examined group differences
using the EDA-Q. While the group of autistic children
with other kinds of ‘disruptive’ behaviours had significantly lower scores than the PDA groups, their scores
were significantly higher than the remaining comparison
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groups. As no further group comparisons have been conducted, it remains unclear whether PDA constitutes a distinct condition or merely reflects a difference in severity
of ‘disruptive’ behaviours.
Most of the studies relied exclusively on parental report
for inclusion criteria and identification of PDA. This
heightens the risk of relationships between measures being
confounded by common method, reporting, and confirmation bias (Green, 2020). Diagnostic studies in autism suggest that the validity of proxy reports varies according to
informants’ expectations, competence, observational skills
and relationship with the autistic person (Havdahl et al.,
2017; Helverschou & Martinsen, 2011) and are not always
in line with reports from the autistic individuals themselves (e.g. Kalvin et al., 2020). Moreover, there is a possibility that parental reports may also have been affected
by pre-existing ideas and understandings of PDA gleaned
from the PDA web forums and conferences from which
they were recruited.

The relationship between PDA, autism and
other neurodevelopmental conditions
The majority of participants with PDA in most of the included
studies were autistic, and apart from Study (3), there have
been few comparisons or analyses of PDA symptoms in
other groups. Although one of the case studies reported
co-occurring ADHD and epilepsy (Reilly et al., 2014),
information about any wider associations with these or other
neurodevelopmental conditions is lacking. The association
with intellectual ability is also unclear. One study specifically excluded individuals with severe intellectual disabilities from analyses because ‘it is difficult to envisage the
whole PDA phenotype developing in an individual with
severe or profound general cognitive dysfunction’ (Gillberg
et al., 2015, p. 981). In other studies, information about IQ
was often lacking. Those studies reporting level of intellectual abilities included participants across the IQ range,
from individuals with severe intellectual disability to those
reported as being of superior intelligence.

The relationship between PDA and psychiatric
disorders
Findings from three studies suggest links between PDA
and anxiety (O’Nions et al., 2018; O’Nions, Viding, et al.,
2014; Stuart et al., 2020). Stuart et al. (2020) also noted the
relationship with intolerance of uncertainty, which is associated with the development of anxiety both in autism and
in the general population (Boulter et al., 2014; Joyce et al.,
2017). Relationships with other mental health conditions
have not been explored.
Avoidant behaviours are an inherent component of
many mental health conditions, including anxiety, that are
common in autism (Hollocks et al., 2019; Rosen et al.,
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2018). Indeed, it has been suggested that stress and anxiety
are so frequent in autism that they may partly explain
‘core’ features, such as insistence on sameness (Boulter
et al., 2014; Joyce et al., 2017; Wigham et al., 2015). Being
autistic may also influence how or what events are perceived as stressful or traumatic (Bishop-Fitzpatrick et al.,
2017; Kerns et al., 2020; Kildahl et al., 2020b). Thus, it
can be challenging for caregivers to understand that autistic children and adolescents have experienced an event, or
events, they perceived as stressful or traumatic, and how
this may affect development of avoidant behaviours (see
Kildahl et al., 2020a; Milton, 2013).
There is also evidence that caregivers and mental health
clinicians may struggle with recognition of mental health
symptoms, including anxiety, in autistic individuals (e.g.
Helverschou & Martinsen, 2011; Postorino et al., 2017).
Moreover, parental ratings of such symptoms, including
their influence on behaviour, do not always seem to be in
line with reports from autistic individuals themselves
(Kalvin et al., 2020; Santore et al., 2020). Milton (2012;
Davis & Crompton, 2021) has suggested that understanding of autism by those who are not autistic, is hampered by
the ‘double empathy problem’. Thus, not only may autistic
individuals have problems understanding other people, but
others, including parents and caregivers, also have difficulties understanding autistic people. Bolis et al. (2017)
propose that a mismatch of interpersonal dynamics
(described as ‘dialectical misattunement’) is an underlying
factor in the social and communicative difficulties experienced by autistic people. This theory suggests that repeated
and reciprocal ‘misattunements’ over time lead to ‘increasing divergencies in communication styles and interactions
between non-autistic people and autistic people’ (Davis &
Crompton, 2021, p. 2). Failure to recognise, or respond
effectively, when an autistic child is experiencing anxiety,
discomfort or distress, may lead to the child feeling misunderstood and alone. To alleviate distress, the child may
then engage in behaviours perceived by others as socially
‘inappropriate’ or ‘disruptive’, resulting in negative social
consequences or sanctions. An accumulation of such experiences over time leads, in turn, to increased use of these
‘problematic’ strategies (see Mitchell et al., 2021).
While there are indications that anxiety, stress, intolerance of uncertainty, or trauma may contribute to the development of avoidant behaviours (Kildahl et al., 2020a;
O’Nions et al., 2018; O’Nions, Viding, et al., 2014; Stuart
et al., 2020), there is a lack of studies systematically exploring possible associations between PDA and anxiety or traumatic experiences. Instead, current reliance on parental
information means that individual psychological experiences influencing these behaviours are under-researched
and likely under-reported. These perspectives also highlight
the importance of further exploration of the developmental
trajectories of PDA behaviours, including what factors may
contribute to exacerbating or maintaining them.
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Directions for future research
Several authors (Green, 2020; Green et al., 2018; Milton,
2013; Orm et al., 2019) have highlighted the importance of
transactional perspectives in understanding demand avoidant behaviours. Demand avoidant behaviours are complex
social phenomena, and thus likely to develop over time in
interaction between individuals and their surroundings.
Critics suggest that referring to these behaviours as PDA
situates the difficulties within the individual, thus obscuring the influence of contextual factors (Milton, 2013; Orm
et al., 2019). Studies to date have focused almost exclusively on the avoidance aspect of PDA, while the demands
eliciting these behaviours have not been systematically
investigated. In some cases, it may be that the expectations
and demands of caregivers or teachers are perceived as
unreasonable, unrealistic or irrelevant by the young people
themselves (Milton, 2013). The possible impact of adult
expectations or demands, and the contexts and circumstances in which PDA behaviours occur and/or change
over time are important topics for further research. This
will require more sophisticated approaches, utilising longitudinal and cross-sectional designs, child and adult
report, observational and video studies, and qualitative
methodologies investigating the subjective experiences of
individuals with PDA behaviours. Comprehensive, clinical case studies, providing information about contextual
factors will also contribute to further knowledge regarding
these behaviours and their developmental trajectories, in
particular, if such studies also include information concerning successful and unsuccessful treatment strategies.
Systematic research into the relationships between PDA
behaviours and other conditions is lacking and there is a
particular need to examine the relationships between mental health issues, social-cognitive abilities and PDA.
Conceptualisation of PDA as a distinct phenomenon would
require that these behaviours are not sufficiently explained
by other conditions, such as anxiety, depression and traumarelated disorders, that typically involve avoidance.
The psychometric properties reported for the EDA-Q to
date indicate that this instrument has the potential to be helpful in exploring the degree to which persistent demand avoidant behaviours constitute a distinct condition (Stuart et al.,
2020) and investigations into the possible relationships with
other psychological and behavioural constructs. However,
there is a need for further validation of this measure using
independent research teams, larger samples and appropriate
statistical methods to identify robust symptom clusters associated with PDA beyond comparing scores between preselected groups. More systematic and independent validation
of the criteria and assessments developed by Newson and
colleagues (2003) will help to resolve the many controversies that currently surround this issue and will be a crucial
step in addressing the many problems faced by the children/
adolescents who are affected and their parents.
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Clinical implications
According to O’Nions et al. (2020): ‘descriptions of PDA
include a formulation that places child anxiety as the driver
of reactivity, and in doing so de-stigmatises the child and
the parent for failures to enforce or conform with norms’.
(p. 398). However, if these behaviours are conceptualised
as an anxiety-related attempt to increase predictability (c.f.
Stuart et al., 2020), it remains possible that this could be
just as effectively communicated using existing diagnostic
categories, such as anxiety, trauma- and stress-related disorders. If PDA constitutes an autistic behavioural manifestation of experiences such as anxiety or trauma, creating a
separate diagnostic label for autistic people may be unhelpful in aiding these individuals to access appropriate services and care (see Camm-Crosbie et al., 2019; Maddox
et al., 2020). Different labels for similar experiences in
autistic and non-autistic people may also obscure the commonality of these experiences, making it more challenging
for non-autistic people to recognise, understand and identify with these experiences in autistic individuals, consequently exacerbating the double empathy problem.
It has also been suggested that making PDA a formal
diagnosis risks PDA becoming an explanation for behaviour rather than just a description (Orm et al., 2019). This,
again, could lead to an increased risk that underlying difficulties, such as anxiety or trauma, are not adequately
addressed. In light of the heterogeneity of autism (Lai et al.,
2014), the transactional perspective suggests that the developmental path is unlikely to be identical for all individuals
who show demand avoidant behaviours and highlights the
importance of assessing and understanding the dynamics of
these behaviours in each individual, working in collaboration with affected individuals and their families (Green
et al., 2018). Transactional perspectives further suggest that
the behaviours described as PDA may develop gradually
(Orm et al., 2019) or appear in circumscribed settings (such
as school) prior to becoming more generalised. In such
cases, conceptualising PDA as a categorical phenomenon
(i.e. a formal diagnosis which one either has or not) may be
counterproductive to its early detection and prevention.
Finally, it should be noted that, despite the many challenges associated with PDA, none of the studies identified
focused specifically on treatment. To develop effective
interventions, there is a crucial need to be able to confirm
the uniformity of the profile of behaviours related to PDA,
the characteristics of individuals displaying them, and relationships with anxiety and other emotional difficulties.

Conclusion
To date, research examining PDA has been hampered by
problems concerning definition, construct validity and
measurement. Consequently, evidence that PDA is either a
separate disorder or constitutes a stable subtype or trait in
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autistic individuals is currently lacking. Demand avoidant
behaviours are clearly a profound challenge for some individuals and their families, and these may be associated
with anxiety, trauma or the perception of demands and
expectations as fundamentally threatening. Current evidence suggests these behaviours involve an identifiable
cluster of parent-reported behaviours in autistic children
and adolescents, but it remains unclear whether they represent a distinct condition or primarily differ from other conditions with regard to severity or impact of symptoms.
Possible associations with anxiety have been reported, and
the EDA-Q may be a helpful tool in further investigations
of the relationships between PDA and mental conditions
typically involving avoidance. It also remains unclear
whether demand avoidant behaviours are more prevalent
in autism than in other neurodevelopmental conditions, as
there has been no systematic examination of this issue.
In summary, this review highlights many questions
about PDA that remain unresolved and demonstrates the
need for more systematic and methodologically sound
research to examine the relationships between demand
avoidance and anxiety, and other mental health conditions,
both in autism and other neurodevelopmental conditions.
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Appendix 1
Complete questions from the quality assessment checklists by study type.
Analytic cross-sectional studies

Qualitative research

Case studies/case reports

1. Were the criteria for
inclusion in the sample
clearly defined?
2. Were the study subjects
and the setting described in
detail?
3. Was the exposure measured
in a valid and reliable way?
4. Were objective,
standard criteria used
for measurement of the
condition?
5. Were confounding factors
identified?
6. Were strategies to deal with
confounding factors stated?
7. Were the outcomes measured
in a valid and reliable way?
8. Was appropriate statistical
analysis used?

1. Is there congruity between the stated philosophical
perspective and the research methodology?
2. Is there congruity between the research methodology
and the research question or objectives?
3. Is there congruity between the research methodology
and the methods used to collect data?
4.Is there congruity between the research methodology
and the representation and analysis of data?
5. Is there congruity between the research methodology
and the interpretation of results?
6. Is there a statement locating the researcher culturally
or theoretically?
7. Is the influence of the researcher on the research,
and vice versa, addressed?
8. A
 re participants, and their voices, adequately
represented?
9. Is the research ethical according to current criteria
or, for recent studies, and is there evidence of ethical
approval by an appropriate body?
10. D
 o the conclusions drawn in the research report
flow from the analysis, or interpretation, of the data?

1. W
 ere patient’s demographic
characteristics clearly described?
2. W
 as the patient’s history clearly
described and presented as a
timeline?
3. W
 as the current clinical
condition of the patient on
presentation clearly described?
4. W
 ere diagnostic tests or
assessment methods and the
results clearly described?
5. W
 as the intervention(s) or
treatment procedure(s) clearly
described?
6. W
 as the post-intervention clinical
condition clearly described?
7. W
 ere adverse events (harms) or
unanticipated events identified and
described?
8. D
 oes the case report provide
takeaway lessons?

Notes. Complete questions from the quality assessment checklists used, respectively, for the cross-sectional studies (Moola et al., 2020), qualitative
studies (Lockwood et al., 2020) and case studies/case reports (Moola et al., 2020). Questions in italic were omitted, as they were not applicable for
the studies included in the current review.

