
              

City, University of London Institutional Repository

Citation: Tromans, S. J., Teece, L., Saunders, C., McManus, S. & Brugha, T. (2024). 

Characteristics and primary care experiences of people who self-report as autistic: a 
probability sample survey of adults registered with primary care services in England. BMJ 
Open, 14(9), e081388. doi: 10.1136/bmjopen-2023-081388 

This is the published version of the paper. 

This version of the publication may differ from the final published version. 

Permanent repository link:  https://openaccess.city.ac.uk/id/eprint/33696/

Link to published version: https://doi.org/10.1136/bmjopen-2023-081388

Copyright: City Research Online aims to make research outputs of City, 

University of London available to a wider audience. Copyright and Moral Rights 

remain with the author(s) and/or copyright holders. URLs from City Research 

Online may be freely distributed and linked to.

Reuse: Copies of full items can be used for personal research or study, 

educational, or not-for-profit purposes without prior permission or charge. 

Provided that the authors, title and full bibliographic details are credited, a 

hyperlink and/or URL is given for the original metadata page and the content is 

not changed in any way. 

City Research Online



City Research Online:            http://openaccess.city.ac.uk/            publications@city.ac.uk

http://openaccess.city.ac.uk/
mailto:publications@city.ac.uk


1Tromans SJ, et al. BMJ Open 2024;14:e081388. doi:10.1136/bmjopen-2023-081388

Open access 

Characteristics and primary care 
experiences of people who self- report as 
autistic: a probability sample survey of 
adults registered with primary care 
services in England

Samuel Joseph Tromans    ,1,2 Lucy Teece,1 Catherine Saunders,3 
Sally McManus,4,5 Traolach Brugha1,6

To cite: Tromans SJ, 
Teece L, Saunders C, et al.  
Characteristics and primary care 
experiences of people who self- 
report as autistic: a probability 
sample survey of adults 
registered with primary care 
services in England. BMJ Open 
2024;14:e081388. doi:10.1136/
bmjopen-2023-081388

 ► Prepublication history 
and additional supplemental 
material for this paper are 
available online. To view these 
files, please visit the journal 
online (https://doi.org/10.1136/ 
bmjopen-2023-081388).

Received 29 October 2023
Accepted 02 September 2024

For numbered affiliations see 
end of article.

Correspondence to
Dr Catherine Saunders;  
 cs834@ medschl. cam. ac. uk

Original research

© Author(s) (or their 
employer(s)) 2024. Re- use 
permitted under CC BY- NC. No 
commercial re- use. See rights 
and permissions. Published by 
BMJ.

ABSTRACT
Objectives Little is known about adults who self- report 
as autistic. This study aimed to profile the demographic 
characteristics, long- term health conditions and primary 
care experiences of adults who self- report as autistic 
(including those with and without a formal diagnosis).
Design/setting A nationally representative cross- 
sectional survey of adults registered with National Health 
Service (NHS) General Practitioner (GP) surgeries in 
England.
Participants 623 157 survey respondents aged 16 and 
over, including 4481 who self- report as autistic.
Outcomes Weighted descriptive statistics, with 95% CIs. 
Logistic regression modelling adjusted for age, gender, 
ethnicity and area- level deprivation compared those who 
self- report as autistic with the rest of the population.
Results A total of 4481 of the 623 157 survey participants 
included in the analysis self- reported autism, yielding a 
weighted proportion estimate of 1.41% (95% CI 1.35% 
to 1.46%). Adults self- reporting as autistic were more 
likely to be younger, male or non- binary, to identify as 
a gender different from their sex at birth, have a non- 
heterosexual sexual identity, be of white or mixed or 
multiple ethnic groups, non- religious, without caring 
responsibilities, unemployed, live in more deprived areas 
and not smoke. All chronic conditions covered were more 
prevalent among adults self- reporting as autistic, including 
learning disability, mental health conditions, neurological 
conditions, dementia, blindness or partial sight and 
deafness or hearing loss. Adults self- reporting as autistic 
were also less likely to report a positive experience of 
making an appointment (adjusted OR (aOR) 0.90, 95% 
CI 0.82 to 0.98) and navigating GP practice websites 
(aOR 0.78, 95% CI 0.70 to 0.87) and more likely to report 
seeking advice from a friend or family member prior to 
making an appointment (aOR 1.25, 95% CI 1.14 to 1.38) 
and having a preferred GP (aOR 2.25, 95% CI 2.06 to 
2.46). They were less likely to report that their needs were 
met (aOR 0.73, 95% CI 0.65 to 0.83).
Conclusions Adults self- reporting as autistic have a 
distinctive sociodemographic profile and heightened rates 
of long- term conditions. They report challenges in both 
accessing primary care and having their needs met when 

they do. These findings should inform future care initiatives 
designed to meet the needs of this group.

INTRODUCTION
Autism is defined as a lifelong neurode-
velopmental condition, characterised by 
impairments in social communication, inter-
action and a repertoire of restricted repetitive 
behaviours.1 Autism has an estimated preva-
lence of around 1% among community- based 
adults in England,2 with increased numbers 
among adults using mental health services.3 4 
Clinically diagnosed autistic people have been 
found to be at increased risk of a range of 
chronic health conditions compared with 
their non- autistic peers,5 as well as premature 
mortality.6 Furthermore, diagnosed autistic 
people in the UK have significantly greater 
mortality rates compared with people without 
an autism diagnosis; 1.71 (95% CI 1.39 to 
2.11) times the general population for people 
diagnosed with autism and not intellectual 
disability, and 2.83 (95% CI 2.33 to 3.43) 
times for people diagnosed with both autism 
and intellectual disability.7 Relatedly, the life 
expectancy for people diagnosed with autism 

STRENGTHS AND LIMITATIONS OF THIS STUDY
 ⇒ This study had a large sample size, with 4481 adults 
self- reporting as autistic, and a comparator group of 
623 157 adults who did not self- report as autistic.

 ⇒ The data described are self- reported by patients, 
providing insights into their subjective experiences 
of primary care.

 ⇒ The data are cross- sectional in nature, and longitu-
dinal data are needed to better understand causality.

 ⇒ Patients self- reported their long- term conditions, 
with no means to compare their responses against 
their formal diagnoses on their medical records.
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but not intellectual disability was found to be shorter by 
6.14 years (95% CI 2.84 to 9.07) for men and 6.45 years 
(95% CI 1.37 to 11.57) for women.7 All autistic people 
will access primary care during their lives, and for most 
health problems, the journey to diagnosis and treatment 
begins in this setting.8 Thus, it is essential that primary 
care services are comprehensively meeting the needs of 
the autistic community.

Accordingly, autism was recognised as a priority within 
the National Health Service (NHS) Long Term Plan,9 
with goals set to address the causes of morbidity and 
preventable deaths in this group, as well as improve 
understanding across the NHS with regard to the needs 
of autistic people. Furthermore, in 2021, the UK govern-
ment published a national strategy for autistic people,10 
with the aim to improve the lives of autistic people, as 
well as their families and carers. Adult general population 
surveys suggest that most adults with autism do not have 
a clinical diagnosis officially recorded in their medical 
records2 Therefore, both those diagnosed autistic people 
and those who regard themselves to be autistic but do 
not currently have a diagnosis merit studying. However, 
there is a lack of autism research focused on adults, with 
a Web of Science topic search demonstrating that in 
2020, only around 21% of autism publications contained 
that ‘adult*’ search term.11 Research with adults diag-
nosed with autism indicates that they may face a range 
of social and economic inequalities, such as low employ-
ment rates.12 However, it is less clear to what extent these 
inequalities extend to the broader group of people who 
self- report as being autistic.

Among adults who regard themselves as autistic, some 
have a clinical diagnosis confirmed via assessment by a 
healthcare professional and some have not. There are 
numerous barriers to obtaining a formal autism diagnostic 
assessment, including a lack of autism awareness among 
healthcare professionals, lengthy waiting lists and private 
assessments, costs.13 Furthermore, a perceived lack of 
postdiagnostic support may discourage patients and their 
primary care physician from seeking such an assessment.13 
Levels of autism underdiagnosis appear to be greater in 
older age groups, with O’Nions et al14 estimating that over 
90% of autistic adults of 50 years and older are undiag-
nosed. In addition, many people may consider themselves 
to be autistic but would not meet diagnostic thresholds if 
assessed for autism, although they may have other signifi-
cant, unidentified mental health conditions. This may be 
in part due to autistic features overlapping with those of 
other neurodevelopmental conditions, such as learning 
disability and attention deficit hyperactivity disorder.15 
Additionally, it is important to recognise the limitations 
of current autism diagnostic tools, particularly in certain 
groups, such as women and girls.16

The General Practice Patient Survey (GPPS), conducted 
by Ipsos MORI, is an NHS England- funded annual 
national cross- sectional survey of adults aged 16 and over 
who have been registered with a General Practitioner 
(GP) practice in England for at least 6 months, to provide 

evidence to support healthcare improvement for process 
measures of care quality. The questionnaire covers patient 
experiences of primary care, as well as participants’ 
demographic characteristics and health and socioeco-
nomic circumstances.17 The scale, health and socioeco-
nomic characteristics, and primary care experiences of 
adults in England who report that they are autistic have 
rarely been considered. Understanding the needs of the 
wider population reporting that they are autistic, rather 
than solely those with a clinical diagnosis or those iden-
tified in population surveys, is essential to anticipating 
demand for assessment services, and for understanding 
how current models of healthcare do and do not meet 
their needs particularly for assessment. In this analysis of 
the 2022 GPPS, we report findings relating to adults who 
self- report as autistic, with this group defined as survey 
respondents who, in response to the survey question item 
‘which, if any, of the following long- term conditions do 
you have?’, selected the checklist option ‘autism or autism 
spectrum condition.’18 Our research question was ‘what 
are the demographic characteristics, long- term health 
conditions, and primary care experiences of adults who 
self- report as autistic in England?’

METHODS
GPPS 2022 survey sampling
This study uses data collected for the 2022 GPPS, covering 
patients registered with GP practices in England from 10 
January 2022 to 11 April 2022.19 Patients aged 16 years 
and over (hereafter referred to as ‘adults’) with a valid 
NHS number who had been continuously registered with 
an NHS GP practice in England for at least 6 months were 
randomly selected for contact.19 With respect to patient 
consent, the voluntary nature of the GPPS was explained 
online, with an option for patients to opt- out.20 Over 
2.47 million questionnaires were sent out, and 719 137 
completed questionnaires were returned, representing a 
29.1% national response rate.17 The sample was designed 
to achieve at least 100 responses per GP practice and 
200 responses per Primary Care Network.19 A weighting 
scheme was developed by the survey provider (Ipsos 
MORI) to correct for sampling design and reduce the 
impact of non- responders and improve the representa-
tiveness of the analyses to better reflect the GP- registered 
population.17 19 NHS primary care records were accessed 
only to identify the sample of people to be invited to 
take part and to extract their postal address; no other 
NHS records, such as recorded diagnoses were accessed. 
Further methodological details for GPPS 2022, as well 
as the 2022 questionnaire, can be found in a published 
technical annex.19 Patient- level data for GPPS 2022 were 
shared with the authors according to a data- sharing agree-
ment with NHS England.

Self-reported autism identification
The option ‘autism or autism spectrum condition’ as a 
response to the multiple- choice question ‘which, if any, 
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of the following long- term conditions do you have?’ was 
introduced in the 2019 survey21 and has remained for 
its subsequent iterations. This item was used to differen-
tiate between adults with self- reported autism and adults 
who did not self- report autism and provides the novel 
opportunity to study in greater detail this self- identifying 
population. These two groups are summarised in table 1. 
There were no means to identify which participants had a 
formal diagnosis of autism on their medical records (both 
among those self- reporting and not self- reporting autism); 
this issue is discussed in further detail in the Strengths 
and weaknesses of the study subsection of the Discussion. 
Participants who did not provide a valid response to this 
question were excluded from the analyses.

There were many other long- term conditions included 
as multiple- choice options with respect to the long- term 
condition survey question, listed in full in the subsequent 
subsection of the Methods. Another long- term condition 
that patients were asked if they identified as having was 
a learning disability. Considering this, it is possible that 
some surveys, particularly from those with a learning 
disability, may have been completed with support from 
a carer; however, no data were collected with respect to 
whether any surveys were completed by either assistance 
from a proxy, or the proxy completing the survey on 
behalf of the patient.

Demographic and health measures
Demographic variables included gender, transgender 
history, sexual identity, age, ethnicity, religion, caring 
responsibilities and smoking status (see table 2 for how 
these variables were categorised). Socioeconomic circum-
stances were captured with two items: employment status 
and neighbourhood deprivation according to the Index 
of Multiple Deprivation (IMD) quintile based on the 
participant’s postcode.

Long- term health conditions listed as checklist options 
to the multiple- choice question included: Alzheimer’s 
disease or other cause of dementia; arthritis or ongoing 
problem with back or joints; blindness or partial sight; a 
breathing condition such as asthma or chronic obstruc-
tive pulmonary disease; cancer (diagnosis or treatment in 
the last 5 years); deafness or hearing loss; diabetes; a heart 
condition such as angina or atrial fibrillation; high blood 
pressure; kidney or liver disease; a learning disability; a 
mental health condition; a neurological condition such 

as epilepsy; a stroke (which affects your day- to- day life) 
and another long- term condition or disability (for this 
last option there was no accompanying free- text response 
space for the participant to specify the particular condi-
tion or disability that they were reporting).

A subsequent question, ‘Would you describe your-
self as having ‘long COVID’, that is, you are still experi-
encing symptoms more than 12 weeks after you first had 
COVID- 19, that are not explained by something else?’ was 
included in our analyses for long- term conditions.

Patient experience measures
The survey also included a series of questions relating to 
participant’s experiences of primary care services, with 
corresponding Likert scale question response options. 
These question items covered five broad domains: overall 
experience, before trying to make an appointment, 
access, continuity and communication. We categorised 
the question responses into positive/affirmative and 
negative producing binary responses in line with the 
GPPS National Report.17 Question wording and categori-
sation of responses are outlined in online supplemental 
table S1.

Missing data
The primary exposure is self- reported autistic, hence 
responses with missing data for long- term conditions were 
excluded from the analyses (9.9%). Primary compari-
sons are in the occurrence of long- term conditions and 
patient experiences of primary care. Comparisons are 
adjusted for age, gender, deprivation and ethnicity, thus 
responses with missing data for age, gender, deprivation 
and ethnicity were excluded from the analyses (3.9%).

Statistical analysis
All analyses were performed by using Stata V.17. A 
descriptive analysis of participant demographic and socio-
economic characteristics was conducted for total respon-
dents and stratified by whether participants self- reported 
as autistic or not. Unweighted frequencies are reported 
alongside weighted percentages (calculated using 
survey design and non- response weights by age, gender, 
geographical location and GP practice), with 95% CIs. 
Percentage point differences (ppd) in weighted propor-
tions are presented with 95% CIs to enable comparisons 

Table 1 Summary of members of self- reporting as autistic and non- self- reporting as autistic participant groups

Self- reporting as autistic Not self- reporting as autistic

 ► Clinically diagnosed autistic people who identify as 
autistic

 ► Adults without a clinical diagnosis of autism who 
identify as autistic and who would meet autism 
diagnostic criteria if subjected to clinical assessment

 ► Adults without a clinical diagnosis of autism who 
identify as autistic and who would not meet autism 
diagnostic criteria if subjected to clinical assessment

 ► Clinically diagnosed autistic people who do not identify as 
autistic

 ► Adults without a clinical diagnosis of autism who do not identify 
as autistic and who would not meet autism diagnostic criteria if 
subjected to clinical assessment

 ► Adults without a clinical diagnosis of autism who do not identify 
as autistic and who would meet autism diagnostic criteria if 
subjected to clinical assessment
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between participants who self- reported autistic and those 
who did not.

To examine differences in the occurrence of long- term 
health conditions between participants self- reporting 
as autistic and those who did not, descriptive weighted 
percentages and 95% CIs are reported. Adjusted anal-
yses were carried out to examine the associations between 
other long- term conditions and self- reporting as autistic, 
involving logistic regression models incorporating proba-
bility weights and adjusting for age, ethnicity, gender and 
area- level deprivation (IMD quintile) were fitted to return 
adjusted ORs (aORs) with 95% CIs and p values. Age 
(16–24 years, 25–34, 35–44, 45–54, 55–64, 65–74 and 75 or 
over), ethnicity (white, mixed or multiple ethnic groups, 
Asian or Asian British, black, black British, Caribbean or 
African and other ethnic group), gender (female, male, 
non- binary and prefer to self- describe) and area- level depri-
vation/IMD quintile (1 (most deprived); 2, 3, 4, 5 (least 
deprived)) were all entered into the regression model as 
categorical variables. Differences in the occurrence of long- 
term conditions between the two groups by age were inves-
tigated through the incorporation of an interaction effect 
between age and autism status. The marginal probability of 
each long- term condition according to autism status and 
age group was calculated and presented graphically.

Adjusted analyses (as described above) were also 
undertaken to compare the primary care experiences 
of adults who self- report as autistic with those who do 
not, producing weighted percentages and aORs using 
logistic regression. Robust SEs were used to account 
for variations in patient experiences that might be 
explained by differences within and between GP 
practices.

Sensitivity analysis
We performed a sensitivity analysis which excluded 
patients with Alzheimer’s disease or other causes of 
dementia or a learning disability from the analysis of 
experiences of primary care, as these items may have been 
completed by carers and not necessarily be self- reported. 
As a further sensitivity analysis, we ran the analysis of 
experiences of primary care using different comparator 
groups, first comparing to those with no other long- term 
health conditions and second comparing to those with at 
least one other long- term health condition.

Patient and public involvement
There was no patient and/or public involvement in 
the design, or conduct, or reporting, or dissemination 
plans of the analysis described in this article, though 
the governance of the 2022 GPPS did involve input 
from a steering group which included patient represen-
tatives among its members.19

RESULTS
Frequency of self-reported autism
Figure 1 shows a flow chart illustrating how the final 
analysis study population was attained. A total of 4481 of C
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the 623 157 survey participants included in the analysis 
self- reported autism or an autism spectrum condition, 
yielding a weighted proportion estimate of 1.41% (95% 
CI 1.35% to 1.46%) of the sample. The 70 900 (9.9%) 
participants with missing data for this question were 
excluded from these analyses, as well as a further 25 080 
(3.9%) participants with missing age, gender, ethnicity or 
deprivation information.

Demographic characteristics
Table 2 summarises the demographic characteristics of all 
survey respondents, as well as stratified by self- reported 
autism status. Compared with people not self- reporting 
as autistic, those who self- reported as autistic were more 
likely to describe their gender as male (ppd+17.4%) or 
non- binary (ppd+3.6%) and were also more likely to 
describe their gender as different from the sex registered 
at birth (ppd+5.9%) and to describe themselves as gay 
or lesbian (ppd+4.3%), bisexual (ppd+8.3%) or other 
(ppd+5.5%). Additionally, compared with people not 
self- reporting as autistic, those self- reporting as autistic 
were younger, with higher proportions in the 16–24 years 
(ppd+26.7%) and 25–34 years (ppd+14.9%) age groups. 
They were less likely to identify as being of Asian or Asian 
British (ppd −4.6%) or black, black British, Caribbean or 

African ethnicity (ppd −1.1%) and more likely to identify 
with no religion (ppd+15.7%). While adults self- reporting 
as autistic were less likely to report having parental respon-
sibility for a child in their household (ppd −12.8%), they 
were slightly more likely to report having unpaid caring 
responsibilities for other persons and were more likely to 
report undertaking these roles for 50+ hours per week 
than those who did not self- report as autistic. In terms 
of employment status, people self- reporting as autistic 
were less likely to be in full- time work (ppd −21.7%) and 
more likely to be in full- time education (ppd+12.4%), 
unemployed (ppd+9.6%) or permanently sick or disabled 
(ppd+19.7%). They were also more likely to live in the 
most deprived neighbourhoods (ppd+8.7% for quintile 1, 
associated with the greatest level of deprivation).

Long-term conditions
Table 3 shows the reported occurrence of long- term 
health conditions and long COVID in people self- 
reporting as autistic compared with those who do not, 
adjusting for age, gender, deprivation and ethnicity. It 
should be noted that the participants self- reporting as 
autistic were more likely to be younger, male or non- 
binary, have a greater level of neighbourhood deprivation 
and be of white ethnicity, underlining the importance of 

Figure 1 Flow chart, illustrating how the final analysis study population was attained.
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adjusted analyses. After adjustment, all 16 conditions had 
higher odds of occurring among people self- reporting as 
autistic than those who did not. This included learning 
disability (aOR 18.49), mental health conditions (aOR 
4.63), neurological conditions (aOR 5.03), dementia 
(aOR 9.20), blindness or partial sight (aOR 5.32), and 
deafness or hearing loss (aOR 3.02). Furthermore, 
following adjustment for age, gender, ethnicity and depri-
vation, people self- reporting as autistic had a heightened 
risk of having ‘another long- term condition or disability’, 
an additional category intended to capture conditions 
not recorded in the other, more specific categories.

Figure 2 depicts differences in the marginal proba-
bility of each long- term condition between those who 
self- reported as autistic and those who did not by age. 
Conditions where there are large differences between 
participants with self- reported autism compared with 
those who do not report autism appear to be greater 
among younger age groups, showing some reduction in 
older age groups. Examples of such conditions include 
breathing conditions, learning disabilities, mental health 
conditions and neurological conditions.

Experiences of primary care
Table 4 shows the responses to question items pertaining 
to patient experience. While for several question items, 
no significant differences were found, several distinct 
differences with respect to their experiences of primary 
care were identified.

People self- reporting as autistic reported a less posi-
tive experience with respect to making an appointment 
relative to their peers (aOR 0.90). Prior to making an 
appointment, people self- reporting as autistic were more 
likely to speak to a pharmacist (aOR 1.33), contact or 
use another NHS service (aOR 1.38) or ask for advice 
from a friend or family member (aOR 1.25). However, 
no significant difference was reported between partici-
pant’s self- reporting as autistic compared with those not 
self- reporting as autistic with respect to their overall expe-
rience of their GP practice.

In relation to issues about access and continuity, people 
who self- reported as autistic were less likely to report 
their GP practice’s website as easy to use compared with 
their peers (aOR 0.78), as well as being less likely to be 
offered an in- person appointment at their own GP prac-
tice (aOR 0.89). Despite finding no differences in satisfac-
tion with the GP appointment times available, they were 
less likely to be satisfied with the appointment offered 
(aOR 0.91). People self- reporting as autistic were more 
likely to have a preferred GP compared with their peers 
not self- reporting as autistic (aOR 2.25). No significant 
differences were identified with respect to being able to 
see or speak to their preferred GP (compared with those 
who did not self- report as autistic).

Regarding communication, people self- reporting as 
autistic were less likely to report being involved in deci-
sions about care and treatment (aOR 0.78), having 

Figure 2 Marginal probability of long- term health condition or disability over age groups, by whether they self- report as 
autistic.
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confidence and trust in their healthcare professional 
(aOR 0.67), or that their needs were met (aOR 0.74). 
However, there was no significant difference with respect 
to reporting having their mental health needs recognised 
and understood.

Findings were not substantially different after excluding 
patients with Alzheimer’s disease or other causes of 
dementia or a learning disability (online supplemental 
table S2). Some differences in the patient experience 
analyses were observed when using different compar-
ator groups (online supplemental table S3). Relatedly, 
Paddison et al22 have previously analysed the impact of 
long- term conditions more generally, including multi-
morbidity, on patient primary care experiences using 
GPPS data.

DISCUSSION
Principal findings
Adults self- reporting as autistic in England have a distinct 
sociodemographic profile, being more likely to report 
being younger, male, non- binary, have a gender different 
from their sex at birth, have a non- heterosexual sexual 
identity, be of white or mixed or multiple ethnic groups, 
be unemployed and live in more deprived areas. They 
also report higher rates of a range of long- term health 
conditions, including learning disability, neurological 
conditions, and visual and hearing impairment. While 
no significant difference was observed with respect to 
their overall experience of their GP practice, adults self- 
reporting as autistic reported lower confidence in health-
care professionals and were less likely to report their needs 
being met. Furthermore, adults self- reporting as autistic 
demonstrate differences with respect to help- seeking 
behaviours prior to making an appointment, including 
being more likely to report speaking to a pharmacist, 
contacting or using another NHS service and asking for 
advice from a friend or family member.

The data reported here show that people self- reporting 
as autistic were more likely to report taking a variety of 
different actions prior to attempting to make a general 
practice appointment (table 4). This is consistent with 
findings from focus groups with autistic people, where 
participants described feeling ‘reluctant to seek help’ 
and ‘that they only access primary care as a last resort.8’ 
A previous survey of autistic adults has identified barriers 
to visiting their GP, including being unsure if their symp-
toms warrant a visit, difficulty making appointments via 
telephone, not feeling understood, difficulty communi-
cating with their doctor and the waiting room environ-
ment.23 These findings are valuable in informing public 
health interventions targeting this group; knowing that 
people self- reporting as autistic are more likely to speak 
to a pharmacist or seek advice from a friend or family 
member underlines a need to ensure public health inter-
ventions are informed by such frequently used path-
ways. Furthermore, there is a need to reflect as to why 
adults self- reporting as autistic are more likely to take 

these other actions prior to making a general practice 
appointment—for instance, is this in part a reflection of 
their difficulties in navigating their GP practice’s website? 
One goal of the NHS Long Term Plan9 is to improve 
staff understanding of the needs of autistic people, and 
the survey analysis reported here can help inform policy 
initiatives that are sensitive and responsive to the needs 
of the autistic community. One such approach could be 
specialised clinics for autistic people; evidence from the 
USA supports such approaches, where clinician conti-
nuity is prioritised, as well as patients’ sensory needs.24

The GPPS is not intended as a prevalence survey but 
rather aims to report on how patients feel about their GP 
practice, with a view to improving their healthcare. Thus, 
the estimated proportion of individuals self- reporting 
as autistic in our analysis should not be interpreted as 
a definitive prevalence estimate, as doing so could lead 
to misallocation of healthcare resources. However, for 
future iterations of the GPPS, it would be helpful to 
include additional survey question items asking partici-
pants whether a professional has assessed them for each 
self- reported condition (including autism), whether they 
have requested or are on a waiting list for an assessment, 
and whether they have ever had a diagnosis confirmed by 
a health professional. Alternatively, such evidence of the 
presence of a formal clinical diagnosis could be obtained 
through cross- checking with participants’ electronic 
healthcare records. This will help differentiate between 
patients who self- report as autistic but do not (yet) have 
a clinical diagnosis, and from those who have received 
a clinical diagnosis, and ascertain what similarities and 
differences exist between these groups.

Strengths and weaknesses of the study
A major strength of this study is the sample size of 643 447 
adults. The stratified random probability design and 
weights provide a representative sample of adults regis-
tered with GP practices across England. The focus on 
adults is a particular strength, as most autism epidemi-
ology has focused on children. The self- report nature of 
the data is also a strength, providing insight on subjective 
experiences, perceptions and identities which are rarely 
systematically collected and stored in administrative 
sources.

There are limitations to the generalisability of the 
reported findings. While reporting an association 
between self- reporting as autistic with long- term condi-
tions and primary care experiences is informative, data 
from the 2022 GPPS is cross- sectional in nature, and 
longitudinal data are required to establish causality. 
While high for a study of its type, the 29.1% response 
rate could have introduced unknown participation bias. 
For example, an analysis of the 2009 GPPS reported that 
‘men, young adults and people living in deprived areas 
were under- represented among respondents,’25 though 
the weighting strategy was developed to mitigate this 
under- representation. Additionally, survey findings could 
be influenced by differential likelihood to respond by 
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autism status, as well as whether the adults self- reporting 
as autistic who do respond are representative of adults 
self- reporting as autistic more generally. Furthermore, 
the survey required adults to self- report long- term condi-
tions, including autism, and we have no means to formally 
confirm their responses (such as an autism diagnosis) 
on their medical records. However, data on people self- 
or proxy- reporting autism via this approach have been 
previously described in the research literature,26 and 
considering the high levels of autism underdiagnosis14 
and barriers to diagnostic assessment,27 many adults self- 
reporting autism who lack a formal diagnosis may meet 
diagnostic criteria if they were to undergo diagnostic 
testing.

Evidence of the similarities between clinically diag-
nosed and self- reporting autistic adults comes from 
Sturm et al,28 using the Ritvo Autism and Asperger Diag-
nostic Scale- Revised (RAADS- R)29 and Ritvo Autism and 
Asperger Diagnostic Scale- Revised; RAADS- 14- Item- 
Screen (RAADS- 14)30 autism screening instruments, who 
reported ‘few psychometric differences between diag-
nosed and self- identifying (autistic) individuals.’ Addition-
ally, McDonald31 found that in using the Autism Spectrum 
Identity Scale,31 a measure of autism identity, both diag-
nosed and self- identifying autistic adults provided very 
similar results with respect to stigma, self- esteem, quality 
of life and autism identity. Thus, while a level of bias may 
have been introduced through the self- reporting nature 
of autism in the context of the GPPS, research evidence 
suggests that those who self- identify as autistic without an 
accompanying diagnosis share important similarities to 
those with a formal diagnosis. Considering the barriers 
to obtaining an autism diagnosis, high levels of underdi-
agnosis,14 and the similarities that exist between these two 
groups, a large sample of patients self- reporting as autistic 
may provide a more accurate reflection of autistic adults 
in England compared with focussing solely on those with 
a formal diagnosis.

It is also possible that some adults self- reporting as 
autistic may have received support from a carer in under-
taking the survey, particularly those with co- occurring 
learning disability, which may have impacted on the 
responses provided. However, no data were collected 
with respect to whether any surveys were completed by 
a proxy. Additionally, an analysis of the 2015–16 GPPS 
reported that respondents were more likely to report 
having had a GP appointment in the past year when 
compared with other surveys of healthcare utilisation.32 
This could potentially lead to the GPPS overestimating 
the frequency of long- term conditions, though an anal-
ysis of the 2011–2012 survey conducted by Mujica- Mota 
et al33 reported that the GPPS long- term condition esti-
mates were broadly comparable with those reported from 
other surveys, with the exception of diabetes, high blood 
pressure and back problems, where GPPS estimates were 
approximately 33%–60% greater. The study sample does 
not include those not registered with a GP, nor people 
living in residential settings, though this group comprises 

a small proportion of the general population. Further-
more, the GPPS only covers England, so the findings 
reported here may not be generalisable to other nations.

Strengths and weaknesses in relation to other studies
The findings reported here should be compared with 
those from the Adult Psychiatric Morbidity Survey 
(APMS), a national survey of mental health and well- 
being among community- based adults in England.34 
Participants were identified with autism according to 
assessment with the Autism Diagnostic Observation 
Schedule,35 undertaken by clinically trained interviewers, 
to ensure that the autism identification process was 
broadly similar to that used in clinical practice.36 The esti-
mated proportion of adults identified with autism from 
the combined 2007 and 2014 samples was around 0.8% 
(95% CI 0.5% to 1.3%),36 slightly lower than the 1.41% 
(95% CI 1.35% to 1.46%) reported here. However, this 
estimate increased to 1.1% (95% CI 0.3% to 1.9%) when 
accounting for adults with intellectual disability, who were 
not included in the APMS,37 though are in the GPPS; 
thus, this latter estimate likely represents a more accurate 
figure when comparing with the GPPS respondent popu-
lation. Furthermore, the sample identified with autism 
in the APMS did not demonstrate a clear pattern in age 
distribution, or employment status, in contrast to the 
GPPS findings reported here.

With respect to autistic adults having an elevated 
burden of long- term conditions, our findings are similar 
to those previously reported.38 39 However, we report find-
ings for adults self- reporting as autistic, rather than only 
those who have confirmed diagnoses on their healthcare 
records.38 39 Additionally, while attempts have previously 
been made to evaluate the healthcare experiences of 
autistic adults in different contexts, such as regarding 
their mental health,40 to the author’s knowledge, this 
is the first analysis of a national survey of autistic adults 
experiences relating to primary care.

Conclusions
The proportion of general practice registered adults self- 
reporting as autistic is similar to previously reported autism 
estimates using APMS data in combination with data from 
adults with intellectual disability.37 Adults self- reporting as 
autistic have a distinct sociodemographic profile and are 
more likely to report having a wide range of long- term 
conditions. They are also more likely to report challenges 
with respect to accessing primary care and having their 
needs met when they do, which is in line with the APMS 
population survey results. Such findings can be relied on 
therefore to inform approaches to improving the health-
care experiences of adults self- reporting as autistic within 
primary care settings.
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