
 
 

University of Birmingham

'Who, When, How to Share'
Han, Emeline; Scior, Katrina; Grace, Kana; Heath, Eric; Dufresne, Simone; Crane, Laura

DOI:
10.1177/13623613231221685

License:
Creative Commons: Attribution-NonCommercial (CC BY-NC)

Document Version
Publisher's PDF, also known as Version of record

Citation for published version (Harvard):
Han, E, Scior, K, Grace, K, Heath, E, Dufresne, S & Crane, L 2024, ''Who, When, How to Share': Pilot study of a
new disclosure decision-making programme for autistic adults', Autism: the international journal of research and
practice. https://doi.org/10.1177/13623613231221685

Link to publication on Research at Birmingham portal

General rights
Unless a licence is specified above, all rights (including copyright and moral rights) in this document are retained by the authors and/or the
copyright holders. The express permission of the copyright holder must be obtained for any use of this material other than for purposes
permitted by law.

•Users may freely distribute the URL that is used to identify this publication.
•Users may download and/or print one copy of the publication from the University of Birmingham research portal for the purpose of private
study or non-commercial research.
•User may use extracts from the document in line with the concept of ‘fair dealing’ under the Copyright, Designs and Patents Act 1988 (?)
•Users may not further distribute the material nor use it for the purposes of commercial gain.

Where a licence is displayed above, please note the terms and conditions of the licence govern your use of this document.

When citing, please reference the published version.
Take down policy
While the University of Birmingham exercises care and attention in making items available there are rare occasions when an item has been
uploaded in error or has been deemed to be commercially or otherwise sensitive.

If you believe that this is the case for this document, please contact UBIRA@lists.bham.ac.uk providing details and we will remove access to
the work immediately and investigate.

Download date: 05. May. 2024

https://doi.org/10.1177/13623613231221685
https://doi.org/10.1177/13623613231221685
https://birmingham.elsevierpure.com/en/publications/b7547415-e83b-468e-9d56-4277631ac04c


https://doi.org/10.1177/13623613231221685

Autism
 1 –15
© The Author(s) 2024

Article reuse guidelines: 
sagepub.com/journals-permissions
DOI: 10.1177/13623613231221685
journals.sagepub.com/home/aut

‘Who, When, How to Share’: Pilot study 
of a new disclosure decision-making 
programme for autistic adults

Emeline Han1 , Katrina Scior2, Kana Grace1 ,  
Eric Heath3, Simone Dufresne4  and Laura Crane1

Abstract
In this pilot study, we report on the feasibility, acceptability and potential impact of ‘Who, When, How to Share’, a new 
disclosure decision-making programme for autistic adults. We evaluated this programme using pre-post mixed-methods 
surveys that included questions about participants’ experiences of the programme and four psychosocial outcome 
measures. While 32 autistic adults completed the pre-programme survey and enrolled into the programme, there was 
high attrition, with only 19 autistic adults completing the programme and post-programme survey. We found that it 
was feasible to deliver the programme in a guided self-help format, although a minority of participants (who completed 
the programme or provided reasons for withdrawing from the programme) found it challenging to work through the 
programme independently and within the study time frame. High levels of satisfaction and positive qualitative feedback 
also suggested that the programme was acceptable to autistic adults. Participants provided useful recommendations for 
improvement, such as more interactive elements to enhance engagement. The programme showed potential to improve 
decisional conflict, disclosure-related distress, stigma-related stress and internalised stigma among autistic adults, though 
further evaluation of the impact of the programme is needed.

Lay abstract
‘Who, When, How to Share’ is a new programme that aims to support autistic adults in making decisions around 
sharing their autistic identity with others. The programme involves working through a self-help guide independently 
over 3 weeks with optional peer support. We wanted to find out if autistic adults would join the programme and find 
it useful. Thirty-two autistic adults took part in the programme and 19 of them completed it. Most participants who 
completed the programme liked the programme and found it helpful, but some felt that they needed more time and 
support to complete it. They suggested that the programme would be more accessible if it was more interactive, such 
as including videos and other ways to gain feedback on their progress. Surveys filled in by participants before and after 
the programme suggested that they became more confident and less stressed about sharing their autistic identity with 
others, but some felt they still needed to build more confidence in order to handle negative attitudes from others. More 
work is needed to improve and test the programme further.
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Introduction

Autistic adults often face a dilemma of whether and how 
much to conceal or reveal about their autistic identity. 
Research from the perspective of non-autistic people sug-
gests that disclosure generally leads to more positive atti-
tudes and behavioural intentions towards autistic people 
(Flower et al., 2021; McMahon et al., 2021; Sasson & 
Morrison, 2019). However, research eliciting autistic per-
spectives reveals mixed outcomes – disclosure can some-
times lead to increased understanding and support, but 
other times lead to judgement and discrimination (Huang 
et al., 2022; Romualdez et al., 2021; Thompson-Hodgetts 
et al., 2020). Conversely, concealment and camouflaging 
may offer some protection from public stigma, but have 
also been associated with internalised stigma, stress  
and anxiety among autistic adults (Botha & Frost, 2020; 
Cage & Troxell-Whitman, 2019; Cook et al., 2021). 
Consequently, disclosing an autistic identity is a complex 
personal decision in which the risks and benefits have to 
be weighed carefully depending on context. A recent study 
found that autistic adults’ disclosure decisions are influ-
enced by a range of external and internal factors, including 
how safe they feel in a particular environment, how much 
energy they have at the time and what they hope to achieve 
by disclosing (Love et al., 2023).

To improve disclosure experiences, it is essential to 
reduce public stigma and create more inclusive environ-
ments, as well as empower autistic people to make informed 
and strategic disclosure decisions. Autism acceptance train-
ing programmes for non-autistic people have been devel-
oped and evaluated (Gillespie-Lynch et al., 2022; Jones 
et al., 2021), with ongoing efforts to improve both the pro-
grammes and their evidence base. While there are a number 
of support programmes for autistic people that include a 
segment on disclosure (Crane et al., 2021; Laugeson et al., 
2011), none have specifically focused on disclosure. 
Outside of the autism field, a promising intervention to sup-
port disclosure decision-making is Honest, Open, Proud 
(HOP) (Corrigan et al., 2013). The original HOP pro-
gramme was delivered in a peer-led group format for adults 
with mental health conditions, and it comprised three main 
sessions. Session 1 guided participants in challenging hurt-
ful self-beliefs and evaluating the pros and cons of disclo-
sure in different settings. Session 2 introduced participants 
to different ways of disclosing and taught them to judge 
how others may respond before disclosing. Session 3 sup-
ported participants in crafting empowering personal narra-
tives as a basis for potential disclosure. HOP’s theory of 
change is that supporting disclosure decisions can reduce 
stress associated with stigma and internalised stigma, thus 
contributing towards improved well-being (Scior et al., 
2020). A recent meta-analysis of five randomised con-
trolled trials showed that HOP had a positive impact on 
stigma stress and internalised stigma for people with 

mental health conditions, while its impact on depression 
was less consistent (Rüsch & Kösters, 2021). HOP has 
been adapted for different populations, including people 
with Tourette’s syndrome and people with dementia. Given 
that disclosure decisions could vary based on disability 
type, we recognised the importance of involving autistic 
people in determining whether and how HOP could be suit-
ably adapted for autistic people.

To inform our potential adaptation of HOP, we con-
ducted a consultation survey with 124 autistic adults as 
primary stakeholders and 38 parents/caregivers of autistic 
people as secondary stakeholders (Han et al., 2023). The 
survey presented information on the premise and goal of 
HOP, the original target group and delivery format, as well 
as a summary of the content of its three main sessions, to 
elicit feedback prior to any proposed adaptation. Both 
autistic adults and parents/caregivers thought it was impor-
tant for autistic adults to have support in managing disclo-
sure and stigma, and that it would be suitable to adapt HOP 
for autistic adults. However, concerns were raised that the 
programme may place an onus on individuals to disclose 
or challenge stigma. For the programme to be helpful, 
respondents stressed that it should be positive (i.e. promote 
self-acceptance) and practical (i.e. teach context-specific 
strategies for disclosure). Concerns were also raised about 
the group format of the original HOP programme, which 
could be challenging and inaccessible for some autistic 
people, especially those who were worried about disclo-
sure or stigma. Given the heterogeneity of the autistic 
population, flexibility and choice were highlighted as key 
facilitators to taking part in such a programme. In particu-
lar, autistic adults preferred the programme to be led by 
autistic peers with shared experience, who would be best 
placed to understand and accommodate various needs 
(Han et al., 2023).

Based on the above feedback, we adapted HOP in a 
guided self-help format supplemented by optional peer 
support, that is, with the option to contact a trained autistic 
facilitator and/or join an online forum with other partici-
pants. We named this adapted programme ‘Who, When, 
How to Share’, as the goal of the intervention is not to 
persuade individuals to disclose, but rather to guide them 
in reaching safe and personally meaningful disclosure 
decisions. Throughout the original material (Corrigan 
et al., 2017; Wisconsin Initiative for Stigma Elimination & 
Corrigan, 2018), references to mental health challenges 
and the journey to recovery were replaced with appropriate 
language discussing an autism diagnosis/autistic identity 
and the journey to acceptance. Participants were encour-
aged to craft a personal narrative based on the neurodiver-
sity paradigm (Kapp et al., 2013; Walker, 2021), including 
identifying and describing their strengths and interests as 
an autistic person, as well as their challenges and needs. 
General pros and cons of disclosing a mental health condi-
tion were replaced with autism-specific pros and cons of 
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disclosing in different contexts (e.g. to family/friends, edu-
cators/employers and public service providers). Quotes 
from autistic people were taken from existing research 
studies to ensure that examples were grounded in autistic 
people’s lived experiences. A table detailing and explain-
ing the key changes we made to each section of the guide 
is available in Supplementary File 1.

The Medical Research Council (MRC) outlines four 
phases in intervention research: (1) development, (2) fea-
sibility testing, (3) evaluation and (4) implementation 
(Skivington et al., 2021). While traditionally overlooked, 
the MRC emphasises that feasibility testing is a valuable 
step to guide decisions on whether and how to proceed to 
the evaluation phase. Therefore, the primary aim of this 
study was to assess the feasibility and acceptability of the 
‘Who, When, How to Share’ programme. A secondary aim 
was to explore the potential impact of this new programme 
on psychosocial outcomes for autistic adults.

Methods

This study was conducted according to the MRC frame-
work for developing and evaluating complex interventions 
(Skivington et al., 2021). A single-arm, pre-post design 
was employed. Participants completed a mixed-methods 
survey on Qualtrics within the 2 weeks prior to the start of 
the programme and within 2 weeks of completion of the 
programme (a copy of the survey is available in 
Supplementary File 2). Ethical approval was obtained via 
the Department of Psychology and Human Development 
at IOE, UCL’s Faculty of Education and Society.

Participants

Eligible participants were adults over the age of 18 in the 
United Kingdom who either had a formal diagnosis of 
autism or self-identified as autistic.1 The study was first 
advertised to participants from our consultation survey 
(Han et al., 2023), followed by social media advertising. 
We aimed to recruit 20–30 autistic adults, following the 
rule of thumb for sample sizes in pilot studies (Julious, 
2005; Lancaster et al., 2004).

Intervention

Participants were allocated to two iterations of the pro-
gramme that ran in September and November 2022, 
respectively.2 All participants received a PDF of the full 
self-help guide and worksheets from the guide in Word 
format (available on the Open Science Framework at 
https://osf.io/vhry3/). We recommended that participants 
work through the self-help guide within 3 weeks corre-
sponding to the three core sections of content: (1) when to 
share, (2) how to share and (3) who to share with (Table 1). 
We estimated that each section would take about 60–
90 min to complete, but participants could work at their 
own pace. An example of a worksheet in the guide is 
shown in Figure 1. During the 3-week period, participants 
received weekly check-in emails from their assigned facil-
itators and were also given access to an optional online 
forum on Slack that was moderated by facilitators. The 
forum was organised into five ‘channels’: a general chan-
nel for introductions, programme-wide questions, 
announcements and clarifications, three separate channels 
to discuss thoughts and reflections specific to the three 
content sections, and a resources channel for sharing any 
additional resources outside of but related to the pro-
gramme. Facilitators were the autistic members of our 
research team who had previous experience supporting 
autistic peers. Facilitators underwent a 3-h training session 
focused on checking understanding of fundamental con-
cepts in the self-help guide, filling in key worksheets and 
discussing their role in the programme.

Measures

Primary outcome measures. Feasibility of the intervention 
was assessed by (1) rates of recruitment and retention, 
including any given reasons for not participating or drop-
ping out, and (2) levels of reported engagement (in the 
post-programme survey) and observed engagement (based 
on emails to facilitators and posts on the online forum), 
including any given reasons for not engaging. Acceptabil-
ity was assessed via the post-programme survey, includ-
ing (1) quantitative data on levels of satisfaction with  
and perceived helpfulness of the programme and 

Table 1. Content of self-help guide.

Section Content

When to share 1.1. Weighing the pros and cons of disclosure in different settings
1.2. Weighing the pros and cons of different levels of disclosure

How to share 2.1. Drafting your personal story
2.2. Choosing what to share from your story
2.3. Replacing hurtful self-beliefs in your story

Who to share with 3.1. Identifying a good person to share with
3.2. Being prepared with responses and support
3.3. Putting it all together

https://osf.io/vhry3/
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(2) qualitative data on participants’ expectations of the 
programme and whether these expectations were met, 
what they liked most/least about the programme, as well 
as suggestions for improvement.

Secondary outcome measures. Potential impact of the inter-
vention was assessed quantitatively using four psychoso-
cial outcome measures identified from previous evaluations 
of HOP, complemented by qualitative data on perceived 
impact of the programme. Autistic team members were 
involved in ensuring that the chosen measures were suita-
ble and/or advising how they needed to be adapted for an 
autistic population. Adapted versions of the following 
measures were included in the pre- and post-intervention 
surveys, alongside free-text questions asking participants 
whether they found the measures appropriate and easy to 

complete (to inform any future trials of the programme) 
and whether the programme had changed their thoughts on 
disclosure and stigma.

Decisional Conflict Scale. The scale contains five sub-
scales measuring perceptions of feeling: (1) uninformed, 
(2) unclear about personal values, (3) unsupported in 
decision-making, (4) uncertain about choosing options 
and (5) ineffective at decision-making (O’Connor, 1995). 
The 16 items are scored on a 5-point Likert-type scale (0 
– strongly agree to 4 – strongly disagree). We retained all 
items in their original wording but added a preface to the 
scale clarifying that it pertained to a decision on whether 
or not to share an autism diagnosis/autistic identity with 
others. Overall scores and subscale scores were expressed 
as a percentage of the maximum possible score, ranging 

Figure 1. Example of worksheet in the guide.
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from 0 (no decisional conflict) to 100 (extremely high 
decisional conflict). The scale was previously validated 
(O’Connor, 1995), and internal consistency was found to 
be excellent3 in this study (Cronbach’s α = 0.963 pre-test, 
α = 0.940 post-test).

Disclosure-Related Distress Scale. The original scale 
asked,

In general, how comfortable would you feel talking to a [item 
1: friend or family member; item 2: teacher or employer] 
about your mental health, for example, telling them you have 
a mental health diagnosis and how it affects you? (Mulfinger 
et al., 2018)

We replaced references to ‘mental health’ with ‘autism’ 
and ‘teacher’ with ‘educator’, given that our target group 
was autistic adults. We also added a third item on disclos-
ing to a public service provider (e.g. health professional, 
police officer) to correspond with the three disclosure con-
texts addressed in our programme. Each item was scored 
on a 7-point Likert-type scale (1 – not at all to 7 – very 
much). It was not possible to appraise the psychometric 
quality of the scale as it is an unvalidated measure previ-
ously used as a screening tool for HOP (Mulfinger et al., 
2018), and it was expected that participants would answer 
each item differently.

Stigma Stress Scale. This 8-item scale contains two sub-
scales, with four items measuring perceived harm caused 
by stigma and four items measuring perceived resources 
to cope with such harm (Rüsch et al., 2009). We replaced 
references to ‘people with mental illness’ with ‘autistic 
people’, and ‘prejudice’ with ‘stigma’ to maintain consist-
ency in terminology. Each item was scored on a 5-point 
Likert-type Scale (1 – strongly disagree to 5 – strongly 
agree), and an overall stress appraisal score was calculated 
by subtracting perceived coping resources from perceived 
harm. Internal consistency of the scale was good in this 
study (Cronbach’s α = 0.836 pre-test, α = 0.851 post-test).

Internalised Stigma of Mental Illness. Internalised Stigma 
of Mental Illness (IMSI-10) is the brief, 10-item version of 
the Internalised Stigma of Mental Illness scale, measuring 
alienation, discrimination experience, social withdrawal, 
stereotype endorsement and stigma resistance (Boyd et al., 
2014). We replaced references to ‘mental illness’ with 
‘autism’ and ‘mentally ill people’ with ‘autistic people’. 
Item 3, ‘I don’t socialize as much as I used to’ was changed 
to ‘I don’t socialize as much as I would like to’, as autism 
is a lifelong condition. Item 9, ‘I can have a good, fulfilling 
life, despite my mental illness’ was changed to ‘I can have 
a good, fulfilling life as an autistic person’, as there may be 
people who feel they can have a good life because of their 
autism or cannot distinguish what is because of or despite, 

since autism is an intrinsic part of them. Each item was 
scored on a 5-point Likert-type scale (1 – strongly disagree 
to 5 – strongly agree), and items 2 and 9 were reverse-
coded before calculating an overall score. Internal consist-
ency was acceptable pre-test (Cronbach’s α = 0.751) but 
not post-test (Cronbach’s α = 0.495), the potential reasons 
for which are explored in the ‘Discussion’ section.

Data analysis

Quantitative analysis. Descriptive statistics were used to 
report rates of recruitment, retention and engagement, lev-
els of satisfaction and perceived helpfulness of the pro-
gramme, as well as pre-post scores on outcome measures. 
Inferential statistics were used to explore whether there 
were any statistically significant changes in scores on out-
come measures before and after the programme. Q-Q plots 
and Shapiro–Wilk tests were first used to determine nor-
mality. Where assumptions of normality were met, a para-
metric paired sample t-test was used to compare pre-post 
scores, and where assumptions of normality were not met, 
the non-parametric Wilcoxon signed-rank test was used 
instead. Based on the recommendations for exploratory 
studies (Armstrong, 2014), no Bonferroni adjustments 
were made and p values of <0.05 were considered statisti-
cally significant.

Outcome measures were fully completed by all partici-
pants in the pre-programme survey, but post-data was 
missing for one case on the DCS. This case was excluded 
from the analysis of pre-post changes on the DCS, but 
included in the analysis of other outcome measures.

Qualitative analysis. Qualitative data in the survey was ana-
lysed using qualitative content analysis (QCA), following 
the eight main steps outlined by Schreier (2012): (1) decid-
ing on the research question, (2) selecting the material, (3) 
building a coding frame, (4) dividing the material into 
units of coding, (5) trying out the coding frame, (6) evalu-
ating and modifying the coding frame, (7) main analysis 
and (8) interpreting and presenting findings. The first 
author created main categories deductively based on the 
survey questions (see Supplementary File 2) and then 
developed sub-categories inductively from the data. To 
ensure reliability, a second researcher independently 
coded all the data. Intercoder agreement on codes ranged 
from 78% to 100%, with only 2 out of 28 coding catego-
ries achieving less than 80% agreement (as number of 
codes were small, a single discrepancy resulted in a large 
percentage difference). All discrepancies were discussed 
and consensus was reached on the final coding frame and 
frequencies.

Following separate analysis, quantitative and qualita-
tive data were integrated narratively in the ‘Results’ sec-
tion, organised around the research question they answered 
(feasibility, acceptability or potential impact).
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Community involvement

The research topic was informed by autistic people’s pri-
orities, preferences and experiences as identified from pre-
vious literature (Han et al., 2022), consultation with the 
community (Han et al., 2023) and direct input from two 
autistic team members. Our autistic team members were 
involved in developing and delivering the intervention, 
determining inclusion criteria and recruiting participants, 
as well as choosing and adapting outcome measures. 
However, they did not have direct access to survey 
responses, given that their dual role as facilitators may 
have prevented participants from critiquing the programme 
openly. Nonetheless, they had the opportunity to review 
findings after analysis and share their reflections, which 
are incorporated in the ‘Discussion’ section.

Results

Feasibility of the intervention

Recruitment and retention. Of 32 participants who com-
pleted the pre-programme survey and were enrolled into 
the programme, 19 (59%) completed the post-programme 
survey (Figure 2). Five participants withdrew due to lack 
of time and another two withdrew as they found the 

programme too difficult to complete on their own.4 Six 
participants were lost to follow-up for unknown reasons 
(they had little/no visible engagement since the start of the 
programme and ultimately became uncontactable).

Participants’ characteristics are presented in Table 2, 
with percentages calculated relative to the number of par-
ticipants in each column (i.e. percentage of completers or 
non-completers, respectively). At first glance, these per-
centages may suggest that rates of completion were higher 
among participants who identified as male, were more 
highly educated and were employed. However, the small 
raw numbers make it difficult to draw any conclusions 
about differences in attrition based on visual inspection of 
the data and also preclude statistical comparison of the 
characteristics of completers versus non-completers.

Engagement. Reported and observed engagement with the 
programme was high among those who were not lost to 
attrition, especially with the self-help guide (Table 3). 
Among the minority who reported in the post-programme 
survey that they used but did not complete the guide, rea-
sons included needing more time, focusing on sections of 
the guide that were most relevant or important to them, and 
the emotional burden of some of the content and exercises. 
These participants expressed an intention to either con-
tinue working on the guide or return to it at a more appro-
priate time. Reasons for not engaging with the facilitator 
or forum included not having the time to do so, not need-
ing help or support, and social anxiety.

Acceptability of the intervention

Satisfaction and perceived helpfulness. Quantitative data 
indicated that most participants who completed the post-
programme survey were overall satisfied with the format, 
content and duration of the programme (Table 4). All par-
ticipants found the guide helpful, and those who used 
facilitator support also found it helpful. Perceived helpful-
ness of the forum varied, as half of those who used it found 
it helpful while the other half did not.

Qualitative data gave further insight into participants’ 
experiences, as presented next.

Motivations and expectations. The most common motiva-
tion for taking part in the programme was to learn more 
about disclosure and ‘make better informed disclosure 
decisions’, whether in general or in relation to a specific 
situation: ‘I was looking to disclose my autism to a new 
line manager and a new colleague but wanted help to 
decide when to disclose and how much exactly to disclose’ 
(P21). Some participants were seeking support following a 
recent or late diagnosis: ‘I’m fairly recently diagnosed and 
have not disclosed my diagnosis to many people yet’ (P13). 
A few participants wanted to help other autistic people: 

Figure 2. Participant flowchart.
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Table 2. Participants’ characteristics.

Completers (n = 19, %) Non-completers (n = 13, %)

Age
 25–34 years 2 (10.53%) 2 (15.38%)
 35–44 years 6 (31.58%) 4 (30.77%)
 45–54 years 5 (26.32%) 6 (46.15%)
 55–64 years 4 (21.05%) 0 (0.00%)
 65+ years 2 (10.53%) 1 (7.69%)
Gender identity
 Male 7 (36.84%) 1 (7.69%)
 Female 12 (63.16%) 11 (84.62%)
 Non-binary 0 (0.00%) 1 (7.69%)
Ethnicity
 White-British 13 (68.42%) 11 (84.62%)
 Other White background 5 (26.32%) 1 (7.69%)
 Middle Eastern 1 (5.26%) 0 (0.00%)
 Mixed White and Asian 0 (0.00%) 1 (7.69%)
Education
 Secondary education 0 (0.00%) 1 (7.69%)
 College/further education 1 (5.26%) 2 (15.38%)
 University education 18 (94.74%) 10 (76.92%)
Employment status
 Full-time employment 10 (52.63%) 4 (30.77%)
 Part-time/temporary/self-employment 7 (36.84%) 5 (38.46%)
 Unemployed 1 (5.26%) 2 (15.38%)
 Student 0 (0.00%) 1 (15.38%)
 Retired 1 (5.26%) 1 (7.69%)
Autism diagnostic status
 Formally diagnosed 16 (84.21%) 11 (84.62%)
  <1 year 4 (21.05%) 1 (7.69%)
  1–3 years 5 (26.32%) 3 (23.08%)
  4–6 years 3 (15.79%) 5 (38.46%)
  7–9 years 2 (10.53%) 1 (7.69%)
  10 years or longer 2 (10.53%) 1 (7.69%)
 Self-identified 3 (15.79%) 2 (15.38%)
  <1 year 1 (5.26%) 0 (0.00%)
  1–3 years 1 (5.26%) 1 (7.69%)
  4–6 years 0 (0.00%) 0 (0.00%)
  7–9 years 0 (0.00%) 0 (0.00%)
  10 years or longer 1 (5.26%) 1 (7.69%)
Openness about autistic identity/diagnosis
 Not open 0 (0.00%) 1 (7.69%)
 Selectively open 15 (78.95%) 8 (61.54%)
 Open 2 (10.53%) 3 (23.08%)
 Very open 2 (10.53%) 1 (7.69%)
Other diagnoses/conditionsa

 Physical disability 2 (10.53%) 4 (30.77%)
 Learning disability 4 (21.05%) 5 (38.46%)
 Intellectual disability 0 (0.00%) 1 (7.69%)
 Affective condition (e.g. depression and anxiety) 12 (63.16%) 8 (61.54%)
 Behavioural condition (e.g. ADHD, Tourette syndrome) 3 (15.79%) 2 (15.38%)
 Mental health condition (e.g. bipolar disorder, schizophrenia) 2 (10.53%) 3 (23.08%)

ADHD: attention-deficit hyperactivity disorder.
aThe total percentages exceed 100% as some participants had multiple co-occurring diagnoses. Participants’ level of openness about their co-
occurring diagnoses varied, with a few noting that it was easier to talk openly about visible than non-visible conditions.
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‘helping and advising others about disclosure and why it is 
important although [it’s] the individual’s decision’ (P12). 
Many participants reported that their expectations of the 
programme were met: ‘My hopes and aims for the pro-
gramme were fully met. It has given me the tools – and the 
understanding – to make much better sharing decisions’ 
(P24). Some felt that there were aspects of the programme 
that met their expectations and aspects that did not, as 
explored next.

Most liked or helpful aspects. Participants mentioned the 
clear structure as their favourite aspect of the programme: 
‘I like the way it takes me through a process of under-
standing – it gives me a structure in which to think it all 
through’ (P19). They liked that the self-help guide had 
explanations and examples of different disclosure strate-
gies and scenarios that were detailed and easy to under-
stand: ‘I especially liked the way that the elements of 
disclosure were unpacked, together with the risks and 
opportunities of disclosing’ (P20). This explanatory and 
contextual information was balanced with practical exer-
cises: ‘Useful worksheets to think through in clear stages 
the different options, and workshopping/trying them out’ 
(P09). Participants also appreciated that autistic peer sup-
port was ‘available but optional’, both via email and the 
forum. Even those who did not actively engage with their 

facilitators or other participants acknowledged that it was 
‘good to hear from others’ and comforting to know they 
could reach out if they needed help: ‘I only engaged mini-
mally, but I think it is very important to know there is an 
autistic person on the other end available for support’ 
(P17). Finally, a few participants liked that the programme 
was self-guided, ‘so there was time to think without pres-
sure or expectations’ (P07).

Least liked or challenging aspects. Many participants chose 
participating in the forum as their least favourite compo-
nent of the programme. Some explained that they were not 
ready to participate because it felt ‘too much like group 
disclosure’, they were still learning about the topic or they 
did not have the capacity to handle negative emotions 
being shared on the platform: ‘Became a dumping ground 
for negative emotions, which takes a lot of energy to 
engage with, and isn’t a stage I’m at or need to be involved 
in in my own processing about disclosure’ (P09). Several 
participants thought that the guide was too ‘wordy’ and 
found it challenging to complete the programme within the 
recommended time frame and/or stay motivated with self-
study: ‘structuring time to do a course like this alone can 
be really hard – procrastination and avoidance certainly 
came to play for me, especially when the topic of disclo-
sure is such a personal and distressing thing’ (P02). Finally, 

Table 3. Self-reported and observed engagement.

Self-reported engagement Did not use Used Completed

Self-help guide 0 (0.00%) 19 (100%) 14 (73.68%)
Facilitator support 7 (36.84%) 12 (63.16%) N/A
Online forum 5 (26.32%) 14 (73.68%) N/A

Observed engagement Never Once More than once

Emailed facilitator 4 (21.05%) 11 (57.89%)  4 (21.05%)
Posted on forum 5 (26.32%)  7 (36.84%)  7 (36.84%)

N/A: not applicable.

Table 4. Levels of satisfaction and perceived helpfulness.

Level of satisfaction Very satisfied Satisfied Neither satisfied nor dissatisfied Dissatisfied Very dissatisfied

Overall 8 (42.11%) 9 (47.37%) 2 (10.53%) 0 (0.00%) 0 (0.00%)
Format 9 (47.37%) 8 (42.11%) 1 (5.26%) 1 (5.26%) 0 (0.00%)
Content 9 (47.37%) 8 (42.11%) 2 (10.53%) 0 (0.00%) 0 (0.00%)
Duration 4 (21.05%) 12 (63.16%) 1 (5.26%) 2 (10.53%) 0 (0.00%)

Level of helpfulness Very helpful Quite heslpful Not very helpful Not helpful at all N/A – did not use

Self-help guide 11 (57.89%) 8 (42.11%) 0 (0.00%) 0 (0.00%) 0 (0.00%)
Facilitator support 5 (26.32%) 8 (42.11%) 0 (0.00%) 0 (0.00%) 6 (31.58%)
Online forum 3 (15.79%) 5 (26.32%) 6 (31.58%) 2 (10.53%) 3 (15.79%)

N/A: not applicable.
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Table 5. Qualitative coding frame and frequencies.

Categories Sub-categories (n = 19, %)

Motivations and 
expectations

Before the programme Help oneself with disclosure (n = 14, 73.68%)
Support for recent/late diagnosis (n = 7, 36.84%)
Help others (n = 3, 15.79%)

After the programme Expectations fully met (n = 8, 42.11%)
Expectations partially met (n = 5, 26.32%)

Most liked or helpful 
aspects

Availability of peer support (n = 15, 78.95%)
Clear structure (n = 11, 57.89%)
Explanations and examples (n = 11, 57.89%)
Practical exercises (n = 9, 47.37%)
Self-guided format (n = 4, 21.05%)

Least liked or challenging 
aspects

The forum (n = 9, 47.37%)
Personal struggles (n = 6, 31.58%)
Working independently (n = 5, 26.32%)
Time pressure (n = 4, 21.05%)
Lengthy text (n = 3, 15.79%)

Suggestions for 
improvement

More facilitation (n = 8, 42.11%)
More interactive presentation (n = 5, 26.32%)
Longer time scale (n = 3, 15.79%)
Additional content (n = 3, 15.79%)

Impact of the programme Impact on disclosure Clarify thought process (n = 9, 47.37%)
Sense of empowerment (n = 4, 21.05%)
Nuanced approach (n = 5, 26.32%)
Reaffirmed previous thoughts (n = 2, 10.53%)
Tool/framework to go back to (n = 7, 36.84%)
Apply learning to other ‘hidden’ identities (n = 7, 36.84%)

Impact on stigma Knowledge and techniques to counter stigma (n = 7, 36.84%)
No change/still need more confidence (n = 5, 26.32%)
Understanding how stigma affects self (n = 2, 10.53%)

a few cited personal struggles that they attributed to their 
own background and experiences, rather than to the pro-
gramme itself: ‘Not a criticism of the programme, but I am 
still struggling with developing a personal narrative (more 
to do with the complexities of my history and circum-
stances)’ (P29).

Suggestions for improvement. A common recommendation 
was improving the way information was presented in the 
self-help guide, in particular having more interactive ele-
ments: ‘I think it would be better presented as a web app, it 
would feel more interactive thus improve the user’s experi-
ence. It could incorporate video, and give you an option for 
downloading your responses’ (P07). Several participants 
also suggested conducting the programme over a longer time 
scale with ‘more monitoring of progress’ and initiation from 
facilitators rather than putting the onus on participants to ini-
tiate discussion: ‘[I] feel the peer support group could have 
been facilitated a bit more to guide or encourage participa-
tion’ (P23). Other participants proposed additional content, 
such as examples of what to say in response to potential 
negative disclosure reactions, so that they would feel more 
equipped to handle stigma. A summary of the qualitative 
coding frame and frequencies is presented in Table 5.

Potential impact of the intervention

Impact on disclosure. Overall mean scores on the Deci-
sional Conflict Scale (DCS) significantly decreased fol-
lowing the programme, as did scores on all subscales 
(Table 6). These findings suggest that participants felt (1) 
more informed, (2) clearer about personal values regard-
ing benefits and risks, (3) more supported in decision-
making, (4) more certain about their decision and (5) 
more effective at decision-making by the end of the pro-
gramme. Mean scores on the adapted Disclosure-Related 
Distress Scale (DRDS) also increased significantly, 
reflecting lower levels of disclosure-related distress. 
Score differences on individual DRDS items showed that 
participants felt more comfortable disclosing to (1) a 
family member or friend, (2) an employer or educator 
and (3) a public service provider after the programme, 
although only changes on the first two options reached 
statistical significance.

Qualitative data gave additional insight on participants’ 
perceptions of how the programme changed their feelings 
about disclosure. A sense of empowerment was apparent, 
including feeling ‘more informed’, ‘more in control’ and 
‘more confident’ about disclosure: ‘the powerful thought 
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for me was to stop and think about my objective in telling 
someone. I think I felt that some people almost had a right 
to know ... But I now realise the choice is mine’ (P07). 
Participants learned to take a more nuanced approach to 
disclosure: ‘I [no] longer view it as binary; I can tailor dis-
closure according to needs and situations’ (P20). Some 
participants felt that the programme reaffirmed previous 
thoughts about disclosing and had applications to their 
other concealable identities:

it confirmed that I should be open about my hidden disabilities 
(tinnitus and partial hearing loss) ... others cannot help me if 
they aren’t aware of my difficulties. Disclosure has already 
resulted in my [employers] agreeing to certain adjustments at 
work. (P21)

Other participants spoke of how the programme helped to 
clarify their reasoning, even if they had not reached a final 
decision: ‘Even though I haven’t come to conclusions yet, 
I am much clearer in my mind about what to consider, 
which is actually a big relief’ (P19). Participants felt that 
they had gained ‘a tool to go back to’ beyond the duration 
of the programme: ‘It has given me a valuable framework 
upon which I can make future disclosure decisions’ (P24).

Impact on stigma. There was a statistically non-significant 
reduction in overall mean scores on the adapted SSS, with 
subscale scores showing that participants perceived less 
harm caused by stigma and more resources to cope with 
stigma after the programme. There was also a non-signifi-
cant reduction in overall mean scores on the ISMI-10, as 
shown in Table 6.

Qualitative data illuminated participants’ perceptions of 
the impact of the programme on their approach to stigma. 
Some participants stated that the programme gave them 

knowledge and techniques to counter stigma: ‘framing 
things more positively ... gauging people’s understanding 
and working from there’ (P29). Others felt that the pro-
gramme helped them to understand how stigma affects 
them at an individual level: ‘It’s made me realise I still 
have some accepting to do of my diagnosis and that often 
the stigma that comes from other people feeds into my 
own anxieties about myself’ (P07). A few expressed that 
they still needed to develop more confidence to challenge 
stigma: ‘I would like to get to a stage where I can be an 
advocate and directly address stigma but need to build 
more confidence first’ (P23).

Discussion

We sought to assess the feasibility, acceptability and 
potential impact of a new disclosure decision-making pro-
gramme for autistic adults using a single-arm pre-post 
design. Overall, recruitment of participants was success-
ful, and we exceeded our target sample size. The pro-
gramme garnered the interest of many autistic adults who 
were seeking support with disclosure, showing that the 
programme addressed a need in the community. However, 
attrition was high (41%), which could be attributed to a 
few factors. First, based on the reasons provided for with-
drawing and feedback from those who completed the pro-
gramme, some participants found it challenging to work 
through the programme independently and within the rec-
ommended time frame. Similar challenges were observed 
in a self-guided version of HOP for mental health profes-
sionals, where time constraints and lack of active peer 
support likely contributed to high dropout rates (31%) 
(Scior et al., 2021). Indeed, while online self-help inter-
ventions generally reach a wider audience than in-person 
interventions, they tend to have poorer retention as 

Table 6. Pre-post change in scores on outcome measures.

Measure Pre-intervention means 
(SD)

Post-intervention 
means (SD)

Pre-post change (Student’s t/Wilcoxon W 
statistic, p value, effect size)

DCS Overall 54.08 (23.92) 25.09 (15.65) t(17) = 5.16, p < 0.001, d = 1.22
Subscale 1 57.41 (28.71) 14.81 (15.00) W = 120.00, p < 0.001, r = 1.00
Subscale 2 53.70 (29.04) 19.44 (15.12) t(17) = 6.46, p < 0.001, d = 1.52
Subscale 3 48.15 (22.24) 29.17 (16.73) t(17) = 2.89, p = 0.010, d = 0.68
Subscale 4 64.81 (27.35) 38.89 (26.51) t(17) = 3.35, p = 0.004, d = 0.79
Subscale 5 48.26 (25.44) 23.61 (18.26) W = 135.00, p = 0.006, r = 0.76

DRDS Overall 3.16 (1.68) 4.14 (1.40) t(18) = –2.79, p = 0.012, d = –0.64
Item 1 3.26 (2.00) 4.11 (1.88) W = 10.50, p = 0.025, r = –0.73
Item 2 2.68 (1.63) 4.00 (1.76) t(18) = –3.25, p = 0.004, d = –0.75
Item 3 3.53 (1.95) 4.32 (1.80) t(18) = –1.56, p = 0.135, d = –0.36

SSS Overall 0.29 (1.41) –0.39 (1.63) t(18) = 2.02, p = 0.058, d = 0.46
Subscale 1 3.33 (0.89) 3.07 (1.08) t(18) = 1.22, p = 0.237, d = 0.28
Subscale 2 3.04 (0.84) 3.46 (0.98) t(18) = –1.89, p = 0.075, d = –0.43

ISMI-10 Overall 2.41 (0.59) 2.27 (0.41) t(18) = 1.52, p = 0.146, d = 0.35

DCS: Decisional Conflict Scale; DRDS: Disclosure-Related Distress Scale; SSS: Stigma Stress Scale; ISMI: Internalised Stigma of Mental Illness.
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participants are less closely supervised (Eysenbach, 2005; 
Geraghty et al., 2010). A self-guided format may increase 
the accessibility of stigma-related interventions by offer-
ing more privacy (Mills et al., 2020; Thomas et al., 2015), 
but our study shows that this approach may be challeng-
ing for participants who may need more practical or emo-
tional support to engage.

Another possible factor contributing to the low retention 
rate could be the broad inclusion criteria we implemented 
for our study. Specifically, our study included all autistic 
adults regardless of their level of openness about their 
autistic identity (see Note 1 for an explanation). In contrast, 
some previous HOP studies more narrowly targeted indi-
viduals who had not fully disclosed or were worried about 
disclosing (e.g. Mulfinger et al., 2018; Scior et al., 2021). It 
is noteworthy that four of our six participants who were lost 
to follow-up for unknown reasons had indicated that they 
were already very open about their autistic identity before 
the start of the programme. While they still expressed inter-
est in taking part after we clarified the purpose and target 
group of our intervention, it is possible that they realised 
upon starting the programme that it was indeed not relevant 
or helpful to them. However, as these participants did not 
provide a reason for withdrawing and there were no observ-
able differences in levels of openness between completers 
and non-completers at baseline, no conclusions can be 
drawn on whether the programme is more suitable for 
autistic adults who are less open about their autistic iden-
tity. The only participant who reported being ‘not open’ at 
the beginning was lost to attrition, while there were four 
completers who were open about their autistic identity and 
still found the programme helpful.

Encouragingly, among those who completed the pro-
gramme, levels of engagement and satisfaction were high. 
Reported and observed engagement with the self-help 
guide were higher than with the facilitators and forum. 
Similarly, all participants who used the guide and facilita-
tor support found them helpful, while perceived helpful-
ness of the forum was mixed. Compared to online autistic 
communities that are larger, ongoing and with regular 
members (Brownlow & O’Dell, 2006; Parsloe, 2015), the 
forum in this programme involved a time-limited, small 
group of individuals who were unsure about disclosing 
their autistic identity. Although we hoped that a forum 
would feel less intrusive and anxiety-inducing than syn-
chronous group sessions, some participants still did not 
feel comfortable or ready to participate. Yet, many also 
said that it was reassuring to know that they could get 
direct support from another autistic person if they needed 
it, affirming the value of autistic-led peer support based on 
shared identity and experience (Crane et al., 2021; Shea 
et al., 2022). Interestingly, participants also found their 
learning on the programme applicable to other ‘hidden’ 
identities, including physical health and mental health con-
ditions. This observation points to the possibility of taking 

a more intersectional approach to the programme in the 
future, although it also raises the question of whether facil-
itators can meaningfully support participants in consider-
ing the disclosure of other identities and experiences that 
they may not share (Corrigan et al., 2018).

Facilitators reflected on participants’ varied feedback, 
from those who struggled to complete the programme due 
to past negative experiences to those who became more 
confident about disclosure as they progressed through the 
programme, which aligned with the diversity of the autis-
tic population. They stressed the importance of being will-
ing to listen to participants, take feedback on board and 
make adjustments as a recognition of individuality, rather 
than imply that it is the fault of the person. Reflecting on 
their own experiences, they expressed that it took time to 
warm up to their roles and become more confident as facil-
itators. They empathised with participants’ struggles using 
the forum and agreed that future iterations could include 
more guidance for facilitators on when to intervene or top-
ics to discuss on the forum so they can provide more struc-
tured support to participants. Facilitators also felt that it 
would have been helpful for them to work through the 
whole guide beforehand (although they tried out parts of it 
during the training session) to better familiarise them-
selves with the content and give participants a better gauge 
of the time needed to complete each section.

While the primary aim of this study was not to assess 
the effectiveness of the programme, our preliminary results 
suggest that the programme has potential to improve psy-
chosocial outcomes for autistic adults. The programme 
was associated with improvements in decisional conflict 
and disclosure-related distress, as well as reductions in 
stigma-related stress and internalised stigma. Qualitative 
data corroborated quantitative data, as participants reported 
that the programme gave them a greater sense of clarity, 
confidence, control and choice over disclosure, as well as 
some knowledge and techniques to counter stigma, but 
they still needed to work on developing self-acceptance 
and confidence to deal with stigma. This is understandable 
considering that the programme focused more on disclo-
sure than on stigma, and unhelpful self-beliefs can be 
deeply ingrained and take a long time to change. Moving 
forward, adding booster sessions and follow-up measures 
may help to enhance the effects of the intervention and 
give insight into its long-term impact.

Most participants found the outcome measures appro-
priate and easy to complete (see Supplementary File 3 for 
examples of comments), which was supported by little 
missing data (among those who were not lost to attrition). 
However, many also pointed out that the scales contained 
general and binary statements that could not fully capture 
the nuances of disclosure taught on the programme, echo-
ing common problems identified by autistic people with 
other measures (Nicolaidis et al., 2020). For example, 
while the DRDS asked about disclosing to a family 
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member or friend, participants remarked that their level of 
comfort would differ depending on the specific person. 
With the ISMI-10, participants highlighted that items on 
social avoidance were tricky as they may avoid social situ-
ations not because of stigma but because they do not enjoy 
socialising. They also commented that it was difficult to 
answer questions about what other people thought, and 
they were unsure whether some questions were asking 
about their own beliefs or others’ beliefs. It is noteworthy 
that the ISMI-10 was the only measure used in this study 
that had reverse-scored items and was also the one with 
low internal consistency. High levels of internal consist-
ency on the other measures without reverse-scored items 
could be due to demand characteristics and participants’ 
tendency to respond positively. Finally, as we scored the 
SSS and ISMI-10 on 5-point Likert-type scales for consist-
ency in response options (instead of their original 7-point 
and 4-point scales, respectively), this limits the compara-
bility of the scores in our study with other studies. In a 
future trial, analysis of whether greater quantitative 
improvement in outcomes are more apparent among those 
who qualitatively report a positive impact would help to 
provide greater evidence for the validity of measures.

Our initial findings should be interpreted with caution 
given the small sample size, nature of the study design 
and high attrition rate. Despite the high engagement and 
satisfaction rates among completing participants, the pro-
gramme may not have been feasible and acceptable to 
participants who dropped out. Unfortunately, there is 
limited information on the latter group of participants, 
apart from those who provided reasons for withdrawing. 
As there were two participants who withdrew from the 
study due to reading-related difficulties, the existing text-
heavy nature of the programme may limit its accessibility 
across the spectrum. It is also a limitation that data on 
motivation to enrol was only collected at post-test, as a 
more accurate indicator might be attained at pre-test and 
allow exploration of whether motivations differed 
between completers and non-completers. Due to the 
small sample size, it was not possible to statistically ana-
lyse differences in retention, engagement or satisfaction 
based on demographic characteristics, diagnostic status 
or openness about autistic identity. Furthermore, our 
sample was highly educated and more highly employed 
compared to the population-level demographics of autis-
tic people in the United Kingdom (Office for National 
Statistics, 2022), which limits the generalisability of our 
findings. Moreover, due to the absence of a control or 
comparison group, it is unknown if similar changes in 
outcomes would have occurred naturally over time or 
with the support of friends, family, therapists or through 
online forums. It is also impossible to comment on 
whether the ‘Who, When, How to Share’ programme is 
better than broader support programmes for autistic peo-
ple that have a segment on disclosure, such as the UCLA 

PEERS programme (Laugeson et al., 2011) or Exploring 
Being Autistic programme (Crane et al., 2021).

All in all, the current study shows that further develop-
ment and evaluation of the ‘Who, When, How to Share’ 
programme is warranted. The high recruitment, engage-
ment and satisfaction rates, favourable qualitative feed-
back and minimal missing data suggest that the intervention 
and data collection procedures were generally feasible and 
acceptable. The positive psychosocial outcomes also pro-
vide evidence of promise regarding the intervention’s 
impact. At the same time, participants and facilitators pro-
vided useful suggestions that can be implemented to 
improve the intervention, strengthen the evaluation and 
increase participant retention. First, more audio and visual 
materials should be incorporated to motivate greater atten-
tion and make the programme more accessible to those 
who find it challenging to read lengthy documents. Second, 
while this study had a restricted time frame for data collec-
tion purposes, a more flexible timeline may remove a bar-
rier to completion, although this would need to be 
accompanied by closer monitoring of participants’ pro-
gress to prevent feelings of disengagement. Third, while 
our facilitators adopted a ‘light touch’ approach to moder-
ating the forum, amplifying the role of facilitators in lead-
ing interactive exercises or providing prompt questions 
may promote greater engagement. A sufficiently powered 
randomised controlled trial would be needed to evaluate 
the effectiveness of this programme and examine factors 
that may be associated with variation in outcomes.
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Notes

1. As the programme focuses on disclosure decision-making, 
it was originally envisaged that it may be more suitable for 
autistic adults with a formal diagnosis and who had not fully 
disclosed. Indeed, our consultation survey suggested that not 
all autistic adults might need such a programme or find it 
helpful, such as those who are already confident about dis-
closure (Han et al., 2023). For similar reasons, some previous 
HOP (Honest, Open, Proud) studies have used pre-existing 
levels of disclosure as an inclusion criterion (e.g. Scior et al., 
2021). However, our autistic team members were concerned 
that requiring a formal diagnosis may be seen as ‘gatekeep-
ing’ and reinforcing the lack of support available for undi-
agnosed autistic adults. Furthermore, during the recruitment 
process, a number of prospective participants who were 
openly autistic still expressed an interest in the programme. 
We included these participants as long as they provided a 
reason for participating that was broadly in line with the 
goal of our programme, showing that they understood it and 
thought it would be beneficial to them. For example, some 
felt that they had been too open in the past and wanted to 
become more selective and strategic with disclosure.

2. Between the first and second iteration, minor adjustments 
were made to the programme materials based on partici-
pant feedback to improve accessibility, namely increasing 
font size and spacing, decreasing colour contrast and ena-
bling text-to-speech and speech-to-text functions. All other 
aspects remained the same.

3. Reliability assessment of Cronbach’s alpha values followed 
the rules of thumb provided by George and Mallery (2003): 
α > 0.9 is excellent, α > 0.8 is good, α > 0.7 is accept-
able, α > 0.6 is questionable, α > 0.5 is poor and α < 0.5 is 
unacceptable.

4. One participant disclosed dyslexia and the other disclosed 
general difficulties in reading and comprehension. After 
minor adjustments were made to the self-help guide based 
on their feedback (see Note 2 for details), both participants 
were offered the opportunity to try out the materials again, 
but neither responded.
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