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Abstract 

 

Substance use and addiction are not typically first considered when discussing autism and the 

needs of autistic people. However, recent research has highlighted that autistic people do use 

substances and that they may be at an increased risk of developing substance-related problems 

compared to neurotypical people. Currently, there is very little to no support or information 

specifically tailored or targeted for autistic people, despite some motivations and presentations of 

substance-related problems being unique or highly specific to autistic communities (i.e., using 

substances for social camouflage). The current project aimed to address this by developing an online 

psychoeducational resource specifically tailored for and informed by autistic adults. The project was 

spilt into three stages, which adopted a pragmatic paradigm, was qualitative in nature and was 

analysed using summative qualitative content analysis and reflexive thematic analysis. The first stage 

encompassed the pre-development of the resource and consisted of an online structured interview, 

which sought to explore the preferences and needs for an educational resource on substance-related 

topics from autistic adults.  The findings from this stage formed the basis for the second stage, which 

was the development of the resource itself. The final stage occurred post-development of the 

resource, which consisted of semi-structured interviews with autistic adults and parents of autistic 

people who provided feedback on the resource as well as discussions around their own experiences 

of substances. The resource developed was titled “Alcohol and Drug Information for Autistic Adults” 

(ADIFA: www.adifa.co.uk). This is currently, one of, if not, the only educational resource developed 

specifically for and informed by this community on substance-related topics. Autistic adults who 

participated in the project stated the importance of, and the need for, more pragmatic research to be 

undertaken in this area. Future directions for this project could be the quantitative evaluation of ADIFA 

for autistic adults and further research projects on substance-related issues in autistic communities, 

particularly employing participatory or co-production methodologies. 

http://www.adifa.co.uk/
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Introduction 

 

Context of the Research Area 

 

When considering autism, and topics that affect autistic people, substance use and addiction 

are not usually considered. This is because research into autism tends to focus more on the 

development and presentations of autism, with a particular focus on autistic children. However, more 

research is emerging on autistic adults and topics associated with adulthood. This includes research 

into employment, sexual relationships and substance use. 

Previous research tended to dismiss substance-related problems as absent or a rare 

occurrence in autistic people, however, more recent evidence suggests the exact opposite. It appears 

that substance use and substance-related problems are more common than previously thought and 

may even be an under-explored and under-acknowledged area of autistic research literature. Despite 

an increase of interest in this area, there is little research on pragmatic support for autistic people on 

substance-related topics, and even fewer pragmatic resources for autistic people to use. As such, more 

research, in particular, pragmatically-focused research, is needed on this topic 

 

Researcher’s Interest  

 

My interest in the area of substance use and substance-related problems originated in my 

psychology undergraduate course. One of the areas I was most interested in, was in the unexpected 

presentation of behavioural addictions in some people with Parkinson’s disease due to the medication 

designed to slow the progress of the disease. This led me to complete a Masters’ degree in applied 

psychology of addiction. During my studies, I was interested in exploring substance-related problems 
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and behavioural addictions in communities that were under-represented in the literature. This was 

how I came to initially explore the area of substance use in autistic people. In my studies, I believed 

that there was more research that could be conducted in this area, particularly in regards to providing 

information or support for autistic people. 

While I myself am not autistic, my brother is. From his experiences, it was clear that there was 

a gap in the support autistic adults can receive compared to autistic children. What pragmatic support 

that could be provided on adult-related topics (such as employment), was tailored more towards 

autistic people with additional needs (such as a learning disability or difficulty). This was reflected in 

the experiences of my disabled family members and friends. Pragmatic support and information was 

not readily available to them, and if it was, it was not necessarily appropriate for their needs. As such, 

my research interests tend to focus more on pragmatism, and how knowledge and research can be 

used to develop appropriate support and interventions for disabled or autistic communities.  

 

Overview of the thesis structure 

 

Chapter One: 

The purpose of this chapter was to provide a critical literature review of research relating to 

autism and substance use and substance-related problems. The chapter begins by discussing what 

autism is, the common co-occurrences, and the prevalence of substance-related problems in autistic 

individuals. Following this, there is a discussion on the types of support available for autistic people, 

and how information and support can be tailored for autistic people. Finally, the chapter concludes 

with a discussion on psychoeducational resources and the research object for the PhD project; the 

development of an educational resource on substance-related topics designed specifically for and 

informed by autistic adults 
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Chapter Two: 

The purpose of this chapter was to detail the methodology of the PhD project and the thought-

process behind each methodological decision. The chapter begins by discussing the importance of 

research with practical outcomes before describing the pragmatic approach the project took. The 

selection of an appropriate implementational framework was then discussed and the philosophical 

position of the researcher were detailed. The chapter is concluded by a description of the design of 

each stage of the project. 

 

Chapter Three: 

The purpose of this chapter was to explore the perspectives, preferences and needs of autistic 

adults in relation to educational material on substance-related topics. This was done through a 

structured online interview, which was completed by 59 autistic adults, and was analysed using 

summative qualitative content analysis. 

 

Chapter Four: 

The purpose of this chapter was to detail the decisions made in the development of the 

educational resource. This chapter detailed the thought process and decision making that informed 

the production of the resource. Each of the suggestions and findings from the previous stage were 

considered, and if incorporated, the description was accompanied with screen shots used to display 

how it was implemented. 

 

Chapter Five: 

The purpose of this chapter was to gain the insights and perspectives from autistic adults and 

parents of autistic children on their experiences with the resource. This was achieved through semi-
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structured interviews. The interviews could be conducted online (through Microsoft Teams) or by 

email. There were 10 participants in total, half of whom had direct, personal experiences with alcohol, 

drugs or both. The majority of participants were autistic (7 of the 10) and the majority of participants 

were a parent to an autistic child (7 of the 10). Half of the participants conducted the interview over 

through Microsoft Teams, with the interviews lasting between 18 minutes to just over an hour.  

 

Chapter Six: 

The purpose of this chapter was to holistically discuss the PhD project. The chapter begins by 

discussing the implications for the approach and methodology utilised through the PhD project. The 

chapter then discusses each stage of the project and discusses the context and the implications of the 

findings from each stage.  
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Chapter One: Literature Review 

 

1.0. Defining autism 

 

Autism Spectrum Condition (ASC), also known as Autism Spectrum Disorder (ASD) or autism, 

is a multifaceted neurodevelopment condition that is characterised by significant impairments in 

reciprocal social interactions and communications, repetitive and restricted behaviours and interests, 

and atypical sensory processing (American Psychiatric Association, 2013). Autism is a fairly common 

condition, as there are reported to be around 700,000 autistic people living within the UK (National 

Autistic Society, 2016). 

 

According to the latest Diagnostic and Statistics Manual (DSM-5), autism is referred to as a 

spectrum, with those considered to display either “mild”, “moderate” or “severe” symptomology 

(American Psychiatric Association, 2013). This means that presentations are unique to each individual, 

and that their experiences are different, with some autistic individuals requiring little or no support to 

those requiring support more regularly. There is also a great deal of variance within these categories 

of “severe”, “moderate” and “mild”, meaning personalised care can be complicated (Masi et al., 2017). 

In addition to the heterogenous nature of autism, there is also a high prevalence rate for the co-

occurrence of other neurodevelopmental conditions, particularly of attention deficit hyperactivity 

disorder (ADHD) and learning disabilities (Zauche et al., 2017; Gillberg et al., 2016). 

 

Attention deficit hyperactivity disorder (ADHD) is a distinct condition from autism 

characterised by symptoms of hyperactivity, impulsion and inattention (American Psychiatric 

Association, 2013). In previous versions of the Diagnostic and Statistics Manual, autism and ADHD 
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were considered to be exclusion criterions for diagnosis of each other’s conditions, meaning these 

conditions were studied in isolation to one another. However, subsequent research has highlighted 

considerable overlaps in autism and ADHD, including cognitive profiles (Karalunas et al., 2018), brain 

characteristics (Rommelse et al., 2017), and in clinical practise (Grzadzinski et al., 2016). As a result, 

autism and ADHD can be diagnosed as co-occurring within the latest Diagnostic and Statistics Manual 

(American Psychiatric Association, 2013). Due to this late recognition, awareness and understanding 

of co-occurring autism and ADHD is less established and as such prevalence rates are varied. However, 

a recent meta-analysis reported a prevalence rate of 21% for co-occurring autism and ADHD within 

children and adolescents (Hollingdale et al., 2020).  

“Learning disability” is the official term used by the UK healthcare system, which is the 

equivalent to the internationally used term “intellectual disability” (American Psychiatric Association, 

2013; WHO, 2016; Green, 2018). A learning disability is defined as a reduced intellectual ability and 

difficulty with everyday tasks, which can be mild, moderate or severe/profound dependent on the 

symptomology displayed by the individual (Mencap, no date).  Although prevalence rates differ from 

study to study, a population study using whole country data from a UK Census found a population 

prevalence for individuals with co-occurring autism and learning disabilities of 1.08/1000 (Dunn et al., 

2019). Within autistic populations, Autistica (no date) report that approximately 40% of autistic 

individuals have a learning disability. Given the high co-occurrence of both these conditions (ADHD 

and learning disabilities), research into autism should consider and incorporate the participation of 

both of these co-occurring groups in order to better reflect autistic populations as a whole. 

Although symptoms of autism generally emerge in early childhood, it is important to note that 

autism is recognised as a lifelong condition, in which different experiences and challenges may be 

faced during adulthood (Lord et al., 2018). For example, autistic adults have trouble gaining and 

sustaining employment (Taylor et al., 2015; Frank et al., 2018), often experience feelings of social 

isolation and loneliness (Jackson et al., 2018), and are at a high risk of co-occurring mental health 

conditions, particularly anxiety and depressive conditions (Hollocks et al., 2019). As such, sufficient 
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attention should be addressed into support, education and interventions designed for autistic 

individuals on topics relating to adulthood. 

 

 

2.0. Substance use and problems in autistic populations 

 

2.1. Previous attitudes and current thinking 

 

The terminology for describing substance use and the problems associated with it are varied 

and have been subject to change. For example, substance use, substance abuse, substance misuse 

and substance dependence are all terms that have been used to describe various degrees of substance 

use, however, often these terms can be ill-defined or used interchangeably (Wakefield, 2015; 

Mahmoud et al., 2017). Although the Diagnostic and Statistics Manual previously referred to 

substance dependence and substance abuse separately, the latest version uses the single term 

“substance use disorder”, which can be classed as either mild, moderate or severe depending on the 

number of diagnostic criteria met by the individual (American Psychiatric Association, 2013). 

Substance use is a term still widely used as it can refer to use more generally, as not all individuals 

who engage with substances will necessarily have problems associated with its use. 

One growing area in the literature on substance use is in relation to autism. Previous research 

suggested that substance use and substance use disorders were uncommon in autistic individuals 

(Ramos et al., 2013; Woodbury-Smith et al., 2006). This was believed to be due to the social and 

communication deficits characteristic of autism, which were suggested to act as a protective factor in 

engaging with and having problems related to substances (Santosh & Mijovic, 2006). Furthermore, 

where substance use disorders were observed in autistic individuals, it was believed to be accounted 

for by the co-morbidity of another condition, namely ADHD (Palmqvist et al., 2014; Ramos et al., 2013). 
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However, more recent research has challenged this idea, suggesting that substance use and substance 

use disorders in autism may be more frequent than previously thought (Rengit et al., 2016).  

Two population-based twin studies indicated that there may be a link between autism and 

substance use. Lundstron et al. (2011), looked at the relationship between autistic-like traits, 

measured by questions based on the diagnostic criteria relating to autism in the DSM-4, and a range 

of health-related problems, such as anxiety, depression and substance use, in 18, 349 adult twins. The 

questions assessing autistic-like traits were scored and participants were divided into one of 6 groups. 

They found that the percentage of reported substance use problems increased in accordance with 

each group, meaning the group with the highest scores for autistic-related traits also had the highest 

percentage of substance use problems (Lundstron et al., 2011). While this does suggest a positive 

association between autism and substance use disorders, the measure for substance use problems 

was a single dichotomous question of ‘Do you have or have you ever had problems with alcohol or 

drugs?’ (Lundstron et al., 2011:2426). This means that the measure for substance use may be 

oversimplified and allows for the participants’ subjective interpretation of a what constitutes a 

substance problem. 

Following this, de Alwis et al. (2014) looked at the relationship between both substance use 

and substance use disorders with autistic-like traits in 3, 080 adult twins. Each substance (tobacco, 

alcohol and cannabis) included was defined according to use, with substance use described as ever 

having tried the substance, regular/repeated use defined as using the substance a certain number of 

times during a certain time period, and substance use disorders defined by endorsing a certain number 

of criteria in the relevant section of the DSM-4. Autistic-like traits were assessed using a questionnaire 

based on the DSM-4 criterion, mainly related to reciprocal social interaction, but also 

stereotyped/repetitive behaviours and communication impairment to a lesser degree. They found 

substance use disorders across all types of substances (tobacco, alcohol and cannabis) were associated 

with higher scores of autistic-like traits (de Alwis et al., 2014). In addition, only tobacco use was 

associated with higher scores of autistic-like traits, but not cannabis or alcohol use or repeated use. 
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Both of these studies show that autism and substance use disorders may be linked. However, both of 

these studies only looked at traits of autism meaning this link may not be reflected in individuals with 

a diagnosis of autism.  

The largest and most comprehensive research conducted into this topic was Butwicka et al. 

(2017), who looked at the prevalence of substance-use related problems in individuals diagnosed as 

autism. Substance-use related problems were described as encompassing one or more of the 

following: a substance use disorder, any conviction for a substance-related crime, substance related 

death, and alcohol-related somatic diseases. A total of 26, 986 individuals with a diagnosis of autism 

were identified from longitudinal, population-based registers and compared with 1, 349, 300 non-

autistic individuals who were matched on sex, birth year, and country of birth. They found that autistic 

individuals had a substantially and significantly higher risk of any substance use-related problems 

compared to non-autistic individuals (4% for autistic individuals compared to 1.3% for non-autistic 

individuals), particularly for substance use disorders. When analysed further, they found that while 

individuals with a diagnosis of just autism had increased risk for all substance-use related problems, 

autistic individuals with co-occurring ADHD or ADHD and learning disabilities had an even higher risk 

of substance-use related problems (Butwicka et al., 2017). The findings from this study contradicts 

earlier held beliefs about autism and substance use and supports the idea that autistic individuals are 

at an increased risk for substance use disorders. Additionally, it is important to note that this study 

was the first in this area to compare against the general population. While autistic individuals with co-

occurring ADHD may be at an even greater risk, it is important to note that autistic individuals without 

a co-occurring condition were still at an elevated risk of substance use disorders. This is important as 

it is conflicts with suggestions by earlier research that substance use in autistic populations can be 

explained by co-occurring ADHD (Palmqvist et al., 2014). Furthermore, the previously reported 

extremely high risk in autistic individuals with co-occurring ADHD may be due in part to biases in 

diagnoses. To explore this in their sample, Butwicka et al. (2017), performed sensitivity analysis on 

substance-use related problems separately for autistic individuals who received all neuropsychiatric 
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diagnoses (autism, ADHD, learning disabilities) before a diagnosis of substance use disorder. They 

found comparable risks of substance use-related problems with “just” autistic individuals and autistic 

individuals with co-occurring ADHD (Butwicka et al., 2017). This suggests that there may be some 

discrepancy or unintentional biases with subsequent diagnoses if substance use disorder is diagnosed 

prior to any neurodevelopmental condition.    

A recent systematic review of the risk and protective factors associated with substance use 

and autism found that autistic individuals are susceptible to the same common risk factors that the 

general population are, including familiar history of substance use disorders, early substance use, 

certain co-occurring conditions (anxiety, ADHD, oppositional defiance disorders), psychological 

distress, and adverse family events (Ressel et al., 2020). This suggests that risks for substance use 

disorders are shared by autistic individuals and autistic individuals are more at risk than previously 

thought.  In addition to this, a qualitative study with autistic participants diagnosed with a substance 

use disorder reported their inclinations for substance use to be socially motivated, indicating a desire 

for social contact and inclusion (Clarke et al., 2016). This is in direct contradiction to previous beliefs 

that autistic individuals are dissuaded from substance use as they have little inclination for social 

engagement (Santosh & Mijovic, 2006). Furthermore, certain substances are relatively accessible and 

don’t require high-demanding social skills for their purchase. This could be why alcohol and cannabis 

are the most frequent substances to be abused in autistic populations (Lugo-Marin et al., 2019).  

Not only are autistic individuals susceptible to the same risk factors as the general population, 

the previously mentioned systematic review also found specific autism related risk factors; low social 

support, late diagnosis of autism, weak executive functioning, and disengaging coping behaviours 

were identified as risk factors for substance use disorders that are more likely to occur in, or unique 

to, autistic individuals (Ressel et al., 2020). This highlights the need for autism focused and tailored 

support in order to address the unique autism-specific risk factors.   
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2.2. Prevalence in co-occurring condition 

 

The presentation of substance use disorders in autistic individuals within clinical settings varies 

from study to study (Arnevik, & Helverschou, 2016). This reflects the spectrum nature of autism, and 

suggests that a particular subpopulation is at a greater risk of substance use disorders. For example, 

in a systematic review by Arnevik & Heverschou (2016), they found that co-occurring substance use 

disorders are more likely to occur in individuals with higher cognitive functioning or those with “mild” 

autistic symptomology. In addition, autistic individuals who are more socially motivated have been 

found to be at greater risk of substance use disorders, as they are often more socially engaged than 

those without substance-related problems (Sizoo et al., 2009). However, it is unclear whether this is a 

reason for or a consequence of substance use. As previously mentioned, autism can often co-occur 

with other neurodevelopmental and psychiatric conditions, in particular, ADHD and learning 

disabilities (e.g. Zauche et al., 2017; Gillberg et al., 2016). It is important to consider how these 

additional co-occurring conditions may influence substance use in autistic individuals and whether 

their presence may help in explaining the variation in clinical settings.  

One consistent finding in autism and substance use research is that autistic individuals with 

co-occurring ADHD have the highest rates of substance use disorders compared to other autistic 

populations (Butwicka et al., 2017; Solberg et al., 2019; Ressel et al., 2020). This is not surprising, as 

there is substantial research to suggest that individuals with ADHD (regardless of any co-occurring 

conditions) have an increased risk of developing substance use disorders (Lee et al., 2011; van 

Emmerik-van Oortmerssen et al., 2012). This suggests autistic individuals with co-occurring ADHD are 

the most at risk of substance use disorders and are the group in the greatest need of autism-specific 

substance use support.  

Another condition that could influence substance use and substance use disorders is co-

occurring learning disabilities. Mild or borderline learning disabilities are thought to be a risk factor in 
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substance use disorders (van Duijvenbode et al., 2015). Due to limited research and a lack of consistent 

characteristics for participant samples, prevalence rates of substance use disorders in autistic 

populations vary considerably from 0.5-21% (van Duijvenbode et al., 2015). Although under-

researched, preliminary evidence suggests autistic individuals with co-occurring learning disabilities 

are not at an increased risk of substance use disorders. For example, Butwicka et al. (2017) found that 

out of all the autistic populations included, co-occurring ADHD was associated with further increased 

risk of substance use disorders, whereas, co-occurring learning disabilities were associated with a 

lower risk. In fact, a recent systematic review reported co-occurring learning disabilities as a potential 

protective factor for the development of substance use disorders in autistic individuals (Ressel et al., 

2020). However, research into this topic is multifaceted, and methods may not distinguish between 

the severity of the learning disability as well as complications in diagnosing learning disabilities in 

autistic individuals. Despite this, there are those in this population who do have substance use 

disorders. One such case study accounted the treatment of an autistic adult with co-occurring learning 

disabilities and alcohol dependence (Drake et al., 2018). The researchers detailed significant 

difficulties in treatment for this individual in which it took 18 months to establish a suitable strategy 

that combined psychoeducation, psychological assessment, outcome monitoring and ultimately, strict 

restrictions in their tenancy. Additionally, the researcher highlighted this population as poorly 

understood and under researched. This suggests that there is very little appropriate and effective help 

available for this population and the clinicians treating them.  

Given the high prevalence rates of substance use disorders for autistic individuals with co-

occurring ADHD, and the potential challenges in treatment and support for those with co-occurring 

learning disabilities, research into autism and substance use should aim to incorporate those with co-

occurring ADHD and/or learning disabilities.   
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3.0. Motivations for substance use and problems 

 

3.1. Camouflaging 

 

Interestingly, the motivations for substance use in autism may be unique to their condition. 

One such theory that may apply to substance use is the idea of social camouflaging. This is defined as 

the use of strategies by autistic people to minimise the visibility of their autism during social situations 

and interactions (Lai et al., 2011). Camouflaging is driven by a desire to appear non-autistic, to “fit in”, 

and form relationships with others, through the use of conscious or unconscious techniques in order 

to “mask” their autistic characteristics (Hull et al., 2017). Tentative research suggests that substances 

are a technique employed to facilitate social camouflaging. For example, some autistic adults have 

indicated using alcohol to camouflage their autism in order to “fit in” in social situations, such as in 

feigning an interest in conversation topics they had no interest in (Bargiela et al., 2016; Clarke et al., 

2016). Furthermore, Kronenberg et al. (2015) found that autistic individuals may use substances 

(particularly alcohol) in order to help manage their autistic symptoms in social situations, making them 

feel more relaxed, focused and less agitated. This suggests that autistic individuals may use substances 

as a coping mechanism to mitigate or mask their symptoms in order to adapt more easily to their 

surroundings. Interestingly, this display of a “normal” façade by autistic adults when they drink 

alcohol, may help explain why their alcohol dependency is not better diagnosed (Lalanne et al., 2015). 

In the cases studies discussed, developmental illnesses (ADHD & autism) were difficult to detect and 

received delayed diagnosis due to the individual using substances to improve their neurocognitive 

abilities (Lalanne et al., 2015). This suggests the hidden nature of substance use in autistic adults, as 

diagnosis of substance use disorders and even autism itself may go undetected due to substances 

masking symptoms. 
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3.2. Self-Medication 

 

Another theory that may apply to autistic individuals is the self-medication hypothesis. This 

hypothesis was first developed in order to help explain the high co-morbidity of mood and anxiety 

disorders and substance use (Khantzian, 1985). This theory proposes that substances are used in order 

to alleviate and moderate psychological distress (Khantzian, 1985). There is support to suggest that 

some individuals from various clinical groups do engage with substances in order to alleviate negative 

mood, fluctuations in mood, and anxiety (Shadur et al., 2015; Turner et al., 2018). This may apply to 

autistic individuals, as anxiety, both generally and socially-specific, and depression are common 

problems within this population (Hollocks et al., 2019). In support of this, a qualitative study in which 

interviews were conducted with autistic adults and a co-occurring diagnosis of a substance use 

disorder identified that they used substances in order to help self-medicate their psychological 

distress (Clarke et al., 2016). They reported using substances in order to blunt the emotional responses 

to their negative self-appraisals, to reduce the accessibility of memories that may fuel such negative 

appraisals, or to generally improve their mood and perceptions of the world around them (Clarke et 

al., 2016). Research such as this highlights the use of substances to self-medicate the negative effects 

felt by the individual specifically relating to symptoms of their autism. However, the use of 

camouflaging and self-medication are not mutually exclusive. In fact, Clarke et al. (2016) identified the 

presence of both mechanisms in autistic individuals with a substance use disorder. This suggests that 

motives for substance use in autistic individuals is multi-faceted, and that use may be related to 

autism-specific experiences and challenges.  

As well as qualitative measures, there has been some research into the quantification of 

substance use motivation for autistic individuals. Guimarães (2019) states that usually, autistic 

individuals experience mesothalamic dopaminergic hypoactivity, which is thought to hinder 

attentional shift, enhancing attentional high focusing and mental rigidity that are common 
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characteristics in autism. Guimarães (2019) proposes that exposure to alcohol stimulates this area 

allowing for cognitive flexibility and less rigid focusing in autistic individuals. This may be why autistic 

individuals are more susceptible to alcohol-related problems and why alcohol may be an effective 

coping mechanism for such individuals until the alcohol becomes a problem itself. Additionally, this 

study suggests that attentional focus is important in the susceptibility to substance use for this 

population. However, this theory only applies to alcohol-related behaviours and not substance use as 

a whole in autism.  

 

3.3. Environmental and sub-group factors 

 

Interestingly, functions for substance use may differ between autistic sub-groups. Kronenberg 

et al., (2015) found that autistic individuals with ADHD sought mainly a calming, tranquil effect from 

their substance use, whereas, autistic individuals without ADHD sought a variety of different functions, 

ranging from social facilitation to forgetting their problems and getting over frustrations. This further 

suggests the complex motivations behind substance use for autistic individuals and that co-occurring 

conditions may present their own unique motivations for substance use.  

Environmental factors may also influence substance use and abuse for autistic populations. 

For example, those with more pronounced, severe symptoms of autism (as opposed to those with 

mild symptomology) may require greater levels of care and/or live in specialist care units, therefore 

find access to substances challenging (Nylander et al., 2018). This may help to explain why those with 

mild symptomology are more likely to engage with substances than those with more severe 

symptomology. Furthermore, unemployment, difficulties in gaining employment, and coping with the 

pressures of employment have also been suggested as factors in substance use and abuse in autistic 

individuals (Lalanne et al., 2015). This could be particularly important, as autistic individuals have 

relatively low employment rates.  
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4.0. Current support and interventions for autistic adults 

 

4.1. General support available 

 

In general terms, autistic adults have identified a need for more medical services and supports, 

particularly for those who live outside of supported living facilities (Dudley et al., 2019). Autistic adults 

have indicated that they have unmet service needs in general and that service needs actually increase 

with age, therefore requiring support targeted at autistic adults (Dudley et al., 2019). Additionally, 

autistic adults have also identified perceived barriers to support, including judgement and stigma from 

neurotypical therapists, specific to treatment and support with substance-related problems (Brosnan 

& Adams, 2020). This is particularly important, as most interventions are aimed at young autistic 

children and adolescents.  

In regards to substance-related support and information for autistic individuals, many 

traditional interventions involve aspects that may not be effective for these populations. For example, 

current popular therapies for substance abuse involve reciprocal and often group social interaction, 

which may not be the most effective course of action for supporting autistic individuals who typically 

struggle with these types of interactions (Rengit et al., 2016). This is mirrored by Brown (2018), who 

identified a need for “reasonable adjustments” for substance use services specifically for autistic 

individuals, with a particular focus of service engagement from autistic individuals. More generally, 

those with similar neurodevelopmental disorders are disinclined to use mainstream substance abuse 

services, preferring to use related disability services which often lack the ability to provide substance 

abuse and use related support (Taggart et al., 2007). Research such as these highlight the importance 

of developing or tailoring substance use support and information specifically for autistic individuals. 
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The current process for seeking support and treatment for substance use disorders in the UK 

is geographically dependant, as changes over the past decade have resulted in the devolution of 

responsibility to local areas for treatment (Clinical Guidelines on Drug Misuse and Dependence, 2017). 

According to the NHS and related sites, individuals struggling with substance use seeking support 

should first either go to their GP or self-refer to their local substance use services (NHS, 2019; FRANK, 

no date). Individuals will then be assessed and a treatment plan will be offered. The treatment plan 

should be reflective of the individual’s circumstances and specific needs, which could provide the 

potential for discussions around co-occurring conditions, such as autism. However, a fairly recent 

systematic review noted that screening for substance use disorders in autistic individuals is not 

common in routine assessments within psychiatric settings, whereas, many other conditions (e.g. 

ADHD) in the same settings are becoming increasingly screened for substance use disorders (Arnevik 

& Helverschou, 2016). Interestingly however, within the UK government’s guidelines on substance use 

disorder, there is a mention of autism and is as follows:  

 

“All young people with significant drug and alcohol problems receive a comprehensive 

assessment of their mental health, including for issues of self-harm, autistic spectrum 

disorders, hyperactivity disorders...” (Clinical Guidelines on Drug Misuse and Dependence, 

2017: 247). 

 

However, it is interesting to note that the guidelines only refer to this screening for “young 

people” with “significant” problems, suggesting that this is not common practise for all but the most 

severe cases. The inclusion of autism in the UK guidelines, while brief and ambiguous, does act as an 

acknowledgement that more specific or tailored support might be required and should be provided 

for autistic individuals with a substance use disorder.  

While greater acknowledgement and provision of care for autistic adults on substance use and 

addiction is required, one barrier health professionals—and autistic adults themselves—may face is in 
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distinguishing between substance use and addiction. Substance-related problems are usually 

diagnosed from a neurotypical perspective. This is an issue as motivations for substance use expressed 

by autistic adults are linked to presentations and/or experiences of autism and autistic people (e.g., 

camouflaging to “fit in” with neurotypical society). This means that diagnosis of substance-related 

problems may be difficult in autistic communities as they are not presented within a neurotypical 

framework. While there is no research on the identification of substance-related problems in autistic 

communities, health professionals have expressed difficulty in identifying other health conditions in 

autistic individuals—such as trauma and PTSD—due to a lack of understanding of how they may 

present in autistic communities (Kildahl et al., 2020). Tailored educational resources on alcohol, drugs 

and addiction topics could help not only autistic individuals better understand their relationships with 

substances but may help neurotypical health professionals better understand how problems may be 

presented within autistic communities. 

 

 

4.2. Autism specific substance intervention research 

 

To date there are only two studies that have tackled this issue in practice. Helverschou et al. 

(2019) aimed to improve services for autistic individuals and co-occurring substance use disorders by 

enhancing the competence of therapists in substance-related outpatient clinics. The therapists were 

given monthly group education and supervision by a psychologist with extended experience in the 

field of autism, in which characteristics of autism and how to conduct and adjust therapy for autistic 

audiences were discussed. Seven autistic individuals with a co-occurring substance use disorder were 

referred for participation and were given cognitive behavioural therapy (CBT), which the therapists 

had modified for an autistic audience. Three participants ended treatment before it was finished 

resulting in a final participant sample of four. Post-treatment results were mixed, as two of the 
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individuals had ended their drug use completely, one individual had reduced their drug use and the 

final individual still had heavy alcohol use. While definitive conclusions cannot be established due to 

the small sample, this preliminary study does suggest that modifications for autistic audiences to 

substance abuse treatments are feasible and can be effective. However, it is uncertain whether the 

outcomes from this study would remain over time as there was no long term follow up. Additionally, 

adjustments were made for the therapists and did not take into consideration the perspective or 

preference of the autistic individual. Accommodating interventions and support more for the 

individual may result in improved results and a higher completion rate.   

The second study to address substance-related problems treatments for autistic people was 

conducted by Walhout et al., (2022). This study also focused on the use of CBT as a treatment option 

for alcohol or drug problems. While the process of employing an adapted CBT programme was similar 

to the study conducted by Helverschou et al. (2019), this study included one significant difference; 

The CBT was delivered in a group setting, with the patient groups consisting of autistic adults. The 

results were positive, as participants reported lower levels of alcohol use and substance cravings. 

Additionally, participants reported a change in their coping styles, employing more social support 

coping styles than before the intervention. This research indicates the benefits of tailoring support for 

autistic adults. In particular, incorporating a group dynamic consisting of autistic adults resulted in a 

supportive environment. Inclusion of more interventions involving autistic groups could help in 

providing a more conducive environment for treatment of substance-related problems for this group. 

While they may have used a different approach to the two aforementioned studies, Brosnan 

& Adams (2022) also addressed adaptations to substance use therapies. Their approach differed from 

the previously mentioned studies as they aimed to produce actionable guidelines for therapists to 

implement in their sessions. This was achieved through an online survey of drug and alcohol therapist 

to explore their thoughts and experiences followed by a focus group comprised of autistic individuals 

and members of the wider autistic community (e.g., family members). This approached resulted in a 

list of guidelines recommended for use by therapist in sessions with autistic clients. Furthermore, a 
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“top ten tips” of how the guidelines could be successfully implemented by the therapists was 

developed by the autistic focus group. This demonstrates how inclusion of autistic voices and within 

the development of adaptations can lead to more comprehensive results.   

 

 

5.0. Tailoring information for autistic adults 

 

5.1. Involvement of family 

 

Strategies and interventions should consider the wants – in addition to the needs – of the 

autistic individual when designing said tools (Anderson et al., 2019). This is particularly important as 

many autistic adults and their families want research priority to focus on lifespan issues (such as life 

and social skills training), which is contradictory to the areas that receive the greatest funding and 

attention (Gotham et al., 2015). This is echoed in a review on post-secondary support for autistic 

individuals, in which the review described a lack of support featured that autistic individuals say they 

often prefer, such as sensory friendly spaces and practices (Anderson et al., 2019). This suggests that 

without involving or asking the perspectives and preferences of autistic individuals a potential 

resource may not be greatly received or adequately used. Furthermore, research suggests that the 

social networks of autistic adults is fairly restricted, with family members providing support 

throughout adulthood (van Asselt-Goverts et al., 2015; Marsack & Samuel, 2017). This suggests that 

input from family members – particularly parents – is important in developing resources for autistic 

adults, as they provide social and practical support for their relative and would have a keen insight on 

what would be helpful or unhelpful. Furthermore, many current support and interventions include 

participation from both the autistic individual and their family, with group, family centred approaches 
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(e.g., Gordon et al., 2015; Patra et al., 2015). This suggests that potential resources should be 

accessible for both the autistic individual and their family. 

 

5.2. Medium of intervention delivery 

 

One particular adjustment that could be made for resources and interventions for autistic 

adults is the medium in which it is delivered. Internet-based support has been suggested to be 

beneficial for autistic individuals (Backman et al., 2018). Internet-based information and support for 

substance-related topics and issues would be useful as a first point of call, as Brosnan & Adams (2020) 

found online resources were the most commonly selected resources for autistic adults seeking 

support with problem drinking.  

Advantages of this format for autistic individuals include increased flexibility and accessibility, 

greater immediacy (not having to go through intermediaries), ability to communicate from their own 

homes, and communicating through the written word (Sehlin et al., 2018). Furthermore, intervention 

effectiveness is not diminished as internet-delivered interventions have been shown to have high 

treatment credibility and good clinical feasibility for autistic audiences (Backman et al., 2018). In fact, 

interventions and support delivered online can be just as or even more beneficial than traditional face 

to face methods. For example, Roberts et al. (2019) found that an online sleep behaviour education 

program for parents of autistic children was just as effective as when the program was delivered face-

to-face. Additionally, parents who took part in the online version of the program also showed more 

decreases in parental fatigue than the face-to-face group, which could be due to a reduction in travel 

time and the convenience of having the program online.  

While online resources and interventions may not replace face-to-face methods altogether, 

they appear to be useful for this population and can be a beneficial supplement to the more traditional 

methods. Additionally, parents of autistic children report that the internet is one of their main sources 
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of information and support in relation to autism (Hall et al., 2016). However, concerns are raised over 

the quality of the information they might find and interestingly, some disadvantaged parents prefer 

not to engage with more rigorous and quality resources as they are viewed as being too complicated 

or confusing to be helpful (Hall et al., 2016). This highlights the beneficial impact a quality and 

accessible online resource on substance use and abuse for autistic individuals and their families may 

be. 

The medium of delivery should also be considered in the recruitment of autistic adults for 

research projects in this area. Clarke et al. (2016), reported difficulty in traditional interviewing with 

autistic adults about substance use, due to the verbal format of the interview and the challenges 

participants faced in voicing their experiences in this format. They recommended the use of 

alternative, perhaps online, qualitative interview techniques. In support of this, challenges with the 

traditional interview format for autistic participants has been found in other research areas (e.g. 

McDougall et al., 2018). For example, the use of an online qualitative survey has been used 

successfully in gaining the perspectives of autistic participants (Camm-Crosbie et al., 2019). 

 

 

6.0. The current project 

 

The review of the literature highlights that despite the growing acknowledgement of 

substance use and abuse problems among autistic communities, there has been little research in the 

area of support for this group. Of particular concern, is the lack of any practical support or information 

specifically designed for autistic audiences. The literature review has highlighted potential strategies 

preferred by autistic individuals, which could be utilised when creating accessible information on this 

topic for autistic individuals.  
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Although the literature review has highlighted potential strategies preferred by autistic 

populations (such as online media), there is no information on whether such strategies would be 

preferable for information on the topic of substance use and abuse. As such, the purpose of the PhD 

project is to address this area. This was achieved via a single research aim: 

• To develop an educational resource on substance-related topics designed specifically for and 

informed by autistic adults 

 

To achieve this aim, several research objectives were created and are as follows: 

 

• To gather information on the presentation of information autistic adults prefer to engage with 

• To gather information on the substance use-related content that would be of interest for 

autistic adults 

• To gather information on the experiences and feedback of the resource titled, “alcohol and 

drug information for autistic adults (ADIFA) from autistic adults and parents of autistic adults. 
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Chapter Two: Holistic methodology of the PhD Project 

 

Overview 

 

As discussed in Chapter One, the overall aim of the PhD project was to address the lack of 

tailored support or information for autistic adults on alcohol and drug use and related problems. 

The aim of Chapter Two is to detail the methodology used in the project for Stage One and the 

methodological considerations more generally. In order to achieve this, discussions around the 

approach, theories, participants and philosophical position are presented. The chapter then concludes 

detailing the design of the research projects to be conducted. 

 

 

1.0. Approach 

 

1.1. Knowledge to practice gap 

 

The focus of the current project is the development and production of a pragmatic educational 

resource to be used by autistic adults. As highlighted in Chapter One, autistic adults and their family 

members have identified the need for researchers to develop more pragmatic resources and 

interventions (Gotham et al., 2015). However, it is not easy to produce quality research focused on 

pragmatic outcomes, as this type of research presents its own challenges and complications. In fact, a 

gap between knowledge and practice has been identified across different projects and disciplines 

(Lipschitz et al., 2019; Doumas et al., 2019; Sanetti & Collier-Meek, 2019). For example, in their study 
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developing an implementation plan, Kennedy et al. (2020), summarised the knowledge to practice 

dilemma they faced; research had demonstrated the therapeutic potential of exercise for people with 

cancer, but an effective process to connect patients to effective programs was missing. Similarly, 

research has indicated that there is a lack of educational information for autistic adults on substance 

topics, however, autistic adults are only provided with standard resources not tailored or reflective of 

their needs. This highlights the importance in the development of effective processes and resources 

or interventions appropriate for the intended users. In order to bridge the knowledge to practice gap 

and develop an appropriate and usable resource, each decision involved in the methodology needed 

to reflect and address this problem. 

 

1.2. Pragmatic Approach 

 

One of the first considerations needed was in relation to the research paradigm or 

philosophical position. As detailed by Saunders et al. (2015), in their conceptualisation of research 

methodology, the philosophical position or paradigm forms the foundation of the research project 

and details the set of beliefs the researcher and research project employs. The traditional paradigms 

can be considered as opposite ends of a continuum, with positivism at one end and interpretivism at 

the other end (Heeks et al., 2019). They are often described as opposing views. Positivism proposes 

that “reality” exists externally and independently of people, which can be measured objectively and 

can produce generalisations; Interpretivism proposes that “reality” does not exist externally but is 

socially constructed and given meaning by people (Heeks et al., 2019). 

Each position can usually be summarised by the type of measures used, with positivist projects 

usually encompassing quantitative measure and interpretivist projects employing qualitative 

measures. However, neither of these positions fully address the practical focus of the current project. 

A strictly positivist position would not be adequate in incorporating the perspectives and viewpoints 
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of autistic adults, whereas, a strictly interpretivist position would not fully allow generalisability of 

perspectives to inform the specific development of the resource. To develop an appropriate and 

informed resource, a combination of the two positions was required. 

Pragmatism is a philosophical paradigm that can be viewed as a compromise between 

positivism and interpretivism. Pragmatism is concerned with the saliency of thoughts, words and 

situations to address and solve problems (Kaushik & Walsh, 2019). As its name suggests, this paradigm 

is pragmatic in nature and is concerned with using knowledge actively and with purpose, whether that 

be through a function or application, to describe the world in an action-oriented manner, or in the 

discovery between action and knowledge itself (da Silva et al., 2018). The pragmatism paradigm 

originated in the 1900s, primarily from the work of James (1907). In more contemporary literature, 

the pragmatic paradigm has been used successfully in projects where the focus was on an actionable 

production. For example, pragmatism paradigm has been successfully employed in the contexts of 

patient-oriented research (Allemang et al., 2021), social work research (Kaushik & Walsh, 2019) and 

education research (Panerai et al., 2019). Furthermore, pragmatic research does not rely on an 

“either, or” approach to the research measures. Pragmatic research is often mixed methods and can 

combine elements from both qualitative and quantitative measures (Yvonne Feilzer, 2010). Adopting 

a pragmatic paradigm was deemed as appropriate for the current project because the aim of the 

current project (to develop an educational resource) required the gathering of actionable knowledge, 

that could be applied to said development. Additionally, the ability to incorporate a mixed methods 

design would provide the development with actionable research from autistic adults’ perspectives 

that could be generalised and applied to the resource.  
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1.3. Implementational Science 

 

One of the core principles of the current project is the practical application of its findings and 

implementation of knowledge into a fully formed and functional educational resource. As such, the 

approach and methods across the different stages of the project had to appropriately address and 

incorporate this principle. One way to do this was through the considering various frameworks or 

models that can be utilised to support the implementation of the project.  

Implementation science was borne to address how research can be created and used to 

achieve more evidence-based practices (Bauer & Kirchner, 2020). In recent years, more focus has been 

brought to the theoretical bases to implementation and the strategies and frameworks used to 

achieve implementation. Nilsen (2015) discussed the different theoretical models and frameworks in 

this field and created a classification of five groups: process models, determinant frameworks, classic 

theories, implementation theories, and evaluation frameworks. In broad terms, process models are 

concerned with describing and/or guiding the process of translating research into practice; 

determinant frameworks, classical theories, and implementation theories, all focus on understanding 

or explaining what influences the outcomes of implementation; evaluation frameworks provide a 

structure for evaluating implementation endeavours (Nilsen, 2015). 

The current project lends itself to adoption through a process model. This is because the main 

outcome is the development of a fully formed educational resource that has been guided by the 

translation of the knowledge gained and findings produced in the research projects conducted in the 

relevant stages.  

 

 

 



29 
 

1.4. Knowledge to Action Framework 

 

One such process model is the knowledge to action framework also known as the KTA 

framework (Graham et al., 2006). The KTA framework was developed to address the confusing and 

numerous implementation concepts and terminology by creating a conceptual framework that can be 

used/consulted to successfully translate knowledge into sustainable, evidence-based interventions. 

The KTA framework is encompassed by two distinct, but connected components: knowledge creation 

and action cycle (displayed in figure 1). Each of these components contain several phases that overlap. 

The phases can be iterative as each phase of the components can inform the other, can be completed  

separately or simultaneously, and do not require the use of every phase. As the original 

authors state, the phases can be “dynamic…can influence each other” (p. 20; Graham et al., 2006). 
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Figure 1) The Knowledge to Action Framework  

 

 

From Graham et al. 2006. Lost in knowledge translation: time for a map? The Journal of 

Continuing Education in the Health Professions, 26, p. 19. 

 

The knowledge creation component is concerned with the production and synthesis of 

knowledge, becoming more refined, summarised and user-friendly as it moves through the different 

phases. The three phases are knowledge inquiry (obtaining knowledge from primary studies), 

knowledge synthesis (collection and interpretation of results from primary sources within a more 

holistic context), and knowledge creation (tools/products that present synthesised materials into 

user-friendly formats tailored to meet the end user’s information needs). 
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The seven phases in the action cycle outline processes and activities, which are needed for 

successful implementation of knowledge into applied practice (for reference to the current project, 

see figure 2). Identification of the problem is the typical starting point for implementation and involves 

reviewing what is known about the problem/area and whether there is a gap that needs to be 

addressed. Two closely related and crucial phases are adaption of knowledge to local context and 

assessment of barriers/facilitators to knowledge use. These phases involve knowing the audience—

exploring their perspectives and insights into a particular area of knowledge—and what factors can 

inhibit engagement with such knowledge. Of particular importance for these phases are the 

perspectives of the audiences or “stakeholders” who will be the recipients for the implementation of 

the particular knowledge. Another phase is to select, tailor, and implement an intervention to deliver 

the implemented knowledge.  

The intervention itself is not limited by a particular medium or mode and can take the form 

such as: educational (passive or active strategies), organisational or patient directed. Once the 

intervention has been delivered, the use of knowledge can be monitored through qualitative or 

quantitative measures in order to determine whether the intervention has been successful in regards 

to the target audience. The final two phases refer to evaluating the knowledge implementation 

strategy used itself and assessing how or if the knowledge imparted is sustained over a period of time. 

 

1.5. Application of KTA framework within the PhD project 

 

The KTA framework can be applied and considered in all stages of the PhD project. The 

application of the FTA framework and its relation to each Chapter and stage is detailed in figure 2. 
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Figure 2) The Knowledge to Action framework and its implementation within the PhD project 

 

 

In regards to the knowledge creation component of the KTA framework, it can be applied to 

the current project in regards to the development and dissemination of the educational resource for 

autistic adults on the topic of alcohol/drugs. The content for the resource is supplied from primary 

sources (knowledge inquiry), evaluated and combined to create a holistic resource (knowledge 

synthesis), and finally composed into a tailored and user-friendly resource for the use of autistic adults 

(knowledge tools/products).  

The phases in the action cycle are used to help achieve the knowledge creation component. 

The different aspects of the action cycle can be applied in order to provide the current project with an 

over-arching structure, in order to best achieve the aim of developing an educational resource for 

autistic communities. The literature review in Chapter One was used to evaluate the area of 

alcohol/drugs topics in autistic populations and identified the lack of support and information on this 

topic for this population and identified the gap for the PhD project to explore (identify problem – 

identify, review, select knowledge). The purpose of Chapter Three is to understand from autistic 

adults’ perspectives the focus and presentation of content for the proposed resource (adapt 

knowledge to local content) and what would help to engage with such a resource (access barriers to 
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knowledge use). Chapter Four is concerned with the development of said resource, implementing the 

results of the previous chapter (select, tailor, implement interventions). The purpose of chapter five 

is to evaluate the resource by engaging with the target population, autistic adults (evaluate 

outcomes). 

 The KTA framework is an established and highly cited conceptual framework (Field et al., 

2014). While the framework has been used widely, one study that uses this framework is particularly 

relevant as it contains several similarities to the current project. Soloman et al. (2018), looked at the 

development of an online, educational resource to act as a rehabilitation guide for people living with 

HIV. The study employed a three-stage participatory process; stage one involved perspectives from 

clinicians and people with HIV for recommendations on how to best adapt content for people with 

HIV; stage two consisted of the adaptation to the online resource based on the results from the 

previous stage; stage three involved a comprehensive review of the newly adapted resource by people 

with HIV and clinicians (Soloman et al, 2018).  

The authors used the framework to help guide the process for gathering data and in their 

analyses. They found that participants were predominately positive of the resource. They were able 

to provide the resource with information and experiences that they, as the indented user, would find 

useful and engaging. In fact, the authors noted that several participants were either currently using or 

had plans to use the resource developed. One participant had used the resource to find employment, 

another used it to select an appropriate therapist, and several other participants had shared the 

resource within their communities (Soloman et al., 2018). This demonstrates how the KTA framework 

can successfully help develop resources. The authors also noted that the KTA framework was a useful 

way for them as a researcher to conceptualise the steps involved in the stages of development 

(Soloman et al., 2018).  

 

While the target population and topic of the resource may be different, the structure outlined 

by Soloman et al. (2018), is similar to the process outline in the current project. More specifically, both 
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projects begin with gaining the perspectives of the intended users’ pre-development, using the 

findings to develop the resource, followed by gaining the feedback and evaluations of the resource 

post-development from the community intended for its use. The successful use of the KTA framework 

in a research study with a similar approach—in addition to the study reporting favourable experiences 

with its use in delivering a tailored, practical resource—lend credence to the application of the KTA 

framework for the current project.  Consideration of the implementation and application throughout 

the development of an educational resource is crucial to its success. The KTA framework provides a 

practical guide to achieve this implementation.   

 

 

2.0. Educational approach for the resource 

 

In order to provide the most appropriate resource for the intended audience, the educational 

approach needs to be considered. One such approach that could be utilised is a psychoeducation 

design.  

 

2.1. Definition of psychoeducation 

 

Psychoeducation is a well-established approach dating back to the 1980s when it was initially 

introduced as an intervention for individuals with schizophrenia and their families. Anderson et al. 

(1980) argued individuals with schizophrenia are vulnerable to overstimulating environments and 

prone to relapse and as such, required a targeted approach incorporating information about the 

condition. This was thought important in equipping such individuals and their families with the 

knowledge to neutralise the precipitators of relapse and reduce the negative stigma around the 

condition. The components of this approach are as follows: briefing the individual on their condition, 
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problem-solving training, communication and self-assertiveness training, and involvement of family 

members in the treatment process (Anderson et al., 1980). The definition and use of the 

psychoeducation approach have expanded since the 1980s, and whilst no universal definition exists, 

psychoeducation generally refers to the act of imparting knowledge to individuals about a particular 

condition enabling them to acquire competencies to manage a condition (Bonsack et al., 2015). This 

can take the form of simply imparting facts and information for the individual or a more intense 

process aimed at facilitating psychological change for the individual through absorption of the 

information and application to themselves and their lives (Gordon et al., 2015). Additionally, there are 

two different approaches to psychoeducation; active and passive. Active psychoeducation 

incorporates the present involvement of a therapist or “coach” with the individual and/or their family 

during the process, whereas, passive psychoeducation requires the self-assimilation of materials 

provided to the individual and/or their family (Sarkhel et al., 2020). 

 

2.2. Tailored delivery of psychoeducational information   

 

Much like the definition, there is no standard, universal medium of psychoeducation. The 

delivery can vary between conditions and purpose, ranging from group to individual, face-to-face 

through to a smart-phone application (e.g. Hidalgo-Mazzei et al., 2015; Donker et al., 2009). This 

flexibility in delivery offers the opportunity for psychoeducational materials and interventions to be 

tailored or developed specifically in mind of their audience and their potential needs, creating the 

most appropriate and accessible resource necessary. Despite this, research on psychoeducation and 

autism is limited. Most research studies focus on the parents of autistic individuals, sometimes with 

their young autistic children (e.g. Palmer et al., 2020; Patra et al., 2015). However, the few studies that 

did look at the experiences of the autistic individual, were positive. For example, one group-based 

psychoeducation programme on enhancing self-awareness of autism found that participants aged 9-
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14 years old had more general knowledge on autism, greater awareness of their unique strengths and 

difficulties, and did not negatively impact their self-confidence (Gordon et al., 2015). Similarly, an 

educational intervention created for autistic adolescents and young adults (aged 16-25) to educate 

them about autism, resulted in a significant improvement of knowledge from pre-intervention to post-

intervention (Backman et al., 2018). Furthermore, the psychoeducational programme was internet-

based and delivered entirely online. This mode of delivery was found to be highly accessible (Backman 

et al., 2018). This suggests that not only can psychoeducation be a useful and effective resource for 

autistic individuals, but can also allow for greater accessibility through the flexibility of delivery.  

While active psychoeducation may be considered more beneficial in regards to behaviour 

change (Tang et al., 2018), passive psychoeducation is by no means ineffectual. In fact, passive 

psychoeducation can have a modest effect on behaviour or attitude change (Donker et al., 2009), and 

can greatly increase subject knowledge (Bridges et al., 2015). Furthermore, passive psychoeducation 

materials are immensely practical, as they can be easily disseminated, require little cost, and have the 

potential to reach a much greater audience than active psychoeducation (Donker et al., 2009). As such, 

passive psychoeducation can provide a useful starting point for individuals and families who wish to 

seek help or who wish to expand their knowledge of a particular topic. Furthermore, this passive 

resource would be important as a form of self-help or self-advocacy, as many autistic individuals 

indicate a preference for tackling issues on their own and that they should have access to the 

necessary resources to do so (Kronenberg et al., 2015). This is particularly important for sensitive 

topics (such as substance use) as their wishes and desire to live how they want may differ from their 

parents or families wishes (Young et al., 2020). Given that there is no tailored information for autistic 

individuals on the topic of substance use and abuse and their preferences for online material, the 

development and dissemination of a passive psychoeducational resource could be a useful, first step 

in providing support and information for autistic individuals on this issue.    

Psychoeducational practice for autistic individuals with co-occurring ADHD was recently 

discussed within a wider framework by a multidisciplinary group of clinical and academic professions 
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with extensive experience within this field (Young et al., 2020). The expert consensus reported the 

benefit of using psychoeducational interventions and resources in improving the experiences of and 

long-term outcomes for this population, and suggested the use of psychoeducation as an important 

precursor to other interventions, both medical and therapeutic (Young et al., 2020). In support of this, 

Vasa et al., (2016) recommended psychoeducational of symptomology as an important first step and 

precursor to other treatments of anxiety in the autistic youth. This highlights the importance of 

psychoeducation as a first step towards treatment for a variety of different issues.  Additionally, the 

topics of the psychoeducational should be relative to the audience, with psychoeducation for young 

people and adults addressing additional topics of sexual education, pregnancy, and alcohol and illicit 

drug use and consequences (Young et al., 2020). The issue of audience has also been discussed in 

other psychoeducational programmes. For example, in a recent feasibility study for a parental support 

programme, despite parents reporting positive views on the programme, the materials and the 

format, thematic analysis identified that some parents felt parts of the information taught did not 

apply to their autistic child (Palmer at al., 2020). This is due to the heterogenous nature of autism, and 

as such, a one-fit all approach isn’t applicable. This supports the notion that for a psychoeducational 

intervention or resource to be successful, focus on the perspectives of the intended audience should 

be taken into consideration throughout the creation, development, and evaluation of the 

resource/intervention.  

To date, there are no studies explicitly asking autistic adults and their family members on their 

preferences for psychoeducational resources. Studies have looked at feedback from autistic family 

members on a particular psychoeducational resource or intervention, but not asked for their general 

preferences in engaging with such material or the content prior to the resource/intervention being 

created (e.g. Palmer et al., 2020). Additionally, these studies are usually directed towards parents of 

young autistic children, meaning the perspective of autistic adults is neglected. This highlights the 

need for more research to explicitly look into the preferences of autistic families, particularly autistic 
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adults, on psychoeducational resources and interventions at different stages of the process of 

development.    

 

2.3. Psychoeducation & brief interventions 

 

An alternative approach that could be chosen for the current resource is a brief intervention 

design. Brief intervention refers to an intervention or technique that aims to change an unhealthy or 

risky behaviour (such as alcohol consumption) in a structured and client-centred way (Mattoo et al., 

2018). Specifically in substance-related behaviours, brief interventions are based on harm reduction, 

aiming to reduce an individuals’ substance consumption to safe levels (Mattoo et al., 2018). 

Interestingly, brief interventions may contain psychoeducational aspects, but the primary focus is 

inciting or enabling behavioural change from its audience (e.g., Vasko et al., 2019). The length of the 

intervention depends on the design (e.g., single or multiple sessions) and it can be delivered in person 

or through online methods (e.g., Copeland et al., 2017). In their study comparing an online brief 

intervention for cannabis use with a more, extended, feedback-oriented intervention, Copeland et al. 

(2017) found that in the short term, brief interventions were just as effective as longer, more 

reciprocal interventions at reducing cannabis use and related problems. 

As both psychoeducational and brief intervention approaches can accommodate preferences 

for online delivery, more considerations need to be made to select the most appropriate approach. 

Firstly, the literature discussed in Chapter One highlighted that the resource should primarily be 

focused on imparting knowledge as there is a lack of general information tailored for autistic adults. 

The purpose of the resource is not focused on behavioural change but on increasing autistic 

communities’ knowledge on substance use topics. This lends itself more to a psychoeducational 

approach, as the primary goal of psychoeducation is on knowledge and information dissemination 

(Gordon et al., 2015). Whereas, as mentioned in studies on their use, brief interventions focus more 
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on behavioural changes, such as reducing substance use (e.g., Copeland et al., 2017). Secondly, the 

literature in Chapter One clearly emphasised the importance of autonomy and independence in 

accessing and utilising the resource (Sehlin et al., 2018). This aim is more aligned with to a 

psychoeducational approach, as this approach can be delivered actively, such as by a therapist or 

“coach”, or independently, in which the materials/resource can be self-administered and accessed 

independently by the individuals themselves (Sarkhel et al., 2020). Whereas, even online delivered 

brief interventions are typically delivered by a healthcare professional or professional in that particular 

area (Mattoo et al., 2018). As such, the current resource will employ a psychoeducational approach, 

as the focus is on the information/knowledge provided, can be accessed without the use of an active 

“coach” or professional, and can be implemented through an online, internet-based delivery.  

 

 

3.0. Participant Inclusion  

 

3.1. Reflexivity: Perspective of a non-disabled, neurotypical researcher 

 

As highlighted in my introduction chapter, I am a non-disabled, neurotypical researcher. I am 

not autistic, yet I am conducting a research project on addressing the needs of autistic people. 

Additionally, I have never had a substance-related problem, yet I aim to develop an educational 

resource on substance-related problems. This presents its own challenges and difficulties. This is 

because I do not have any “lived experience” of autism or substance-related problems. Lived 

experiences have been found to be a benefit when incorporated throughout the research process 

(Mellifont, 2019). While the perspectives of non-disabled researchers are valid in conducting research 

communities they are not a part of, as Sheldon (2017) states: 
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“They cannot and must not be offered in lieu of people with disabilities being able to conduct 

their research and define their own questions.” (Sheldon, 2017:985) 

 

In order to develop an appropriate and successful psychoeducational resource for autistic 

adults, consideration in my interactions with the community is crucial. In their research Ostrove et al. 

(2019), interviewed disabled people exploring the qualities they used to described effective non-

disabled “allies”. The themes conceptualised for non-disabled researchers to embody were 

trustworthiness in their understanding of their disability identity, effective communication. 

willingness to learn, and the ability to make personal connections (Ostrove et al., 2019). In accordance 

with this guidance, the medium of participation and the incorporation of autistic communities within 

the current project need to reflect their needs.  

 

3.2. Autistic Adult Centred Research 

 

One of the core principles of the current project is the emphasis on the perspectives and 

engagement of autistic communities. One way this can be achieved is through the mode of delivery. 

Recruitment of autistic adults can be hindered if the mode of delivery selected is not preferred or 

favoured by the autistic individual. For example, Clarke et al. (2016), reported difficulty in conducting 

traditional, in person interviews with autistic adults. This was due to the verbal format of the interview 

and the challenges this posed to participants in articulating their experiences within such a format. 

This has been replicated by others meaning additional challenges in recruitment may be present if 

solely face-to-face methods are employed. As the current project attempts to address the needs of 

autistic communities, their preferences and needs involving participation should be acknowledged 

and incorporated. For example, autistic adults themselves stated their wish for being able to 
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communicate through the written word instead of spoken, meaning flexibility in approach is needed 

(Nicolaidis et al., 2015). 

A second issue for consideration is whether the methodology is appropriate for the intended 

age group of the population being recruited.  The methodology typically used in research exploring 

autism in childhood, may not translate to studies with autistic adults. For example, in studies with 

autistic children, parents or guardians are often used to act as a proxy for their children, however, 

using a proxy for adults creates significant ethical concerns, questions the validity of the research 

being conducted, and disenfranchises those autistic adults (McDonald & Raymaker, 2013). Instead, 

parents of autistic adults should not be included as a proxy for their child, but for their own unique 

perspectives and experiences. This is because parents can provide a unique perspective as they have 

often had to face battles to access support for their autistic child, in addition to having to navigate 

support and information independently (Crane et al., 2015; Carlsson et al., 2016). Furthermore, 

research has suggested family members are important in autistic adults’ social networks and sources 

of support (van Asselt-Goverts et al., 2015; Marsack & Samuel, 2017). The current study will benefit 

from the inclusion of parents of autistic adults; however, their experiences and perspectives should 

be treated as their own and not on behalf of their autistic child. 

The disenfranchisement felt by autistic individuals around their involvement in research has 

led to calls for more inclusive and more considered methodological choices (Chown et al., 2017). For 

example, autistic researchers and scientists are expressing their experiences and challenges within 

their chosen fields, and suggesting frameworks and practices that can better support autistic people. 

For example, a pragmatic framework was developed from the experiences of autistic scientists on 

providing inclusive support for autistic and neurodivergent geoscientist students (Kingsbury et al., 

2020). This consideration is not just for scientists and researchers but also for the recruitment and 

involvement of autistic adults outside of academia. A recent review highlighted empowerment in 

research as crucial to autistic communities and a central part in the motto “nothing about us without 

us” (Cascio et al., 2021). The authors argued that this can be achieved by giving autistic research 
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participants options in how to be involved (such as different formats in participation and choices 

through informed consent) and helping to shape the processes and contexts of research projects (such 

as enabling autistic co-researchers).  

As interest in research regarding autistic adults increases, guidelines on the involvement of 

autistic adults in research is sorely needed. In response to this need, Nicolaidis et al (2019), conducted 

an institutional ethnography of their participatory projects involving autistic adults in order to create 

practice-informed guidelines/recommendations for including autistic adults as co-researchers, 

research participants, or both. This ethnography resulted in seven guidelines to promote the 

successful inclusion of autistic adult co-researcher, and six guidelines for inclusion of autistic adults as 

research participants. 

In order for the inclusion of autistic communities to be successful, consideration needed to be 

made on the extent of their involvement. Participatory research (also known as action research), is a 

methodological principle concerned with the extent of connection between the researcher and the 

relevant communities they wish to engage with (den Houting et al., 2021). It refers to the extent the 

views of the community are incorporated into the research design, process and implementation. 

Arnstein’s ladder of participation (1969) is a metaphor that helps illustrate the stages of participant 

engagement, with the ladder representing the stages of “power” starting from no power (e.g., having 

a theory applied to your community), to moderate power (e.g., participation and consultation of your 

community), to complete power (e.g., community co-researcher). In time, this metaphor has been 

adapted (e.g., Hurlbert & Gupta, 2015) and the stages of the ladder challenged (e.g., Tritter & 

McCallum, 2006), yet it still remains a useful metaphor in understanding community engagement 

across disciplines (Slotterback & Lauria, 2019).  

In terms of research with autistic communities, participatory research has been identified as 

an important and valid methodological approach (Fletcher-Watson et al., 2018).  

For the current project, the experiences and perspectives of the autistic community will come 

from autistic participants and not co-researchers. This is for several pragmatic reasons: firstly, while 
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the research suggests substance use and addiction are an issue for autistic communities, there is a 

lack of perspectives from autistic communities themselves on whether a tailored educational resource 

is needed; secondly, as an unknown, neurotypical researcher, I have limited connections with the 

autistic community; thirdly, I am not able to offer any funding for potential co-researchers, meaning 

they would not be compensated financially for their work. As such, the focus of the current project is 

to engage autistic communities as participants. While the positive aspects of all forms of participatory 

research are in autistic contexts, it remains relatively uncommon or misunderstood (den Houting et 

al., 2021). This suggests that implementation of guidance or frameworks for good practice are needed 

in order to achieve meaningful and respectful participation. 

 

3.3. Guidelines specific to autistic adults as research participants 

 

The guidelines discussed were developed by Nicolaidis et al., (2019), from their experiences 

conducting participatory research with autistic participants. The first guideline for the successful 

inclusion of autistic adults as research participants is to avoid the risk of undue influence and 

exploitation while maximising autonomy and inclusion. Of particular note regarding this guideline is 

the attainment of informed consent. The authors emphasis not to make assumptions on assessments 

needed to obtain informed consent, specifically that a diagnosis of autism is not conducive with an 

assessment for decisional capacity. These decisions should not be automatic or default but should be 

considered depending on different factors relating to the study (e.g., level of risk and complexity), the 

participant (e.g., communication skills and co-occurring conditions), and the consent process itself 

(e.g., accessibility of materials). Completing research under assumptions about decisional capacity and 

autism risk offending, alienating and disengaging autistic adults from participation in such research 

studies.  
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The second guideline is to make the consent process as accessible as possible. This can take 

the form of adaptions to the content of the consent form or the medium of delivery. For example, 

adapting the type of language used (making it simpler and more concrete), adding images, or providing 

audio, text-to-speech versions are all useful in increasing accessibility. Additionally, the adjustments 

needed may be based on the factors of the sample targeted for participation. Adapting the medium 

for completing the consent form is also useful, particularly in providing a way to complete the form 

online. 

The next guideline refers to the mode of participation, with suggestions to offer multiple 

modes of participation in order to maximise inclusion of autistic participant with differing strengths, 

preferences and needs. In regards to qualitative measures, suggestions are made for providing 

participants with both synchronous and asynchronous options, and oral or written options. By offering 

variety in the mode of participation—particularly with the option for oral or written preferences—this 

could help ease the difficulties some autistic adults experience in qualitative methods and support 

inclusion in and engagement with the research project. 

The fourth guideline concerns quantitative methods, recommending not to make assumptions 

that survey instruments validated with general populations, caregivers, or child are valid for the use 

with autistic adults. The need for adaptions should be considered, and if modified, the instrument 

should re-test its psychometric properties. Suggested changes might be to adjust the language, either 

through the adoption of a preface, substitution of difficult vocabulary or terms, or adding graphics to 

help clarify complex problematic response answers. 

The next guideline relates to qualitative methods, emphasising the creation of accessible 

interview guides. This relates to the content of the questions (avoiding abstract in favour of concrete 

questions), the delivery of such questions (providing participants an option to review the questions in 

advance) and clarity in what is required (including a preface on the process of the interview). By 

incorporating such recommendations, it may help to ease feelings of unknown some participants may 

be experiencing and aid understanding of any expectations. 



45 
 

The final guideline is to only use proxy reporters if direct participation is not possible, even 

with accommodations and supports. The authors state there should be a clear distinction between a 

supported participant (autistic individual who completes the study with help from a supporter) and a 

proxy (supporter completes the study with minimal input from the autistic individual). Additionally, 

supporters should be given the opportunity to express their own perspectives separately from the 

individual they are supporting, and proxies should be given a separate survey or questions from other 

participants. As mentioned previously, unnecessary use of a proxy who speaks for an autistic adult can 

be detrimental to both the research study and the autistic individual. 

 

To summarise, the perspectives and inclusion of autistic adults themselves is fundamental to 

the success of the current project. Recruitment of autistic adults may face additional challenges, 

meaning that in order to successfully recruit participants from this population, all methodological 

approaches and designs should be conscious of potential challenges and give great consideration to 

the guidelines highlighted in this section. 
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4.0. Current project’s design 

 

4.1. Qualitative Design 

 

As the focus is pragmatic, in both approach and purpose, the methodological design used in 

the proposed studies needed to be addressed. The design needed to allow for the information 

gathered from autistic adults and parents of autistic adults to be interpretated and implemented 

practically into the development of the psychoeducational resource. In order to achieve this, a 

qualitative descriptive design was selected. This design allows the participants to express their 

experiences, preferences and needs in their own words, which can be interpretated pragmatically, for 

the development and improvement of the psychoeducational resource.    

Qualitative descriptive methods have been described as a “level 1 research endeavour” (Brink 

and Wood, 2001; p. 85) that lack the depth and complexities of the more established qualitative 

methods (Pasque et al., 2012). However, this characterisation risks undermining the practical and 

flexible nature of this method. Qualitative description provides insights from the individuals 

themselves experiencing the phenomenon that ventures to stay true to their words and are often 

used in consultation for the development of relevant interventions or resources. Additionally, as 

Kahlke (2014) remarks, rigorous adherence to prescribed and “approved” methodologies relies on the 

assumption that there can be an original, correct or true methodology, which is undoubtably false. In 

fact, all methodologies are subject to theological divisions, debates and shifts and researchers should 

not be pressured to select a particular methodology at the expense of the aims and objectives of the 

research being conducted. 

While qualitative description is popular within and most often associated with nursing and 

midwifery fields, it has been successfully implemented in other disciplines. For example, one study 

used a qualitative descriptive approach was used to explore the experiences and information needs 
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of families with children with Down syndrome in regards to their communication development (Melvin 

et al., 2019). Another study used a qualitative description method to explore how the self-care of 

patients with chronic obstructive pulmonary disease can be influenced by group education (Mousing 

& Lomborg, 2012). Burnette et al. (2019), employed a qualitative descriptive approach to examine the 

coping strategies used by cancer survivors for depressive symptoms. Studies such as these highlights 

how qualitative description can be appropriately utilised in a variety of different contexts and 

disciplines. Additionally, in all of the studies mentioned (Melvin et al., 2019; Mousing & Lomborg, 

2012; Burnette et al., 2019), the findings were used practically to either help inform the development 

of, implications for, or additional strategies to compliment resources or interventions. This further 

supports qualitative description as an appropriate and suitable method for studies with a focus on 

practical applications of their findings. 

 

 

5.0. Summary of the methodology 

 

The central methodological issue to address in the development of the current project was the 

practicalities behind the translation of knowledge into practice. This was achieved through the 

selection of a paradigm (pragmatic paradigm), the incorporation of an implementational framework 

(KTA), the selection of an appropriate educational definition of the resource (psychoeducation) 

clarification of the extent of participant inclusion (autistic adults and parents of autistic adults), and 

the selection of an over-arching design (qualitative descriptive design). 

The next step for the current project is a pre-development research study, in which the 

preferences for the resource are gathered. 
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Chapter Three: Findings from Stage One on Informing 

the Development of an Educational Resource 

 

 

Introduction 

 

The purpose of this chapter is to gather information from autistic adults and parents of autistic 

adults, with the aim of implementing their suggestions into the development of a psychoeducational 

resource. This was achieved through a qualitative survey-interview and analysed using content 

analysis. This chapter describes the methodology used in the study, and the two stages of analysis, 

which are split into part A and part B.  

 

 

Methods 

 

Study Objectives and Design 

 

The objectives of the current study were as follows: 

• To gather information on the presentation of information autistic adults prefer to engage with 

• To gather information on the substance use-related content that would be of interest for 

autistic adults would be 
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In order to achieve this, a qualitative design was employed. Data was collected through 

structured interviews, which could be delivered in a variety of different ways depending on the 

preferences of the participant. The interview questions could be completed through instant 

messenger (i.e., Microsoft Teams, Skype, WhatsApp), by email, or through an online qualitative 

survey. The decision to provide a variety of different ways to participate, particularly through the 

provisions of both traditional audio mediums (i.e., online audio messengers like Microsoft Teams) and 

written mediums (email, survey, text-based online messengers), was made to accommodate for the 

preferences of autistic adults. As discussed in Chapter Two, accommodations such as providing the 

participant different choices in how to participate can help to make a research project more accessible 

for autistic participants and increase the sample size. 

As the interview could be delivered in both traditional audio formats as well as written 

formats, the questions needed to accommodate this flexibility. Fundamentally, the questions used 

were the same (see Appendix 1). As the questions were developed for use in an online qualitative 

survey, consideration for content that would be appropriate for this medium was needed. From their 

experiences conducting qualitative surveys online, Braun et al., (2021), described several principles 

for good survey design. They proposed that qualitative survey questions should be clearly stated and 

contain concrete meaning. Using this guidance, the questions were developed to be easy to be clear 

and contained further information or clarification should the participant require it (e.g., examples of 

the topics or answers: see Appendix 1).  

 

 

Participants 

The project aimed to recruit autistic adults for participation. This included autistic adults who 

also had co-occurring ADHD or a mild learning disability. All genders and ages (aged 18 or over) were 

welcome to participate. The inclusion and exclusion criteria for the project are displayed below. 
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Inclusion criteria: 

• Autistic adults aged 18 or over 

• Autistic adults with ADHD, a mild learning disability or without either 

• Individuals who choose to take part and opt in 

• Adults who can read and understand the consent form, information sheet and 

survey/interview questions 

• Adults who live in the UK 

 

Exclusion criteria: 

• Children, adolescents and anyone under the age of 18 regardless of whether they are 

autistic or not 

• Neurotypical adults 

• Autistic adults with a moderate to severe learning disability  

• Those who lack the capacity to choose to take part and opt in 

• Adults who cannot read at a sufficient level to understand the relevant information 

• Adults who live outside of the UK 

 

Autistic adults did not have to have an official diagnosis of autism. This was for two reasons. 

Firstly, as the main method of participation was through online mediums, screening for diagnosis 

would be difficult to achieve, particularly for the online qualitative survey. Secondly, the need for an 

official, medical diagnosis of autism would not align with the aims of the project. This is because the 

aim of the project was to identify areas that could be implemented in the development of an online 

educational resource for autistic adults. The resource itself would not require a diagnosis of autism to 

access it and is designed for all autistic adults to use, including those who may self-identify as autistic. 

Therefore, screening was not a prerequisite for participation. 
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Participation included autistic adults with co-occurring conditions, namely ADHD and mild 

learning disabilities. As discussed in Chapter One, autistic adults with ADHD have been identified as 

being at an increased risk of substance use and related problems. Additionally, autistic adults with a 

mild learning disability may not be at an increased risk of substance use and related problems but may 

require additional support for substance-related problems. As the educational resource was 

developed for all autistic adults, perspectives of those with co-occurring ADHD and/or mild learning 

disability would be invaluable in developing a resource that can cater to autistic adults as a whole. 

Participants were a volunteer sample and did not receive any form of reimbursement. 

Participants were recruited via autism-related charities and organisations with each acting as a 

"gatekeeper" for the autistic populations. This meant that charities and organisations approached for 

promotion of recruitment material were each consulted by the researcher to discuss whether they 

thought the study will be appropriate for their members/audience. The recruitment media was 

distributed on behalf of the researcher by the relevant charitable organisation and depended on the 

discretion of the organisation. Of the organisations approached, only a few charities declined to 

promote the project. The reasoning behind their decision was that they were a small organisation 

and/or had a policy not to promote any research projects as they received too many requests.  

The largest charity to take part in promotion of the project was the research charity, 

“Autistica”. In order to take part, an additional ethics process had to be undertaken and reviewed by 

the charity itself. The project was accepted and promotion took the form of an invitational email 

containing the details of the project sent on behalf of the researcher to members of the “Autistica 

Network”. This network is comprised of autistic people and family members of autistic people, who 

have indicated an interest in research on autism-related topics and agreed to be notified of potential 

research projects. 
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Procedure 

 

Potential participants were first contacted through recruitment material (an invitational email 

or notice) sent on behalf of the researcher by an autism-focused charity or organisation. The 

invitational email contained the details of the project, including the rationale of the project, the modes 

of participation, the participant information sheet (Appendix 2), and the contact details of the 

principal researcher. If the individual was interested in participation, the recruitment material 

informed them of the different modes of delivery they could select to participate (instant messenger, 

email, or online survey) based on their preferences. The procedure for the interview differed on which 

mode of participation was selected by the participant. 

 For both the instant messenger interviews (both audio or text-based) and the email 

interviews, the participant first needed to contact the principal researcher through the details 

provided in the recruitment material to convey their preferences. 

For the instant messenger interview, the researcher and participant had to agree on the time 

and date the interview was to occur and which messenger application to use. The participant could 

select a video call or audio call (i.e., Microsoft Teams) or a text-based messenger (i.e., WhatsApp). 

Once the time, date and medium were agreed upon, the participant was sent a consent form to sign 

and send back (Appendix 3). The researcher must have received a completed consent form before the 

interview could take place. However, as noted in the descriptive analysis of demographic questions 

section (pages 69-70), none of the participants selected an instant messenger interview. If a 

participant had selected this mode of delivery, the interview would be synchronous in nature and 

would have taken place on the agreed time and date for approximately 30 minutes. Once completed, 

the participant would have been thanked for their time and reminded of how they could get in contact 

with the researcher should they need to (e.g., if they wished to withdraw their data). 

 



53 
 

For the email interview, once the participant had contacted the researcher and stated their 

preference for this mode of delivery, the researcher emailed them the consent form (Appendix 3). The 

email interview was asynchronous, participants were not required to agree a time and date for the 

interview and could complete it in their own time. Once the consent form was signed and emailed 

back to the researcher, the participants then received an email that contained the interview questions 

in full. The questions were sent in full, instead of a certain number per email, as this would encourage 

completion of all questions and reduce the risk of participants not responding. Participants were 

encouraged to consider the questions and answer at their own pace. Once all questions contained in 

the email were answered and returned, participants could receive another email with questions 

formed around their previous answers. This was designed to encourage deeper understanding specific 

to each individual as these questions will not be formed before the interview takes place and will differ 

between participants. Once these questions had been answered and returned, one final email was 

sent informing participants that the study was completed, thanking them for their participation, and 

informing them on how they could get in contact with the researcher should they need to (e.g., if they 

wished to withdraw their data). 

If the participants were interested in the online qualitative survey, they first needed to click 

on the link provided in the recruitment material, which took them to the “Online Surveys” site that 

hosted the survey. Participants were presented with a screen detailing the study and providing a link 

to the participant information sheet. As in the recruitment material, participants were encouraged to 

read the sheet and take the time to consider whether or not to take part (recommendation of 24 

hours). If they decided to continue, participants were then presented with a screen containing the 

consent form (Appendix 4). If participants wished to continue with the survey, they had to agree in 

full to the consent form. If they wished to consent, they checked the “I Agree” button at the bottom 

of the screen, which would then take them to the survey’s questions. If they did not consent and 

checked the “I Disagree” button, they were returned to the introduction screen of the survey. The 

survey’s questions consisted mainly of free-text boxes for participants to write their responses, with 
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some questions containing multiple choice tick box answers. The survey contained 12 questions in 

total and were fundamentally the same questions asked in the other modes of delivery (see Appendix 

1). The survey was designed to take approximately 10 minutes to complete.  

The start time and date, as well as the completion time and date, were taken from the survey 

site (see Appendix 5 for a full table of the times and dates). However, it is difficult to ascertain how 

long it took for participants to complete the survey, as the times and date only relate to the start and 

completion of the survey, and not the time spent by participants on the survey. Additionally, the 

survey contained a “complete later” option. This is evident when looking at the range of times, with 

the shortest time of 4 minutes to complete and the longest time of three days, 17 hours and 44 

minutes to complete. The average completion time of respondents who completed the survey on the 

same day was 22 minutes.   

Once each question was answered, the participants were presented with the final end screen. 

This screen informed participants that the study was completed, thanked them for their participation, 

provided a unique participant code, and information on how they could get in contact with the 

researcher should they need to (e.g., if they wished to withdraw their data).   

 

 

Ethical Approval and Considerations 

 

Ethical approval for the current study was gained from the Ethics Committee of Manchester 

Metropolitan University (Appendix 6). 

 

Informed Consent 

One of the participant groups approached for the study was autistic adults with a co-occurring 

learning disability. This potentially raised issues regarding informed consent and capacity. However, 
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of this population, only adults with mild learning disabilities were targeted for participation, and this 

was specifically mentioned in the recruitment material and participant information sheet.  

As the study was promoted online via relevant charity sites and organisations, it was not 

practical to assess the capacity of participants with a learning disability. However, online organisations 

and charities approached for promotion of recruitment material each consulted with the researcher 

to discuss whether they thought the study was appropriate for their members. For example, if upon 

discussions with a particular charity, the charity stated that they work more with autistic adults with 

severe learning disabilities, the project would not be promoted through such charities. This was done 

to ensure that the appropriate groups of adults were exposed to the promotions for the study.  

Additionally, simply not allowing those with a learning disability, or having particular 

parameters around autistic adults in general, presents its own set of ethical issues. Adults have the 

right to determine for themselves whether they wish to take part in research, and they should not be 

excluded because they are autistic or have a learning disability. Additionally, participation required a 

certain level of cognition to be able to read and understand the materials. As long as the adults were 

able to read and understand the information provided (information sheet, consent form, questions), 

and fulfil the inclusion criteria they were allowed to participate.  

All participant had to sign a consent form if they wished to participate. For individuals wishing 

to take part by email or instant messenger, they were sent a consent form to sign and return (Appendix 

3). For the online qualitative survey, the consent form required participants to indicate their 

agreement through a check box (Appendix 4). 

 

Right to Withdraw 

Participants were made aware that they could withdraw their data at any time and without 

requiring a reason, before the completion date of the study (30/06/2020). Participants who completed 

the study via the online qualitative survey were automatically given a unique participant number upon 
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completion. If they wished to withdraw their data, they would use the contact details provided on the 

recruitment material, information sheet and first page of the survey to contact the research, relate 

their unique number and ask for their data to be withdrawn. Participants who took part via email or 

instant messenger simply used the details already provided to contact the researcher and inform them 

of their withdrawal. Once the request was made, all data relating to the respective participant was 

destroyed. 

 

Confidentiality and Anonymity 

A number of considerations were made to ensure confidentiality and anonymity of the 

participants and their data. Recruitment adverts were sent on behalf of the researcher by related 

charities. The research did not have direct access to any databases or details. Participants needed to 

make first contact if they wished to find out more or participate. Data collected via the online 

qualitative survey was anonymous in nature, as participants were asked not to provide any contact 

details (e.g., name, email address) and were automatically assigned a participant number upon 

completion of the survey. For email and instant messenger interviews, email addresses and any 

phone/application details were destroyed upon completion of the PhD. Participants were also given 

pseudonyms, with any quote included in the final report only being identifiable by the researcher and 

the participant themselves. All data was kept in a security protected computer that was only accessible 

by the researcher.  

 

Consideration of Distress 

Although the current study was considered low risk—as questions pertaining to personal 

experiences of drugs and/or alcohol use and/or disorders were not included—efforts were made to 

ensure participants had access to appropriate care should they become distressed. This was done by 
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providing participants with contact details of relevant services (e.g. NHS, National Autistic Society) and 

the researcher flagging any potentially vulnerable person (anonymously) with their supervisors. 

 

Analytic Approach 

 

The analytical approach chosen was qualitative content analysis. Qualitative content analysis 

is flexible in its design and procedure (Elo & Kyngäs, 2008), meaning that this approach is suitable for 

use within the current project.  

According to Hsieh & Shannon, (2005), qualitative content analysis can embody three distinct 

approaches: conventional, directed, or summative. The conventional approach is usually employed 

where there is little previous research and is inductive in nature, meaning the categories created from 

the data and are not preconceived. The directional approach is the opposite, in which categories are 

derived from previous theory and are deductive. The summative approach involves first identification 

and quantification of certain words or context within the data. This is then used as a basis for a more 

latent analysis, in which the focus shifts to interpreting the meaning and context of the words or 

content (Hsieh & Shannon, 2005). 

Qualitative content analysis has been successfully used to analyse interview data. For example, 

Burnette et al. (2019), used qualitative content analysis to analyse interviews from cancer survivors 

on coping with depressive symptoms. This was a successful approach as it allowed the analysis to be 

data-driven and stay true to the perspectives voiced by the participants. This resulted in a greater 

insight on the topic and the development of practical, clinical suggestions. 

The current project employed a summative qualitative content analysis approach, as this 

provided the analysis with a clear structure for developing pragmatic areas that could be implemented 

in the development of the educational resource. Additionally, this approach allowed for the 

implications identified to be data-driven and led by the perspectives of autistic adults themselves.  
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Results 

 

A.0. Summary of Demographics and Summative Analysis of Data 

 

A.1. Descriptive Analysis of Demographic Questions 

 

The participants for the current study consisted of autistic adults, including those with co-

occurring ADHD. The current study contained three demographic questions, age, gender and presence 

of particular co-occurring conditions (ADHD and Learning disabilities). Furthermore, participants had 

a choice of how they wished to participate in the study, through an online survey, by email or by 

instant messenger. The descriptive analysis for these demographic questions and choice of 

participation was compiled into a table (see Table 1 below). 
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Table 1) Table 1 depicts the descriptive statistics for the three demographic questions, age, 

gender and co-occurring conditions, in addition to the choice of delivery respondents used to 

participate in the study. 

Age (years) Gender 

(number of 

participants) 

Co-occurring 

Conditions (number of 

participants) 

Choice of 

Delivery (number 

of participants) 

Mean – 42 Male – 19 Autism – 47 Online 

Survey – 57 

Range – 49 Female – 39 Autism & ADHD – 

12 

Through 

Email – 2 

Total 

Responses – 57 

Total Responses 

– 58 

Total Responses – 

59 

Total 

Responses – 59 

 

The sample size of the current study was 59 participants, who either identified as autistic (47 

participants) or autistic with ADHD (12 participants). This was considered to be a good sample 

considering the difficulties previous research has had in recruiting autistic adult participants for 

qualitative studies (e.g., Clarke et al., 2016; McDougall et al., 2018). This sample was also comfortably 

within the expected range of up to 100 participants recommended by Braun & Clarke (2021) for 

qualitative questions included in online studies. Additionally, the current study included autistic 

participants with co-occurring conditions, specifically ADHD and learning disabilities. None of the 

respondents identified as having a co-occurring learning disability but 12 participants identified co-

occurring ADHD. This is important because research suggests autistic individuals with co-occurring 

ADHD may be at an additional risk of substance related problems (e.g., Butwicka et al., 2017), 

however, previous studies usually focus one group or the other and not the perspectives of both (e.g., 

Clarke et al., 2016). 
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The youngest participant was 22 years old, and the oldest was 71 years old, resulting in an age 

range of 49. There were two participants who chose not to indicate their age. The mean age for the 

57 participants who did respond was 42 years. The majority of the participants chose to complete the 

study’s questions through the survey (57 participants) compared to the 2 participants who chose to 

participate through email. Additionally, the majority of participants identified themselves as female 

(39 participants), whereas, there were 19 respondents who identified as male. This is typically unusual 

in autistic studies, as respondents are typically skewed toward male participants and male 

perspectives (Beggiato et al., 2017). One individual did not wish to state their gender. 

 

 

A.2. Descriptive analysis of questions 

 

The study contained six closed questions. Three of these questions had predetermined, 

categorical answers for participants to choose from (e.g., Do you prefer to access information and 

support online or in person?). The other three were free-text responses in which the question was 

determined to be fairly closed (e.g., who would you feel comfortable talking about drugs and/or 

alcohol?), with each of these questions followed by a free-text open-ended question asking for more 

information about their choice (e.g., In what ways, if any, does this person/source help you to feel 

comfortable talking about this topic?). These follow up, open-ended questions are not included in the 

descriptive analysis below, as they form part of the qualitative content analysis to follow. The 

descriptive results for each of the six questions are displayed in the following table (Table 2). 
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Table 2) Table 2 displays the responses to the closed questions, by number of participants 

who chose each response and percentage of frequency against the total number of respondents. 

Question  Frequency of 
Responses Chosen by 
participants (and % of total) 

Total Number of 
Respondents 

Do you prefer to access 
information and support online 
or in person? 

In Person – 10 (17%) 
Online – 42 (71%) 
Other – 7 (12%) 

59 

What format would you 
prefer? (Multiple options 
available) 

Bullet point of facts – 
47 (80%) 

Pictures & diagrams – 
42 (71%) 

Facts & figures – 42 
(71%) 

Video content – 26 
(44%) 

Leaflet – 25 (42%) 
Blogs – 10 (17%) 
Other – 4 (7%) 

59  

Have you ever accessed 
educational material (online or 
otherwise) on alcohol and/or 
drug information and/or 
support? 

Yes – 46 (78%) 
No – 13 (22%) 

59 

What kind of material 
was it? 

Online – 28 (61%) 
Leaflets – 11 (24%) 
Other – 10 (22%) 
Articles & Journals – 5 

(11%) 

46 

Who would you feel 
comfortable with talking about 
drugs and/or alcohol? 

Professionals – 21 
(36%) 

Family – 13 (22%) 
Friends – 12 (20%) 
Anyone – 12 (20%) 
Other – 10 (17%) 
Lived experiences – 6 

(10%) 

59 

Where would you go to 
find more information on or 
support with drugs and/or 
alcohol? 

Online – 38 (64%) 
Local services – 22 

(37%) 
Other – 10 (17%) 

59 
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The descriptive analysis of these questions indicated the use of online materials was the most 

prevalent delivery discussed by the participants across the questions. Specifically, participants 

preferred to access information and support through online delivery (42 participants, 71% of the 

group), had previously encountered information or support through online delivery (28 participants, 

61% of the group), and would use online delivery to find out more information or support with alcohol 

and/or drugs (38 participants, 64% of the group). 

This finding is not surprising, as it is in line with the wider literature. Autistic individuals have 

stated the benefits of communicating through and by online delivery, including being able to express 

their true selves, locate and communicate with similar others, and acting as an avenue for self-

advocacy and control (Jordan, 2010; Gillespie-Lynch et al., 2014). 

Another key finding from the analysis of these questions was in relation to preferences for 

formatting. Participants could choose multiple formats that they preferred to engage with, the most 

prevalent preference was bullet point of facts (80% of respondents), closely followed by facts and 

figures (71% of respondents), and pictures and diagrams (71% of respondents). This was then followed 

equally by video content (44% of respondents) and leaflet or leaflet-style (42% of respondents). Lastly 

were blogs (17% of respondents) and other formats (7% of respondents), which when specified, 

related to audio content and information of longer length. This suggests that the majority of 

respondents prefer information to be presented simply, clearly and concisely as those formats that 

emphasised a summary of information were preferred (e.g., bullet points).  

This finding is understanding, as many autistic individuals have lower levels of higher-level 

linguistic structural language skills than non-autistic individuals—regardless of gender—when 

measured (Sturrock et al., 2020). This may help to explain why many autistic individuals prefer to 

engage with more direct, clear formats. Furthermore, presenting information in such a manner as this 

has been seen to be beneficial within the wider literature. For example, curriculums for autistic 

students that incorporate direct language and instructions were found to be more educationally 

beneficial and see sustained longitudinal effects (6-8 months after the intervention) than students 
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who were not exposed to such curriculums (Shillingsburg et al., 2015). This highlights the need for 

clear, direct formats to be employed if the information contained within the educational resource is 

to be engaged with and absorbed by autistic audiences. 

 

A.3. Summative qualitative content analysis of questions 

 

The remaining eleven questions were open-ended with free-text responses (for example, 

“What appeals to you about accessing information this way?”). The data in each of these questions 

was analysed using qualitative content analysis.  

The approach began with an inductive, summative approach, where frequencies for related 

key words were identified from the data set and categorised under initial meanings (Hsieh & Shannon, 

2005). This was conducted by hand, by the researcher, and the results were then complied in a table, 

with each keyword given a percentage indicating the frequency of appearance (see Table 3 below).  
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Table 3) Table 3 depicts the key word frequency analysis conducted by the researcher on the 

qualitative questions, with the frequency displayed as a percentage. 

Question Keywords Identified and the Percentage 
Present 

Number 
of respondents 

What appeals to you 
about accessing information 
this way? 

Social interaction not required – 32% 

Ease of access – 30% 

Autonomy – 30% 

Process at own pace – 18% 

Online for information, in person for 
support – 7% 

 

59 

Are there any 
particular reasons you prefer 
this(these) formats? 

Clarity & simplicity – 36% 

Easy to read, digest & access – 34% 

Visual format – 21% 

Variety – 19% 

Written format – 13% 

Loss of concentration & distracting – 13% 

 

49 

Can you tell me 
about your experience with 
it, including what, if anything 
was helpful or unhelpful? 

Interesting, practical or informative – 
23% 

Neurotypical audiences, not focused on 
autism – 16% 

Focus on quitting & bias agendas – 9% 

 

45 

In what ways, if any, 
does this person/source help 
you to feel comfortable 
talking about this topic? 

Non-judgemental – 27% 

Understanding – 16% 

Knowledge & experience – 16% 

Trust – 15% 

Confidentiality & anonymity – 15% 

 

57 

Can you explain your 
reasoning behind choosing 
this(these) sources? 

Ease of access & delivery – 15% 

Trustworthy – 12% 

54 
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Anonymous & confidential – 10% 

In what ways, if any, 
would having information on 
alcohol/drugs help you to 
access help from 
alcohol/drug services if you 
needed it? 

Provide practical avenues – 29% 

Help identify & assess when/if 
alcohol/drug use is problematic – 25% 

Specific information relating to autism – 
20% 

 

51 

What do you think 
would be particularly helpful 
or useful in an online 
resource about drug and 
alcohol information and 
support? 

Practical support & techniques – 41% 

The processes of drugs/alcohol – 29% 

Autism specific information – 25% 

Perspectives of those with lived 
experiences – 16% 

Clarity & usability – 11% 

 

56 

Is there anything else 
that you think is important 
for me to know about 
creating an online resource 
on this topic for those with 
autism? 

Clear focus on autism – 42% 

Language use – 22% 

Mindful of stigma & judgement – 10% 

 

50 

 

The key words identified in this summative analysis were varied, but related to one of the 

categories listed in the table. 

One category of key words related to judgement. The analysis identified non-judgemental 

attitudes as the most prevalent key word used to describe why they would feel comfortable talking 

with a particular person/source (27% of respondents). Additionally, the key words of stigma and 

judgement were included by a number of respondents when asked if there was anything not covered 

by the study’s questions that is important. Respondents also included key words on biased agendas 

and focus toward a particular point of view as unhelpful in previous experiences of educational 

resources. 

Another category of key words found across the questions was around practical support. 

Practical support was the most prevalent key word identified by respondents for inclusion in the 
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resource (41% of respondents) and as a helpful aspect of the resource for accessing services (29% of 

respondents). Additionally, positive previous experiences of educational material on alcohol/drugs 

identified practical support as a key component (23% of participants). 

 

 

B.0. Contextual Discussion of Themes from the Qualitative Questions 

 

The purpose of the following analysis was to further explore the categories of key-words 

identified via the summative analysis compiled in Table 3. This further analysis was conducted in order 

to gain a better understanding of the categories produced, with the aim of producing actional themes 

that could be implemented in the following development stage (in Chapter Four).  

The topics were grouped together by content into 6 distinct overarching topics. Each 

overarching theme contained at least one sub-theme. The themes were compiled into a diagram to 

display the interconnecting nature of each theme and their relation to one another (see Diagram 1). 

Each of the 6 overarching themes and their respective subthemes are explored below. 
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Diagram 1) Diagram 1 displays the themes discussed in the qualitative analysis and their 

relation to one another and the descriptive analysis. 
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B.1. Online Delivery of Information & Support 

 

As indicated through the descriptive analysis, online delivery for resources and support was 

clearly indicated as a preference for the majority of the respondents. One of the most commonly 

reported reasoning for this preference is the ability to easily and instantaneously access it. 

“Can access it anytime” 

“Ease of access with no need to travel” 

“Ease of access” 

“Easy to access from phone without having to go into a library or bookshop” 

“I don’t have to […] go anywhere” 

The findings in the present study suggest that one of the benefits of online resources is that 

there are no delays in accessing them and they can be easily and independently accessed. These 

findings are concurrent with previous research. For example, research has shown that, in particular, 

online-based interventions and educational materials are highly accessible for autistic individuals, as 

they are flexible, allow participation in a comfortable environment, and utilise written 

communications (Backman et al., 2018; Sehlin et al., 2018). 

The ability to instantly access resources and support is important to the success of such 

resources. This is because a lack of instantaneous and/or easily accessible support has been identified 

as an issue for autistic adults in the wider literature. For example, in a qualitative study, Crane et al. 

(2019), found that autistic adults reported a lack of support—in relation to both autism and mental 

health issues—with support only being offered at crisis point, by which point it may have been too 

late. Additionally, when support or services were available, the support was not immediate, with 

autistic adults reporting considerable delays before the services could be accessed. A lack of local, 

easily accessible support/services can act as a barrier to engagement with support and services for 

those who feel uncomfortable or disinclined to travel/use public transport or if the distance is too 
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great for them to access the support and get back again (Camm-Crosbie et al., 2019). As such, for the 

proposed resource to be of use for autistic audiences, instantaneously accessible delivery (such as 

online) should be employed. 

 

B.2. Support in Person 

 

While participants identified a clear preference for information and support to be provided 

through online delivery, this was not universal as 10 respondents preferred in person 

support/information. In fact, in contrast to the majority of other participants, these participants 

preferred or embraced social interaction in relation to accessing information and/or support. 

“I prefer the human interaction; it appears we are veering always more towards digital 

interaction these days.” 

“I learn from others […] I find online information to be very hard to keep my attention on.” 

“I prefer to have one on one time with the person to enable me to build a trusting relationship 

with them…[online] I don’t connect the way I would do face to face.” 

This is interesting as previous research tends to focus more on the social difficulties expressed 

by many autistic adults and preferences for online or written delivery (e.g., Sehlin et al., 2018). 

However, less focus has been taken to consider autistic adults who prefer to receive support and/or 

information in person and face-to-face.  

However, within the current study, the preferences for in person information and support 

seems to favour this delivery more in relation to accessing support. 

“I prefer to find information online and support in person.” 

“I prefer to access information online and support in person. 

I like the time to read and process information before I then seek support from a person, ideally face 

to face and in person.” 
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Additionally, respondents also noted that while they preferred to access support in person, 

they still faced certain autism-specific challenges. 

“I would expect the support that actually creates change to be in person. Most of my problems 

come down to difficulties with connecting with other people, and in my experience, solutions come 

from finding ways to connect and communicate with people face to face.” 

This is interesting as it indicates a willingness to put themselves through potential discomfort 

in order to access a service that they would find beneficial. This could be applied to the development 

of the educational resource through the provision of detailed pragmatic information involving in-

person services, such as descriptions of how to get to the service or what an appointment might be 

like. As the proposed resource will be developed as an educational resource, to act as a first point of 

call for autistic audiences wishing to find more information on the topic of alcohol and drugs, an online 

delivery would still achieve this best. Additionally, the online resource could contain practical 

information on what in person support is offered and how it could be managed. 

 

B.3. Adjustments to Practical Information 

 

Another contextual aspect that should be considered in developing a successful resource is 

the inclusion of support information and links. One of the most widely stated topics for inclusion by 

respondents was for an emphasis on practical information and support. However, in order for this 

information to appeal specifically to autistic adults, respondents indicated that it cannot be generic. 

“There's plenty of general info already, but ASD (autism spectrum disorder) specific less so.” 

“Don't just duplicate existing online resources. It has to be Autism specific, or at least oriented.” 

“Honest, researched, individuated information from reliable, trustworthy sources - one size 

does not fit all.” 
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Respondents clearly state the need for the information to be specifically adapted for autistic 

audiences in order to be successful. Autism, by nature, is multifaceted. One autistic individual will not 

be the same as another and as some respondents stated, for any potential resource to be successful, 

it has to accommodate for this variation. 

“As an autistic person from an educational background, it would be useful to have a resource 

which presents the same information in a range of styles/formats, to accommodate the different 

learning styles people have.” 

“Careful with referencing social norms in examples or using unrealistic examples or insensitive 

examples NOT babying autistic people with oversimplification, instead realising the change in format 

is just because the brain is processing info different from non-autistics, and remembering we are 

adults.” 

“Be very clear. Don't assume prior experience with these things or desire to use them. I find it 

irritating when things I have to read assume, I want things that I don't, especially when they frame 

them as universal experiences. I know that it's usually to make people feel more normal and 

comfortable, but it is not helpful for me!” 

As indicated above, the proposed resource should provide information and support in a variety 

of different ways, being mindful that information/support currently provided may not be suitable or 

will discourage autistic adults from engaging with the resource (e.g., referencing “common” 

experiences may make autistic adults feel excluded). As in one of the examples above mentions, the 

resource needs to embrace the variety of autism and not condescend or patronise. This is crucial for 

the resource as a whole but also specifically relating to practical information and support. 

This need has been identified recently in relation to autism and mental wellbeing. Maddox et 

al. (2020), conducted a qualitative study exploring how community mental health services could be 

adapted and improved for autistic individuals, from the perspectives of clinicians in this area and 

autistic individuals who have had experience with mental healthcare. They found that autistic 

individuals identified a need for community education on mental health and autism, as many autistic 
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individuals did not seek support services due to a lack of awareness of available help. (Maddox et al., 

2020). For example, autistic adults were not aware of the options of how to access services and did 

not think to call a community mental health centre – as one individual stated, this option was “not on 

their radar” (Maddox et al., 2020). This highlights the importance of providing educational resources 

for autistic adults in general and specifically, the inclusion of detailed, practical information.  

 

B.3.1. Practical Alternative Strategies 

 

One way in which the practical information and support can be adapted for autistic audiences 

is in relation to their motivations for substance use. Within the present study, respondents stated the 

importance of not just including information on why autistic adults might engage with substances, but 

practical alternatives individuals can use instead. 

“Taking drugs and /or alcohol could be an impulsive way of pushing social norms away, or a 

way of feeling more connected with society. I feel that it's really helpful to be offered alternative 

choices to consider.” 

“What could we do instead when we feel really impulsive and reckless? What are any 

alternatives? Proper tangible alternatives, not just 'be mindful'.” 

“Offering other methods by which people can manage feelings, sense of loss of control, anxiety, 

depression, awkwardness.” 

“I'd like to see alternate, healthier ways of getting a buzz, such as rock climbing or dancing. A 

comparison chart perhaps of the positive effects of drugs and alcohol alongside other healthier ways 

of experiencing similar effects.” 

In order to better support autistic adults, the practical information provided needs to include 

alternative strategies and techniques for managing social situations and psychological distress. 

However, the practical alternatives should not be haphazardly selected. Alternative strategies must 
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be credible and appropriate for the intended audience. Currently, there is no research on practical 

alternatives for substance use specifically for autistic adults, and as such, identification and 

recommendation of particular strategies could be difficult to incorporate. For the resource to remain 

credible and trustworthy, these strategies must have been identified by related professionals, 

sufficiently referenced in the wider academic literature, or recommended by credible autistic 

organisations and communities. 

 

B.3.2 Presentation and subject of practical information/support 

 

Another related adjustment for consideration is the presentation and nature of the resource 

itself and how the practical information and support is accessed (e.g., is it a link to another website, 

or a phone number). 

Within the present study, respondents overwhelmingly stated a preference for delivery in 

which no social interaction was required. This is mirrored in the wider literature, with a substantial 

number of autistic individuals preferring to access information within written formats and without 

face-to-face interactions (Nicolaidis et al., 2015). This needs to be considered in relation to the 

practical information and support included in the potential resource. For example, as autistic adults 

may use alcohol to manage social interactions, providing alternative practical strategies that are based 

around social interactions would be redundant. This issue has been identified more generally by the 

respondents within the current study (full quotes located in Appendix 7). 

“Reasonable adjustments to reaching out and how to put some structure to your life to manage 

e.g., Wellbeing strategies, how to make a Network of support, Sensory, Executive functioning, Links to 

autism.” 

“Information presented for autistic people would be helpful. Services rarely have accessibility 

guides explaining what to expect when you attend - people, rooms, how waiting works etc.” 



74 
 

“How to request Reasonable adjustments to reaching out to services (1:1 instead of groups, 

text instead of phone calls, having key person) ... Steps like a visual structure or schedule of what you 

can do to manage reaching out or stopping etc.” 

“Factual information about impact, ways to access services that are not automatically 'come 

in and be assessed', information about how interventions can be tailored.” 

“Video of people who have accessed support or people who offer the support so you know who 

you will be talking to ahead of time.” 

The respondents within the current study identified the need for tailoring the practical 

information with autism-specific considerations. This is a particularly important topic, as the specific 

adjustments identified are not currently offered within mainstream resources on alcohol and drug 

topics. The ability to include such topics would not only aid engagement with autistic audiences but 

would be offering something unique. The central way in which this could be achieved would be that 

practical information and support should not just inform about the practicalities but explain. For 

example, it should explain if support can be accessed in multiple ways, if it’s only face-to-face, what 

does this look like and how can this be managed for autistic adults. 

One way in which this could be achieved is through digital storytelling. Digital storytelling is an 

educational technique in which elements such as images, videos, sounds and texts are combined to 

produce a short story depicting a particular topic (Peñalba et al., 2020). These stories can be produced 

to narrate a particular person or groups experiences or to educate on a particular topic, and have been 

used successfully in a variety of different disciplines such as healthcare (Guse et al., 2013) and religious 

studies (Hess, 2014). This educational technique could be adapted and utilised in displaying certain 

practical information to be included in the resource. For example, digital storytelling could be used to 

show autistic adults the processes of getting help for alcohol and/or drug related problems, and 

provide a real-world, visual representation of what that process may look like. However, this 

technique would have to be used carefully so as to not potentially aggravate any sensory issues. For 

example, the digital story may not contain any audio (or have a clear option to turn it off), or be told 
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solely in an image and text format instead of as a video. This could be one way in which practical 

information could be displayed. This would be an appropriate strategy for autistic adults, as the 

descriptive analysis showed many autistic adults indicated a preference for written and pictorial 

information compared to video or audio mediums. Providing pragmatic, written and/or pictorial, step-

by-step guidance could help to present certain practical information (e.g., topic like where to get help 

for substance-related problems) in an appropriate and accessible medium for autistic adults. This 

would help to provide more detailed practical information—which has been identified as important 

by autistic adults themselves—in a format autistic adults stated a preference for.  

By explaining the practical information and support in relation to autism-specific needs and by 

including suitable, alternative strategies for managing such needs, the resource will be more 

serviceable and practical for autistic audiences especially compared with existing resources. 

 

 

B.4. Autism-Specific Motivations for Substance Use 

 

In order to better adapt the educational resource for autistic audiences, a clear focus should 

be taken on the topics chosen for inclusion in any resource. The respondents stated that focus should 

be made to include why autistic people might wish to engage with alcohol and drugs.  

 

B.4.1. The ‘Self-medication’ Hypothesis 

 

The self-medication hypothesis (Khantzian, 1985), is a popular theory employed within 

substance use fields in order to help explain the motivations behind their use (e.g., Hawn, Bountress 

et al., 2020; Hawn, Cusack et al., 2020; McHugh & McBride, 2020; Waddell et al., 2021). This theory 

proposes that individuals engage with substances in order to alleviate and moderate negative 
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psychological distress (Khantzian, 1985). Within the wider context of literature, there have been few 

studies on the application of this theory for autistic adults, but those that have suggest self-medication 

might be a potential motivation for autistic people engaging with substances (e.g., Ressel et al., 2020). 

Within the present study, respondents stressed an acknowledgement of using substances in such a 

way and the importance of including this as a topic in any potential resource designed for autistic 

adults.  

“People use for a reason - often to suppress a nagging sensory issue or mental health issues.” 

“A lot of autistic people self-medicate with cannabis products, including legal CBD but also 

currently illegal products, and mushrooms.” 

“I think the correlation between autistic individuals and drug/alcohol usage as a coping 

mechanism for social situations and/or sensory overload is an important topic and should form a basis 

for part of the information.” 

“It should understand autistic adults are at high risk of self-medicating with alcohol and drugs.” 

“Access would be facilitated by information about how common it is for people with ASD 

(autism spectrum disorder) to reply on alcohol/drugs as a means of self-soothing.” 

Whether the respondents are speaking from their own personal experiences or their 

observations in general, there is a clear acknowledgement in the role of self-medication in autistic 

adults engaging with alcohol and/or drugs. This is interesting as it could help to illuminate why autistic 

adults may be at a higher risk of substance-related problems when compared to the general 

population. The participants’ responses on the motivations behind self-medication relate to 

presentations of autism or autism-specific experiences, such as sensory issues, self-soothing, and 

difficulties with social situations. As opposed to other mental health motivations usually associated 

with the self-medication hypothesis (e.g., anxiety, depression, PTSD), autism is not a condition that is 

manageable through medical interventions or psychiatric interventions, it is a life-long condition that 

does not need to be cured but is a fundamental aspect of the individual. The motivations expressed 
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by respondents (e.g., sensory issues, etc.) are present throughout the individual’s life, meaning the 

potential to develop the use of substances to self-medicate is also present throughout their life. 

Although research on substances as self-medication for autistic individuals is scarce, there is 

support from previous literature for autistic adults to use alcohol and/or drugs for these purposes. For 

example, in qualitative interviews with autistic adults with experiences of alcohol or drug related 

problems, Clarke et al. (2016), found that autistic adults used their substance of choice to self-

medicate feelings of anxiety, depression, sleep difficulties and ADHD traits. Autistic adults spoke of 

substances addressing an emotional or cognitive mechanism of their psychological distress, for 

example, by shifting their cognitive appraisals, such as using alcohol to reduce negative self-appraisals 

(Clarke et al., 2016). Furthermore, wider research on ADHD has found that one of the motivations for 

substance use in individuals with ADHD is to self-medicate the symptomology of their condition (Odell 

et al., 2017; Liebrenz et al., 2014). These studies highlight self-medication for psychological distress as 

an important factor aspect of substance use for autistic adults, particularly those with co-occurring 

ADHD.  However, while some respondents did specifically mention self-medication in response to 

mental health issues (for which the theory was originally devised), respondents seemed to specify that 

the negative distress the substances were being used to alleviate are issues specifically relating to 

autism, particularly relating to social situations. This was also found by Clarke et al. (2016), in their 

study, whereby participants indicated the use of substances to facilitate social interaction. This use 

was described by the authors as distinct from self-medication, suggesting use for social facilitation 

was more of a proactive approach by the individuals, whereas, self-medication was more a reactive 

response. However, it was noted that these motivations were interrelated (Clarke et al., 2016).  Use 

of substances for this purpose has been noted more widely within the literature on autism and is 

conceptualised as the idea of ‘camouflaging’.  
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B.4.2.  Substances used as ‘Camouflaging’ in social situations  

 

An emerging area of interest in research on autism is the idea of camouflaging. This idea is 

defined as the use of strategies by autistic people to minimise the visibility of their autism during social 

situations and interactions (Lai et al., 2011). These strategies can be deliberate or unconscious and are 

employed in order to “mask” autistic characteristics and help the user to appear non-autistic (Hull et 

al., 2017). This relates to the idea of self-medicating, as some respondents within the current study 

specifically mentioned employing substances (particularly alcohol) as a strategy to manage social 

situations. 

“People with autism and / or ADHD can be impulsive. Taking drugs and /or alcohol could be an 

impulsive way of pushing social norms away, or a way of feeling more connected with society.” 

“I am interested in how my drug use/ and current alcohol use, is related to my ASD. It feels to 

me as if drugs used to, and alcohol still does, make me feel less autistic in social situations. It might 

help others find better methods of coping socially.” 

“An explanation of how drugs and alcohol can mask symptoms, make you feel accepted by 

some groups of people, but also excluded from other groups of people… We are vulnerable adults, and 

we may not understand the world, so taking something which makes us experience the world in a 

different way can make us more vulnerable.” 

“[in relation to what topics should be included] knowing how autism might lead to needing 

alcohol or drugs for example I drink to do better in social situations.” 

Whether deliberate or impulsive, respondents clearly stated the use of alcohol and drugs as a 

camouflaging strategy for managing social situations. There has been little to no previous research on 

camouflaging strategies and substance use in autistic populations, but there is tentative support for 

its use. For example, some autistic adults have indicated using alcohol to camouflage their autism in 

order to “fit in” in social situations, such as in feigning an interest in conversation topics they had no 
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interested in (Bargiela et al., 2016; Clarke et al., 2016). Furthermore, Kronenberg et al. (2015) found 

that autistic individuals may use substances (particularly alcohol) in order to help manage their autistic 

symptoms in social situations, making them feel more relaxed, focused and less agitated. The current 

study supports this idea, as some respondents explicitly mention this as a reason for use, supporting 

the notion that any resource on substance use and related problems should include this topic. 

The inclusion of such topics would be useful and relates more generally to how alcohol (and 

drugs) may be assessed. Although under-researched and discussed in Chapter One, research is 

conflicted on the extent of alcohol and drugs use related problems for autistic individuals, i.e., autism 

itself is a risk factor for substance-related problems (Butwicka et al., 2017), risk of substance-related 

problems is dependent on the substance used and whether the individual had ADHD (Mulligan et al., 

2014), individuals with autistic traits were less likely to report drinking to intoxication but had a greater 

risk for alcohol dependency (de Alwis et al., 2014). A recent study on the prevalence of “risk drinking” 

in autistic adolescents and young adults found a lower prevalence of risk drinking for autistic 

participants (Kaltenegger et al., 2021). However, these findings may be in part due to the instruments 

used, namely the Alcohol Use Disorders Identification Test (AUDIT; Babor et al., 2001) and the 

researcher’s own devised questions. These instruments may not be appropriate for capturing drinking 

behaviour within autistic populations, as the instruments focus on feeling “drunk” and consumption 

of units of alcohol or abstract questioning (such as, “How often during the last year have you failed to 

do what was normally expected from you because of your drinking?”). The variance in prevalence of 

alcohol and drug related problems may be influenced by inappropriate measures to capture such 

behaviour. This highlights the importance of including topics on self-medication and camouflaging 

using substances for a successful resource for autistic adults. By including these topics, it will help 

autistic individuals to know more specifically about their relationship with alcohol and drugs, and help 

to identify when it may be problematic in a more appropriate way. For example, instead of simply 

talking about excessive drinking in units, the resource could talk about when drinking for social 
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facilitation may become problematic (i.e. do you feel like you need a drink when engaging in all social 

interactions?).  

The inclusion of these topics within an educational resource does raise ethical considerations. 

More specifically, whether discussions on this topic are promoting (whether intentional or not) the 

use of such camouflaging techniques. However, autistic adults have clearly indicated a desire for 

inclusion of these autism-specific topics within the resource. Additionally, the resource is targeted at 

autistic adults, and therefore, denying access to such topics raises its own concerns around censorship 

of information. In order to best circumvent this, discussion of these topics should consider the 

language used, choosing to use impartial, non-judgemental language. Additionally, camouflaging 

techniques should not be included as a practical strategy but solely to inform about motivations for 

alcohol and/or drug use in autistic adults. Finally, information presented should be transparent, 

include references, and ultimately be reviewed and approved by both substance use professionals and 

various autistic audiences.  

As respondents stated within the present study, motivations for substance use are a key area 

of interest. In order to successfully appeal to autistic adults, resources developed on alcohol and drug 

topics should include motivations for use; specifically, how for autistic individuals, the notion of self-

medication and camouflaging are intrinsically linked to substance use. 
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B.5. Autistic Voices 

 

B.5.1. Input from Autistic adults 

 

Another way in which any potential resource can be adjusted for autistic audiences is the 

inclusion of autistic voices. The methodological approach of the current study focused on the 

importance of autistic voices and perspectives, however, respondents stated that consultation of 

autistic voices may not be enough to encourage proper engagement with a resource or service. 

“If the material is aimed at people with autism, it should be designed by people with autism, 

or at least involving them closely.” 

“It has to be written, coded, developed and spread by autistic people, for autistic people.” 

“You need close input of people with autism - and not just the results of a questionnaire.” 

Responses such as these highlight the importance of incorporating autistic perspectives 

throughout the process of development of any resource aimed at these audiences. This includes 

incorporating autistic people or their experiences within the resource itself. 

“To have access to online phone or video counselling with people who understand autistic traits 

to talk about personal situations and experiences. I'm more inclined to listen to someone who is an 

autism specialist.” 

“[In response to supporting autistic adults using substances] The person just needs to be able 

to communicate with autistic people.” 

“Reading experiences of autistic people would be interesting.” 

Responses such as these emphasises the involvement of autistic people and perspectives 

should not be tokenistic, but instead should form an integral aspect of any resource or support 

developed for these audiences. This is important as it is autistic adults themselves directly stating the 
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benefit of including autistic perspectives within educational material on substance-related resources 

intended for use by their communities.  

Incorporating autistic voices has been implemented within the wider literature, particularly in 

regards to conducting literature itself. Recent research has identified a need for autistic individuals to 

be more involved and included within research projects exploring topics relating to autism (Pellicano, 

2020). This can be achieved through participatory or emancipatory research projects. Participatory 

research refers to research where one or more of the researchers is autistic, whereas, research 

projects conducted solely by autistic researchers is considered emancipatory research (Martin, 2015). 

Participatory or emancipatory research has been suggested to be better placed to support the needs 

of autistic individuals and have positive implications for the autistic individual as well as the other 

researchers involved with the project (Martin, 2015; Pellicano, 2020). In order to help researchers to 

create more inclusive research, Chown et al. (2017), developed a four-part framework for 

participatory or emancipatory research.  

While the current study is not participatory or emancipatory, the principle aim for the current 

study is reflected within the final part of the framework identified by Chown et al. (2017), namely, that 

the research outcomes are focused on improving the lives of autistic people. In order to achieve this 

aim, the perspectives voiced by participants in the current study indicate that more involvement of 

autistic people is needed than simply participating in the current study. This could be achieved through 

incorporating autistic people or their experiences within the resource itself, using their own words. 

This can also be related to the wider push for more inclusion of specific groups in order for research 

to better support such groups. This is because as mentioned by autistic people and their family 

members in the wider literature, involving autistic individuals is important as they are the best source 

to consult for issues relating to themselves (Gotham et al, 2015). Incorporation of autistic perspectives 

would increase the authenticity of the resource from the perspectives of its intended audience. 
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B.5.2. Personal Experiences of substance use 

 

In addition to incorporating the voices of autistic adults, respondents in the current study 

identified the importance of including the experiences of substance use and related problems from 

the individuals themselves who have used/had problems with such substances. 

“I think it would be useful to have testimonies from people who've used the drugs, to hear what 

they say about how it feels and what the effects are.” 

“More understanding from the perspective of the user. Most resources do not acknowledge 

what is attractive about drugs nor how they really make you feel.” 

“Testimonials - I want to hear the voices of the people who've used it. It's important to know 

that I'm not alone.” 

“I think it needs to be written by people with lived experience and also professional and 

academic knowledge.” 

Incorporating the viewpoints of individuals who have experience or struggled with substances 

has been used in resources on such topics. For example, Treloar et al. (2019) conducted a mixed-

methods evaluation of a website that presents personal experiences of drug use and related problems 

using their own words. They found that individuals who visited the website expressed a greater, more 

holistic understanding of drug related issues and decreased expressions of stigma towards such 

individuals. Furthermore, a more recent evaluation on a similar site but on the topic of drug overdoses, 

has been considered as a valuable source of information by related health sectors as an avenue for 

tackling drug use related stigma (Farrugia et al., 2021). This highlights the importance of including 

personal experiences in the proposed resource as a means for increasing knowledge on the subject 

(which is the purpose of the educational resource) and decreasing the associated stigma.  

Additionally, many programmes for substance use related problems are social or include social 

aspects with others who experience or are experiencing such problems (such as mutual aid groups like 
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Alcoholics Anonymous). The idea of sharing the perspectives of these individuals with one another 

gives individuals a sense of solidarity, and a feeling that they are not alone. This has been mirrored by 

some participants in the current study.   

“AA makes me feel very comfortable because people there share openly about their drinking 

(and how they got sober), and there is no pressure to share…We realise we are not alone, and there is 

a way out.” 

“I want to hear the voices of the people who've used it. It's important to know that I'm not 

alone.” 

“I feel that only people in AA have the understanding that makes me want to talk about 

drinking. There are so many experiences that only alcoholics have and other people just don’t get it.” 

Responses such as these highlight the benefits including personal experiences can have for 

autistic adults who may be experiencing similar feelings of including such perspectives in the 

development of a successful resource on this topic. This is interesting as these responses highlight that 

while some autistic adults may experience challenges with social situations, the desire and need for a 

sense of community and solidarity are important. In order to better support autistic adults, the sense 

of community and solidarity need to be fostered somehow within the support or information 

provided. Inclusion of personal accounts from autistic adults on their experiences of alcohol, drugs 

and/or addiction could be a strategy to foster a sense of solidarity without the need for social 

interaction or in-person discussion. Although the current study did not ask for personal experiences, 

the few who did include their experiences highlight just how valuable their inclusion in the proposed 

resource would be (full quotation contained in Appendix 7).  

“I smoke Cannabis because it provides me with a slightly disconnected feeling from the outside 

world which does not seem to have a place for me where I do not stick out or screw things up … I 

frequently find myself working with some of the rougher elements of society who find me an irresistible 

target for bullying … I just wish that my conditions could have been recognised and at least addressed 
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to some extent when I was younger, so many of my life choices would have been different and cannabis 

use would probably never even have been considered.” 

The experiences of such individuals are vital, as they can provide discussions on topics related 

to autism (bullying, employment, late diagnosis) and substance use (self-medication) in an authentic 

way that would not be achievable from a non-autistic individual who has not experienced such 

problems. These experiences provide an invaluable relation between the topic of alcohol and drugs 

and the autistic audience the resource is designed for. 

 

 

B.6. Use of language 

 

One of the most crucial aspects to consider when developing the educational resource is the 

language that will be utilised. Respondents identified a variety of different ways in which the choice 

of language can act as an impediment to engaging with a resource or support. 

 

B.6.1. Language used to describe Autism 

 

One issue relating to language use, is the words used to describe autism and autistic people. 

Respondents identified a clear need for the correct terminology to be used. 

“I am an autistic person. Not with it. Nor do I have it. Any info source should choose its language 

carefully.” 

“A resource using Person First Language (& puzzle piece images!) would not be shared between 

autistic people, because there should be Nothing About Us Without Us…An online resource should use 

the words "autistic people" instead of "people with autism"/"people who have autism"…Autistic 

people *are* autistic. So, they are "being autistic" and not "having autism".” 
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“People first language i.e., autistic people would indicate an understanding that unlike people 

with alcohol dependency or drug problems, being autistic is not something that is acquired.” 

The use of person-first language (a recognition of the person first before their condition; i.e., 

with autism) has traditionally been used in relation to autistic individuals. However, many now 

consider this language to be insensitive to autistic people as autism is intrinsically related to their 

perceptions of the world, and cannot be separated from their sense of identity. Within the wider 

literature the autistic community is challenging the dominant assumption that autism is a disorder, 

which needs to be eradicated, prevented, treated or cured (Nicolaidis, 2012; den Houting, 2019). 

Incorrect terminology risks disengagement from autistic audiences. This is important as the 

recruitment material used in the current project used person-first language (e.g., see Appendix 2). This 

highlights the significance of inclusion of autistic perspectives throughout the development (both pre- 

and post—development) of the educational resource, as inclusion of incorrect terminology could have 

been inadvertently employed. In order to prevent this, special consideration should be made by 

utilising multiple sources on the correct terminology that should be used within the proposed 

resource. Additionally, piloting the resource with a group of autistic adults could be a useful 

preventative strategy. 

 

B.6.2. Judgemental Language 

 

One theme that reoccurred throughout the data set related to perceived judgement and 

stigma. Participants stated the importance of the tone of material and not coming across non-

judgemental and impartial if the potential educational resource was to be successful (full quotations 

located in Appendix 7). 
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“What would be most important is the presentation of facts and reasoning. It should be 

supportive and not judgemental… It must at all costs be based on evidence and facts, not opinion and 

morals.” 

“Do not preach! Inform! No tales of terror like the cancer adverts do.” 

“[in relation to self-medicating with substances] Please do not default on saying this is 'bad'. 

I'm not suggesting you promote it, but [individuals] should not be subjected to shaming tactics, 

however subtle.” 

“I think that the most important thing would be to not ask people to give up drinking or even 

cut down … they need unconditional positive regard, acceptance and to be given hope.” 

“Real answers, not just 'don't do drugs kids'.” 

“The language should be non-judgemental and offer comfort to the client.” 

“The information should be clear. Based on proven research. No alarmism. It should be non-

judgemental.” 

These responses indicate that autistic adults have previously experienced judgemental 

language on substance-related education. In addition to this, the most prevalent reasoning for the 

source they feel comfortable talking with about alcohol and drugs was because they were viewed as 

non-judgemental. 

“They’re trained to discuss things in a non-judgemental way and to have open minds.” 

“Non-judgmental and willing to listen or debate.” 

“I would hope that they wouldn’t judge me or abuse my trust.” 

“A feeling of trust and lack of judgement.” 

“If talking to professionals…Their experience and understanding and lack of judgement are also 

helpful.” 

The fear of judgement and perceived stigma felt is a common theme identified by individuals 

who have some level of experience with alcohol and drug use and conditions. 
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For example, one systematic review of all representative population-based studies on stigma 

and substance use conditions found that public perceptions and attitudes towards those with such 

conditions tend to be negative and severe, with such attitudes shared worldwide (Schomerus et al., 

2011). In fact, those with substance use conditions may be one of the most stigmatised groups, as 

Harnish et al., (2016), found individuals with substance use and mental health conditions experience 

significantly more stigma for their substance use problems than their mental health conditions. This 

experience of perceived judgement and stigma was reported by respondents in the current study. 

Respondents identified this perceived stigma and judgement as a negative impact on engaging with 

or reaching out to support services. 

“There is such a stigma around alcohol/drugs, and as someone who works in a local authority 

in a relatively small city, I certainly wouldn't be comfortable accessing a public support service that 

maybe attended by some of the clients that I support, or even some of the colleagues that I work with.” 

“I have often been afraid of the idea of going to alcoholics anonymous as I feel I wouldn't fit 

the stereotype of an addict...maybe get rid of the stigma and the preconceptions.” 

“In over twenty years of cannabis use, I have never admitted to any health professional that I 

use it because I feel there would be a stigma if it appeared on my records.” 

These responses highlight the detrimental impact stigma and judgement can have on autistic 

adults. They specifically stated how the negative preconceptions of others about substance-related 

problems and behaviours would actively shape their decision on whether they would seek support or 

further information on substance-related issues. This highlights the importance of including non-

judgemental language and content in order to provide support or information for autistic communities 

on this topic.  

The respondents within the current study are not the only ones who experience such an issue. 

One of the most prominently cited impacts for the individual within the wider literature is that stigma 

acts as a barrier or deterrent in engaging with and seeking treatment (Barry et al., 2014). For example, 
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Becker et al. (2015), found that individuals with drug/alcohol use problems specifically describe the 

experience of stigma as being directly related to seeking and engaging with help for their problem. 

The impacts on the individual experiencing addiction-related stigma are significant and 

multifaceted and stigmatising views are not limited to the general public. These negative perceptions 

can also extend to some members of the medical community. For example, medical students and 

healthcare professionals have also indicated high levels of addiction-related stigma (Haroun El 

Rasheed et al., 2016). Additionally, an impact on healthcare can be felt as the stigmatising views held 

by healthcare professionals can contribute to suboptimal care for those with an addiction (Boekel et 

al., 2013). This was also present within the current project. One respondent recounted their 

experiences of trying to seek help for their alcohol-related problems and the judgement they felt they 

received in return. 

“There were times, after particularly bad benders, when I did reach out for help, but no one 

knew about alcoholism, no one wanted to talk about alcoholism. I was just told to take anti-

depressants (which is a bad combination with alcohol) and to not talk about how I felt. After I’d gone 

to AA, I told my GP who shouted at me that I absolutely had to take Librium and told me off for ‘leading 

everyone a merry dance’.” 

This experience of being judged by a trained medical professional and dismissed with 

unnecessary drugs for depression and anxiety (Librium), highlight the negative impact some autistic 

adults face for simple trying to discuss alcohol and drug related issues. 

In order to prevent the proposed resource from unintentionally engaging in stigmatising views, 

careful consideration needs to be made to the choice of language. The resource should be impartial, 

and as such, the use of language should reflect that. Content and practical information should be 

provided without using language which may imply any sort of morality or judgement. Evaluation of 

the resource should include those with personal experience of such issues to help indicate whether 

any unintentional bias is present. 

 



90 
 

B.6.3. Clarity of language and content 

 

Another aspect for consideration in the use of language indicated by respondents was that 

surrounding its clarity (full quotations located in Appendix 7). 

“Autistic people benefit from information, from things being very clear and explicit, and from 

knowing what is and isn't normal.” 

“The language being autistic friendly, so direct and literal, concise, use visual aids, any steps 

broken down.” 

“Simple language that can be understood by anyone.” 

“AA is really good, but the language of the meetings, programme, and literature is really 

antiquated … language can be a barrier for people with autism and/or learning disability.” 

“Ensuring it was up to date and not cringey ... some sites I've seen are really trying too hard to 

be 'down with the kids', with all the faux graffiti type 'street' aesthetic and the young people I work 

with find that sort of thing quite off putting.” 

“Information needs to be stripped down to what I need to know. Too much writing, font style, 

layout can be an immediate put off.” 

Responses such as these highlight that for a resource to be successful, implementation of 

simple and clear language is paramount. Respondents indicated the use of complex information or 

aesthetically displeasing formatting as a potential barrier to use of the resource. This is further 

supported by preferences of format discussed in the descriptive analysis. The descriptive analysis 

highlighted the benefits of clear, concise and direct summative information, which has been seen in 

the wider literature (Shillingsburg et al., 2015). Additionally, this clarity and simplicity of information 

would also help the resource appeal to individuals with learning difficulties or disabilities. Wider 

research has identified the use of clear, direct language as crucial adaptation to facilitate engagement 

with individuals with a learning disability. For example, a recent literature review found that using 
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accessible, easy to read information was important in best meeting the needs for people with learning 

disabilities (Chinn & Homeyard, 2017). Additionally, they found that this type of accessible information 

could be helpful in advancing engagement of a diverse groups of people with learning disabilities. 

However, resources should be careful when considering ‘easy read’ types of information. For example, 

Buell et al. (2019), found that individuals who were exposed to simplified language resulted in 

significantly greater comprehension than those exposed to ‘typical’ language, however, none of the 

other aspects of the easy read format presented in the study produced significant results. 

Furthermore, Hurtado et al. (2014) found that presenting information in easy read formats did not 

significantly make the information easier to understand. Additionally, there is little consensus on the 

best way to construct an easy read format (Chinn, 2019). This suggests caution should be taken if the 

resource is to employ an easy read format, however, what is clear is the benefits of simplified language 

for both autistic adults and people with a learning disability. 

As such, the proposed resource should incorporate these findings by using a mixture of 

written, pictorial (and to a lesser extent, audio) formats in order to break up information and provide 

more clarity for the audience. Additionally, the resource should employ language that is simple and 

easy to follow. 

 

 

B.7. Inclusion of Additional Specific Substance-Based Topics 

 

B.7.1. Multifarious nature of Substance Use 

 

In addition to the multifaceted nature of autism, the experiences and uses of alcohol and drugs 

are not universal and can vary from person to person. The complexity of this issue was highlighted by 

some respondents. 
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“I don’t know because people using substances of all kinds can be anything from dying to 

sensible users. It’s hard to signpost everyone to the right place for where they are.” 

“I also think that there is a lot of ignorance about what alcoholism really looks like. We’re not 

all street drunks. Many of us were functioning drunks with jobs, families, etc. The really bad effect of 

alcohol is what it does even between drinking sessions: the feelings of anxiety, depression, low self-

worth, that are the direct effects of excessive alcohol on the brain over long periods. Also, some people 

are a lot more sensitive to this than others.” 

“I do not seek help for alcohol / substance misuse personally. However, this information is 

always useful as alcohol and recreational drugs seem to be a big part of our culture. The more 

knowledge on this, the better. I'm aware that it is useful to seek information from more reliable sources 

/ many sources. However, I'm also aware that much information is contested regarding this subject.” 

This issue can lead to confusion on alcohol and drug topics, as well as, an undermining of the 

credibility of such resources if information is not consistent. As such, the proposed resource needs 

acknowledge this variety and to explain it when discussing the relevant information. This could link 

with the inclusion of personal experiences of alcohol and drugs, as including these personal stories 

will highlight that while problems relating to alcohol and drugs may be shared, the experiences are 

distinct from one another. 

 

B.7.2. Prescription medication vs recreational substances 

 

One topic that some respondents indicated was the interpretation of what constituted alcohol 

and drug topics. Specifically, several respondents highlighted that drugs were not only recreational 

but medical too (full quotations located in Appendix 7).  
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“I think you need to clarify whether it's addiction you are focussing on. Or whether there would 

be information on how to manage taking prescription drugs which aim to support aspects of life with 

autism.” 

“I use Solpadine SOLUBLE daily as this seems to help calm my nervous system in a milder way 

and help keep my stomach working. Would be nice to know how this works?” 

“I am not interested in alcohol or recreational drugs as these aren't my problems but I am 

interested in the side effects of prescription drugs given to me to help with chronic depression and 

anxiety exacerbated by autism.” 

“Make sure there are distinctions made in that drug addiction doesn't just mean illegal drugs - 

it can refer to things like painkillers and other medications. I've struggled for years with painkiller 

addiction and haven't been able to find any help.” 

This is interesting as many autistic individuals have co-occurring conditions, such as ADHD, 

anxiety and depression (e.g., Hollingdale et al., 2020; Hollocks et al., 2019). Each one of these 

conditions have medications associated with them, that can be prescribed by medical professionals. 

This may have implications for the development of the resource, specifically on whether to include 

such medications in the informative literature or focus solely on recreational use and illegal 

substances. As co-occurring conditions are common for autistic individuals, it may be important to 

incorporate informative topics on their use, side-effects, and potential for developing issues with, in 

order to provide a more adapted and holistic resource for autistic audiences. If this information is to 

be included within the resource, the resource would first need to be reviewed by healthcare 

professionals. 
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Discussion 

 

Positive Aspects of the Current Study 

 

The methodological approach to the current project was novel and in contrast to the typical 

qualitative techniques used in previous qualitative research with autistic participants. For example, 

Clarke et al. (2016), reported difficulty in traditional interviewing with autistic adults about substance 

use, due to the verbal format of the interview and the challenges participants faced in voicing their 

experiences in this format. They recommended the use of alternative, perhaps online, qualitative 

interview techniques. Recent studies have started to implement these recommendations within their 

research. For example, similar to the current project, Camm-Crosbie et al. (2019) used a mixed 

method, qualitative leaning, design distributed to participants through the internet in the style of an 

online survey. This was found to be successful within their sample, as was the similar method used in 

the current project. 

The current project is novel and useful in a number of different ways, one of which is the focus 

on practical support for autistic adults. In a recent qualitative study, Crane et al. (2018) conducted 

interviews with autistic adults and found a general lack of post-diagnostic support for autistic people. 

This was particularly profound for support for autistic adults, as one respondent highlighted,  

“I found an [autism] group meeting, and I walked in and it was little kids with their parents all 

having cups of coffee in a play centre…I’m 46, I don’t want to go on a climbing frame with 4-year-olds.” 

(p. 3767: Crane et al., 2018).  

Instead, they voiced their preferences for more practical advice and support, relating to topics 

such as employment, benefits, education, housing, and healthcare. Research such as this emphasise 

the importance of providing practical support and educational resources specifically for autistic adults, 

which is the main purpose for the current project. Additionally, professionals acknowledged the lack 
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of support post-diagnosis, stating that although they would like to provide more support, they were 

unable to due to service demand and external pressures on their professional time (Crane et al., 2018). 

This highlights the benefits of economical and passive avenues of support and information for autistic 

individuals to better support them on certain topics while not causing additional demands on health-

related services. This further supports the aims and economical nature of the research project in 

general. 

 

Applications for Resource Development 

 

The findings from the current study have resulted in the identification of a number of areas 

that can be utilised in the development of the educational resource on the topic of substances for 

autistic audiences. In terms of how the resource should be delivered, the findings from the current 

study clearly support the use of online, internet-based delivery. As the primary purpose of the 

resource is to inform and not to act as an active intervention, utilising an online delivery will provide 

audiences with independent and immediate access to such a resource. In relation to the formatting 

of the online educational resource, the findings indicate a preference for simplicity and ease of 

navigation. This means the resource should avoid unnecessary complexity, by displaying information 

in a clear and concise written manner, using a variety of different supplementary formats to support 

this (such as images, diagrams, and to a lesser extent, audio). 

In terms of the context for the resource, the implications for the resource have been 

compressed and simplified into diagram 2 below, which is to be referred to throughout the 

development of the educational resource. 
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Diagram 2) Diagram 2 displays the implications for the resource identified in the current 

study’s findings to be considered in the next stage of the PhD, the developmental of the resource 

itself. 

 

 

The findings from the current study have identified three key areas that should form the basis 

for the development of the educational resource. These key areas have been identified by autistic 

adults themselves within the current study and will be crucial in separating this resource from other 

resources on alcohol and drug topics. This is because no other current resource on this topic contains 

the voices and perspectives of autistic adults who have had experience with alcohol and/or drugs. 

Similarly, no other current resource includes topics specific to autism, namely the reasoning behind 

why autistic individuals may engage with alcohol and/or drugs, and whether they are at an increased 

risk of related problems. While many other resources contain practical information on alcohol and 

drug information and support, it is limited. It does not take into account the difficulties autistic adults 

may face (such as social and sensory difficulties) and therefore does not provide adequate detail (such 

as alternative ways to engage with support, the processes for getting support and whether support 

can be adapted for their needs).  
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The key areas represented in Diagram 2 are interlinked as each component does not act in 

isolation. For example, autistic perspectives could include experiences on why they began using 

alcohol/drugs (autism specific topics) or on their experiences on treatment and substance-related 

services (detailed practical information). For the resource to be successful and best meet the needs of 

the targeted audience, there will need to be an incorporation and unification of all three key areas 

identified. 

In addition to the three key areas, Diagram 2 displays an important additional factor. This 

factor relates to the language used in the resource. This is crucial to the success of the resource as the 

resource will primarily be text-based. The findings from the current study highlight the importance 

language can have in relation to all three of the key themes identified and how, if mishandled, can 

discourage autistic adults from engaging with the content. In order to achieve this, the language used 

should be clear, precise and avoid complex jargon, particularly in regards to detailing the practical 

information. The language used to voice autistic perspectives and experiences should be their own in 

order to ensure the resource is credible and authentic. When discussing the autism-specific topics (as 

well as discussions of autism in general) appropriate terminology should be used, with special care to 

exclude person-first language (i.e., with autism) when discussing autistic individuals. Additionally, 

discussion of these topics should be impartial and non-judgemental. The findings from the current 

study clearly stated that the resource should be impartial and there should be no hidden agenda 

(whether deliberate or not). The discussion of alcohol and drug topics should neither endorse nor 

condemn their use. 

In summary, the educational resource should be developed to be delivered online. The 

formatting should be primarily written—with support from other formats (images, diagrams, audio)—

which should be displayed clearly and simply with easy navigation of the resource. The content of the 

resource should be centred around three key areas; detailed practical information, autism specific 

topics, and autistic perspectives. Additionally, the content of the resource should make special 
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consideration to the language used, specifically focusing on clear, precise, non-judgemental, and 

authentic language. 
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Chapter Four: Development of the Online Educational 

Resource 

 

 

Overview 

 

The aim of this chapter is to detail the development of the online resource designed for autistic 

adults on the topics of alcohol and drugs. This is achieved through detailing the application of the 

findings from Chapter Three and how they were incorporated into the development of the educational 

resource. This chapter is separated into several different aspects of the development: design 

principles, content, language, and presentation.   

 

 

1.0. Design Principles 

 

Many health educational websites use design principles to act as a foundation for the 

development of the educational resource. Arguably the largest health education website in the UK is 

the NHS website (https://www.nhs.uk/). The NHS website has published what they refer to as the 

“design principles” that are used in the development of any digital aspect of the NHS (NHS, 2023). 

Similar principles, with slight differences in terminology, were also detailed by another UK educational 

website (though not strictly health based) the government website, GOV.UK (https://www.gov.uk/).  

These principles are detailed in table 1. 

https://www.nhs.uk/
https://www.gov.uk/
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Table 1) Table one details the design principles published by the educational websites, NHS 

and GOV.UK. 

Principle Description 
1. Put people at the heart / Start with user needs 
(NHS / GOV.UK) 

Information and support should be created 
specifically in mind of the user/audience  

2. Design for outcome / Build design services, 
not websites 
(NHS / GOV.UK) 

A specific outcome or service should inform 
each part of the development 

3. Be inclusive / This is for everyone 
(NHS / GOV.UK) 

Inclusive and accessible for everyone and not 
just for a select few 

4. Design for context / Understand context 
(NHS / GOV.UK) 

Design with the entire user journey in mind, 
consider how each aspect fits together to build 
the bigger picture  

5. Design for trust 
(NHS) 

Information created should be reliable and any 
information supplied by the user should be 
confidential 

6. Test your Assumptions / Design with data 
(NHS / GOV.UK) 

Test the design with real people. Work with 
researchers and experts to produce credible 
findings to support the design or point out what 
needs improving 

7. Make, learn, iterate / Iterate, then iterate 
again 
(NHS / GOV.UK) 

Start small before iterating more widely. Test 
designs repeatedly (alpha versions, beta 
versions etc.) 

8. Do the hard work to make it simple 
(NHS & GOV.UK) 

Some site journeys can be complex. Take the 
time to think through the process and not make 
things more complex than they need to be 

9. Make things open 
(NHS & GOV.UK) 

Share the work, be accountable, and be 
transparent in the designs 

10. Do less 
(GOV.UK) 

Only do what can be achievable. Utilise 
principles from designs that have been proven 
to work 

11. Be consistent, not uniform 
(GOV.UK) 

Use the same language and design patterns 
wherever possible. Consistency results in 
familiarity 

 Taken from their respective websites: https://service-manual.nhs.uk/design-system/design-

principles & https://www.gov.uk/guidance/government-design-principles 

 

The principles described by the NHS and GOV.UK are largely in keeping with the ethos of the 

current resource. Namely, that the resource is focused on the intended audience and that testing is 

needed to ensure the suitability of the resource. While it is interesting to note the development 

https://service-manual.nhs.uk/design-system/design-principles
https://service-manual.nhs.uk/design-system/design-principles
https://www.gov.uk/guidance/government-design-principles
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principles behind some of the biggest UK educational websites, the principles themselves are not very 

pragmatic. They refer to how design should be approached and do not necessarily provide usable 

tactics to implement into the development of an online educational resource. 

Ho et al., (2004) were interested in exploring the implementation of research specifically to 

online health resources. They looked at research discussing the development of online health 

resources and documented the potential issues implementation into online mediums faced and the 

practical tactics that can help circumvent these issues. Their results are presented in table 2. 
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Table 2) Table two depicts the categories, issues and tactics researchers face when 

developing online health materials. Aspects that are relevant to the current resource’s development 

are highlighted in red and italicised. 

Category Issues Tactics 
Organisational factors Institutional policies 

Effect on organisation 
Top management support and 
leadership 
Participative decision making 

Financial issues Financing 
Profitability 
Sustainability 
Professional compensation 

Accurate and timely 
communication 
Investment by organisations 
and governments 
Professional incentives and 
rewards 

Legal issues Liability 
Copyright infringement 
Jurisdiction 
Electronic signature 

Interjurisdiction reciprocity 
agreements 
Registration process for out-of-
jurisdiction practitioners 

Ethical issues Interregional variability in 
political, economic, and health 
care contexts 
Patient consent 
Confidentiality 

Full control over data provided 
Informed consent 
Information about privacy and 
confidentiality standards 

Professional issues Regional differences in 
standards of practice, 
certification, and licensure 
Lack of standards in 
communication and 
documentation of care within 
and between professions 
across settings 
Professional access rights 
Interference with patient-
physician encounter 

National licensure systems 
Multidisciplinary development 
Inclusion of IT into 
professionals’ role 
Integrated clinical workstations 

User factors Authentication 
Access 
Understanding 
Interface design 
Workflow 
Cultural impediments to 
acceptance 
Cultural variation in languages 

Practitioner and patient-
centred design principles 
Pre-process resources to 
standardise presentation to the 
user 
Training 
Virtual reality 
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Logistical issues System performance, 
portability, and compatibility 
Data archival and retrieval 
standards 
Multiplication of users’ 
interfaces and software 
Installation, maintenance, and 
user support 

Accommodates multiple 
platforms (e.g., PC, phone) 
Tools working around the clock, 
recovery, procedures, 
redundant hardware 
Integrated health IT systems 
Health information-sharing 
consortiums 

Cognitive issues Lack of a general 
metaknowledge to structure 
internet resources 
Validity of medical concept 
representation 
Avoid “overlearning” 

Meaningful organisation of the 
medical domain 
Ergonomics 
Tailored information 
Learning by doing with 
simulators 
Diagnostic support systems 

Content issues Author credentials and 
responsibility 
Reliability 
Accuracy 

Quality seal of approval 
standards 
Knowledge must be 
documented; date of 
publication, releases, authors, 
sources, references 
Peer-review system 
Repurposing data by sharing 

Taken from Ho et al. 2004. Technology-enabled knowledge translation: frameworks to 

promote research and practice. Journal of Continuing Education in the Health Professions, 24(2), 90–

99. https://doi-org.mmu.idm.oclc.org/10.1002/chp.1340240206 

 

The guidance created by Ho et al., (2004), covers a variety of different areas that may be 

involved in developing online educational resources. However, it is important to note that these 

guidelines were created for the creation of e-health materials, which is a broad category referring to 

any type of online health material. Therefore, depending on what the resource is, not every category, 

issue and tactic will apply to its development and maintenance. For example, ethical issues around 

confidentiality of personal data are not appropriate for the development of the current resource, as 

the resource is purely educational, it does not require any personal data to be entered at any point of 

engaging with it. Of the categories, issues and tactics deemed relevant to the current resource’s 

development are discussed. 
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Financial Considerations 

The only financing costs are for domain registration (the website address) and the website 

hosting/ platform (in this case “Ionos” was used). Through a successful application to Manchester 

Metropolitan University, a funding award was given to the researcher. This funding award covered the 

full costs of the development of the educational resource and provided the resource to be hosted 

online for a full year. In order for the resource to remain online and be sustainable over time other 

avenues of support are needed. Once the resource has been evaluated, if the results are favourable, 

the resource could be funded by a relevant charity organisation (e.g., National Autistic Society, 

Autistica, etc.). The website could be hosted on the organisations pre-existing websites domains, 

meaning costs would be minimal.   

 

Legal Considerations 

The researcher is liable for the content of the resource. As the resource is educational and 

does not require any payment or personal details to be provided, legal liability issues are minimal. 

However, one issue that may arise is copyright infringement. Careful consideration of images and 

diagrams is required in order to avoid complications. Images and diagrams were created by the 

researcher themselves, bought from credible sources (e.g., Shutterstock Images), or accompanied 

with full references and rights to the full author. 

 

User Considerations 

In order for the resource to be easily accessible by the intended user, consideration to the 

online journey of the user was needed. Utilising the findings from Chapter Three and implementing 

them throughout the development ensured the resource was developed with consideration of the 

intended audience. Additionally, theories and research on design implementation (e.g., cognitive load 

theory) ensured the choices made in the development were supported by credible external research.  
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Logistical Considerations 

As the resource is hosted online, it needs to be instantly accessible and work seamlessly on all 

devices. The website is hosted by the company “Ionos”, which was selected as a credible and reliable 

website hosting business. They ensure the website is hosted around the clock, and provide easy access 

with trained staff to fix any issues around accessing the website. When developing the resource, 

“Ionos” provide the design capabilities to assess the functionality and presentation of the resource 

across different devices (desktop/laptop, tablet, android phone & apple phones). They provide the 

ability to make specialised changes to ensure the content will work across the different devices. 

 

Cognitive Considerations 

As the resource is intended to be used by all autistic adults, regardless of their experiences 

and knowledge (or lack of experiences or knowledge) on alcohol and drugs, the resource needs to 

provide an entry point accessible to all autistic adults. For the sections relating specifically to autistic 

topics of drug and alcohol topics to be effective, a general understanding of the topics should precede 

each of these sections. For example, “how common is addiction for autistic people?” needs to be 

preceded with the information on what an addiction is and how common it is for non-autistic people. 

“Overlearning” of information may present a problem. This is when too much information on 

a particular topic is provided or the information covered is not novel and can be found in other 

educational resources. Providing too much information can be just as ineffective as not providing 

enough information (Zhang et al., 2021). To combat this, consideration to the length of each section 

and selecting the key information is needed. By including topics specific to autism and presenting the 

information in an accessible way for autistic people should ensure the resource is distinctive from 

other alcohol/drug educational resources. 
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Content Considerations 

The final points for consideration relate to whether the content and information is credible, 

reliable, and responsible. Transparency and openness are crucial components in determining the 

credibility of scientific research (Adewumi et al., 2021; Ihle et al., 2017). In order for a health 

information initiative (such as an online resource) to be credible and trustworthy, the same principles 

apply (Vukovic et al., 2018). Who the resource was developed by and why needed to be clearly 

signposted in the resource. Additionally, how, where and why the information was sourced needed to 

be clearly stated. Incorporating this information is a credible way to increase the transparency and 

openness of any health educational resource (Vukovic et al., 2018). 

 

1.1. Application to Current Resource (ADIFA) 

 

By considering both the theoretical principles and the pragmatic design issues that may occur 

ensure that the implementation of the resource specifically for online mediums is successfully 

achieved. The points of consideration detailed provide a useful guidance on the certain aspects for 

the development of the resource. However, these principles may describe the development choices 

considered, but do not detail how the principles were interpretated specifically into the development 

of an online educational resource.  

This chapter details the development choices made when creating the resource, the reasoning 

behind these choices and how they were implemented within the resource (including examples). This 

is important as the results from Chapter Three provided original and previously unexplored 

considerations from autistic adults themselves. As such, sufficient detail is needed to explain how 

these results were incorporated, particularly in regards to design choices on the content, language, 

and presentation of the resource. 
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2.0. Content of the Resource 

 

2.1. Sourcing the Information 

 

The information used in resource was sourced from three primary places: published peer-

reviewed research, published books, and relevant charity and government websites. 

The research and books selected were sourced from the literature review used for Chapter 

One of the PhD project. This research was important in creating information for the resource that was 

targeted and related specifically to autistic adults, as the research contained in Chapter One focused 

on these issues. Key pieces of research were selected in order to achieve this aim without overloading 

the resource with information. 

In order to supplement the practical information, the resource needed information from 

relevant charity and government websites. The websites used were all UK based and provided 

guidance and/or treatments for drug and alcohol issues. A full list of the sites used can be found under 

the references and resources page of the website https://www.adifa.co.uk/page-4, but for example, 

they include the NHS, FRANK and Autistica. These websites were sourced using search engines (e.g., 

Google, DuckDuckGo), with the results filtered by locations (i.e., the UK). Researcher’s discretion was 

used to assess whether the websites were credible, and all the websites cited were well established 

and well-known (e.g., the NHS).  

 

2.2. Categorising information 

 

The information contained in the resource was categorised primarily into two defined 

categories; conceptual information and practical information. 
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Conceptual information refers to information on alcohol and drug topics, such as what they 

are and how they work. This information is not necessarily for the individual to act on, but more to 

inform them and increase their knowledge on alcohol and drug related topics. Whereas, the practical 

information contained detailed information relating more towards various forms of support and 

treatment that the individual could use (e.g., assessing use, where to get treatment). The primary aim 

of this type of information was to increase the individuals’ knowledge but also provide them with 

detailed, practical resources and steps should they require support in real-life. 

The information was split into these two general categories as in the previous qualitative 

study, autistic adults asked for the inclusion of detailed, practical information. This was because many 

felt educational material did not contain enough detail when discussing practical information. For 

example, limited types of contact details were provided (like a phone number) instead of a description 

of all the ways contact can be made with a particular source. 

To accommodate for this need, the practical information contained in the resource detailed 

multiple avenues of contact, more detail on how treatments can be adjusted, and descriptions of 

relevant processes step-by-step. 
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Example 1) This demonstrates how practical information was categorised and displayed in 

the educational resource 

 

 

In order to better signpost the different sections of the resource, colour bookends were used. 

This notion is used to help readers quickly and easily delineate the different sections and what section 

they are currently reading. This is not a technique that has been applied in other educational 

resources, but as the resource is split into defined categories, this technique was thought to help 
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readers navigate the resource more easily. Additionally, research suggests that to increase the 

accessibility of a resource, individuals should be able to easily identify what section in the resource 

they are currently viewing (Chandrananth et al., 2017). Including coloured bookends helps to achieve 

this by providing an easy, visual cue on each section. The efficacy for utilising this approach will be 

explored in Chapter Five, when feedback from autistic adults is explored. 

 

Example 2) This example demonstrates the bookending of each section in the resource 
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2.3. Inclusion of Autism-Specific Information 

 

Throughout the resource, the information contained was focused specifically toward autism 

and autism-related topics. This was due to the findings from Chapter Three, in which autistic adults 

voiced a clear need for the resource to relate typical alcohol and drug information to autism and 

autistic people. Each of the conceptual knowledge sections started by talking about a particular topic 

of alcohol and drugs generally but finished on how this topic related to autism or autistic people. For 

example, the section may begin by discussing how common addictions are in the general population 

and finish with the statistics on how common addictions are specifically for autistic people. This notion 

can also be found in the practical information sections, such as including a section on social anxiety, a 

problem often experienced by autistic people. 

 

Example 3) This example demonstrates how autism-specific topics were categorised in the 

resource  
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3.0. Language Use 

 

3.1. Accessibility of Language 

 

In order to make the resource accessible for autistic adults, careful consideration was given to 

the language used. The resource prioritised simple, clear language, free from any jargon. This was 

important as in the findings from Chapter Three, autistic adults specifically asked for simple and clear 

language to be used. Alcohol and drugs are complex topics and as such careful consideration was 

needed to simplify the information without diluting its significance. 

In order to assess the resources language readability, Flesch-Kincaid tests were conducted 

(Flesch, 1984). These tests are used to assess the comprehension difficulty of information based on 

word length, sentence length, and average syllables used. The Flesch-Kincaid Reading Ease Score test 

uses this information to determine a score. The score runs from 1 – 100, with the higher the score, 

the easier the information is to read. The Flesch-Kincaid Grade Level test uses the same information 

but in a different formula, in order to determine the grade level of the text. The grade levels run from 

0 – 18, with the lower the grade level, the lower the level of literacy is needed to understand the 

information. The grades produced are based on school grade level systems in the U.S.A.  

Both of the Flesch-Kincaid tests have been extensively used in research to test the readability 

of particular text-based information. For example, the tests have been used to assess the readability 

for many health and e-health materials such as for diabetes (Lipari et al., 2020), Parkinson’s disease 

(Fitzsimmons et al., 2010), general hospital information sheets (Williamson & Martin, 2010), patient 

informed consent forms (Terblanche & Burgess, 2010), and even more recently on patient coronavirus 

(COVID-19) educational material (Szmuda et al., 2020). 

These tests have also been used to evaluate health websites on autism and autistic-related 

topics. Kollia et al. (2019), used the Flesch-Kincaid reading ease score and the grade level test to assess 
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the readability of 100 websites that specifically related to “autism spectrum disorder”. The websites 

were selected by entering the term, “autism spectrum disorder” in a search engine and selecting the 

first 100 websites that met their criteria: an un-sponsored webpage, written in English, and containing 

a URL that led directly to an article or webpage. The websites were split into two groups dependent 

on their URL, an “official” URL group (i.e., .org, .gov, .edu), and a non-official URL group (i.e., .ca, .uk, 

.int, .us). They found that the “official” webpages had on greater readability scores (35.9) than the 

“non-official” webpages (34.1) They also found that the “official” webpages required lower grade 

levels (11.9) than the “non-official” webpages (12.8). Despite the intension of the website, the authors 

argue that on average, information on autism is not accessible for the average reader and may not 

fulfil the needs of the individual seeking out this information (Kollia et al., 2019). This further highlights 

the importance in using these tests to determine whether a resource is accessible or not. Additionally, 

this highlights the need for educational resources to check the accessibility of the language used in 

the development stages. 

These tests have also been used to assess readability of educational material on alcohol and 

drug topics. For example, Sharma et al. (2018), used both Flesch-Kincaid tests to assess a leaflet they 

had developed on the consequences of alcohol abuse. They found their leaflet scored 46.6 on reading 

ease and grade 12 on the grading level (Sharma et al., 2018). Another study looked at drug information 

created and distributed by a government agency in the Philippines (Fermina & Rachelle, 2020). They 

found that the information provided on cannabis had greater readability scores and lower grade levels 

than the information on methamphetamine (reading ease score of 44.5 compared to 36.6; grade level 

of 9.5 compared to 10.8). This demonstrates that some drugs may be harder to describe in an 

accessible way than other drugs. In order to accommodate for this, each topic contained in the current 

resource (ADIFA) will have their readability and grade level tested. Both of these studies (and the study 

on autism-related health topics) demonstrate how the Flesch-Kincaid tests can provide a credible 

assessment of the readability of information on topics relating to alcohol, drugs and autism. 
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As these tests have been used for similar health educational materials, the tests were 

conducted to assess the readability of the current resource’s text-based information. The results for 

each page of the resource are described in Table 3. 
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Table 3) Table three details the findings from the Flesch-Kincaid Reading Ease Score and the 

Flesch-Kincaid Grade Level tests conducted on each of the current resource’s webpages. 

Resource Page Flesch-
Kincaid Reading 
Ease Score (1 – 
100) 

Flesch-Kincaid 
Grade Level (0 – 18) 

Homepage  
 

61.7 7.2 

Drugs, Alcohol & Addiction Header Page  52.5 7.5 
 

How do Drugs and Alcohol Work?  
 

46.6 10.2 

What is an “Addiction”? 
 

49.2 10 

Why do People use Alcohol or Drugs? 
 

56 9.1 

Support Information Header Page 
 

60.7 6.6 

Who to Contact for Support with Addiction 
and How? 

 

64.7 7.1 

Where does Support and Treatment Take 
Place? 

 

60.6 7.5 

How to Assess Drug and Alcohol use? 
 

53.9 8.3 

Strategies for Social Anxiety 42.5 9.3 
 

Treatments for Addiction Header Page 
 

46.8 8.3 

Talking Therapies 
 

59.4 7.5 

Medical Treatments 
 

49.5 8.8 

Self-Help Organisations 
 

54.4 7.9 

References & Resources 
 

30.3 9.7 

Average for the Entire Resource 52.5 8.3 
 

According to the literature, the average adult in the U.S.A. reads at a level of grade 8 (Cotugna 

et al., 2005), which in the UK would equate to Year 9 (ages 13 – 14). Overall, the educational resource’s 
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grade score is in line with the average for adults. The recommendations for medical educational 

materials are to aim for a grade of 5-6 in order to reach the widest possible audience (Cotugna et al., 

2005). However, in practice, this is rarely achieved. For example, the previously mentioned study 

comparing “official” and “non-official” websites found that the “official” websites required grade 

levels of 11.9 (Kollia et al., 2019). This means for .gov .org and .edu websites required almost twice 

the recommended grade level, compared to the current resource which was roughly only two grades 

higher than recommended. The current resource’s Flesch-Kincaid scores are in line with, or better 

than the other studies mentioned (e.g., Szmuda et al., 2020). In addition, the current resource’s scores 

were better than for the resources relating to both autism and alcohol and drug topics (e.g. Kollia et 

al., 2019; Sharma et al., 2018; Fermina & Rachelle, 2020). 

However, this assessment is not infallible, as certain medical or research terms can increase 

the grade level needed (e.g., “antagonist” drugs), even if the terms are followed by an explanation. 

This can also help to explain why the references and resources page has the lowest score and one of 

the highest grade levels, as typically research citations may contain words categorised as complex and 

hyperlinks may be classed as one long word. To counteract this, in the current resource, if any 

specialist language was used, it was followed (or preceded) by a simple explanation. For example, the 

term “receptors” is used in describing how drugs work, which is followed by a simple explanation as 

“responsible for generating signals within the brain”. 

While the average grade score is in line with the average for an adult (albeit in the U.S.A.), 

assessing the readability from autistic adults will be key in determining whether there are any changes 

needed (particularly on specific pages). Additionally, conducting the tests on each page of the resource 

helps to suggest whether certain pages may be more difficult to read than others. 
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3.2. Appropriate Terminology 

 

Another aspect of the language used that can make the resource more accessible is the 

terminology used to describe autism and autistic people. The results from the Chapter Three 

highlighted the importance of referring to autistic people as such, and avoiding what is known as 

“person first” language.  

Person first language is described as putting the individual before the condition or disability. 

For example, for addiction, person first language would describe an individual as “someone with 

alcohol or drug problems” (Zgierska et al., 2021). However, many autistic people and their families do 

not find this type of language appropriate. 

In their study on terminology for autism, Kenny et al., (2016) found that autistic people believe 

that autism is who they are, an integral part of themselves, and that the use of person first language 

negatively contradicts this. The use of person first language implies that autism is something they 

have, potentially something that needs fixing, and not who they are. The study also found that at the 

time, the majority of health professionals preferred to use person-first language, which was in direct 

contrast with autistic people’s preferences (Kenny et al., 2016). This shows the potential disparity that 

can arise from professionals working with or researching autism and the thoughts and beliefs of 

autistic people themselves. In order for a resource targeted for autistic adults to be accessible, 

researchers need to consider the terminology carefully and use terms that autistic people themselves 

use. 

Based on this research, the National Autistic Society (2020) website created guidelines for 

people to use when referring to autism and autistic people. The guidance provided a useful list of what 

words were acceptable and what words to avoid. The guidelines are displayed in Image 1. 
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Image 1) The “Dos” and “Do nots” of writing and referring to autism and autistic people 

taken from the National Autistic Society’s website (https://www.autism.org.uk/what-we-do/help-

and-support/how-to-talk-about-autism) 

 

 

 

The guidelines proposed by the National Autistic Society were applied to the development of 

the current resource. The resource omits person first language and instead refers to autistic adults as 

such. This language is consistent across the website, including when discussing research studies that 

looked at various aspects of autism (as originally, these studies may have used person first language). 

https://www.autism.org.uk/what-we-do/help-and-support/how-to-talk-about-autism
https://www.autism.org.uk/what-we-do/help-and-support/how-to-talk-about-autism
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Additionally, the sections on practical information refer to how support and treatment services can 

be adjusted to better support the needs of the autistic individual. 

 

Example 4) This example demonstrates the terminology used to describe autistic people and 

autism in the resource 

 

 

3.3. Neutrality and Impartiality 

 

Another point raised by the findings in Chapter Three, was that the resource should be non-

judgemental and without bias. Participants stressed the importance of not pushing an agenda, such 

as encouraging people to quit drug/alcohol use, or presenting information in a “scary” and 

confrontational way. 
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Employing the use of “scare tactics” is a common technique used in discussing alcohol and 

drug topics and education, however, the effectiveness of this approach is still in debate. In their 

systematic review of scare tactics in alcohol and drug research between 2005-2017, Esrick et al. (2019), 

found that around half of the research included supported the use of scare tactics, whereas, the other 

half of the research had mixed findings or did not support its use. This highlights the lack of conclusive 

evidence on the use of these tactics. Additionally, a lack of conclusive evidence is further supported 

by the fact that participants varied considerably between each study included in the review, as did the 

aims of the research and how the “scare tactics” or fear-based messages were employed.  

Research suggests that in some instances, using “scare-tactics” or fear can be counter-

intuitive. The use of these tactics can instead lead to an increase in stigma and judgement of the 

individuals who use drugs or alcohol. For example, the UK ran a health campaign called “Heroin screws 

you up” from 1985-86, which attempted to address the rise in heroin use through a targeted fear 

campaign. Researchers at the time found that these campaigns were successful in reaching the 

audience but that the campaign had fostered and reinforced negative attitudes and beliefs about 

heroin use and individuals who use heroin (Mold, 2021). This is a problem because research has shown 

that if an individual feels stigmatised, judged or alienated, then they are less likely to engage with 

support information or services (Branson et al., 2022). As the current resource has been developed 

for all autistic adults (including those with alcohol or drug problems), presenting information in a 

confrontational or judgemental way would be detrimental to the intended purpose of the resource.  

In the development of the current resource, careful consideration of the language was used, 

with an emphasis placed on the inclusion of neutral language. While the negative aspects of addiction 

were discussed, they were not framed in an inflammatory and scary manner that would intentionally 

put people off using drugs or alcohol. Conversely, the positive aspects of drinking were included (such 

as fitting in to social situations) but they were not presented in a glorified way to support alcohol or 

drug use. Neutrality and balance were key. Additionally, sections discussing potential benefits or 

negatives of alcohol and drugs contained both sides. 
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Example 5) This example demonstrates how neutrality and balance of information was 

implemented in the resource 

 

Another way in which the resource could ensure its neutrality was through transparency of 

information. This included directly stating on the homepage who created the resource, why the 

resource was created, and how the information was sourced. This was to emphasise that the resource 

was developed with no agenda for or against alcohol or drug use and provides the individual with tools 

to assess and consult the sources themselves. 
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Example 6) This example demonstrates how transparency was implemented in the resource 

 

 

This transparency of sources was further achieved by achieving hyperlinks to the sources 

themselves. Whenever third part information was included (such as drinking diary examples), 

hyperlinks were provided for the individual to gain direct access to the information’s source. 
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Example 7) This example demonstrates the use of hyperlinks in the resource for any external 

sources 

 

 

One final way in which neutrality was achieved was through the use of pronouns. 

Chandrananth et al. (2017), assembled a guide for researchers aiming to create e-health materials. 

They used orthopaedics as an example subject area and discussed their experiences of developing e-

health materials and the lessons they had learnt through the development. One of their suggestions 

was the use of second-person pronouns such as “you” to increase the readability of the resource.  
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However, using second-personal pronouns in this instance may imply or infer that the reader 

uses alcohol or drugs or needs treatment or support with alcohol and drug-related problems. The 

intended audience for the research is for autistic adults, regardless of whether they have ever used 

alcohol/drugs. Therefore, in order to make the resource accessible to a wider audience—and not to 

imply any kind of judgement about their use or none use of alcohol/drugs—passive language and 

third-person pronouns were used. For example, instead of “you can get help by…”, the resource used 

language such as “If an individual needs help, they can get help by…”. 

 

Example 8) This example demonstrates the neutral language used in the resource to refer to 

the reader 
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4.0. Presentation of the Resource 

 

4.1. Structure of Information 

 

The results from Chapter Three highlighted the importance of simple presentation. 

Consideration to how the information is structured on the webpage is an important aspect of creating 

simple and accessible use. Regardless of how engaging or thought-provoking information is, if it is 

difficult to locate it will be of no use to the intended audience (Chandrananth et al., 2017).  

In one of their most cited articles, Nielsen (2006) tracked 232 participants eye-movements 

when they looked at websites. They found a consistent pattern across the different websites and 

situations used, namely that participants scanned the information in an “F” shape. This meant that 

the participants usually focused the most at the top of the webpage before then progressing down 

the page, mainly focusing on the left side of the page. The most attention is paid to the very top section 

of the page, particularly if an individual is simply scanning the page.  

In order to better accommodate for this type of behaviour, the most important information 

should be located at the top of the webpage. For this reason, the majority of the webpages begin each 

section with a “summary” of the information contained on the page, located at the very top of the 

page. By locating this information at the top of the page, individuals who may not be interested in 

reading the full text can easily and effectively digest the key information (albeit in lesser detail) each 

page of the resource was trying to convey. 
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Example 9) This example demonstrates the location for the information deemed most 

important, the summary information  

 

 

As Nielsen (2006) concluded, while browsing in an “F” pattern is not necessarily detrimental, 

information can be missed or not fully explored by the individual using the resource. In addition to 

providing the most salient information at the top of the page, Pernice (2017) proposed other 

recommendations that can be made in order to remedy or utilise the “F” shape scanning of website 

browsing habits. The recommendations included in the development of the current resource were the 

inclusion of headings and subheadings, emphasis of key words and phrases, and the use of bullet 

points and numbering where appropriate. These recommendations were utilised in order to redirect 
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attention to particularly salient or important information and to help the summarisation of complex 

information.   

 

Example 10) This example demonstrates the headings and subheadings, emphasised words 

or phrases, and use of bullet points in the resource 

 

 

Another recommendation included from Pernice (2017) was that the most important words in 

the headings and sub-headings were located at the start of each respective heading (such as the first 

few words). This was employed in the website design for a number of the sub-headings.  
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However, other headings were longer and were phrased in a question format. Aliu & Chung 

(2010), compared their educational websites (on plastic surgery) with other educational websites on 

scores for readability. They used The Flesch-Kincaid formula (the grading system), the simple measure 

of gobbledygook (estimates the number of years of education needed to understand the information), 

and the Flesch Reading Ease (which provides a readability score from 0-100). They found that their 

resources required a greater level of education and were therefore lower in readability than the other 

websites tested. One of the recommendations they employed to improve this was by phrasing the 

sub-headings and headings as questions in order to direct attention towards a “chunk” of information 

at a time (Aliu & Chung, 2010).  

Taking into consideration Aliu & Chung’s (2010) research, and Pernice’s (2017) 

recommendations, a mixture of both question-focused and shorter, key worded headings and sub-

headings were used.  Question-focused headings were used to introduce certain information, with 

shorter, key worded headings used for further and more specific information.  
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Example 11) This example demonstrates the use of specific headings and introductory 

question-based headings implemented in the resource 

 

 

 

4.2. Navigation of the Resource 

 

In order for the resource to be accessible, consideration to how the website would be 

navigated was needed. One way in which this was achieved was through the navigation of the menu 

bar and headings. Arts (2019), created and evaluated an e-health resource for pupils in high school 

with attentional problems. In their evaluations, they found that the use of clear and simple drop-down 

menus—that were conveniently displayed—were an effective and user-friendly design aspect (Arts, 
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2019). Similarly, in their e-health resource on nutrition for rural communities, Atkinson et al., (2009), 

found that individuals favoured the use of drop-down menus as opposed to menus that required 

clicking through to view the various sub-headings. As such, to make navigating the resource as simple 

as possible, information was structured into sections and each section was represented in the menu 

at the top of the page. If the section contained subsections these were displayed in a simple drop-

down menu. 

 

Example 12) This example demonstrates the use of drop-down menus used for the headings 

and subheadings in the resource 

 

Page links were also created in order to aid navigation. As each many subsections of the 

resource had information that complemented or overlapped information in other subsections, 
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navigation links were included to help the individual navigate to the complimentary information. For 

example, a link to the talking therapies page discussing cognitive behavioural therapy is included in 

the strategies for managing social anxiety, as this type of therapy is also suggested as a treatment 

option for social anxieties. This is to help reduce unnecessary repetition of information and provides 

quick access to relevant pages. 

 

Example 13) This example demonstrates the page hyperlinks implemented for the different 

sections of the resource 
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4.3. Use of Images and Diagrams 

 

Consideration was given to the use of diagrams and images. Using images and diagrams in e-

health resources is commonplace (e.g., Chandrananth et al., 2017). However, in Chapter Three, 

autistic adults specifically mentioned that images and diagrams should be functional and act to aid the 

accompanying text. Images and diagrams should not be used simply for aesthetic appeal as this can 

distract away from the information and in some cases put people off using the resource.  

In order to successfully achieve this and integrate diagrams and images in a meaningful way, 

principles from the cognitive load theory are implemented (Sweller, Ayres et al., 2011; Sweller, van 

Merriënboer et al., 2019). The cognitive load theory is an instructional theory in which learning 

activities and materials can be optimised by employing principles based on human cognition. The main 

principle of this theory is to prevent the overload of working memory capacity. This theory proposes 

that the use of visualisations (images and diagrams) help to aid the understanding of written text 

(Castro-Alonso et al., 2021). This is further enhanced through several principles; diagrams and images 

should be spatially integrated with the text, non-essential information should be excluded from the 

image/diagram, and the essential information of the image/diagram should be emphasised (Castro-

Alonso et al., 2021). One frequently used example is the use of diagrams placed on a different page to 

the associated explanation. This requires people to retain the information in their working memory 

whilst also searching for the associated diagram to combine the two. If a diagram integrates both the 

visual and text elements, the load on the working memory system is substantially reduced. 

Research has found empirical support for the implementation of these principles. For example, 

in their meta-analysis, Schroeder & Cenkci (2018), found that including spatial integration of text and 

diagrams/images resulted in significantly greater levels of learning and comprehension across multiple 

educational materials and resources. Additionally, application of the cognitive load principles has been 

used in a variety of different educational settings. For example, the principles mentioned above (e.g., 



133 
 

spatial integration, exclusion of irrelevant information) were successfully used in the incorporation of 

anatomy diagrams to facilitate medical students understanding of human anatomy (Hadie, 2020). 

These principles are present in the current resource. Diagrams and images are presented in 

relation to the relevant text. The resource does not contain images or diagrams that are functionless 

or include unnecessary information, but are only used to help clarify the accompanying text. For 

example, in showing what the GP’s webpage would look like if they were trying to book an 

appointment with their GP online. 

 

Example 14) Example 14 demonstrates the use of diagrams and images implemented in the 

resource 
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5.0. Conclusion for Chapter Four 

 

In conclusion, the development of the educational resource (ADIFA: www.adifa.co.uk) was 

informed by the over-arching implementation framework used in the current project (the Knowledge 

to Action framework). The results from Chapter Three informed the topics and the presentation to be 

included in the resource. The pragmatic principles from Ho et al. (2004), were discussed in the 

relevance to the project and helped to identify any issues that might arise from implementing the 

research specifically into online mediums. Each design and content decision were detailed and 

examples taken from the resource were included to demonstrate how they have been applied.  

The next stage is the evaluation of the resource. This will form the content for the next chapter, 

(Chapter Five) in which the experiences and feedback of ADIFA will be gained from autistic adults and 

parents of autistic adults. These evaluations will help to judge how successful the ADIFA is and what 

amendments are required. 

 

  

http://www.adifa.co.uk/
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Chapter Five: A qualitative evaluation of educational 

website from the perspectives of autistic adults and their 

families 

 

Introduction 

 

This chapter details the evaluation of ADIFA. This chapter details the methodological approach 

taken, including who the participants were, what they were expected to do, and the analytical 

approach of the data created. The chapter is split into three sections: the first describes the 

aforementioned methodological approach, the second describes the implementational themes 

generated, and the third describes the reflexive themes generated. The chapter concludes with a 

summary of the project, including how the implementational themes are incorporated into ADIFA, 

and how the reflexive themes contribute to the wider literature. 
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Methods 

 

Study Objective and Design 

 

The purpose of the current project was to address the research objective below: 

• To gather information on the experiences and feedback of the resource (ADIFA) from autistic 

adults and parents of autistic adults. 

In order to best address this objective, consideration was needed for the selection of an 

appropriate methodological design and approach. 

The first consideration made was in the design, and whether it should be quantitative, 

qualitative or mixed methods focused. While the project employs a pragmatic design, and focus has 

been given to the creation of actionable points, the current project’s focus was on exploration of 

autistic adults’ experiences using ADIFA. In order to gain greater information on their experiences and 

feedback, conversing with participants directly was decided as the best option to achieve this. 

Therefore, the current project employed a qualitative design, within a larger pragmatic framework.  

The project consisted of semi-structured interviews, which could be delivered audibly (i.e., 

over the phone, or online via Microsoft Teams), or text-based (i.e., via email). The reasoning behind 

the provision of multiple ways to participate were the same as the project in Chapter Three. Namely, 

some autistic adults’ participation can be hindered by a reductive recruitment approach, and offering 

multiple options to engage with a research project can help to ameliorate this, particularly for 

qualitative interviews (Nicolaidis et al., 2019). However, the purpose of the current project was not 

the same as the project in Chapter Three, and the preference was for a mixture of both text-based 

and audible interviews. This would allow for a greater exploration of the experiences using ADIFA, as 

audible interviews are arguably more reciprocal than text-based interviews (Amri et al., 2021).   
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The questions used in the semi-structured interviews were created to relate to the 

development of ADIFA (see appendix 8). Questions were centred around content, presentation, and 

language used in ADIFA. This was to generate actionable feedback, and provided participants a 

framework in which they could discuss their own experiences if desired. 

 

Description of Participants 

 

The purpose of this chapter was to gain an insight from autistic adults themselves and parents 

of autistic adults about ADIFA. This was conducted through a semi-structured interview with autistic 

adults who have had personal experiences with alcohol/drug problems, parents of autistic adults, and 

autistic adults who haven’t had personal experiences with alcohol/drug problems but may have 

friends or family who have. Participation was open to all genders and ages (provided they were aged 

18 or over). The inclusion and exclusion criteria for the project are located below. 

 

Inclusion criteria: 

• Adults over the age of 18 

• Autistic adults 

• Individuals who choose to take part and opt in 

• Adults who can read and understand the consent form, information sheet and 

survey/interview questions 

• Adults who live in the UK 
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Exclusion criteria: 

• Adults under the age of 18 

• Neurotypical adults 

• Individuals who lack the capacity to choose to take part and opt in 

• Adults who cannot read and understand the consent form, information sheet and 

survey/interview questions 

• Adults who live outside of the UK 

 

Participants consisted of a volunteer sample. The recruitment strategy stated in Chapter Three 

was utilised in the current project (the use of relevant autism charities and organisations, who acted 

as a “gatekeeper” for access to their members). This strategy did not have any reimbursement 

attached. However, an additional strategy employed was through a specialised network of the 

Autistica charity, known as the “Autistica Insight Group”. This was a paid service in which autistic 

adults would be contacted for potential participation with a specific aim, in the current projects case, 

providing feedback on the ADIFA resource. 

 This strategy was employed as it allowed for specific participants to be recruited, namely, 

autistic adults who have had personal experiences of alcohol/drug problems. An application to 

Autistica was made, accepted, and specialised recruitment was utilised (using the specialised 

parameter of preferences for autistic adults who had personal experiences of alcohol/drug problems). 

Each participant recruited in this manner was reimbursed £25 for their time. This strategy was 

successful as it resulted in a sample of autistic adults the majority of whom have had personal 

experiences of alcohol/drug problems. 

Participants could choose the method of participation depending on their preferences. The 

interview could take place online (through Microsoft Teams), by the phone, or through email. The 
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email interviews were asynchronous, where correspondents were sent between the researcher and 

the participant. The participants are introduced in table 1 below. 

 

Table 1) This table details the experiences and viewpoints of the various participants 

Participant Pseudonym 
 

Description about them 

Alex Alex is an autistic adult who use the “they/them” pronouns. 
They have not had any personal experience with 
alcohol/drug problems, but have friends who have. 

Abby Abby is female and self-identifies as autistic and having 
ADHD. She has an adult son who is autistic. She has 
previously had problems with alcohol and is now 4 years 
sober.  

Emily Emily is an autistic female, who has previously had 
problems with both alcohol and prescription medication. 
She has two children who are autistic. One of her children 
(her daughter) has had problems with alcohol when they 
were a teenager. 

Sian Sian is a female who self-identifies as autistic. She has two 
children who are autistic. One of her children (her 
daughter) has previously had problems with marijuana use. 

Nicole Nicole is an autistic female who has previously had 
experiences with alcohol and drug problems. She is a 
parent to an autistic adult and her husband has ADHD. 

Kyle Kyle is an autistic male, who has had problems with drugs 
and alcohol himself, as well as, friends who have also had 
alcohol and drug problems. He has also had experiences of 
various behavioural addictions, such as food and porn 
addiction. 

Mary Mary is a neurotypical female. She has an autistic son. 
Neither of them has had problems with alcohol or drugs, 
but her son has social anxiety. 

Claudia Claudia is an autistic female. She has problems with 
prescription medication, specifically, benzodiazepines. She 
has been on a detox programme and has cut down on her 
use. 

Jade Jade is a neurotypical female. She has an autistic son. Her 
or her son have not had problems with alcohol or drugs but 
she has known people who have had problems with 
alcohol. She has previously worked within the NHS as a 
physiotherapist. 

Darren Darren is a neurotypical male. He has an autistic son. He or 
his son have not had problems with alcohol or drugs. He 
works within computer programming and internet design. 
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The table demonstrates that the majority of participants were autistic (7 of the 10), were a 

parent to an autistic child (7 of the 10), and were female (7 out of 10). The initial idea was to analyse 

the groups separately, one to represent autistic adults themselves and one to represent parents of 

autistic people. However, as the table demonstrates, many participants were both autistic and parents 

of autistic people, meaning they fulfilled both groups. As such, it was decided to analyse all 

participants together to produce a representation of the group as a whole. 

 

Procedure 

Potential participants were first recruited either through recruitment material sent on behalf 

of the researcher by relevant charities or organisations, or through the “Autistica Insight Group” 

process. The researcher was not initially provided any contact details for the participants. If 

participants wished to take part, they needed to contact the researcher themselves first. For the 

“Autistica Insight Group” process, the researcher was provided a list of email addresses of individuals 

who had expressed a wish to take part or find out more information about the project. These details 

were only provided after Autistica had discussed the project with selective individuals and agreed with 

them for their email address to be included. The researcher then contacted the potential participants 

via an email that detailed the project and contained the information sheet (see Appendix 9), consent 

form (see Appendix 10), and asked them the mode they wished to participate (i.e., by email or through 

Microsoft Teams). Once the individuals had stated their preference for mode of delivery and 

completed the consent form, the interviews could be arranged.  

For the email interviews, participants were sent the questions in full by email after the consent 

form had been completed and received by the researcher. Participants were encouraged to take their 

time and answer the questions to the best of their ability. They were informed to spend some time 

with ADIFA before completing the questions, but the extent of the time spent on ADIFA was entirely 

their decision. Once the questions had been completed and returned, the researcher sent a 
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supplementary email with questions created in response to their answers. This gave the researcher 

the opportunity for clarification or greater exploration of any areas previously discussed. Once these 

questions were completed and returned, participants were informed of the end of the project, 

thanked for their time, reminded of contact details for the research, and if recruited via “Autistic 

Insight Group”, reimbursed for their time. 

For the interviews which took place via Microsoft Teams, once their preference for this mode 

was stated and the consent form completed, a date and time was arranged for the interview. The 

interview could not take place without a completed and returned consent form. The researcher and 

participant met on Microsoft Teams on the date and time arranged, which could either be audio only 

or with the camera on, depending on the participants preferences. Prior to the interview, participants 

were asked to spend some time with the ADIFA resource. At the beginning of the interview, 

participants were given 10 minutes to interact with ADIFA. Once complete, the interview could begin. 

As the interview was online, many respondents stated keeping ADIFA open in their web browser in 

order to discuss particular pages or sections of the resource. The duration of interviews ranged from 

18 minutes to 61 minutes. The average duration of the interviews was 40 minutes. Once the interviews 

were completed, participants were informed of the end of the project, thanked for their time, 

reminded of the contact details for the researcher, and if recruited via “Autistic Insight Group”, 

reimbursed for their time. The data was then transcribed by the researcher and anonymised using 

pseudonyms.   
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Ethical Considerations and Approval 

 

Ethical approval for the current study was gained from the Ethics Committee of Manchester 

Metropolitan University (Appendix 11). 

 

Informed Consent 

The intended audience for the educational resource is autistic adults as a whole. Therefore, 

autistic adults with a learning disability were also welcome to take part in the project. This potentially 

raised issues regarding informed consent and capacity. However, the project did not seek to 

specifically recruit participants with a learning disability, but as the educational resource is for all 

autistic adults, intentionally depriving those with a learning disability from participation would raise 

its own moral and ethical issues. The website was developed with a certain level of literacy needed to 

understand it, therefore those with a moderate to severe learning disability would likely not have been 

inclined to participate in the project, however, those with a mild learning disability may have wished 

to do so.  

As the study was promoted online via relevant charity sites and organisations, it was not 

practical to assess the capacity of participants with a learning disability. As in the project in Chapter 

Three, online organisations and charities approached for promotion of recruitment material each be 

consulted with the researcher to discuss whether they thought the study was appropriate for their 

members. 

The consent form was sent via email to all autistic adults who wished to participate, prior to 

the completion of the interview questions. The consent form had to be completed in full and returned 

to the researcher via email prior to the interview. Any participant who had not stated their consent, 

could not participate in the project. 
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Right to Withdraw 

Participants were made aware that they could withdraw their data at any time and without 

requiring a reason, before the completion date of the study (30/09/2022). Participants who wished to 

withdraw their data simply used the details already provided to contact the researcher and inform 

them of their withdrawal. Once the request was made, all data relating to the respective participant 

was destroyed. 

 

Confidentiality and Anonymity 

A number of considerations were made to ensure confidentiality and anonymity of the 

participants and their data. Recruitment adverts were sent on behalf of the researcher by related 

charities. The research did not have direct access to any databases or details. Participants needed to 

make first contact if they wished to find out more or participate. Any personal data, such as email 

addresses and any phone/application details, were destroyed upon completion of the PhD. 

Participants were also given pseudonyms, with any quote included in the final report only being 

identifiable by the researcher and the participant themselves. All data was kept in a security protected 

computer that was only accessible by the researcher.  

 

Consideration of Distress 

The current study was considered low risk, as although a question pertaining to personal 

experiences was included, direct exploration and inquisition into participants personal experiences of 

alcohol/drug problems was not asked and discussions were at the discretion of the participant. 

Additionally, efforts were made to ensure participants had access to appropriate care should they 

become distressed. This was done by providing participants with contact details of relevant services 

(e.g. NHS, National Autistic Society) and the researcher flagging any potentially vulnerable person 

(anonymously) with their supervisors. 
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Selection of analytical tool 

 

One of the most important considerations to be made was the selection of an appropriate 

analytical tool. The previous study in Chapter Three, analysed the data use qualitative content 

analysis. This proved beneficial as the purpose of that study was to gather information on autistic 

adults’ preferences pre-development of ADIFA, with the production of actionable aspects that could 

be incorporated into development. However, the current project’s objective allowed for more 

interpretive analysis, as the purpose was to gather the experiences and feedback of using ADIFA.   

As such, the analytical approach taken for the interview data was that of reflexive thematic 

analysis (RTA) as proposed by Braun and Clarke (2006; 2019; 2021). This approach was taken because, 

although the focus of the project was pragmatic, the involvement of perspectives from autistic adults 

with substance-related problems allowed for latent meaning to be conceptualised in a wider context. 

Additionally, this analytical approach respected the view points of the participants, while also 

acknowledging my reflexive interpretations as the researcher.  

The process used to analyse the data followed the six-phase thematic analysis procedure used 

in Braun & Clarke’s (2006) research. This procedure was helpful in outlining the process behind how 

themes are conceptualised and defined (see table 2).  
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Table 2) Braun and Clarke’s (2006) six-phase procedure and the relation to the current study 

Phase Procedure in the current study 
1. Familiarising oneself with the data Interview data conducted over the 

phone or Microsoft Teams was transcribed and 
collated with data conducted by email. Through 
the interview process, and later through 
transcription, initial notes were made on 
thoughts and ideas expressed by participants.  

2. Generating initial codes Features in the data were coded across 
the data set. This included exploring the initial 
notes made and searching for key words or 
terms expressed across the data set. 

3. Searching for themes Codes were then collated into initial 
themes. This was done by assessing codes for 
relation to each other, and if appropriate, were 
collated under a relevant theme.  

4. Involved reviewing themes Themes were checked against the entire 
data-set and for relevant extracts to support the 
conceptualised themes. 

5. Defining and naming themes The specifics for each theme were 
refined and defined. From this definition, 
themes were separated into two distinct 
categories: pragmatic, sematic themes and 
reflexive, latent themes. 

6. Producing the report Final checks were conducted to ensure 
the extracts selected were appropriate, the 
themes conceptualised relate back to the 
purpose of the study, and the relation of themes 
to the wider literature.  

  

While this approach is useful in defining the process involved in reflexive thematic analysis, 

they are not prescriptive. The process within the current study did differ between the analytical 

approach taken in generating the initial codes (see figure 1 and figure 2).  

 

Analytic Approach 

 

The current project used a combined approach to data analysis, namely, the incorporation of 

both deductive and inductive reasoning. Deductive and inductive approaches are usually aligned with 

opposing epistemologies, with deductive methodologies tending to employ positivism and inductive 
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methodologies tending to employ interpretivism. However, the current project employs a pragmatist 

epistemology, allowing flexibility in analytical approaches and the possibility for combing both 

approaches. In fact, a hybrid or sequential approach of both deductive and inductive approaches have 

been used in research projects employing reflexive thematic analysis (Fereday & Muir-Cochrane, 

2006; Proudfoot, 2022). In their project exploring people’s attitudes towards retirement and aging, 

Swain (2018), described the process they used to combine both deductive and inductive approaches 

in their analysis. They remarked that the deductive approach provided a useful framework for the 

analysis, keeping the themes on topic with the research question, while also allowing for unexpected 

themes and insights to be generated.  

The overall PhD project employs a pragmatic paradigm, which allowed for flexibility in the 

analytical approach the current study could take. As the pragmatic paradigm does not solely ascribe 

to either inductive or deductive reasoning, a hybrid approach could be successfully implemented 

within this paradigm. The purpose of a combined approach was selected due to the pragmatic nature 

of the project and the information gathered from participants. A deductive approach was important 

in providing focus for the analysis, specifically, in keeping the focus of the analysis on pragmatic and 

actionable adjustment or inclusions that could be made for the benefit of ADIFA. Whereas, an 

inductive approach was important as the feedback and experiences provided by participants, 

particularly those with experiences of substance-related problems, was not simply pragmatic but 

could provide insight previously absent from wider contexts. 

The process for the deductive approach is represented in the flow chart below (see Figure 1). 
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The deductive codes developed for the analysis process occurred before familiarisation of the 

data was completed. The codes were led by the findings from the previous study (in Chapter Three), 

the development of ADIFA itself (Chapter Four) and the questions used in the current study. The codes 

consisted of the content, format, and language used in ADIFA. Content was selected as participants 

from the previous study in Chapter Three, requested the inclusion of certain topics and themes (e.g., 

multivarious aspect of substance use, detailed practical information, etc.). In order to determine how 

well topics were included, and whether there were any missing, themes centred around the content 

would provide pragmatic suggestions that could be implemented. The format of ADIFA was another 

area highlighted in Chapter Three. Autistic adults and parents of autistic adults highlighted the 

importance of a clear, simple, and easy to navigate presentation of the information, that included 

diagrams and pictures to aid comprehension and not purely for aesthetics. In order to understand 

whether or not the format achieved these aims, and how it could be improved, themes focused on 

format were important. The final code selected was for the language used in ADIFA. Participants in 

Chapter Three clearly stated the importance of clear, concise, and accessible language, as well as 

inclusion of appropriate terminology when referring to autistic people (i.e., not using person first 

language such as, “an adult with autism”). In the development of ADIFA, focus was given to the 

language, as the accessibility of the language was assessed via Flesch-Kincaid Reading Ease Score and 

Grade Level tests (Flesch, 1984), and the terminology included informed by the National Autistic 

Society’s 2020 guideline. Centring themes around content, presentation and language, provided the 

analysis with a useful framework in assessing autistic adults and parents of autistic adults’ experiences 

of ADIFA. It resulted in pragmatic, implementational themes that could be applied to the benefit of 

ADIFA. 

A greater familiarisation of the data was then conducted, through transcription of the data 

and notetaking from repeated re-reading of the data sets. Searching for themes and review of each 

theme was conducted within the frameworks of the aforementioned pre-determined codes. Each 

theme was reviewed in relation to each other and how well they encapsulated the content, 
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presentation or language coding. The themes were then clarified and defined. As the purpose of the 

deductive approach was to generate actionable suggestions from participants experiences with ADIFA, 

the themes were grouped together under the over-arching category of implementational themes. 

The process for the inductive approach was similar to the deductive approach and is displayed 

in the flowchart below (see Figure 2). 
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In contrast to the deductive approach, this approach derived the codes and themes solely from 

the data. This allowed for the codes and subsequent themes to be developed directly from 

participants’ experiences, including a wider context than the evaluation of ADIFA. The initial 

generation of the codes was conducted in conjunction with familiarisation with the data. Two codes 

were generated, comprised of motivations behind substance use, and society, community and 

judgement. These codes were generated throughout the data sets, but particularly in discussions with 

the individuals who had personal experiences of substance-related problems. Generation and review 

of themes was then conducted within the parameters of the aforementioned codes. Themes were 

then synthesised and defined under the collective category of reflexive themes, which reflected the 

interpretive nature and wider context of the themes. Additionally, collection under this collective 

category helped to distinguish the themes from the deductive more actionable-focused themes. Two 

themes were identified—motivations for substance use, and perceived judgements and 

expectations—each with two sub-themes: substance use as a sleep aid, substance use, autism & PTSD, 

unmet healthcare needs, and biases from neurotypical perspectives. 

 

Reflexivity 

As the analytical approach selected was reflexive thematic analysis, acknowledgement and 

embracement of the subjective nature of the research is imperative. Therefore, discussion on the role 

of the researcher, their values and experiences are important to include. 

First and foremost, I am a non-disabled, neurotypical researcher. While I do not have any direct 

experience of autism, my elder brother is autistic. I believe this has given me an insight into the 

challenges autistic people can encounter, the stereotypes neurotypical people might hold, as well as 

the positives attributes and favourable activities autistic people can embody. For example, when my 

brother attended university, in order to stay in university accommodation, he had to be re-assessed 

and re-diagnosed as autistic, as the University believed he was diagnosed with “childhood” autism. 
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This demonstrated a fundamental lack in understanding of autism as a lifelong condition and provides 

an example of the additional challenges autistic people can face, including in accessing measures 

designed as reasonable adjustments for autistic or disabled individuals. 

Throughout my life I have grown up with disabled friends and family who all had a range of 

different conditions and variability in their additional needs, such as muscular dystrophy, multiple 

sclerosis, Alzheimer’s disease, and cancer. Through their experiences I have developed an interest in 

pragmatic research. This is because from their personal experiences, pragmatic and practical help can 

often be hard to find or does not meet the requirements of the individual. Additionally, these 

experiences had instilled in me the importance of the inclusion of disabled perspectives, particularly 

in research where they are the intend audiences. 

While I do not have a disability or condition, I believe, as an LGBT+ person, my experiences and 

perspectives may be shaped from the viewpoint of “otherness”. My desire to research topics centred 

around disabled communities that may also experience feelings of “otherness” or individuals 

considered atypical could to some degree be influenced by my own perspectives and experiences.  
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Results 

 

The results for Chapter Five are split into two categories; the deductive themes derived from 

pre-determined codes are displayed under “Implementational Themes”, whereas, the inductive 

themes derived solely from the data are displayed under “Reflexive Themes”.   

 

 

A.0. Implementational Themes 

 

A.1. Customisability 

 

I asked the participants about their experiences of the layout and format of the resource. All 

of the participants were in agreement that the website was uncluttered, easy to navigate and, in the 

most part, appealed to their aesthetics. 

 

“And like I said, even kind of the subheadings, even though there's a lot of text, it's good to sort 

of see like the little submissions in the head, like along the toolbar at the top as well. See if there's a 

bit of clear part you would want to go through them. That's quite easy to do.” – Alex 

“A positive experience. It was clear, easy to read, concise.” – Nicole 

“Excellent site, easy to follow, medical information presented in a simple manner, good links 

to relevant sites for further help and information. Very easy navigation. Colour coding the 4 main 

sections is a good idea.” – Darren 
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While this is a positive outcome for the website, it is interesting to note that positive aspects 

of the formatting and presentation were conditional to their own perspectives. This was expressed by 

Alex who questioned whether the resource was as accessible as it could be. 

 

“It sort of like it feels like a place where I would go for information, but on the formal level…but 

like maybe making it accessible because you know the spectrum is a wide thing. So, like, obviously I 

can kind of like, you know, like and can read the information fine. But then some people may struggle. 

Others may prefer kind of like an easy read or like a visual resource or something.” – Alex 

 

As Alex stated, the presentation and layout of the resource appealed to them and their 

preferences—which is positive as they are the intended audience—but it was unclear whether this 

would be felt be other autistic people. The differences in personal preferences were also displayed 

between participants directly. Claudia suggested the inclusion of more diagrams and images as they 

prefer that medium of information, whereas, Nicole remarked on the lack of images and “extraneous” 

information as aligning with their preferences. 

 

“Pictures again would help Autistic people. My recommendation would be more picture, 

something easy to view. Personally, I do struggle with lots of words.” – Claudia 

“I think it’s exactly right – to the point; it’s useful, and has nothing unnecessary or 

objective/subjective. I love the ‘no extraneous bullshit’ style.” – Nicole 

 

When discussing the layout and presentation further with participants, the notion of different 

needs for different autistic people was expressed by others. This was particularly relevant with parents 

of autistic people who were discussing the needs of the children. Sian commented on how her 

daughter would find navigating the resource. 
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“My daughter would get confused between the links about the resources and the references. 

Even though they're clearly separate on the page when I read them through, I know my daughter would 

be like, well, I'm kind of a bit lost now and I've. Separating those would probably be useful for me.” – 

Sian 

“Yeah, the visuals, the step-by-step description, that was fantastic and it is exactly what my 

daughter would need.” – Sian 

 

This highlights that aspects of the layout, navigation and presentation of the resource worked 

for participants and their children, but other aspects could be improved. It suggests that autistic adults 

with additional needs may need support when using the resource. However, there becomes the 

problem of accommodating for a multitude of needs, while ensuring accommodations are not at the 

expense of others. Jade summarised this dilemma I faced in the development of the resource. 

 

“Depending on the persons level of disability I think there may be too much information and a 

lot of words, but a too simplified version may insult other people.” – Jade 

 

However, when discussing the issue with participants, Emily and Alex suggested a solution to 

this problem, that centred around customisability.  

 

“I think it would be a good idea to have more options for people to customise it themselves and 

have different ways to sort of engage with the resource. I think the more options you give, gives a 

wider range of people more access. If they can't kind of consume information one way, then there's 

the option to consume it in another. You wouldn't have to have it like all over the page saying ‘look 
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how inclusive we are’. It's just more of a kind of a side option if people would like, you know, read it in 

a different way.” – Alex 

“[on being able to change the background colour] Yeah, that would be really cool. Because I 

know there was one web browser where you actually can go and you can do that, but on Windows you 

can't, and it's really, really frustrating. It would be good ff you can change it, change all the different 

backgrounds.” – Emily 

 

They proposed that the formatting and presentation of the website should be customisable, 

meaning that the font size, colour, images can be altered by the user to suit their preferences. This 

was a great idea that could be incorporated into the resource. This offers users of the resource the 

option to make certain presentational adjustments to accommodate their needs, and as it is optional, 

it would not be at the expense of the individuals who like the resource the way it is currently 

presented. 

 

A.2. Personal Stories 

 

I asked participants about the inclusion of personal stories in the resource. This was met with 

mixed responses. Sian expressed hesitancy in providing stories that might not be relatable to 

everyone. Nicole expressed an apathy towards personal stories. Abby, on the other hand, stated her 

enthusiasm for the inclusion of personal stories. 

 

“Like personal experience from an autistic person in their own words talking about their 

experiences. It's a difficult one, yes, but I think you would have to be careful about how that that was 

incorporated. Like the reality of access to treatment isn't quite the same as what, you know, NICE 

guidelines would recommend. In the same way you know, it's good if you can have somebody personal 
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experience there that an individual relates to. But if they don't relate to that personal experience, it 

becomes a problem. So, either you've got to include enough that there's enough different perspectives 

there.” – Sian 

I don’t usually find other people’s stories terribly relevant (neither does my autistic teen, but 

appreciate we may be in minority).” – Nicole 

“Love personal stories. They're my favourite. I love listening to like, you know, this is what 

happened. There's a really good doesn't really good book. Loads of personal stories in. What's that 

called, ah yes, the sober Diaries.” – Abby 

 

This is interesting as inclusion of personal stories, particularly from autistic perspectives was 

brought up in the previous research study (Chapter Three). Findings from this study indicated the 

benefit of including personal stories and the importance of hearing from autistic perspectives. 

However, as the one of the participants pointed out, personal stories may only be helpful if they are 

relatable, and sadly, many autistic people’s experiences of receiving substance-related support are 

not positive. Therefore, inclusion of stories needs to be varied and reflect reality.  

One of the participants, who works within healthcare promotion, has produced a blog that 

details their personal experiences with alcohol, drugs, and addiction, including treatment, support and 

their motivations behind their substance use. They have given me permission to link the blog on the 

website and select extracts to be used in the resource.  Additionally, Abby recommended a multitude 

of books and podcasts of people’s alcohol and drug journeys (not necessarily autistic people) to 

include in the resource.  

While caution is needed in providing personal stories in the resource, the findings from the 

previous study (Chapter Three) and the recommendation by Abby and Kyle, suggest inclusion of 

personal stories as a positive aspect. An additional page can be created incorporating the link to Kyle’s 

blog, extracts from said blog, and a list of books and podcasts relating to individuals’ experiences with 

substance-related problems.  The information would be contained to one page of ADIFA, contain 
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multiple stories and viewpoints, and would be completely up to the individual to explore if they were 

interested.  

 

A.3. Information Specific for Family & Friends 

 

I asked participants about the content of the resource and whether there was enough 

information supplied. All of the participants stated that they found the content of the resource 

interesting and useful. 

 

“Yes, very clear information. The section about support and references is very useful, and 

enough information. Not too overloaded which makes it autism.” – Mary 

“Excellent site, easy to follow, medical information presented in a simple manner, good links 

to relevant sites for further help and information.” – Darren 

“Positive experience. The website contains a lot of useful information about alcohol and drug 

abuse with ideas of how to get help.” – Jade  

“In terms of the information, I thought it was, you know, kind of like it kept a good sort of 

balance. It didn't feel like it was pandering or it was trying to lecture people. The information itself was 

quite interesting. I guess I kind of learned a couple of things along the way.” – Alex 

 

This highlights that the information collated and selected for use in the resource was positively 

reciprocated by the participants. Additionally, across the interviews, none of the participants 

questioned the inclusion of a particular section. Where participants did express amendments to the 

information on the website, it was suggestions to incorporate supplementary information. For 

example, both Nicole and Sian recommended the inclusion of acceptance and commitment therapy 

(ACT) as a potential treatment alongside cognitive behavioural therapy (CBT). 
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“[Inclusion of treatments and supports] are useful, wondering if worth mentioning ACT as 

possible therapy as CBT doesn’t always work for autistic people. Might be good to expand at some 

point with do-it-now techniques and contacts, so links to MIND and stuff like that and maybe even 

download.” – Nicole 

“I don't know what's current, but I know there has been some research into act therapy for use 

with long term disabilities of all kinds. It’s Basically the premise of act therapy is that it's kind of an 

evolution of CBT.” – Sian 

 

Inclusions of potential treatments and support that autistic people have found helpful is useful 

in improving the resource. However, when further discussing what content might be missing or 

needed to be added, parents of autistic adults stated a need for the incorporation of information for 

them. Emily, Sian and Jade all expressed a need for information for parents, family members, or 

friends who are concerned about someone else’s substance use. 

 

“[on the inclusion of a parents/carers section] That would definitely be useful. You could do it 

for carers and partners. I know my family, bless them, wouldn’t know what to do if I needed their help 

with alcohol.” – Emily 

“[Incorporating] something for someone to look at and go, ‘my friend is showing the signs of 

addiction, how can I help them’. Something that explains, maybe to parents or family members or 

friends who are concerned.” – Sian 

“As a parent it is frustrating that there is very little information and advice of how we can help 

Autistic people. A specific section aimed at parents and carers etc. could be included in the website 

offering guidance of what we can do to support Autistic people with these problems and where we can 

go for support ourselves.” – Jade 
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This is important to include in the resource, as family members and friends of people with 

substance-related problems also require help and support. For example, in a recent study exploring 

parents experiences getting support on addiction for their adult children, Richert et al. (2021), found 

that parents often faced negative effects on their own lives and wellbeing, as well as, barriers to 

accessing support. Often, it was the parents of the adult child who had to seek support for their child’s 

addiction, experiencing feelings of shame and guilt as well battling with support services on their 

child’s behalf (Richert et al., 2021). In order for the resource to be successful, it must be accessible 

and useful for parents, family members and friends of autistic people. Including a section for them 

would be welcomed by parents and increase the useability of the resource. 

  

A.4. Inclusion of Medication 

 

When discussing the content of ADIFA with participants, participants touched on their own 

experiences with prescription medication. Claudia, Kyle and Nicole all described problems they had 

experienced with prescription medication. 

 

“People don’t realise that there are some other drugs—like diazepam—are extremely 

addictive… I first got benzos in 2012... If I ran out before I could get more prescribed, I bought it off the 

internet. My GP knew I was addicted and stopped prescribing them so I carried on online ordering.” – 

Claudia 

“I was medicated for very long time. Yeah, so I was on 4 milligrams of clonazepam for 3 1/2 

years… I was only able to withdraw from that, with the help of private therapist” – Kyle 
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“I was prescribed Prozac for anxiety 18 months ago and had an adverse reaction: didn’t sleep, 

eat or talk for 8 days. Ended up in Mental Health A&E. Have since weaned off a subsequent prescribed 

medication.” – Nicole 

 

These accounts highlight the negative implications, particularly the potential for addiction, 

prescription medication can have for some autistic adults. This is an interesting topic as prescription 

medication was a theme identified in the pre-development project in Chapter Three. In this chapter, 

autistic adults identified the need for clarity on the focus of ADIFA, and whether information should 

be restricted to recreational substances or include topics on prescribed medication and their side-

effects. As ADHD, depression, anxiety, and other conditions with high co-occurrence with autism all 

have medications prescribed for their treatment or management, coupled with the need for a health 

professional to review any educational information included on specific medications, topics on 

prescription medication was not included in the development of ADIFA. However, as highlighted by 

Claudia, more inclusion or discussion of prescription medication may be helpful in improving ADIFA. 

 

“I’d have liked to have used the website to have found out how I can get off them [prescription 

medication] … I’d love your website to have been broader. I was disappointed to only see class A drugs 

mentioned alongside a remedy. I was searching for help coming off benzos. They weren’t featured.” – 

Claudia 

 

This highlights the importance of including prescription medication as a topic in information 

or support on addiction. In not acknowledging this topic at all in ADIFA—even briefly—the resource 

failed to provided relevant information that is needed for autistic communities. The need identified is 

not for medical information on specific medications, but for support information already provided on 

ADIFA to be inclusive of support and treatment for addiction to prescription medication. Additionally, 
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clarification in the definition of addiction to include prescription medication alongside recreational 

substances was needed.  

 

A.5. Clarity of terminology 

 

The choice of language was carefully considered in the development of ADIFA, particularly in 

regards to appropriate terminology. Talking to the participants in the current study, no mention was 

made to the terminology used to describe autism and autistic people. This was seen as a positive, as 

demonstrated in Chapter Three, using inappropriate terminology, particularly person-first language, 

is noticeable for autistic adults. In terms of the language however, clarification and tone were 

discussed, such as by Abby. 

“A lot of this is written in quite academic language… I, personally for me, I prefer that, and I 

find it quite comfortable. But I know my daughter and my son would not have.” – Abby 

This highlights that the language choice may be too formal or academic to be accessible for a 

wider autistic community. This may be confounded by the use of medical terminology included in 

some of the sections of ADIFA. However, in further discussions, clarification of terminology was seen 

as beneficial in making the information more accessible, as discussed by Emily and Jade. 

 

“The spacing of the words and everything are really easy to read. I think it's really good how 

there are certain words in there that most people will go, ‘I don't know what that is’, but then you've 

explained what it is. Which kind of gives all those different levels of somebody coming in who has no 

idea.” – Emily 

“It is useful to understand what an addition really is as the term is often widely misused.” – 

Jade 
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In addition to this, Darren offered a practical solution that makes use of the online formatting 

to help to make terminology more accessible. 

 

“Add a glossary of terms maybe? Consider the use of mouseover text to provide quick 

definitions of words.” – Darren 

 

This highlights the benefits of clarifying terminology and using accessible language. In order to 

reduce the number of words present on each screen of ADIFA, employing Darren’s suggestion for 

mouseover quick definitions would be valuable. Employing this technique would reduce the number 

of words on screen and provide individuals access to definitions if needed without repetition of 

information other individuals might not need. 

 

 

B.0. Reflexive Themes 

 

B.1. Current information on motivations for substance use 

 

When reviewing and discussing the sections of the resource related to the motivations for 

alcohol and drug use in autistic people, participants reacted positively. 

 

“I found the information of why people might use substances very interesting.” – Nicole 

“I liked the sections about the specific motivations for autistic people and, you know, using 

alcohol and drugs, to not be something I’ve thought about before. It was insightful.” – Jade 
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In fact, Nicole, who has had experiences of alcohol/drug problems identified the motivations 

included in the resource as factors behind their own use and subsequent problems. 

 

“Yes, I was self-medicating heavily with alcohol and drugs in my 20s when I worked in 

television. They were easy to get and it was before I was diagnosed and I had no idea how to cope with 

my day-to-day anxiety levels. Had I needed to seek help/advice this would have been very useful and 

clear.” – Nicole 

 

This lends credence to including these specific topic areas in the website. It also supports the 

insight from the wider literature around alcohol/drug use and problems, namely that alcohol and 

drugs might be used be autistic people to cope with either negative mood (e.g., feelings of anxiety and 

depression) or social situations (Clarke et al., 2016). In terms of social situations, this can either be to 

help lubricate social interactions and inclusion in social groups or specifically to masque or hide the 

way their autistic presentations (Bargiela et al., 2016; Clarke et al., 2016; Kronenberg et al., 2015). On 

this point of using substances to masque, Emily, who identified social factors as a feature in their 

alcohol use, reported the opposite, that drinking increased their presentation of autism. 

 

“I found that when I was drinking, I would become more, have more, I'd be more autistic 

because I wasn't masking. If that made sense. So, I kind of got to the point of where I kind of well, 

actually this is who I am and I'll have a drink.” – Emily 

 

This is interesting as it suggests that there may be more subtleties to the relationship of autism, 

camouflaging, and substance use. Emily specifically mentions that they used alcohol to help cope in 

social situations, but not to masque their presentation of autism to others, as they found they felt 

more “autistic” after drinking. The alcohol was being used to help alleviate any negative thought 
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processes and emotions within a social setting. More specifically, it was being used to help Emily not 

care about the way their autism was presented or perceived to others but helping to supress any 

negative thinking they themselves might have about their autistic presentations. This is interesting as 

it shows the complexity behind substance use in autistic people and that their use might be personally 

linked to autistic experiences and might be difficult for neurotypical people to understand. 

 

B.1.1. Substance use as a sleep aid 

 

While Nicole and Emily provided support for the motivations included in the resource, further 

discussions revealed other motivations for substance use that had not been addressed in the resource 

or considered in its development. Abby, Emily and Kyle all stated a relationship between substances 

and sleep, or more specifically, using alcohol and drugs as a sleep aid. 

 

“Substance use for autistic people serves a purpose, things like sleeping and courage.” – Abby 

“[on motivations to include on the website] trying to sleep. Another good one. Alcohol and 

sleep.” – Emily 

“I was on Benzo for, like, 9 and a half years. They were prescribed and I used them in the 

evening to help me sleep.” – Kyle 

 

This is interesting as using alcohol or drugs as a sleep aid is not often discussed in relation to 

alcohol/drug problems and treatments. However, research indicates that individuals do use 

substances for this reason. For example, although they found alcohol as a sleep aid to be uncommon, 

Goodhines, Gellis, Ansell, et al. (2019), found that 38% of the university students in their sample used 

cannabis as a sleep aid. In a similar study, among university students, 25% of the students sampled 

reported using at least on substance (alcohol, marijuana, and/or over the counter medications) as a 
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sleep aid (Goodhines, Gellis, Kim et al., 2019). Using substances as a sleep aid is perhaps counter-

productive. While alcohol or drugs may help a person to initially fall asleep, it cannot be considered 

to improve the quality of sleep, leading to shorter sleep duration, breathing related sleep disorders, 

and even insomnia (He et al., 2019; Britton et al., 2020). In fact, both of the studies highlighted before 

also reported an increase in negative sleeping behaviours and experiences for those who used 

substances as a sleep aid (Goodhines, Gellis, Ansell et al., 2019; Goodhines, Gellis, Kim et al., 2019). 

Perhaps one of the reasons, using substances as a sleep aid is not discussed in relation to 

alcohol and drug problems is dependent on the frequency of use. For example, while they found 25% 

of students used a substance as a sleep aid, when frequency of use was measured at a later date, it 

was found that there was no significant increase in the use of the substance (Goodhines, Gellis, Kim 

et al., 2019). This suggests that individuals who use substances as a sleep aid, may not be using them 

long-term, or at the very least, their frequency of use is not affected. However, this may be different 

for autistic people, as Kyle and Emily both identified using alcohol or drugs as a sleep aid as a direct 

factor in the development of their (or their sister’s) respective substance-related problems.  

 

“I'm an alcoholic. And I was using it for sleeping, before I started, sadly, to become addicted.” 

– Kyle 

“Drinking to sleep. My sister, she was very, very heavily addicted to alcohol. She would have 

nightmares and so she would drink. She would drink to sleep and stop the nightmares, because it 

knocks you out.” – Emily 

 

For Kyle and Emily’s sister, using substances as a sleep aid both presented a way of coping and 

a direct factor in the development of their problematic use. Additionally, these individuals report using 

substances not as a general sleeping aid but to cope and counteract with sleep-related problems they 

were experiencing. For example, Emily mentions her sister’s difficulty in sleeping, nightmares, and 

traumatic memories. The use of alcohol or drugs here is to alleviate this and temporarily gain some 
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relief. This does not seem to be covered by the previous studies into sleep and substances, as they 

refer more to sleep problems developing in response to using substances as a sleep aid. Schweizer et 

al. (2019), addressed this area by exploring the use of alcohol as a sleep aid among women veterans, 

a group where sleep complaints and insomnia caused by PTSD are common. They found that among 

those who did use alcohol as a sleep aid (which was around 15% of respondents), were more likely to 

have severe insomnia than the respondents who didn’t use alcohol as a sleep aid. Additionally, those 

who used alcohol as a sleep aid were more likely to drink daily and use other medications (such as 

over-the-counter or prescription) than those who didn’t use alcohol as a sleep aid. This highlights that 

insomnia or PTSD may complicate the relationship between alcohol use specifically as a sleep aid. 

Additionally, this research shows that using alcohol as a sleep aid can lead to an increase in alcohol 

use, meaning the potential for developing problems with alcohol is present for people who use alcohol 

as a sleep aid. More research on the relationship between substances and sleep problems, or use as 

a sleep aid, is needed for autistic adults, who might be using substances in this way. 

 

B.1.2. PTSD, autism & substance use 

 

In addition to sleep issues as a potential motivation, Abby, Kyle and Emily, discussed the role 

of PTSD in their (or their daughter’s) substance-related problems. 

 

“I think yeah. Like with me till like I've always been a drinker, but not to the extent as to when 

I was so upset over what was happening when my son and he went into residential and stuff and it 

was just traumatic and fighting with the Council and stuff like that, that it was that, that tipped me 

over.” – Abby 

“The idea of using substances as self-punishment…is the thing that I used to do. Lots of us also 

have complex PTSD, I do, and have histories of abuse.” – Kyle 
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“[on her daughter’s alcohol problems] so she would drink because she's also got PTSD.” – Emily 

 

This is interesting, as PTSD and substance problems have long been explored together in the 

wider literature. The prevalence and overlap of PTSD with substance problems have been long 

documented as having a high rate of co-occurrence (Saladin et al., 1995). Research has indicated PTSD 

as a risk factor, as individuals with PTSD are 4 to 5 times more likely to have substance-related 

problems than those without PTSD (Brady et al., 2021). There are many hypotheses to try to explain 

why this is—such as individuals using substances as self-medication for PTSD symptoms (e.g., Hawn, 

Cusack et al., 2020), that long-term substance use inhibits the processing of trauma (e.g. Back et al., 

2006), or that substances are used to alleviate PTSD symptoms but ultimately maintain or worsen 

them (e.g. Kaysen et al., 2011)—however, there is still considerable debate. Despite this, it is clear 

that PTSD and substance problems are often co-occurring. 

In exploring the wider literature, it is clear that experiences of PTSD in autistic adults is more 

prevalent than one might expect. Recent research has highlighted that rates and prevalence of trauma 

and PTSD symptoms may be higher in autistic people than in neurotypical people (Rumball et al., 

2021). For example, in their study exploring self-reported frequency of PTSD symptoms and trauma, 

Rumball et al. (2021) found that rates of trauma expose and PTSD symptomatology were significantly 

higher for autistic people, and in the case of PTSD symptoms, were 10 times higher than neurotypical 

people. In addition, Rumball et al. (2020), found that when using the DSM-5’s criteria for PTSD, 40% 

of the autistic adults sampled in the study showed probable PTSD in the last month and 60% showed 

probable PTSD at some point in their life.  

What’s interesting is that some studies have shown that what constitutes a traumatic life event 

for autistic people may not be considered as one in the diagnostic sense (Rumball et al., 2020). This is 

significant as events that autistic adults may consider traumatic may not be acknowledged by 

neurotypical health professionals and doctors. For example, Abby’s experiences of her son being sent 

to residential care and the complications that surround this, for her was a tipping point, a significant 
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traumatic event. However, it is difficult to know whether this would be treated as such in the medical 

sense. This can lead to autistic adults not receiving the help and support with trauma and PTSD that 

they need, due to the diagnostic considerations not reflecting the needs of autistic people and is, 

perhaps unintentionally, bias towards neurotypical experiences and expectations. This has in part 

been acknowledged by health professionals, as in a study exploring PTSD in autistic people and people 

with learning disabilities, clinicians who work in these settings find it difficult to identify PTSD 

symptomology and may instead conflate such symptoms with the way in which autism or learning 

disabilities are presented (Kildahl et al., 2020).  

 

B.2. Perceived judgements and expectations 

 

B.2.1. Health Care needs unmet for Autistic Adults 

 

One of the areas I discussed with participants was their views and experiences of health care 

and health care professionals. When it came to these experiences, it was expressed by Emily, Kyle and 

Claudia, that health care professionals didn’t understand, acknowledge, or properly address their 

experiences and relationship with substance-related problems as an autistic person. 

 

“Because I found that when I had kind of my breakdowns recently, not recently, but kind of 

within the last year. I'd have the ambulance people coming in and they didn't understand. And so, I'd 

say to them I'm not addicted to alcohol. I can drink, and then I can stop. I can stop and I don't have any 

symptoms. I don't have any withdrawals, anything. I said it's a coping strategy and it's uh, it's almost 

like a cry for help. They just don't have any idea whatsoever.” – Emily 
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“I have had questions before from people asking about support.  I wouldn't be able to give them 

any answers, either because what we've got is a severe lack of accessible health care for addiction.” – 

Kyle 

“I first got benzos in 2012, my GP had me diagnosed as having Emotionally unstable borderline 

personality disorder. He prescribed them to calm my anger down. No one told me how addictive benzos 

would be. I was put on higher and higher amounts and lorazepam and temazepam. I even got these in 

liquid form so just drank them from the bottles like lemonade all through the day… I had three weeks 

on a detox programme but it wasn’t long enough and I went home and got more [benzos]” – Claudia 

“I start getting medicated all the time out of the frustration that they don't know—the doctors 

don't know—what to do with me. So yeah, that's not their fault because what do they get on autism? 

Like maybe an hour and a half or Tuesday’s lecture in their second year of medical school.” – Kyle 

 

These experiences detail a lack of support from health care professionals and an inability for 

these services to address the needs for autistic people with substance-related problems. This notion 

is also evident in the wider literature. Research indicates that autistic adults are more likely to 

experience barriers to healthcare than neurotypical adults, including neurotypical adults with 

disabilities (Raymaker et al., 2017). In their systematic review exploring the barriers autistic adults face 

from healthcare providers, Mason et al. (2019), identified patient—provider miscommunication and 

misinterpretation as an impediment to support. They describe that this is due to autistic adults 

communicating symptoms or problems in way that do not meet the conventional expectations of the 

healthcare professionals, and partly a result of services misunderstanding or not interpreting the 

significance of the communication. This experience is echoed by Kyle, Emily and Claudia who 

expressed a mismatch between their needs, specific to their relationship with substances, and the 

healthcare providers conventional views on thresholds needed for requested support. The 

experiences from the participants describe a lack of awareness and training on autism and the 
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differences in the presentation of substance-related problems in autistic adults. This is worrying as it 

could impact on a healthcare professionals’ ability to provide support or treatment for autistic people.  

This is further evident when Kyle and Emily discussed their experiences with classifications and 

the expectations healthcare providers have for the presentation of substance-related problems. 

 

“Medication issues that I dealt with was without my doctors. Because [the medication use] 

wasn't, classified as an addiction because I never went to the open market to look for benzos.” – Kyle 

“[describing their relationship between substance use and late diagnosis of autism] I found I 

used alcohol to cope as a coping strategy. I call it my negative coping strategy. I found that that was 

the only route I could go down, so, for those undiagnosed, waiting for a diagnosis, alcohol can help 

you cope.” – Emily 

 

These experiences demonstrate that for some, healthcare providers were not acknowledging 

the use of substances in the same way as the autistic adults were themselves. As highlighted above, 

there is a mismatch in communication between how the healthcare providers typically view 

substance-related problems and the experiences of substance-related problems for autistic people. 

Until healthcare professionals are able to recognise how substance-related problems may present for 

autistic people, suitable support cannot be provided.  

This idea was felt by some outside of experiences with alcohol and drug professionals, and in 

other areas of health care. Sian described their views on cognitive behavioural therapy (CBT), and how 

they felt it wasn’t appropriate or beneficial for autistic people. 

 

“The thing that I know about that [CBT for anxiety in autistic people] is because anxiety for 

autistic people is usually based on some form of actual real effects that's happening. It is not from a 

dysfunctional process. So, if somebody who is anxious about taking the bus trip, they might be worried 



172 
 

about if the bus breaks down and they won't be able to get off. That's an irrational process that can 

be deconstructed. Yeah, somebody who's autistic, who's worried about taking a bus trip? Might be 

worried about taking that bus trip because the trip could cause sensory overload, which will cause 

them physical pain. Yeah, that's not a big functional thought that can be changed. That's just a reality. 

That impacts their reality and their life. Their anxiety is valid, so CBT isn't really very helpful for that.”  

– Sian 

 

This expresses that the fundamental principles behind treatments and support offered by 

health care professionals may not consider autistic people and autistic perspectives. Sian expressed 

that the cognitive process behind CBT is not concurrent with the cognitive processes of autistic people. 

Health services are promoting the use of treatment and support that may not be beneficial for autistic 

people, as the provider will be assessing CBT from a neurotypical perspective. In fact, Sian states that 

the resource should include a disclaimer on supports and treatments, clarifying that the treatments 

and supports listed are the typical treatments provided by health professionals, but may not be 

appropriate for autistic people. 

 

“[Including] something that says that you know what you likely to be offered on the NHS is, but 

you know that there isn't necessarily anything specific for autistic people.” – Sian 

 

In the two studies discussing CBT as a treatment option for autistic adults with substance-

related problems, the study that incorporated a group dynamic comprised of autistic people (Ressel 

et al., 2020), had greater success than the study that simply incorporated autistic training for CBT 

professionals (Helverschou et al., 2019). This supports Sian’s notion, as the incorporation and support 

from a group of autistic adults who may processes experiences in a similar way, was more beneficial 

for their treatment then simply providing neurotypical CBT professionals with training about autistic 

people. This idea has been expressed by Kyle. 
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“The medical practitioner or the support worker have been trained on how addiction works in 

neurotypicals, yeah? Is it something that we can change? No, we can't. Unless there is funding 

available to have a kind of an autistic self-advocacy Universal Support Group available and someone's 

got to pay [financially] for that. It's valuable, but we can't be expected to do that all ourselves.” – Kyle 

 

This is interesting as it questions the benefits of an educational resource, specifically in regards 

to treatment information, when there is a lack of appropriate treatment or support options for autistic 

adults with substance-related problems. Despite the accommodations suggested in the treatments 

section of ADIFA (e.g., whether treatment can be done one-on-one or in one’s own home), and Kyle 

themselves stating the benefits of and need for the educational resource, the resource is limited until 

there are treatment and support groups run by, or involving, autistic people and perspectives. This 

highlights the importance for further research in the area of substance-related problems and autistic 

people, particularly in the development of suitable and appropriate treatment or support options. 

In addition to a lack of tailored support, Sian indicated that even if you wanted to access an 

intervention provided by the NHS, there were no guarantees to access. 

 

“I feel like it's very difficult right now on the NHS to get access to the services that are purported 

to be present. It's not that I don't understand that they're very overwhelmed, and there's, you know, 

horrendous waiting lists and all the rest of it, but I feel like that is a level of social standing which I 

could do without.” – Sian 

 

Access to health services, particularly mental health services has been identified as a problem 

worldwide, particularly due to the increased pressure from the COVID-19 pandemic (Kola, 2020; 

Werlen et al., 2020). However, as Sian demonstrates, this lack of access can lead to feelings of 
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scepticism in health services in providing support or treatments. Additionally, the mention of a social 

standing suggests that access to healthcare is not uniform across society, and that some groups of 

individuals may receive easier access than others.  

 

B.2.2. Societal, Neurotypical Biases 

 

When considering why autistic people’s experiences and problems might not be 

acknowledged or considered by health professionals, it may be reflective of their own experiences or 

perceptions of autism, or lack thereof. Out of all the participants, Kyle discussed this issue in the most 

detail. Kyle detailed the biases he believes autistic people face in a society whose perspective is 

focused from a neurotypical perspective. 

 

“We do live in a society that doesn't want us to exist, and it's very good at telling us it doesn't 

want to exist, and even better at telling itself. We are continually. Devalued and discriminated against 

and disproved. So, people using alcohol and drug discovery mechanisms are. Actually, relative like in 

my view, that's a pretty healthy way to approach, right? Because it's reasonable, it is justified and it 

stops suicide from happening.” – Kyle 

“There's still a widely held view that autistic people cannot be trans or have any sexuality at 

all, ever. My friend, Rose was told by an NHS practitioner that she couldn't be trans because she was 

autistic and that she didn't fit a set of fairly limited stereotypes for people who weren't able to be 

trans.” – Kyle 

 

This notion may be able to distinguish why autistic people may be sceptical or untrusting of 

health professionals and why their experiences of substance-related problems go unnoticed. In fact, 

clinicians themselves have acknowledged that they find it difficult to identify certain symptoms in 
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autistic people, perhaps because their understandings or expectations are based in neurotypical 

people (Kildahl et al., 2020). Not only can these biases or perceptions be present in the presentation 

of particular conditions or symptomology, but can also be representative of the types of care, support 

and treatment provided. For example, in their study Como et al. (2020), explored the language 

paediatric dentists used in relation to their autistic patients. They found several themes in relation to 

the language used by the healthcare providers; microaggressions were used to describe autistic 

patients in subtle but negative ways (e.g., describing visits by autistic patients as avoiding landmines), 

autistic patients were marginalised through the use of exclusionary language (e.g., describing autistic 

patients as “them” or “those kids”), and preconceptions about autistic children were also present (e.g., 

that parents of autistic children don’t bother with their child’s oral healthcare because it is a hassle 

for them; Como et al., 2020). This highlights that neurotypical healthcare providers perspectives are 

rooted in their expectations of neurotypical people, and when faced with an autistic individual, they 

hold—unintentionally or not—biases that can inform treatments or care for them. This was 

experienced by Kyle when he sought treatment for depression. 

 

“Even these self-help organizations support organizations, talking therapies, medical 

treatments are always going to be a massive gamble. Even when it says trained in autism like it can. 

Like things still go really badly even if they've trained. Using outdated and stereotypical perceptions 

about autistic people can do a lot more damage. I had a therapist last year, who caused me to get even 

worse in my depression because all her misunderstanding of autistic people were like how they 

presented, yeah. That's normal for us.” – Kyle 

 

This experience highlights how misconceptions and misunderstandings about autism and 

autistic people can negatively impact upon autistic people themselves, particularly in regards to 

seeking treatment or support.  
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These societal misconceptions may, to an extent, be linked to previous studies (and the current 

study) about using substances as a tool for autistic people to “camouflage”. Using substances to “hide” 

or “camouflage” presentations of their autism or how their autism might be perceived by others, 

would not be a factor if societal viewpoints accurately reflected and incorporated autistic people and 

perspectives. Instead, this motivation for substance use is present because autistic people feel the 

need to “fit in” with the neurotypical norm, or that being autistic may make them stand out and invite 

negative experiences or perceptions.   

In fact, for Emily, alcohol use was a form of freedom from the pressures to mask their autism 

in society. 

 

“I found that I've been able to mask now, so I don't have to use alcohol to mask. I found that 

when I was drinking, I would become more, have more, I'd be more autistic because I wasn't masking. 

If that made sense. So, I kind of got to the point of where I kind of well, actually this is who I am and 

I'll have a drink. And you know what? I don't care if, you know, if I'm going to stutter if I'm staring at 

people or if I'm kind of being really, really loud or I’m not suppressing anything anymore.” – Emily 

 

The effects of these biases can be problematic for autistic people requiring support outside of 

health care environments. Kyle describes a distressing experience of the biases faced in a community 

support group for victims of sexual assault. 

 

“I was abused as a child and I'm I was diagnosed with PTSD early 2020. I started to accept that 

yes, I was raped when I was seven. And I tried to seek support for that, yeah, via a charity called Survives 

UK. I had a really shit experience for the first two meeting where someone mistook me for a perpetrator 

instead of someone that was affected by assault. He wouldn't have done that if I hadn't been autistic. 

Because, you know, I didn't say anything meaningfully different than the other ones.” – Kyle 
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This experience is incredibly difficult and upsetting to hear. The thought of seeking support for 

an assault and then being treated as a perpetrator instead of a victim, simply because you are autistic 

is deeply distressing. This experience demonstrates the biases autistic people can face outside of 

health care environments and are present within the wider community. Research has shown that 

these biases, stigma, and marginalisation are present in wider society. For example, the way in which 

autism and autistic people are presented in film, tv and other media is not normally reflective of real 

life, as they usually involve the perpetuation of stereotypes and can lead to false beliefs and 

perceptions of autistic people (Ressa & Goldstein, 2021; Fontes & Pino-Juste, 2022).  

 

The discussion of unintentional or unconscious biases from the perspectives of neurotypical 

people has made me consider my own perspectives. For example, towards the beginning of my 

project, I conducted a structured online interview in order to determine autistic adults’ preferences 

for the educational resource before it was created (see Chapter Three). Autistic adults were referred 

to using person first language (i.e., individuals with autism) within the questions in this structured 

interview. One of the findings of that interview was the preference for identity first language (i.e., 

autistic person) as opposed to person first language, which was then adopted in full throughout the 

educational resource and in the questions for semi-structured interview discussed in this chapter. 

While at the time, I saw this as a perfect example of why engaging with autistic adults is crucial to the 

development of a successful and appropriate resource that would be used by autistic adults, perhaps 

this also demonstrates my own unintentional bias as a neurotypical researcher. In fact, the use of 

person first terms has been identified by autistic researchers as ableist language (Bottema-Beutel et 

al., 2021). I used this language without considering or comprehending the implication it had for autistic 

people, therefore unintentionally presenting my research from a neurotypical perspective. 

Interestingly, my interest in this area and my relation to autism was asked by some participants in the 

current study. 
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“Are you autistic?” – Kyle 

“Can I ask, what is your involvement, or interest is, in this area?” – Emily 

 

When I was asked directly if I was autistic by Kyle, he was pleased to know that although I am 

not autistic, my brother is. Although I am neurotypical, I can draw on my experiences with my autistic 

brother and I am able to recognise certain stereotypes or misinformation about autism and autistic 

people thanks to these experiences. However, I am not autistic and inclusion of autistic people in 

projects directly impacting them is, I think, crucial to their success.  

 

 

Discussion 

 

In summary, the current research study provided useful feedback from autistic adults and 

parents of autistic adults on ADIFA.  

This feedback could be directly applied and incorporated in the resource, increasing the 

accessibility and appropriateness of the resource for its intended audience (autistic adults). Feedback 

was overwhelmingly positive, as participants praised the format and content of the website. 

Furthermore, the positive feedback reinforced the need for pragmatic educational information to be 

tailored and created on substance-related topics for autistic people. The findings from this study also 

demonstrated a need for further research in this field, as many additional topics and barriers (such as 

motivations for use and scepticism of healthcare providers) were identified. 
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Chapter Six: Discussion and implications for future 

directions 

 

Overview 

 

The purpose of this chapter is to discuss the findings from the current project in a wider 

context. This chapter discusses how the current project can help in furthering research in this area 

and suggestions for future projects. This chapter also acknowledges and discusses the limitations of 

the project, including how they can be remedied in future projects. 

 

1.0. Positioning and implications of the current project 

 

The purpose of the current project was to address a gap in the literature, namely, the lack of 

tailored and pragmatic resources on substance use information for autistic adults. This was achieved 

through the development of ADIFA, which can be accessed immediately and independently online by 

autistic adults and the wider population: 

www.adifa.co.uk 

The key benefit of developing this online resource was that it is instantly implementational, 

and can be offered by charities, autistic health professionals, and substance use healthcare 

professionals. Throughout the process of the development and production of this resource, the 

current project has contributed to and developed upon current understanding of substance use and 

addiction in autistic communities.  

 

http://www.adifa.co.uk/
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1.1. Community-identified need for substance use information 

 

Throughout the different stages of the project, autistic adults themselves voiced their need for 

tailored information and support on substance-related topics. This is important as often, literature 

refers to substance use issues contextually, though the identification of the extent of the problem 

(e.g., Butwicka et al., 2017). The problem is often addressed from the viewpoint and inference of the 

researcher. The current project differed from this, as this need for tailored support and information 

was articulated directly by the autistic communities themselves. Self-identification of the need for 

more tailored support and information further supports adaptations to substance use therapies as an 

important research area. Participants in Chapter Five expressed the need for more tailored support, 

and suggested that without appropriate substance use support, the positive impacts of educational 

measures are limited. This stresses the importance of previous research studies addressing this issue 

(Helverschou et al., 2019; Walhout et al., 2022; Brosnan & Adams, 2022). All of the aforementioned 

studies aimed to adapt CBT or other therapies for substance use-problems specifically for autistic 

individuals. The findings from the current project highlight the importance of research in this area. 

Consideration is needed in selecting an appropriate approach to incorporate the perspectives 

of autistic communities when adapting or developing therapies. Cooper et al., (2018) proposed an 

approach to adapting services for autistic communities through consultation first with health 

professionals to develop and select the adaptations, followed by gaining the perspectives of autistic 

communities on the proposed adaptations. This approach was applied in substance use therapies by 

Brosnan & Adams (2022), which resulted in pragmatic adaptations therapists can apply to sessions, 

and a list of top tips compiled by autistic communities on how the adaptations can best be 

implemented. While this approach is valid and logical, as the therapists are the individuals leading the 

sessions and providing the service, it could be argued that autistic communities’ needs are treated 
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secondary to the therapists. It is important to consider this issue, as displayed in the current project 

and the wider literature, perceived judgement or misunderstanding of autistic communities and their 

needs hindered their engagement with services and resulted in their needs being unmet.  

Moving forward, future studies that aim to adapt or tailor support interventions on substance 

use-problems should, at a minimum, contain an aspect to explore the preferences and needs of the 

intended user. Preferably, the needs of the autistic individual would be explored prior to, and form 

the basis of, the development of the adaptions. A similar model could be used to the one in the current 

project, namely, a pre-development exploratory phase and a post-development evaluation or analysis.     

 

1.2. Experiences of substance use and barriers to healthcare 

 

While the focus was on the development and evaluation of ADIFA, the current project was 

able to gain personal perspectives on autistic adults’ experiences of substance use and addiction. 

Particularly in Chapter Five, participants articulated the problems they faced with substance use and 

the impacts it had on them and their lives. This is important as within the wider literature, there is 

little research on how substance use and addiction impacts upon the autistic individual. Of note, 

autistic adults throughout the project (in both Chapters 3 & 5) reported a mixture of negative and 

positive impacts of substance use. Some participants described the autistic community as a vulnerable 

one, and how, in their opinion, using substances puts the individual at greater risk and makes them 

even more vulnerable. Others, however, reported that substance use was a necessary coping method 

that could be applied to help manage living in a neurotypical world, where expectations and 

judgements are skewed through a neurotypical viewpoint. The duality in the impact on the individual 

found in the current project is also present in Tinsley & Hendrickx’s (2008) book, in which the author 

discusses their own experiences of addiction to alcohol. As in the current project, the author’s 

experiences were of using alcohol to as a coping method, which at first, they felt was successful, but 
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ultimately, over-time, developed into an over-reliance and addiction. In order to better understand 

substance use in autistic communities, more research should be conducted on the emotional and 

social impacts for the individual. In better understanding the impacts substance use has, the more 

effective and beneficial educational and support interventions will be for autistic communities. 

Another personal perspective that was voiced by participants was that of their experiences 

with healthcare professionals, both specific to substance use and healthcare in general. In Chapter 

Five, participants articulated their frustration at the interactions and care they received from 

healthcare professionals for issues with substance use. For these participants, their unmet substance-

related needs can be attributed to two reasons: the neurotypical healthcare professional’s 

misunderstanding of autism and misconceptions about autistic people, and a lack of understanding 

for what constitutes a substance use-problem for the autistic individual. As in the current project, 

Brosnan & Adams (2020) identified being misunderstood and judged by the health professional as a 

barrier to seeking help for problematic alcohol use. In order to better address the needs of this 

community, more research should be conducted on unmet healthcare needs for autistic adults specific 

to substance use care and support. Substance use healthcare professionals need more comprehensive 

training on autism and the needs of autistic people. Application of the information contained in ADIFA 

could be used in future research for education in wider contexts. For example, one of the participants 

in Chapter Five suggested the idea of applying ADIFA into a training programme targeted specifically 

for healthcare professionals. 

 

1.3. Detailed choice and process outlined in the development of ADIFA 

 

A key aspect to the current project was in the implementation of the preferences and opinions 

of autistic communities gained in Chapter Three. To best achieve this, each deliberation and 

consideration of implementation was described in Chapter Four in detail. Examples were included to 
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demonstrate how each point was incorporated specifically into ADIFA’s design. Detailing the process 

behind its development resulted in design facets that could be applied to future studies, in which the 

aim is to develop or adapt psychoeducational material for autistic communities. 

The design facets mentioned relate mostly to the formatting and presentation of the resource. 

For instance, online mediums were identified as preferable for resources providing information. This 

preference has been highlighted in the wider literature, as they are flexible, can be accessed 

independently, and can be accessed in a comfortable and familiar environment (Backman et al., 2018; 

Sehlin et al., 2018). However, the findings from Chapter Three highlight that while online mediums 

were a preference for information, a preference for in-person mediums was stated for finding support 

for issues. This was despite the potential pitfalls or challenges participants might have experienced in 

receiving support. This highlights that resources developed for autistic adults need to consider the 

purpose of their resource, whether it be for information, support, or both. Either way, it is important 

for any resource developed to consider how autistic adults can access information in both ways. For 

example, ADIFA was primarily developed to inform autistic adults on substance-related issues and so 

an online medium was selected. However, the resource also includes detailed practical information 

on how and where to get support, including what that support might look like (e.g., discussions of 

what takes place at the GPs). This was to give the user a sense of what in-person support would look 

like, which is important given a preference for in-person support stated. 

Another facet which can be utilised in other resources relates to the presentation of the 

information and language. The most widely specified format described by autistic adults was the use 

of clear, direct language and formatting that focused on the functional (i.e., images and diagrams used 

to convey meaning and not purely aesthetic). Presenting information in a clear, direct and 

unambiguous manner is conducive with the proclivity for concrete thinking styles identified in other 

research studies exploring educational preferences in autistic people (e.g., “He doesn’t work in greys. 

He works in black and white” Vindin et al., 2021:5). The use of clear, concrete language and simple, 



184 
 

practical presentation of information should be considered when designing psychoeducational 

material for autistic communities.  

  

1.4. Additional information on motivations for substance use 

 

Through both research studies in Chapter Three & Five, autistic adults articulated the 

motivations behind their substance use. The findings from these studies corroborate the findings in 

the wider literature, namely, the role of self-medication and “camouflaging” in social situations 

(Bargiela et al., 2016; Clarke et al., 2016). The wider literature is limited on the motivations behind 

substance use in autistic communities.  

One motivation suggested in the wider literature is using substances to self-medicate (Clarke 

et al., 2016). Through interviews with autistic adults in the current project (in Chapters 3 & 5), self-

medication was identified by some as a reasoning behind their substance use. While autistic adults 

did mention self-medication in relation to mental distress (which is typically the focus of the self-

medication hypothesis of substance use), other factors were articulated. These factors were autism-

specific, such as managing sensory issues or sensory overload in social situations, or were factors not 

typically discussed in the fields of autism and substance use, such as self-medicating for sleep or to 

manage trauma and PTSD. This suggests that motivations for substance use in autistic adults is 

complex. Motivations for substance use in these communities are themselves under-researched. The 

findings from the current project could be used to help guide future research on this topic. Future 

research could be conducted on one or more of the specific motivations discussed. This would be 

beneficial for the development or tailoring of support or information specific for this population, as 

they can help influence a more appropriate approach or content of the programme or material.    

Another motivation highlighted in the wider literature is the idea of substances acting to hide 

or “camouflage” behaviour, particularly in regards to behavioural presentations of autism (Bargiela et 
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al., 2016; Clarke et al., 2016). However, currently, research on this topic specific to substance use is 

limited. The findings from the present project (Chapters 3 & 5) support camouflaging in social 

situations, as some autistic adults articulated the use of substances specifically related to “feeling less 

autistic” or “masking their symptoms” to feel accepted by certain societal groups. However, this was 

not universal. One participant that did articulate their experiences of alcohol were counter to the 

typical notion of “camouflaging”. They found that they felt more autistic after drinking, and that the 

use of alcohol actually caused them to stop “camouflaging” or masking. Instead, what changed was 

their internal considerations of how they were perceived by others. Interestingly, this has not been 

found in wider literature. This shows how complex and contradictory “camouflaging” can be in regards 

to substance use. Future projects could build from both the current project and look to explore 

motivations, particularly masking or “camouflaging” motivations, in more detail. ADIFA incorporated 

motivations as a topic area and was received favourably. Greater exploration of this area would help 

to further improve support and information for autistic adults. 

 

2.0. Reflexivity 

 

Through my experiences on this project, it has solidified in my mind the need and importance 

of exploring the first-hand perspectives and experiences of the people who the project is about. This 

is especially important if there are to be real-world applications implemented as a result of the 

research project. I do not believe I would have achieved the results I did if I did not incorporate their 

perspectives and feedback. 

This is not to discredit the role of the researcher, or the involvement of perspectives from 

other groups (such as parents of autistic people), but there is an adage often voiced by autistic 

communities about research and policies that affect them, “nothing about us, without us”. In my 

experience during this project, I believe this to be true. Some of the most impactful insights came from 
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conversations with autistic adults who have had problems with alcohol or drugs and I believe that in 

order to better support a community, involvement with that community is crucial. 

When deciding on the degree in which autistic adults should be incorporated in the project, a 

choice was made to include autistic adults as research participants only and not as participatory co-

researchers. This approach was selected as it provided autistic adults the chance to discuss the factors 

they deemed important in creating a tailored resource (pre-development), how successfully they were 

incorporated and how they could be improved (post-development), while I could use my expertise as 

a researcher to create and amend the resource informed by their insights. While I believe this 

approach was successful due to the feedback from autistic adults themselves, that same feedback 

raises questions as to whether a more participatory approach may have elicited a stronger resource.  

Interviews with autistic communities have made me reflect on the appropriateness of 

conducting research into areas in which I have no or limited personal experiences. While I have an 

autistic brother, I myself am not autistic, nor have I had personal experiences with alcohol or drug 

problems. This is conflated by the issues surrounding research into autism topics in general, as the 

autistic adults included in the current project highlighted how they can be misinterpreted or 

misunderstood by neurotypical people.  

While ADIFA may have been developed by me, the online nature of the resource means it can 

be easily amended and adopted by the autistic community themselves. Being a relative outsider of 

the autistic community at the beginning of this PhD project, I lacked the necessary connections within 

the community to conduct co-researcher projects. However, through the process of developing the 

educational resource, I have now created connections with people in this community. Some have 

offered to be a referee for funding of future projects, and one person has even expressed an interest 

in collaborating on an educational research project in this area. 
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3.0. Limitations 

 

3.1. Lack of representation of autistic adults with learning disabilities 

 

The literature discussed in Chapter One highlighted the high prevalence of certain co-occurring 

conditions in autistic communities. While the current project included autistic adults with co-occurring 

ADHD, no participant had a co-occurring learning disability. The relationship between co-occurring 

learning disabilities and the prevalence of substance use or addiction in autistic communities is 

unknown. However, some autistic adults with learning disabilities do use substances, and may require 

additional needs for substance-related support or therapies (Drake et al., 2018). Due to their absence 

from the current project, it is unknown how helpful or accessible ADIFA is for this population 

 

In order to address this issue in the future, methodologies should specifically involve autistic 

adults with mild learning disabilities. To counteract the potential difficulties in recruiting this 

community, a greater immersion within the community itself would be needed. This could be achieved 

through engagement with specific and localised community groups or charities. This would help to 

determine whether ADIFA is suitable for this community and help identify potential amendments or 

inclusions needed. Another avenue that could be explored is collaboration with schools that cater to 

additional educational needs. While ADIFA was designed for use by autistic adults, several of the 

participants in Chapter Five suggested expanding the information and procedure used in the 

development of ADIFA to create several related resources targeted at specific groups. For example, a 

related resource specifically targeted for autistic teenagers, or a resource for carers and autistic 

individuals with a learning disability. While collaboration with schools or carers will incur additional 

ethical considerations (due to age and ability to provide informed consent), this could be an important 

avenue for engagement with this community. Additionally, this could also provide an avenue for 
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future projects that wish to explore how effective incorporation of ADIFA in an educational, teacher-

led programme, could be for autistic students. 

 

3.2. Lack of quantitative evaluation and implications for generalisation 

 

While the qualitative approach taken in the current project was appropriate for the research 

aim and objectives, quantitative analysis was not included in the approach. The qualitative 

information gained from interviews with autistic adults and parents of autistic adults was useful in 

evaluating, and gaining feedback on the improvement of ADIFA. However, without a quantitative 

approach, the positive feedback cannot be generalised for a wider autistic audience.    

To address this limitation, future projects could aim to evaluate ADIFA using a quantitative 

methodological design. This could be used in several different research directions. For example, ADIFA 

could be evaluated by a large group of autistic adults using a survey, Likert-style quantitative design. 

This could be used to provide quantitative statistics on several different aspects of the evaluation of 

ADIFA, such as satisfaction, accessibility, and trustworthiness. While the current project provided in-

depth experiences of autistic adults using ADIFA, with the aim of improving the ADIFA, a quantitative 

design could be used to assess ADIFA in a wider context. 

 

4.0. Future Directions 

 

This research area can be further explored in a variety of different ways. Firstly, and specific 

to this project, the educational resource ADIFA could be expanded, assessed, and adopted by autistic 

communities. Future projects could aim to quantitatively assess the potential benefits or drawbacks 

of ADIFA for autistic adults, such as through measures of satisfaction, accessibility, knowledge, and/or 

behavioural change. These measures could be assessed immediately on use (i.e., comparison of scores 
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before and after use of ADIFA), or longitudinally (i.e., whether there is any behavioural change over 

time after use of ADIFA). 

Secondly, future research projects could be conducted in this area using participatory or co-

production methodologies. The current project demonstrated not only a need for more research in 

the area of substance use and addiction in autistic populations, but also a willingness from autistic 

individuals to be involved in greater participation or co-production on specific research projects. For 

example, one of the participants who took part in the current project stated an interest in co-

producing a training programme on addiction in autistic communities to be delivered for autistic 

individuals and/or health professionals. These potential projects could implement ADIFA in their 

design or use ADIFA as a resource (among others) to help inform the development or materials of the 

potential project. 

Finally, future research could aim to explore the issues or areas discussed in the current project 

within a wider context. For example, projects could aim to explore motivations for substance use in 

autistic communities in more detail, whether that be through further qualitative approaches on 

autistic individuals’ experiences or through quantitative approaches on the prevalence of particular 

motivations within autistic communities. The current project has highlighted how more research in 

general on this topic is not only required but requested by autistic communities themselves. 

 

5.0. Concluding remarks 

 

When I began this project in 2018, there was relatively little information or support tailored 

for autistic communities. While this is still an under-researched area, it has gained an increasing 

amount of focus and attention. Charities and organisations, such as the National Autistic Society, are 

increasingly incorporating more substance use and addiction information as part of their educational 

or supportive repertoire. As indicated by the wider literature and the autistic adults who took part in 
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the current project, there is a clear need for tailored information and support on substance use and 

addiction. I am very proud to have developed ADIFA and for it to be well received by the autistic adults 

and parents of autistic adults who took part in this project. This project will hopefully only be the start 

of more tailored information and support for autistic communities. 
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Appendix 1 - Interview questions for pre-development project 
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Appendix 2 – Information sheet for pre-development project 

 

 

 

Appendix 3 – Consent form for email/messenger pre-development 

project 
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Appendix 4 – Consent form for online qualitative survey for pre-

development project 
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Appendix 5 – Survey completion times for pre-development project 

 

Start Time Starting Date Time of Completion Date of Completion Total Time Took to Complete
17:08 07/05/2020 17:12 07/05/2020 00:04
17:03 07/05/2020 17:14 07/05/2020 00:11
17:11 07/05/2020 17:20 07/05/2020 00:09
17:11 07/05/2020 17:23 07/05/2020 00:12
17:04 07/05/2020 17:25 07/05/2020 00:21
17:28 07/05/2020 17:38 07/05/2020 00:10
17:24 07/05/2020 17:39 07/05/2020 00:15
17:37 07/05/2020 17:41 07/05/2020 00:04
17:25 07/05/2020 17:44 07/05/2020 00:19
17:28 07/05/2020 17:49 07/05/2020 00:21
17:27 07/05/2020 17:55 07/05/2020 00:28
18:09 07/05/2020 18:17 07/05/2020 00:08
18:10 07/05/2020 18:19 07/05/2020 00:09
18:20 07/05/2020 18:29 07/05/2020 00:09
18:24 07/05/2020 18:41 07/05/2020 00:17
18:51 07/05/2020 19:03 07/05/2020 00:12
18:34 07/05/2020 19:06 07/05/2020 00:32
19:09 07/05/2020 19:23 07/05/2020 00:14
19:21 07/05/2020 19:30 07/05/2020 00:09
19:17 07/05/2020 19:39 07/05/2020 00:22
19:46 07/05/2020 19:52 07/05/2020 00:06
19:56 07/05/2020 20:13 07/05/2020 00:17
19:51 07/05/2020 20:18 07/05/2020 00:27
20:27 07/05/2020 20:36 07/05/2020 00:09
21:04 07/05/2020 21:46 07/05/2020 00:42
21:54 07/05/2020 22:08 07/05/2020 00:14
21:59 07/05/2020 22:24 07/05/2020 00:25
22:13 07/05/2020 22:51 07/05/2020 00:38
23:18 07/05/2020 23:30 07/05/2020 00:12
22:43 07/05/2020 23:36 07/05/2020 00:53
19:03 07/05/2020 06:41 08/05/2020 11:38
12:04 08/05/2020 12:24 08/05/2020 00:20
13:35 08/05/2020 13:43 08/05/2020 00:08
13:53 08/05/2020 14:10 08/05/2020 00:17
16:32 08/05/2020 16:38 08/05/2020 00:06
15:12 08/05/2020 16:59 08/05/2020 01:47
14:58 08/05/2020 17:27 08/05/2020 02:29
09:56 09/05/2020 10:11 09/05/2020 00:15
13:31 09/05/2020 13:53 09/05/2020 00:22
14:47 09/05/2020 14:59 09/05/2020 00:12
22:07 09/05/2020 22:25 09/05/2020 00:18
11:26 10/05/2020 11:32 10/05/2020 00:06
14:09 10/05/2020 14:17 10/05/2020 00:08
20:31 10/05/2020 20:45 10/05/2020 00:14
09:00 11/05/2020 09:33 11/05/2020 00:33
09:42 11/05/2020 09:57 11/05/2020 00:15
11:44 11/05/2020 12:05 11/05/2020 00:21
21:24 11/05/2020 21:37 11/05/2020 00:13
00:06 12/05/2020 00:44 12/05/2020 00:38
09:20 12/05/2020 09:52 12/05/2020 00:32
12:07 12/05/2020 12:41 12/05/2020 00:34
19:20 12/05/2020 20:46 12/05/2020 01:26
23:53 14/05/2020 23:58 14/05/2020 00:05
10:00 15/05/2020 10:16 15/05/2020 00:16
08:25 28/05/2020 08:38 28/05/2020 00:13
17:24 06/06/2020 17:49 06/06/2020 00:25
18:57 07/06/2020 12:41 11/06/2020 3 days 17 hrs 44 mins 
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Appendix 6 – Ethical approval for pre-development project 
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Appendix 7 - Full quotations used in pre-development project 

 

B.3.2 Presentation and subject of practical information/support 

 

“Reasonable adjustments to reaching out and how to put some structure to your life to manage 

e.g., Wellbeing strategies, how to make a Network of support, Sensory, Executive functioning, Links to 

autism.” 

“Information presented for autistic people would be helpful. Services rarely have accessibility 

guides explaining what to expect when you attend - people, rooms, how waiting works etc. What the 

expectations would be of an autistic person e.g., re groups as many services run a lot of group-based 

interventions which strike fear into the heart of the average autistic person!” 

“How to request Reasonable adjustments to reaching out to services (1:1 instead of groups, 

text instead of phone calls, having key person). Sensory information, executive functioning difficulties 

etc explaining what some of the reasons are why an autistic person uses substances and why it might 

be harder to stop. Steps like a visual structure or schedule of what you can do to manage reaching out 

or stopping etc.” 

“Factual information about impact, ways to access services that are not automatically 'come 

in and be assessed', information about how interventions can be tailored… Many alcohol services have 

positive 'emerging from addiction' stories - so many of these seem to focus on social and work-related 

interventions/benefits that seem miles away from possible (and enormously anxiety inspiring) for 

autistic people.” 

“Video of people who have accessed support or people who offer the support so you know who 

you will be talking to ahead of time.” 

 

B.5.1. Input from Autistic adults 
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“I smoke Cannabis because it provides me with a slightly disconnected feeling from the outside 

world which does not seem to have a place for me where I do not stick out or screw things up. 

I am not stupid but the only jobs I have ever had have been low grade manual where I frequently find 

myself working with some of the rougher elements of society who find me an irresistible target for 

bullying. It's psychological bullying, they try to provoke a violent response, I resist but it takes so much 

energy I feel totally drained-not just by this but by trying to get on in life in general.  

I have achieved nothing in my life and have tortured myself over my shortcomings, mistakes and lost 

opportunities since the beginning, I just wish that my conditions could have been recognised and at 

least addressed to some extent when I was younger, so many of my life choices would have been 

different and cannabis use would probably never even have been considered.” 

 

B.6.2. Judgemental Language 

“What would be most important is the presentation of facts and reasoning. It should be 

supportive and not judgemental… It must at all costs be based on evidence and facts, not opinion and 

morals.” 

“Do not preach! Inform! No tales of terror like the cancer adverts do.” 

“[in relation to self-medicating with substances] Please do not default on saying this is 'bad'. 

I'm not suggesting you promote it, but recognise that there are many people consuming these products 

as safely as possible for medical use, not recreational, and therefore should not be subjected to 

shaming tactics, however subtle.” 

“I think that the most important thing would be to not ask people to give up drinking or even 

cut down, but to provide a place where they can talk openly about their drinking. My experience is that 

people who can talk honestly about their drinking find that they no longer need to drink. For that to 

happen, they need unconditional positive regard, acceptance and to be given hope.” 

“Real answers, not just 'don't do drugs kids'.” 
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“The language should be non-judgemental and offer comfort to the client.” 

“The information should be clear. Based on proven research. No alarmism. It should be non-

judgemental.” 

 

B.6.3. Clarity of language and content 

“Autistic people benefit from information, from things being very clear and explicit, and from 

knowing what is and isn't normal.” 

“The links to impact on your body and others needs to be clear because some might not 

understand the links.” 

“The language being autistic friendly, so direct and literal, concise, use visual aids, any steps 

broken down, introductions explaining how the information will be laid out and WHY!!! (a huge thing 

people forget) and facts about impact on the body (including the brain) that are comprehensive with 

resources referenced.” 

“Simple language that can be understood by anyone… The online site should be simple to 

navigate and offer simple click on menu.” 

“AA is really good, but the language of the meetings, programme, and literature is really 

antiquated…language can be a barrier for people with autism and/or learning disability.” 

“Ensuring it was up to date and not cringey...some sites I've seen are really trying too hard to 

be 'down with the kids', with all the faux graffiti type 'street' aesthetic and the young people I work 

with find that sort of thing quite off putting.” 

“Information needs to be stripped down to what I need to know. Too much writing, font style, 

layout can be an immediate put off.” 

 

B.7.2. Prescription medication vs recreational substances 
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“I think you need to clarify whether it's addiction you are focussing on. Or whether there would 

be information on how to manage taking prescription drugs which aim to support aspects of life with 

autism.” 

“I use Solpadine SOLUBLE daily as this seems to help calm my nervous system in a milder way 

and help keep my stomach working. Would be nice to know how this works?” 

“I am not interested in alcohol or recreational drugs as these aren't my problems but I am 

interested in the side effects of prescription drugs given to me to help with chronic depression and 

anxiety exacerbated by autism. I have had a really difficult time discontinuing Sertraline last year and 

am now too fearful to take a small dose of aripiprazole just prescribed to me by NHS psychiatrist 

because side effects look dreadful and discontinuation not clear if possible. Not enough research or 

general knowledge.” 

“Make sure there are distinctions made in that drug addiction doesn't just mean illegal drugs - 

it can refer to things like painkillers and other medications. I've struggled for years with painkiller 

addiction and haven't been able to find any help.” 
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Appendix 8 – Questions for post-development project 

 

 



229 
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Appendix 9 – Information sheet for post-development project 

 

 

Appendix 10 – Consent form for post-development project 
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Appendix 11 – Ethical approval for post-development project 
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Appendix 12 – Data sample from pre-development project 
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Appendix 13 – Data sample from post-development project 
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