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Abstract

Digital inclusion of people with intellectual disabilities is not commensurate with
those without disabilities. Societal, political, financial, individual and interpersonal
barriers help explain this disparity. Caregivers can act as both support and
gatekeeper to internet access and use by adults with intellectual disabilities. This
study investigated micro-level interpersonal factors influencing access and use of
the internet by an adult with intellectual disabilities to explore the balance and
interplay of power and support around the processes of digital inclusion and online
risk taking. Taking a case study approach, perspectives of three key stakeholders
were gathered via interviews: the person with intellectual disabilities, his mother
and a paid support worker. Perspectives and experiences were contrasted using
systemic functional linguistic analysis of discourse to explore the ways power and
support were represented in the language of negotiated digital inclusion. Dynamics
between the parent and person with intellectual disabilities and between the parent
and paid staff clearly influenced processes of digital inclusion and were affected
by varying priorities, positions and perceptions of power to allow, disallow and
monitor access and use of the internet. These had the power to shape and drive
internet access. Language choices by the person with intellectual disabilities
showed that he was not fully aware of the risks involved in engaging with certain
aspects of digital inclusion but how he spoke about the internet indicated some
autonomy in technology use. Supporting the development of digital competence,
confidence and resilience in people with learning disabilities should be combined
with support to increase self-awareness regarding digital risk. Those supporting
people with intellectual disabilities towards digital inclusion need additional
guidance on how to do this effectively for the people they support.

KEYWORDS
intellectual disabilities, digital inclusion, power, support, online risk, self-determination,
information & communication technology

Key Points

* People with intellectual disabilities sometimes have less awareness of the risks
they take online and less understanding of how to manage them.

» Family carers close to them often worry about this risk-taking and try to protect
their family members from being harmed online.

» Support workers also feel concerned about risk taking and see the management
of this as part of their job.
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* People with intellectual disabilities, their family carers and support workers may
benefit from training and co-construction activities to learn how to manage digi-

tal risk better.

INTRODUCTION

Developments in information and communication
technologies (ICT), with the internet at the forefront,
are changing the knowledge, service, employment and
social interactional opportunities available to peo-
ple with intellectual disabilities (Chadwick, Chapman
& Caton, 2019). This change has been accelerated
and exacerbated by social distancing requirements
under COVID-19 (Caton et al., 2022; World Health
Organization, 2020). Staying safe for many people
with intellectual disabilities during the pandemic has
led to a complex mixture of a loss of access to regular
pre-COVID-19 services, and a reduction in supported
opportunities for work, social contact and entertain-
ment. This has necessitated greater digital inclusion
to maintain well-being (Caton et al., 2022; Chadwick
etal., 2022).

Digital participation of people with intellectual
disabilities

Prior to the COVID-19 pandemic in the UK, 22% of peo-
ple with disabilities had never been online (ONS, 2019).
Research has also shown that digital inclusion is con-
sistently lower for people with intellectual disabilities
(Alfredsson Agren, Kjellberg & Hemmingsson, 2020a;
Johansson, Gulliksen & Gustavsson, 2021). There is
evidence highlighting the existence of a disability digi-
tal divide and additional pronounced digital poverty
among people with intellectual disabilities (Johansson
et al., 2021). Recent literature regarding the digital di-
vide in relation to people with intellectual disabilities
has moved from initial consideration of basic access to
ICT and the internet, through to use of ICT and sub-
sequently on to the study of full digital participation
for people with intellectual disabilities (Alfredsson
Agren, Kjellberg & Hemmingsson, 2020b; Chadwick &
Fullwood, 2018). This has aligned with increasing digi-
tal access, use and participation by people, in particular
younger people with intellectual disabilities (Alfredsson
Agren et al., 2020b; Chiner, Gémez-Puerta & Cardona-
Molté, 2017; Feng et al., 2008).

Use of technology may have increased during
COVID-19 (Caton et al., 2022), though there is interna-
tional evidence that people with intellectual disabilities
remain more excluded (Chadwick et al., 2022). Recent
research has identified other groups with intellectual
disabilities who are more at risk of digital exclusion; this

includes older people and those who live in housing sup-
ported by paid staff (Anrijs et al., 2022).

Benefits of being online

Many online benefits have been identified in rela-
tion to people with intellectual disabilities, including
those related to education and learning, communica-
tion, social interaction and connectedness, identity
expression and development, participation, advocacy,
civic engagement and empowerment, and agency and
self-esteem (Alfredsson Agren et al., 2020b; Caton
& Chapman, 2016; Chadwick et al., 2019; Chadwick,
Quinn & Fullwood, 2017; Glencross et al.,, 2021;
Hoppestad, 2013; Lofgren-Martenson, 2008;
Stendal, 2012). There is also evidence that use of
technology has enhanced digital skills and on-
line self-determination and increased motivation
to be online (Caton & Chapman, 2016; Chadwick &
Fullwood, 2018; Lofgren-Martenson, Sorbring, &
Molin, 2015; Naslund & Gardelli, 2013).

Online risk experience

There are also numerous risks to being online. Large
increases in online crime have been seen over the past
few years and these have escalated during COVID-19
(ONS, 2022). Exposure to harmful content (e.g., ad-
vertising, scams, violent or hateful material, harmful
sexual, extremist or racist material) (Chadwick, 2019;
Chiner et al., 2017) affect all users including people with
intellectual disabilities who are often less aware of the
risks. Negative contact online (e.g., having personal
information stolen, being bullied or groomed, unwel-
come persuasion/coercion) have all been reported by
people with intellectual disabilities as a direct or indi-
rect result of engaging with strangers online (Bannon
et al., 2015; Buijs et al., 2016; Chiner et al., 2017; Holmes
& O'Loughlin, 2014; Molin, Sorbring, & Lofgren-
Martenson, 2017). People with intellectual disabilities
are also at risk of becoming engaged in antisocial con-
duct (e.g., illegal downloading, bullying, uploading sexu-
ally inappropriate pictures or text) (Chadwick, 2019)
due to being less aware of the illegalities of what they
are doing and more open to exploitation. Levels of on-
line crime and victimisation are still largely unknown
for this population and many incidents go unreported or
un-noticed (Chadwick, 2019). Unfortunately, these risks
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of being online can reduce digital participation (Bannon
et al., 2015; Chadwick, 2022; Molin et al., 2017).

Vulnerability to risk

Although online risks raise concerns societally, peo-
ple with intellectual disabilities are viewed as particu-
larly at risk (Chadwick et al., 2017; Chiner et al., 2017,
Lofgren-Martenson et al., 2015). Research has revealed
a tension between benefits gained from the freedom
to engage in online experiences for people with in-
tellectual disabilities and family carer concerns re-
garding their family members online safety (Caton
& Landman, 2022; Lough & Fisher, 2016). Recent re-
search, however, has also indicated that an increased
perception of vulnerability may not always be held
by family carers (Alfredsson Agren, Kjellberg &
Hemmingsson, 2020c).

Accounts of risk experiences have linked risk with:
(1) limited social networks and desire for acceptance; (2)
greater loneliness and depression and lower self-esteem
and (3) poorer insight and judgement (Bannon et al., 2015;
Buijs et al., 2016; Molin et al., 2017). Nevertheless, there is
evidence of some risk awareness in young people with intel-
lectual disabilities (Bannon et al., 2015; Molin et al., 2017;
Normand & Sallafranque-St-Louis, 2016) and that people
with lower support needs are able, through experience and
support, to build digital resilience and manage online risk
in their lives (Chadwick, 2022).

Support for digital inclusion of people with
intellectual disabilities

Strategies used to support digital inclusion and man-
age online risk have also been developed although the
success of these has not been adequately demonstrated
(Chadwick, 2019). These have included: educational
support strategies in the form of a therapeutic support
group, levels of monitoring being put into place (e.g.,
chaperones or supervision), and gatekeeping (evidenced
through family carer reports) (Bannon et al., 2015;
Lofgren-Martenson et al., 2015; Molin et al., 2017; Seale
& Chadwick, 2017).

Recent research has revealed that the knowledge,
interest and values that support staff placed on inter-
actions facilitated by technology influenced the use
of digital technology (Clifford-Simplican et al., 2017).
Support staff also had diverse views regarding how re-
sponsible they were for facilitating digital participation
(Balasuriya, Sitbon & Brereton, 2022). These authors
recommended that co-design be implemented in digital
inclusion initiatives with support workers occupying the
roles of co-user and where appropriate acting as proxy
for the person with intellectual disabilities.

nasen 1
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Power in support relationships

People with intellectual disabilities are often reliant on
support staff or family carers to facilitate all aspects
of life, including ICT use. Hence their ability to enact
independent decision making is often mediated by car-
ers. Self-determination models can contribute to under-
standing of how online risk decision-making occurs and
how it is mediated by support. Risk taking is a compo-
nent of functional self-determination (Wehmeyer, 1999;
Wehmeyer & Garner, 2003). The self-determined learn-
ing model (Mithaug, 1998) identifies equity of opportu-
nity as central to engagement in self-determined pursuits,
which may include risky behaviours. The tripartite eco-
logical model of self-determination (Abrey & Stancliffe,
2003) considers the control people have over life areas
they consider important. Usefully, in this latter model
concordance of control exercised and control desired is
addressed, with collaborative control in decision-making
operating for those who require support. The current
study focuses on this interactional decision-making and
how power is shared.

In terms of power-sharing versus power through
protection, a clear safeguarding agenda has been re-
ported as used by those providing support, involving
gatekeeping and monitoring of digital access (Seale &
Chadwick, 2017). Carers saw greater risk in digital tech-
nology use by people with intellectual disabilities than
they saw for themselves (Chiner et al., 2017). Within
positive risk taking, potential harm, failure or disap-
pointment of using technology were viewed by carers
as less important than growth, self-determination and
well-being (Seale & Chadwick, 2017). Increased coping
and resilience may arise via opportunities for digital
experience and risk taking through possibility think-
ing which is generated from a position of power-sharing
(Seale, 2014). Recent work by Seale (2023) has found that
when carers were ‘possibility focussed’ (I.e. creative, re-
silient, sharing decision-making and managing risk) dig-
ital inclusion was facilitated.

Rationale/the present study

Carer gatekeeping and control have been highlighted as
protective but also transgressive of the human rights of
people with intellectual disabilities to self-determine and
make their own decisions. This appears particularly true
for risky online decision making.

Taking a nested ecological approach (Chadwick
et al., 2019) lower considerations of digital risk seem
present at the macro level. There appears to be a lack
of governmental policy and support in the UK to en-
able reduction of risks. Furthermore, technology de-
sign does not consider the accessibility of risk reduction
measures for people with intellectual disabilities. At the
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micro level, support for people with intellectual disabil-
ities from paid carers, employers and family carers ap-
pears to be variable, with a wish to balance safety and
risk within people's lives. This can lead to people with
intellectual disabilities being held to a different standard
(Seale & Chadwick, 2017) whereby their human right to
self-determine their actions is more readily violated by
carers who may expect more evidence of competence in
managing risk than they would from people without in-
tellectual disabilities.

Little research has considered power dynamics re-
garding digital risk in the lives of people with intellec-
tual disabilities at this micro level where balancing risk
and safety sits in the domain of those in closest contact
with those people who are using ICT, usually family car-
ers and paid support workers. Often they are striving for
a balance between power-sharing and power-through-
protection. The playing out of these power differen-
tials can be expressed through verbal communication.
Interview data on the topic of digital risks from three
different stakeholder perspectives is likely to provide
useful insights to elucidate the phenomena of support
relating to potential online risk.

A case study perspective considering the voice of
one person with intellectual disabilities in relation to
digital risk alongside the voices of his mother and key
support worker was conducted. Taking this approach is
both novel and provides a detailed in-depth micro-level
insight into the differing interpretations of digital risk
in the lives of a person with intellectual disabilities and
allows us to contrast and triangulate these perspectives.
Fine grained discourse analysis allowed the nuances of
language choices to be investigated to reveal these dis-
tinct digital inclusion and risk perspectives.

Aims and research questions

The aim of this study was to investigate the perspectives
of a person with intellectual disabilities on their own dig-
ital inclusion and to compare this with both family carer
and staff carer perspectives and to answer the following
research questions:

1. To what extent did the choice of language used
by each of the three participants represent distinct
meanings and power positionings in terms of digital
risks and digital participation:

a. Through analysis of how people and places were
represented

b. Through analysis of voice and positioning of one
participant in relation to the others

c. Through the textual coherence and cohesion of the
interviews

2. How did these distinct positionings differ and integrate
perceptions of digital risk across the three participant

narratives such that increased understanding of how
to manage digital risk might be reached.

METHOD
Approach

Discourse analysis incorporates a range of different
approaches to analysing spoken and written language
in both oral and text formats. Methods range from
critical discourse analysis (Van Dijk, 2005) and con-
versation analysis (Silverman, 2000) to other forms of
linguistic-based discourse analysis. Systemic functional
linguistics (Halliday & Matthiessen, 2013) is one such
approach and has been applied to the data in this study.
Previous research using this method has shown how ex-
pressive word choices affect the impact of health mes-
sages (Segal, 2008) and also shape social identities for
people as either actively contributing to their care or as
acted upon by experts (e.g., Vanstone & Kinsella, 2010).
Grue (2011) argues that linguistic discourse analysis can
be similarly applied to investigate issues of representa-
tionandsocial positioningindisability-related discourse
although this has so far happened very rarely. Systemic
functional linguistics (Halliday & Matthiessen, 2013) is
typically applied to textual data. The approach looks
at the underlying meaning of language through three
interdependent functions that are related to semantic
choices. It has previously been applied to interview text
data and can show how a certain “culture unfolds in
its social context” (Fernandez, 2018:4). This works by
highlighting how patterns of word choices made in spe-
cific contexts give rise to particular meanings, which,
in turn, may underlie specific perspectives and ideol-
ogy and/or enact particular power relations within an
interview transcript.

Participants

Participants in the case study were a person with intel-
lectual disabilities and autism (Pseudonym= ‘Steve’), his
mother (‘Mum’) and his key support-worker (‘Support
worker’). These were recruited using purposive sampling
via existing networks. Network contacts were asked to
identify a person with intellectual disabilities who was a
user of ICT and lived independently and had, what they
considered, a supportive and enabling carer team around
him including both paid staff and a support worker.
Steve was male, White British and 32years old. He
lived in a 24-hour supported living residence in the
West Midlands of England UK with a team of support
staff and a keyworker there who worked closely with
him. Steve self-identified as having a mild intellectual
disability, autism, a visual impairment, left hemiplegia

85UB017 SUOWWIOD A1) 8|qeot[dde auy Aq peusenob e sejole O ‘88N JO SaINJ o} Akeiq18Ul|UO /8|1 UO (SUONIPUOD-PUR-SLLIBY/LIOD"AB | IM A eIq U1 |UO//SdNL) SUORIPUOD PUe SWie | 8U18es *[£202/50/92] Uo ARiqiauljuo A8|IM 89 L A 9652T Z08E-TLYT/TTTT OT/I0P/L0o A3 |1M Alelq | Ul UO's euno fueseu//sdny Wwoly pepeojumoq ‘0 ‘Z08ETLYT



INTERACTIONAL POWER AND SUPPORT FOR DIGITAL INCLUSION

nasen_:

and epilepsy. He used technology daily on his personal
laptop and mobile phone and had over 200 friends on
Facebook. Interview duration was 74:36 minutes. The
three interviews revealed that he had experienced online
contact (hacking, bullying, negative interaction and ex-
clusion) and content (accessing explicit sexual material
and pornography) risks in the past.

His mum was 64 years old, divorced and had a close
relationship with Steve and was in daily to weekly con-
tact with him. She was very involved in his life and vol-
unteered and ran a community centre for people with
autism in the local areas, which Steve attended. She
had been very involved in the development of Steve's
technology-related skills and had engaged in a number
of discussions with him about the risks of the internet.
She had herself done some computer courses and so con-
sidered herself fairly ‘tech savvy’. Interview duration was
85:40 minutes.

Steve's keyworker had been working in supported liv-
ing for 7years and had been a senior member of support
staff for 6years within the residence where he worked.
Prior to this he had worked in the voluntary sector. He
supported five tenants with a range of care needs, with
severe to mild levels of disabilities. Areas of support he
identified for the tenants, including Steve, were emo-
tional support, daily living skills, supporting people
through all aspects of their lives and to find employ-
ment. He worked typically 5Sdays per week with a range
of 4-7days, with sleep in nights. He did not use social
networking sites but did use ICT (computer and mobile
phone) to access news, sport and for other aspects of his
life. He would also use technology to keep up to date
on the interests of the people he worked with (e.g., for
Steve wrestling and bowling), though he did not always
have an interest himself in these things. He did this to
facilitate social interaction and to enable him to provide
better person-centred support. Interview duration was
63:38 minutes.

Procedure

Ethical approval for the project was gained from the
University ethical committee. Interviews were conducted
with the three participations regarding the digital inclu-
sion, technology use and online risks experienced by
Steve. Study materials (information sheet and consent
form) were sent to participants via email by a gatekeeper
2weeks prior to the interviews. Participants replied to
emails and were contacted via phone to discuss the pro-
ject, to answer any questions and to arrange a time and
place suitable for participants to conduct the interviews.
All interviews were conducted face-to-face prior to
COVID-19. The first author went through the informa-
tion sheet and consent form again with each participant
at the start of the interviews. For Steve, understanding

Helping Everyone Achieve 8@ ®

of the project was checked at the beginning and end of
the interviews.

During interviews the interviewer followed a pre-
prepared topic guide while also being responsive to the
direction the interviewee wished to take the interview.
When the interview deviated far from the core topic, the
interviewer respectfully allowed that part of the con-
versation to conclude and then reoriented the interview
back to the topic under study, though this did not often
occur. Due to the sensitive nature of the topic a process
of continuous assent was implemented whereby the re-
searcher remained vigilant throughout the interview
to any signs of discomfort and distress and where this
happened paused the interview, provided reassurance,
and checked with participants how they wished to pro-
ceed. This only occurred once during the interview and
the participant indicated that they very much wished to
proceed.

At the end of the interview background and demo-
graphic information was collected. Finally participants
were debriefed and guided to additional information and
support. Steve was asked, during the debrief, if he would
like an easy-read copy of the study findings.

Linguistic discourse analysis

A detailed systemic functional linguistic-based discourse
analysis was performed on three interview transcripts
in order to document some of the ideological aspects of
the risks and benefits of digital inclusion as perceived by
three different participants, all stakeholders in Steve's
care. This enabled the researchers to compare the lin-
guistic choices of the three participants in relation to the
same phenomenon of interest according to three main
overlapping functional parameters: referential, interper-
sonal and textual (Halliday & Matthiessen, 2013).

The referential function of language is enacted when
language is used to represent the reality of the ‘story’. This
refers to the main ‘characters’ and ‘events’ and how they
relate to each other, where, when, why and how. In sys-
temic functional linguistic terminology, this includes: the
participants expressed through nouns (e.g. policy), noun
phrases (e.g. the most effective policy) or pronouns (e.g.
it), the processes of ‘doing’ or ‘being’, expressed through
verbs or verb phrases (e.g., We directed the group to read
the policy) and the circumstances (place, time, manner and
reason), expressed by adverbs and prepositional phrases
or subordinate clauses (e.g. the NHS introduced this policy
gradually [manner] last year [time] in the East of England
[place] because teams were already trained to use it there
[reason]). In linking participants to processes, we can ob-
serve the agency role ascribed to the participants, whether
actor (e.g. people with intellectual disabilities make choices
| express their views) or acted upon (people with intellec-
tual disabilities are encouraged | protected).
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These choices shape the ideological content of texts in
terms of the levels of agency and responsibility assigned
to key participants.

The interpersonal function of language is implicated
when speakers or writers make linguistic choices to in-
teract with other speakers or readers, including the use
of interrogatives (e.g. why are we not implementing this
policy in the UK?) or imperatives (e.g. Introduce this policy
in the UK now!) and expressing their views on people and
events (e.g. This policy is excellentlineffective). Different
levels of interactivity may also be enacted by the choice
of particular pronouns of address (e.g. I, we, you, they)
and the use of modal verbs (e.g. must, may, should, will)
to modulate expressions of certainty, desirability or
willingness. Through these choices, interviewees adjust
their position to the interviewer (e.g., their authority and
power, if any).

The textual function. of language is enacted by struc-
tural choices which impact on the overall meaning con-
veyed (i.e. its cohesion). A text (in this case the interview
transcript) may, for example, be constructed in the form
of an argument to be persuasive or as a narrative piece
with the purpose of entertaining. This is supported by
the use of particular connective structures (e.g. and,
moreover, however, firstly) as well as grammatical and
lexical back and forward referencing. The reception and
comprehensibility of a text is additionally affected by
the length and complexity of its sentences and the level
of structural or vocabulary repetition. The compre-
hensibility of a text, its overall coherence, relies also on
the readers' existing contextual knowledge of the topic
addressed.

Data analysis process. Systemic functional discourse
analysis looks at words chosen within a linguistic con-
text and this has been taken into account in the analysis
and interpretation of the data. Insights into the family
and care context added further depth to the discussion
of results and these were drawn on as relevant so as not
to detract from the main findings.

Each interview was read once thoroughly for con-
tent familiarisation. With attention to each function in
turn (referential, interpersonal, textual), each interview
was then analysed by hand. Relevant words and con-
structs were systematically highlighted depending on
whether they corresponded to referential (nouns/ verbs)
interpersonal (modal verbs, imperatives and speaker
position) or textual function (the flow of the conversa-
tion). One third of each interview was re-analysed by
a second author and any disagreements were resolved
through consensus discussion. Word choices were col-
lated and judgement was made about dominant and
least frequent terms used / selected in each interview
for analysis. Comparisons could then be made of the
linguistic choices and different linguistic functions
that constructed meaning within the discourse of each
interviewee.

Findings

Findings are presented descriptively for each partici-
pant with close alignment to the three linguistic func-
tions; referential, interpersonal and textual (Halliday &
Matthiessen, 2013).

Interview 1 with ‘Steve’

Referential function. The nouns dominant throughout
this interview were:

friend(s), Facebook, information, football,
private

Less dominant were nouns:
email, phone, twitter, photo.

Most of the verbs used were high frequency and gen-
eral, that is, ‘got, go, send’, with the exception being
‘pick it up’ (i.e., learn). This latter phrase may represent
his acknowledgement and understanding of his process
of development regarding technology. Steve was able to
explain about his internet use to the interviewer and he
had a clear understanding of specific technology-related
vocabulary. The linguistic choices made by Steve re-
flected his main purpose for using digital social media
was to establish and maintain friendships. Compared
to other interviewees, despite discussing online contact
risks (e.g., being hacked and experiencing negative social
interactions and exclusion), he did not use any of the
terms:

risk, safety or bullying.

This could reflect that he had less awareness than
his family or paid carer (who did use these terms) of
previous bullying episodes related to the use of social
media in his life as potentially risky or dangerous.
Alternatively, he could have been reluctant to engage
in a discussion about specific negative episodes. This
is supported by the lack of mention of online content
risks (e.g., accessing sexually explicit material and por-
nography) which were mentioned in the family and
paid carer interviews.

Interpersonal function. Steve described some of his in-
teraction with online systems as:

‘confusing’ and ‘difficult’ and people as
sometimes ‘annoying’.

He used the word ‘myself” more often than other inter-
viewees and challenged the interviewer by using the phrase
‘depends who I'm speaking to’. This demonstrated his abil-
ity to retain control over his online communication despite
the ‘confusing, difficult and annoying’ aspects of the tech-
nology and of the people he met.
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Despite not using many value-related terms or modal
verbs (could, should, would), autonomy was evident (al-
beit marginally) in Steve's choice of pronouns in relation
to himself and digital inclusion.

Textual function. Steve deviated from the theme of digital
inclusion on eight occasions in the interview. At times, this
interrupted overall coherence of the interview discourse.
Some information was thus hard to follow. Indeed, some of
the diversions were due to Steve misunderstanding the lan-
guage used by the interviewer. However, he was supported
with three verbal summaries of what the conversation was
about by the interviewer. This facilitated a more cohesive
discussion. Despite possible power imbalances arising in the
conversation between the interviewer and Steve, he was clear
about the topic, keen to have his voice heard and was agree-
able about maintaining the interview through to the end.

Turns taken by the participant were relatively short and
the interviewer often equalled these in length showing that
efforts were being made to support a balanced conversa-
tion around knowledge of a shared topic.

Interview 2 with Steve's mum

Referential function. Fronting Steve's mother's repre-
sentation of Steve's interaction with social media, were
nouns:

“risk, balance, manage, independent,
Facebook.” Less frequent nouns used were
“scams, porn, critical faculties, tension,
rape, trouble, safety net, life experience, re-
percussions, consequences, parent, friend,
story.”

Incidental nouns used were:

benefits, employment, implications, free-
dom, street-wise, chains.

Verbs included:

approve, groomed, understand, taught,
learning, exposed to, showed, led, realise,
explore, involved, tortured.

The choices of vocabulary made by Steves's mother
reflect an awareness of risks she perceived in his use of
social media as relatively high compared to Steve. Some
of the words used also show a concern about more ex-
treme risks:

consequences, groomed, tortured, chains,
porn, rape, trouble

but she also countered these with terms that moderated
the risk such as,

freedom, benefits, safety net, friend, ap-
prove, explore, learning.

Helping Everyone Achieve 8@ ®

Interpersonal function. Evaluative words that described
Steve's mother's own sense and her perception of Steve's
online inclusion were:

safe, sceptical, concerned, appropriate, lib-
eral, dangerous, naive, vulnerable, dodgy,
normal, heavy-handed, savvy.

Again, these were more evident than evaluative words
used by Steve and negative language was balanced by
terms such as:

balanced, safe, savvy, normal.

She used a number of reflexive pronouns ‘himself, them-
selves, myself”, unlike Steve or the staff member showing
an awareness of the overall aim of autonomy for her son.
She also used repeated negative imperatives and directives:

“do not, don't, never” that demonstrated her
concern about online risk.

Emphatic words and qualifiers were used by Steve's
mum, especially when describing how she talked to her son
about social media. For example:

“lay out definite guidelines...always ask
somebody, always ask first,” “absolutely
ballistic,” “very very cynical and very skep-
tical” and “world-wearying.”

Neither the staff member nor Steve used emphatic words
or qualifiers in the same way. This may reflect the level of
Steve's mother's concern about his internet use which, in
her account, is balanced with her wish for his independence.

Textual function. This interview was linguistically
coherent. Both interviewer and participant took equal
length turns. Both took responsibility to bring the
conversation back to the topic and there was a natural
flow to the conversation with humour and structure.
This demonstrated an equal balance of power over the
shared topic of digital inclusion where neither party
was attempting to demonstrate more expertise than
the other.

Interview with Steve's support worker
Referential function. The nouns most often used by the
carer were:
supporter, job, supported living, library, shifts,
families, monitoring, control, safe environment.

Less used but evident were nouns:

internet, urges, mind of a child, safeguard-
ing, trends, options, boyfriend/girlfriend,
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balance, psychologist, psychiatrist, pornog-
raphy, law, scam, risk, trust.

Verbs were less used to describe the processes of digital
inclusion:

“support, manage, monitor” were most com-
mon and also, “training, gambling, trusted”

Language showed a clearly defined role perceived by
the staff member and this was fore-fronted throughout the
interview in a way that suggested he held a protected status
with his involvement in social media use by those he cared
for. Similarly, the ‘library” was frequently mentioned, also
as a protected space for social media use that devolved re-
sponsibility from himself to another entity. Professional
terms were used ‘psychologist, psychiatrist’, as well as ref-
erence to the ‘/aw’ which neither of the other interviewees
used, further emphasising his professional stance, as did
the verbs ‘support, manage, monitor’.

Interpersonal function

Value laden terms, that is, modal expressions ‘could,
would, should’ and expressions of mood were used more
often than Steve or his mother to represent understand-
ings of digital inclusion for Steve and others.

Huge blow, epilepsy, to his credit, so active,
the next best thing, luckily, vulnerable, ma-
nipulative, dark, huge impact, obsessed,
driven away, free reign, old habits, over-
bearing, restricted, high and mighty, in awe,
clashed, big cheese, cajole, entitled, discard,
desperate, drawn in, repeatedly messed
about, stand back, degrading.

These terms reflected an understanding of risk but words
were less related to concerns compared to some of the terms
used by Steve's mother. Rather they described disability, be-
haviours and processes perceived in the interaction between
social media and Steve. He used ‘I' more frequently than
any reflexive verb constructions (e.g., ‘myself”’) and this sug-
gested a focus on his own professional role.

Textual function

Some follow-through of themes was evident but sporadic.
The support worker spoke for turns at least three times
longer than the interviewer but discourse was often frag-
mented and not linguistically coherent (i.e., not referring
back to topics or previous mention of terms). This imbal-
ance might be evidence of the support worker delivering
his knowledge of the shared topic as a perceived expert
observer in his professional role.

Discussion
Key findings

Awareness, responsibility, power and agency in relation
to the risks and benefits of digital inclusion for a man
with intellectual disabilities [‘Steve’] differed in the ac-
counts of a support worker, parent and the person with
intellectual disabilities. The linguistic choices made by
the three participants showed different levels of knowl-
edge, insight, and concern regarding the benefits and
risks of digital inclusion, aligning with and extending
prior research (Bannon et al., 2015; Lofgren-Martenson
etal., 2015; Molin, Sorbring & Lofgren-Méartenson, 2015).
All participants recognised some benefits to being on-
line, corroborating prior research findings (Caton &
Chapman, 2016; Chadwick et al., 2019).

The way that online places, people and actions were
represented by nouns and verbs (representational func-
tion) demonstrated the focus of each participant. Steve
used words that were strongly related to the social as-
pects of having friends online and sharing sport and
photos on social media (Caton & Chapman, 2016). His
use of language demonstrated very little awareness of
any risks that he might have taken in the past or poten-
tial risks in the future (Molin et al., 2015). These positive
aspects were mirrored by Steve's mum in her recognition
that friends, [digital] freedom and independence were
important for her son. However, many of the nouns and
verbs that she used reflected a strong concern for his
safety and her worry about the possible consequences
of digital participation (Lofgren-Méartenson et al., 2015).
In contrast, the support worker used fewer terms to rep-
resent positive benefits of online presence but did use
words such as ‘balance’ and ‘trust’. Several terms that
he used shifted these into the realm of institutional or
professional life ‘supporter’, job’, ‘safe environment’
(Clifford-Simplican et al., 2017). Depending on their
role (Steve as the main protagonist and beneficiary of
being online, Steve's mum as facilitator and protector,
and the support worker as institutional representative),
each participant reflected a different understanding of
the benefit versus risk balance of online participation.
Benefits only outweighed risk in Steve's discourse. As a
result, in representations of protection, both family and
institutional came to the fore.

In terms of the stance taken by each participant and
how they represented themselves in relation to the oth-
ers (interpersonal function), certain power differentials
emerged. Despite the fact that Steve demonstrated more
limited insight into the potential risks of being online
he did use the word ‘myself’ often and this showed
awareness of his own agency in his online engagement.
The language that he used to describe risky situations
or when things went wrong pointed more to bewilder-
ment than recognition of risk: ‘confusing, difficult, an-
noying’. Steve's mum generally felt that she was open
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and liberal in her response to risky online situations
recognising herself as ‘sceptical’ and her guidance was
peppered with emphatic advice. This emphatic use of
directives when she gave advice to Steve reflected her
personal worry and possibly also her perceived lack of
control and loss of agency over Steve's internet use. In
contrast, the support worker, who saw his role primar-
ily as a professional in his interaction with Steve, used
many value-laden terms ‘so active’ ‘the next best thing’,
and ‘repeatedly messed about’. While these demon-
strated an understanding of the risk involved in Steve's
online engagement they also showed a level of agency
and control imbued by his own professional control and
institutional back-up (Chadwick & Fullwood, 2018)
which allowed him a certain level of detachment from
the possible consequences. Comparing these three in-
terpersonal stances, Steve's main response to difficul-
ties online was one of confusion. Without the backup
knowledge and awareness of risk, he presented himself
in a vulnerable potentially risky position leading to
reduced autonomy. Steve's mum had insider detailed
knowledge and heightened awareness of risk, particu-
larly the more serious and extreme risks, yet her word
choice demonstrated limited agency to protect him
from harm. The support worker presented as profes-
sionally confident in his power and control over Steve's
online participation. He recognised the risks but dis-
played a more distant responsibility and felt protected
from accountability by his position. This aligns with
notions of autonomy and mastery within the functional
self determination model. Steve felt autonomy over on-
line choice and this was supported; however, his mas-
tery over encountering risk online was less evident,
demonstrating further developmental need.

In terms of the coherence and cohesion of the inter-
views and the flow of discourse between the interviewer
and participant (textual function) distinct patterns
were identified for each of the three participants. For
example, in terms of word length and time, the support
worker spoke nearly three times as much as the inter-
viewer. This was not reflected in the other two inter-
views with the family carer nor with Steve. His patterns
of response were long, he often used vague terminology
and this led to a fragmented argument where tensions
between on-line over-protection and online freedom
could be seen (Seale & Chadwick, 2017). Steve often
needed prompts to return to the topic of the interview
and although the balance of turns between him and the
interviewer were relatively even, his turns were usually
very short and he used limited vocabulary. The need
for so many prompts within this discourse pointed to
a vulnerability and power differential in Steve's pro-
jected internet participation with other, more artic-
ulate, online contacts. Steve's mum's discourse was
balanced with even lengths of turns between her and
the interviewer moving between topics ofonline risk
and freedom.

Helping Everyone Achieve 8@ ®

This paper adds to previous insights into how sup-
port staff and family carers view and support digital
risk-taking by their family members with intellectual
disabilities (Balasuriya et al., 2022; Chiner et al., 2017;
Lofgren-Martenson et al., 2015). The distinct discourses
highlighted different tensions at play in relation to digital
participation and risk for each of the three participants.
For Steve's mum the primary tension was between wish-
ing to protect Steve from harm versus the wish for Steve
to be independent and have a full life. For the support
worker the primary tension was wanting to protect and
enable Steve to have a full life online versus the distance
of his professional role and organisational drivers and
responsibility. Finally, for Steve tension existed between
his wish to be an independent self-determining individ-
ual online versus the confusion that arose when inter-
acting online with others which he could find 'annoying'
and challenging.

Limitations and strengths

The small number of participants and interviews con-
ducted for this study mean its primary strength is in ex-
ploring discourse in depth across key players to better
understand the nuances of differing tensions and moti-
vations. Recruitment of the participant with intellectual
disabilities was facilitated by an advocacy group within
the lead authors networks. Steve was identified as a good
fit for the study because he was particularly adept and
engaged with the use of technology within his everyday
life. His mother was also digitally literate, running a
Facebook group for people with intellectual disabilities
and autism. Hence, two of the participants within this
case study could be viewed as more digitally engaged,
than other carers and people with intellectual disabili-
ties. Any developers using this case study would need to
consider the high expertise of these participants when
transferring the findings. Nonetheless, this study does
offer a tridimensional perspective which can be used to
inform the development of interventions about online
risk to better support these three groups. It also high-
lights the importance of considering multiple perspec-
tives and including the voice of people with intellectual
disabilities regarding digital inclusion.

Future directions

Findings from this paper also resonate with
Raghavendra et al. (2013) and Newman et al. (2017),
whose interlinked studies focused on home based, goal-
oriented support for digital inclusion which included
family members. The study found that young people
with differing specific types of physical and commu-
nicative disabilities required long-term, personalised,
intensive support both from outside and inside the
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family, in order to get online. Further research inves-
tigating the role that the sharing of power plays within
these support relationships when relating to more risky
online pursuits is indicated.

The need to co-create positive risk-taking oriented in-
terventions with people with intellectual disabilities, their
families and support workers is evident. For family mem-
bers and support workers interventions should focus on
enabling them to enact collaborative control (Abrey &
Stancliffe, 2003) and balance the need to allow their fam-
ily member freedom and agency and alongside their desire
to protect. This should reduce carer feelings of impotence
in the face of the online risks being taken by their fam-
ily member. For people with intellectual disabilities these
should focus on education about types of risk and how to
manage risk, request support around risk and be resilient
when encountering online challenges.
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