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Abstract

Digital adaptation of the Standing up for Myself intervention 
in young people and adults with intellectual disabilities: the 
STORM feasibility study

Katrina Scior ,1*† Lisa Richardson ,1† Elizabeth Randell ,2  
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Background: Stigma contributes to the negative social conditions persons with intellectual disabilities 
are exposed to, and it needs tackling at multiple levels. Standing Up for Myself is a psychosocial 
group intervention designed to enable individuals with intellectual disabilities to discuss stigmatising 
encounters in a safe and supportive setting and to increase their self-efficacy in managing and 
resisting stigma.

Objectives: To adapt Standing Up for Myself to make it suitable as a digital intervention; to evaluate 
the feasibility and acceptability of Digital Standing Up for Myself and online administration of outcome 
measures in a pilot; to describe usual practice in the context of the coronavirus disease 2019 pandemic 
to inform future evaluation.

Design: Adaptation work followed by a single-arm pilot of intervention delivery.

Setting and participants: Four third and education sector organisations. Individuals with mild-to-moderate 
intellectual disabilities, aged 16+, members of existing groups, with access to digital platforms.
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Intervention: Digital Standing Up for Myself intervention. Adapted from face-to-face Standing Up for 
Myself intervention, delivered over four weekly sessions, plus a 1-month follow-up session.

Outcomes: Acceptability and feasibility of delivering Digital Standing Up for Myself and of collecting 
outcome and health economic measures at baseline and 3 months post baseline. Outcomes are mental 
well-being, self-esteem, self-efficacy in rejecting prejudice, reactions to discrimination and sense of 
social power.

Results: Adaptation to the intervention required changes to session duration, group size and number 
of videos; otherwise, the content remained largely the same. Guidance was aligned with digital delivery 
methods and a new group member booklet was produced. Twenty-two participants provided baseline 
data. The intervention was started by 21 participants (four groups), all of whom were retained at 
3 months. Group facilitators reported delivering the intervention as feasible and suggested some 
refinements. Fidelity of the intervention was good, with over 90% of key components observed as 
implemented by facilitators. Both facilitators and group members reported the intervention to be 
acceptable. Group members reported subjective benefits, including increased confidence, pride and 
knowing how to deal with difficult situations. Digital collection of all outcome measures was feasible and 
acceptable, with data completeness ≥ 95% for all measures at both time points. Finally, a picture of usual 
practice has been developed as an intervention comparator for a future trial.

Limitations: The pilot sample was small. It remains unclear whether participants would be willing to be 
randomised to a treatment as usual arm or whether they could be retained for 12 months follow-up.

Conclusions: The target number of groups and participants were recruited, and retention was good. 
It is feasible and acceptable for group facilitators with some training and supervision to deliver Digital 
Standing Up for Myself. Further optimisation of the intervention is warranted.

Future work: To maximise the acceptability and reach of the intervention, a future trial could offer 
the adapted Digital Standing Up for Myself, potentially alongside the original face-to-face version of 
the intervention.

Study registration: This study was registered as ISRCTN16056848.

Funding: This award was funded by the National Institute for Health and Care Research (NIHR) Public 
Health Research programme (NIHR award ref: 17/149/03) and is published in full in Public Health 
Research; Vol. 12, No. 1. See the NIHR Funding and Awards website for further award information.
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Plain language summary

People with intellectual disabilities (or ‘learning disabilities’ in United Kingdom language) are more 
likely to experience poor physical and mental health than the general population. Stigma (negative 

stereotypes, prejudice and discrimination) has been linked to lower self-esteem, quality of life, and 
mental and physical ill health. Efforts to empower people with intellectual disabilities themselves to 
challenge stigma with a view to improving well-being, health and self-esteem are lacking.

In 2017, we developed Standing Up for Myself, a brief group-based programme for people with  
mild-to-moderate intellectual disabilities aged 16+ to address this gap. As this study got underway,  
face-to-face meetings were suspended due to the coronavirus disease 2019 pandemic. We used the 
opportunity to assess whether Standing Up for Myself could be delivered through web-based meetings. 
We adapted Standing Up for Myself for digital delivery, with close input from advisors with intellectual 
disabilities and experienced group facilitators. We then tested the digital version in charity and 
education settings to evaluate if Digital Standing Up for Myself could be delivered as planned and how 
acceptable it was to group facilitators and participants.

Four groups, with a total of 22 members, signed up to try Digital Standing Up for Myself. One participant 
dropped out before starting Standing Up for Myself, and the other 21 continued until the end of the 
programme. Retention and attendance were good; participants on average attended four of the five 
sessions. Ninety per cent of the core programme requirements were fully delivered as detailed in the 
Digital Standing Up for Myself manual. Problems with technology were manageable, although facilitators 
found using the Standing Up for Myself Wiki platform (an online platform for storage and sharing of 
resources) difficult, particularly when sharing video content. Facilitators felt acceptable levels of privacy 
were achieved and there were no reports of undue distress. All facilitators and many group members 
said they would recommend Digital Standing Up for Myself to others. Group members shared how the 
programme benefitted them, noting increased awareness about disabilities, and for some increased 
confidence, pride and independence. Some had learnt how to stand up for themselves and manage 
difficult situations and took pride in this.

Completing outcome and health cost measures via web-based meetings was acceptable and data were 
largely fully complete and useable.
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Scientific summary

Background

Approximately 1.4–2% of the UK population have an intellectual disability. Individuals with intellectual 
disabilities face substantial social and health inequalities and are at increased risk of experiencing mental 
health problems. One factor compounding these inequalities is the impact of stigma, whereby 
individuals experience negative stereotyping, prejudice and discrimination associated with intellectual 
disability. Interventions that seek to reduce stigma are needed at multiple levels.

The Standing Up for Myself (STORM) programme targets the person with an intellectual disability 
themselves and seeks to empower them as agent of positive change. It seeks to empower individuals 
with intellectual disabilities to challenge stigma they face in everyday encounters, thus potentially 
improving well-being and reducing inequalities, alongside interventions at community and institutional/
societal levels to reduce stigma.

An earlier pilot of the STORM programme showed it to be a promising intervention which could be 
delivered in community, third sector (i.e. ‘charities’ that typically provide services to achieve social goals) 
and education settings to existing groups of individuals with intellectual disabilities, aged 16 years and 
above. Some issues were highlighted which were to be addressed as part of a feasibility study with the 
intention of progressing to a fully powered randomised controlled trial (RCT). The start of the feasibility 
study coincided with the outbreak of the coronavirus disease 2019 (COVID-19) pandemic and the first 
national lockdown during month 6 of the original project. Following a necessary pause, the study 
management team saw a unique opportunity to revise the study to examine the potential of STORM as 
a digital intervention. Adapting STORM to make it suitable for digital delivery would allow the 
programme to be available to a much wider audience and potentially future-proof it in the context of the 
ongoing pandemic. Extensive patient and public involvement (PPI) work generated evidence in line with 
the National Institute for Health and Care Excellence (Evidence Standards Framework for Digital  
Health Technologies, 2019, www.nice.org.uk/Media/Default/About/what-we-do/our-programmes/
evidence-standards-framework/digital-evidence-standards-framework.pdf) framework for digital health 
technologies and indicated that the creation of a digital version of STORM was important to potential 
future users and professionals. We, therefore, proposed to adapt the STORM programme for digital 
delivery to groups of individuals with mild-to-moderate intellectual disabilities. Working closely with PPI 
partners we planned, following adaptation of the intervention, to deliver the digital programme to four 
groups as part of a small pilot study. We also engaged experts on digital inclusion and learning design to 
ensure that the adapted digital version of STORM was optimised for engagement of people with 
intellectual disabilities and delivery by group facilitators with varying experience and skills in digital 
delivery.

Objectives

1. to adapt the existing STORM intervention for online delivery (Digital STORM), ensuring the content, 
number of sessions and direct contact time were the same for both STORM and Digital STORM;

2. to pilot the Digital STORM intervention in order to investigate the feasibility of recruitment to 
and retention of participants in Digital STORM; and adherence, fidelity and acceptability of Digital 
STORM, when delivered to groups of people with mild-to-moderate intellectual disabilities online;

3. to test digital administration of the study outcome and health economics measures;
4. to build on community assessments to describe what usual practice might look like for groups of 
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people with mild-to-moderate intellectual disabilities in the wake of COVID-19, to inform a poten-
tial future trial.

Methods

Design and procedure
Digital STORM was an adaptation of the original STORM intervention, designed for online delivery, 
piloted with four groups of young people and adults with mild-to-moderate intellectual disabilities.

Adaptation and pilot work took place during months 14–21 of the overall 24-month project in distinct 
phases of work:

1. Intervention adaptation (months 14–17)

An Intervention Adaptation Group (IAG) was established to oversee the adaptation and report progress 
to oversight committees. The group included all members of the PPI advisory group (people with 
intellectual disabilities, the independent co-chair), experienced group facilitators from third and 
education sector organisations (from our stakeholder group), Mencap as our intervention delivery 
partner, digital inclusion experts and members of the research team. The focus of this group was to 
maximise access to and engagement with Digital STORM to ensure it would be inclusive and to address 
potential barriers to access to and/or engagement with the intervention.

2. Pilot of Digital STORM (months 18–21)

The adapted intervention was then piloted with four groups (N = 22). Priority was given to groups that 
had expressed interest in participating in STORM at the point of having to pause the original study in 
March 2020 due to the first national coronavirus disease 2019 (COVID-19) lockdown. Of the four pilot 
groups, at least one would need to do some additional work to allow all its group members to access 
Digital STORM. This would allow us to explore ‘live’ how issues relating to access to technology, support, 
and provisions to ensure privacy are managed. Following delivery of the adapted digital intervention, 
pilot group facilitators were interviewed about their experiences to assess barriers and facilitators to 
implementation. Participants took part in focus groups to access their views on the intervention, the 
delivery mechanisms, and the intervention’s subjective impact. The focus groups were co-led by a 
member of the PPI advisory group and a researcher in three cases and by a researcher alone in one case 
and recorded.

3. Decision phase (month 22)

Oversight committees met at regular intervals throughout the adaptation and pilot phases to monitor 
progress. They reviewed findings from the pilot against the progression criteria and made 
recommendations to the National Institute for Health and Care Research (NIHR) regarding the potential 
for a future funding application.

Inclusion and exclusion criteria
Groups from third and education sector organisations were included where they had a willing facilitator 
and organisational support in place, were meeting or restarting meetings as a group for at least 3 further 
months and were willing to replace five of their meetings with Digital STORM. Groups needed at least 
three and no more than eight members with intellectual disabilities to participate. Groups were excluded 
if they were run as part of the National Health Service, or if some of their regular members declined 
taking part in Digital STORM and if it was not possible to find alternative meeting times for those who 
wanted to participate.
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Individual participants were included if they were aged 16 years or older, had mild-to-moderate 
intellectual disabilities, capacity to provide informed consent, were able to complete the outcome 
measures and could engage with the intervention in English. They needed to be a member of an 
established (educational, activity, social or self-advocacy focused) group; to have access to the internet, 
a device to join web meetings, and support to access web-based meetings when needed. Participants 
were excluded from the research if they did not provide consent.

Intervention
Adaptation of the STORM intervention for delivery using web-based video meetings (Digital STORM), 
consisting of four weekly 90-minute sessions and a 90-minute follow-up session (delivered around 4 
weeks after session four). An intervention manual and a Wiki (a web platform designed as both a 
repository of intervention resources and an aide to delivering session content) was provided to 
facilitators.

Outcomes
The primary outcome of the adaptation phase was the feasibility and acceptability of delivering STORM 
to groups in a web-delivered format (Digital STORM). Secondary outcomes of the adaptation phase 
were the feasibility of remotely collecting outcomes, health economics and process data and the 
description of ‘Usual practice’, that is, activities usually undertaken within the group setting, in a changed 
service delivery context.

Analyses
Pilot data (baseline demographics, responses to outcome measures, adherence and fidelity ratings) were 
described descriptively. The feasibility of economic evaluation was assessed using completion rates of 
included measures [Service Information Schedule (SIS), EuroQol-Youth version, and Client Service 
Receipt Inventory]. Intervention costs were calculated using SIS data.

Qualitative interviews and focus groups were conducted to explore barriers and facilitators to 
participation in the intervention. Interview and focus group transcripts were analysed thematically using 
Framework analysis; a sample of transcripts was double coded.

Progression criteria were included to determine suitability for moving to a future trial of Digital STORM.

Results

The STORM intervention was successfully adapted for online delivery (objective 1). The IAG addressed 
issues such as access to the digital intervention, engagement with it and potential risks to managing 
participant privacy. Minor adjustments were made to the STORM intervention to allow for digital 
delivery. Content was slightly streamlined to ensure each session could be covered within the 60-minute 
sessions. Resources were created to support participation in online group work (for participants) and for 
running sessions (for facilitators). A revised intervention logic model for Digital STORM was also created.

Digital STORM was both feasible and acceptable when delivered to groups online (objective 2). Targets 
for recruitment into the pilot of Digital STORM were met with 4 groups taking part and 22 participants 
providing informed consent, 1 of whom dropped out before starting the intervention. There was good 
attendance across sessions (median attendance 5 out of 5 sessions, with 20 of 21 participants attending 
3 or more sessions) and the majority of participants missed no more than 15 minutes of any one 
intervention session due to technical difficulties. Accordingly, there was a strong indicator of feasibility 
for progression to a future trial. There was also a strong indicator for the acceptability of Digital STORM. 
Facilitators found the recording of sessions acceptable and over 90% of the core intervention 
requirements were met in full.
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Feasibility and acceptability were also examined through interviews (with facilitators) and focus groups 
(with participants). Resources supported facilitators’ delivery of sessions though some reported 
challenges when playing and sharing videos in online meetings and with trying to co-ordinate moving 
between video sharing via the STORM Wiki platform, the manual and operating the meeting platform.

Feasibility of administering study outcome measures was also demonstrated (objective 3). Participants 
completed outcome measures via web-based platforms at baseline and post intervention. This enabled the 
research team to recruit from a wider geographical area than would have been possible using face-to-face 
data collection methods. Data completeness was very high – only one response was missing across all 
measures. Similarly, data completeness for economic evaluation was very good with no barriers to future 
data collection identified. Group members’ experience of completing measures was positive and they felt 
positive about the digital approach as a method for data collection in future.

Finally, it was determined that many organisations delivering group sessions had made the transition to 
online delivery and were running virtual groups. This supports the possibility of including a control arm 
that described ‘usual practice’ as part of a future trial (objective 4).

Conclusions

The STORM digital adaptation and pilot was a well-delivered package of work. Results evidence that all 
progression criteria were achieved in full. Oversight committees therefore recommend progression to a 
full trial.

Strengths and limitations

The key strength of this work was the ability of the team to work flexibly and creatively to adapt to the 
changing situation of the pandemic. Involvement of experts by experience meant the rationale for 
creating a digital version of STORM was supported by all stakeholders and the accessibility of the 
processes and resources was considered carefully from a user perspective.

A number of limitations need noting. These include the small sample size for the pilot; long-term 
retention was not established; those taking part all did so with the knowledge they would receive the 
intervention, thus the ability to randomise was not confirmed; the video sharing platform was not 
optimal – other approaches might have worked better; qualitative work could not capture the views of 
all those who took part in the pilot.

Study registration

This study was registered as ISRCTN16056848.

Funding

This award was funded by the National Institute for Health and Care Research (NIHR) Public Health 
Research programme (NIHR award ref: 17/149/03) and is published in full in Public Health Research;  
Vol. 12, No. 1. See the NIHR Funding and Awards website for further award information. 
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Chapter 1 Introduction

Sections of this chapter have been reproduced from the Standing Up for Myself (STORM) study 
protocol,1 reproduced under licence CC-BY-4.0 from the National Institute for Health and Care 

Research (NIHR) Journals Library.

People with intellectual disabilities are more likely than the general population to experience ‘some 
of the worst of what society has to offer’, including low incomes, unemployment, poor housing, social 
isolation and loneliness, bullying and abuse.2 The NHS commissioned report which presents this 
conclusion recommended more action to reduce stigma and discrimination as a means to improve lives 
and health outcomes for people with intellectual disabilities.

Intellectual disability is characterised by an IQ below 70 and associated deficits in everyday adaptive 
skills, arising before the age of 18, and is estimated to affect 1.4–2% of the UK population.3  
Adults and young people with intellectual disabilities are at increased risk of mental health problems, 
with recent prevalence estimates of diagnosable psychiatric disorders at 30–50%.4,5 they face 
substantial social and health inequalities, at least partly due to stigmatising attitudes and barriers within 
health, social care and education systems, and wider society.2,6 The increased risk of mental health 
problems is due to a range of biological, psychological and social factors – one important social factor is 
stigma: the negative stereotypes held by society about people with intellectual disabilities, which often 
lead to prejudice and discrimination. Despite positive changes in policies, service provision and societal 
views in general, young people and adults with intellectual disabilities still frequently face negative 
attitudes and discrimination.7 These in turn render them more vulnerable to a negative sense of self and 
low self-esteem,2,8,9 poor quality of life2,6,10 and mental health problems.11,12 Accordingly, interventions 
that seek to reduce stigma and that ideally empower people with intellectual disabilities to challenge 
stigma themselves have the potential to improve their well-being and to reduce inequalities.

Stigma

Young people and adults with intellectual disabilities often face attitudinal barriers and negative 
interactions arising from their stigmatised status in society, including bullying, harassment, hostility 
and other negative encounters in the community. This is in addition to discrimination in education, 
employment, access to and receipt of health and social care services, and housing.13 However, due to 
social and cognitive skills limitations associated with a diagnosis of intellectual disabilities and reduced 
social support, their capacity to deal with others’ negative responses is often diminished. In response to 
not infrequent disability hate crimes, they are often afraid to move freely within their local communities, 
severely restrict their movements and even move home, if able to do so.14,15

Consistent associations have been reported in this population between stigma and poorer self-reported 
health outcomes,6 increased anxiety and depression11,12 and lower self-esteem.8,9 Consequently, 
intellectual disability stigma needs to be tackled at multiple levels, as articulated in our theoretical 
framework which calls for evidence production and remedial action at four interlinked levels (Figure 1): 
the level of stigmatised person, their family who may be subject to courtesy and affiliate stigma 
themselves,16,17 the community who generates and maintains stigma through prejudicial attitudes and 
discrimination, and finally the level of society and systems such as legislation and policy.18

Interventions are in place to tackle such stigma at the institutional level and to promote more positive 
attitudes towards people with intellectual disabilities among the public and among key target groups. 
A number of systematic reviews evidence a lack of effective interventions for: (1) the reduction of 
negative effects associated with stigma as experienced by people with intellectual disabilities, and (2) 
managing stigma.18–20 Psychological and psychosocial approaches that are suitable to this end, such 
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as cognitive behavioural, narrative approaches and acceptance and commitment therapy, have been 
successfully used, for example, in the mental health field to help buffer individuals against stigma and its 
negative consequences, including low self-esteem.21,22 Evidence that empowering the target or ‘victims’ 
of stigma can be effective comes, for example, from meta-analyses of interventions with victims of 
bullying.23,24 Developing effective ways of enhancing the capacity of people with intellectual disabilities 
to manage and resist stigma, both individually and collectively, is likely to have positive effects on their 
self-esteem, mental health and general well-being. In turn, reducing the negative impact of stigma may 
reduce demands on (mental) health and social care services as a result of improved well-being (see 
Chapter 2, Logic model).

A meta-analysis of ‘stigma resistance’ in the mental health field found strong positive associations 
between stigma resistance and self-stigma, self-efficacy, quality of life and recovery in people with 
mental health problems.25 These authors described stigma resistance as an ongoing, active process 
that involves using one’s experiences, knowledge, and sets of skills at the (1) personal, (2) peer and 
(3) public levels.26 They described stigma resistance at the personal level as ‘(a) not believing stigma 
or catching and challenging stigmatising thoughts, (b) empowering oneself by learning about one’s 
condition and recovery, (c) maintaining one’s recovery and proving stigma wrong and (d) developing 
a meaningful identity apart from’ (p.182) one’s condition (in their case, mental health challenges). At 
the peer level, stigma resistance involves ‘using one’s experiences to help others fight stigma and 
at the public level, resistance involved (a) education, (b) challenging stigma, (c) disclosing one’s lived 
experience and (d) advocacy work’ (p.182).26 As yet though, this understanding has not been translated 
into evidence-based interventions that seek to increase stigma resistance among members of different 
stigmatised groups.

Institutional level

Community level

Family level

Persons with
intellectual
disabilities

FIGURE 1 Multiple levels at which intellectual disability stigma occurs and needs tackling.18
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Looking to disability stigma specifically, the first Global Disability Summit in 2018 stressed that more 
action is needed to reduce high levels of stigma faced by people with disabilities around the world. The 
Summit led to 170 commitments by governments and multilateral organisations, including the World 
Health Organization and several UN agencies, to do more to reduce disability stigma. As noted, this 
project is firmly located within an understanding that disability stigma occurs at and needs to be tackled 
at multiple levels. Hence, the decision in this project to focus on empowering people with intellectual 
disabilities to resist stigma, if they so choose, does not for a moment suggest that parallel anti-stigma 
interventions are not also needed at the family, community and institutional levels.

Standing Up for Myself as a public health intervention

In the intellectual disability field, a few interventions have sought to employ psychosocial approaches 
to enhance the capacity of people with intellectual disabilities to manage their stigmatised status in 
society. These include psychoanalytically informed consciousness-raising groups,27 and groups drawing 
on cognitive behaviour therapy.28 While such interventions may be helpful at an individual level by 
supporting the person to ‘come to terms’ with their disability and learn to cope with a stigmatised 
identity, they do not go beyond stigma management, nor do they explicitly name oppression, and thus 
do not empower people with intellectual disabilities to challenge the status quo. Furthermore, they were 
designed to be delivered by highly skilled clinicians and are therefore limited in reach.

Standing Up for Myself, a psychosocial group intervention, works directly with groups of young people 
and adults with intellectual disabilities to enhance their capacity to manage and resist stigma. STORM 
was designed from the outset to be scalable by being brief (four sessions plus one follow-up session) and 
suitable for delivery by group facilitators with a modest amount of preparation and training but without 
requiring any specific qualifications. By being delivered within the context of established groups, STORM 
provides a safe space to tackle sensitive subjects, maximises the potential for peer support and does not 
require substantial new delivery mechanisms which would affect its potential future implementation.

The STORM programme

Standing Up for Myself is a manualised psychosocial group intervention developed with close input 
from people with intellectual disabilities and experienced facilitators of groups for members of this 
population. STORM was designed for delivery by staff in education, social care and third sector 
organisations who have experience of facilitating groups for people with intellectual disabilities, 
without requirement for any specialist qualification. ‘Third sector organisations’ refers to voluntary 
and community organisations, typically providing services to achieve social goals. These are non-
governmental and operate on a not-for-profit basis (unlike the private sector). The STORM intervention 
is delivered to established groups to ensure members feel comfortable and safe discussing sensitive 
and potentially distressing topics, to offer peer support, and to ensure that group facilitators who know 
group members can monitor responses and offer additional support, where necessary. Peer support 
available through a group intervention is seen as an integral part of STORM with hypothesised benefits 
for well-being, self-worth and responses to stigma, based on evidence from the mental health field.29,30

Standing Up for Myself consists of four weekly 90-minute sessions and a 90-minute follow-up session 
(delivered around 4 weeks after session 4); an overview of the STORM programme sessions and key 
messages is provided in Table 1. The intervention involves: (1) watching short films of people with 
intellectual disabilities talking about the meaning of intellectual disability to them personally, their first-
hand experiences of social interactions (both positive and negative) and how they deal with negative 
interactions with others; (2) group discussions of this material, guided by questions posed by the group 
facilitator as per the manual; (3) sharing of personal experiences relating to the topic under discussion; 
(4) problem-solving in relation to different possible responses to stigmatising experiences; and (5) action 
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TABLE 1 Standing Up for Myself programme overview

STORM sessions and key messages STORM activities 

Session 1: What does ‘learning disability’ mean to 
people with learning disabilities? What does it mean 
to me?
Key message: My learning disability is only one part 
of me.

Videos (4 clips) followed by a discussion to explore:
■ what learning disability means to different people with learning 

disabilities
■ what learning disability means to the participants
■ different parts of participants' identity – achievements, hob-

bies and what they are proud of

Session 2: How are people with learning disabilities 
treated?
Key message: It’s not OK for people to treat me badly. 
I don’t have to put up with it.

Videos (3–4 clips) followed by a discussion to explore:
■ the range of treatment experienced by people with learning 

disabilities from people without learning disabilities
■ participants’ own personal experiences of being treated posi-

tively or negatively by people without learning disabilities

Session 3: How do people with learning disabilities 
respond to being treated negatively?
Key message: I can stand up for myself when people 
treat me badly.

Videos (× 3/4 clips) followed by a discussion to explore:
■ strategies that we use to deal with negative treatment from 

others
■ other ways to respond to negative treatment

Session 4: What am I already doing when others treat 
me in a way I don’t like? What else do I want to try?
Key message: I can make a plan to help me stand up for 
myself. People I trust can help me with it.

Begin action planning:
■ Review strategies that can be used to cope with or respond to 

negative treatment and discuss which one(s) suit each group 
member

■ Make an individual action plan to try over the next few weeks

Celebration event.

Follow-up session: What worked and what got in the 
way of my plan?
Key message: Things can get in the way of my plan. 
Talking to others can help me decide what to do next and 
not give up.

To review and discuss:
■ Action plans and how they went
■ Ways to manage any barriers that arose

planning for managing and resisting stigma in future either individually and/or as a group. STORM uses 
existing film footage produced with and by people with intellectual disabilities as stimuli for discussion 
in sessions 1–3. This consists of short film clips (2–7 minutes in length) used as part of the STORM 
intervention with permission from the films’ original makers/producers.

Of note, the intervention uses the term ‘learning disability’ as the most commonly used term in the UK 
to denote ‘intellectual disability’.

The STORM manual is available as a pdf document and is supported by an online web-based version 
(a Wiki) that contains all training and preparation materials, film clips, session materials, information 
for participants in an accessible Easy Read format, and optional activity and work sheets in a format 
designed to make it as easy as possible for facilitators to deliver each session in accordance with the 
manual. These materials were fully updated following feedback from an initial pilot study.31

The rise of digital interventions and the impact of COVID-19

The use of digital health (also known as e-health) interventions has grown rapidly over the last decade, 
a development that has accelerated greatly in the wake of the COVID-19 pandemic and associated 
social restrictions.32,33 The effects of the COVID-19 pandemic were acutely felt in the UK from March 
2020, with the first national lockdown. The way in which services and support were delivered, including 
to people with intellectual disabilities, has been responsive to successive lockdowns and the need 
for distancing. Face-to-face (F2F) meetings were largely suspended at times during the pandemic 
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and, wherever possible, organisations shifted to supporting their members and users through virtual 
methods, in particular, web-based video meetings and WhatsApp calls (see Chapter 3, Usual practice). 
Consultations with partner and third sector organisations over the course of the COVID-19 pandemic 
have highlighted that this shift has been successful for many (if not all) people with mild-to-moderate 
intellectual disabilities. With initial support, many have learnt how to use virtual meeting software/
apps. Many individuals with intellectual disabilities have underlying health conditions that place them 
at increased risk of COVID-19, and many organisations anticipate that they may continue to use virtual 
methods for the foreseeable future to engage with people with mild-to-moderate intellectual disabilities, 
and as part of a more diverse offer once they are able to resume F2F meetings. The widespread move 
towards much greater use of digital technologies, including by people with intellectual disabilities, 
through force of circumstance has offered an opportunity to assess the use and value of digital methods 
to promote well-being in this population. This is a priority in current health policy, yet an area where 
people with intellectual disabilities were largely excluded pre-pandemic.34,35

Evidence supporting the acceptability and effectiveness of digital mental health interventions among 
both children and young people and adult populations has been generated in a range of settings.36–41 
However, as Lehtimaki et al.37 note, the effectiveness of many digital mental health interventions remains 
inconclusive and more rigorous and consistent demonstrations of effectiveness and cost effectiveness 
are needed. In addition, further analyses are required to provide stronger recommendations regarding 
relevance for specific populations.40 The current STORM study was originally designed as a cluster-
randomised feasibility trial of the manualised STORM psychosocial group programme for people with 
intellectual disabilities, including economic and process evaluation. However, following the onset of 
the COVID-19 pandemic, the study was initially paused, and subsequently (in the autumn of 2020) the 
study design was revised. Adapting STORM so that it would be suitable for digital delivery became the 
primary aim, followed by a small pilot study to test the feasibility and acceptability of the adapted digital 
group intervention.

Digital interventions for people with intellectual disabilities
The use of digital health interventions with people with intellectual disabilities has been limited and 
this population has generally been excluded from e-health research.42 Even though the scope of 
digital mental health is vast and people with intellectual disabilities who face multiple threats to their 
mental well-being might well benefit, they seem to have been relatively neglected in the discourse 
around digital mental health and the development and implementation of new (digital) interventions.35 
Historically, lower levels of access to the internet among this population have created a ‘digital 
divide’.34 In 2019, Ofcom reported that people with intellectual disabilities in the UK had lower access 
to the internet compared with people without disabilities. This discrepancy was partly explained by 
lower levels of household ownership of PCs/laptops and tablets among this population (69% vs. 85% 
of people with no disabilities) and of smartphones (70% vs. 81%).43 Contextual barriers to the use 
of digital interventions with people with intellectual disabilities also include concerns among many 
service providers about their own lack of digital skills which limit their opportunity to support people 
with intellectual disabilities.44 However, it has been suggested that such barriers can be overcome 
with appropriate support and adaptations and a small, but growing, literature attests to the value of 
digital technologies to improve health as well as educational, vocational and leisure opportunities for 
this population.35

The rationale for a digital version of the STORM intervention
The suggestion that the digital divide amongst people with intellectual disabilities needs tackling if 
we are to further avoid increasing existing health inequities has never been more evident than in 
the context of the pandemic. Increasing access to digital technology and the internet and generating 
e-health interventions that can improve the well-being of large numbers of people with intellectual 
disabilities should be a priority. It is also in line with the need to challenge health inequalities in the 
UK health and social care system stipulated in the National Institute for Health and Care Excellence 
Evidence Standards Framework for Digital Health Technologies.45
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Having the option to meet virtually can promote self-determination and social participation for 
people with intellectual disabilities,46 with benefits including increased communication and social 
interaction.47,48 Digital technology could also be a means to widen access for members of this population 
to therapy.42 The potential benefits of digital interventions for people with intellectual disabilities are 
supported through consultation work we carried out at various time points since the first UK lockdown 
(see Chapter 3, Usual practice). Self-advocates and third sector organisations reported that for many 
people with intellectual disabilities virtual meetings were a preferred means of connecting with others as 
home was seen as a safe and familiar space to discuss personal experiences, and it could allow increased 
confidence to speak up and engage in discussions. Many people with intellectual disabilities experience 
anxiety about moving around their local community or travelling alone or are reliant on support from 
others to attend services, both of which can act as barriers to joining and attending groups in person. 
Virtual meetings have been suggested as one way to help overcome this, with some organisations 
informing us that they have been able to reach more of their members since replacing F2F with virtual 
meetings. Furthermore, people with intellectual disabilities living in rural areas of the UK are often 
prevented from using community services and joining groups due to the absence or inaccessibility of 
public transport and/or support required to travel. Organisations we consulted, particularly those that 
cover rural areas, informed us that attendance at F2F meetings is lower among their members during 
the winter months and greater use of digital meetings could fill an important gap. We should stress 
that digital methods are by no means for everyone. In a recent large-scale study on the impact of the 
COVID-19 pandemic on the lives of people with intellectual disabilities in the UK, 42% were reported 
never to have been keen on online activities.48 Therefore, adjustments to service delivery continue to be 
called for to meet the diverse needs of this population, and to reduce barriers to the inclusion and active 
participation of people with intellectual disabilities in their communities, both ‘real world’ and virtual.

The immediate need for and importance of STORM to help people with intellectual disabilities discuss 
negative experiences with their peers and resist stigma has been highlighted during the COVID-19 
pandemic. The discrimination and inequalities people with intellectual disabilities have experienced 
during this time have also been highlighted.49,50 Self-advocacy groups have often felt neglected by 
the government while their members had to shield, and have complained about lack of reasonable 
adjustments, including a failure to communicate social restrictions and rules. By continuing to meet 
virtually, these organisations have provided their members with space to connect with others and have 
sought to reduce the negative consequences of social isolation. They have emphasised the need for a 
space to discuss negative experiences and the stigma they face more generally, as well as specifically at 
this time when discrimination and social inequalities have been heightened.

Looking to the future, it seems important to offer a choice of delivery formats to access the STORM 
intervention to increase inclusion and respond to diverse preferences for engaging with peers. 
This aligns with our long-term goal to offer STORM as a widely and freely accessible public health 
intervention that can enhance the ability of people with intellectual disabilities to manage and resist 
the stigma they often face in their everyday lives. By potentially extending the reach of STORM among 
this population through the creation of a digital version, we seek to challenge exclusion and promote 
equality at multiple levels.

Adaptation of STORM for digital delivery and pilot study
In view of the aforementioned issues, the main aim of this project was to (1) adapt the STORM 
intervention for digital delivery (Digital STORM) to groups of people with mild-to-moderate intellectual 
disabilities, and (2) test delivery of the adapted intervention and outcome measurement in a virtual 
environment through a small pilot with four groups. The adaptation process is described in detail 
in Chapter 2. The pilot study is reported according to the progression criteria set out in the revised 
study protocol (see Chapter 2, Revised study design). The acceptability, adherence and fidelity of the 
intervention delivery are detailed in Chapter 3.
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Chapter 2 Methods

Sections of this chapter have been reproduced from the STORM study protocol,1 reproduced under 
licence CC-BY-4.0 from the NIHR Journals Library.

Original study design

Standing Up for Myself was originally designed as a cluster-randomised feasibility trial of the manualised 
STORM psychosocial group programme for people with intellectual disabilities, including economic and 
process evaluation. It was planned to invite third, education and social sector organisations that work 
with groups of people with intellectual disabilities to identify one established group with an average of 
six to seven members interested in participating in the trial. Groups were to be randomised to STORM 
or the control arm on a 1 : 1 ratio using variable block randomisation in which the unit of randomisation 
is the group. STORM was to be delivered via F2F groups as weekly 90-minute sessions over the course 
of 4 weeks, with a 90-minute follow-up session (delivered around 4 weeks after session 4). The control 
group would receive usual practice (UP) plus access to STORM after the 10–12 months’ follow-up 
period (wait-list control). Using mixed methods, we intended to examine delivery of the intervention 
and adherence, as well as to gain stakeholder views on the acceptability of the intervention and on 
barriers and facilitators that may affect not only its future implementation but also plans for a future 
definitive trial.

Revised study design

In view of the obstacles that the COVID-19 pandemic posed to delivering the study as originally 
intended, the study protocol was revised to include work to adapt the STORM intervention to make 
it suitable for online delivery via web-based meeting platforms to people with mild-to-moderate 
intellectual disabilities. The adaptation was a 4-month phase of work, undertaken with in-depth input 
and oversight from a multistakeholder Intervention Adaptation Group (IAG). The outcome of this phase 
was to produce intervention materials appropriately adapted to the new delivery context and to revise 
the intervention manual and training materials, where necessary. The newly adapted digital intervention 
would then be piloted through delivery to groups already meeting online and as part of a pilot study to 
examine its feasibility and acceptability (Figure 2).

Objectives
The objectives were:

1. To adapt the existing STORM intervention for online delivery (Digital STORM), ensuring the con-
tent, number of sessions and direct contact time were the same for both STORM and Digital 
STORM.

2. To pilot the Digital STORM intervention in order to investigate the feasibility of recruitment to 
and retention of participants in Digital STORM; and adherence, fidelity and acceptability of Digital 
STORM, when delivered to groups of people with mild-to-moderate intellectual disabilities online.

3. To test digital administration of the study outcome and health economics measures.
4. To build on community assessments to describe what ‘UP’ for organisations delivering groups for 

people with mild-to-moderate intellectual disabilities may look like in the wake of COVID-19, to 
inform a potential future trial.
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Progression criteria related to study objectives
Undertaking the pilot study of a digital adaptation of STORM was contingent on the study team being 
able to meet objective 1, to revise and adapt the intervention materials to the acceptance of the IAG 
and study management group (SMG). This objective was met by the end of March 2021.

The study progression criteria for objectives 2 and 3 are outlined in Table 2. For objective 2, regarding 
the feasibility and acceptability of Digital STORM, the progression criteria have been divided into two 
parts. Part one outlines criteria assessed using data collected from facilitators and through session 
recordings, and part two focuses on acceptability from the perspective of the pilot participants. Finally, 
for objective 3, progression criteria are defined to assess the feasibility of digital administration of the 
study outcome measures.

Three categories of progression indicators are provided, a strong indicator for progression, progression 
indicated subject to further amendments and progression not indicated. All progression criteria were 
agreed with the SMG, Study Steering Committee (SSC) and funder as part of the approvals of the 
amended protocol.

In addition to the above, the risk of exclusion from Digital STORM due to technical issues was 
considered, and a target was set of no participant missing more than two sessions, or parts thereof, due 
to technical problems (other than brief connectivity problems not exceeding 10–15 minutes).

Adaptation of STORM for digital delivery

Intervention Adaptation Group
In October 2020, the IAG was established to oversee the adaptation of the STORM intervention. The 
IAG consisted of our four PPI advisors (STORM expert advisors), the independent co-chair of the PPI 
group (CB), three group facilitators (from our stakeholder group), two research and impact staff from 
Mencap (as our intervention delivery partner), members of the research team (KS, LR, ER, MO, KD) and 
the director and a member of staff of Unthinkable Digital. Digital inclusion experts Unthinkable Digital 
were commissioned to work with the team because they brought expertise in digital inclusion and 
learning design specific to people with intellectual disabilities. Their particular knowledge and skills were 

Phase 1: Adaptation

Adapt STORM manual for web delivery

Phase 2: Pilot study

Pilot adapted manual with four existing 
groups (approx. n = 20)

Decision regarding progression to future 
trial and decision over design

FIGURE 2 Flow diagram of the digital adaptation and pilot of STORM.
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TABLE 2 Progression criteria for research objectives 2 and 3

Research objective 2: To investigate the feasibility and acceptability of Digital STORM, when delivered to groups of 
people with intellectual disabilities online.

2.1. Feasibility of delivery of Digital STORM to participants, assessed via facilitator notes, supervision notes, facilitator 
interviews and a review of session recordings to demonstrate:

Progression not indicated Indicator for progression, with further 
adaptations needed 

Strong indicator for progression 

Attendance was poor (partici-
pants on average attended less 
than three sessions) and within-  
session presence and engage-
ment were poor, unlikely to be 
resolved with adaptations.
Technical problems were 
significant, were not resolvable 
and likely to severely impair 
future implementation.

Good attendance across sessions 
(participants on average attended at 
least three sessions), BUT presence 
and engagement within sessions were 
somewhat impaired by technical issues.  
These would be resolvable with some 
additional modifications/guidance.

Good attendance across sessions (partic-
ipants on average attended at least three 
sessions) and presence and engagement 
within sessions were good, any technical 
problems were resolvable and did not 
unduly impact on running the session 
or engagement (with brief connectivity 
problems not exceeding 10–15 minutes).

Would not recommend Digital 
StORM to others nor consider 
running it with other groups.

Would only consider recommending 
Digital STORM to others or running 
another group if specific changes were 
made to the content, structure or 
accessibility of the technology.

Would recommend Digital STORM to 
others and consider running it with 
another group.

Facilitators felt unable to 
monitor participants’ emotional 
responses during sessions 
and to respond accordingly, 
modifications unlikely to 
resolve this.

Facilitators felt modifications were 
needed to monitor participants’ emo-
tional responses during sessions and to 
respond accordingly, but these would be 
straightforward to implement through 
additional guidance or adaptations.

Facilitators felt able to monitor par-
ticipants’ emotional responses during 
sessions and to respond accordingly.

Privacy threats were evident 
and unmanageable or signifi-
cantly affected engagement and 
participation. Further modifi-
cations unlikely to adequately 
resolve this.

Privacy could be better managed with 
some modifications.

Able to manage any threats to privacy for 
group members either by following the 
manual or taking additional steps.

2.2. Acceptability of Digital STORM to participants, assessed via feedback obtained from focus group meetings to 
demonstrate:

Progression not indicated Indicator for progression, with further 
adaptations needed

Strong indicator for progression

A majority of participants 
judged the delivery format as 
not acceptable and would not 
recommend Digital STORM 
to others. Changes unlikely to 
remedy this.

50% or fewer judged the digital delivery 
format as acceptable and would 
recommend Digital STORM to others.

A majority of participants judged the 
digital delivery format as acceptable and 
would recommend Digital STORM to 
others.

On occasion when participants 
found intervention contents 
distressing, they either felt 
un-supported by the group 
facilitator and/or their peers, or 
were unable to access support 
outside of the group.  Changes 
unlikely to remedy this.

On occasion when participants found 
the intervention contents distressing, 
they did not always feel well supported 
by the group facilitator and/or their 
peers, or were not able to access 
support outside of the group when they 
needed it. Changes would mean that 
support in this area could be improved.

On occasion when participants may have 
found the intervention contents distress-
ing, they either felt well supported by the 
group facilitator and/or their peers, or 
were able to access support outside of 
the group.

Participant privacy was not 
maintained in a way that 
allowed them to fully engage in 
the sessions. Changes unlikely 
to remedy this.

Participant privacy was mostly maintained 
but there were occasions when threats 
to privacy affected engagement and/or 
raised concern. Changes in this area could 
make this more acceptable in the future.

Participant privacy was maintained in a 
way that allowed full engagement in the 
sessions.

continued
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Research objective 2: To investigate the feasibility and acceptability of Digital STORM, when delivered to groups of 
people with intellectual disabilities online.

Research objective 3: To test the feasibility of digital administration of the study outcome measures:

Progression not indicated Indicator for progression, with further 
adaptations needed

Strong indicator for progression

< 70% of collected outcome data 
found to be useable.

70–79% of collected outcome data 
found to be useable.

80%+ of outcome data (collected at 
baseline) found to be useable.

TABLE 2 Progression criteria for research objectives 2 and 3 (continued)

deemed important to ensure that the adapted digital version of STORM would be optimised for the 
engagement of people with intellectual disabilities and ease of delivery for facilitators who would all be 
relatively new to online group facilitation.

Attention to potential risks
In adapting the intervention, careful consideration was given to potential risks to ensure every effort 
was made to mitigate these. The risks were broadly categorised as falling within the following three 
areas. Firstly, potential risks to acceptability and inclusion arising from technical barriers to accessing 
online group meetings due to limited technology/digital equipment (e.g. phone/laptop/tablet), and/
or internet connectivity problems (in recognition of the digital divide highlighted in the literature, see 
Chapter 1).

Secondly, we were concerned about potential risks to confidentiality and privacy while exploring 
personal and sensitive issues, particularly when participants join web-based meetings from remote 
environments where threats to privacy can be less controlled than in F2F meetings.

Thirdly, risks related to the facilitator’s ability to monitor and manage any potential emotional distress 
during the intervention, for example, while sharing information and videos via the screenshare feature 
in Zoom or MS Teams. Similarly, ensuring group members would feel supported and/or able to access 
support was seen as very important in the context of digital delivery of the intervention.

Ensuring access and engagement with Digital STORM
Given the above aims and orientation to risks, the IAG reviewed the following aspects of the STORM 
intervention and made recommendations to the research team regarding necessary adaptations to the 
manual and other resources:

• intervention format and structure, including changes to group dynamics and interactions when 
moving from a F2F to a virtual environment, and mechanisms for managing potential challenges to 
participants’ right to privacy

• intervention content, including how to manage demands on group facilitators tasked with delivering 
Digital STORM

• delivery mechanisms and resources, including how to ensure participants had access to and 
familiarity with technology to be used as part of Digital STORM

• participant needs for support, including the role of carers/family members in supporting participants 
to engage with the intervention.

Outcomes of the Intervention Adaptation Group meetings
The IAG met four times, at monthly intervals, between November 2020 and February 2021. Each 
meeting focused on one or several of the topics outlined above. During the meetings, the IAG was 
able to draw on community assessments already conducted by the research team to identify key 
considerations in adapting the STORM intervention for digital delivery. Also informing the IAG’s 
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discussions, ideas and plans were insights generated through a web survey disseminated with support 
from our partner organisations. The survey sought to understand what facilitators had learnt regarding 
what works in making the shift from F2F to web-delivered activities, including how to prepare and 
support access to and engagement with web-based meetings and manage privacy concerns (further 
details about the survey are presented below and in Chapter 3).

A summary of the key recommendations for adaptation from the IAG meetings is provided in Table 3.

TABLE 3 Summary of key adaptations recommended by the IAG

Intervention structure

Number and timings of sessions • Retain the current five-session structure
• Sessions should remain as 90 minutes, but delivery of the interven-

tion sessions should be confined to 60 minutes, to allow groups to 
have 30 minutes of time to use flexibly, to check in with one another 
at the start of sessions, to take a break and to discuss other issues or 
do something fun together at the end of the session 

Group sizes • Group sizes should be smaller for digital delivery, with a maximum 
of six people in a group (the maximum suggested number for F2F 
STORM was 10)

Intervention content

Videos • Intervention content should remain largely unchanged.
• Videos should be reviewed and where possible reduced in number to 

support facilitating the structured part of sessions within 60 minutes 
(yet allowing time before for informal social interactions, thus keeping 
contact time consistent with the original F2F version’s 90 minutes)

Delivery mechanisms and resources

Zoom/MS Teams or other web-based meeting 
platforms

• Offer intervention to groups already meeting using Digital technology 
at this stage

• Many organisations have already secured or are actively seeking 
funding to support people to access digital equipment

• Support the groups to have a choice of which web-based meeting 
platform they wish to use

• Provide accessible guidance for people with intellectual disabilities
• Have an agreed plan for what people should do if common problems 

arose, share this at the outset and offer regular reminders

White board/flip chart notes • Making notes to remain optional
• Alternative web-based mechanism to be offered – Google Jamboard 

(team to create templates that map to each session)

Communication cards • Provide communication cards to ensure group members can actively 
participate in a virtual environment (and, e.g. indicate their wish to 
speak in a user-friendly manner)

Posters for key messages and worksheets • Create a group member booklet, to include:
○ session timetable
○ resources for each session
○ action planning template
○ space to make notes
○ wallet for communication cards

Manual and Wiki • To include guidance on using web-based meeting technology to help 
facilitators prepare

• STORM Wiki to be adapted to support web-based delivery – keep-
ing information to a minimum, but ensuring ease of access to video 
content

continued
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Managing threats to privacy

Facilitator's role in managing privacy • Manual should include guidance, including how to prepare group 
members in relation to this and how to respond if privacy is compro-
mised

• Local procedures should be followed
• Preventative measures to ensure all web-based meetings are 

password protected with a waiting room function enabled, ensuring 
security from digital intrusions

Participants’ need for support

Monitoring for emotional distress and how to 
manage this during sessions

• Provide guidance in the manual for facilitators
• Offer breaks to participants where necessary
• Advise facilitators to allow time to support participants individually 

following each intervention session
• Check support available to group members as part of the screening
• Provide contact details of support organisations and helplines.
• Provide information about STORM content for family and other 

supporters to enable them to support group members outside of 
sessions, where indicated

TABLE 3 Summary of key adaptations recommended by the IAG (continued)

Digital STORM intervention

Logic model
A Logic model for the Digital STORM intervention is shown in Figure 3. The model was somewhat 
refined from the original version pertaining to the F2F version of STORM to reflect.

Digital STORM facilitator training and supervision
Facilitator training
In addition to providing the intervention manual (paper and electronic copy), access to the Wiki and 
other Digital STORM resources, facilitators were provided with brief training to deliver the intervention. 
The training was delivered over the course of two 2-hour sessions and was jointly delivered by the Study 
Manager (LR) and a member of Mencap’s research and impact team (HB) via Zoom. Session 1 provided an 
overview and background to Digital STORM and an introduction to the resources. A demonstration of the 
Wiki was provided, as well as an overview of the structure of the Digital STORM sessions and key messages. 
Guidance was shared about managing the technology involved, followed by a discussion of possible solutions 
to problems that might present in the course of delivering Digital STORM. Session 2 was designed to be 
more interactive in nature, providing the opportunity for facilitators to ask questions about Digital STORM 
resources and providing advice for preparing and delivering Digital STORM sessions. Further detail and 
discussion around action planning was included, as was detail about the supervision and support available.

Supervision for facilitators
Regular one-to-one supervision sessions with HB were offered to each facilitator throughout the Digital 
STORM intervention delivery, in addition to ad hoc support via e-mail correspondence. The supervision 
sessions were designed to be informal in nature, hosted via Zoom or MS Teams (depending on facilitator 
preference). Each facilitator was offered a ‘check in’ session before they delivered the first session. This 
was to ensure that they felt prepared and had the opportunity to ask any final questions before starting 
delivery of the intervention. The other supervision sessions were offered shortly after each STORM 
session; attendance was not mandatory.
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Digital STORM pilot phase

The pilot evaluation of the Digital STORM intervention focused on issues of feasibility and acceptability. 
As described in Objectives, this study set out to evaluate:

1. recruitment (of organisations, facilitators and participants), retention and adherence (participants);
2. intervention fidelity;
3. feasibility of intervention delivery and acceptability.

Recruitment and retention to the pilot study
Sample size
Following the adaptation phase, the Digital STORM intervention was piloted with four groups (N = 22), 
with the group size ranging from three to seven members. The smaller group size (compared to the 
5–10 recommended for the original intervention) was determined by feedback received during our 
stakeholder consultations that smaller group sizes work better in web meetings.

Inclusion and exclusion criteria for groups and participants
The feasibility of recruitment was established through identifying group facilitators and consenting 
group members who met the study inclusion criteria and did not meet the exclusion criteria. A record 
of the screening and recruitment processes and outcomes was kept in a database developed and 
maintained by the research team.

Groups were eligible to take part in the Digital STORM pilot if they:

• were in place already (although group meetings might have been disrupted due to COVID-19 and 
associated social restrictions);

• intended to continue or restart meeting as a group for at least 3 further months;
• had at least three and no more than eight members with intellectual disabilities who wished to 

participate in the intervention;
• were willing to replace five of their usual meetings with Digital STORM;
• had a group facilitator willing to receive training and facilitate the Digital STORM intervention in 

digital form and in line with the manual;
• had organisational support to deliver the study intervention.

Groups were excluded if:

• they were run as part of the NHS;
• some of their regular members declined taking part in Digital STORM and it was not possible to find 

alternative meeting times to run Digital STORM (in the event, this did not occur during the pilot).

Participants were included if they:

• were aged 16+ years;
• had a mild-to-moderate intellectual disability as defined by an administrative definition (use of 

services for people with intellectual disabilities);
• were able to communicate in English;
• were a member of an established group for people with intellectual disabilities (educational, activity, 

social or self-advocacy focused);
• were able to complete the outcome measures (with or without support) and engage with the 

STORM intervention;
• had access to the internet and a device that could access web meetings, be this via Zoom, MS Teams 

or Google Meet;
• were able to access support to access web-based meetings, where needed;
• had capacity to provide informed consent to participation in the study.
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Screening groups and participants for eligibility
Facilitators of groups were sent a study information leaflet (see Appendix 1). After they and their group 
expressed an initial interest in the Digital STORM project, a researcher contacted facilitators individually 
as part of the screening process to check for eligibility. Questions were asked about the usual activities 
of the group, including how well established their online meetings were, resources available to them 
(including digital equipment), group members’ ages, ability to join in discussions, the support available 
to them (including from carers, and supporters within and beyond the participating organisation). The 
screening questions were guided by the inclusion and exclusion criteria listed above.

Obtaining informed consent from participants
All potential participants from the identified groups were provided with study information in an 
accessible (Easy Read) information sheet (this can be accessed at www.storm-ucl.com/). Potential 
participants had the option of receiving the information sheet by e-mail or post. A researcher also 
attended one of the groups’ usual (virtual) meetings to present the information to group members and 
answer any questions they might have, using Zoom or MS Teams, whichever software was familiar to 
the group. The researcher presented the information verbally while also showing the information sheet 
using the screenshare function.

Group members were given at least 24 hours to consider the study information before making a decision 
and informing the group facilitator of this. As part of confirming their interest in participating in the 
study, group members provided their contact details to the group facilitator to pass on to the researcher. 
Once this information was provided to the research team, a researcher made contact with group 
members to set up individual meetings using the online platform they were familiar with.

At the initial individual meetings with potential participants, the researcher shared and read through 
the information sheet again, checking whether the information was understood by the participant, 
further explaining anything that the participant appeared unsure about and answering any questions 
they might have. The researcher proceeded to share the consent form via screenshare and talked 
through each information point, checking the participant’s retention and understanding. The 
participant’s verbal responses of ‘yes’/‘no’ to each item on the consent form were recorded (using 
end-to-end encryption, in line with data protection regulations). Participants were also asked to state 
their name and the date for the purposes of recording their verbal consent. Recordings of verbal 
consent were stored on a University College London (UCL) secure research drive and separate from 
all other data collected.

Retention, attendance and adherence
Retention, attendance and adherence were assessed by group facilitators recording participants’ 
attendance at each session using a bespoke attendance and feedback form (see Appendix 5). The form 
captured attendance at each session and included a rating by the facilitator for each participant of 
whether technical issues affected their engagement with the session. Ratings were on a three-point 
scale; (1) no/minimal issues for the person (did not unduly impact on running the session or their 
engagement), (2) some issues affecting participants’ engagement in the session (e.g. missed up to 
15 minutes) and/or (3) significant issues affecting person’s/presence/engagement (e.g. missed more 
than 15 minutes). There was space for facilitators to make notes about how the technical issues affected 
the person. Additional space was provided with prompts for facilitators to comment on: (1) what went 
well during the session, (2) challenges to delivering the session as planned and (3) whether anyone had 
become unduly upset during the session due to the session content.

Facilitators were asked to complete the form after each session and to send it to the intervention partner 
(HB), so as to facilitate an understanding of the experiences and to inform discussions in supervision. 
Following supervision sessions, the completed document was sent to the Study Manager (LR) with any 
additional supervision notes added. In case of any missing attendance and engagement data, session  

www.storm-ucl.com/
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recordings were used to assess what proportion of sessions participants were able to attend (to account 
for participants dropping out at any point, either due to poor internet connectivity or for other reasons).

Intervention fidelity
All Digital STORM sessions were video recorded, to conduct ratings of the intervention’s fidelity. 
Recordings were made using the record function available in Zoom/MS Teams. To enable recordings 
to be saved to local UCL computers/secure drives and to negate other more complex data-sharing 
procedures, a researcher (MO) set up the meetings in the relevant app and sent the joining details to 
facilitators to share with their group members. MO would then start the meetings, start the recording 
and then share hosting control of the meeting app with the facilitator. She would then turn off her video, 
microphone and sound and would not interact with nor observe the group during sessions and inform 
group members that this was the case. Recordings of Zoom meetings were end-to-end encrypted via 
Zoom’s recording function, while recordings via MS Teams were stored in the secure UCL cloud.

To assess fidelity to the Digital STORM manual, a checklist of core requirements was developed using 
a coding frame (Microsoft Excel spreadsheet) for (1) adherence to the manual, (2) group process and (3) 
facilitator engagement with group members (see Appendix 6). The checklist was used to rate the video 
recordings of sessions to determine whether core elements were definitely present/somewhat present/
absent. The checklist was adapted from an existing fidelity instrument developed for group interventions 
and by taking into account the particular social and communication needs of people with intellectual 
disabilities.51 Fidelity ratings were completed by the chief investigator (CI) (KS) and a second rater 
(KD). Both independently rated a session and discussed points of divergence to achieve a high level of 
reliability in their ratings. The data manager (SJ) randomised the remaining recordings, to identify session 
1 or 2 and session 3 or 4 to be rated for each of the four groups. All follow-up sessions were rated. Rater 
1 (KD) rated nine sessions across three groups and rater 2 (KS) rated three sessions from one group. 
Both raters kept a reflective log while rating the session recordings. Once finalised, the data were sent 
to the data manager (SJ) for analysis. Quantitative analyses were employed to explore the variation of 
fidelity scores across groups and the association between fidelity scores and outcomes. Furthermore, 
the recordings were used alongside the facilitators’ attendance records, notes and log entries to identify 
what challenges to implementing Digital STORM as planned arose and how these were managed, in 
order to identify the need for further revisions to the manual and/or delivery mechanisms ahead of a 
feasibility study.

Feasibility of intervention delivery and acceptability – qualitative methods
All Digital STORM participants were invited to participate in a virtual focus group interview with their 
fellow group members. STORM facilitators were invited to a virtual individual interview. Views were 
sought on study participation, barriers/facilitators to the intervention’s implementation, as well as 
potential future improvements to the content or delivery of Digital STORM sessions (see Appendix 2). 
During the interviews, we also asked about the perceived value, benefits and harm or unintended 
consequences of the Digital STORM intervention to develop a full understanding of the likely 
mechanisms of change and to ensure these are fully measured in a full study.

Both focus groups with participants and individual interviews with facilitators were conducted via Zoom 
or MS Teams, in line with their preferences. Recordings were made using the record function available in 
Zoom/MS Teams and later transcribed using Otter for qualitative coding and analysis.

Three of the focus groups were co-facilitated by a peer researcher from the STORM Expert Advisory 
Panel (HR) and a researcher (MO), and one was conducted by a researcher (MO) alone. The focus group 
meetings took place following the final STORM session and once all post-intervention data had been 
collected. Group facilitators were also present for the discussions. Not all group members were present 
for the full duration of the focus group meetings, with some arriving late, leaving early, or being absent 
altogether (full details in Appendix 7). Semistructured interviews were conducted with the four group 
facilitators either by the CI or MO. Both facilitator interviews and focus groups were conducted via a 
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video call platform (Zoom or MS Teams), with facilitator interviews lasting 40–60 minutes and focus 
groups lasting up to 90 minutes.

Questions were developed to obtain participants’ and facilitators’ views on the feasibility and 
acceptability of the Digital STORM intervention, informed by the progression criteria set out in 
Chapter 4, Adapting and piloting the existing STORM intervention for online delivery. This was supplemented 
with questions to capture the impact of Digital STORM on participants (see Appendix 2). The interviews 
and focus group recordings were transcribed using the Otter artificial intelligence software and 
anonymised by a researcher (MO) prior to analysis.

Qualitative analyses
Framework analysis52,53 is a method of thematic analysis which is widely used in health research and 
is an appropriate approach when multiple researchers are working together.54 This analytical method 
was applied to the qualitative data collected via interviews with facilitators and focus groups with 
group members. In applying this method both inductive and deductive approaches were used. This 
allowed the identification of themes which address the progression criteria for the study as well as other 
unanticipated themes which are generated through unrestricted coding of the data. As such, themes 
were formulated that related to the feasibility and acceptability of the Digital STORM intervention, as 
well as observations by group members and facilitators that pointed to wider aspects or suggestions for 
improvement to be held in mind.

Following familiarisation with the transcripts, two researchers (LR and MO) independently rated the 
same transcripts until any differences in coding had been discussed and resolved. Thereafter the focus 
group data were coded by one researcher (MO). Facilitator interviews, together with facilitator session 
and supervision notes, were coded by the Study Manager (LR). Coding involved line-by-line reading 
of the transcript and applying a ‘code’ describing that passage of text. Initial codes related to issues 
of feasibility, acceptability and perceived impact of the Digital STORM intervention and were refined 
through initial open coding. This process was undertaken in MS Word, using the comment function to 
highlight passages of text and apply a code. A working analytical framework was developed from the 
progression criteria and further categorisation of the codes identified and agreed on by both researchers 
in discussion with the CI (KS). Passages of data from transcripts were then charted into a framework 
matrix using a table in MS Word. During the charting, a content count was made for specific areas of 
interest, where these would help address questions in the process evaluation or enable the team to 
report results relating to the progression criteria (it is recognised that producing counts is not typically 
an outcome of framework analysis).54 The charted data were then compared and contrasted to support 
the interpretation of the data and development of themes and subthemes.

Testing digital administration of outcome and economic evaluation measures

The third objective was to test digital administration of the study’s outcome and economic evaluation 
measures undertaken at baseline and post intervention for all participants. All procedures for supporting 
remote administration of study measures were finalised as part of the adaptation phase. Concurrently 
with the adaptation of the intervention, the research team reviewed materials and procedures for 
supporting administration of study outcome measures using video meeting platforms and the web-
based survey platform QualtricsXM.

Health and social outcome measures
The health-related and social outcome measures used in the pilot were as follows (the combined 
measures as presented in QualtricsXM are presented in Appendix 3):

• Mental well-being measured using an adapted version of the Warwick-Edinburgh Mental Wellbeing 
Scale (WEMWBS).55 The WEMWBS is a 14-item scale validated for adolescents aged 13+ and 
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adults. The scale was adapted by the research team by amending the reference period from 2 weeks 
to 1 week; simplifying the wording of some items, for example, changing ‘optimistic’ to ‘hopeful’ 
and turning gerunds to simple past tense forms; and reducing the response scale from a five- to a 
four-point scale.

• Self-esteem, measured using a six-item version of the Rosenberg self-esteem scale, validated for 
people with intellectual disabilities.56

• Self-efficacy in rejecting prejudice (SERP), single self-rated item used in our pilot: ‘At this moment, 
how confident do you feel about standing up to prejudice?’, rated on a four-point scale (‘not at all 
confident’ to ‘very confident’).

• Reactions to Discrimination (RtD) four-item subscale of the Intellectual Disabilities Self-Stigma Scale, 
measuring emotional reactions to stigma in people with intellectual disabilities.57

• Sense of Social Power: adapted four-item version of the Sense of Power Scale, to date not yet 
validated for people with intellectual disabilities.58

The above scales were rated using a four-point Likert response scale; other than for the SERP the 
response options were ‘never, sometimes, often, always’. The Likert scale for all items was supported by 
a pictorial representation of the rating scale.

Measures for economic evaluation
The measures for economic evaluation used in the pilot were as follows:

• A Service Information Schedule (SIS) was developed to capture comprehensive costs associated 
with the Digital STORM intervention. Information was sought on staff salaries, on-costs, overheads, 
training costs, materials and postage costs (where applicable). Data were collected from the research 
team on the adaptation of STORM for online delivery, from the delivery partner on the provision 
of training, supervision and materials, and from facilitators on time spent preparing for delivery, 
feedback and follow-up, and materials.

The information on staff involved in intervention-related activities required was as follows:

• profession/job title (to approximate salaries if missing)
• salary (annual or hourly)
• grade where applicable (to approximate salaries if missing)
• oncosts (employer pension and NI contributions)
• overheads
• number of hours spent on each task.

The SIS was completed by intervention providers in collaboration with the research team and further 
explored during qualitative interviews with facilitators.

• EuroQol-Youth (EQ-5D-Y),59 a self-report measure of health-related quality of life across five domains 
that are rated on a three-point scale, was administered. The EQ-5D-Y is a version of the EQ-5D-3L 
aimed at children and adolescents. The main difference is in the wording of questions, aiming to make 
the measure more accessible for this population. This measure allows for the calculation of quality-
adjusted life years a common measure in health economic evaluation.

• Client Service Receipt Inventory (CSRI),60 a self-report measure of use of services and supports. A 
short version covering a retrospective 3-month period was developed and adapted for use with input 
from the PPI Advisory Group. Participants were asked to provide information about contacts with 
general health services, mental health services, third sector organisations and education support as 
well as informal help received from supporters/carers and friends (see Appendix 4).
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Scoping the acceptability of using data linkage in future studies
As part of the post-intervention data collection, we also asked participants questions to test the 
potential for consent to accessing routine data concerning health, education and social care use via data 
linkage methods, to inform the methods to be used in a possible future study.

The question asked of participants was phrased as follows:

Instead of asking you lots of questions, another way for researchers to get this information is from 
your records. For example, asking your doctor for this information from your medical record. Do you 
understand this?

If we’d asked to get this information from your medical records, how happy would you be about this?

The response options given were:

• I would be happy for researchers to ask for this information from my records.
• I would not be happy with this. I prefer they ask me.
• I am not sure.

Assessment time points
A schedule of enrolment and assessments for group members at baseline and post intervention is 
provided in Table 4. The intervention commenced 1–20 days after baseline assessments. All baseline 
data were collected by the end of April 2021, prior to participants undertaking session 1 of the 
intervention. Post-intervention data were collected 3 months from baseline, range 10–12 weeks. All 
post-intervention data were collected following session 5 and before the qualitative focus groups and 
interviews took place (by the end of June 2021).

Procedures for digital administration of study measures
Following informed consent, baseline measures were administered to groups 1–3 by two research 
assistants (MO, KD), and to group 4 by two Doctorate in Clinical Psychology trainees supervised by  
the CI and Study Manager. All research staff carrying out data collection were appropriately qualified 
and completed relevant training. Clarification of any questions relating to STORM that arose during  
sessions was referred to the CI or Study Manager.

TABLE 4 Schedule of enrolment and assessments

Time point Screening Baseline Post intervention 

Informed consent X

Demographics X

Assessment against inclusion criteria X

Mental well-being X X

Self-esteem X X

SERP X X

RtD X X

Sense of Social Power X X

EQ-5D-Y X X

CSRI X X
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Administration of all measures followed an assessment manual, which allowed for some flexibility 
depending on participants’ support needs. Items were read by the researcher one by one and visual 
supports and practice items were used to support understanding and familiarisation. Participants’ 
responses were entered directly into the study QualtricsXM database via an online link, set up by the data 
manager at the clinical trials unit (SJ). Data collection sessions were audio-recorded using the record 
function available in Zoom/MS Teams. Participants provided consent for the recordings to be used for 
potential training of researchers in the future.

After completing the baseline measures, all participants were asked three questions to assess the 
acceptability of collecting measures via video meeting platforms:

1. What did you think about doing the interview?
2. Would it be ok for others to do this?
3. Is there anything we could do to make it better?

Participants received a £10 retail voucher for a retailer of their choice at each assessment point in 
recognition of the time taken to complete the measures.

Outcome data analyses
Descriptive statistics were used to describe baseline demographics and summarise responses on the 
proposed outcome measures. Statistical methods are therefore descriptive in nature. Significance 
tests are not reported as this is a pilot study and is not a test of the intervention. Categorical data are 
presented using counts and percentages and continuous data using means and standard deviations or 
medians and inter-quartile ranges, as appropriate. For each outcome measure where a participant had 
completed at least one item, the number and percentage of useable forms are reported. Baseline data 
completeness results are reported in relation to the progression criteria described in Progression criteria 
related to study objectives.

Economic evaluation analyses
The feasibility of economic evaluation was assessed using rates of completion of information about the 
cost of the intervention (SIS), rates of completion of information about access to formal and informal 
sources of support (CSRI) and rates of completion of the EQ-5D-Y. In addition, an attempt was made to 
compare index values to other studies that have used the youth version of the measure.

A comprehensive intervention cost for Digital STORM was calculated based on SIS data, including 
information on staff salaries, on-costs, training costs, materials and travel time.

The proportion of returned CSRIs and the proportion of questions completed at each time point are 
reported. The proportion of participants reporting contacts with a given service was examined to 
determine whether it is feasible to assess cost-effectiveness from: (1) a public sector perspective, or (2) 
a wider societal perspective in a full trial.

Establishing usual practice

The template for Intervention Description and Replication (TIDieR)61 guidance for trials emphasises the 
importance of a complete published description of interventions to enable implementation and research 
replication. Having a complete description of a comparator is also good practice for the same reasons. 
Therefore, objective 4 for this study was to describe what UP, the potential comparator for a future trial, 
might look like for groups of people with mild-to-moderate intellectual disabilities in the wake of the 
COVID-19 pandemic. To achieve this objective, during the adaptation period, information was sought 
from third sector and education providers to ascertain how the pandemic had affected the offer and 
format of group meetings for people with intellectual disabilities and what UP looked like in this new 
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context. A survey was designed exploring UP with people with intellectual disabilities who attend groups 
run by third, education and social sector organisations, both before and since the onset of the pandemic 
(see Appendix 8). The facilitators were asked to provide details about the nature of the activities their 
groups were engaged in before and since the COVID-19 pandemic (where they had adapted to meeting 
online). We also sought to understand how facilitators and group members were adapting to meeting 
and engaging with their groups on digital platforms to inform the intervention’s digital adaptation. 
QualtricsXM (web survey platform) was utilised to collect data and included questions about the type of 
group activities, who delivers them, mode of delivery, group size and details of changes to UP.

An invitation to complete the survey was disseminated between November 2020 and February 2021. 
Organisations initially contacted with an invitation to complete the survey were known to the research 
team, including partner organisations [Mencap, Foundation for People with Learning Disabilities (FPLD) 
and People First Dorset]; groups that had taken part in the original STORM pilot; or organisations that 
had expressed interest in the feasibility randomised controlled trial (RCT) in January 2020. Additional 
organisations with large networks were contacted via e-mail, such as Learning Disability England and 
Choice Forum; these advertised information about the survey via e-mail to their networks. The survey was 
also advertised on social media.

Data management

Outcome data and economic evaluation data were collected using a web-based QualtricsXM database. The 
data were saved into a secure, encrypted bespoke online database at the Centre for Trials Research (CTR).  
This secure encrypted system was accessed by username and password (restricted only to those who 
needed direct access) according to CTR standard operating procedures (SOPs) and complying with Good 
Clinical Practice and General Data Protection Regulations (GDPR). Back-up paper case report forms 
(CRFs) were available in the event the web-based system was not accessible. Fidelity checks and data 
cleaning were performed as detailed in the data management plan. Following data cleaning, the database 
was shared with the statistician (MW) and health economist (EB) for analysis. A full data management 
plan was signed off prior to data collection.

Safety reporting

Procedures were put in place for the reporting of any serious adverse event (SAE) within 24 hours of 
knowledge of the event to the study team. There were no adverse events (AEs) or SAEs for STORM. 
Any planned treatments that participants were already receiving at the start of the study were not 
considered as AEs or SAEs.

Trial registration, governance and ethics

The study was funded by the NIHR PHR programme (17/149/03). The trial protocol was registered with 
Current Controlled Trials (ISRCTN16056848) and published as an amended version. The adaptation  
and pilot protocol was approved by the Centre for Trials Research, all co-investigators, the facilitator and 
STORM expert advisors (PPI), the wider SMG, the SSC, and the funder. The study was overseen by the SSC, 
comprising an independent chairperson and six further independent members, including two self-advocates 
with intellectual disabilities, supported in the SSC role by FPLD, an organisation they had previously worked 
with. The SSC met four times in total to review the study progress, methods and management.

The study was approved by the UCL Research Ethics Committee prior to recruitment and data collection 
commencing (Project ID 0241/005). An amendment to the study methods was approved by the 
committee before the start of the pilot of the adapted Digital STORM intervention.
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SSC

Two independent representatives with intellectual disabilities on the 
committee

IAG

Stakeholder
group

Advisors from third
and education 

sector

PPI group 

The SEAP

UCL research teamSMG

FIGURE 4 Patient and public involvement and stakeholder groups and their relationships to study team and oversight 
committees.

Patient and public involvement and stakeholder involvement

Our reporting of the patient and public involvement (PPI) for this study follows the GRIPP2 
reporting checklist.

Patient and public involvement for the project overall consisted of an advisory group of four expert 
advisors with intellectual disabilities. A separate stakeholder group of experienced group facilitator 
advisors from the third and education sectors was also involved in advising the project team throughout 
the study. Both groups were familiar with the STORM programme through involvement or participation 
in an earlier pilot study of STORM. Representatives from the STORM Expert Advisor Panel (SEAP) and 
all facilitator advisors were invited to SMG meetings. Two STORM experts initially represented SEAP at 
each SMG meeting and were provided with additional support for this. Following the outbreak of the 
pandemic, it was not possible to sustain this model in a meaningful and inclusive way and instead, CB 
represented the views of SEAP at the SMG and provided feedback to SEAP in turn. Members of the 
stakeholder group also attended SMG meetings. Both groups attended the IAG. Finally, as noted, there 
were two independent representatives with intellectual disabilities on the SSC. Figure 4 depicts the 
various PPI and stakeholder groups and their relationships.

The patient and public involvement advisory group
The PPI advisory group consisted of three men and one woman with intellectual disabilities, all of whom 
were advisors during the earlier development and initial piloting of the STORM programme (hereafter 
referred to as STORM experts). The group named themselves the SEAP. SEAP meetings were co-chaired 
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on a rotational basis by Christine-Koulla Burke (CB), Director of one of our partner organisations, the 
FPLD, and one of the STORM experts with intellectual disabilities. The meetings were also attended by 
the Study Manager and Research Assistant to present materials and matters for discussion and feedback 
to the group.

The aims for PPI in the current project were:

1. to support the inclusion of people with people with intellectual disabilities in research that matters 
to them;

2. to bring to the team lived experience and knowledge of both intellectual disabilities and stigma. The 
team sought to engage with this experience and knowledge to:
a. shape the participation of organisations and people with intellectual disabilities in the research;
b. ensure the accessibility of all study materials and processes for potential participants in the 

research (e.g. information sheets, consent forms);
c. adapt outcome measures where relevant and advise on appropriate data collection processes.

Following agreement of the amended protocol to adapt the STORM programme for digital delivery, the 
aims of the PPI evolved to include:

3. co-design of Digital STORM resources and approaches through participation in an IAG, details of 
which are provided above.

Patient and public involvement activities
Early SEAP meetings were used to re-familiarise the STORM experts with the STORM programme, 
discuss the PPI plans, clarify roles and to provide training (e.g. on PPI and research methodology relevant 
to this study, such as RCTs). The panel discussed and agreed how they wished meetings to be run, 
including sharing responsibility for co-chairing meetings. To enable this, the co-chairs (i.e. one of the 
STORM experts and CB) would meet 30 minutes ahead of each meeting to run through the Easy Read 
agenda and discuss preferences for co-chairing the respective meeting. The co-chairs had an annotated 
version of the agenda with small prompts (in red text) to help them in the role. For each meeting, a 
folder with a record of new words and concepts that arose (which might otherwise be considered jargon) 
was available to support everyone to work together. Easy Read minutes were also produced. At the start 
of each meeting, the research team provided feedback verbally on actions taken in response to previous 
input from the STORM experts. At the end of each meeting, dedicated time allowed everyone to reflect 
on how the meeting had gone. This allowed us to adjust how we worked and to put additional support in 
place where necessary. We continued to meet with the STORM experts via Zoom following the COVID-
19 pandemic outbreak. In addition to Zoom meetings, the research team consulted individual advisors 
directly by telephone.

To check the materials and processes developed with the STORM experts, the project team made 
presentations to the FPLD Advisory Group and a group of Mencap Research Champions (a group 
of Mencap employees with intellectual disabilities who advise on research at Mencap). The team 
provided a taster of the first STORM session to the Mencap Research Champions to gauge views about 
presenting intervention resources in the planned format (the STORM Wiki, see Chapter 1). This group 
also commented on the draft project information sheets to check understanding, especially around 
the explanation of the RCT methodology. Information about STORM outcome measures was reviewed 
with both the Mencap Research Champions and the FPLD Advisory group members to ensure wording, 
practice items and visual supports were easy to understand and accessible. A representative from the 
FPLD Advisory group also worked with the team allowing them to pilot the online delivery of the study 
measures. These groups’ comments and feedback were presented back to the STORM experts who 
agreed the final amendments to be made by the research team.
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Stakeholder group involvement
A group of experienced group facilitators from the third sector and education providers was established. 
The group met at key points during the study. These meetings were more informal and were co-led by 
the CI and Study Manager. Initially, this group provided input on plans for recruitment, study materials 
and procedures. As the work evolved to co-designing Digital STORM, the model of separate meetings 
ceased and all advisors joined a larger IAG. Members of this stakeholder group were also invited to all 
study steering group meetings and regularly provided input in this forum.

Outcomes from patient and public involvement and stakeholder contributions
The PPI for the study led to significant influence in a number of key areas. First, considering how to help 
potential participants with intellectual disabilities understand the study design, all advisors shared their 
thoughts and frustrations in understanding the RCT design themselves and shared ideas for presenting 
this information to others through project information sheets. This work also led to the production of a 
video by SEAP members to promote the benefits of taking part in the research, no matter which arm of 
a trial one might be randomised to. Owing to the pandemic halting recruitment, we did not get to use 
these resources further.

Significant contributions were made to the adaptation of two study measures (the WEMWBS and the 
CSRI). The data presented in Chapter 4 on the feasibility and acceptability of the study measures are 
testament to the impact of the PPI work in these measures’ development.

The PPI advisors’ input was critical to our decision-making whether to take an extended pause to the 
study in response to the pandemic or proceed to the development of a protocol for a digital adaptation 
of STORM and associated pilot. The STORM experts made their views firmly known to the team and 
NIHR, how important it was in their view to continue to tackle stigma, with their and others’ experiences 
of discrimination during the pandemic bringing this into stark relief in new ways. They conveyed this via 
a letter to the funder, and also first hand in a virtual meeting with the funder arranged to discuss the 
proposed adaptation for digital delivery. The STORM experts were keen to adapt to the current context 
and to use the study resources and expertise appropriately. Both STORM experts and facilitator advisors 
encouraged the team to think about delivering STORM via online meetings that were already happening 
in many organisations. They noted that, for some, digital meetings were preferred and that digital 
options supported individuals to engage who might not do so in a F2F context.

Facilitator advisors (from the stakeholder group) made a good case to the team for having a digital 
option which would still have relevance beyond the pandemic, for example, allowing people living in 
more remote areas to join in, to support activities to continue in the winter months when engagement 
in person typically reduces, or to run groups at times of the day when people with intellectual disabilities 
may be reluctant to venture out. All advisors highlighted concerns about people who may experience 
digital exclusion and for this reason did not want to limit the future of STORM as a public health 
intervention to a digital-only context, advising us that many people will want to return to F2F group 
meetings in the future.

The STORM experts also worked with the team to write a chapter in a book (Hierarchies of Disability 
Human Rights, Routledge Press, Interdisciplinary Disability Studies Book Series, in press). This focused 
on their involvement in the STORM research and how being involved in research and within the work 
of universities intersects with the human rights agenda. The group also co-wrote a blog post for British 
Medical Journal Open with the CI, on the reinforcement of society’s negative stereotypes of people with 
intellectual disabilities as ‘vulnerable’ and ‘victims’ (rather than active agents) during the pandemic, also 
making reference to the STORM study and need for more anti-stigma interventions in this field.62

Critical reflections on patient and public involvement
Meeting regularly at the start of the project with the PPI group was important, but it proved challenging, 
particularly in the early stages, as the development of accessible materials and ensuring that all PPI 
group members were adequately supported to attend meetings proved very time-consuming. This 
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eased over time once meeting materials could be reused and good systems were developed for 
providing support.

Resources to support the involvement of people with intellectual disabilities as project advisors may 
require additional funding to allow flexibility, for example, if some advisors need more training or 
support than others and to be able to adapt to the different activities that advisors may want to be 
involved in. For example, in this project, the advisors asked to be involved in meeting other groups that 
we consulted but this had not been planned or costed for. In addition, advisors adopted different roles, 
often on a rotational basis. While this allowed for variability and broader skills development, it reduced 
the scope for the development of more specific and transferable skills and also proved more resource-
intensive in needing to prepare and support PPI advisors for different activities and roles. Going forward, 
it should be considered whether individual advisors should lead different activities and assume more 
narrowly defined, specific roles for more complex activities. For example, one PPI advisor might adopt a 
governance role and represent the wider panel at SMG and other meetings; another advisor might have 
more of a role as a peer researcher; while another might represent the panel when the research team 
consults with other groups and so on.

The pandemic has been a challenging time for all of our advisors, some experiencing the negative effects 
of the pandemic directly or, in the case of our facilitator advisors, needing to respond to the pandemic 
and provide support to members of their organisations in new ways, while also navigating a fluctuation 
in staffing levels (and stresses in their personal lives). This has at times affected our advisors’ ability 
to contribute to the project and thus necessitated more flexible and less structured ways of working 
together. The process of working together remotely has been one of continual learning; all advisors have 
given us constructive feedback which has helped us work together more effectively. Ideally however, 
meetings in person are felt to be more beneficial to ensuring good communication standards and the 
development of trust and positive relationships.
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Chapter 3 Results

Setting and group recruitment

Fourteen third sector organisations and one Special Education College were contacted via e-mail 
and telephone during February 2021 regarding their potential participation in the study. Ten of these 
organisations had expressed interest in participating in the original STORM feasibility RCT trial (during 
recruitment undertaken between January and March 2020). However, only one group facilitator came 
forward from these 10 to express interest in participating in the pilot of Digital STORM and they later 
withdrew their interest due to other competing demands.

As a result, an additional four organisations were identified through our group facilitator survey as 
potentially meeting the inclusion criteria (see Objectives) and invited to take part in the Digital STORM 
trial. Of these four organisations one did not reply to our invitation and three responded with interest; 
these were either social or self-advocacy groups. A further organisation, an educational college (known 
to the research team due to their participation in an earlier STORM pilot in 2017–8), expressed interest 
in running a Digital STORM group. The Digital STORM facilitator and participants at the college had not 
experienced STORM before in any format.

All four groups were screened by the UCL researcher (MO) and found to meet the study inclusion 
criteria (see below). As a result, three third sector organisations for people with intellectual disabilities 
and one special educational college were recruited to participate in the pilot study. This was achieved 
as planned by April 2021. As detailed in Table 5, these organisations are located in the North, and 
South East of England and in Wales. Including participants beyond London and the home countries was 
only possible due to the approach to collecting informed consent and outcome measures using digital 
platforms. Some of the group members from group 2 did not meet the eligibility criteria, as they were 
considered to have more severe intellectual disabilities by the group facilitator. For this group, the Digital 
STORM sessions were run at a mutually agreed alternative time, so that the usual activities and meeting 
time could be maintained throughout the period of time that the Digital STORM intervention was 
delivered. Therefore, group members with more severe intellectual disabilities were not excluded from 
meeting with their group or taking part in activities as usual.

TABLE 5 Participating groups by type, size, location and facilitator characteristics

Group number/type Location Facilitator Participantsa 

1. Social group Bradford, England Project Coordinator
Female

6

2. Self-advocacy/social Bridgend, Wales Training and Development Worker
Female

6

3. Self-advocacy London, England Learning Disabilities User Involvement 
Co-ordinator
Female

7

4. Educational (College) Surrey, England College Pathway Lead
Female

3

total 22

a Number of participants who provided informed consent.
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Facilitator training and supervision uptake
The group size at each training session varied according to facilitator availability. For the first training 
session, two facilitators completed the training together with both LR and HB. The other two facilitators 
undertook the training individually with LR. For the second training, it was possible to bring everyone 
together in a joint session. While there was the opportunity to try out the STORM materials and practice 
as a group, none of the facilitators had enough time to take this up.

All facilitators engaged with the supervision sessions offered by the intervention partner. The 
average number of supervision sessions attended was three (range sessions 2–4). All facilitators had a 
supervision session prior to running session 1. Thereafter, three facilitators engaged in a supervision 
session after session 1, one had supervision following session 2 (instead of after session 1, as this 
coincided with the college half-term holiday), and one facilitator had a supervision session after session 
4. Supervision sessions ranged from 15 to 50 minutes in length. After sessions 2, 3 and 4, those who 
chose not to have a formal supervision session exchanged e-mails with the intervention partner to 
discuss minor issues, or share experiences.

The facilitators seemed enthusiastic and engaged throughout the time they were delivering the 
intervention and were in contact with HB regularly via e-mail. Discussion during supervision sessions 
mostly focused on practical issues related to the session content (e.g. issues relating to streaming and 
the format of the videos). The sessions also gave facilitators the reassurance that they were doing a 
good job at delivering the intervention and likely helped to maintain intervention fidelity. No issues 
relating to safeguarding or the well-being of group members arose during the pilot.

Baseline characteristics of participants
As can be seen from Table 6, of the 22 participants approximately two-thirds were female and the 
majority identified as ‘White British/white other’ (73%). The median age of participants was 34 years. 
Forty-one per cent reported attending mainstream school and 36% a special school. Sixty-eight per cent 
reported attending a self-advocacy group.

Retention

Of the 22 participants who provided informed consent and baseline measurements, 21 were retained 
to post intervention. One participant withdrew from group 1 before the start of the first session, due to 
personal reasons, with the facilitator confirming that this was not related to STORM.

Attendance

After delivering a STORM session, facilitators were required to complete an attendance register and 
facilitator notes (see Appendix 5). The attendance registers and facilitator notes were always completed 
and sent over promptly to HB and were described by facilitators as easy to complete.

The progression criteria set out that a strong indicator for progression would be participants on average 
attending at least three sessions, whereas a poor indicator for progression would be participants 
attending less than three sessions. Of the 22 participants, 20 (90.9%) attended three or more sessions.

The median number of sessions attended was 5 [interquartile range (IQR) = 1]. The majority of 
participants (63.6%) attended all five sessions, with three participants attending four and three sessions, 
respectively, and two participants attending only one session (Figure 5).
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TABLE 6 Baseline participant characteristics

Characteristic All participants (N = 22) 

Age in years: median (IQR) 34 (27–37)

Range 21–59

Gender: n (%)

 Female 15 (68)

 Male 7 (32)

Ethnicity: n (%)

 White British/white other 16 (73)

 Black British/African/Caribbean/other 4 (18)

 Asian British/Asian other 1 (5)

Other 1 (5)

Type of school attended: n (%)

 Mainstream 9 (41)

 Special school 8 (36)

 Both 2 (9)

 Unsure 3 (14)

Self-advocacy group attendance: n (%)

 Yes 15 (68)

 No 4 (18)

 Unsure 4 (14)

The number of participants attending each session decreased slightly as the sessions progressed 
(Figure 6). However, the minimum number of participants attending any one session was 16 (72.7%), 
indicating sustained high attendance through the intervention.

Impact of technical issues during Digital STORM sessions

Prior to the onset of the pandemic, all participating groups had been meeting face to face and digital 
means of meeting had only been adopted in the wake of the pandemic. The risk of exclusion from 
Digital STORM due to technical issues was considered in relation to a target of no participant missing 
more than two sessions, or parts thereof (other than brief connectivity problems not exceeding 
10–15 minutes), due to technical problems.

The majority of participants (n = 18) did not miss any session, or parts thereof (> 15 minutes), due 
to technical issues. While four participants missed one session, no participants missed two or more 
sessions due to technical issues. No or minimal technical issues in terms of joining the online meetings 
were recorded for participants across the majority of sessions (82.1%; Figure 7). While 13.7% of all 
sessions involved some issues affecting participants’ presence and engagement (up to 15 minutes), only 
4.2% of all sessions involved significant issues (> 15 minutes). This pattern was consistent across all 
individual sessions, except for session 2, for which more participants (35%) experienced some challenges 
to presence and engagement (up to 15 minutes).
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Fidelity of delivery in line with the manual

The process for assessing the fidelity in line with the manual was set out in Chapter 2 (see Intervention 
fidelity), a random selection of the recordings was rated (with either session 1 or 2 and either session 3 
or 4 rated for each of the 4 groups, plus all follow-up sessions). For group 2, session 1 was also rated as 
a practice exercise to develop consistency between the two raters. All follow-up sessions were rated. An 
overview of the session recordings that were rated for fidelity for each group is presented in Table 7.

The intervention was delivered with a high degree of fidelity to the Digital STORM manual (Table 8). 
Across all sessions, on average, 91.8% of the core requirements of the intervention were assessed as 
definitely present, 5.1% as somewhat present and only 3.1% as absent. Requirements judged as absent 
included facilitators occasionally omitting to summarise discussion points and in one case not holding 
an optional celebration event. The high degree of fidelity was consistent across assessed sessions and 
groups (see Table 8 and Figure 8).
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FIGURE 5 Number of Digital STORM sessions attended (N = 22).
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As part of the qualitative interviews and focus groups, researchers checked the acceptability of 
recording the intervention sessions with facilitators and group members to facilitate fidelity checks. 
Across the four groups, 14 group members felt the set-up and recording of sessions by researchers 
to be acceptable; some participants even felt the researcher’s set up to be useful when technical 
problems arose:

It didn’t get in the way, it was good to be recorded.
G3

I think it went well, because there were times when we were cut out because of technical issues, coming 
back from the previous question, but because of how the email, and all that was sent, it was easy to get 
back on.

G4

One participant from group 4 said they would have preferred sessions not to have been recorded. All 
four facilitators found the recording to be acceptable, although one did comment that they would have 
preferred to be more in control of the set-up of the meetings.

Qualitative evaluation

To understand the feasibility and acceptability of the Digital STORM intervention from the perspective 
of facilitators, individual interviews were undertaken. Acceptability of the intervention to group 
members was assessed via focus groups. Of the 21 group members, 20 attended a focus group, spread 
across the four participating groups. However, not all participants were present for the duration of focus 
groups. Attendance for each focus group question is shown in Appendix 7.

Feasibility of delivering Digital STORM
Eight main themes and associated subthemes were identified concerning the feasibility of Digital 
STORM delivery from the perspective of group facilitators. These are organised into three areas 
of interest: (1) feasibility of using Digital STORM resources/support; (2) feasibility of digital  
technology; and (3) feasibility of managing other digital delivery challenges. Of the eight main 
themes, three were developed during the design of the analytical framework to inform decisions 
on the study progression criteria: managing technical difficulties; maintaining/managing privacy; 
monitoring and managing emotional responses. The other themes were developed during the 
initial coding and categorisation of the data: preparing to deliver STORM; use of resources within 
sessions; action planning; facilitating engagement in the intervention; and access to a range of 
support. An overview of the themes and their constituent subthemes, together with the frequency 
with which facilitators commented on each is presented in Table 9. Facilitators could be recorded 
as endorsing and commenting on subthemes both positively and negatively; hence, some of the 
frequencies total more than four.

TABLE 7 Digital STORM sessions rated for fidelity by group

Group Session 1 Session 2 Session 3 Session 4 Session 5 

1 √ √ √

2 √a √ √ √

3 √ √ √

4 √ √ √

a Co-rated by both raters.
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FIGURE 8 Overall fidelity rating per site.

TABLE 9 Feasibility of Digital STORM delivery

Main themes Subthemes 
Frequency (n = 4 
facilitators)

B. Feasibility of using Digital STORM resources

Preparing to deliver STORM Positive Negative 

i. Manual 4 2

ii. Training 3 –

iii. time – 2

iv. Past experiences 2 1

v. Supervision 1 –

Use of resources within sessions Positive Negative

i. Ease of use of Wiki 2 3

ii. Playing/sharing videos 3 2

iii. Sharing other content 2 2

iv. Ease of use of manual – 1

v. Group member booklet – 1

Action planning Positive Negative

i. Supporting group members to plan 3 3

ii. Implementing plans 3 2

C. Feasibility of digital technology

Managing technical difficulties

i. Minimal impact of technical difficulties (in joining digital meetings) 4

ii. Technical problems resolved 4
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Main themes Subthemes 
Frequency (n = 4 
facilitators)

D. Feasibility of managing other challenges in the digital environment

Maintaining/managing privacy Positive Negative

4 2

Monitoring and managing emotional responses Positive Negative

4 2

E. Engagement of group members in the intervention and access to other support

Facilitating engagement in the intervention

i. Emotionally difficult content 3

ii. Conceptually difficult content 4

Access to a range of support

i. Peer support 2

ii. Support from others 3

TABLE 9 Feasibility of Digital STORM delivery (continued)

Feasibility of using Digital STORM resources

Preparing to deliver Digital STORM
A number of resources were made available to facilitators to enable them to both prepare for and be 
able to deliver the intervention. This theme focuses on the use of resources and support to prepare 
for intervention delivery. Five subthemes were formulated which relate to the manual, training, time 
available, past experience that aided preparation and supervision. Each of these subthemes received 
positive and negative reviews or both.

The purpose of the intervention manual was to guide facilitators in the preparation of resources, 
technology and delivery of each session’s activities. In this sense, reading through the manual and using 
the prompts for preparation formed part of the intervention training. All four facilitators gave positive 
reviews about the manual in helping them to prepare to deliver Digital STORM.

The book [manual] was really helpful. I’m much more of a paper person. So, I liked having the book and I 
sort of scribbled notes.

F2

Two facilitators also commented about the negative aspects of the manual, for example the sheer 
volume of information.

There was probably too much information.
F2

Details about the training provided by the UCL team (LR) and intervention partner (HB) are provided in 
Chapter 2. The rationale for the training was to provide the facilitators with an overview of the Digital 
STORM intervention, its underpinning theories, structure and guidance around how it was intended 
to be delivered, as well as offering support to help facilitators to be aware of and prepare for potential 
challenges related to delivering the intervention via web-based meeting platforms. Facilitators were 
positive about the training provided, in particular they commented on the flexibility offered in its 
organisation, the chance to meet other facilitators, understanding what STORM is about, and being 
able to ask questions. While the training was found to be helpful in familiarising facilitators with the 
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intervention and resources, the reality of delivering the intervention still came with feeling not fully 
prepared in terms of juggling the use of the various resources.

I thought the training was really good. And [the team] was brilliant at the fact that I couldn’t make the first 
training, so she … moved everything around, … I was really grateful for that. And then the second training, 
having it with other facilitators as well was really nice.

F1

I think it was good, because it meant that I could ask the questions, and just get an idea of what sort of 
vibe we wanted from it.

F2

I think the training gave me more understanding on what STORM was about.
F3

Limited availability of time for facilitators to prepare for delivering the intervention was raised as a 
concern by two facilitators. Both facilitators commented on time being a scarce commodity which 
affected how much they were able to prepare for each session.

I found myself sort of reading through the plan, sort of 5/10 minutes beforehand. It’s just because I just 
literally haven’t had the time to sort of sit down.

F1

I did struggle with and maybe that was my own problem with, you know, I couldn’t spend a lot of time 
preparing for it.

F4

During the interviews, all facilitators reflected on past experiences of facilitating groups which had 
prepared them for delivering Digital STORM. These included experiences of facilitating groups and/
or teaching, facilitation training, having previously facilitated groups online, familiarity with web-based 
meeting platforms, knowing the group well, and group members themselves having become familiar with 
online meetings. One facilitator acknowledged that they felt less experienced with facilitating online and 
this affected how prepared they felt to deliver the intervention.

Having to learn everything myself, how to navigate sharing my screen and everything. I have been delivering 
online before but I think when I started the STORM, I was still new to it. So, it was more challenges on me.

F3

Supervision provided for Digital STORM facilitators is described in Chapter 2. The facilitators when asked 
had relatively little to say about the supervision available and received during their interviews. However, 
in some cases, supervision had provided reassurance following sessions and an opportunity to reflect on 
the facilitator’s stance.

To be able to sort of run through it and say, look, this happened, this happened, and her to go, ‘fair 
enough. No that’s absolutely fine. Don’t worry about it. Or maybe just talk a little bit more about it’.

F1

… this pushed me to give them a bit more independence, that sort of thing we spoke about, like, my 
insecurities about my work or their capabilities, actually a nice space to test them out.

F2

Use of resources within sessions
This theme focuses on the use of resources when delivering the intervention. The five subthemes relate 
to: ease of use of the Wiki, playing and sharing videos, sharing other content, ease of use of the manual 
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and ease of use of the group member booklet. Each of these subthemes received both positive and 
negative feedback from facilitators.

the ease of use of the STORM Wiki (a web platform designed as both a repository of intervention 
resources and an aide to delivering session content), while acceptable to some, was also found wanting 
by three facilitators. Concerns were raised particularly around sharing videos.

I didn’t like the STORM Wiki at all, I found it really clunky. […] I don’t know, it wasn’t clear to me. […], I’d 
try and kind of set up a video and have everything prepared in advance. But you went to click on a video, 
and it needed to reload.

F1

So, when I got into the Wiki and read through the notes, it was all familiar to me. I understood how to do 
it. Beforehand, you think, oh, yeah, yeah, I’ve got that. I’ve got my resources. That’s fine. I’ve got my Wiki. I 
can go through that, everything’s good. And then when you’re actually doing it, and trying to engage three 
people at the same time, it was like, oh, okay, this is quite a juggling act.

F4

I didn’t find that there was obviously enough information on the Wiki for me to follow it. Whereas with 
the manual is much better broken down, it was more pointless for me, then I didn’t have to do so much 
prep because it was in the book. I think if I just had the Wiki, I probably would have had to have basically 
written this myself anyway.

F3

Another facilitator recognised the potential of the Wiki to be a useful resource if it supported and 
guided the facilitator more in the way that the manual did. However, in its current form, it felt like a few 
too many things to negotiate on top of managing delivery via the web meeting platform.

So, if the Wiki could replicate the facilitator notes of how they go through it a little bit more. As a deliverer, 
that would be a lot more helpful, I think.

F4

In line with the comments about the Wiki, one facilitator reported that sharing videos through the Wiki 
was not optimal as they could not find a way to enlarge the video. This was more of a problem for 
participants joining via a mobile phone than those joining using other devices.

I did find it a bit of a waste of screen space on videos. Because obviously, the box with the video was like 
in the centre and was really little. And then there was all this screen. And some of my guys got a laptop. So 
that was okay. But some of them might be using mobiles, which meant … the video was tiny.

F2

When there were challenges playing the videos from the STORM Wiki, facilitators had recourse to 
access the same video content via links to YouTube. Having this resource helped ensure the intervention 
could still be delivered as intended.

I think for one of the sessions, the videos wouldn’t work, but I had the YouTube …. So, I managed to find 
what I needed because I had the titles and stuff are on there.

F2

When it came to sharing other content, two facilitators reflected on the challenges of using web-based 
meeting platforms and how they tried to minimise the anticipated problems by keeping screen sharing 
to a minimum.
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I couldn’t see everyone. … that’s more of a Zoom thing, isn’t it? But we got around it. We didn’t really need 
to see the screens too much.

F2

Zoom has got a whiteboard function, which could have possibly been used. But I chose not to put too 
much attention on taking away a chunk of the screen.

F3

Two facilitators were positive about the ease of use of the manual for delivering the intervention sessions 
and activities. They said it provided a place where they could add their own notes, and aided group 
discussions by providing prompts and alternative approaches or phrases. This was something that was 
lacking in the Wiki and for this reason using the manual as a guide was preferred.

I found that really helpful because … rather than just giving me titles, it … gave me questions and 
sentences, and if I felt like people weren’t getting it, … there were alternative ways of wording it.

F2

I needed to do one or the other, I either needed to use the notes [manual], or I needed to use the Wiki. And 
I knew that the Wiki didn’t have enough of the key points on it. I couldn’t use the Wiki alone, I needed to 
use the facilitator points [in the manual].

F4

One facilitator commented on the content of the group member booklet in relation to images used to 
stimulate ideas for individual or group action plans in session 4. They felt that these did not adequately 
stimulate ideas about how people could stand up for themselves.

Pictures … I found confused our members a little bit because they were thinking more of, you know, I want 
to be really good at painting or I really want to do cooking, or I really want to do this and not to say that 
isn’t about standing up for yourself.

F1

Action planning
In session 4 of the intervention, group members undertook action planning to convey that they 
themselves can take action, and to offer an initial space to consider how they may wish to manage 
or resist stigma (building on discussions in session 3). One facilitator saw supporting group members 
to plan as really important for their group members and was very proactive in supporting action plan 
development and implementation.

I took quite an involved approach. But we were really keen for this to not just be, yeah, you’ve done a 
programme and shove it in the drawer. Yeah, I wanted them to have a legacy from it. I want them to be able to 
come out in a year and say, ah, the reason I started speaking at events is because I did it on the STORM project.

F3

There were also fewer positive reflections from another facilitator on this aspect of the intervention, 
implying a lack of time for developing and implementing action plans, which led them to reflect on the 
need to be proactive in supporting group members.

So, we did do kind of mini action plans. Sort of on the cuff almost. But no one had, … written anything 
down in particular. And mainly because a lot of them said they hadn’t had time.

F1

I sort of just left everyone to it after the fourth session. So, I think it’s probably a bit my fault, not really 
sort of following up with it, but also sort of that time gap and other things that were going on as well.

F1
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When it came to implementing action plans, proactive support in the planning was emphasised as 
important to their success, and, as a result, it had the potential to be one of the most rewarding aspects 
of the intervention.

We properly planned it. And it actually meant that it was a success.
F2

I think the best for me was seeing how excited people were to take part and seeing the action 
plans happen … 

F2

In some groups, group members did not implement any action plans and in the educational setting, 
the timing of the holidays prevented the group from undertaking their planned joint project within the 
time frame set out in the manual (4-week gap). Other external factors such as COVID-19 restrictions 
also affected the implementation in instances where group members needed support to carry out their 
action plans.

The restrictions meant I couldn’t travel to him to meet him for any length of time. But he didn’t want to 
do a video on zoom. So, it was one of those, oh, how are we going to do this? … I am literally waiting for a 
kind of moment where we’re legally allowed to do it.

F2

Feasibility of digital technology

Technical difficulties
A range of technical difficulties were encountered during the delivery of Digital STORM. These included 
poor internet connections, individuals’ videos freezing, issues with Zoom account updates and logging-in 
processes, the use of mobile phone devices to join the group sessions as well as devices running out of 
battery during the session. Many of these difficulties are not specific to the STORM intervention but 
rather are common challenges of digital meetings.

Like we didn’t really have many issues with it, it was more sort of members, having issues with internet or, 
…. She needed to upgrade her zoom.

F1

No technical problems apart … every time I shared the screen, she couldn’t see it. So, I had to keep sharing 
two to three times so that she could get it. I think because she’s using her phone and maybe there’s 
something in that maybe?

F3

Despite technical difficulties that were encountered, facilitators reported no or minimal impact of issues 
related to joining online meetings on delivering the intervention.

We didn’t really have any issues, erm nothing, nothing dramatic, that stopped the flow of what we were 
doing anyway.

F4

The types of minimal impact referred to were delaying the start of the session, having people join 
late and therefore missing some parts. It was acknowledged that this could be distracting for other 
group members.

Where problems with technology were encountered, these were all described as manageable for the 
facilitators. Resolutions to technical problems were found, such as phoning group members to assist them 
in joining the meeting, providing a re-cap, or catching up with individuals separately on any content they 
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had missed. Facilitators emphasised that some difficulties were mitigated by providing clear advice in 
advance or by group members having support in place within the home from family or support staff.

She had, she was using a phone, which whenever someone rung her, it cut out. So, there were a few 
times where [group member’s name] would come back in and go ‘oh, what have I missed, what have I 
missed, tell me what I’ve missed!’ And I think the first two sessions I was trying to recap, but I was thinking 
actually this is a waste of time. So, the next couple of times that [group member’s name] would drop in 
and out, I’d ring her after the session and just say right, the only bit you missed was ….

F2

Feasibility of managing other digital delivery challenges

Maintaining/managing privacy
All four facilitators were confident that privacy was maintained and managed to an acceptable level 
during the delivery of the intervention. Where there were potential compromises to privacy these were 
considered unavoidable and beyond the control of the facilitators.

I wouldn’t say there were any sort of particular issues of privacy really, because they were all in their own 
space in their own homes.

F1

Everybody seems to be on their own apart from [name] and [name], they work in the [staff] office and 
there’s nothing we can do about that really.

F3

Monitoring and managing emotional responses
Another concern during the adaptation phase was whether facilitators in a digital environment would 
be able to detect any potential distress in response to the intervention content. For this reason, it was 
agreed that group sizes should be smaller than for F2F intervention delivery to ensure facilitators could 
see all group members on the screen at the same time. Keeping group sizes small was perceived to 
facilitate the monitoring of emotional responses. Facilitators did not report any significant distress or 
negative emotional reactions by their group members and so were unable to comment any further on 
being able to manage and contain any emotional responses during the sessions.

I only had six people taking part. So, I found it okay.
F2

…didn’t have any other sort of issues around … anyone being upset or, … having to take time out or not 
wanting to share anything. So, I think overall, it was okay.

F1

Engaging group members with the intervention and access to support

Engagement of group members in the intervention
Two subthemes were formulated in relation to facilitators engaging group members in the intervention. 
These were not necessarily related to the digital delivery format, but concerned content that was 
emotionally or conceptually difficult. The first relates to emotionally difficult content. The topic of stigma 
can bring up challenging thoughts, feelings and emotions and how facilitators and group members 
engage with or choose not to engage with these. For some group members, these were perhaps new, 
not having faced the topic so explicitly before.

I think it’s brought up some, definitely some sort of questions, some kind of different thoughts.
F1
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One facilitator in particular felt the sensitivity of the topic necessitated more time devoted to it (around 
sessions 2 and 3), as they wanted to be sensitive to group members and validate their experiences. 
Given the sensitivity of the topic, the facilitator emphasised how important it was that the group knew 
her and one another.

… I think the fact that we all knew each other quite well, none of these stories are particularly new.
F2

In trying to engage group members in the Digital STORM sessions, some observed that the material 
consisted of some conceptually difficult content, especially where people did not have direct experience 
of stigma to draw upon, or could not imagine themselves in a scenario where they might need to stand 
up for themselves. One reason facilitators suggested was that some people always had support in the 
community, which afforded them some protection.

I think it was the being treated badly thing. They couldn’t sort of put it on themselves. They could … I saw 
my friend being bullied and I said it was wrong. But they couldn’t really put it on themselves and think of 
themselves as the person that was the victim almost. 

F2

I found when I asked them questions, they would be very repetitive with their responses, and not really 
processing the question that I asked them.

F4

They found it hard to imagine a time they might be challenged in the community. And … for some of my 
members being alone in the community is an impossibility because of their epilepsy. So, they’re generally 
always with a trusted adult.

F2

This meant facilitators spent more time prompting group members than anticipated, thus working 
harder to keep them engaged.

It was good to see people thinking for themselves, but … I don’t think they were able to express all of it. I 
don’t know if they understood it fully. Because when you go back to them, they kind of, I had to keep, keep 
prompting them.

F3

I’d have thought they’d be a bit more forthcoming with, actually, this happened to me, and I did this and 
I didn’t know what to do. And then I’d be like oh right, and then I’d have to do more thinking on my feet 
how to probably solve it or suggest something or direct them, but there was a lot more of me giving them 
scenarios. But maybe they haven’t gone through it as much as I assumed, so.

F3

Concepts around action planning and encouraging group members to generate ideas for their action 
plans also appeared conceptually difficult for some.

I don’t think they understood what to do. And I try to say ‘You think of something that you want to do’. So, 
I had to, I kind of had said, I gave them a scenario …. 

F3

Given the at times challenging content, one facilitator felt it would be better to have more time to cover 
the content.
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The digital bit didn’t make a huge difference. Apart from perhaps breaking it down. But I think if it had 
been over three sessions or two sessions, it would have been easier to understand.

F2

Access to a range of support
the theme of peer support encapsulates the support that participants gave to each other within Digital 
STORM sessions, for example sharing ideas to develop action plans.

Peer support was really important … it all kind of came together when people were throwing their ideas 
at her. 

F2, FG

He said, you know, this is what I want to do … And we sort of talked it through together and he said, well, 
how do I get there? So, we chatted as a group for support and said what could [group member’s name] do 
to get to that point? So, we said, well, contact people that he knows. So, he knows people at X, which is 
a learning disability theatre, … so you could talk to them? And who could help him get to that … Is it you 
know, a friend? Is it a carer, or supporter? Is it someone from [organisation name]?

F1

Peer support within sessions also generated an awareness of the possibility of receiving support from 
peers beyond STORM sessions.

I think that everyone’s learnt actually that they can lean on other people with learning disabilities. It 
doesn’t have to be paid staff or mums and dads. 

F2, FG

Facilitators also spoke about the support from others; this included support to join sessions, during 
sessions and outside of sessions (in particular in relation to supporting the implementation of 
action plans).

So, she actually had her dad with her at the time, and they’d managed to sort of set up the laptop.
F1

His staff in his house supported him because we’d obviously liaised with the staff to explain this was really 
important, and it was, yeah. And it was on Teams, which he doesn’t usually use. So, we had separate 
Teams training sessions to prepare him for that. And he smashed it. Absolutely smashed it. He was 
amazing. And they asked him to come back and speak at their next meeting.

F2

I said, “Mum, [group member’s name] has got a mini project to do, will you let her do it?” She went, “Oh, I 
don’t know, I don’t know, I’ll think about it.” And then five minutes later, she came back. She went “right, I 
don’t like you anymore. But yeah, I will let her do it”. And she was brilliant, mum was really supportive. So, 
I sent a letter explaining what it was for, why she was doing it. And I sent out like a nice little shopping list 
pad to her in the post, like a treat thing. And they went to Asda and Mum sat outside and [name] went in 
and bought two bottles of dandelion and burdock. While mum had a nervous breakdown in the car park, 
[group member’s name] came out and was so happy Mum phoned me and was like “she’s done it. It was 
amazing. She’s brilliant. She’s my hero.” Mum was so proud of her that she’s going to give [name] a little 
shopping list next time to go and get a couple of little items. … So, everyone’s just taking it and run with it 
and supporters have been brilliant and parents and things.

F2

For the facilitator of group 2, good relationships with family and support staff were key to having 
conversations and getting them on board with supporting group members’ action plans. This did require 
an additional investment of their time.
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Everyone’s responsibilities were like, laid out in there as well. So, everyone’s expectations were kind of 
included, like mum has to wait outside the shop. [Facilitator’s name] has to keep her phone on. I’d say 
about three hours making those plans after the STORM session.

F2

In contrast, the facilitator of group 3 felt the support of others could vary, depending on other demands 
on them, suggesting consistent support is not something that can be assumed.

I spoke to the support team for [group member’s name] and [group member’s name] and saying this is 
what they’ve been tasked to do. “Can you help them?” And of course, they’ll say “yes”, but it depends on 
their day-to-day routines and everything.

F3

Despite this, they felt more involvement from support staff could be beneficial in helping participants 
implement the lessons learnt in STORM sessions.

If someone was cruel to them or said something horrible to them, they have the tools but I don’t think 
they’d maybe put them into play straight away because they’d need to be supported, and maybe if their 
support team was with them throughout STORM, maybe that could have helped as well.

F3

Acceptability of the Digital STORM intervention
Of the eight main themes related to acceptability of the intervention, five themes were derived from 
the objectives and progression criteria: acceptability of the resources and activities, acceptability of digital 
technology, acceptability of privacy and support available, recommending Digital STORM and views on 
intervention delivery mode. The remaining three themes, perceived benefits of the intervention, likes and 
dislikes and suggested improvements, were developed during the initial coding of the transcripts and 
before the development of the coding framework.

Acceptability of Digital STORM resources and activities

Use of resources within sessions
In one group, two participants described times when the videos did not play at first, they found this to 
be slow and frustrating at times.

Like it was frustrating. Like [facilitator’s name] was saying that we were really struggling to watch some of 
them, just couldn’t get them playing.

G1

Across the four groups, 14 participants felt the group member booklet was easy to use and a useful aid to 
accompany the session content. Most used the booklet to look at during sessions rather than to write 
notes, and instead relied on the facilitator to take notes. Few participants used the booklet outside of 
Digital STORM sessions due to no ‘homework’ being set by the facilitator.

… it was everything sort of in one place. I don’t think I used it outside of the sessions. But yeah, I did have 
it in sessions, yeah.

G1

I give the booklet 10/10. When I looked at the pictures, then it helps me to read.
G2

But now, I use it all the time, in the session and outside the session … I write in it.
G3
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It was helpful with understanding what the sessions were going to be about.
G4

Individual actions – planning and implementing
During the focus groups, seven participants talked in positive terms about implementing their action 
plans, reporting an increased sense of confidence and believing the plans would be helpful in the future.

But I went into Asda’s myself and my mum waited outside for me … Yeah. So, I will feel that my confidence 
is up … I think it’s been brilliant. I’m really proud of it.

G2

It’s very creative, one of my skills is being creative.
G3

I think it’s going to be a really useful action plan for the future.
G4

Acceptability of digital technology for meetings
Across the four groups, four participants reported having experienced technical problems during Digital 
STORM sessions. These ranged from poor internet connectivity, Zoom update requests and low device 
batteries. None of the participants felt that the technical problems affected their experience of taking 
part, or described the impact as minimal. However, one participant described feeling stressed when they 
could not connect to the internet.

I think it went well, because there were times when we were cut out because of technical issues, coming 
back from the previous question, but because on how the email, and all that was sent, it was easy to get 
back on.

G4

No, I did a little bit but when you were talking about that plan but then I started to repeat it and then I 
was able to get back on track and catch up.

G4

I couldn’t come to that meeting because I couldn’t connect to any internet here. So, I was like getting all 
stressed out.

G2

Participants described the ways in which they managed the technical problems; examples include 
phoning the facilitator in the moment and catching up with missed content by information being posted 
to them.

Acceptability of privacy and support available
Across the four groups, all of those present when privacy was discussed (n = 18) felt their privacy was 
maintained, with views that any potential threats to privacy were acceptable or well managed. Some 
participants described how they self-managed potential threats to privacy, for example moving to other 
rooms or using headphones:

Then if someone came in or someone came back, I’d have plugged in my earphones so they couldn’t hear.
G4

Like, sometimes when my father was doing work in the house, where I was, I’d go in my room or in my 
mum’s room or in the dining room.

G2
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One participant from group 4 (who joined Digital STORM sessions from a room within their residential 
college) found it difficult at times when staff members tried to enter the room, although they felt able to 
manage the situation.

It was ok, if some people knock on the door and then you’re like oh no … I found it a bit difficult.
G4

It was important to understand in the context of a digital intervention whether group members 
considered the content distressing and whether they were able to access additional support if or when 
they wanted it. Across three groups, five participants commented on finding some of the videos difficult 
to watch due to seeing the individual featured being treated unfairly. However, they did not feel they 
needed additional support to process feelings associated with the material, nor did they disengage from 
the intervention.

The thing that I don’t really like is sometimes when I watch the videos, seeing the person’s reaction, how 
they felt after that in certain situations so, but all round is a good session, but I didn’t like that really.

G3

When someone was not being nice to a woman and they talk behind her back and they say nasty, and 
they are kids and all that … I don’t …

G2

One participant did not find anything about the STORM content upsetting but found it difficult talking 
about their personal life during discussions.

Not really but when it comes to my personal life, it was a bit sad.
G1

Across the four groups, none of the participants present during the focus groups felt they wanted or 
needed any additional support while taking part in Digital STORM. Nine participants explicitly reported 
they had access to support if needed. In addition to support from the facilitators, group members also 
talked about peer support and support from others.

Group members spoke about peer support; however, this centred more on support towards others 
outside of STORM sessions, specifically to stand up for and help others, rather than providing support to 
one another within the sessions.

If they have any problems, I can help them to sort their problems out. If they need anything, I can help 
them out. Stick up for them.

G2

We can stick up for people now and people who have learning difficulties.
G2

The STORM meetings have helped me to speak up, I speak up for other people, [for example, making sure] 
they understand what other people are saying.

G3

Participants across two groups spoke about seeking support from others to talk through problems, to 
manage difficult situations, in addition to developing and implementing action plans as part of the 
STORM intervention.
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It helped me to stand up for myself by asking other people to help me, asking the support worker to help 
me to stand up for myself.

G3

I learnt how to stand up for myself when I go to a local shop if somebody bullies me. I’ll go to a local shop 
or church and ask them to help me, so I don’t have to do it on my own.

G3

Start with someone, not on my own. 
G2

Perceived benefits of the intervention
Three main themes were identified that concern the perceived benefits of Digital STORM according to 
participants and facilitators: personal awareness, learning and growth. Group members commented on an 
increased personal awareness of learning disabilities, including through talking about themselves. They 
also became more aware that they can stand up for themselves. The personal learning arose in new 
knowledge of ways to stand up for self and others and generally managing difficult situations. Group 
members experienced personal growth through an increased confidence to stand up for themselves 
as well as more general confidence. Additionally, they reported feeling pride and an increased sense of 
independence. Facilitators had less to report about the impact of Digital STORM on group members; 
however, they were clear that there was no detrimental impact.

Personal awareness
Across two groups, three participants said they have learnt about what having a learning disability means, 
for others with a learning disability and themselves.

How people with a learning disability are treated … And the story is only part and the choices you make 
for that story will complete it.

G2

Across three groups, four participants spoke about learning to talk about themselves, their experiences 
and their feelings with others.

Like talking about my personal life … telling my stories and what I’m feeling about that.
G1

Learning about how to talk about the good values you’ve got and the bad ones.
G3

Across four groups, eight participants commented on knowing they can now stand up for themselves, by 
providing examples of standing up for themselves as well as being assertive about what they like/do not 
like or want.

When it comes to standing up to bullies, I can stand up.
G1

And it wasn’t right, so I thought I’m not having any of this, I’m going to stand up for myself so I told him 
straight and then I just carried on walking then.

G2

I learned to … be strong and say how you feel really, instead of not saying anything at all.
G3
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Personal learning
Across four groups, eight participants spoke about learning how to stand up for themselves.

It’s been telling us how to speak up and I can’t believe it, all the work I’ve done with you lot … that meeting 
STORM is 10/10.

G3

It has helped me to … think about how you act in that when somebody makes you mad on the street.
G3

For me, it was learning new things and also the different scenarios on how to stand up for myself if I was in 
those scenarios.

G4

From one group, two participants spoke about learning how to stand up for others too.

We can watch the video of people bullying us and now we can help people who are like us.
G2

We can stick up for people now and people who have learning difficulties.
G2

Across three groups, four participants provided examples of how they have managed difficult situations 
since participating in STORM, for example when in a crowded place, by themselves or through seeking 
support from others.

It helped me like calm down in certain situations, helps me to be sometimes motivated in stuff instead of 
thinking about it in general. 

G3

Personal growth
Across two groups, nine participants suggested they have grown in confidence to stand up 
for themselves.

It gives me … the confidence because … if I don’t like something I can always say.
G1

I know what to do. And it gives me encouragement to stick up for myself.
G3

Across two groups, five participants commented on their improved confidence generally.

It’s brought confidence to me. So that’s why it’s so good doing this project.
G2

… it’s boosted my confidence compared to how I was before when I first started my advocacy rep job, I 
was quiet as mice but now you can’t stop me from talking and so it’s boosted my confidence.

G3

Across two groups, three participants commented on a sense of pride, with regard to implementing their 
action plan and the overall experience of taking part in the intervention.



48

NIHR Journals Library www.journalslibrary.nihr.ac.uk

METHODS

I think it’s been brilliant. I’m really proud of it.
G2

I’m so proud of myself, thanks so much. All the work I’ve done, I’m so proud of, thanks so much.
G3

From group 2, five participants commented on their increased independence.

Helping me to be more independent, learning me on how to be more independent.

I caught the bus on my own I did. I went to the chemist by myself.

Guess what I had, I went to doctors on my own to have my COVID-19 jab.

All four facilitators felt the Digital STORM intervention had a positive impact on group members but 
were less forthcoming with specific examples. Where they did comment, they had observed an increase 
in confidence, self-reflection and a shared passion. One facilitator felt it might be too soon to judge 
the impact.

I think there’s definitely a lot of skills in there, where our members are now sort of thinking about actually, 
what do I want in my life? And, you know, kind of I do these set activities each week. Is this something 
that actually I want to do? And how can I get to this point, as well.

F1

It gets them thinking about situations that they’ve been in, that they could stand upto, I think it is 
really beneficial.

F1

He’d gone to a cinema, and they tried to, there was a problem with it and they tried to fob them off with 
something. And he’s like, no, we’ve paid our tickets, and we want to do this. And he really did. He really did 
have his moment.

F4

For the project, … they totally believe that they can stand up for themselves, whether they can or whether 
they can’t, they believe it, which is half the battle as far as I’m concerned. And they’re really keen to spread 
that message. … That was so nice to see at the end of it, they’re so motivated to get together and do this 
thing that they want to do. And that STORM gave them a vehicle to do that.

F4

No detrimental impact
Facilitators from each group were clear that, to the best of their knowledge, there was no detrimental 
impact on group members taking part in Digital STORM.

I think it’s brought up some questions, some kind of different thoughts. But I don’t think anyone 
particularly became upset or thought, you know, I don’t want to do this anymore. […] And I think, yeah, I 
wouldn’t say there’s been a negative impact at all.

F1

I think it’s been a positive experience all around. They’ve enjoyed the sessions, they’ve enjoyed the one-to-ones. 
They’ve enjoyed the fact that there’s been that the action plan.

F2
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Recommending Digital STORM

Recommend to others
All four facilitators indicated they would recommend Digital STORM to other facilitators and groups. 
Across the four groups, 16 participants said that they would recommend Digital STORM to others, with 
none saying they would not. Participants spoke about their reasons for recommending it, including what 
they had learnt and enjoyed about taking part. One participant also spoke about the impact of COVID-
19 and the need to ensure the intervention is available as a digital version.

Because it would help other people stick up for themself. And it’s very, very good to be in like a group 
discussing different life situations as a group … it helps … with motivation.

G3

Yeah, I would recommend it because we don’t know how long this Covid is going to go on for and 
obviously tamper our ability to meet up. So, like to get all the sessions done then on like digital seems to be 
a good way to move forward with it … if we can do it, why can’t anyone else?

G4

Researcher: Would you recommend digital STORM to others?

Our members would love to repeat it again. And I know there’s other facilitators, who’ve got a similar kind 
of attitude to things as me. And they’ve already asked about it, because obviously, the members chat.

F2

Complete Digital STORM again
All four facilitators stated that they would facilitate a Digital STORM group again; two suggested they 
would like to deliver Digital STORM content to their pilot group, as refreshers, to ensure that group 
members continued to benefit from the intervention’s key messages over the longer term. Several 
participants also reported that they would like to take part in Digital STORM again.

It’s been fantastic and I wouldn’t mind doing it again. 100%.
G2

Yes. Now I know more about it. I definitely would do it [again]. I think it’s, something beneficial. And I think 
it gets our members thinking … about situations that they’ve been in, that they could stand up, you know, 
to, I think it’s really beneficial.

F1

I think it would be something that we would want to revisit sort of like once a year, we’re gonna do 
STORM. And everyone will know the format. And everyone will remember and with our […] clients,[…], 
we’ve got to be so repetitive.

F2

Views on intervention delivery mode
Facilitators had a range of views on the mode of delivering STORM, if they were to deliver the 
intervention again in the future. Two had a preference for working F2F and two had a mixed preference. 
Facilitators could see the pros and cons of both delivery formats. These included the increased ability 
to use augmentative communication to generate discussion and prompt ideas for F2F delivery and 
increased accessibility and not relying on transport for digital delivery.

When you’re face to face, I can do objects of reference as well and prompt ideas.
F3
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I think the digital version would be a really good supportive thing for people who aren’t together. And that 
is the only way that they can get together to do a project like this. I think it’s an alternative version for 
people who aren’t sitting in a college together or some other establishment together.

F4

… if it was something that was during the day, they’d definitely be able to travel or they’d get a lift or 
but some would probably be more hesitant. And possibly it could have been the reason why we had 
the members that we did have because, you know, they were able just to jump onto a call rather than 
travel somewhere.

F1

Four participants (from across three groups) stated a clear preference for taking part in a digital version 
of STORM. Reasons for this included that the space felt safe and quiet, and that it was a good option in 
the context of the COVID-19 pandemic, while others suggested personal growth due to learning new 
technical skills.

I like doing it online so I can sit in my space with all of you, it’s because it’s useful and it helps me and 
it helps my feelings. It’s just sometimes I get distracted but erm I’m actually enjoying doing it online at 
the moment.

G1

I was I was quite nervous because I never done Zoom before and I thought erm logging in, it was quite 
difficult for me at first, but when I got gradually used to it, I started doing it all the time. And it worked 
out perfectly.

G3

Three participants (from across two groups) stated a preference for a F2F version.

I think that’s a hard one that, I kind of enjoyed it. Oh, but I do think it would have been better if we 
were able to meet up like this while things … I think like we get more better conversation when we’re 
all together.

G4

Likes and dislikes
During the focus groups and interviews facilitators and group members were asked what they liked 
or disliked about Digital STORM. Aspects that group members liked included: learning new things, 
meeting with peers to share ideas and stories, resources (in particular the group member booklet and 
communications cards) and the videos.

We all loved the STORM group, it was fantastic to learn new things.
G2

I liked that we all worked as a group together.
G1

And it’s very, very good to be in like a group discussing different life situations as a group … it helps … 
with motivation.

G3

All the different pictures, it was fantastic the book was.
G2

I feel uplifted when I saw those movies.
G3
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I actually found them really interesting … and when you learnt about what everything everyone is up to, it 
was really inspiring.

G3

The videos we did watch were really good. It’s really interesting to hear people’s stories and it felt like it 
was speaking to people with learning disabilities, rather than asking other people about, you know, life for 
people with learning disabilities.

G1

Facilitators liked the opportunity to focus on a different and serious topic, learning more about 
their group members, having a well-structured and ready designed programme, and a range of 
helpful resources.

I like the fact that the key message is quite clear, that’s at the top. So, if you sort of lose your track a little 
bit, you can bring that back in there as well. And the first bit sort of reminding them about the session 
before and what the key message is in that time, and then having the sort of timings out as well, I thought 
that was really good. Because we didn’t run over at all, even though, you know, some points we were 
chatting away for, you know, a good 15/20 minutes about one particular topic.

F1

Having that sort of serious conversation with our members and learning a little bit more about them, 
what things that they struggle with, or have had to sort of overcome in their backgrounds has been really 
interesting. And then, you know, possibly will help us be able to support them a little bit better in the 
future. […] having sort of a smaller group to do it in as well. Learning a bit more about members that don’t 
necessarily talk in socials as well.

F1

I liked the … it kind of felt like there was a repetitive nature, you know, with the kind of taglines, the 
little kind of, ‘this is who I am’ … ‘it’s not okay for people to treat me badly’. I like the fact that … they 
kept reappearing … 

F2

Personally, it was a great thing to engage in and to have spent some time with students.
F4

Facilitators did not like delivering the intervention during a difficult period of change and use of 
the Wiki.

For me, personally, it came at quite a … busy time. And just as sort of coming out of lockdown again, and 
sort of moving our project back from being online to being out in the community again and all the sort of 
issues that have been around that in itself. So, I don’t feel personally … I don’t think I’ve given it enough 
time to prepare.

F1

Suggested improvements
Both facilitators and group members suggested a number of improvements, detailed below.

Digital STORM resources:

• use PowerPoint slides instead of the Wiki;
• stream videos via a YouTube channel;
• if Wiki retained, offer more facilitator prompts;
• reduce volume of information;
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• reduce session 3 content;
• balance positive and negative contents more (sessions 2 and 3);
• more choice over video content;
• introduce action plans earlier, provide examples or video instructions;
• plans for revisiting content (refreshers).

Delivering the session online:

• recruit an additional facilitator;
• more, but shorter sessions to break up the content, or longer sessions.

Actions for facilitators:

• facilitator to provide reminders about action plans.

Support:

• facilitators of different groups getting together to share experiences;
• supporters joining people in the sessions;
• more 1 : 1 time with facilitators outside of sessions.

Feasibility and acceptability of collecting study measures

Feasibility of collecting outcome measures
Very high levels of data completeness were achieved (Table 10). The target set out in the progression 
criteria was to reconsider the appropriateness of the measures for remote data collection if less than 
80% of collected data at baseline were useable. With the exception of one measure, 100% of completed 
forms were useable. One participant missed just one item on the RtD Scale. Outcome variables are 
summarised at baseline and post intervention. Twenty-one participants provided data post intervention.

Feasibility of assessing cost effectiveness

Service Information Schedule data availability
Data related to intervention costs were complete. Information about on-costs and overheads was not 
sought. This information can be approximated using national data or published accounts and the fact it 
is missing is therefore not a barrier to estimating the cost of the intervention. SIS data can therefore be 
considered complete.

Client Service Receipt Inventory data availability
At baseline, 22 respondents provided CSRI data, with 21 providing CSRI data post intervention. There 
are two instances of missing data in the response to the use of inpatient services. Across other services 
(not prompted), there was one incidence of a missing value for the type of service or support (received 
every day). CSRI data were therefore mostly complete.

Intervention cost
While not strictly part of the study objectives, preliminary intervention costs were calculated.

Adaptation costs
Adaptation costs translating STORM for online delivery are a one-off occurrence and are not included in 
the cost of the intervention, which is calculated as a long-run marginal opportunity cost. However, the 
cost associated with adaptation is presented in Table 11 for information.



DOI: 10.3310/NCBU6224 Public Health Research 2024 Vol. 12 No. 1

Copyright © 2024 Scior et al. This work was produced by Scior et al. under the terms of a commissioning contract issued by the Secretary of State for Health  
and Social Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, 
distribution, reproduction and adaptation in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For 
attribution the title, original author(s), the publication source – NIHR Journals Library, and the DOI of the publication must be cited.

53

Staff costs
Staff costs by group and activity at 2021 rates are shown in Figure 9. All costs other than the provision of 
training and supervision were borne by participating organisations. Variation in the cost of delivery and 
training received, which is based on a constant number of hours across all groups, is due to differences 
in hourly pay. We can also note variation in the cost associated with preparation and feedback, which 
varies both due to differences in time and differences in pay. Supervision time also varies, but less so 
than preparation and feedback. The variation in hours is shown in Table 12.

TABLE 10 Data completeness and summary of outcome measures: baseline and post intervention

Measure 

Participants (N = 22)

Baseline Post intervention 

Warwick-Edinburgh Mental Wellbeing scale adapted, score range 0–42, higher scores indicate 
higher levels of mental well-being

 Forms completed [n (%)] 22 (100) 21 (95)

 Useable forms [n (% of those completed)] 22 (100) 21 (100)

 Mean total score (SD) 32.41 (6.18) 32.66 (8.20)

 Median (IQR) 33 (28–38) 35 (28–38)

 Range 19–40 15–42

Rosenberg self-esteem scale, score range 0–18, higher scores indicate higher self-esteem

 Forms completed [n (%)] 22 (100) 21 (95)

 Useable forms [n (% of those completed)] 22 (100) 21 (100)

 Mean score (SD) 14.08 (2.80) 14.14 (2.67)

 Range 7–18 8–18

Self-efficacy in rejecting prejudice score range 0–3, higher scores indicate more confidence to 
reject prejudice

 Forms completed [n (%)] 22 (100) 21 (95)

 Useable forms [n (% of those completed)] 22 (100) 21 (100)

 Mean score (SD) 1.86 (1.17) 2.00 (1.10)

 Range 0–3 0–3

Reactions to Discrimination, adapted, score range 0–12, higher scores indicate more negative 
emotional reactions to stigma

 Forms completed [n (%)] 22 (100) 21 (95)

 Useable forms [n (% of those completed)] 21 (95) 21 (100)

 Mean score (SD) 5.52 (2.87) 4.90 (3.14)

 Range 0–12 0–12

Sense of Social Power, adapted, score range 0–3, higher scores indicate a higher sense of power

 Forms completed [n (%)] 22 (100) 21 (95)

 Useable forms [n (% of those completed)] 22 (100) 21 (100)

 Mean score (SD) 1.93 (0.68) 2.17 (0.67)

 Range 0.75–3 1–3
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TABLE 11 Cost of adapting STORM for digital delivery

Resource Costa 

Staff time £3245

Other resources £9600b

total £12,845

a Currently does not include oncosts or overheads.
b Includes the cost of digital inclusion consultants who advised  

during adaptation work.
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FIGURE 9 Staff cost by group and activity (not including oncosts and overheads).

TABLE 12 Staff hours by phase and intervention

Category Group 1000 Group 2000 Group 3000 Group 4000 Average 

Delivery 7.50 7.50 7.50 7.50 7.50

Feedback 0.00 7.00 2.50 0.00 2.38

Preparation 0.58 16.00 3.75 2.50 5.71

Training 2.75 2.75 2.75 2.75 2.75

Supervision 4.00 4.83 3.00 2.33 3.54

total 14.83 38.08 19.50 15.08 21.87

Other resource costs
Only one facilitator (group 2000) reported costs for postage and materials, with other groups reporting 
no or small costs. It was not possible to obtain postage costs for all groups. These costs have therefore 
been excluded from the total, and materials costs have been apportioned equally to all groups (Table 13).

Service use
Data on the CSRI were available for all 21 participants who provided both baseline and post-
intervention data. It is therefore feasible to collect data on service use to assess cost effectiveness in a 
full trial.
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The proportion of study participants reporting contacts with a given service is reported to determine 
whether participants rely primarily on formal services or informal care for support.

Table 14 shows responses regarding service use on the core CSRI at baseline and post intervention. As 
noted above, one participant dropped out before the end of the study.

Table 15 shows the list of other services noted by participants. Participants received a range of services 
and support across many domains, including formal as well as informal care. In a number of cases, when 
asked about ‘other services’, that is, those outside the core CSRI, participants responded with a service 
that is also found on the core CSRI. These have been reconciled to core CSRI responses accordingly.

Data on medication use were also collected. Participants were asked whether they used any medication, 
whether they knew what it was for, and what that reason was (Table 16).

Analysis of EuroQol-Youth
Data on the EQ-5D-Y were available for all 21 participants who provided both baseline and 
post-intervention data. It is therefore feasible to collect data on health-related quality of life from 
this population.

EuroQol-Youth descriptive system
The descriptive results showing the individual ratings of problems in five domains on three levels are 
shown below for the baseline (Table 17) and post-intervention (Table 18) time points.

There is a general trend of problems resolving over time, except in the pain and discomfort domain 
(Figure 10). While the small sample size and study design do not permit any generalisations or conclusions 
to be drawn, the proportion with any level of self-reported problems at baseline is such that, were the 
same pattern to be found in a larger sample, changes effected by the intervention may be captured 
on this measure. The ‘usual activities’ dimension showed the largest movement between baseline and 
post intervention – of note, this may well be due to the impact of changing COVID-19-related social 
restrictions over time.

EQ-5D-Y index values
The EQ-5D-Y is very new, and to date, value sets are only available for Slovenia and Japan.63,64 While 
values derived from adult populations for the EQ-5D-3L should not be applied to the youth version, it 
is desirable to apply a country-specific valuation. In addition, our study population does not consist of 
children, and while the population may benefit from the modified wording, it does not follow that the 
youth-specific valuation should be applicable to them. We therefore present index values derived from: 
(1) the youth version for Slovenia, which was considered to be likely to be culturally closer to the UK 
context than Japan, and (2) the EQ-5D-3L adult version of the measure in Table 19.

TABLE 13 Cost of other resources

Item Total cost (£) Cost per group (£) 

250 traffic light cards 145 36.25

50 STORM booklets 345 86.25

8 STORM manuals 116 29.00

Materials 21.59 5.40

Stampsa 41.04 -

total 668.63 157.16

a Information on postage costs was only provided for two groups and has therefore been excluded from the calculation.



56

NIHR Journals Library www.journalslibrary.nihr.ac.uk

METHODS

TABLE 14 Service use – core CSRI (N = 21)

Service 

Number of people reporting contact with the service

Baseline Post intervention 

Inpatient

 Yes 1 1

 No 20 19

 Missing 1 1

Outpatient

 Yes 3 2

 No 19 18

 Don’t know 0 1

GP

 Yes 11 15

 No 10 6

 Don’t know 1 0

Other help with health

 Yes 14 14

 No 8 7

LD team

 Yes 5 10

 No 9 4

 Not applicable 8 7

College

 Yes 2 2

 No 12 12

 Not applicable 8 4

Help with other things

 Yes 21 20

 No 1 1

Support worker

 Yes 17 15

 No 4 5

 Not applicable 1 1

Unpaid care

 Yes 14 13

 No 7 7

 Not applicable 1 1

Social worker

 Yes 7 9

 No 14 11

 Not applicable 1 1
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TABLE 15 Service use – other (N = 21)

Service Baseline Post intervention 

Care service 1 1

Health service (other)a 1 2

Charity 2 2

Friends and family 10 14

Specialist service 1 1

Support group 5 5

Work 2 2

Other 3 1

a Not including hospital and GP.

TABLE 16 Medication use

Item Baseline (N = 22) Post intervention (N = 21) 

Used 7 8

Reason known 6 5

Reason given 4 5

TABLE 17 Baseline scores for EQ-5D-Y (descriptive system; N = 21)

Levels/dimensions Mobility Self-care Usual activities Pain and discomfort Anxiety and depression 

No problems 17 (80.95%) 17 (80.95%) 14 (66.67%) 14 (66.67%) 13 (61.90%)

Some problems 2 (9.52%) 4 (19.05%) 7 (33.33%) 4 (19.05%) 5 (23.81%)

Unable/extreme problems 2 (9.52%) 0 (0%) 0 (0%) 3 (14.29%) 3 (14.29%)

TABLE 18 Post-intervention scores for EQ-5D-Y (descriptive system; N = 21)

Levels/dimensions Mobility Self-care Usual activities Pain and discomfort Anxiety and depression 

No problems 18 (85.71%) 19 (90.48%) 18 (85.71%) 12 (57.14%) 14 (66.67%)

Some problems 1 (4.76%) 2 (9.52%) 2 (9.52%) 6 (28.57%) 6 (28.57%)

Unable/extreme problems 2 (9.52%) 0 (0%) 1 (4.76%) 3 (14.29%) 1 (4.76%)

Given that this is a feasibility study, we do not endeavour to test for statistical significance nor to draw 
conclusions about the effect of the intervention. We observe the following trends:

- higher average scores and less variability (smaller standard deviations) at post intervention compared 
to baseline;

- higher scores and less variability using the Slovenian utility scores, compared to the UK data set. 
Note that this is likely due to utility scores generally being higher for the same health state in the 
Slovenian data set;

- a larger difference in means between baseline and post intervention using the Slovenian data set.
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FIGURE 10 Comparison of EQ-5D-Y scores over time.

In conclusion, while neither valuation tariff is entirely appropriate for our study population, our findings 
demonstrate that the measure can successfully be used, and there appear to be changes in health-
related quality of life over the study period.

Acceptability of outcome and health economic measures

After completing the baseline measures, all participants were asked three questions:

1. What did you think about doing the interview?
2. Would it be ok for others to do this?
3. Anything we could do to make it better?

All 22 participants responded positively about their experience of completing measures. All said that 
they felt the questionnaires would be okay for others to complete and did not feel there was anything 
that could have been improved.

Some of the responses included ‘Really good, really interesting’, ‘Thought it was good and felt fab doing it’, ‘It 
was great, brilliant and satisfying’ and ‘I found it challenging in a good way’.

It is notable that participants responded to these questions following an often-lengthy baseline data 
collection session; thus responses may have been limited. However, the responses are supported by 

TABLE 19 EuroQol-5 Dimensions valuations (N = 21)

 Mean SD Min Max 

Slovenia – Baseline 0.740 0.365 0.254 1

Slovenia – Post intervention 0.773 0.307 0.009 1

UK – Baseline 0.701 0.407 0.322 1

UK – Post intervention 0.726 0.365 0.157 1
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data collected several months following baseline measures. In two of the focus groups, participants 
spoke about completing the questionnaires.

Yeah, when she did the questionnaire with me. Yeah, that was good. I enjoyed that, it was just me and her. 
G3

I enjoyed like, [researcher name], I, I enjoyed speaking to her and telling her my experiences.
G3

I really liked it when it was just me and [researcher name], meeting up and doing questionnaires 
on Wednesdays.

G1

From the researcher’s (MO) perspective of administering the outcome measures, participants appeared 
to engage well with the measures.

The adapted CSRI was interactive and participants appeared to enjoy the timeline activity which 
provided the opportunity to talk about memorable events such as birthdays or cultural festivals. None of 
the participants expressed distress during completion of the CSRI.

Acceptability of using routinely collected data
Immediately after completing the CSRI post intervention, all 21 participants were asked whether they 
would be happy for researchers to find out the same information from their records (data linkage), clearly 
explaining the purpose of this question being for future research and not the current research study.

Out of 21 participants, 20 said they would be happy for researchers to gather their health information 
from their records. One participant said that they would not be happy with this and they would prefer it 
if researchers asked them.

Usual practice

The 48 facilitators responding to our online survey collectively facilitated 81 different groups (range 1–5 
types of groups per facilitator). Table 21 presents a summary of facilitators’ descriptive comments on 
their groups’ activities (note that not all facilitators provided such comments).

Forty-eight facilitators across the UK started the survey; however, completion rates varied across the 
different sections of the survey. Five facilitators had not transitioned to running groups via web-based 
meeting platforms following social restrictions imposed by the government. The types of groups the 
facilitators ran varied, as detailed in Table 20 (note some facilitators ran more than one type of group).

Most groups met once a week (15 groups prior to the pandemic, 18 groups since the pandemic). The 
duration of their meetings was generally for up to 2 hours (20 groups before and 22 groups since the 
pandemic), advocacy groups varied more greatly in the duration of their meetings before the pandemic, 
with an equal split of groups meeting for up to 2 hours and those meeting for more than 2 hours  
(8 groups in each category). The consistency of attendance at group meetings was variable both before 
and since the pandemic.

The types of activities groups were engaged in before and since the pandemic are detailed in Table 21. 
Many groups adapted their usual activities for online meetings; however, some groups’ adaptations 
were more significant than others. Many made the focus of online meetings more social in nature 
and naturally a focus on COVID-19 and associated guidance for keeping safe and following the rules 
also featured.
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TABLE 20 Types of groups run by facilitators responding to the survey

Type of group N (%) 

Self-advocacy 28 (58%)

Social 16 (33%)

Activities based 11 (23%)

Educational 7 (15%)

Vocational 7 (15%)

Othera 12 (25%)

total 81

a ‘Other’ groups described by respondents consisted of: a social group that also champions 
self-advocacy; inclusion groups; youth groups; advocacy drop-in; consultation work/
surveys/specific training requests; day service group; life skills group; men’s group; research 
evaluation groups; a therapy group and parent peer support groups.

TABLE 21 Descriptions of group activities pre and since onset of the COVID-19 pandemic by type of group

Type of group Nature of activities

Advocacy 
(n = 28)

Before (n = 18):
- practical activity sessions F2F
- guest speakers
- frequent drop-in sessions
- advising/training third parties 

about rights, social events 

Since (n = 13):
- usual activities, but now online
- increased social events
- some noted less participation due to 

trouble with technology and/or find-
ing advocacy too difficult currently

- many conversations about 
COVID-19 

Social 
(n = 16)

Before (n = 10):
- variety of F2F activities
- mostly outings (e.g. bowling, cine-

ma, pottery, leisure activities)
- occasionally supportive sessions 

about sensitive personal issues (e.g. 
internet safety, abuse, relationship 
issues), with external speakers

Since (n = 7):
- continue with similar content 

(adapted for online)
- reliance on the internet to watch 

videos together
- creative methods of staying in 

touch/being connected (e.g. creat-
ing shared music playlists)

Activities 
based 
(n = 11)

Before (n = 4)
- ran several different projects and 

activities daily (e.g. arts and crafts, 
gardening, social group activities 
like walks, monthly self-advocacy 
meetings)

- community involvement

Since (n = 3)
- some radical cuts in services
- partial return when COVID-19 re-

strictions allowed but only activities 
for small groups of participants

- overall, less choice for participants
- switched to online where possible

Vocational 
(n = 7)

Before (n = 5):
- open, collaborative F2F discussions 

focused on developing employ-
ment skills

Since (n = 5):
- extra support sessions for welfare 

purposes (e.g. more social-style ses-
sions, weekly telephone check-ins)

- discussion of COVID-19
- switch to online training where pos-

sible but overall, less opportunity 
available

Educational 
(n = 7)

Before (n = 5):
-  variety of F2F meetings (e.g. museums, 

cooking, social trips, art, dance, life skills)

Since (n = 5):
- switch to online where possible (e.g. 

social, dance, exercise, quizzes)
- some blended learning when restric-

tions allow
- some work with parents and care 

agencies collaboratively
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The results indicate that, in many cases, organisations sought to maintain the usual nature of group 
activities but switched to online delivery. In many instances, the range of activities and opportunities 
available to group members had reduced. While some respondents noted reduced participation, overall, 
the responses suggest that people with intellectual disabilities are willing and able to engage in online 
activities and means of interacting with others. Finally, when asked about their observations and 
feedback from group members about their preferences for future (longer-term) meeting modalities, 
there was a mixed picture. Of the 33 facilitators responding to this question, only 1 indicated a 
preference for online only meetings and 7 for in-person-only meetings. The remaining facilitators 
suggested the preference would be for a hybrid offer, combining online and in-person attendance, that 
people could choose from (19 facilitators, 58%) or that the preference is likely to vary across individuals 
(6 facilitators, 18%).

Type of group Nature of activities

Other 
(n = 12)

Before (n = 6):
– diverse range of activities (e.g. 

camping trips, research skills/
forums, personal development 
programmes)

– many activities rooted in relation-
ship building and skills develop-
ment

Since (n = 6):
– moved online and adapted where 

possible
– take-up of more online compatible 

activities (e.g. quizzes, story-telling, 
drama, cooking, music) and out-
doors activities stopped

– less opportunity for social/relation-
ship building but skills development 
less affected

TABLE 21 Descriptions of group activities pre and since onset of the COVID-19 pandemic by type of group (continued)
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Chapter 4 Discussion

Key results

Adapting and piloting the existing STORM intervention for online delivery
Research objective 1 was to adapt the existing STORM intervention for online delivery. This objective 
was met through the work of the IAG group between November 2020 and February 2021.

The IAG made changes to the intervention structure, to enable both a positive engagement experience 
and ease of monitoring group members. The intervention content remained largely unchanged, only 
some streamlining of the number of videos per session was undertaken to ensure the content in each 
session could be covered within the shorter 60-minute time frame. The delivery mechanism (web-
based meetings) was the biggest change and necessitated additional guidance to be produced in the 
intervention manual, as well as changes to the configuration of materials on the Wiki. Alternative 
resources were also deemed necessary, which led to the production of a new group member booklet. 
Guidance for facilitators around managing privacy and meeting participants’ needs for support was 
also considered. Additional details were added to the manual and facilitator training. It was however 
accepted that these issues were to some extent out of the control of the research team and would 
therefore require close monitoring as part of the facilitators’ supervision meetings and through feedback 
to be sought in the qualitative interviews.

Investigating the feasibility and acceptability of Digital STORM
Research objective 2 was to investigate the feasibility and acceptability of Digital STORM when 
delivered to groups of people with mild-to-moderate intellectual disabilities online. We were able 
to meet the recruitment target of four groups to pilot the intervention and of the 22 participants 
who provided informed consent, 21 were retained to post intervention. The majority (90.9%) of 
participants attended three or more sessions. Indeed, most participants (63.6%) attended all five 
Digital STORM sessions. The majority did not miss any sessions, or no more than 15 minutes of 
any session, due to significant technical issues. This was considered acceptable as it had parity 
with technical problems that commonly occur with any meetings that rely on digital technology 
and internet connectivity and did not create an unreasonable expectation or burden on facilitators 
or participants to ‘catch up’ on any material missed. Fidelity of the intervention delivery in line 
with the manual was assessed through reviewing and rating video recordings of selected sessions. 
Facilitators reported the recording of sessions as acceptable and over 90% of the core intervention 
requirements were assessed as fully met. Accordingly, all the progression criteria for objective 2 
were fully met.

During individual interviews with facilitators and focus groups with group members, the Digital STORM 
intervention was found to be feasible and acceptable. The detailed manual and training enabled 
facilitators to familiarise themselves with the intervention aims, activities and resources. Another factor 
that influenced facilitators’ preparedness for delivering the intervention was the time available to them 
to prepare. Facilitators’ previous experiences of facilitating and of delivering activities via web-based 
meeting platforms helped them feel prepared.

In relation to the use of the intervention resources within the sessions, a more mixed picture emerged. 
Facilitators noted challenges using the Wiki, in particular in relation to playing and sharing of videos, 
as the amount of inactive time on the Wiki website ahead of accessing a video meant the Wiki often 
logged facilitators out. They also noted that the Wiki limited the size of the viewing window, which made 
it more difficult for those on mobile phones to view videos. Sharing other content was less difficult, but 
in general, facilitators tried to keep screen sharing to a minimum. The manual was helpful in guiding 
facilitators through the sessions. However, facilitators reported that trying to co-ordinate between the 
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Wiki, manual and operating the web-meeting functions could make facilitating the sessions complex. 
The group member booklet was welcomed by facilitators and participants. Some improvements were 
suggested to the images in the booklet section on action planning. Facilitators found the action planning 
(session 4) more challenging than earlier STORM sessions to deliver and support group members with. 
There was variability around the implementation of action plans, factors influencing this included: how 
proactive facilitators were in providing support outside sessions, how easy it was to generate ideas with 
group members and ensuring that group members had the support they needed.

While facilitators acknowledged that there were technical challenges (see above), these were felt to 
be manageable. Other digital delivery challenges were also found to be manageable, for example, 
facilitators felt appropriate levels of privacy were maintained and that any threats to privacy were easily 
navigated. On the whole, facilitators felt it was possible to monitor group members’ emotional responses 
to the intervention content and to provide support. The most challenging time to monitor participants’ 
reactions was during screen sharing, in particular when sharing the videos.

Facilitators’ reflections on engaging group members in the intervention brought to the fore that the 
content could be both emotionally and conceptually difficult for some group members. It could be 
emotionally difficult in the sense of hearing about negative ways in which people with intellectual 
disabilities are often treated; this was also found in our earlier pilot where groups met in person. In both 
instances, group members felt it was important to acknowledge these issues, even if it did elicit feelings 
of sadness in some. Furthermore, in our earlier pilot of the F2F version of STORM, group members’ and 
facilitators’ narrative accounts suggested that the intervention gave them an opportunity to process 
such emotions.31 Where participants did not have personal experiences of stigmatising encounters to 
draw upon, this also posed a challenge as it required group members to engage their imagination to 
consider ‘what if’ type scenarios, which could make some of the intervention content more conceptually 
difficult to engage with. This only arose with the group run in a special education college and was not 
observed in our earlier pilot of the F2F version of STORM with ten groups (N = 67). This suggests that 
the appropriateness of delivering STORM within very sheltered environments may need further careful 
consideration. Another area that was conceptually difficult related to action planning, particularly 
the need to generate ideas that were both personally meaningful and realistic to implement. In some 
instances, participants chose to plan something as a group or with others. This was in keeping with the 
intervention manual and some groups took a similar approach in our earlier F2F pilot.31

A key mechanism in the intervention logic model is that of peer support. Peer support was enabled 
throughout the intervention sessions, and facilitators also reflected on this being an important 
component. Group members received support from others besides the facilitator and peers; this 
included family and paid carers who provided technical support for some participants to join the 
intervention sessions, and some also provided support with the implementation of action plans. 
Ensuring support from others required facilitators to be proactive. Good pre-existing relationships 
were important in galvanising family members’ or paid carers’ involvement. There was a suggestion that 
there may be benefits of family or paid supporters joining the intervention sessions. This is an area that 
would require careful consideration both from a choice and empowerment stance and in relation to the 
most effective ways to engage carers in health and well-being interventions for people with intellectual 
disabilities, which as yet appear unclear.65 Importantly, it is possible that carers could impede as well as 
facilitate engagement and that their inclusion could well override participant choice and opportunities 
for participants developing greater self-efficacy and independence.66

The intervention was considered to be acceptable to group members and facilitators. All said they would 
run or take part in Digital STORM again and would recommend it to other facilitators or people with 
intellectual disabilities. It should be acknowledged that these recommendations while taken here as 
a proxy for acceptability may reflect a desire to please the research team and not to be critical of the 
intervention. However, viewed in combination with other reports of participants’ experiences of the 
Digital STORM intervention (including what they liked about it) the perceived acceptability does seem 



DOI: 10.3310/NCBU6224 Public Health Research 2024 Vol. 12 No. 1

Copyright © 2024 Scior et al. This work was produced by Scior et al. under the terms of a commissioning contract issued by the Secretary of State for Health  
and Social Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, 
distribution, reproduction and adaptation in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For 
attribution the title, original author(s), the publication source – NIHR Journals Library, and the DOI of the publication must be cited.

65

to be promising. There were mixed views about digital versus in-person delivery of the intervention, 
with a range of arguments for and against each mode. None of the facilitators or group members 
had experienced the intervention in person and, therefore, they were not able to make an informed 
judgement with regard to delivery mode. Furthermore, it is important to note that in exploring UP it 
was indicated by the facilitators running groups online during the pandemic, that their (and their group 
members’) longer-term preferences for meetings would be to have a hybrid offer of both in person and 
online attendance of meetings. Our facilitator stakeholders from the third sector also suggested (during 
IAG meetings) that this would likely be how they would operate in future. Subsequently, as restrictions 
have eased, this has become a reality for their offer to the people with intellectual disabilities they 
support. This validates the work undertaken to adapt STORM for digital delivery, as we are now in a 
position to offer an intervention which could be delivered to groups in person and online, reflecting a 
new era of approaches to supporting people with intellectual disabilities.

Finally, the analysis of the interviews and focus groups allowed an understanding of the perceived 
benefits of the intervention. While this was not an a priori objective of the research, these insights 
should be considered in planning a future trial, in particular to inform considerations around study 
engagement and retention, as well as suitable health and social outcomes to measure. Group members 
in particular spoke about personal awareness, learning and growth. They felt they had gained an 
awareness and deeper understanding about what it means to have a learning disability, were more able 
to talk about themselves and had recognised that they could stand up for themselves. They had learnt 
how to stand up for themselves and others and how to manage difficult situations. They had grown 
personally in terms of general confidence, but also confidence to assert their needs and rights, and some 
talked about a sense of pride and increased independence. These themes triangulate with those seen in 
our initial F2F pilot.31

Digital administration of study outcome and health economic measures
The third research objective was to test the digital administration of the study outcome and health 
economic measures via web-based meetings. All procedures and materials for supporting remote 
administration of study measures were finalised during the adaptation phase. Digital administration of 
the study outcome and health economic measures was undertaken with all pilot participants at baseline 
and post intervention. Collecting outcome data via a web-based meeting platform enabled the team to 
recruit people from further afield (e.g. Wales and North of England as well as South East England) than 
would have been possible if data collection had taken place in person.

The results show very high levels of data completeness achieved at both baseline and post intervention 
for the outcome measures. Other than one measure with one item response missing, completed forms 
were 100% useable. Overall, data availability for economic evaluation was very good, and there were no 
major issues identified that would pose a barrier to conducting a cost-effectiveness analysis alongside a 
full trial.

Group members’ narrative accounts of their experience of completing the study measures were overall 
very positive. These positive responses of the research assessment sessions may in part reflect the fact 
that people were experiencing varying degrees of isolation and reduced opportunities for meaningful 
engagement and relationships because of the pandemic.48,67 They may therefore have particularly 
enjoyed and appreciated having one-to-one time with an interested researcher.

Group members felt it would be acceptable for other people with intellectual disabilities to complete 
the measures in the way they had, via web-based meetings with a researcher. Further, in relation to the 
acceptability of collecting some health economics data via routinely collected data, this was appraised 
positively by all participants but one.
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Based on these findings, we can conclude that it was both feasible and acceptable to collect study 
outcomes and health economic data remotely via web-based meeting platforms. Moreover, the 
data produced via this method of data collection meet the progression criteria of more than 80% of 
the data being useable. The implications of these findings for data collection during a later trial are 
discussed below.

Usual practice
The fourth and final research objective was to build on community assessments to describe what 
UP might look like for groups of people with mild-to-moderate intellectual disabilities in the wake of 
COVID-19, to inform a potential future trial. Many organisations had transferred group meetings to a 
digital environment, suggesting that it would be possible to have an in person or digital ‘UP’ control arm 
in a potential future trial.

Strengths of the study

The study team, guided by our PPI group and other stakeholders, was able to be creative in response 
to the unprecedented challenges brought about by the COVID-19 pandemic. The study funding was 
utilised to develop an innovative digital adaptation of an intervention for a population that is often 
excluded from e-health initiatives. The PPI for the study has been a key strength, with proactive and 
responsive adjustments made throughout to ensure our advisors with intellectual disabilities could be 
meaningfully involved in discussing and informing a range of issues the study faced. The PPI advisors 
were also supported to develop new skills in relation to research, such as interviewing and co-authoring.

The pilot of the adapted intervention included four groups across a wide geographical area (including 
England and Wales). All facilitators were recruited to the interviews and only one participant was lost to 
post-intervention outcome measurement.

The qualitative evaluation provided useful insights into the perspectives of facilitators and group 
members, which will help inform future optimisation of the intervention and design of a trial. The 
study included an assessment of the feasibility and acceptability of collecting outcome and economic 
evaluation measures via web-based meetings, all of which were highly successful. This is largely due to 
the research team’s detailed planning and the development of robust support processes which ensured a 
positive experience for participants. The potential for collecting study data in this way will be of benefit 
to a future trial where larger numbers of people, spread across a greater geographical region, will be 
reachable in a pragmatic and cost-effective way.

Limitations of the study

Recruitment and retention
While we were successful in recruiting the target number of groups and participants during the 
pandemic, the numbers involved were small. It is possible with the move to web-based meetings 
that facilitators were looking for new activities to engage their groups in and this could have aided 
recruitment to the pilot. Furthermore, all facilitators and group members consented on the basis that 
they would receive the intervention. It therefore remains unclear whether the process of recruitment to 
a future trial would be feasible and acceptable.

It needs emphasising that for the three community-based groups, all participants were actively engaged 
with the respective organisations and as such may have been more socially engaged and motivated than 
a representative sample of people with intellectual disabilities. In general, the group format and need 
to be part of an established group for people with intellectual disabilities articulated in the Logic Model 
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(see Figure 3), unquestionably make it harder to reach individuals who may be very socially isolated and 
perhaps at greatest risk of poor well-being.

Finally, we have not been able to assess whether it would have been possible to retain participants to a 
follow-up 12 months from baseline as originally planned for the feasibility RCT.

Intervention materials
Feedback from facilitators indicates that the Wiki is not the best format for the delivery of the 
intervention. Some facilitators said they would have preferred having the materials on PowerPoint slides, 
together with the videos streamed via a YouTube channel. The participant booklet, introduced as part of 
the digital adaptation to facilitate sharing of notes and resources, was generally received positively but 
requires some modifications to the images in the action planning section.

Methodological
There were some limitations with the focus group methodology, namely that we were not able to 
achieve attendance from everyone who completed Digital STORM and that some participants only 
attended part of the focus group meetings. Every effort was made to ensure the focus groups would 
be a comfortable experience for participants; for example, to avoid overburdening participants, focus 
groups were purposefully not scheduled for the end of the fifth session, but on a separate occasion (as 
advised by our stakeholder advisors and reinforced by the group facilitators when making arrangements). 
In prompting discussion about group members’ experiences of Digital STORM, it is difficult to discern 
whether for some questions group members agreed with others’ comments because they shared 
the same perspective or whether they were unsure how to respond to the respective question. 
Going forward, it may be more beneficial to carry out individual interviews with STORM participants. 
Moreover, the individual interviews with facilitators did not elicit a rich description of the perceived 
benefits of the intervention in the same way they did from the group members. One reason for this, 
noted by some of the facilitators, is that intervention effects take time to materialise, yet the time frame 
for accessing feedback from facilitators and participants was tight in the present pilot as the focus of the 
present pilot was on feasibility and acceptability.

While the use of the EQ-5D-Y is feasible with this study population, no specific utility tariff currently 
exists that reflects the population appropriately in all respects. Prior to a future trial, the available 
measures and tariffs should be reviewed and a decision taken on whether the EQ-5D-Y is indeed the 
most appropriate measure.

Data protection regulations relating to the recording of sessions and data storage meant that a 
researcher had to set up and start all online group sessions. While this was acceptable to facilitators and 
participants, it necessitated careful co-ordination between the research team and facilitators, reduced 
flexibility for facilitators and was resource intensive on part of the research team. Further consideration 
will need to be given to develop appropriate and practical procedures for a larger trial.

Implications for intervention development and future research

Intervention optimisation
The findings from the pilot of the Digital STORM intervention point to a need to consider optimising 
some aspects of the intervention and the context for its delivery further. While this was only hinted at 
in the current findings, one issue to consider is whether individuals already engaged in self-advocacy 
may stand to benefit less from the intervention than those who have had only limited support and skills 
development required in standing up to stigma. As such, in a future trial, recruitment should seek to 
include more community groups and education settings that are not specifically related to self-advocacy. 
Furthermore, a small number of participants in the pilot (particularly some from the specialist college 
setting) appeared to have little personal experience of stigmatising encounters, similar to those covered 



68

NIHR Journals Library www.journalslibrary.nihr.ac.uk

DISCUSSION

in STORM. This might be explained by the context of these participants only accessing the community 
in the company of a supporter. As this resulted in a more hypothetical engagement with the issues 
covered, going forward it should be considered whether at least occasional use of community resources 
without support should be a criterion for participant inclusion.

Storage and display of session materials, such as key messages and summaries, require some refinement. 
In particular, the use of the Wiki to stream videos should be reconsidered, as should the need for 
facilitators to use both the Digital STORM manual and the Wiki. As suggested by some facilitators, 
having the STORM materials in the order set out in the manual on PowerPoint slides, alongside the 
facility to stream the videos via YouTube may offer a more user-friendly solution. This would certainly 
avoid some of the technical challenges noted in relation to playing the videos from within the Wiki.

For the action planning, the focus of session 4, feedback indicates that the images in the participant 
booklet should be reviewed, to ensure they refer more closely to actions implicated in resisting stigma. 
In addition, options for galvanising others’ support for the implementation of action plans should 
be considered.

Future trial of the STORM intervention
The present study indicates that the Digital STORM intervention and digital administration of outcome 
and health economics measures are feasible and acceptable. However, the fact that they were tested 
in an uncontrolled pilot leaves some questions unanswered. In particular, the question whether 
randomisation in an RCT design would be acceptable to organisations and participants is as yet 
unanswered and could be tested in an internal pilot. While retention and data completeness were very 
good, post-intervention data collection took place around 3 months from baseline and the feasibility 
of collecting outcome and health economics data 12 months from baseline, as originally intended, is as 
yet untested.

Given that digital collection of data was very successful, retaining this method of data collection seems 
indicated for a future trial and similar future studies, due to its reduced costs, convenience and the 
opportunity to expand the geographical region for the research.

How STORM delivery format, take-up and retention interact with a changing pandemic context is 
an important matter for further consideration. There were clear arguments for a digital intervention 
format to not only ensure flexibility at a time of continuing uncertainty but also increase the potential 
for inclusion of people with intellectual disabilities who live in more rural locations or may be reluctant 
to venture out after dark during winter months. Going forward, a careful assessment of access to 
and engagement with the digital and F2F versions of the STORM intervention in changing external 
circumstances is merited. It is conceivable that groups may choose to start STORM using a F2F delivery 
format but may need to be prepared to switch to an online format should circumstances require this. 
Any such transition mid-way through the intervention is likely to require additional preparation and 
support, and it may well affect facilitator and participant experiences of the intervention as well as 
delivery costs.

Furthermore, while digital delivery of STORM was found acceptable, feasible and useful in this study, 
the questions of who digital delivery of this and similar interventions is suitable for and to what extent 
offering the choice of delivery format is appropriate need further consideration in the context of diverse 
needs and backgrounds of people with intellectual disabilities.

Notwithstanding these considerations, the present study suggests that with support and adjustments 
people with intellectual disabilities can participate in online research and interventions. As such, their 
frequent a priori exclusion from e-health research should be questioned. Furthermore, the success of 



collecting data digitally in the present study indicates that digital data collection methods should be 
considered in research with this population and also counter indicate the exclusion of people with mild 
to moderate intellectual disabilities from digitally conducted studies a priori on the assumption that they 
would not be able to give valid responses to web-delivered surveys.

Conclusions and recommendations

The findings indicate that all progression criteria were fully satisfied. Accordingly, the SMG and SSC have 
recommended to the funder that progression to a full trial, with an internal pilot, is justified. Further 
issues to be assessed concern the feasibility of randomisation in an RCT design, and the potential to 
offer choice over the format of intervention delivery to those randomised to the intervention arm. Given 
continuing uncertainty in relation to the COVID-19 pandemic and the intermittent re-introduction of 
social restrictions, offering a choice between the F2F and digitally delivered versions of STORM seems 
appropriate and reflects the new hybrid service offer that many organisations are rapidly adopting. 
Of note, the choice over intervention format would have to be at group and not individual level as 
combining F2F and online delivery is fraught with difficulties. Optimisation of the intervention, such as 
revising the format of storing and displaying session materials and videos, will need some planning as 
the use of the Wiki in addition to the manual was found to be cumbersome.
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Appendix 1 Facilitator information leaflet

Study Informa�on for group facilitators
UCL Research Ethics Committee Approval ID Number: 0241/005

We are working on a study which aims to advance our understanding of how people with learning 
disabilities respond to prejudice and discrimination they may experience, and whether a new group 
programme can support them in this process.

Our research team

• We are a team of researchers from University College London (UCL); we are part of the UCL Unit for 
Stigma Research (UCLUS).

• Our research team also includes researchers, clinicians and self-advocates with learning disabilities 
from other parts of the UK.

Contact details for the research team:

Should you have any queries or require any further information, please do not hesitate to contact the 
research team.

Please contact Michaela Osborne (Research Assistant) if your group may be interested in taking part.

E-mail: m.osborne@ucl.ac.uk

Please contact Lisa Richardson (Study Manager) or Katrina Scior (Study Lead) in case of any complaints.

E-mail: lisa.richardson@ucl.ac.uk (Working days: Tuesday and Wednesday)

E-mail: k.scior@ucl.ac.uk

This study is funded by the National Institute for Health Research (NIHR) Public Health Research 
programme (NIHR PHR Project 17/149/03).

Background to this research study

• Research shows that people with learning disabilities often face negative consequences because 
of negative stereotypes, prejudice, bullying and discrimination associated with having a learning 
disability (what we collectively refer to as ‘stigma’ hereafter).

• Despite positive changes in policies, service provision and societal views, negative attitudes and 
discrimination remain everyday realities for many people with learning disabilities.

• Despite a clear need to do more to empower people with learning disabilities to manage and resist 
stigma, to date few interventions have targeted this and none have been shown to be effective.

• Developing effective ways of promoting skills and confidence in standing up to stigma is likely to 
have positive effects on their mental well-being and social interactions.

mailto:m.osborne@ucl.ac.uk
mailto:lisa.richardson@ucl.ac.uk
mailto:k.scior@ucl.ac.uk
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About the research study

• We have developed a new psychosocial group programme called Standing Up for Myself (STORM), to 
help people with learning disabilities cope with and stand up to the stigma they often have to face on 
account of having a learning disability. More information about STORM is provided below.

• We have adapted STORM for digital delivery (e.g. using Zoom meetings); we refer to this as 
‘Digital STORM’.

• We are now looking to find four to six groups for people with learning disabilities to try out Digital 
STORM as part of our pilot evaluation (more information about eligibility for the pilot is provided below).

If Digital STORM is found to be acceptable, it may be included in a larger feasibility study in the future.

• Our vision for both STORM (for F2F meetings) and Digital STORM (digital meetings) is that it will be 
a freely available resource for group facilitators to draw on when working with groups of people with 
learning disabilities.

Who can participate in the study?

• We are looking to include existing groups of people with learning disabilities (educational, activity, 
social or self-advocacy focused) in this study

• It is important that the group:
○	 Is in place already (although group meetings may have been disrupted due to COVID-19 and 

associated restrictions)
○	 Intend to meet regularly (at least fortnightly) between March and April 2021
○	 Have at least three and no more than six members with learning disabilities who wish 

to participate
○	 Be able to meet for five 90-minute sessions weekly or fortnightly (i.e. are willing to replace five 

usual meetings with Digital STORM)
○	 Have a group facilitator willing to receive training and supervision to facilitate the Digital 

STORM programme
○	 Have organisational support to deliver the programme
○	 At least two groups taking part in the pilot need to be already set-up for online working and 

meetings. We would like to work with one group who may not be set up for this way of working, 
whom we would provide some support for online working and meetings (group members would 
need to have some resources as outlined below).

• As part of this, it is important that the group members:

○	 Have a mild-to-moderate learning disability

This is because the study has ethical approval only for people who have capacity to consent. Also, the 
activities in this programme involve watching films and discussing these – we are in no way looking to 
exclude people with severe and profound learning disabilities but feel an intervention that meaningfully 
involves them would need to be designed in line with their needs.

○	 Are aged 16 or over.
○	 Have capacity to provide informed consent to participate in the study.
○	 Able to communicate in English.
○	 Know one another.
○	 Have someone that they can talk to for support if they find the content of the sessions upsetting.
○	 Have access to the internet and a device that can access web meetings, be this via Zoom, Skype, 

MS Teams or Google Meet to engage with the Digital STORM programme.
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○	 Where needed, have support to access web-based meetings.
○	 Are able to complete questionnaires in an online 1 : 1 meeting (with support) on one occasion 

before starting Digital STORM.

If you are unsure about your group or a group members suitability to take part in the programme, we are happy 
to discuss your concerns, please do get in touch.

What will I need to do as a group facilitator?

• Clarify in discussion with the research team whether the group as a whole and individual group 
members are suitable to take part in the study.

• If yes, we would like your assistance in collecting some information from group members:
○	 Once group members have had the study presented to them and expressed interest in taking part, 

a member of the research team would need to meet with each group member individually via 
video call to obtain their informed consent and complete a questionnaire. These meetings would 
be organised through you as the group facilitator.

○	 We will meet with every group member two times to complete the questionnaire before the first 
Digital STORM group session, and this will be soon after they have expressed interest in taking 
part. The second time will be following the final Digital STORM group session.

○	 The questionnaire contains questions about how individuals feel about themselves, their well-
being, how empowered they feel, how they feel having a learning disability affects them, and 
about services they access for support. Questions will also involve looking at stories about being 
treated fairly and unfairly, group members will be asked to imagine they are in the story and how 
they might respond in these situations.

○	 Following the final Digital STORM session supporting two members of the research team 
to attend and ask group members questions about their experiences of the Digital STORM 
programme, including how they found the web-based format and issues around privacy and 
support received.

• You will be asked to support the organisation of a focus group session with group members. This will 
be led by two researchers who will ask about group members' experiences of Digital STORM.

• You will be asked to take part in an individual interview led by a researcher. Questions will ask about 
your experiences of delivering Digital STORM, including any barriers you experienced.
○	 The focus groups and interviews will be audio-recorded, transcribed and analysed. Transcripts will 

be anonymised, and you will therefore not be identifiable.

• The Digital STORM programme will involve:
○	 Facilitating the delivery of sessions 1–5 via web-based meetings
○	 You will be supported by Mencap, our partner in this research, to deliver the programme, 

including:
▪	 Receiving 2–3 hours of training via a web-based meeting
▪	 ‘Supervision’ to support you in delivering the programme to your group – in addition to 

planned meetings or telephone calls you will be able to contact the Mencap lead for the 
STORM programme if any queries or concerns arise at any other times

○	 We will ask you to record the group sessions (with group members’ consent); this is so that we can 
learn more about how the STORM programme works via a digital delivery format.

○	 If you have any queries or concerns about the study itself, you will be able to contact the Study 
Manager at any time.

○	 We will ask you to monitor and keep note of any problems that arise with regard to group 
members' privacy, confidentiality and support needs (given they will be in their personal 
environment) as well as details of any practical problems accessing the meetings.
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○	 You will be required to explain the confidentiality limits within the group. This includes ensuring 
that group members understand that what they say in the group will be kept confidential unless 
group members share information that may cause harm to the person or someone else. The 
safeguarding procedures at the organisation that the groups are held should be followed as 
per usual.

The Standing Up for Myself (Digital STORM) programme

• Digital STORM is a four-session group programme (plus one follow-up session) which consists of 
sessions that last 1 hour and 30 minutes.

• The group will watch filmed first-hand testimonials by people with learning disabilities, engage in 
discussions and practical exercises.

• It is designed to be interactive, thought-provoking and fun, despite the serious topic.
• The STORM programme draws on psychological theories and evidence.

The themes of the four sessions are:

1. What does ‘learning disability’ mean to people with learning disabilities? What does it mean to me?
2. How are people with learning disabilities treated by others?
3. How do people with learning disabilities respond to negative treatment from others? What strategies can 

I use?
4. What do I want to try and do more of to respond to negative treatment from others?

What will happen to the questionnaires and group recordings?

The anonymised responses to the online questionnaires will be available to the UCL research team, 
with the exception of answers to questions about service use, which will be shared with our colleagues 
at London School of Economics. No one outside the research team will have access to any personal 
or identifying information about participants. The information will be stored safely on a password-
protected computer. The group recordings will be transcribed with any identifiable information about 
participants removed and will be saved securely on a password-protected computer. The UK Data 
Protection Act 2018 will be adhered to at all times.

What will happen to the results of the research study?

The research findings will determine whether Digital STORM might be included in a future research 
study to test the feasibility and acceptability of Digital STORM for people with learning disabilities. This 
pilot study may be written into reports, which could be published. It will not be possible to identify any 
of the individuals who take part in the study from the reports, as all the information will be anonymised, 
with information from many individuals grouped together.

Local data protection privacy notice
The controller for this project will be UCL. The UCL Data Protection Officer provides oversight of UCL 
activities involving the processing of personal data.

This ‘local’ privacy notice sets out the information that applies to this particular study. Further 
information on how UCL uses participant information can be found in our ‘general’ privacy notice for 
participants in health and care research studies.



Data will be collected using web-based meeting platforms. The categories of personal data used 
will be the name of the organisation through which the person participates in this research, name of 
person, age and gender as well as contact details (to facilitate arranging meetings for the purposes of 
data collection). The lawful basis that will be used to process this personal data are: ‘Public task’ for 
personal data and ‘Research purposes’ for special category data. The data will be processed so long 
as it is required for the research project. If we are able to anonymise or pseudonymise the personal 
data provided, we will undertake this and will endeavour to minimise the processing of personal data 
wherever possible.

If you are concerned about how personal data are being processed, or if you would like to contact us 
about your and/or the rights of the participants you are supporting, please contact a member of the 
research team in the first instance (contact details on page 1). In addition, the UCL data protection team 
can also be contacted at dataprotection@ucl.ac.uk should you have any further concerns.

What if something goes wrong?

If you have any concerns or complaints about the way the research is being managed, you can contact Lisa 
Richardson or Katrina Scior in the first instance, our contact details are on page 1.

You can also contact the Chair of the UCL Research Ethics Committee with complaints – ethics@ucl.ac.uk

Thank you for reading this information sheet

dataprotection@ucl.ac.uk
mailto:ethics@ucl.ac.uk
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Appendix 2 Interview and focus group guides/
scripts
Facilitator interview schedule

Topic Possible questions 

Experience of delivering STORM • What did you think of the STORM programme?
• What was it like to deliver it?

Digital delivery • How did you find delivering STORM digitally?
• How did you get on with the STORM Wiki?

 P: How easy was it to follow?
 P: Were you able to show the films to group members?

• Were any aspects of STORM particularly difficult to deliver 
 digitally?

• How did you get on with the action planning?
 P: What did you decide to do?
 P: Individual or group action plan?
 P: How able were you to support group members with their 

action plans?
• Overall, what key technical problems did you experience, if any?

 P: Did these affect delivery of the content?
 P: Did they affect members’ engagement?

• How did you manage technical problems?
• How did you and group members feel about having the Zoom 

meetings set up by our team?

Supporting group members • To what extent were you able to monitor group members’ emo-
tional responses to the materials?

• To what extent did you feel able to respond accordingly (either in 
the moment or after the session)?

• To what extent were you able to manage threats to privacy, 
for example, someone else present in the room with a group 
 member?

• Do you think changes to STORM or how it is delivered could 
resolve these problems?

Training and Manual • Did the training and manual prepare you well for delivering 
STORM?

• Was anything missing?

Supervision • What did you use supervision for?
• How well did it support you in delivering STORM?
• Were you able to discuss difficulties you encountered?
• Where needed, were you able to resolve problems in supervision?

Positive impact of STORM • Do you think taking part in STORM has had a positive impact on 
group members?
P: In what way?

Adverse impact of STORM • Do you think taking part in STORM has had a negative impact on 
any of your group members?
P: What happened?
P: Was this the case for all group members or an individual?
P: What aspect causes this?

Overall • What were the best/worst parts of the programme?
• Would you recommend Digital STORM to others?
• Would you be happy to deliver it again?
• What about F2F?

 P: If no, what changes would be needed so you’d feel comfort-
able recommending STORM to others or delivering it again 
yourself?
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Focus group topic guide 

 1. What did you like about STORM sessions?

 2. What did you not like about STORM sessions?

 3. What did you learn?

 4. Has STORM helped you change anything?
   Has it made anything better for you?
   Has it made anything worse for you?

 5. Has STORM made you feel more confident about standing up for yourself?

 6. What was good about doing STORM online?

 7. What was not good about doing STORM online?

 8. Did you or your group have problems with technology?
   What happened?
   Was it ok in the end?
   Did it get in the way of doing STORM?

 9. What did you think of the STORM booklet?
   Did you use it during STORM sessions?
   Did you look at it outside of STORM sessions?

 10. Did you find anything upsetting about doing STORM?

 11. Did you feel you had support?

 12. Who supported you?

 13. Should we do more to make sure group members feel well supported?

 14. What should we do?

 15. Your STORM sessions were recorded by a researcher on Zoom, was this ok or not ok?

 16. If not ok, please can you tell us what was not ok?

 17. Were you able to talk about personal things in a private way in STORM sessions?

 18. How can we change something to make it more private?

 19. Would you recommend Digital STORM to others?

 20. If you said yes, why would you recommend Digital STORM?

 21. If you said no, why would you not recommend Digital STORM?

 22. Could we change something to make Digital STORM better?

 23. If we make the changes you asked for, would you then recommend Digital STORM to others?
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Appendix 3 Standing Up for Myself outcome 
measures

Note the same questionnaire was delivered at baseline and post intervention. The sociodemographic 
data were only collected at baseline. EQ-5D-Y removed for copyright reasons.



90

NIHR Journals Library www.journalslibrary.nihr.ac.uk

APPENDIX 3 



DOI: 10.3310/NCBU6224 Public Health Research 2024 Vol. 12 No. 1

Copyright © 2024 Scior et al. This work was produced by Scior et al. under the terms of a commissioning contract issued by the Secretary of State for Health  
and Social Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, 
distribution, reproduction and adaptation in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For 
attribution the title, original author(s), the publication source – NIHR Journals Library, and the DOI of the publication must be cited.

91



92

NIHR Journals Library www.journalslibrary.nihr.ac.uk

APPENDIX 3 



DOI: 10.3310/NCBU6224 Public Health Research 2024 Vol. 12 No. 1

Copyright © 2024 Scior et al. This work was produced by Scior et al. under the terms of a commissioning contract issued by the Secretary of State for Health  
and Social Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, 
distribution, reproduction and adaptation in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For 
attribution the title, original author(s), the publication source – NIHR Journals Library, and the DOI of the publication must be cited.

93



94

NIHR Journals Library www.journalslibrary.nihr.ac.uk

APPENDIX 3 







DOI: 10.3310/NCBU6224 Public Health Research 2024 Vol. 12 No. 1

Copyright © 2024 Scior et al. This work was produced by Scior et al. under the terms of a commissioning contract issued by the Secretary of State for Health  
and Social Care. This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, 
distribution, reproduction and adaptation in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For 
attribution the title, original author(s), the publication source – NIHR Journals Library, and the DOI of the publication must be cited.

97

Appendix 4 Standing Up for Myself Client 
Service Receipt Inventory
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Appendix 5 Standing Up for Myself session 
attendance record and facilitator notes

Digital STORM Attendance Record and Facilitator Notes
To help with our research we would like to find out some information about each STORM session you run, this will help us think about how feasible it is to run 
a Digital STORM group. We’d also like to see what went well and what was difficult, this information will help us see if we can make improvements to Digital 
STORM and the support provided. To do this we are asking you to make a note of the following information after each session-

1. Attendance- who came to the session and did they have any technical problems. Please provide:

the initials of each group member
state Y if they attended, N if they did not attend
Give a rating of the impact of any technical issues, using this scale as a guide:

1- No/minimal issues for person (did not unduly impact on running the session or their engagement).
2- Some issues impacting persons presence/engagement in session (e.g. missed up to 15 minutes)
3- Significant issues impacting persons/presence/engagement (e.g. missed more than 15 minutes)

Provide comment on the impact of the technical issues on the person/group and let us know if someone has withdrawn from the STORM 
meetings

Example attendance record-

Group 
member 
initials/ppt 
ID:

Attended 
(Y/N)

Technical issues

Please enter one number 
(1/2/3)

Please comment how technical issues impacted the person/the group
Please comment if someone has decided to withdraw from the STORM meetings 
altogether (if possible- please indicate the date and reason why), you only need 
to record this once

GF Y 2 GF had trouble accessing the link to join and so joined late, no problems for rest of 

the session. Group waited for 5 minutes, but we still got through all the content.

2. Facilitator notes on the session- We have provided some space after the attendance record for you to provide feedback following each session.  
All comments will really help us to understand what works and why and to think about making STORM better for future groups. 

After each session please send the completed form to Harriet Bird, the records will later be shared with the research team at UCL.

Group name: Facilitator name:

Session 1 date: time:

Group 
member 
initials:

Attended 
(Y/N)

Technical issues

Please enter one number 
(1/2/3)

Please comment how technical issues affected the person/the group
Please comment if someone has decided to withdraw from the STORM meetings 
altogether (if possible- please indicate the date and reason why), you only need to 
record this once

Facilitator notes-
What went well today?

What went well with delivering the content?
What were the perceived benefits for group members?

Were there any challenges in delivering the session as 
planned? (Technical issues, difficulties engaging anyone, group 
dynamics etc.)

What were the challenges with delivering the content?
How did you manage these things?
What else might have helped?

What did group members find difficult?
Did anyone become upset by the session content?

Which part of the content?
How did you manage them?
What else might have helped?
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Appendix 6 Sample of the STORM fidelity 
checklist
STORM fidelity checklist for session 1

Site ID Date of session Rater initials Date of rating

Component Subcomponent/description
Definitely 
presenta

Somewhat 
presenta Absenta 

1.  Introduce STORM 
programme content and 
structure

1.1. Introduction to the STORM pro-
gramme content provided.

1.2. Introduction to the programme 
structure provided.

2. Recap group rules 2.1. Facilitates discussion of group rules, 
with members invited to contribute.

3. Introduce the session aims 3.1. The key message and aims of the 
session are introduced. S1: We will be 
looking at what ‘learning disability’ means 
to different people with learning disabilities. 
We will be looking at what ‘learning 
disability’ means to you

4.  Video led discussions about 
what having LD means

4.1. Facilitators show one video about 
what having a LD means. Video 1.1 
‘Mencap’s Young Ambassadors tackle 
stereotypes’ (Mencap)

4.2. Facilitates group discussion following 
the video content on LD. Discussion 
should cover both what people in the video 
said about having an LD and what does LD 
mean to group members.

5.  Video led discussion about 
other aspects of individual’s 
identity

5.1. Facilitators show at least one video 
about achievements/pride/interests/skills 
Video 1.2 ‘Young Ambassadors talk about 
achievements’ (Mencap) 
Video 1.3 ‘... things that are important...’ 
(Wiltshire Voices)

5.2. Facilitates group discussion following 
the video content on achievements/
pride/interests/skills. Discussion should 
cover what people in the video said about 
their achievements and the group members 
achievements.

6.  Further discussion to elicit 
personal narrative from 
group members

6.1. Facilitates a broader discussion 
around identity. Discussion should 
cover ‘other things’ about themselves, for 
example, what is important to them, things 
other people may not know about them – 
hobbies, achievements, what proud of or 
want others to know about them.

7.  Summarise key points from 
the session

7.1. Facilitator recaps the key message 
of the session Summarise the session’s 
key points including the key message: My 
learning disability is only one part of me.
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STORM fidelity checklist for session 1

Site ID Date of session Rater initials Date of rating

Component Subcomponent/description
Definitely 
presenta

Somewhat 
presenta Absenta 

8. Check out 8.1. Facilitator checks how people 
are feeling at the end of the session. 
Facilitator asks: How did you find today’s 
session? Is everyone feeling okay?

STORM generic items (rated for all sessions)

1. Balance of presentation A balance is struck between the facilita-
tor presenting material and promoting 
discussion amongst the group

2. Session is focused Degree to which the delivery of the 
session is focused and in line with the 
manual

3. Engaging group members The facilitator seeks to engage all group 
members in the session

4. Conveying understanding Facilitator listens carefully to group 
members, is empathic and responsive to 
contributions

5. Adapting communication Delivers session in an accessible fashion 
and adjusts the content or style of their 
own communication, where indicated

6. In control of the session Facilitator in control of the session, 
maintaining a good pace of communica-
tion and activity

7. Warmth and respect Facilitator shows warmth and respect to 
group members throughout the session

8. Promotes peer support Facilitator promotes opportunities for 
peer support

a Definitely present – The facilitator clearly delivers this aspect of the intervention
Somewhat present – The facilitator makes some attempt to deliver this aspect, but it is not fully realised (for 
whatever reason)
Absent – The facilitator does not deliver this aspect of the intervention (for whatever reason)
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Appendix 7 Number of participants present 
during the focus groups

Focus group questions 

Participants present (n)

G1 (/5) G2 (/6) G3 (/7) G4 (/3) Total (/21) 

1. What did you like about STORM sessions? 4 6 5 3 18

2.  What did you not like about STORM 
sessions?

4 6 5 3 18

3. What did you learn? 4 6 6 3 19

4.  Has STORM helped you change anything?
a. Has it made anything better for you?
b. Has it made anything worse for you?

4 6 7 3 20

5. Has STORM made you feel more confident 
about standing up for yourself?

4 6 7 3 20

6. What was good about doing STORM online? 4 6 7 3 20

7. What was not good about doing STORM 
online?

4 6 7 3 20

8. Did you or your group have problems with 
technology?

a. What happened?
b. Was it ok in the end?
c. Did it get in the way of doing STORM?

4 6 7 3 20

9. What did you think of the STORM booklet?
a. Did you use it during STORM sessions?
b. Did you look at it outside of STORM sessions?

4 6 7 3 20

10. Did you find anything upsetting about doing 
STORM?

3 6 7 3 19

11. Did you feel you had support?
a. Who supported you?
b.  Should we do more to make sure group 

members feel well supported?
c. What should we do?

3 6 7 3 19

12. Your STORM sessions were recorded by a 
researcher on Zoom, was this ok or not ok?

3 6 6 3 18

13. If not ok, please can you tell us what was 
not ok?

3 6 6 3 18

14. Were you able to talk about personal things 
in a private way in STORM sessions?

3 6 6 3 18

15. How can we change something to make it 
more private?

3 6 6 3 18

16. Would you recommend Digital STORM to 
others?

3 6 6 3 18

17. If you said yes, why would you recommend 
Digital STORM?

3 6 6 3 18

18. If you said no, why would you not recom-
mend Digital STORM?

3 6 6 3 18

19. Could we change something to make 
Digital STORM better?

2 5 6 3 16
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Focus group questions 

Participants present (n)

G1 (/5) G2 (/6) G3 (/7) G4 (/3) Total (/21) 

20. If we make the changes you asked for, would 
you then recommend Digital STORM to others?

2 5 6 3 16
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Appendix 8 Survey to establish ‘usual practice’

Group facilitators survey

We are seeking the views and experiences of facilitators/supporters who run discussion-based groups 
for young people and adults (age 16+) with mild-to-moderate learning disabilities. The aim of this survey 
is to seek information about discussion-based groups that exist for people with learning disabilities in 
the context of the COVID-19 pandemic and associated restrictions, and how these groups, including the 
activities involved, have changed since before the COVID-19 pandemic. We will use your responses to 
consider how we can best develop a web-based group programme for people with learning disabilities 
to access. The survey is purely exploratory, and your responses will only be used to further our 
understanding – they will not be published, nor will your responses be shared outside of the project 
team. The survey will take approximately 15 minutes to complete.

Q1 What type of group/s for people with learning disabilities did/do you facilitate/support? (Please 
select all that apply)

▢ Educational Group (e.g. college class)
▢ Vocational Group
▢ Social Group
▢ Activity-based Group (e.g. drama)
▢ Self-Advocacy Group
▢ Therapy Group
▢ Other (Please specify) ______ _____ ______ ________ _____ __________

The following questions are about discussion-based groups for people with learning disabilities that 
you facilitated/supported before the COVID-19 pandemic.

Q1 Did you facilitate or support discussion-based groups for young people and/or adults with  
mild-to-moderate learning disabilities before the COVID-19 pandemic?

○ Yes
○ No

Q2 Please can you tell us more about the group/s you facilitated before the COVID-19 pandemic? (Type 
your answers below each question for each group you facilitated/supported)

 

Average number 
of attendees per 
session 

Number of facilitators/
supporters per session 

How often groups meet (e.g. 
once per week/fortnightly) 

Duration of group 
sessions (minutes) 

Group 1

Group 2 (If 
applicable)

Group 3 (If 
applicable)

Group 4 (If 
applicable)
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Q3 Please can you describe the activities that were involved in your group/s?

○ Group 1 ___________ _______________ _________ _____ ________
○ Group 2 (If applicable) ________ ____________ __________ _____ ________
○ Group 3 (If applicable) ___ _______________ ______________ _______ _____
○ Group 4 (If applicable) __ _________ ______ _____________ _________ _____

The following questions are about discussion-based groups for people with learning disabilities that 
you have facilitated/supported since the start of the COVID-19 pandemic and associated restrictions.

Q4 Since the COVID-19 pandemic, have some/all of the groups you facilitate continued to meet?

○ Yes, groups have continued as before
○ Yes, but with some changes
○ No, all groups have suspended until further notice
○ Q4a Have your group/s attempted to meet at all since the start of the COVID-19 pandemic?
○ No
○ Yes, but unable to continue (Please explain why, include details of any barriers and/or attempts to 

overcome these) ___ ________ ____________ ____________ ____

Q5 Please can you tell us more about the group/s you have facilitated/supported since the COVID-19 
pandemic and associated restrictions began. (Type your answers below each question for each group 
where applicable.)

 

Method of 
meeting 
(online/in 
person) 

Average 
number of 
attendees per 
session 

Is member 
attendance 
consistent or 
changeable? 

Number of 
facilitators/
supporters per 
session 

How often groups 
meet (e.g. once per 
week/fortnightly) 

Duration 
of group 
sessions 
(minutes) 

Group 1

Group 2 (If 
applicable)

Group 3 (If 
applicable)

Group 4 (If 
applicable)

Q6 Please can you describe the activities that are involved in your group/s and if applicable, how 
activities have changed since before the COVID-19 pandemic and why?

_________ ______ ___________________ _________ ____________ _________

The following questions are about discussion-based groups for young people and/or adults with 
learning disabilities meeting online.

Q7 Have you supported/facilitated an online group meeting for people with learning disabilities due to 
the COVID-19 pandemic and associated restrictions?

○ No
○ Yes
○ Yes, but not due to COVID-19 (Please explain further) ______ ______ _______
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Q8 What online software have you used for group meetings? (Please tick all that apply)

▢ Zoom
▢ Microsoft Teams
▢ Skype
▢ WhatsApp video calls
▢ Other (Please specify) _____ _____ _________ _________ _____________

Q9 How many of your members approximately have access to the technology required to meet online? 
(Please tick one box on the scale below for each device)

 All More than half About half Less than half None Unsure 

Phone ⃝ ⃝ ⃝ ⃝ ⃝ ⃝

tablet ⃝ ⃝ ⃝ ⃝ ⃝ ⃝

Laptop/computer ⃝ ⃝ ⃝ ⃝ ⃝ ⃝

Wifi/internet ⃝ ⃝ ⃝ ⃝ ⃝ ⃝

Other, please specify ⃝ ⃝ ⃝ ⃝ ⃝ ⃝

Q10 What support do your members require to join group meetings, if any? (Tick all that apply)

▢ Call members before meetings to prepare
▢ Provide Easy Read instructions (e.g. how to join)
▢ Ongoing training sessions
▢ None, they receive help from their carer/supporter at home
▢ None, they can join independently after some support at the beginning
▢ None
▢ Other, please specify ______ ________ ____________ _______________

Q11 How have you found the different aspects of facilitating groups online? (Please read the following 
statements and for each select one response on the scale)

 
Very 
difficult 

Somewhat 
difficult Okay 

Somewhat 
easy 

Very 
easy Unsure 

Identifying that a member is 
having technical issues

⃝ ⃝ ⃝ ⃝ ⃝ ⃝

Supporting a member with 
technical issues

⃝ ⃝ ⃝ ⃝ ⃝ ⃝

Managing group dynamics (e.g. 
engaging everyone in discussions)

⃝ ⃝ ⃝ ⃝ ⃝ ⃝

Sharing videos/documents and 
other materials on screen

⃝ ⃝ ⃝ ⃝ ⃝ ⃝

Monitoring members’ emotional 
well-being

⃝ ⃝ ⃝ ⃝ ⃝ ⃝

Supporting a member if they 
become distressed

⃝ ⃝ ⃝ ⃝ ⃝ ⃝

Other, please specify ⃝ ⃝ ⃝ ⃝ ⃝ ⃝
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Q11a For the statements that you answered ‘Very Difficult’ or ‘Somewhat Difficult’, were you able to 
manage these difficulties and if so, how? Please describe below.

__________ ______________ ___________ _________________ ____________

Q12 During online group meetings, what measures, if any, have you put in place to ensure privacy and 
confidentiality for members? Please describe below.

______ _______ _________ __________ _____________ _________ __________

Q12a During online group meetings, how have you found ensuring privacy and confidentiality for 
members? (Please tick one box on the scale below)

○ Very difficult
○ Somewhat difficult
○ Okay
○ Somewhat easy
○ Very easy
○ Unsure

Q12b Please can you specify what the difficulties have been to ensuring privacy and confidentiality for 
members and whether you have managed to overcome these, if so how?

________ _____________ _______________ _______ _____________________

Q13 Have you needed to provide emotional support to any group members following an 
online meeting?

○ Yes
○ No

Q13a How have you been able to emotionally support your members? (Tick all that apply)

▢ Phone call
▢ Online video call
▢ Socially distanced visit at a person’s home
▢ Socially distanced meeting in the community
▢ Other, please explain____________ _____________ _____________ _____

Q13b Do you feel the support provided was sufficient to meet members’ needs?

○ Yes
○ Unsure
○ No, please explain ______ ______ _______ ______________ _____________

Q14 What, if any, other challenges have you experienced when facilitating groups for members online 
and how have you managed these?

______________ ________ __________ _________ ________ _______________

Q19 Have you facilitated/supported any group/s for people with learning disabilities online?

○ Definitely yes
○ Probably yes
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○ Might or might not
○ Probably not
○ Definitely not

The following final questions are about your thoughts on the near to long-term future of groups for 
people with learning disabilities.

Q15 How likely do you think it is that groups run by your organisation will continue to meet online in the 
longer term? (Please tick one box on the scale below)

○ Extremely likely
○ Somewhat likely
○ Unsure
○ Somewhat unlikely
○ Extremely unlikely

Q16 Through your observations and speaking to group members, how do you think they would prefer to 
meet in the future? (Please tick one box)

○ Online
○ In person
○ No preference
○ Varied across members
○ Not sure

Q17 When do you think your organisation’s discussion-based groups will be able to return to meeting 
in person with changes to reflect government guidelines? (Please tick one box) Please note, we 
understand that this is very difficult to predict during an uncertain time, we are only seeking your 
immediate thoughts.

○ Already started
○ Hopefully within the next 2 months
○ Hopefully within 3–6 months
○ No sooner than 6 months
○ Unsure 
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