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Abstract

Background: Accessing support services for depression has been historically difficult given the societal stigma that
exists regarding the condition. Recent advances in digital technologies continue to be postulated as a poteftial
panacea yet the results from research trials have been mixed with a range of effect sizes.

Methods: This article offers a different perspective by presenting a panel of end users (co-researchers) with
qualitative interview datan(= 8) taken from a feasibility RCT of a group based video-conferencing service fo
depressed adults. The co-researcher panel were introduced to a new method of participatory data analysis|known

as Participatory Theme Elicitation (PTE). This method involves using network analysis techniques to creatg groupings
and visual diagrams in order to support the generation of themes and minimise scientific researcher input/
influence.

Results:Co-researchers reported that while VC based interventions appeared convenient, accessible and rglatively
low cost - additional training and support should be offered to improve uptake and retention. In addition, co}
researchers suggested that further exploration is needed regarding the level of self-awareness one feels inja group
based VC environment and whether this facilitates disclosure (through disinhibition) or increases anxiety.
Conclusion: The findings presented here appear to support existing (researcher and academic-led) literaturg in the
field as well as suggest new areas for investigation. By presenting data generated solely by co-researcherg, this
article also adds to the evidence surrounding participatory analysis methods - particularly the growing need for
robust approaches that are accessible and less time-consuming than those currently available.

Trial registration number: NCT0328850€& jnicaltrials.g9\w20th Sept 201Tttps://clinicaltrials.gov/ct2/show/
NCT03288506

Keywords: Participatory theme elicitation, User involvement, Participatory analysis

Plain English summary who took part in an 8-week online support group inter-
Video-conferencing technology, such as Skype may be &ention for depression using video-conferencing (VC)
useful substitute for those who find it difficult to attend technology. A unique aspect of this study is that the
face-to-face services for mental health issues. The interinterview data was analysed by members of the public
view data presented here is gathered from individuals(co-researchers) who had previously accessed face-to-
face support for depression. This was achieved using a
. new method of participatory analysis known as Partici-
1&%2??2%?&3%?&?(%2L:Ebdﬁ((::;:(on and Social Work. 6 College Park, patory Theme Elicitation (PTE). The f:o-resegrchers gen_
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findings suggest that VC technology is accessible andlients with bulimia, Simpson et al.18] (p.237) asserted

relatively low cost with some data showing how the “the distance and space provided by video therapy may
service improved mental health. Nonetheless, co-have helped these clients to engage in treatment to a
researchers suggested attention should be paid to the ingreater extent than would have been possible face-to
creased sense of self-awareness one may feel within dace. However, in spite of this evidence base, VC ser-
online group setting and whether this discourages par-vices for mental health are not widely available. As a re-

ticipation and increases anxiety. sult, the full risks and benefits for clinical purposes are
unknown [19]. To date, the literature has shown some
Introduction evidence of the potential for VC to be an effective treat-

The World Health Organisation (WHO) has reported ment of mental health conditions as well as increasing
that ‘depression is now the leading cause of ill healthengagement for groups who would otherwise struggle to
and disability worldwidé [1]. Depression is a common do so using face-to-face services. Given the ubiquitous
mental disorder affecting approximately 300 million nature of online technologies, VC services are easily
people globally I]. Since 2015, there has been a markedavailable and accessible which may enable preventative
increase in the prevalence of depression with some datg@rocesses to occur sooner.
showing a global uplift of 18%1]. Within the UK, it is This article presents user-led qualitative data analyses
estimated that nearly a fifth (19%) of all adultexperi- from the Developing E-health Services (DES study) - an
ence depression or anxiety2. Common symptoms of online group-based intervention for depression using
depression include a loss of energy; a change in appetitesideo-conferencing (VC) technology. A unique aspect of
sleeping more or less; anxiety; reduced concentrationthis work is that the analysis presented here has been
indecisiveness; restlessness; feelings of worthlessneggnerated entirely by end users through an innovative
guilt, or hopelessness; and thoughts of self-harm or sui-network approach called Participatory Theme Elicitation
cide [3]. Accessing support services for depression hagPTE), which is designed to make user involvement in
been historically difficult given the societal stigma that data analysis more accessible for both users and re-
exists regarding the condition4, 5]. However, recent searchers. The network analysis combines individually
technological advances are facilitating a shift towardsgenerated sets of themes into a combined set of themes
more online forms of support for mental health issues and presents the results visually to support further
particularly given the anonymity and confidentiality ben- discussion.
efits [6].

The Priory Group [/] estimates that in the UK Participatory data analyses
alone ‘depression is Googled every 2s with over 20 Stevenson and TaylorZ1] highlight various gaps and
searches per minute for anxiety and stress. This on-barriers regarding meaningful involvement of users in
line approach to accessing information appears tothe research process. Participatory data analysis, in par-
have empowered individuals to take more control ticular, is one such area which requires further attention,
over the health advice they receive and it has beerhaving been largely neglected or under-reported. Partici-
postulated to be beneficial for people who are reluc-patory data analysis can be defined simply as involving
tant to seek help elsewhere. As such, online servicesisers and key stakeholders in the data analysis phase of
are beginning to gain more attention within both the the research 22]. The benefits of this approach may in-
academic and health services worl@][ clude the potential for unique insider knowledge and

One of the more promising forms of online support is more tailored solutions to complex problems2B-26].
through the use of Video Conferencing VC technology One study of marginalised women in Canada developed
[9-11] with a recent Cochrane review showing how VC a five step approach to group based participatory ana-
based therapy can be effective for mental health issuelysis 7] and noted that successful participatory ap-
[12]. Given the ubiquitous nature of online technologies, proaches should be group oriented, engaging and
VC services are easily available and accessible, whidhcilitate user understanding. More recently, a study by
may enable preventative processes to occur sooneDunn [28] provided young people the opportunity to be
Moreover, there is also evidence to support reducedinvolved in data synthesis as project co-researchers. As
costs from using VC services e.g. in relation to homepart of this work, they completed drawings, posters,
care and access to on-call hospital specialisi§][ Sev- maps and time-lines and attended a one-day workshop
eral studies have shown the mental health benefits oto generate recommendations for the programme. How-
VC as comparable with face-to-face therapyl4-16]. ever, Dunn R§| cautiously noted that this approach en-
However, the acceptability of this approach may dependabled a more‘careful synthesisof study findings rather
on factors, such as age and technical competengd@].] than a complex analysis of the data. Others have gone
After reviewing the outcomes of VC based treatment for further, claiming that involving children and young
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people in data analysis one uncovers a fresher perspegathered at the end of the intervention (Week 8). Inter-
tive, possibly thinking outside of the normal research views were conducted either face-to-face or online (via
constraints and providing a more insightful and realistic Skype) and lasted between 20mirs45mins. Audio re-
viewpoint [29-31]. cordings were taken and these were transcribed verbatim
While there is evidence to suggest that participatory and anonymised. Ethical approval for the current study
data analysis can be beneficial, the complexities and pracaas approved by the University Ethics Committee.
ticalities involved have meant that it is often under-
utilised within research. Participatory approaches are oftenParticipant recruitment (DES study)
viewed as time-consuming27, 30-32] and incorporating Participants for the DES study were recruited via online
users in data analysis requires training and additional re-registration and the service was promoted through local
sources. The inexperience of co-researchers can also affecadio, newspaper and social media. Inclusion criteria
the reliability and validity of the study outcomes and were that participants are 18 years or older, not currently
themes identified 21, 30]. Best et al. 24] suggest that par- a user of the service providar face-to-face group(s) and
ticipatory approaches have struggled to establish methnot actively suicidal. Consent was obtained via an online
odological rigor and are therefore less likely to be adoptedform. Two online groups completed the 8-week inter-
by others. Others have called for clearer direction andvention with semi-structured interviews conducted with
guidelines to be establishe@], 31]. As such, robust, user five participants and three group facilitators across both
led analysis of research data is sparse. In an effort to adgroups ¢ = 8). Further details on recruitment, retention
dress this, the current study utilises PTE, an accessibland outcomes for the DES study are published elsewhere
and previously tested approach for the user-led analysis of20].
qualitative data which involves a partnership with those
who have lived experience of using services for depressiorCo-researcher recruitment
PTE draws upon previous work in a number of related The PTE method involves five key steps with co-
areas B3-37] and the network techniques used within researchers required for Steps Two, Three and Five (see
PTE serve to limit the potential for researcher bias andTable 1). A convenience sample approacB89 was used
provide a useful starting point for co-researchers to beginto recruit co-researchers to undertake the PTE method.

analysing and interpreting qualitative data. This was achieved through contacts at two local mental

health charities. Information packs and consent forms
Aims and objectives were provided to individuals that showed an interest in
Aim taking part. Inclusion criteria for co-researchers was hav-

To present the user-led analysis of qualitative processng previous experience of using services for depression
evaluation data from an online (group-based) interven-and no prior knowledge of the online service. The re-
tion for depression using video-conferencing technology. search team liaised closely with staff in both those char-
ity organisations to ensure that potential co-researchers
Objectives were not actively suicidal and their mental health had
been relatively stable for a period of six months or more.
e To explore participants’ and facilitators” experiences Nine co-researchers signed up to take part € 9). Ages
of using and delivering an online group based ranged from 20 to 63, with three males and six females.
support service for depression
e To identify the key benefits, challenges and areas for  Participatory theme elicitation

improvement for the online service The general approach of PTE is that co-researchers in-
dependently sort qualitative data items into groups
Methods based on their similarity. These separate perspectives on
Context similarity are combined into an overall set of groups.
The DES Study ClinicalTrials.gov Trial Number: The overall groups are used to stimulate discussion
NCT03288506). about themes in the dataset (se2(] for a more detailed

The DES project was informed by the MRC framework description of the methodology).
for intervention development 38 and used a feasibility = The first step within the PTE method is data selection.
study design. The intervention was delivered over an 8-This involved a member of the research team (TC) and
week period by a local mental health charity who devel-a member of the DES study user advisory group (CC)
oped an online version of their current face-to-face selecting standalone quotes from the qualitative tran-
support group. Online groups took place on a weekly scripts and cutting them into strips (Figl). So as to
basis and lasted one hour. There was no control group.minimise undue influence, no guidance was given on
The qualitative data used in the current study wasquote selection beyond its ability to be read without
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Table 1 Overview and the PTE five step process
PTE five step process*

Step 1 Step 2 Step 3 Step 4 Step 5

Data Selection Capacity Building Data Sorting Data Grouping Analysis and Interpretation

Selection of representative quotes  Training of co- Sorting quotes Network analysis of Group discussion and review

from qualitative data researchers into piles user piles of network diagram and groupings

Time taken to complete: 2-3 h** Time taken to Time taken to Time taken to Time taken to complete: 2 h
complete: 2h complete: 2h complete:-5L0 min

*There are no prescribed time limits within any of the five steps
**These times are representative of the current project only but may serve as a useful guide

context and that the final list represented the full range quotes, a blank sheet of paper, pens and instructions
of discussion within the qualitative data (in so far as wasregarding the sorting task (Step 3).
practical). This produced a list of 49 quotes. Data sorting was completed over a two-hour period by
The second step was capacity building. Co-all nine members of the panel. Co-researchers were
researchers attended two, 60-min training sessionsasked to group quotes together based on similarity with
covering (1) an overview of the DES Project; (2) anwhatever criteria they felt were relevant. This task was
overview of qualitative and quantitative research; (3)completely independently with no input from members
an overview of PTE and user involvement within re- of the research beyond clarifying the task and queries re-
search and (4) sorting techniques (Step 3) used tagarding specific words or phrases. Each co-researcher
group data together. Training took place back-to-back produced between 3 and 12 piles of excerpts which were
although not all co-researchers attended the same seslabelled and then stapled together (Fig).
sion (three were delivered in total). For the most part These piles were gathered by the research team and
the training was interactive and included video con- uploaded into an excel sheet wherein the following three
tent, images and a short quiz. Co-researchers wereolumns were used (1) co-researcher anonymised ID; (2)
then given an information pack that included the 49 quote ID; (3) pile number/label. This data was then

Fig. 1 Photo of Co-researchers undertaking the sorting task
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s n't really feel up to this today”, and it

4? and as concrete for them because they
- virtual session rather than a real

Fig. 2 Completed piles following sorting

uploaded for network analyses (step 4) which sought tothat the material provided was for guidance purposes
create groupings based on how consistently co-only and they could disregard any of this information at
researchers placed the same quotes together in a pileany point. Due to personal issues only six of the nine
Data grouping first creates a network of quotes. If anyco-researchers were able to attend. Two research team
co-researcher placed a pair of quotes into the same pilemembers (PB and TC) also attended and the session was
then that pair of quotes has an edge joining them in the audio-recorded. Themes and initial codes were recorded
network. The edges in the network were assignedon flipchart paper (Fig3).
weights, which were calculated as the inverse of the
number of co-researchers who placed the pair of quotesResults
into the same pile. For example, if two (of nine) co- This section presents the analysis as conducted by the
researchers believed the quote ID1 and quote ID2 wereco-researcher panel. It was written up by members of
sufficiently similar to be placed together, then the edgethe research team and presented to co-researchers to en-
between ID1 and ID2 was assigned a weight of %. Thesure it accurately reflected their analysis of the data. The
network was separated into groups using two well estab+esearch team also regularly reviewed the audio record-
lished community detection algorithms40, 41] which ings for accuracy. Co-researchers produced five core
attempt to maximise the edges between items in thethemes using the PTE method. These included; (1) chal-
same group and minimise the edges between groupsienges of online services; (2) benefits of accessing an
Network analyses was conducted using the R statisticabnline service; (3) role of technology in facilitating help-
software packagedP], however the authors have devel- seeking; (4) therapeutic processes and outcomes within
oped a user friendly web-based application that will per-an online context and; (5) service improvements. The-
form the network analysis on uploaded data, sh&p://  matic relationships were developed within five of the six
www.ptegroups.net/main.html groups produced via network analysis (Step Four).
Network analyses produced six core groupings. Group
1 is represented as light blue; Group 2 is green; Group Xhallenges of online services
is pink; Group 4 is red; Group 5 is yellow and Group 6 This theme had three important sub-themes (a) tech-
is orange. Approximately two weeks after data sortingnical issues of physically using the service (b) barriers to
took place, the network diagram, along with a list of the communication (in-group) and; (c) increased sense of
quotes contained within each group were presented toself-awareness (see Fid). This first sub-theme related
the co-researcher panel (Step 5). They were informedmostly to hardware issues, such as internet connection
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Fig. 3 Network Diagram: The network of excerpts (shaded circles), with the thickness of the edge indicating the number of co-researchers who
sorted the pair of excerpts into the same pile. The colour indicates groups identified in Step 3: Group 1 (light blue); Group 2 (green); Group 3
(pink); Group 4 (red); Group 5 (yellow) and Group 6 (orange)

speed. For example, several participants notele tech-  Originally discussed as relating tegroup composition,
nology was just a wee bit of an issue, but ... I think it co-researchers developed (and recoded) this sub-theme
probably resolved itself because I then moved into an of- by reflecting upon their own experiences. They surmised
fice in our building where we have a good system” [ID03]  that participation in online groups might actually accen-
and “I think, when it started, there were one or two just tuate onés sense of self-awareness as users had to ob-
technical things that ... weren't a big deal but, in some serve each other closely in order topick up’ on
way, kind of did interrupt the flow of the conversation ... important non-verbal clues. One participant stated that,
so, that was quite distracting” [IDO1]. “I really found that extremely difficult ... in terms of
The challenges didi stop there. Once an individual syncing the voice when we were talking ... trying to be
was online there were reported communication barriers. sensitive, pick up on tones and moods ... and even looking
These mainly related to a lack of non-verbal communica- at the people and their body language” [ID21]. This feel-
tion pathways -“so, I think it's less easy on a videoconfer-  ing of being closelywatched may have heightened ore
encing call to actually pick up any non-verbals of the sense of self within the group. While additional data is
other people who are not talking” [ID08]. It is worth noting  needed to support this finding, this is an interesting ex-
that both sub-themes were derived largely from the sameample of co-researchers moving from semantic to more
excerpts - perhaps revealing differing views within thelatent level thematic analysigip]. Rather than theorising
group or that co-researchers felt that some excerpts con-the wider implications in relation to the literature, they
tained multiple meanings. In any case, this sub-theme igeflected upon their own experiences of group therapy
broadly similar to other literature in relation to online and thus provided a level ofinsider knowledge that
communication and ones sense gfresencé[44, 45]. The  would have been otherwise absent.
final sub theme in this group was labelled dscreased

sense of self-awarenés®ne excerpt read, Benefits of accessing an online service
This theme contained two sub-themes (a) familiarity and
“I thought it would have been nice to maybe have a comfort of home environment and (b) ease of communica-
few more men that I would be able to relate to, tion within online groups. Being able to join an online
because people like myself, obviously, we question group from the comfort of onés home was an important
ourselves ... I think we suffer in silence, that's the benefit for participants. Increased comfort through a famil-

problem” [ID34]. iar setting appeared to reduce anxiety €'§mainly wanted



