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The Experience sampling method (ESM) has the potential to support person-centered care of psychotic disorders.
However, clinical implementation is hampered by a lack of user involvement in the design of ESM tools. This
qualitative study explored the perspective of nine people with lived experiences of psychosis. Participants re-
ported a need to monitor a diverse range of daily-life experiences and indicated that ESM should allow for

personalization to be clinically useful. While participants recognized the potential of ESM to increase awareness
and control over their mental health, concerns were voiced about the validity and burden of monitoring one’s

own mental health.

1. Introduction

Psychotic disorders are burdensome and require lifetime care and
support (Rossler et al., 2005; Thomas et al., 2016). The transition to-
wards recovery-focused care has led to greater treatment engagement
and empowerment of service users and improved clinical outcomes
(Boardman & Dave, 2020; Dixon et al., 2016). However, mental health
professionals and service users often lack the tools to integrate
person-centered approaches into practice (Gask & Coventry, 2012;
Gondek et al., 2017). The experience sampling method (ESM) enables
the collection of detailed information about people’s mental health by
prompting individuals to complete brief self-assessment questionnaires
on their smartphones multiple times daily (Myin-Germeys et al., 2009).
By collecting information about mental well-being, ESM can improve
awareness and understanding, support service users in making treat-
ment decisions, and facilitate recovery (Myin-Germeys et al., 2018; van
Os et al., 2017).

Although often used in research (Myin-Germeys et al., 2009; Mote &
Fulford, 2020), ESM is rarely employed in clinical practice. This might
be because ESM tools for research purposes do not meet service users’
real-life needs and requirements. In addition, a lack of user involvement
in the design process often hampers the successful implementation of

Abbreviations: ESM, Experience Sampling Method.

digital mental health tools in clinical care (Mohr et al., 2017). Although
some studies collected user feedback from people with lived experience
of psychosis (Hanssen et al., 2020; Palmier-Claus et al., 2013), this has
only been used for adaptions of already defined prototypes. Therefore,
this study aims to provide a better understanding of the perspectives of
people with lived experience regarding the intended use of ESM in
clinical practice. To this end, we conducted focus groups with people
with lived experience of psychosis to explore what daily-life aspects they
consider relevant to assess with ESM. As a secondary objective, we
examined general views on how ESM could influence the clinical man-
agement of psychosis.

2. Methods

Participants were recruited through service providers and a patient
organization. Inclusion criteria were: (a) being at least 18 years, (b)
having a schizophrenia spectrum disorder diagnosis, and (c) not having
active psychotic symptoms that interfered with the conversational
ability and/or orientation at the time of the focus group. Nine in-
dividuals between 34 and 54 years old participated, of which six iden-
tified as male and three as female. There were 4-5 participants in each
focus group, and no one had experience with ESM, although some had
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used other types of self-monitoring. All participants provided written
informed consent, and the study was approved by SMEC KU Leuven (G-
2017 07 851).

The focus group sessions lasted between 90 and 120 minutes and
were moderated by two researchers using a short and broad moderation
guide (supplementary appendix 1). The researchers opened the sessions
by introducing ESM and its application in research. Participants then
engaged in an open brainstorming where the moderator used a white-
board to note participants’ ideas and establish commonalities and dif-
ferences. The focus groups were recorded and transcribed verbatim. We
performed a data-driven thematic analysis to ensure the findings re-
flected participants’ experiences (Braun & Clarke, 2006). We first
applied open coding using Nvivo 12 (NVivo, 2020). In a second coding
cycle, we then generated meta-codes and compiled codes into mean-
ingful themes and sub-themes (Saldana, 2012). The final thematic
framework was determined after several peer debriefing sessions with
team members (Nowell et al., 2017). Illustrative quotes were translated
from Dutch to English (Table 1).

3. Results
3.1. Aspects to monitor with ESM

Participants voiced many daily-life aspects that they perceived as
relevant to monitor (Fig. 1.a), which were grouped into four themes; (1)
psychotic symptoms and experiences, (2) moods and emotional states, (3)
social functioning, and (4) daily-life functioning.

The presence, frequency, and intensity of psychotic experiences were
perceived as primary indicators of relapse and therefore considered
relevant to monitor. However, participants’ experiences were diverse
and highly person-specific. For example, while everyone thought expe-
riences related to "being out of touch with reality" were essential to
monitor, this included both distressing doubts in one’s ability to deter-
mine what is real, being steadfast in one’s convictions despite others’
counterarguments, and having paranoid delusions. "Having a hyperactive
mind" was another category that encompassed having racing, unman-
ageable, or associative thoughts (quote 1) and coming to sudden ground-
breaking insights about the world. A third category concerned "experi-
encing strange things," such as hearing voices or mindreading. It also
included abstract experiences of being in contact with spiritual di-
mensions or experiencing situations as illogical or unexplainable (quote
2). Finally, "behaving strangely” was considered relevant such as dis-
playing excessive and impulsive behaviors, making sudden radical life
choices, being overly flirtatious, or spontaneously conversing with
strangers.

Tracking changes in moods and emotions was the second most dis-
cussed theme. Anxious moods and fear were important experiences for
people with psychosis, including fear of relapse (quote 3), fear of "losing
control," and feeling unsafe or scared. Feeling stressed or overwhelmed
was voiced as a potential trigger for psychotic symptoms. Therefore,
monitoring sensitivity to environmental stressors (e.g., noisy, busy, or
unfamiliar surroundings) was considered highly relevant. Experiencing
uncontrollable intense emotions such as guilt, shame, despair, or being
madly in love was also deemed relevant. Finally, all participants
recognized increased vitality as a shared experience related to psychosis,
such as feeling ecstatic, overly energized, and having an increased libido
(quote 4). The third theme identified concerns social functioning. Par-
ticipants found it essential to assess whether someone feels they can
connect with others and are not socially withdrawing or experiencing
socially stressful situations. Conflicts with others were particularly
important as this reflects that someone is out of balance (quote 5). A final
theme discussed was people’s overall daily functioning, with irregular
day rhythms and sleep disturbances considered strong indicators of a
decline in mental health (quote 6).
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Table 1
Quotes for illustration of participants views and experiences.

QUOTE
NUMBER

THEME (subtheme) QUOTE

PSYCHOTIC SYMPTOMS
(Hyperactive mind)

Quote 1 Terry: Yeah, like the way Lucky Luke
shoots faster than his shadow, your
thoughts can run faster.

Rita: One of the last times I had a
psychosis... the hour had changed, and
some clocks adjust themselves
automatically, others didn’t, but I didn’t
realize the hour had changed. So I woke
up and I saw; "It’s eleven o’clock," and
then ten o’clock in the kitchen and I
thought "wooow". And I was
completely... "Time goes backward and
forward here, I can’t follow anymore.”
Robert: Once you've been
institutionalized, you've started a
vicious circle. Because you hardly...
well, for me anyway... That’s so... so
terrifying... that you... anything that
hints that that could happen again...
Yeah then... you really start to freak
out. Thinking "Shit, this is going to
happen again".

Terry: In such a state [during a
psychosis] you get enormous... that has
enormous energetic powers... you get a
huge boost and that can express itself in
all kinds of aspects, including sexuality.
David: For me... starting a discussion or
something [is relevant to monitor]. At
one point I actually got into a discussion
with my psychiatrist and then I also
said: "Yes, no, what you are saying are
authority arguments", and he said:
"normally you would never do
something like that".

Simon: ...and sleeping... well, if I crawl
into bed, and say: "Now I'm going to...
sleep all day." Then I'm usually back [in
a bad mental state] ...

Ellen: I think the app is a good
intermediate step. Like during the period
when you don’t completely understand
how to take care of yourself, to help you
understand how you work. And then
afterward to be able to continue on your
own.

Robert: Actually you should do that
yourself. You have to learn for yourself
[to recognize symptoms] (...) And if you
put that [symptom information] in that
app, eventually you might be dependent
on that app.

Robert: That’s actually very
burdensome isn’t it, such an app? If you
do that ten times a day? (...) Because
while you are walking around with such
an app, you are actually trying to
recover. Then you actually need all your
attention for your... own thing. And
then you still have to answer questions?
Charlotte: Yes exactly... that you can
enter your own pitfalls in the app, and
that it then asks you about those pitfalls.

Quote 2 PSYCHOTIC SYMPTOMS

(Experiencing strange things)

MOODS AND EMOTIONS
(Fear and anxiety)

Quote 3

Quote 4 MOODS AND EMOTIONS

(Vitality)

SOCIAL FUNCTIONING
(Social stress & conflicts)

Quote 5

GENERAL FUNCTIONING
(Sleep)

Quote 6

Quote 7 BENEFITS (Autonomny)

Quote 8 CONCERNS (Adbverse effects)

Quote 9 CONCERNS (Burden)

FURTHER IMPROVEMENTS
(Personalization)

Quote 10

3.2. Perspectives on using ESM in practice

Three overall themes emerged in exploring views regarding the use
of ESM in clinical practice (Fig. 1.b), which included (1) benefits, (2)
concerns, and (3) further improvements of ESM tools. First, participants
expected that using ESM could have several benefits, with the prevention
of relapse via early detection of changes in mental health frequently
mentioned. They indicated that ESM tools might help detect subtle
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Fig. 1. Overview of main themes (outer circles) and sub-themes (inner circles) concerning (A) the daily-life aspect relevant to monitor for people experiencing
psychosis and (B) the use of ESM for clinical management of psychosis, and the proportion of data (number of references) assigned to these in Nvivo.
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changes that they could not recognize and could trigger warning mes-
sages in response. Some also suggested integrating personal crisis plans
to manage acute mental health crises. A second benefit discussed was the
opportunity to train self-awareness. The frequent self-assessments were
considered potentially helpful to enhance awareness and self-insight by
making people better at recognizing symptoms and triggers. Finally, a
third benefit was believed to be increased control over one’s mental
health, which could make people more autonomous and less dependent
on professional care (quote 7). However, several concerns were also
voiced. Participants generally agreed that using ESM during acute psy-
chotic episodes could be problematic. They expressed concerns about
whether people experiencing acute psychotic symptoms could provide
valid and reliable answers to the self-assessments. Participants believed
that people might provide socially desirable or "fake" answers. This
could, for example, be the case for people experiencing paranoia, who
would feel that they were "being tested". Participants also expressed
concerns regarding potential adverse effects of ESM, including intensi-
fying negative emotions in response to questions and increased smart-
phone and tool dependency (quote 8). Furthermore, they were
concerned that the frequent assessments could become burdensome
(quote 9).

A need was voiced to personalize content to increase the potential
usefulness of ESM in practice. This could be achieved by allowing users
to select or formulate relevant questions (quote 10) or allowing algo-
rithms to recognize individual patterns and tailor questionnaires
accordingly. In addition, several participants suggested combining ESM
with passive monitoring of smartphone usage patterns (e.g., time spent on
social media) and physiological measures (e.g., heart rate, movement,
sleep), which some individuals already had experience with and
considered helpful.

4. Discussion

Most ESM research has used fixed sets of researcher-defined ques-
tions to assess psychotic experiences. However, our findings show that
standard sets of ESM questions might not sufficiently capture all relevant
aspects people with psychosis want to monitor. While monitoring psy-
chotic symptoms was considered important due to their enormous
impact on people’s daily lives, we found an immense variation in in-
dividuals’ experiences. Furthermore, both negative and positive psy-
chotic experiences were considered relevant, as well as changes in
moods and emotions, social functioning, and day-to-day routines. In line
with other studies (Bos et al., 2020), people with lived experiences of
psychosis considered the opportunity to personalize content crucial to
make ESM valuable for mental health management. Developing prac-
tical solutions for the personalization of ESM tools will thus be a critical
goal in unlocking its potential as a tool to support person-centered care.

Several important benefits and concerns were identified. ESM is
believed to hold the potential to support service users by preventing
relapse via early warnings and crisis guidance (Palmier-Claus et al.,
2013; Terp et al., 2017). Service users also voiced that ESM can help
train and improve mental health self-awareness and self-management.
Pilot studies found that ESM does increase awareness of symptoms
and thoughts in people experiencing psychosis (Palmier-Claus et al.,
2013; Smelror et al., 2019). While some perceived this as beneficial,
findings also indicate that others might experience adversities from
becoming overly aware of negative thoughts and emotions. The burden
of ESM is another common concern (Bos et al., 2020; Glenn et al., 2022),
and the perceived burden will likely depend on various factors related to
the individual user and the tool design. A better understanding of these
factors is warranted to tackle issues related to usage burden. Finally,
participants expressed skepticism concerning whether self-monitoring is
reliable and can generate valid data in people experiencing psychosis.
Strategies to assess and increase perceived validity could include inte-
grating objective passive sensor data. Although based on a small sample,
our findings voice what people with lived experience of psychosis
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consider relevant to monitor with ESM. This information could help
guide future efforts toward the actual clinical use of ESM for people with
psychosis.

5. Conclusion

People with lived experiences of psychosis consider ESM a poten-
tially useful tool to support them in understanding and managing their
mental health. A broad range of daily-life experiences, including but not
limited to psychotic symptoms, were considered relevant to monitor.
Therefore, ESM tools should allow for personalization to reach its clin-
ical potential. Furthermore, potential barriers, including perceived
burden, adverse effects and distrust, must be addressed to facilitate
adoption.
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