Aronsson et al. BMC Psychology ~ (2024) 12:248 BMC Psychology
https://doi.org/10.1186/540359-024-01756-z

" e e e M)
Recovery activities are needed every G

step of the way”"—aexploring the process
of long-term recovery in people previously
diagnosed with exhaustion disorder

Ingela Aronsson'", Anna Stigsdotter Neely??, Carl-Johan Boraxbekk*>®, Therese Eskilsson’® and
Hanna M. Gavelin'”

Abstract

Background Sick-leave rates are high due to stress-related illnesses, but little is still known about the process

of recovery from these conditions. The aim of this study was to explore the experiences of the recovery process, 6
to 10 years after treatment in people previously diagnosed with exhaustion disorder (ED), focusing on facilitators
and barriers for the process of recovery from ED, and recovery activities experienced as helpful during the recovery
process.

Method Thirty-eight participants (average age: 52 years, 32 females) previously diagnosed with ED were interviewed
with semi-structured interviews 6-10 years after undergoing treatment. The interviews were analyzed with thematic
analysis.

Results Three themes resulted from the analysis. The first theme, “A long and rocky road’, summarizes the fluctuat-
ing path to feeling better and emphasizes barriers and facilitators that affected the process of recovery, with a focus
on external life events and the participants’ own behaviors. Facilitators were changing workplace, receiving support,
a reduction in stressors, and changed behaviors. Barriers were a poor work environment, caregiver responsibilities,
negative life events and lack of support. The second theme “Recovery activities are needed every step of the way”
describes how both the need for recovery activities and the types of activities experienced as helpful changed
during the recovery process, from low-effort recovery activities for long periods of time to shorter and more active
recovery activities. Recovery activities were described as important for self-care but hard to prioritize in everyday
life. The last theme, “Reorienting to a new place’, captures the struggle to cope with the remaining impact of ED,
and how internal facilitators in terms of understanding and acceptance were important to reorient and adjust

to a new way of functioning.

Conclusions Recovering from ED is a long and ongoing process where recovery activities are needed every step
of the way. Our results highlight the importance of supporting personal recovery and long-term behavioral change,
addressing individual stressors that may perpetuate the condition, and adjusting recovery activities according

to where the person is in the recovery process.
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Stress-related illness has gained prominence as one of
the leading causes for sick leave in Europe [1, 2]. Stress
is a multifaceted concept, encompassing perspec-
tives ranging from biological to social factors [3]. Stress
affects health both directly, through mechanisms such
as autonomic and neuroendocrine responses, as well
as indirectly through changes in health behaviors [3, 4].
Through these mechanisms, stress can give rise to dif-
ferent chronic conditions in addition to specific stress-
related diagnoses, such as psychiatric, endocrine and
inflammatory diseases [3, 5]. Burnout is one of the most
recognized stress-related syndromes, originally asso-
ciated with work-related stress and not regarded as a
clinical condition [6]. More recently, burnout has been
suggested to be included in traditional diagnostic clas-
sification systems [7] and is at times considered as a
mental disorder due to the severity of the symptoms and
impact of daily functioning, then referred to as clinical
burnout [8]. To date, there is no consensus on how to
diagnose clinical burnout and related fatigue-dominated
disorders and different overlapping definitions have been
used in the literature, including chronic burnout, stress-
related exhaustion, job stress-related depression and
work-related neurasthenia [9]. In Sweden, exhaustion
disorder (ED) has been introduced as a clinical diagno-
sis equivalent to clinical burnout, characterized by physi-
cal and psychological exhaustion and symptoms such as
disturbed sleep, cognitive impairment, emotional labil-
ity, and somatic symptoms [10], with fatigue being a core
symptom reported by patients [11, 12].

The effects of ED can be enduring; ED is usually asso-
ciated with long sick leave periods of an average of six
months [13] and follow-ups ranging from 18 months up
to seven years after treatment have shown that a large
proportion of former patients experience remaining
symptoms [14—16], such as fatigue [16, 17], cognitive dif-
ficulties [17], sleep disturbances [18], and lack of recov-
ery after work [16]. The observed long-lasting negative
effects of ED on cognition, fatigue, and daily life func-
tioning have led researchers to speculate as to whether
these residual symptoms are permanent for some per-
sons [17], or whether the focus of rehabilitation should
be adjusted to treating the factors that perpetuate the
condition rather than addressing previous stressors [19].
In a scoping review of research on ED, it was concluded
that there is still limited knowledge about the course of
ED, as well as the optimal mode of rehabilitation [20]. So

far, there is limited support for any specific type of treat-
ment, although cognitive behavioral therapy has shown
effective for symptom reduction [9, 20].

The process of recovery from mental illness has been
suggested to be multidimensional [21] described as a per-
sonalized, active and non-linear process, comprising of
different stages or phases [22, 23]. Traditionally, research
on the recovery process from mental illness has focused
on symptom reduction and restoration of functioning,
so-called clinical recovery [22]. Increasingly, however, the
qualitative experience of recovering from mental illness
has been highlighted. This can be described as a changed
attitude that allows one to live a rich and meaningful life
despite one’s illness, referred to as personal recovery [24].
Thus, personal recovery is not about symptom reduction
or reaching an end-goal, rather, it is about finding a help-
ful approach to live a fulfilling life [23, 24]. To date, few
studies have examined the qualitative experience of the
process of recovery from ED. In a recent follow-up ten
years after treatment, people previously diagnosed with
ED described that they were still struggling to under-
stand their illness and to take care of themselves, but that
they also had gained an understanding about themselves
during the recovery process that helped them change
their behaviors and act with more self-care [25]. To be
able to be oneself and find time for solitude has also been
described as helpful, as well as a supportive environment
and being able to balance energy levels during the day
[26, 27].

A proposed factor that may maintain clinical burnout is
the combination of prolonged stress and disturbed recov-
ery, e.g. restoration of resources [19]. Stress-related ill-
health often springs from the lack of recovery in between
stressful periods [28, 29] and recovering activities have
been shown to be crucial for wellbeing when there is an
imbalance between resources and demands [28]. One of
the most widely accepted definitions of recovery in this
context describes it as a process of psychophysiological
unwinding which reduces the strain associated with a
stressor [29]. We can further differentiate between recov-
ery activities and experiences; recovery activities refer to
the activities during which recovery occurs and recovery
experiences to the psychological states associated with
recovery, such as psychological detachment or relaxa-
tion [30]. Engaging in recovery activities such as physi-
cal exercise, socializing, and low-effort activities has been
found to have positive effects on well-being, at least in the
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short-term [30]. Recovery activities have therefore been
included as a component in cognitive-behavioral therapy
for stress-related disorders [31-33]. However, research
on recovery activities in stress-related conditions has
mainly been focused on non-clinical populations and lit-
tle is known about what types of recovery activities are
perceived helpful for people previously diagnosed with
ED during the recovery process.

In sum, this study focuses on two interrelated con-
cepts that are similar but diverge in their essence: recov-
ery process and recovery activities. Henceforth, the
term recovery process will be used to refer to the process
of recovering from a state of illness (e.g., the process of
recovering from ED) and recovery activities will be used
to refer to activities providing a sense of recovery or res-
toration of energetic resources.

To date, research on the long-term effects of ED has
mainly been conducted using quantitative methods and
there is a lack of in-depth understanding of the recovery
process from the perspective of persons previously diag-
nosed with ED. Increased need for recovery activities is
a core clinical feature of ED, but the individual’s experi-
ence of the recovery activities during the recovery pro-
cess is unknown. The aim of this study was to explore the
experiences of the recovery process, 6 to 10 years after
treatment in people previously diagnosed with exhaus-
tion disorder (ED), focusing on facilitators and barriers
for the process of recovery from ED, and recovery activi-
ties experienced as helpful during the recovery process.

Method

Design and theoretical underpinning

This qualitative study is based on semi-structured inter-
views. The interviews were analyzed using a reflexive
thematic analysis, chosen due to its flexibility and use-
fulness to identify broad patterns of meaning across
datasets [34, 35]. Grounded in critical realism [36], this
study embraced the belief in an independent reality
while acknowledging that the interpretation is shaped
by individual cultural, social, and political influences.
The reporting of the study follows the guidelines from
the Consolidated Criteria for Reporting Qualitative
Research, COREQ [37].

Participants and procedure

This study was part of the Rehabilitation for Improved
Cognition (RECO) project, a longitudinal randomized
controlled clinical trial, which has been described in
previous articles [38, 39]. Briefly, the project examined
the effects of computerized cognitive training and aero-
bic training as add-on interventions to a 24-week multi-
modal stress rehabilitation program (MMR) for people
with ED. The added interventions were conducted during
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the final 12 weeks of MMR. Cognitive function, psy-
chological health and work ability were assessed before,
immediately after the interventions and at follow-up one
year and 4.5 years after treatment.

All participants had undergone MMR at the Stress
Rehabilitation Clinic at the University Hospital in Ume4,
Sweden during the years 2010-2013 and were at that
time diagnosed with ED according to the Swedish version
of the ICD-10 (43.8A), see Additional file 1, Appendix 1.
Briefly, the MMR consisted of group cognitive behavio-
ral therapy (CBT), support for balancing physical activity
and vocational rehabilitation. Regular visits with a physi-
cian were also a part of the MMR. Central elements of
the CBT were stress management, recovery activities,
strategies for improved sleep and client education with
the purpose of increasing awareness of the impact of
emotions on stress-related difficulties.

Initially the RECO-project included 132 participants,
of which 56 remained at the 4.5-year follow-up (see Gav-
elin et al. [39] for a complete description of dropouts
up until the one-year follow-up and the inclusion- and
exclusion criteria in the trial). To recruit participants
for the current study, all the previous patients diagnosed
with ED (herby referred to as participants) who remained
at the 4.5-year follow-up were contacted via letters, fol-
lowed up by a telephone call by the first author (IA). We
aimed to interview all participants who agreed to par-
ticipate; therefore, no stopping criteria was set. Of the
56 persons contacted, 39 agreed to participate, evenly
distributed among previous control- and experimental
conditions. Due to ethical reasons, participants were not
asked why they declined participation. One participant
was excluded due to recent onset of another medical con-
dition. Hence, 38 participants were included in the study.
See the flow chart for a visual overview of the process
(Additional file 1, Appendix 2). Before the interviews,
participants completed self-report forms and a memory
aid where they noted key life events that had hindered
and helped their process of recovery within the cat-
egories work, family, social network, leisure, healthcare,
other, things I have done myself (see Additional file 1,
Appendix 3). This was done to give the participants an
opportunity to recall and reflect upon the years that had
passed after they had undergone treatment before com-
ing to the interview, as similar approaches are believed to
improve recall [40] and enhance the quality of retrospec-
tive memory [41].

To provide a description of the sample, participants
filled out self-report forms on psychological health and
work ability before the interview. The Shirom—Melamed
Burnout Questionnaire (SMBQ) was used to assess level
of burnout [42, 43], with a score above 4.4 indicating
severe burnout [44]. Moreover, the self-rated Exhaustion
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Disorder (s-ED) scale was used to assess occurrence of
ED-related symptomology [45]. The Hospital Anxiety
and Depression Scale (HADS) was used to assess levels of
depression and anxiety, with a score above 10 indicating
probable occurrence of depression or anxiety [46]. One
question from the Work ability index (WAI) were used
to assess self-rated work ability (Assume that your work
ability at its best has a value of 10 points. How many
points would you give your current work ability?), rang-
ing from O (cannot work at all) to 10 (work ability at its
best) [47], and one question from SF-36 [48] was used
to assess self-rated general health (In general, would you
say your health is: poor, fair, good, very good, excellent?).
One question about perceived recovery from ED was also
included (How recovered do you feel after your previous
period of exhaustion?) ranging from O (not recovered) to
7 (fully recovered).

On average, eight years had passed between the inter-
view and treatment (range 6—10 years). Six participants
were men and 32 were women. The age at the time of
interview ranged from 34—67 years old (M =52). Approx-
imately one third of the participants fulfilled the criteria
for ED according to s-ED and SMBQ. Approximately one
fifth of the participants rated elevated levels of anxiety
while only one participant rated elevated levels of depres-
sion. Most of the participants rated their health as good
(ranging from ‘poor” to ‘excellent’) and did not feel fully
recovered from ED. For details, see Table 1 for partici-
pant characteristics.

Data collection

All interviews were conducted during the years 2019-
2020 by the first author (IA), a female clinical psy-
chologist with ten years of experience working at the
Stress Rehabilitation Clinic where the participants had
undergone treatment. She had not participated in the
treatment of the participants in this study, but she had
met some of them during earlier phases in the RECO-
project, conducting neuropsychological tests and/or
guiding them through cognitive training. Beyond this,
the participants had no other knowledge of the inter-
viewer. Most of the interviews were conducted at the
Stress Rehabilitation Clinic (N=31) and some took
place over video link (N=7), due to long travel distance
to the clinic. A semi-structured interview template with
open ended questions was used (see Additional file 1,
Appendix 4). Prompts and follow-up questions were
used when needed to help the participant elaborate on
the answer, get a better understanding of an answer
or clarify a response. The interviews lasted between
52-72 min and were audio recorded and transcribed
verbatim by secretaries employed in the project. Dur-
ing the interviews, keywords were noted as field notes.
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Table 1 Participant characteristics at time of the interview

Variable Mean (SD) or N (%)
Age?

Mean (SD) 51.9(7.9)

Range 34-67
Gender®

f/m 32/6 (84%/16%)
SMBQP

Mean (SD) 37012

Above cut-off (>4.4) 10 (27%)
s-EDP

Meet the criteria 13 (35.1%)
HADS-A

Mean (SD) 75 (3.9

Above cut-off (> 10) 7 (19.4%)
HADS-D*

Mean (SD) 40 (3.1)

Above cut-off (> 10) 1(2.7%)
Perceived work ability®

Mean (SD) 7.1(1.6)
Perceived general health®

Excellent/Very good 8 (21.6%)

Good 22 (59.5%)

Fair/Poor 7 (18.9%)
Perceived degree of recovery from ED”

1-2 (not recovered) 0 (0%)

3-5 30 (81.1%)

6-7 (fully recovered) 7 (18.9%)
Percentage working hours®

0-24% 0 (0%)

25-49% 1(2.6%)

50-74% 2(5.3%)

75-99% 5(13.2%)

100-% 22 (57.9%)

Retirement 2 (53%)

Missing 6 (15.8%)

Number of respondents varies for different variables due to missing data

SMBQ Shirom-melamed burnout questionnaire, s-ED Self-rated exhaustion
disorder, HADS Hospital anxiety and depression scale

“n=38
bp=37
‘n=36

9 Based on information noted in the memory aid

Overall areas addressed in the interviews were the pro-
cess of recovery from ED with a focus on life events
that had facilitated or hindered recovery from ED,
recovery activities in everyday life, what activities were
experienced as recovering at the time of the interviews
and during the recovery process (see the full interview
guide in Additional file 1, Appendix 4).
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Analytical approach

The reflexive thematic analysis was carried out through
the six steps proposed by Braun and Clarke [35]
described below.

During the first phase, familiarization with the tran-
scripts was achieved by reading the interviews while
also listening to them (correcting minor mistakes in the
transcript). Interviews were then read and re-read, to
form initial ideas about essential information in the data.
During this re-reading, annotations were made about the
essence of each interview. In the second phase, coding
was performed inductively and close to the original data,
not driven by any theoretical framework. The coding was
conducted in the software program NVivo [49]. Early in
this phase, two interviews were discussed by members
of the research group (IA, HMG and ASN) to share our
initial impressions. After the initial coding, the entire
dataset was re-examined, comparing the codes with pre-
vious annotations about the essence of each interview to
assure that all important information was included. In
this phase, codes were also reviewed again to ensure con-
sensus was kept over time. In the third phase, prelimi-
nary themes were generated in collaboration by members
of the research group (IA, HMG and ASN). The devel-
opment of themes went beyond mere categorization of
the data to also interpret the meaning of the informa-
tion when possible. The preliminary themes were then
presented and discussed at a meeting with health care
professionals working at the Stress Rehabilitation Clinic
as part of a credibility check. At the meeting the head of
the department, the section leader and five psychologists
participated, all with clinical experience in treatment and
relapse prevention of ED. The health care profession-
als recognized that the study findings aligned well with
their clinical observations of patients’ post-treatment. In
the fourth phase, the content of each theme was reviewed
based on the included coded data extracts and individual
themes were reviewed in relation to the entire data set.
Some changes were made during this phase, for exam-
ple merging of two themes. During the fifth phase, the
themes were named. Producing the report was not con-
clusively made in the sixth phase; rather, writing and
analyzing were partly conducted simultaneously. Even
though we describe the analysis as a linear process, it

Table 2 Overview of themes (bold) and sub-themes
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has been a recursive process moving between the differ-
ent phases and the wholeness of the report. In the sixth
phase, most of the quotes were selected, based primar-
ily on providing an as representative picture as possible
of the sample, including as many as possible of the par-
ticipants’ voices. To accentuate readability, we cleaned up
quotes by adding punctuations, excluding non-semantic
words and for some quotes excluding parts of the quote,
marked by [...]. Analyses of the data were revised many
times in consultation with the second (ASN) and fifth
(HMG) author to craft the final analysis.

Results

The analysis resulted in three themes: “A long and rocky
road’;, “Recovery activities are needed every step of the
way” and “Reorienting to a new place’, each compris-
ing three sub-themes, see Table 2. Together, the themes
describe the process of recovery from ED for the par-
ticipants. The first theme, “A long and rocky road’
summarizes the fluctuating path to feeling better and
emphasizes barriers and facilitators that affected the
process of recovery, with a focus on external life events
and the participants’ own behaviors. The second theme
“Recovery activities are needed every step of the way”
incorporates recovery activities in the recovery process,
describing how both the need for recovery activities and
the types of activities experienced as helpful changed
during the recovery process, as well as the challenge of
incorporating recovery activities in everyday life. The last
theme, “Reorienting to a new place’; captures the struggle
to cope with the remaining impact of ED, and describes
how internal facilitators in terms of understanding and
acceptance were important to be able to reorient and
adjust to a new way of functioning. Figure 1 shows a
model of the three themes and their connectedness,
including the sub-themes from the first theme, as these
themes and sub-themes all are connected to the process
of recovery.

Theme 1: A long and rocky road

This theme is about the facilitators and barriers that
affected the recovery process over time. Participants
described the process of recovery from ED as long and
ongoing, in many cases several years, where setbacks

A long and rocky road

Recovery activities are needed every step of the way

Reorienting to a new place

It just became too much

Support and changes around me
were helpful

My own behaviors were both helpful
and hindering

Resting and tranquility was crucial at first
Challenging yet attainable to find recovery

Today | don't need to rest in that way to recover

| am better, but not well
It is both sad and strengthening

I will never be who | was, and that's okay
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A LONG AND ROCKY ROAD
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REORIENTING TO A NEW PLACE

Support and changes - -

around me were helpful
» Changing workplace

* Receiving support

* Reduction in stressors

ACTIVITIE

RECOVERY

It just became too much
* Poor working conditions

* Caregiving responsibilities

* Negative life events
¢ Lack of support

My own behaviors were
both helpful and hindering

Fig. 1 Visual overview of the three themes and their relation. Note. The sub-themes to the theme “A long and rocky road” are included in this figure,
as they describe the facilitators and barriers affecting the recovery process over time

were common and varied in frequency, duration, and
intensity. Over time however, the setbacks became
shorter and less severe for most of the participants.

It just became too much

This sub-theme describes the experienced external bar-
riers that hindered the recovery process. Poor working
conditions and caregiving responsibilities were com-
monly described, as were negative life events and lack of
support.

The participants described poor working conditions
with lack of resources such as social support, and high
job demands, for instance high responsibility and work-
ing in a competitive environment, as hindering for the
recovery process, mainly due to lack of time for recovery.

.. (the setback) was of course due to the fact that
there was a lot of confusion in the organization and
a lot of stress at that time that we might not nor-
mally have at my workplace” — Participant A

Caring for another person, such as a child with special
needs or an older parent, also negatively impacted the
recovery process for almost half of the participants. This
was described as depleting energy in several ways: caus-
ing worry and tension, increasing workload at home (e.g.,
extra meetings with the school or health care), needing
to adjust to the needs of the other person and having less
room for self-care.

“I'm so exhausted because for my family to work,
I have to direct it. I have to arrange, I have to
prepare, I have to anticipate the course of events
before anything happens and... or well, I don’t have
to do it. I do it because it's worth the effort to do
the preparatory work, otherwise it gets much worse
afterwards” — Participant B

Negative life events such as conflicts, separations or
experiencing a traumatic event were also described as
hindering and having a similar impact on the process of
recovery as caring for another person: depleting energy,
making it harder to focus on self-care and resulting in a
higher perceived stress load. Moreover, several partici-
pants described that not only the type of stressor but
also the total amount of stressors was experienced as
hindering.

“I believe that what made me become exhausted
again was that a lot happened in the past three
years. I went from living alone with my partner to
having a child, buying a house that needed reno-
vating, and starting my specialist training. At the
same time, we had our second child, so I was never
really off-duty [...] It just became too much.” — Par-
ticipant C

A lack of support both at the workplace and outside
of work was also described as hindering, resulting in
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challenges related to a high workload and feelings of
loneliness.

Support and changes around me were helpful

This sub-theme is about external facilitators the par-
ticipants had experienced during the recovery process.
Commonly mentioned facilitators were changing work-
place (either a new profession or the same profession in
a different workplace) and receiving support from others.
A reduction in stressors in private life was also described
as a facilitator.

More than half of the participants had changed work-
place after ED. Almost all of them described ED as the
main reason for their decision, either due to a poor work
environment or because they no longer felt capable to
manage their job.

“It was the job that was destructive, that’s how it
was. I loved it and it was great fun, but there were
too many people, too much movement, too many
tasks that 1 felt I wanted to do but didn’t have time
for [...] it was difficult to feel that I wasn’t enough.
So, it was important, it was great to change job.” —
Participant D

Most of the participants who had changed workplace
found that their new workplaces were better aligned with
their needs after ED, such as having a clearer structure,
better routines, a supportive work environment and less
stress. This gave them better prerequires for self-care.
Some participants considered changing workplace due
to suboptimal working conditions but had not yet done
so. Adjustments in work assignments were described as
helpful by those who stayed at their current workplace
as well as by those who had changed workplace. Flex-
ible and adaptable job arrangements, including reduced
working hours, facilitated the possibility to engage in
recovery activities.

Support from others was described as helpful in differ-
ent ways during the recovery process, both practical and
emotional. Support could come from different sources,
such as family, friends, coworkers, management, or the
healthcare system. Being understood and treated accord-
ing to one’s needs was an important aspect of the sup-
port, regardless of where it came from.

“They were very nice, both my manager and my co-
workers, and that has been an enormous help for me
I guess [...] they have been quite tough with me but
in a good way, saying: 'Now you can’t work anymore’
(small laugh) ’Sit down’ (laugh) 'Go and have a cof-
fee! A bit like that. They helped me to set boundaries,
so that has been an enormous help” — Participant E
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Several of the participants reported helpful changes
in their life that had led to a reduction of stressors in
their private life, giving room for self-care which posi-
tively affected the recovery process. The changes varied
in magnitude and character, from small changes such as
having more help doing domestic work to larger changes
such as moving to a new city, a changed social network or
improved health for a person close to them.

“She [a sick relative] has received great help and
is back on her feet. So, everything around her has
calmed down and, well, is good now. So that’s one
thing that allows me to relax.” — Participant F

My own behaviors were both helpful and hindering

This sub-theme captures how the participants’ own
behaviors affected the recovery process, both facilitat-
ing and hindering. Many participants described that they
struggled to maintain a healthy balance in their lives,
often falling back into suboptimal behaviors. They often
exceeded their own boundaries, motivated for example
by the needs of others, worry, their own desire to per-
form or difficulties standing up for themselves, reported
in quotes like: “I want more than I have the energy to do”
(Participant G), “I still overstep my boundaries” (Partici-
pant H) and “Sometimes I put myself under quite a lot
of pressure” (Participant I). At times, these behaviors
caused setbacks. Even though many of the participants
still exceeded their limits on occasion, many of them
were better at observing their symptoms and adjust their
behaviors accordingly.

“I like to do a lot of different things and have a lot
of different things going on and sometimes it gets too
much. But it will never go as far as it did then” —
Participant A

Some of the participants reported that positive life
events in combination with their own behavioral patterns
had caused setbacks in their well-being, for example by
forgetting to take care of themselves when they were
feeling better, or that their enthusiasm made them push
themselves too hard. Participants also described chal-
lenges to find a balance between doing joyful activities,
which in a way gave them energy, while also needing to
conserve energy and not activate themselves too much.

Many participants acknowledged their own respon-
sibility to make changes in life and act with more self-
care. Improved well-being was associated with changes
in behaviors. Setting boundaries and declining activities
that exceeded their energy levels were described as help-
ful strategies.

“Well, I kind of try to keep my pace down and I try
to find recovery during the day. That’s what I mean,
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I'm always aware about making sure I'm functioning
and that I don’t get too stressed” — Participant |

Theme 2: Recovery activities were needed every step

of the way

This theme is about the importance of recovery activities.
The need for recovery activities had changed during the
recovery process, from being almost the only thing the
participants needed to becoming one of many important
parts of their daily life. Different types of recovery activi-
ties were needed during different times in the recovery
process.

Resting and tranquility was crucial at first

This sub-theme describes the high need for recovery
activities most of the participants had when they felt at
their worst, and it is the only theme ranging back prior
to the MMR. During what could be considered the acute
phase of ED, many described that they spent most of
their day recovering in activities such as resting or sleep-
ing and only had energy to be active for short periods of
time.

“I needed pure rest [...] It did happen at times that
I got up in the morning to go to work, had breakfast
and then I had to go to bed again because I didn’t
have the energy for more. So, it was definitely the
case that I needed pure rest without any activity at
all” — Participant G

During this phase, the participants expressed a prefer-
ence for quietness and activities requiring little effort over
physical exercise and socializing. To be able to engage in
recovery activities such as dining or taking a walk, some
needed to rest beforehand. The increased need for recov-
ery activities remained even as the participants began to
regain energy and return to their daily activities.

“To be able to work part time, I needed a lot of rest
the remaining time. So, when I worked half the day,
the other half was a lot of rest. I could rest by leaning
against the garage wall or rest in the bed or go out
and just sit down by the lake” — Participant K

Participants described that the need for low effort
recovery activities could not be disregarded in this stage
of the ED process. Had they pushed themselves harder at
this time, they would only have felt worse.

Challenging yet attainable to find recovery

This sub-theme captures the ongoing challenge to pri-
oritize recovery activities and the conditions that had
been helpful to find ways to attain recovery activities and
experiences during the recovery process. Several partici-
pants, especially those who were the least recovered from
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ED, described that it was challenging to integrate recov-
ery activities in their daily lives. They reported sporadic
engagement in recovery activities by saying they "tried",
"should" or "would", whilst these were not a natural part
of their everyday life. Some examples were lifted as to
why this was difficult: lack of prerequisites, low energy
and difficulties understanding their own need for recov-
ery in combination with feeling better.

Having a busy everyday life was mentioned as some-
thing that made it harder to focus on recovery activities,
and some participants described that they at times forgot
to recover when they were feeling better. A few partici-
pants described difficulties focusing on recovery activi-
ties when their energy was low, especially active recovery
activities.

Many of the participants highlighted the importance of
having conditions at the workplace that facilitated recov-
ery activities. They found it hard to prioritize recovery
activities when the workplace did not have the physical
prerequisites for restorative breaks or had a workplace
culture that did not encourage breaks during the work-
day. For example, having a lunchroom that was crowded
and noisy or having a high workload was described as
poor conditions for recovery.

"We have a staff room, which also serves as a work-
room, so you don'’t sit there on your break and talk
about something else. During the break, you go into
the classroom and prepare a lesson instead”—Par-
ticipant L

Routines were also reported as important to facilitate
engaging in recovery activities and some participants
expressed that the routines themselves were experienced
as recovering. When routines were disrupted, recovery
was negatively affected.

Today | don't need to rest in that way to recover

This sub-theme describes the changed need for recovery
activities during the process of recovery and describes
what kind of recovery activities the participants expe-
rienced as helpful at the time of the interviews. Almost
all participants acknowledged recovery activities as
an important ingredient in self-care. At the time of the
interviews, a variety of recovery activities were reported.
Participants recovered using low effort activities such as
silence and solitude, mindfulness, resting/pauses, and
spending time in nature. However, less time was needed
in low effort recovery activities today compared to when
they were feeling the worst. A micro break could be just
as effective as a longer break.

“Today I don’t need to rest in that way to recover, I
can go for a walk and recover [...] if I've been active
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for a long time or had several meetings at work dur-

ing the day, well, then I get tired, both in my head
and in my body. But then if I come home and I eat
dinner and so on, then I've got a kind of recovery just
through that”—Participant G

Many participants described physical activity, in par-
ticular low-intensity physical activities such as walking,
as helpful at times during the recovery process, when
they no longer were feeling at their worst but still had
fluctuating energy levels.

“Slowly but surely, you find something that makes
the wheel roll in the right direction again, and to
take a walk, to be in nature, it has always been calm-
ing and good [...] There’s not a lot of performance in
it, when you walk. Otherwise, I've been running and
jogging and so on, but it so easily becomes perfor-
mance based, so walking is great, it is” — Participant
M

With more energy, physical activity with higher
intensity was also experienced as recovering, as were

BASIC CONDITIONS
* Routines

» Balanced activity level
» Physical prerequisites in the environment for restorative breaks
* Workplace culture that encourages breaks
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other activities the participants did not have the energy
to do when they were feeling their worst, for example
creative activities, engaging in activities experienced
as interesting or fun, reading or listening to a book,
singing in a choir, playing an instrument, traveling, or
spending time with others.

“..I had almost no energy or even the desire for
it (social contacts) because it just felt hard. And
there is a difference now, now I feel that it would
be fun (laughter), and then it becomes recovering’-
Participant N

However, many of the participants still felt a greater
need for recovery activities at the time of the interviews
than they had done before ED, needing to balance and
adjust the amount of recovery activities depending on
their activity load and energy level.

Taken together, our results regarding recovery activi-
ties during the process of recovery from ED are sum-
marized in Fig. 2.

Fig. 2 Recovery activity stair. Note. A summary of the descriptions regarding recovery activities during the process of recovery from ED. First,

the basic conditions need to be met to create prerequisites to recover. Recovery activities are taken stepwise, where low effort recovery activities
such as silence and solitude, mindfulness and/or resting and sleeping are prioritized at Step 1. At Step 2 a balance between low- and high-effort
recovery activities are common such as engaging in activities for limited time carefully balanced with low-effort recovery activities or low-intensity
physical activity. In Step 3, recovery activities more often include different active recovery activities such as socializing, engaging in hobbies

or being physically active at medium to high intensity. Starting point and how much time spent at each step varies as a function of ill-health. Going

up or down the steps is related to individual needs.
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Theme 3: Reorienting to a new place

This theme captures the struggle to adjust to the remain-
ing impact of ED. It describes what effects ED had on the
participants at the time of the interviews, feelings associ-
ated with long-term illness and the importance of accept-
ance and understanding for being able to adjust to a new
way of functioning.

I am better, but not well

This sub-theme is about the long-term effects of ED.
The majority of the participants were feeling better at
the time of the interviews compared to directly after the
treatment, but almost all still experienced symptoms to
various degrees, such as cognitive deficits and stress sen-
sitivity. Many could at times experience a lack of energy
and needed to adapt their lives accordingly.

“I have to choose what I do during a day, usually I
have to remove something. I have to plan my weeks,
if we're going to do something on the weekend, I have
to think about how much I'm going to do before that,
or if need to rest to be in a good condition. I have
to be very careful with what I eat, physical fitness,
exercise, stuff like that. How many people I spend
time with, I choose not to see people, choose not to
have so much mobile and computer time, not to
watch too much TV, I read instead. I make sure to go
to bed early some evenings. So, all these things that
make it work, that’s what makes me manage life” —
Participant D

Several participants described that ED had changed
them. From being able to push themselves hard and hav-
ing a high stress threshold, they now had limited strength
and endurance. Some described feeling more vulner-
able and found it harder to handle obstacles in life. They
described that they could not do as much as before and
that their energy ran out faster.

"... I will never be-, I have never been as I was before
the exhaustion disorder, I will never get there. Super-
efficient (with a) stress threshold that was, well very
high. I do not have that anymore” — Participant O

A few of the participants felt completely recovered
after ED reporting “the ED is cured” (Participant P), and
“I have never been in a better place than now” (Partici-
pant Q), whereas others described a decline in well-being
with more frequent and intense symptoms.

It’s both sad and strengthening

The central focus of this sub-theme are the feelings
associated with long-term illness. Some participants
described going through ED as strengthening, as it had

Page 10 of 16

helped them learn strategies to cope with other chal-
lenging life events and to renavigate and create a life in
accordance with their true self.

“But the advantages outweigh the disadvantages. 1
am a better parent, I am a better leader, and so, 1
am a better fellow human being than I could have
been before” — Participant R

More common, however, was a remaining feeling
of sorrow for still not feeling well and having lost their
energy or specific functions such as their good memory.
Several participants described that they at times missed
their previous way of functioning, even though they
could see the benefits of their new approach to life.

“It can be sad as well because, I still identify myself
as the one who is always there, everywhere. So, it's
like a sorrow in a way, to not be like that anymore, to
not have the energy to do it all. At the same time, it’s
also good to just realize that's how it is, to let it be, to
accept it as it is” — Participant S

Several of the participants did not believe that they
would ever have the same abilities and energy as before.
Not functioning in the same way as before and not tak-
ing care of themselves in the way they "should" according
to what they had learned during treatment gave rise to
negative feelings such as shame and self-blame.

“It makes me feel a bit ashamed, at the same time
that I know that I can’t handle it [...] first 1 feel that
I haven’t got the energy for this, then I have a guilty
conscience because I couldn’t be of any help” — Par-
ticipant T

I will never be who | was, and that’s okay

The essence of this sub-theme is the internal facilita-
tors that has been helpful during the process of recov-
ery. Many participants described that understanding and
acceptance of their own behavioral patterns, their lim-
ited energy and greater need for recovery activities was
important to be able to act in a self-caring way and make
choices in life in accordance with their needs. A new atti-
tude towards themselves, such as being kinder and more
self-compassionate was also described as helpful.

“Part of recovering from exhaustion disorder and
being able to continue in life is accepting that you
are different. I am, well, I am not quite as sharp as I
was, not quite as quick-thinking [...] I don’t perform
as well intellectually, and under pressure it’s more
noticeable [...] I try not to get sad, it is what it is [...]
I will never be who I was, that’s just how it is. And it’s
okay because I'm alive and I'm fine” — Participant U
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Participants who had understood and accepted their
new way of functioning and been able to adapt life
accordingly described that life generally worked well,
even though they at times experienced symptoms. They
could perform for extended periods, especially if they
took care of themselves through recovery activities.

"As the years have passed, 1 have managed a little
more every day and [...] in these situations when I
really need to perform [...] I'm at least as brilliant,
if I may say so (laughter) as I once was [...] but after
that performance I need to rest, because my energy
runs out faster today’- Participant V.

Discussion

The aim of this study was to explore the experiences of
the recovery process, 6 to 10 years after treatment in peo-
ple previously diagnosed with exhaustion disorder (ED),
focusing on facilitators and barriers for the process of
recovery from ED, and recovery activities experienced as
helpful during the recovery process. The analysis resulted
in three themes: “A long and rocky road’, “Recovery activ-
ities are needed every step of the way” and “Reorient-
ing to a new place” The recovery process from ED was
described as long and comprising of reoccurring ups and
downs, impacted by both internal and external barriers
and facilitators. The need for recovery activities varied
during the recovery process, from low-effort recovery
activities for long periods of time in the initial stages of
ED to shorter and more active recovery activities in the
later phase of ED. Almost all participants still experi-
enced some impact of ED in their daily life, where under-
standing and acceptance helped them manage life despite
their symptoms.

The theme “A long and rocky road” show that the strug-
gle to find and keep balance in life continues years after
receiving treatment for ED. The participants described
recurring ups and downs in their well-being over time,
which related to both external and internal barriers and
facilitators combined with the ability to manage these,
causing an ongoing challenge to maintain balance in life.
The results are in line with Ellbin et al. [25], where the
recovery process from ED is described as an ongoing,
long-lasting process.

Facilitators during the process of recovery from ED
were changing workplace, receiving support, a reduction
in stressors, changes in the participants’ own behaviors
and understanding and acceptance of their condition.
Thus, reducing the demands in life, both at work and in
private life, seems important for the process of recov-
ery, as not being recovered from ED has been associated
with ongoing stressors [50]. The importance of support-
ive others to feel better after ED have been reported
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elsewhere [26, 27, 51] and our results add on to this
knowledge by showing that social support is important
over time as well. Poor working conditions, caregiver
responsibilities, negative life events and lack of support
were barriers affecting the recovery process negatively.
This is in line with previous research showing that both
work- and non-work related stressors are common in ED
[50, 52]. The participants described that adjustments in
work assignments as well as changing workplace were
helpful ways to reduce job strain, which aligns well with
the results from Beno et al. [53] who found that patients
previously diagnosed with ED had changed workplace
to a greater extent than the average worker and that the
ones making changes were the ones having the most
problematic work environment. Importantly, partici-
pants described changing workplace as beneficial for the
recovery process, whereas ongoing caregiving responsi-
bilities served as a barrier. The latter aligns with previ-
ous findings by EklI6f et al. who showed that caring for
a child with special needs was associated with long-term
ED [50]. Thus, special consideration may be needed for
people in treatment where non-controllable stressors are
present such as caregiver responsibilities or when work-
related changes are necessary but difficult to attain. Our
findings are in line with the double burden hypothesis
suggesting that the combination of multiple and taxing
roles may increase work strain and adverse health out-
comes [54, 55]. The elevated prevalence of ED in women
has been attributed, in part, to unfavorable working con-
ditions and life situational factors [56]. Despite more
equal household patterns over the past decades, women
still spend more time and have the primary responsibility
for caregiving and household tasks compared to men and
report more work—family conflicts than men [57]. Hence,
this may perpetuate a vicious cycle where women are liv-
ing in an environment making them more vulnerable to
ED and recovery thereof.

Our results suggest that for people diagnosed with ED
the need for and type of recovery activities differs dur-
ing the recovery process. Prior work has shown that
active leisure activities such as socialization and physi-
cal activity are helpful recovery activities and are more
important for well-being than passive leisure activities
such as watching TV for a healthy population [29, 30].
Our results qualify prior findings by showing that dur-
ing periods where the participants were feeling their
worst, active activities were not experienced as restora-
tive whereas passive leisure activities were. However, as
the participants health improved, a wide range of more
active recovery activities were perceived as helpful, and
while low-effort recovery activities were still described
as an important ingredient of self-care, less time was
needed for those activities to regain energy. Moreover,
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previous studies have described a greater need for recov-
ery activities during the most acute state for both ED
[26] and burnout [8] and engaging in recovery activities
have repeatedly been highlighted as a central aspect for
regaining health [8, 33]. Our results add to this knowl-
edge by showing that not only the amount of recovery
activities but also the type of recovery activities is impor-
tant. Over time, many of the participants experienced a
decreased need for recovery activities, but importantly,
some of the participants that were having a relapse at the
time of the interviews described an enhanced need for
recovery activities again. Thus, the amount of recovery
activities and type of recovery activities needed for self-
care is not linear but varies according to circumstances.

During the MMR treatment, client education at that
time focused on the importance low effort recovery
activities for self-care, and we find the participants suc-
cessive shift to engage in more active recovery activities
interesting. A tentative explanation for this is that low
effort recovery activities were used to find clinical recov-
ery, e.g.,, reduce symptoms, whereas engaging in more
active recovery activities were used for finding meaning-
fulness in life and connectedness with others, building
on personal recovery [22]. Personal medicine i.e. strate-
gies patients engage in for self-care in addition to what
health care has recommended, has been argued to be
important to include in rehabilitation [58], which stresses
the importance of individually tailored treatments focus-
ing on personal recovery, for example finding meaning
in life, connectedness with others and empowerment, in
line with other suggestions of a process-based approach
to treatment of ED [59].

The participants in our study described challenges
to maintain a balanced lifestyle, including prioritizing
recovery activities especially when feeling better and the
need for recovery activities felt less urgent. This comes
as no surprise since prior research has consistently
shown that adherence to treatment recommendations
such as recovery activities and to implement behavioral
change is in general hard [60]. However, the participants
also expressed several conditions that facilitated engag-
ing in recovery activities in everyday life such as having
routines, a balanced activity level and a helpful environ-
ment at work, both in terms of a working atmosphere
encouraging and providing a physical environment for
restorative breaks. We consider these conditions as an
important base for optimizing recovery activities in eve-
ryday life. Changes in understanding the need for recov-
ery activities and a changed attitude towards prioritizing
themselves appeared to be helpful in this regard. In Fig. 2,
we have depicted the participants’ experiences regard-
ing recovery activities as a model of stages of recovery
activities in the recovery process in persons with ED.
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The findings on recovery activities provide insights for
therapeutic intervention. First, the results highlight the
importance of engaging in recovery activities for self-care
throughout the recovery process. Hence, to implement
behavioral change and motivational techniques may be
helpful to support long-term engagement in recovery
activities. Secondly, as the type of recovery activities
experienced as helpful varies due perceived health, it may
be important to consider where in the recovery process
the individual is and tailor activities accordingly to sup-
port recovery from ED. Not everyone needs low-effort
activities; instead, we encourage exploring what type of
recovery activity best suits each person’s needs. Given the
explorative nature of the current study, this figure is ten-
tative and needs further research.

This study adds to the literature on the long-term
effects of ED, showing that many of the participants still
experience some impact of ED in their daily life (i.e., not
clinically recovered). However, as expected, personal
recovery seemed to be more important as to how the
participants managed everyday life. Personal recovery
and related conceptualizations of the recovery process
such as ‘post-burnout growth’ [8] and the description of
‘personal development’ [25], captures aspects of living
a better life after ED/burnout due to personal growth
and finding one’s own values. The facilitators found in
our study (changing workplace, receiving support, a
reduction in stressors, changes in the participants’ own
behaviors and understanding and acceptance of their
condition) overlaps with what has been found to be
important factors for personal recovery [22], indicat-
ing that the process of recovery could, at least in part,
be viewed as a journey towards personal recovery. For
example, the concepts connectedness, meaning in life and
empowerment have been described as important for per-
sonal recovery [22], where our participants are describing
the importance of support from others (in alignment with
connectedness), accepting ED (in alignment with mean-
ing in life) and make changes in their life in accordance
to their needs, such as changing workplace and reduce
stressors (in alignment with empowerment). Hence, the
facilitators the participants have experienced during the
process of recovery have also been important in finding
personal recovery. Clinical and personal recovery are dif-
ferent concepts [24, 61], but they can be interrelated [62].
Moreover, key models on recovery from mental illness
commonly describe the process going through various
phases [22, 63], and although our analysis did not spe-
cifically focus on this aspect, there is nothing that con-
tradicts phases in our findings. The external and internal
factors found to influence the recovery process for our
participants align well with these models as well as other
models of the process of change [64]. What type of help is
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needed may differ depending on phase [24], also in align-
ment with the descriptions of our participants.

Enhanced self-understanding, including both insights
into the cause of ED and the current way of function-
ing, as well as a new way to view the world has been
described as important factors for the process of recov-
ery from ED in a shorter time frame [26, 51, 65] and we
found that this seems to be important in a longer per-
spective as well. However, our results are showing a more
nuanced picture, as participants were describing feelings
of sorrow and loss as well as enjoyment of life in relation
to enhanced self-understanding. Central to feeling better
seem to be the ability to accept changes in one’s function
and adjust life accordingly, rather than self-understand-
ing alone. As our results show a reoccurring impact
of ED, it is important to note that the path to personal
recovery may also encompass difficulties [66]. Thus, even
if our participants are considered healthy and/or working
full time, a majority are still affected by remaining symp-
toms in everyday life and therefore need to be extra care-
ful with self-care.

Overall, our findings correspond well with one of the
most endorsed frameworks for personal recovery from
mental illness [22], which describes recovery from men-
tal illness as an active process that is individual and
unique, experienced as a struggle, comprising of stages/
phases, non-linear, multidimensional, gradual and for
some a life-changing journey. However, this framework
has been criticized for having an overemphasis on the
‘internal; subjective experiences of the recovery process
at the expense of the relational aspects [67]. From our
results it is evident that the process of recovery from
ED is more than a personal journey, as both changes in
behaviors and one’s life-situation, the context around the
person and the interaction between these two were high-
lighted as important for the process of recovery. Hence,
participants have different premises for making changes
in life due to more than personal resources. The impor-
tance of context for the process of recovery from ED is
evident in other studies as well, for example in that a “sin-
gle lower income”-group had less improvement during
treatment [68] and that persons with caregiving respon-
sibilities were more prone to have long-term exhaustion
[50]. Bakker and de Vieres [69] have integrated the con-
cept of self-regulation into the job demands resources
theory [70], creating an etiological explanation for burn-
out proposing that external demands and internal cop-
ing strategies interact and create a vicious circle showing
how stress can lead to mental illness. We consider if this
vicious circle may not only explain the etiology of burn-
out, but also partly explains how burnout (and/or ED)
can be perpetuated. However, Bakker and de Vieres [69]
only include work related demands affecting burnout
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whereas our results show that demands from a person’s
private life also are important. Taken together, to under-
stand the process of recovery from ED, we need to incor-
porate individual, relational and contextual perspectives,
as all seems to affect the process.

Strengths and limitations

There are several strengths of this study; it was con-
ducted in a clinical setting where the participants had
confirmed diagnosis of ED at the start of the project, the
sample size was relatively large, and a memory aid was
used preceding the interviews to support memory of the
recovery process. Nevertheless, some limitations should
be addressed. Firstly, due to the extensive period studied,
it may have been difficult for participants to recall their
experiences despite the use of the memory aid, and other
life experiences may also have influenced the participants
during this period. Moreover, the majority of the partici-
pants were women, and although this is representative
of the patient group, more research is needed to explore
men’s experiences of the recovery process. The aim of the
study was broad, covering multiple areas and time spans.
While intriguing, it posed a challenge to thoroughly
explore all questions in-depth during the interviews.
The last seven interviews made in this project were con-
ducted early in the pandemic, and while we constructed
a safe environment in accordance with restrictions at
time, the influence of this factor on our results remains
uncertain. The studied group was heterogenous in terms
of feeling recovered from ED as well as in experiences
during the recovery process. While this was part of the
phenomena under investigation and could be regarded as
a strength due to richness in data, it also presents a limi-
tation as we cannot ascertain how this diversity affected
the results. All members of the research group have pre-
viously worked with this patient group, clinically and/or
in research, and thus have an in-depth pre-understanding
of the patient group. Nevertheless, this may also enhance
the risk of confirmation bias. This has been addressed
by thorough discussions in the research group regard-
ing the thematization and guided our choice in analyzing
the material close to the original data. Moreover, a cred-
ibility check was conducted with clinical professionals in
the area. While these procedures strived to reduce the
impact of confirmation bias by adding different perspec-
tives on the results, we do acknowledge that the homoge-
neity of the members of the research group and clinical
professionals served as a limitation. Finally, this long-
term follow-up study suffered from high attrition-rates,
which may lead to a select sample of participants which
has to be considered when interpreting the findings and
may limit trustworthiness.
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Conclusions and clinical implications

In conclusion, this study shows that recovering from
ED is a long and ongoing process where setbacks and
remaining symptoms are common. This aligns with
previous investigations into patients’ experiences of
long-term recovery from ED [25] and we extend those
findings by highlighting the importance of viewing
facilitators and barriers during the recovery process in
the context of individual, relational and contextual per-
spectives. Our findings further indicate that recovery
from ED cannot solely be viewed as a process towards
clinical recovery and symptom remission, but rather
as an ongoing process that can be understood within
the framework of personal recovery; in this context,
the ability to accept changes in one’s function and
adjust life accordingly were helpful approaches towards
well-being.

This study is the first to explore experiences of recov-
ery activities in ED, highlighting the variable need for
recovery activities during the process of recovery. Even
though recovery activities are needed every step of the
way, the type of activity needed changes during the
recovery process. Our findings demonstrate the chal-
lenges to implementing recovery activities in everyday
life, highlighting the importance of supporting long-
term behavioral change.

From a clinical perspective, our findings suggest the
need to support personal recovery by fostering ade-
quate and flexible coping strategies and by considering
where the person is in the recovery process and recom-
mend recovery activities accordingly. The importance
of individualizing treatment interventions is evi-
dent in our results; different stressors may need to be
addressed in different ways. Ever-present stressors such
as caregiving responsibilities or non-controllable high
work strain may need particular attention.

Future research should further explore our model
of stages of recovery activities in the recovery process
over time in persons with ED, the recovery activity
stair, and evaluate its validity. We also find it important
to develop cost effective methods that can be helpful
in perpetuate recovery activities over time, as this was
challenging for our participants.
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HAD Hospital Anxiety and Depression Scale
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COREQ  Consolidated Criteria for Reporting Qualitative Research

Page 14 of 16

Supplementary Information

The online version contains supplementary material available at https://doi.
0rg/10.1186/540359-024-01756-z.

Supplementary Material 1: Appendix 1. Diagnostic criteria for exhaustion
disorder (F43.8A) according to the Swedish National Board of Health and
Welfare (ICD-10-SE) Appendix 2. Flow chart of the process in the RECO-
project. Appendix 3. Memory aid filled in by participants before interviews.
Appendix 4. Interview guide.

Acknowledgements

We would like to thank Katarina Steinholtz, Ulrica Radsjo, Sofia Nording, Maria
Hofverberg, Johanna Wannman, Ramona Schroderus and Elin Forsberg at
Stressrehabilitering, Umed, for their input and reflections during the analysis
of the interviews. Also, we express our gratitude to all the participants who
generously dedicated their time and energy to take part in the RECO study.

Authors’ contributions

IA conceptualized, designed, analyzed, wrote the manuscript, recruited partici-
pants and performed the interviews. HMG and ASN conceptualized, designed,
analyzed, edited and supervised. CJB and TE conceptualized, designed, and
edited the manuscript. All authors have approved the submitted version,
accepting responsibility for their individual contributions as well as the accu-
racy and integrity of the entire work.

Funding

Open access funding provided by Umea University. This research was sup-
ported by AFA insurance (Grant 150175) and bank of Sweden Tercentenary
Foundation (Grant SAB19-1010) afforded to ASN. HMG was supported by

a grant from by the Swedish Research Council for Health, Working Life and
Welfare (Grant 2020-01111). The study design, data collection, analysis, inter-
pretation, and manuscript writing were all conducted independently without
any influences from the above funding agencies.

Availability of data and materials

The datasets generated and/or analyzed during the study are not publicly
available due to Swedish law (the Swedish Ethical Review Act: 2003:460)
but are available from the authors on reasonable request. For such requests,
please contact Anna Stigsdotter Neely or Hanna Malmberg Gavelin.

Declarations

Ethics approval and consent to participate

This study was conducted in accordance with the Declaration of Helsinki and
has been approved by the Regional Ethical Review Authority in Sweden (pre-
viously the Regional Ethics Review Board in Umed, Sweden, Dnr 2015-475-
32 M addition to 2010-53-31 M). All participants provided written informed
consent prior to the interviews. They were informed that their participation
was voluntary, not part of health care, and that they had the right to decline
participation at any point during the interview. We endorse the European
Code of Conduct for Research Integrity by the ALLEA [71].

Consent for publication
Not applicable.

Competing interests
The authors declare no competing interests.

Author details

"Department of Psychology, Ume& University, Umea 901 87, Sweden. >Depart-
ment of Health, Education and Technology, Luled University of Technology,
Luled, Sweden. >Department of Social and Psychological Studies, Karlstad
University, Karlstad, Sweden. *Faculty of Medical and Health Sciences,

Institute for Clinical Medicine, University of Copenhagen, Copenhagen,
Denmark. °Department of Diagnostics and Intervention, Diagnostic Radiology,
and Umead Center for Functional Brain Imaging (UFBI), Umea University, Umea,
Sweden. °Institute of Sports Medicine Copenhagen (ISMC) and Department
of Neurology, Copenhagen University Hospital Bispebjerg, Copenhagen,


https://doi.org/10.1186/s40359-024-01756-z
https://doi.org/10.1186/s40359-024-01756-z

Aronsson et al. BMC Psychology

(2024) 12:248

Denmark. ’Department of Public Health and Clinical Medicine, Section for Sus-
tainable Health, Umea University, Umed, Sweden. ®Department of Community
Medicine and Rehabilitation, Physiotherapy, Umea University, Umed, Sweden.

Received: 4 September 2023 Accepted: 29 April 2024
Published online: 06 May 2024

References

1.

20.

21

22.

Eurofound. Burnout in the Workplace: A Review of the Data and Policy
Responses in the EU. Luxembourg: Publications Office of the European
Union; 2018.

Hassard J, Teoh K, Visockaite G, Dewe P, Cox T. The cost of work-

related stress to society: A systematic review. J Occup Health Psychol.
2018;23(1):1-17.

O'Connor DB, Thayer JF, Vedhara K. Stress and Health: A Review of Psycho-
biological Processes. Annu Rev Psychol. 2021;72:663-88.

McEwen BS. Neurobiological and Systemic Effects of Chronic Stress.
Chronic Stress (Thousand Oaks). 2017;1:2470547017692328.

McEwen BS, Akil H. Revisiting the Stress Concept: Implications for Affec-
tive Disorders. J Neurosci. 2020;40(1):12-21.

Maslach C, Schaufeli WB, Leiter MP. Job burnout. Annu Rev Psychol.
2001;52:397-422.

Parker G, Tavella G. Burnout: a case for its formal inclusion in classification
systems. World Psychiatry. 2022;21(3):467-8.

van Dam A. A clinical perspective on burnout: diagnosis, clas-

sification, and treatment of clinical burnout. Eur J Work Organ Psy.
2021;30(5):732-41.

Wallensten J, Asberg M, Wiklander M, Nager A. Role of rehabilitation in
chronic stress-induced exhaustion disorder: a narrative review. J Rehabil
Med. 2019;51(5):331-42.

Grossi G, Perski A, Osika W, Savic I. Stress-related exhaustion disorder—
clinical manifestation of burnout? A review of assessment methods, sleep
impairments, cognitive disturbances, and neuro-biological and physi-
ological changes in clinical burnout. Scand J Psychol. 2015;56(6):626-36.

. Lindséter E, Svéardman F, Rosquist P, Wallert J, Ivanova E, Lekander M, et al.

Characterization of exhaustion disorder and identification of outcomes
that matter to patients: Qualitative content analysis of a Swedish national
online survey. Stress Health. 2023;39(4):813-27.

Menting J, Tack CJ, Bleijenberg G, Donders R, Droogleever Fortuyn HA,
Fransen J, et al. Is fatigue a disease-specific or generic symptom in
chronic medical conditions? Health Psychol. 2018;37(6):530-43.

Swedish Social Insurance Agency. Sjukfranvaro i psykiatriska diagnoser
[Sickness absence in psychiatric diagnoses]. 2020.

Glise K, Ahlborg G Jr, Jonsdottir IH. Course of mental symptoms in
patients with stress-related exhaustion: does sex or age make a differ-
ence? BMC Psychiatry. 2012;12:18.

Glise K, Wiegner L, Jonsdottir IH. Long-term follow-up of residual
symptoms in patients treated for stress-related exhaustion. BMC Psychol.
2020;8(1):26.

Stenlund T, Nordin M, Jarvholm LS. Effects of rehabilitation programmes
for patients on long-term sick leave for burnout: a 3-year follow-up of the
REST study. J Rehabil Med. 2012;44(8):684-90.

Ellbin S, Jonsdottir IH, Eckerstrom C, Eckerstrdom M. Self-reported cogni-
tive impairment and daily life functioning 7-12 years after seeking care
for stress-related exhaustion. Scand J Psychol. 2021,62(4):484-92.
Dalgaard VL, Hviid Andersen J, Pedersen AD, Andersen LP, Eskildsen A.
Cognitive impairments and recovery in patients with work-related stress
complaints - four years later. Stress. 2021;24(3):294-302.

Almén N. A Cognitive Behavioral Model Proposing That Clinical Burnout
May Maintain Itself. Int J Environ Res Public Health. 2021;18(7):3446.
Lindséter E, Svardman F, Wallert J, lvanova E, Séderholm A, Fondberg

R, et al. Exhaustion disorder: scoping review of research on a recently
introduced stress-related diagnosis. BJPsych Open. 2022;8(5):e159.
Jacob S, Munro |, Taylor BJ, Griffiths D. Mental health recovery: A review of
the peer-reviewed published literature. Collegian. 2017;24(1):53-61.
Leamy M, Bird V, Le Boutillier C, Williams J, Slade M. Conceptual frame-
work for personal recovery in mental health: systematic review and
narrative synthesis. Br J Psychiatry. 2011;199(6):445-52.

23.

24.

25.

26.

27.

28.

29.

30.

31

32.

33.

34.

35.

36.

37.

38.

39.

40.

42.

43.

44,

45.

46.

Page 150f 16

van Weeghel J, van Zelst C, Boertien D, Hasson-Ohayon I. Conceptual-
izations, assessments, and implications of personal recovery in mental
illness: a scoping review of systematic reviews and meta-analyses.
Psychiatr Rehabil J. 2019;42(2):169-81.

Slade M, Amering M, Oades L. Recovery: an international perspective.
Epidemiol Psichiatr Soc. 2008;17(2):128-37.

Ellbin S, Jonsdottir IH, Baddthe F.“Who | Am Now, Is More Me." An Inter-
view Study of Patients’ Reflections 10 Years After Exhaustion Disorder.
Front Psychol. 2021;12:752707.

Arman M, Hammarqvist AS, Rehnsfeldt A. Burnout as an existential
deficiency-lived experiences of burnout sufferers. Scand J Caring Sci.
2011;25(2):294-302.

Horberg U, Wagman P, Gunnarsson AB. Women'’s lived experience of
well-being in everyday life when living with a stress-related illness. Int J
Qual Stud Health Well-being. 2020;15(1):1754087.

Geurts SA, Sonnentag S. Recovery as an explanatory mechanism in the
relation between acute stress reactions and chronic health impair-
ment. Scand J Work Environ Health. 2006;32(6):482-92.

Sonnentag S, Venz L, Casper A. Advances in recovery research: What
have we learned? What should be done next? J Occup Health Psychol.
2017;22(3):365-80.

Sonnentag S, Cheng BH, Parker SL. Recovery from Work: Advancing
the Field Toward the Future. Annu Rev Organ Psych Organ Behav.
2022;9(1):33-60.

Lindsdter E, Axelsson E, Salomonsson S, Santoft F, Ejeby K, Ljots-

son B, et al. Internet-based cognitive behavioral therapy for chronic
stress: a randomized controlled trial. Psychother Psychosom.
2018;87(5):296-305.

Almén N, Lisspers J, Ost -G, Sundin O. Behavioral stress recovery man-
agement intervention for people with high levels of perceived stress: A
randomized controlled trial. Int J Stress Manag. 2020;27(2):183-94.
Almén N, Lisspers J, Ost LG. Stress-recovery management: a pilot
study using a single-subject experimental design. Behav Modif.
2020;44(3):449-66.

Braun V, Clarke V. Reflecting on reflexive thematic analysis. Qual Res
Sport, Exerc Health. 2019;11(4):589-97.

BraunV, Clarke V. Using thematic analysis in psychology. Qual Res
Psychol. 2006;3(2):77-101.

Lawani A. Critical realism: what you should know and how to apply it.
Qual Res J. 2020;21(3):320-33.

Tong A, Sainsbury P, Craig J. Consolidated criteria for reporting qualita-
tive research (COREQ): a 32-item checklist for interviews and focus
groups. Int J Qual Health Care. 2007;19(6):349-57.

Gavelin HM, Boraxbekk CJ, Stenlund T, Jarvholm LS, Neely AS. Effects
of a process-based cognitive training intervention for patients with
stress-related exhaustion. Stress. 2015;18(5):578-88.

Gavelin HM, Eskilsson T, Boraxbekk CJ, Josefsson M, Stigsdotter Neely
A, Slunga Jarvholm L. Rehabilitation for improved cognition in patients
with stress-related exhaustion disorder: RECO - a randomized clinical
trial. Stress. 2018;21(4):279-91.

Freedman D, Thornton A, Camburn D, Alwin D, Young-DeMarco L. The
life history calendar: a technique for collecting retrospective data.
Sociol Method. 1988;18:37-68.

. Belli RF, Shay WL, Stafford FP. Event history calendars and question list

surveys: a direct comparison of interviewing methods. Public Opinion
Quarterly. 2001;65(1):45-74.

Melamed S, Kushnir T, Shirom A. Burnout and risk factors for cardiovas-
cular diseases. Behav Med. 1992;18(2):53-60.

Melamed S, Ugarten U, Shirom A, Kahana L, Lerman Y, Froom P. Chronic
burnout, somatic arousal and elevated salivary cortisol levels. J Psycho-
som Res. 1999;46(6):591-8.

Lundgren-Nilsson A, Jonsdottir IH, Pallant J, Ahlborg G Jr. Internal con-
struct validity of the Shirom-Melamed Burnout Questionnaire (SMBQ).
BMC Public Health. 2012;12:1.

Glise K, Hadzibajramovic E, Jonsdottir IH, Ahlborg G Jr. Self-reported
exhaustion: a possible indicator of reduced work ability and increased
risk of sickness absence among human service workers. Int Arch Occup
Environ Health. 2010;83(5):511-20.

Zigmond AS, Snaith RP. The hospital anxiety and depression scale. Acta
Psychiatr Scand. 1983;67(6):361-70.



Aronsson et al. BMC Psychology ~ (2024) 12:248 Page 16 of 16

47. de Zwart BC, Frings-Dresen MH, van Duivenbooden JC. Test-retest Publisher’s Note
reliability of the Work Ability Index questionnaire. Occup Med (Lond). Springer Nature remains neutral with regard to jurisdictional claims in pub-
2002;52(4):177-81. lished maps and institutional affiliations.

48. Shiely J-C, Bayliss MS, Keller SD, Tsai C, Ware JE. SF-36 Health Survey Anno-
tated Bibliography: The First Edition (1988-1995). Boston, MA: The Health
Institute, New England Medical Center; 1996.

49. Lumivero. NVivo [computer software]. 12 ed: 2017.

50. EKIof B, Larsson H, Ellbin S, Jonsdottir IH, O'Dwyer S, Hansson C. The role
of self-reported stressors in recovery from Exhaustion Disorder: a longitu-
dinal study. BMC Psychiatry. 2022;22(1):529.

51. Norlund S, Fjellman-Wiklund A, Nordin M, Stenlund T, Ahlgren C.
Personal resources and support when regaining the ability to work:
an interview study with exhaustion disorder patients. J Occup Rehabil.
2013;23(2):270-9.

52. Hasselberg K, Jonsdottir IH, Ellbin S, Skagert K. Self-reported stressors
among patients with exhaustion disorder: an exploratory study of patient
records. BMC Psychiatry. 2014;14:66.

53. Beno A, Hensing G, Lindegard A, Jonsdottir IH. Self-reported changes in
work situation - a cross-sectional study of patients 7 years after treatment
for stress-related exhaustion. BMC Public Health. 2021;21(1):1222.

54. Nilsen W, Skipstein A, Ostby KA, Mykletun A. Examination of the double
burden hypothesis-a systematic review of work-family conflict and sick-
ness absence. Eur J Public Health. 2017;27(3):465-71.

55. Canivet C, Ostergren PO, Lindeberg SI, Choi B, Karasek R, Moghad-
dassi M, et al. Conflict between the work and family domains and
exhaustion among vocationally active men and women. Soc Sci Med.
2010;70(8):1237-45.

56. Norlund S, Reuterwall C, H66g J, Lindahl B, Janlert U, Birgander LS. Burn-
out, working conditions and gender--results from the northern Sweden
MONICA Study. BMC Public Health. 2010;10:326.

57. Statistics Sweden. En frdga om tid - En studie av tidsanvandning bland
kvinnor och mén 2021 [A question about time — a study of time use
among women and men 2021]. 2022.

58. Deegan PE. The importance of personal medicine: a qualitative study of
resilience in people with psychiatric disabilities. Scand J Public Health
Suppl. 2005,66:29-35.

59. van de Leur JC, Jovicic F, Ahslund A, McCracken LM, Buhrman M. Psycho-
logical treatment of exhaustion due to persistent non-traumatic stress: a
scoping review. Int J Behav Med. 2023;31(2):175-91.

60. Middleton KR, Anton SD, Perri MG. Long-Term Adherence to Health
Behavior Change. Am J Lifestyle Med. 2013;7(6):395-404.

61. Macpherson R, Pesola F, Leamy M, Bird V, Le Boutillier C, Williams J, et al.
The relationship between clinical and recovery dimensions of outcome
in mental health. Schizophr Res. 2016;175(1-3):142-7.

62. Dell NA, Long C, Mancini MA. Models of mental health recovery: An
overview of systematic reviews and qualitative meta-syntheses. Psychiatr
Rehabil J. 2021;44(3):238-53.

63. Strauss AL, Fagerhaugh S. Chronic illness and the quality of life. St. Louis:
Mosby; 1984.

64. Prochaska JO, DiClemente CC. Transtheoretical therapy: toward a more
integrative model of change. Psychol Psychother Theor Res Pract.
1982;19:276-88.

65. Engebretsen KM, Bjorbaekmo WS. Out of Chaos-Meaning Arises: The
Lived Experience of Re-Habituating the Habitual Body When Suffering
From Burnout. Qual Health Res. 2020;30(10):1468-79.

66. Stuart SR, Tansey L, Quayle E. What we talk about when we talk about
recovery: a systematic review and best-fit framework synthesis of qualita-
tive literature. J Ment Health. 2017;26(3):291-304.

67. Price-Robertson R, Obradovic A, Morgan B. Relational recovery:
beyond individualism in the recovery approach. Adv Ment Health.
2017;15(2):108-20.

68. van de Leur JC, Johansson F, McCracken LM, Ahs F, Brodda Jansen G,
Buhrman M. Predictors and sub-groups in the treatment of stress-
induced exhaustion disorder. Cogn Behav Ther. 2023;52(4):397-418.

69. Bakker AB, de Vries JD. Job Demands-Resources theory and self-regu-
lation: new explanations and remedies for job burnout. Anxiety Stress
Coping. 2021;34(1):1-21.

70. Demerouti E, Bakker AB, Nachreiner F, Schaufeli WB. The job demands-
resources model of burnout. J Appl Psychol. 2001;86(3):499-512.

71. ALLEA.The European Code of Conduct for Research Integrity — Revised
Edition 2023. Berlin; 2023.



	“Recovery activities are needed every step of the way”—exploring the process of long-term recovery in people previously diagnosed with exhaustion disorder
	Abstract 
	Background 
	Method 
	Results 
	Conclusions 
	Trial registration 

	Method
	Design and theoretical underpinning
	Participants and procedure
	Data collection
	Analytical approach

	Results
	Theme 1: A long and rocky road
	It just became too much
	Support and changes around me were helpful
	My own behaviors were both helpful and hindering

	Theme 2: Recovery activities were needed every step of the way
	Resting and tranquility was crucial at first
	Challenging yet attainable to find recovery
	Today I don’t need to rest in that way to recover

	Theme 3: Reorienting to a new place
	I am better, but not well
	It’s both sad and strengthening
	I will never be who I was, and that’s okay


	Discussion
	Strengths and limitations

	Conclusions and clinical implications
	Acknowledgements
	References


