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What is it like to live with medically unexplained 
physical symptoms? A qualitative meta-summary

Lucia Polakovská  and Tomáš Řiháček 

Faculty of social studies, Department of Psychology, Masaryk University, Brno, czech Republic

ABSTRACT
Medically unexplained physical symptoms (MUPS) are a frequent 
phenomenon. Understanding adults and adolescents’ lived expe-
rience with MUPS is essential for providing adequate care, yet a 
rigorous synthesis of existing studies is missing. Objective: This 
study aimed to summarize findings from primary qualitative studies 
focused on adults’ and adolescents’ experience of living with 
MUPS. Design: Qualitative studies were searched in the PsycINFO, 
PsycARTICLES, and Medline databases and manually. A total of 23 
resources met the inclusion criteria and were subjected to a qual-
itative meta-summary. Results: Eight themes were found across 
the set of primary studies, namely, the need to feel understood, 
struggling with isolation, ‘sense of self’ in strain, facing uncertainty, 
searching for explanations, ambivalence about diagnosis, disap-
pointed by healthcare, and active coping. Conclusion: The eight 
themes represent the core struggles adults’ and adolescents’ with 
MUPS face in their lives, psychologically and socially. Although 
these themes appear to be universal, the analysis also revealed 
considerable variability of experience in terms of expectations from 
healthcare professionals, attitude towards formal diagnoses, ability 
to cope with the illness, or potential to transform the illness expe-
rience into personal growth. Addressing this diversity of needs 
represents a significant challenge for the healthcare system.

Medically unexplained physical symptoms (MUPS) represent a highly frequent group 
of complaints in healthcare. The 12-month prevalence of MUPS in primary care was 
estimated to be as high as 49% (Haller et  al., 2015), although the accuracy of this 
estimate remains doubtful. Not only are MUPS connected with specific challenges for 
practitioners, but they are also associated with specific experiences for patients, which 
may influence the course of the treatment. Therefore, understanding the lived expe-
rience of adults and adolescents with MUPS is an essential aspect of adequate med-
ical care.

The term MUPS has been extensively debated. While some authors distinguish 
particular syndromes, such as chronic fatigue syndrome (CFS), fibromyalgia (FM), 
psychogenic nonepileptic seizures (PNES), and irritable bowel syndrome (IBS) (Wessely 

© 2021 the author(s). Published by Informa UK limited, trading as taylor & Francis group

CONTACT lucia Polakovská  polakovska.lucia@gmail.com   Faculty of social studies, Department of Psychology, 
Masaryk University, Joštova 10, Brno 602 00, czech Republic.
the authors contributed equally to the study.

https://doi.org/10.1080/08870446.2021.1901900

this is an open access article distributed under the terms of the creative commons attribution-Noncommercial-NoDerivatives 
license (http://creativecommons.org/licenses/by-nc-nd/4.0/), which permits non-commercial re-use, distribution, and reproduction 
in any medium, provided the original work is properly cited, and is not altered, transformed, or built upon in any way.

ARTICLE HISTORY
Received 12 November 
2019
Accepted 1 March 2021

KEYWORDS
Medically unexplained 
physical symptoms; 
patient experience; 
meta-summary

mailto:polakovska.lucia@gmail.com
https://doi.org/10.1080/08870446.2021.1901900
http://crossmark.crossref.org/dialog/?doi=10.1080/08870446.2021.1901900&domain=pdf&date_stamp=2022-4-15
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://www.tandfonline.com


PSyCHOLOgy & HEALTH 581

& White, 2004), others argue that there is significant overlap among these syndromes 
in terms of symptoms and that these patients tend to share many characteristics, 
including response to treatment (e.g., Nimnuan et  al., 2001). The role of psychological 
factors is also emphasized to a varying degree: Whether a symptom is medically 
explained is crucial in the area of somatic medicine; however, in psychiatry, the dis-
tinction becomes blurred, and patients’ attitude and reactions towards their symptoms 
become central (American Psychiatric Association, 2013). We adopted the term MUPS 
as an umbrella term for all these conditions in our study because of its wide use and 
etiological neutrality.

Patients with MUPS share some common characteristics in comparison with other 
patient groups. They tend to have the following characteristics: report more psycho-
logical distress, functional impairment, and social isolation (Dirkzwager & Verhaak, 
2007); seek more emotional support from their general practitioner (Salmon et  al., 
2005); have an unfulfilled need for an explanation for their condition (Ring et  al., 
2004); often have psychiatric comorbidities; and highly utilize healthcare (Smith & 
Dwamena, 2007; Wessely & White, 2004). Furthermore, patients suffering from per-
sistent MUPS tend to be exposed to extensive surgery and have a higher risk of 
iatrogenic harm (Fink, 1992).

Many current studies focus on the experiences of general practitioners (gPs) in 
treating patients with MUPS. Addressing an unknown etiology of symptoms seems 
to be quite difficult for gPs and may lead to the lack of confidence and frustration 
in these professionals (e.g., Harsh et  al., 2016). Furthermore, they tend to experience 
negative feelings towards their patients, such as irritation or resistance (den Boeft 
et  al., 2017), and may perceive them as ‘attention seekers’ (Czachowski et  al., 2012), 
which may result in an uncomfortable encounter for both (Johansen & Risor, 2017).

To provide appropriate treatment, gPs need to understand the patients’ lived 
experience. Although many qualitative studies have been conducted in this area, 
synthesizing studies focused on the lived experience of people with MUPS are missing, 
except for several meta-studies focused specifically on CFS. One of them is a system-
atic review on the expressed needs of people with CFS by Drachler et  al. (2009), who 
found that these patients tend to report the following needs: (1) to make sense of 
symptoms and gain a diagnosis, (2) for respect and empathy from service providers, 
(3) for positive attitudes and support from family and friends, (4) for information 
about the diagnosis, (5) to adjust views and priorities, (6) to develop strategies to 
manage impairments and activity limitations, and (7) to develop strategies to maintain/
regain social participation. In their qualitative meta-ethnography study, Larun and 
Malterud (2007) came to similar conclusions. They emphasized that the sense of 
identity in patients with CFS can be endangered when the illness legitimacy is ques-
tioned. Furthermore, in their qualitative meta-ethnography, Pilkington et  al. (2020) 
discovered how the “invisibility” of the illness undermines patients’ ability to gain 
support.

Since the existing reviews are limited to a single syndrome (i.e., CFS), the gener-
alizability of their findings to other conditions remains uncertain. This study aimed 
to broaden the scope and synthesize the results of qualitative studies that explored 
the lived experiences of adults and adolescents with MUPS. We used the method of 
qualitative meta-summary (Sandelowski & Barroso, 2010) to derive common themes 
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present across primary studies and, thereby, provide more robust findings that are 
not confined to the context of a single study.

Design

Database search and eligibility criteria

We conducted a systematic search in the PsycINFO, PsycARTICLES, and Medline data-
bases (accessed through the EBSCOhost web portal) using the following string: TI 
(medically unexplained OR somatoform OR somatization OR somatisation OR psycho-
somatic OR functional syndrome OR functional symptom OR functional disorder OR 
bodily distress) AND AB (qualitative OR thematic OR phenomenological OR narrative). 
We faced a dilemma regarding the inclusion of specific functional syndromes, such 
as CFS, IBS, and PNES, in the string. We decided to exclude them because a prelim-
inary search revealed that a string without specific syndromes already generated a 
substantial number of eligible studies and adding specific syndromes would yield a 
number of studies difficult to manage in a single meta-analysis. The search was final-
ized on January 11, 2019. Additional relevant studies were identified manually by 
checking the reference lists of included studies.

After removing duplicates and articles not written in English, we screened each 
article’s title and abstract to select articles potentially relevant for our study. After 
that, we obtained the full texts of these articles and assessed their content to deter-
mine their eligibility. An article was included in case (a) it was a full-fledged report 
of a qualitative study, (b) it explored the experience of living with MUPS from patients’ 
perspective (we excluded studies that were focused on the experience of being in 
psychotherapy or rehabilitation and studies that examined live interactions between 
patients and gPs from an external perspective), (c) the patient population was defined 
in terms of medically unexplained symptoms or somatoform disorders (i.e., not limited 
to a single syndrome), and (d) it focused on adults or adolescents. See Figure 1 for 
the flow chart.

Data analysis

First, we extracted descriptive information from each primary study’s method section, 
including sample characteristics, context of the study, and methods of data collection 
and analysis (see Table 1). Second, we read the entire content of the primary studies’ 
results sections and selected those parts that pertained to the research question. 
Both direct quotations of the primary data and researchers’ summaries and interpre-
tations were included in the analysis. However, if the results section contained parts 
based on other people’s perspectives (e.g., healthcare professionals or relatives), these 
were excluded from the analysis. Similarly, parts of the results section that were not 
based on the analysed data (e.g., references to other studies) were also excluded. 
Third, we repeatedly read all relevant parts of the data set and assigned codes to 
the text that captured the essence of patients’ experiences related to MUPS. Fourth, 
we sorted the codes based on their similarities and differences. Themes were created 
inductively by grouping codes that were similar in content. The codes were regrouped 
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repeatedly until the resultant set of themes encompassed all codes and, thus, suffi-
ciently reflected the scope of patients’ experience. Fifth, we counted the frequency 
of each theme (i.e., in how many primary studies the theme was present) and the 
intensity of each primary study (i.e., to how many themes a study contributed) accord-
ing to Sandelowski and Barroso (2010). We did not eliminate any theme based on 
their frequency. Since, in several cases, two or more studies were based on the same 
data set, we merged these studies to avoid overestimating the influence of a single 
study (Timulak, 2009). All steps were conducted independently by both authors, and 
the results were discussed until they reached a consensus (Hill, 2012).

Results

Based on the meta-summary of 23 primary qualitative studies, we formulated eight 
common themes describing the lived experience of adults and adolescents with 
MUPS. See Table 2 for the overview of the themes and their representation across 
primary studies. Since most of the analysed studies were conducted in the context 

Figure 1. Data collection flow chart.
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of healthcare, we use the term patients here to refer to the participants. However, 
throughout the text, we strived to do justice to the fact that people find themselves 
in multiple social roles, all of which may be affected by the presence of MUPS.

Table 1. Description of primary studies included in the meta-summary.

study
N total 

(female) age context
country 

(ethnicity) Data collection Data analysis

aamland et  al. 
(2013)

12 (6) 24–59 Pc Norway Focus groups systematic text 
condensation

Burton et  al. (2011) 27 (21) 34–64 Pc UK semistructured 
interview

Qualitative 
comparison

claassen-van Dessel 
et  al. (2015)

9 (8) 29–59 Pc, sc Netherlands semistructured 
interview

Qualitative analysis

Dwamena et  al. 
(2009)

19 (16) 31–65 Pc Usa semistructured 
interview

grounded theory

hills et  al. (2018) 1 (0) NR – UK Diary autoethnography
houwen et  al. 

(2017)
22 (NR) 18+ Pc holland stimulated recall 

interview
constant 

comparative 
analysis

Junod Perron and 
hudelson (2006)

26 (20) M = 36 
(sD = 

10)

sc switzerland Interview “editing style” 
qualitative 
analysis

Kornelsen et  al. 
(2016)

38 (NR) NR Pc canada semistructured 
interview

grounded theory

lidén et  al. (2015) 10 (7) 24–61 Pc sweden Narrative interview Phenomenological- 
hermeneutic

lind et  al. (2014) 24 (21) 20–47 sc Denmark semistructured 
interview

thematic analysis

Morse et  al. (1997) 10 (10) 21–44 Pc Usa (White, 
african 
american)

In-depth interview Qualitative content 
analysis

Moulin et  al. 
(2015a)a

10 (7) 14–19 sc switzerland 6 focus groups, 1 
interview

thematic analysis

Moulin et  al. 
(2015 b)a

10 (7) 14–19 sc switzerland 6 focus groups, 1 
interview

thematic analysis

Nettleton et  al. 
(2004)

18 (13) NR sc UK Interview Narrative analysis

Nettleton et  al. 
(2005)

18 (13) 28–67 sc UK (White) In-depth interview Narrative analysis

Nettleton (2006) 18 (13) 28–67 sc UK (White) Interview thematic analysis
Nunes et  al. (2013) 15 (11) 26–75 Pc Portugal semistructured 

interview
Qualitative analysis

Østbye et al. (2020) 1 (0) adolescent – Norway ethnographic 
observations, 
interviews

Dialogic- 
performative  
approach to 
narrative analysis

Peters et  al. (1998) 68 (36) 19–72 Pc UK Interview thematic analysis
Peters et  al. (2009) 23 (20) 32–84 Pc UK semistructured 

interview
grounded theory

Risør Risør, Risør, 
(2009)

9 (8) 20–58 Pc Denmark semistructured 
interview

thematic analysis

salmon et  al. 
(1999)

68 (35) M = 44.5 Pc UK Interview Inductive analysis

sowińska and 
czachowski 
(2018)

20 (12) 18–57 Pc Poland semistructured 
interview

Qualitative content 
analysis

Whitley et  al. 
(2006)

15 (11) 21–69 Pc canada (Indian 
american)

semistructured 
interview

systematic 
examination of 
data

Note: NR = not reported, Pc = primary care, sc = secondary care.
a only data from adolescents (i.e., not parents) were included in the meta-summary.
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Need to feel understood: nobody knows how i feel inside

The subjective nature of unexplained physical concerns was experienced as an obstacle 
in communicating one’s experience to others. Not being able to ‘prove’ their suffering 
with a positive diagnosis, the patients were confronted with labels such as a ‘fraud,’ 
a ‘hypochondriac,’ a ‘malingerer,’ or a ‘hysteric.’ Too often, they felt their symptoms 
were not taken seriously.

Although present in many spheres of the patients’ lives, this issue was most clearly 
articulated in relation to medical care providers. The patients reported feelings of 
devastation when they felt they were not being understood and trusted by their 
physicians. Patients often felt that their first-person experiences of a symptom were 
not sufficient to earn physicians’ genuine interest, and physicians rarely inquired 
about patients’ daily lives and the emotional impacts of their condition. Physicians’ 
recourses to psychological explanations sometimes contributed to patients’ feelings 
of being dismissed as well.

Sometimes, listening was more important than receiving medical care for the 
patients. Some patients simply wanted to share their problems; diagnostic procedures 
were valued as a symbolic sign of a physician’s interest in the patient and evidence 
that the physician took their symptoms seriously. The patients appreciated when 
physicians showed openness, respect, empathy, a willingness to see their concerns 
within the complexity of their lives, and a sense of partnership in treatment planning. 
Feeling heard and having their suffering acknowledged as genuine and legitimate 
by their friends, relatives, and health professionals were hopes expressed across many 
patient accounts. These hopes were aptly condensed into a single sentence: ‘I just 
want permission to be ill’ (Nettleton, 2006, p. 1175).

Struggling with isolation: I need other people’s support

Patients in the primary studies often described a sense of isolation and loneliness. They 
felt that they could not freely express their concerns, since they did not want to ‘burden’ 
others with talks about their ailments, they expected a response of rejection or lacked 
proper words to describe their experience. Some of them tended to give up commu-
nicating their distress and strived to suppress their needs and feelings to reduce psy-
chosocial distress. The invisibility of their symptoms and the absence of a ‘real’ diagnosis 
did not allow the patients to benefit from a socially validated sick role and thus deprived 
them of access to social support. This condition was further aggravated by daily activ-
ities and working capacity restrictions, which reduced opportunities to interact with 
people. The patients valued the support provided by their family and close friends. 
They welcomed opportunities to meet other people suffering from similar problems. 
Maintaining contact with their workplace was also perceived as a protective factor.

Patients sometimes perceived a barrier in communication with their physicians. 
They often felt that they could not convey the complexity of their illness to physicians 
and appreciated those who showed awareness of their problems’ breadth. Furthermore, 
symptoms were often connected with shame and embarrassment. Patients sometimes 
tended to hide their symptoms and suffering and pretended that ‘everything was 
normal.’ In a few studies, metaphors such as a ‘code of silence’ or an ‘emotional 



PSyCHOLOgy & HEALTH 587

avoidance culture’ were used to describe a legacy that was passed on to patients 
during their childhood: rejection, humiliation, a lack of emotional validation, and other 
forms of adverse interpersonal experiences created an environment within which 
disclosure of feelings of distress was perceived as unsafe.

‘Sense of self’ in strain: the illness has changed me as a person

Life with MUPS changed the way patients experienced themselves. Living with pain, 
fatigue, sleep deprivation, and other physical difficulties left many patients paralyzed, 
exhausted, and more vulnerable to stress. Keeping up with their former activities and 
responsibilities became appreciably more difficult. However, based on patients’ nar-
ratives, we observed that an emotional and cognitive impact of the patients’ condition 
was no less important than the physical limitation. Patients described becoming more 
self-conscious as their physical symptoms began to occupy their minds. Since their 
ability to contribute to household and family management diminished, patients were 
confronted with feelings of uselessness. Becoming restricted and sometimes depen-
dent in their daily lives threatened their sense of competence and identity.

A theme of self-doubt was also present throughout the primary studies. Being unable 
to find clinical confirmation of their symptoms left many patients feeling like a ‘fraud.’ 
Although on one level they knew that their suffering was real, sometimes they doubted 
their own experience and suspected themselves of ‘just being lazy’ or ‘imagining’ the 
symptoms. Despite their effort to recover, they often felt powerless to change their 
condition and meet their family and work commitments. The experience of a lack of 
improvement could then easily turn into feelings of self-blame and failure.

However, the illness was also sometimes appreciated as a source of personal growth. 
Some patients reflected on new insights, changes in their life values, and a sense of 
spiritual growth attributed to their illness. A determination to not give up on life or 
succumb to an illness identity helped them search for new meaning in their lives. 
Sometimes, they found a sense of purpose in helping others (for instance, educating 
other patients suffering from similar difficulties).

Facing uncertainty: my life has become more unpredictable

The unexplained nature of patients’ complaints was not only accompanied by uncer-
tainty regarding the causes of their symptoms, but it was also often connected with 
a sense of unpredictability. Patients were confronted with an inability to anticipate 
the course of their illness, their treatment outcomes, or the process of returning to 
work. For patients whose condition was more chronic, work-life accommodation 
became increasingly difficult. However, the ‘unconfirmed’ status of their illness made 
it difficult for them to adopt the sick role.

Facing the unpredictable nature of their condition, patients tended to lose faith 
in change. The lack of a clear recovery trajectory left them in a state of confusion 
and lack of control. Their illness narration tended to be fragmented and chaotic: they 
had visited so many practitioners and had undergone so many examinations that 
they could barely preserve a sense of coherence and progression. They described 
their emotional state as a ‘roller coaster’ of hope for recovery on the one hand and 
frustration, fear, and despair on the other hand.
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The intensity of their emotional reactions ranged from mild discomfort to a sense of 
devastation, as did patients’ ability to come to terms with their situation. Some of them 
described a process of accepting their restricted health and life situation and realizing 
that not everything in their life can be explained. They strived to look beyond the diag-
nosis and improve their quality of life within the context of their illness. However, others 
felt defeated by their symptoms and the medical system and found it hard to accept the 
reality of their symptoms in their lives and assume responsibility for their illness man-
agement. We may conclude that patients’ reactions seem to depend on the intensity of 
their symptoms and the quality of interactions with healthcare professionals.

Searching for explanations: I need to understand the symptoms

Faced with the unpredictable nature of their symptoms, patients strived to develop 
their own understanding of what was wrong. They constructed diverse explanations 
with various levels of sophistication. Some patients built their explanations on bio-
physical grounds, considering their symptoms to be a consequence of factors such 
as genetic predisposition, chemical imbalance, or immune deficiency. Some thought 
of the disease as a malign autonomous entity that had its existence beyond the 
patient’s own body and could influence others. Some patients believed that their 
symptoms were related to their personality or psychological factors, such as a low 
ability to handle pressure and lack of control in their lives. Some of them acknowl-
edged the possible role of emotions, although very few drew specific connections 
between emotions and symptoms. In several studies, traumatic events in patients’ 
personal histories were considered a root of the current problems. Some patients 
sought causes in the social domain: poor relationships in their family or workplace, 
a lack of social support, stressful life events, and worries and uncertainty about the 
future, among others. Some patients emphasized the role of a lifestyle, such as the 
lack of routine and irregular daily living patterns. Some tended to attribute their 
symptoms to their work: overwork or unemployment and the implied negative socio-
economic context. For some patients, symptoms possessed a moral dimension—they 
represented, for instance, a personal weakness or a character flaw, or they were 
experienced as an expiation of feelings of guilt. These explanatory frameworks were 
not mutually exclusive. Often, patients hypothesized interaction of multiple factors: 
a traumatic explanation, for example, did not preclude belief in a physical cause. 
generally, patients differed in their attitudes towards psychological explanations. While 
some rejected them as meaningless or uncomfortable, others accepted them as 
meaningful insights. Despite the diversity of explanations, the very effort to find a 
proper interpretation was a common thread winding through the primary studies. 
However, these explanations were often perceived as incomplete or unsatisfactory 
and were expressed with uncertainty.

Ambivalence about diagnosis: it can reassure, it can stigmatize

A central part of the patients’ experience was the search for a diagnosis. Often, this 
comprised a long series of physical investigations designed to rule out possible 
physical conditions step by step, without ever reaching any definite diagnosis. There 
seemed to be a deep ambivalence ingrained in this process.
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On the one hand, a diagnosis was connected with a sense of relief in patients’ 
minds. Having the problem named was crucial for the social validation of patients’ 
condition. It allowed patients themselves to experience their symptoms as real and 
to present them as such to others. In other words, it provided patients with permis-
sion to be ill and legitimized their sick role. Furthermore, a diagnosis was perceived 
as a key to treatment, both in terms of directions and eligibility. Without a diagnosis, 
patients were often helpless in finding strategies and resources to cope with their 
symptoms (for instance, searching for a self-help group or conducting an internet 
search for treatment options).

On the other hand, not having a diagnosis also had an element of reassurance 
because ‘if they had something serious, doctors would have found it’ (Moulin et  al., 
2015b, p. 320). A diagnosis could confirm patients’ fears about having a serious illness, 
and therefore, a lack of a diagnosis provided hope. Having a diagnosis could change 
a patient’s perception of their condition ‘from being an isolated, though severe, 
nuisance in their life to a chronic condition, determining almost all their thoughts 
and actions’ (Risør, 2009, p. 515). A problem also arose if a diagnosis did not corre-
spond to patients’ experiences or did not provide answers to patients’ questions. 
Psychiatric diagnoses were often not well accepted because of their stigmatizing 
aspect. While some patients accepted them as a legitimate explanation of their symp-
toms, for others, they carried messages such as ‘it’s all in your head,’ ‘it’s your fault,’ 
and ‘you have to fix it somehow yourself.’ Consequently, some patients tended to 
withhold information about psychosocial factors from their general practitioners, 
although they were aware of their importance.

Disappointed by healthcare: I lost my faith in medicine

Although some patients described a positive experience with treatment, in many 
primary studies, patients’ dissatisfaction with the healthcare system was discovered, 
aptly summarized as an experience of ‘reaching a “dead end” in the health care system’ 
(Kornelsen et  al., 2016, p. 370). After a series of ‘unsuccessful’ investigations, patients 
tended to lose their hope that medicine would help them or, more personally, they 
lost faith in their practitioner’s competence. Some adults and adolescents described 
a sense of getting lost in the system as a consequence of engaging with different 
providers at different levels of healthcare. They complained that physicians did not 
communicate with each other enough, forcing patients to repeat the same information 
about their symptoms many times, and did not coordinate medical care. Some 
described a feeling of being actively discriminated against, rejected, or treated as a 
passive, depersonalized object of medical care.

Some patients reported a mismatch between their needs and the care offered by 
healthcare professionals. However, these unmet needs seemed to differ from patient 
to patient and were difficult to generalize. For instance, while some patients were 
comfortable with a psychological explanation, others felt misunderstood. While some 
understood that healthcare professionals have limited power and knowledge, others 
seemed to have an idealized image of medicine. While some expected their clinicians 
to prescribe medication, others were opposed to that. While some wanted their 
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clinicians to suggest new ways of coping, others wanted them to avoid challenging 
their current way of managing their problems. Furthermore, patients seemed to have 
their own pace of adaptation to illness.

Active coping: I strive to take my life into my hands

Patients’ experiences with MUPS are inseparably interwoven into their efforts to manage 
their symptoms actively, sometimes with more success and sometimes with less. Many 
coping strategies have been described in primary studies. There was a large group of 
strategies connected with the attitude patients adopted towards their symptoms and 
body. Some strived to live in the ‘here and now,’ avoiding thoughts about the past and 
future or destructive thoughts and adopting a positive mindset or a detached view to 
protect themselves. Some invested themselves in relationships or socially gratifying and 
personally meaningful activities, such as care for grandchildren, helping others, or 
finding fulfilling activities in their spare time. Others mentioned developing body mind-
fulness, accepting the presence of symptoms in their life, disengaging from medical 
services, and finding personal ways of coping. Patients seemed to emphasize a need 
to regain control over their body and function as normally as possible within the con-
straints of their symptoms. gaining more information and insight regarding MUPS 
helped them to move towards this goal. For some but not all patients, the illness turned 
into a transformative experience and contributed to perceived self-growth.

Discussion

This study aimed to gain a deeper understanding of the lived experience of adults 
and adolescents suffering from physical symptoms that had not been medically 
explained. We summarized findings from 23 primary qualitative studies. We identified 
eight themes reflecting these experiences: the need to feel understood, struggling 
with isolation, ‘sense of self’ in strain, facing uncertainty, searching for explanations, 
ambivalence about diagnosis, disappointed by healthcare, and active coping. None 
of the themes could be identified in all primary studies, possibly due to heteroge-
neous samples and different interview protocols. However, each of the themes was 
represented in at least half of the primary studies, suggesting their broad relevance. 
The themes are largely compatible with those derived by Drachler et  al. (2009), Larun 
and Malterud (2007), and Pilkington et  al. (2020) in their reviews and meta-studies 
on people with CFS, showing that there are many commonalities in the experiences 
of people suffering from MUPS, irrespective of the type of complaints. However, our 
results suggest that the ‘picture’ is more complicated in several respects. In our dis-
cussion of the findings, we focus on these complexities, stressing the interrelatedness 
of the themes, the differences among individuals suffering from MUPS, and their 
implications for practice. The experiential world of adults and adolescents with MUPS 
seems to be dominated by a sense of invalidation. They often feel ‘unheard’ and 
‘unseen’ by their physicians and other people in their lives. Consequently, they expe-
rience feelings of isolation, loneliness, and a lack of support. Furthermore, the uncer-
tainty of their condition often does not allow patients to make plans, and their future 
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becomes more unpredictable. Disability, limitations, and changes in their social lives 
shatter their sense of competence and identity and challenge their mental balance. 
In a sample of patients with CFS, Clarke and James (2003) described a process of 
gradually coming to terms with their illness, resulting in a ‘new self’ and a ‘new sense 
of the normal’ (p. 1391). However, in our primary studies, such salutary growth was 
not found in all patients, and some remained with a sense of devastation. Further 
research is needed to understand what facilitates positive personal growth as a 
response to such a life challenge.

MUPS seem to significantly impact patients’ social interactions, creating a vicious 
cycle of isolation and loneliness. Although it is often not explicitly recognized in the 
descriptions of patients’ experiences, patients seem to actively contribute to this sense 
of isolation by hiding their needs or withholding information. Patients’ perceived lack 
of support and feelings of being misunderstood, as well as their reluctance to burden 
others by opening their hearts to them, may cause them to withdraw from their 
social environment and isolate themselves. This negative loop must be recognized 
and changed to help patients regain their social life. Furthermore, there seem to be 
important differences related to the nature of the physical difficulties from which 
patients suffer. While patients in our primary studies tended to miss other people’s 
genuine interest and care, people with PNES complained about excessive care and 
lamented others’ overprotection (Rawlings & Reuber, 2016). We may hypothesize that, 
due to the uncontrolled nature of seizures, patients with PNES appear to need con-
stant care. However, in patients with less visible and endangering symptoms, the 
suffering may remain unrecognized and unacknowledged by others.

One of the defining aspects of living with MUPS seems to be a constant search 
for an explanation. As a response to the sense of uncertainty, patients tend to 
develop their own theories about the origin of their symptoms, which may or may 
not be in accordance with the ones their physicians offer. Our findings echo those 
of other studies showing that while patients tend to prefer biological explanations 
(Nimnuan et  al., 2001), some of them are well aware of the role of psychosocial 
factors (Sarudiansky et  al., 2017).

The efforts to understand one’s condition are far from limited to a search for a 
diagnosis. In fact, patients seem to be profoundly ambivalent regarding a medical 
diagnosis. In the case of MUPS, a medical diagnosis often fails to provide a satisfying 
explanation and a straightforward course of satisfactory treatment (McMahon et  al., 
2012). Patients in the primary studies often expressed a fear of being labelled as 
“somatizers” or being diagnosed with a mental disorder. Similar observations were 
reported in studies on CFS (Drachler et  al., 2009) or PNES (Rawlings & Reuber, 2016), 
although the CFS diagnosis is probably better accepted due to its lack of psychiatric 
connotations. Thus, in the case of MUPS, a medical diagnosis only partially serves the 
purposes of socially validating one’s subjective suffering and legitimizing the sick role.

As a result of their unacknowledged suffering and lack of effective treatment, many 
patients tended to lose their faith in medicine. Lamb et  al. (2012) found that patients 
who have greater challenges in accessing primary care, including MUPS patients, seek 
validation and normalization of their symptoms through talking to a physician. The 
popularity of alternative treatments, such as acupuncture, may be at least partly explained 
by the amount of time a practitioner devotes to listening to patients (Rugg et al., 2011). 
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Clearly, the loss of faith in medicine was not always accompanied by a sense of resig-
nation and patients searched for alternative ways to regain control over their lives.

In our study, the sense of being misunderstood was usually framed as a failure on 
the physician’s part. Again, however, there seems to be a reciprocal interaction between 
what a patient chooses to confide in a physician and how the physician responds. On 
the one hand, a patient may be discouraged from sharing any information of a psy-
chosocial nature based on his or her previous experience with the healthcare system 
(Murray et  al., 2016). On the other hand, patients’ withholding of relevant information 
about their condition may deprive physicians of clues that are essential for appropriate 
diagnostics and treatment. A step towards better trust and openness between a patient 
and a physician may require the destigmatization of psychosomatic issues.

However, what became apparent in our results was great variability in patients’ 
needs and expectations of healthcare providers. This variability places high demands 
on physicians’ skills in understanding these expectations and responding to them on 
an individual basis. The relational aspects of patient-physician interaction seem to be 
of utmost importance for patients suffering from MUPS.

Limitations

The results of our study are derived from the interpretations made by the authors 
of the primary studies rather than from the primary data, which is a common lim-
itation in a qualitative meta-analysis (Timulak, 2009). It is more difficult to assess the 
groundedness of the themes in the participants’ actual experiences. Nevertheless, the 
frequency of the themes (55% to 85%) suggests that we successfully captured phe-
nomena common to this group of people. To reduce the chance of an unreflected 
impact of our interests, preferences, and experiences on data interpretation, each of 
us conducted an independent analysis of the whole data set. The results are then 
based on thorough discussion and data checking.

The heterogeneity of the primary studies regarding their samples, context, data 
collection methods, and analytic procedures complicated the analysis. Some of the 
studies followed a narrowly specified research question (e.g., patients’ perceptions of 
medical explanations for somatization disorders), while others were focused more 
broadly. The studies also differed in the level of detail and elaboration of results—the 
higher the elaboration of themes, the more influential the study was. Consequently, 
the primary studies varied largely in the number of themes they saturated (the inten-
sity ranged from 25% to 100%). Readers should also bear in mind that the frequency 
of themes does not represent the percentage of patients for whom a theme was 
relevant. A quantitative survey on a representative sample of patients would be 
required to obtain such findings. Furthermore, the exclusion of studies written in 
languages other than English may have biased our findings.

Conclusion

Based on a meta-summary of 23 qualitative studies, we described common themes 
reflecting the lived experience of adults and adolescents with MUPS. The results show 
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that patients are active in their efforts to understand and cope with their problems 
far beyond the boundaries of medical care: they tend to search for information about 
their condition and alternative treatment approaches, often expressing disillusionment 
by the healthcare system. However, at the centre of patients’ experiences seems to 
be the importance of other people’s reactions to patients’ unexplained and often 
unprovable yet real suffering. Patients need to feel heard and validated in their suf-
fering, irrespective of whether by a physician or a family member. It also became 
evident that the patient-physician relationship is not unidirectional since patients and 
physicians respond to each other in the construction of mutual expectations and 
attitudes. The reciprocity of patient-physician interaction should be studied in depth 
to clarify its role in the diagnostic and treatment process.
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