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Introduction 

Myalgic Encephalomyelitis (ME) and Chronic Fatigue Syndrome (CFS) are severe and complex 

chronic systemic diseases (Institute of Medicine, 2015) with an overall prevalence worldwide of 

0.2-0.4%, corresponding to 14,000 ME/ CFS cases in Denmark (NICE, 2007). The most prominent 

core symptoms of ME are fatigue, post-exertional malaise (PEM), effort-triggered collapse of 

energy/delayed fatigue, non-restorative sleep, cognitive impairment, and postural orthostatic 

tachycardia syndrome (POTS), i.e. a reduction in systolic blood pressure upon transition from a 

sitting to a standing position. Pain, immunity impairment and increased sensitivity to external 

stimuli are supplementary manifestations of ME (Institute of Medicine, 2015). ME symptoms occur 

acutely in some clients but can take years to develop in others, leading to a complex picture that 

varies from client to client and in levels of severity (Rivera et al., 2019). ME research confirms 

changes in immunological, neuroendocrinal, or metabolic systems that mutually influence and 

reinforce each other, creating “vicious circles”, and causing chronicity (Brinth et al., 2019). The 

CFS diagnoses are often used interchangeably with ME due to their similarities in symptomatic 

complexity. 

In 2015, a Danish study documented ME/CFS as highly disabling conditions, affirming 

that people living with ME/CFS have reduced quality of life (QoL) through lower QoL scores, 

when compared to twenty other somatic and mental conditions, including sclerosis and depression 

(Falk Hvidberg et al., 2015). Comparisons with other severe conditions such as cancer produce 

similar findings (Nacul et al., 2011). However, partly due to a diagnostic confusion (ME/CFS used 

to be classified as a “functional disorder”), very few people are diagnosed with ME/CFS in 

Denmark (Sundhedsstyrelsen, 2018). Attempts have been made to form unanimous diagnostic 

agreements, however, healthcare professionals have failed to agree on a consensus on diagnostic 

criteria (Institute of Medicine, 2015). WHO has classified ME/CFS as neurological conditions with 
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the diagnosis code of G93 in ICD10 and 8E49 in ICD11 (WHO, 2020). In line with this, in March 

2019, ME/CFS was recognized as somatic conditions by the Danish government.  

According to the Danish ME Association, the lack of diagnostic clarity and the 

interchangeability of the two conditions may have had serious consequences for people living with 

ME in Denmark. The association consequently encourages separating ME from CFS (Tuller, 2019). 

Since people living with ME experience symptoms that are absent in CFS, e.g. PEM, people living 

with ME may not benefit from, and risk aggravating their symptoms when offered the same 

treatment as people living with CFS (Tuller, 2019). For instance, graduated exercise training (GET) 

can worsen ME clients’ condition because it may trigger PEM and cause debilitating fatigue (White 

et al., 2011; Tuller, 2019). The lack of diagnostic clarity, poor QoL, major issues with activities due 

to their perceived symptoms, and lack of adequate treatment are obstacles that people living with 

ME in Denmark face when attempting to live satisfactory lives (Falk Hvidberg et al., 2015). 

However, the recent changes in ME diagnostics in Denmark may open new treatment approaches, 

such as occupational therapy. 

In occupational therapy, conceptual models are used to understand the occupational lives of 

clients. One of these models is the Model of Human Occupation (MOHO). The MOHO 

conceptualizes occupational performance and participation, as influenced by four factors: a) 

volition, i.e. a person’s biologically based need to act; habituation, i.e. the patterning of every 

behaviour as reflected in our habits and internalized roles; b) performance capacity, i.e. 

the underlying individual motor and cognitive ability to organize performance; c) self-perceived 

efficacy including the ‘lived body’; and d) environment, i.e. the physical and social factors that 

impact upon occupation (Taylor, 2017). Based on these understandings, the MOHO describes an 

individual's occupational adaptation - that is, the construction of a positive occupational identity, 
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i.e. the sense of who you are and want to be; and the achievement of occupational competence, i.e. 

how to maintain occupational participation reflecting your occupational identity. Thus, we believe it 

to be a useful framework for understanding the changes people living with ME/CFS experience in 

their daily lives. In figure 1 the MOHO concepts are illustrated. 

In 2003 Taylor et al. examined the impact on functional status and occupational performance of 

CFS-diagnosed people within the framework of the MOHO (Taylor et al., 2003). The analysis of 

the occupational challenges of people living with CFS showed that they had major challenges 

related to their occupational identity, occupational competencies, and occupational adaptation 

(Taylor et al., 2003; Taylor, 2017). Consequently, occupational therapy was proposed for people 

living with CFS (Taylor & Kielhofner, 2003), which may be advisable for people living with ME, 

too. 

Therefore, the aim of this study was to explore  

a) How do people living with ME in Denmark perceive changes in daily life due to their 

health condition, viewed from the MOHO-perspective?; 
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b) Whether coping strategies in people living with ME in Denmark help them to achieve a 

successful occupational adaptation? 

Materials and Methods 

A qualitative design was applied obtaining data from a varied sample of people living with ME. The 

intent was to enable an understanding of their lived experiences and to ensure enriched information 

and contribute to a more nuanced understanding of the complex issues involved in peoples’ 

perception of their own health (Graneheim and Lundman, 2004; Curtin and Fossey, 2007; Elo et al., 

2014; Saunders et al., 2018). Throughout the study, we strived for trustworthiness. In this process 

we applied triangulation, member‐checking, collaboration, transferability and reflexivity (Curtin 

and Fossey, 2007). 

Participants  

Through a purposeful strategy, we strove to include a heterogeneous and varied sample of people 

living with ME. However, due to limited time and access to people living with the condition, we 

settled for the ME Association to help us reach potential participants of their member group. From 

the 14 members, who volunteered to participate, we selected seven, taking into consideration 

variations of lifespan (preferably working age: 25-65 years), gender, and duration of the condition 

(a minimum of five years) to ensure they had experience living with the condition and with 

applying strategies to overcome it. 

Procedure  

The three first authors performed individual qualitative interviews with the participants lasting 60-

90 minutes each. They conducted the interviews in pairs with one being the facilitator, and the other 

acting as assistant. Prior to the interviews, they developed an interview guide. The interview-guide 

consisted of three parts (see Appendix 1). First, the clients were asked to relate their civil and 

occupational status, and when and how they were diagnosed. Next, they were asked to reflect on 
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their lives before and after the onset of the condition in accordance with the concepts of the MOHO, 

i.e. reflecting on their habits, roles, values, skills, and environmental conditions. In the third part, 

they were asked to reflect on how they tackled their challenges, if they received the necessary 

support or had employed useful strategies on their own. This part also included questions into 

specific strategies, known from literature to help overcome the issues arising from living with ME. 

Finally, they were asked whether they wished to add to the content of living with ME, intended to 

help gathering remaining data on the issue. The first author pilot tested the interview guide on the 

third author, giving rise to minor changes in the order and wording of the content, following which 

it was validated by the last author. 

As per request, all but two of the interviews were held at the participants’ homes to 

minimize the burden and enable detailed and nuanced narratives. The last two interviews were by 

telephone. The interviews were digitally recorded and transcribed verbatim. 

Data analysis 

Data was analysed using the directed qualitative content analysis as described by Graneheim and 

Lundman (Graneheim & Lundman, 2004) (Table 1). Attempting to compensate for single‐

researcher bias, we applied researcher triangulation by involving several researchers in the analysis 

of the data (Curtin and Fossey, 2007). First, the first three authors systematically sought relevant 

information and sorted meaning units into codes in accordance with the MOHO concepts used in 

the interview guide, reaching consensus through discussion. After the first round, the last author 

was included, and all the revised material was again perused to ensure that all essential material was 

included in the analysis. Table 1 displays an example of the matrix of the analysis. This shows how 

the significant units first were condensed into a shorter text-version clarifying the essence without 

interpretation, these units were then further condensed and labelled with a code, from which an 

interpretation of the underlying meaning was developed. A consensus-based discussion between the 
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three first and the last author led to the final identification of themes and subthemes. To perform 

member-checking, an example of a matrix was sent to one of the participants to further validate the 

analysis. During the process of writing this paper, the two remaining authors also validated the 

matrix. 

Table 1. Examples of meaning units, condensed meaning units, codes, sub-themes, and theme 

Ethics 

The study was conducted in accordance with the ethical principles set by the Danish Ministry of 

Higher Education and Science and the Helsinki Declaration. All participants were provided with 

written and oral information before they consented to participate. Approval from the Danish Ethical 

Committee or the Danish Data Protection Agency was not required for this survey because of no 

Meaning unit Condensed meaning 
unit 

Interpret 
meaning unit 

Code Sub-
theme 

Theme 

I had my own independent 
yoga business for 10 

years. I had 12 teams a 
week and a lot of students 
and it just ran on rails for 

me (2) (Participant E) 

I had an independent 
yoga business with 12 

teams a week and 
many students. And it 

just ran on rails 

The participant 
was independent 

and employed 
full time through 

own business 

Full time 
employed 

and 
independent 
with success 
before the 

disease Habits 
before 

Change 
of habits 

and 
occupa-
tional 

identity 

As I can remember, in the 
years just before I became 

ill - uh, I lived a 
tremendously active life 

and, uh, also quite 
ambitious life (...) (59) 

(Participant B) 

Up until my disease, I 
lived an active and 
quite ambitious life 

The participant 
was very active, 

engaged and 
ambitious in his 

occupations 

Active and 
ambitious 
life before 
the disease 

I had a social life with 
friends, and we met and 
ate together or went to 
concerts together. Or I 
played or danced (47) 

(Participant A) 

I had a social life with 
friends. We ate and 

went out together and 
sometimes danced 

The participant 
had a rich social 

life with her 
friends whom 

she did different 
activities with. 

Rich social 
life before 

disease 

Social 
life 

before 
 

I have had good social 
contact. I especially liked 
participating in activities 

because of the contact you 
had. But I've have also had 
lots of friends and such. I 

think I had a very rich life. 
I was very energetic and 
didn't experience that I 
didn't, uh ... that I was 

stressed the wrong way 
(17) (Participant E) 

I have had a good 
social contact. I 

especially liked going 
to something because 

of the contact you 
have. I also had a lot of 

friends. I had a very 
rich social life. I was 
very energetic, and I 

didn’t experience 
being stressed in the 

wrong way 

The participant 
had a good 

social contact 
with many 

friends. She 
thought she had 

a very rich 
social life and 

being energetic. 
She didn’t feel 

stressed in a bad 
way 

Rich social 
life with 

many 
friends and 
a feeling of 

being 
energetic 
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human biological material involved (Ministry of Science, 2014; The Danish National Commitee on 

health research ethics, 2020). 

Results 

Table 2 includes a description of the participants and their diagnosis. Mean age was 49 (range 31-

61), and average time elapsed since condition onset with the participants was 17 years (range 8-25).  

Table 2. Information about the participants and their diagnosis 
      

Participant Gender 
and years 

of age 

Residential and status Education Years since 
disease 

outbreak 

Time and place of 
official diagnosis 

Participant 
A  

Female 
51 

Lives alone in an 
apartment. Not in a 
relationship. 
Has a son.   
On public welfare.  

Graduated pedagogue. 
Song artist and dance 
instructor.   

9 2015 at a Danish 
private clinic.  

Participant 
B  

Male 
31 

Lives alone in a house. 
Not in a relationship. 
On public welfare. 

High school 
graduated.  
Music graduated. 
Did not complete 
master level due to 
ME. 

12 2014 by a British 
doctor.  

Participant 
C  

Female 
52 

Lives alone in an 
apartment. Not in a 
relationship.    
Receives help from the 
home care.  
Early retirement  

Bachelor’s degree.  
Did not complete 
master level due to 
ME. 

23 1996 at a Danish 
public hospital. 

Participant 
D  

Female 
46 

Lives with her husband 
and son in an 
apartment.   
On public welfare. 

Graduated 
occupational therapist. 

24 1995 at a British 
clinic.  

Participant 
E  

Female 
61 

Lives alone in an 
apartment. Has an adult 
daughter and a 
grandchild.  
On public welfare. 

Graduated yoga 
teacher.  
Had own company.  

8  2018 at a Danish 
private clinic.    

Participant 
F  

Female 
60 

Lives alone in an 
apartment.  
On public welfare. 

Graduated craft teacher 
and interior designer. 
Had her own company. 

21 2011 at a Danish 
public hospital. 

Participant 
G  

Male 
44 

Lives alone in an 
apartment.  
Student.  

Medical student.  25 2015 at a Danish 
public hospital. 

 
The analysis revealed that the participants experienced a complex life situation with countless 

condition-derived symptoms resulting in reduced occupational competencies and changed 

occupational identities. They implied a broad range of strategies to overcome their changed 
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situation (see all strategies in Appendix 2), however, without achieving the desired effect on their 

occupational adaptation. Furthermore, they found the support offered to be inadequate. The 

complexity and dynamics of their situation is illustrated in figure 2. 

 

Environmental influences 

To the participants, the environment had a major impact on their daily lives. For instance, due to 

their decreased physical capabilities they needed remote-controlled facilities in their homes. They 

also found walking on stairs challenging and avoided going places that did not provide alternatives 

like escalators and elevators or accessible resting places. Some participants felt restricted as they 
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needed to avoid sensory impressions like noises and dazzling lights, finding the cumulative impact 

of living in a metropolitan area problematic.  

“The city is designed to stimulate people – it’s not suited for people needing peace and quiet 
– just a ride in the subway is difficult with the bright light, noise, and hard seats” 
(participant G) 
 

To other participants, the environment facilitated and enriched their lives, like a relatively small and 

functional ground floor abode, or access to elevators, public transport, shopping, and nature.  

“It really means a lot to me to have an apartment which is relatively small and where I do 
not have to walk more than a few steps from the bedroom to the bathroom” (participant C) 

 

The participants experienced varied, usually inadequate support from the health-care system, and 

none had received occupational therapy. They expressed needs for a better and faster assessment, a 

structured treatment program, more or better practical support, including personal help, shopping 

and cleaning assistance, financial support, and reduced conflicts with the authorities. 

In addition, most of the informants said that they used helping aids. For instance many 

found that the consequences of POTs could be reduced using an electric bicycle, as they found 

biking less demanding than walking. 

All participants indicated social relationships as their highest priority, and that conserving 

energy for social occasions was vital. Despite this perceived importance, the participants reduced 

their social contacts, and all participants had lost touch with close friends and colleagues, especially 

because family and friends frequently entertained misconceptions regarding the condition. They 

explained it was hurtful, although generally caused by ignorance: 

“…my friendships from while I was healthy …endured within the first two to five years of 
the condition...as people started to express: “now she must ...get well… we can't bear that 
she continues being sick”.. and thus redrew… (participants C) 
 
“I have lost many of my friends as I am just at home and lying down, working for a day or 
two, then I lie for three days and that’s why I have lost my social life” (participants F) 
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The participants’ lack of social contact led to feelings of loneliness. Mobilizing the energy needed 

to preserve or enter relationships was challenging and this restrained them from forming romantic 

relationships.  

"I would very much like a boyfriend or… go on dates or something… And did…earlier.. 
when I had … energy…[but now] you are lonely … also sexually …[as] ..you do not have 
the powers to have sex… it’s also a limitation" (participant G) 
 

Occupational competencies 

All participants perceived challenges in terms of reduced capability due to a comprehensive range 

of the condition’s core and supplementary physical, cognitive and mental symptoms, reducing their 

occupational competencies and impairing the execution of everyday tasks. As one said:  

"... whether it is a physical [or]a cognitive symptom…it seems to disable and overshadow 
everything else... making the execution of even small everyday tasks almost impossible" 
(participant A) 
 

The experience of not being able to perform even the smallest tasks, led to a reduced sense of self-

efficacy and a changed perception of their lived body. Furthermore, the inability to predict the 

severity of their symptoms from day to day also made it impossible for the participants to plan and 

maintain an occupational pattern in their lives. This uncertainty deterred them and inhibited their 

use of current capabilities, subsequently leading to aggravated symptoms. Thus, all participants 

experienced restrictions in daily life, either due to current symptoms or to abstention from 

participation, and they faced challenges performing a majority of desirable, previously mastered 

occupations, particularly regarding employment and leisure.  

“So, my life today only consists of these very domestic activities like radio, media, a little 
television… talks on the phone… and then some cooking and some practical household 
things” (participant B) 
 

Occupational identity 

All participants experienced changes to their occupational identity. Their situation deteriorated from 

a rich and active pre-condition life to a life almost devoid of outdoor activity and with limited 
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physical exertion. The changes affected their sense of identity and how they viewed themselves 

since their desires no longer matched their present abilities. As explained: 

“... so, it is that loss of roles that determine who you are (…) I used to be a bold person, her 
that made the party really exciting (…) And then suddenly I’m the one who pulls it down…" 
(participant E) 
 

Most of the participants needed to make extremely detailed plans, prioritizing indispensable 

occupations. This was aggravated by uneasy, restless sleep, and a need for a slow start. In general, 

the variations in energy level forced the participants to pursue everyday lives of sedentary 

occupations, interspersed with periods of rest or a combination of domestic and self-care 

occupations. Thus, all participants experienced decline and severe role change issues, transforming 

their lives from independent and active lives to lives where they were sick. Only one participant, a 

university student, engaged in work-related occupations and few retained interests or occupations 

requiring physical exertion or performance outside the home. 

PEM appeared particularly disabling, precluding any occupation besides resting. What kept 

the participants going was experiencing some degree of energy, enabling them to partake in the 

little things of daily life.  

Occupational adaptation 

All participants experienced impaired occupational competencies and reduced abilities to fulfil their 

perception of identity. As they felt unable to maintain an occupational pattern reflecting their 

occupational identity, the condition seemed to have influenced their lives to an extent that prevented 

successful occupational adaptation. Consequently, the participants’ lives had changed significantly 

with the onset of the ME condition. 

Most of the participants were diagnosed long after the outbreak. Thus, for all, their situation 

had deteriorated over the years without their knowing the cause, and as the condition evolved, they 

tried to achieve a successful occupational adaptation using various strategies, mostly developed 
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through sharing experiences with other ME Association’s members. During this time, the 

participants’ feedback both from their social environment, i.e. family and friends, as well as their 

subjective experience of performance and of being within their physical environment, all negatively 

challenged their adaptation. Consequently, even if the participants were interested in strategies to 

maintain participation in their wanted occupations, which to many could be pacing, choosing 

activities within their desired roles, participating in preferred activities, and performing the needed 

actions were all compromised due to the condition. 

Discussion 

The objective of this study was to examine the lived experiences and changes in daily life of people 

with ME in Denmark as conceptualized by the MOHO, and which strategies the participants applied 

to overcome their challenges and whether these led to a successful occupational adaptation. The 

analysis showed that all participants suffered from severe symptoms reducing their occupational 

competencies, thus making their ability to perform desired occupations impossible. This impaired 

their sense of occupational identity, as what they could do differed from their perceived picture of 

themselves. The added and offered strategies were insufficient, thus leading to unsuccessful 

occupational adaptations. 

The lived experiences of people with ME as conceptualized by the MOHO 

The participants experienced unsatisfactory lives because of a condition-induced decline in 

occupational competency, unfulfilled expectations, and disrupted occupational identity. According 

to the MOHO, this dissatisfaction with life is understandable because the sense of ability, control, 

satisfaction, and completion are based on performing valued occupations, fulfilling expectations of 

roles, and maintaining routines (Taylor, 2017). According to the MOHO, the ability to develop and 

adapt in response to challenges is essential for a successful occupational adaptation, and often this 

achieved state of well-being is fulfilled with the use of adequate physical environments (Taylor, 
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2017). Correspondingly, the participants made various attempts to achieve successful occupational 

adaptation through modifying the physical environments, e.g. changing the home layout, using 

assistive devices, or moving elsewhere, as also suggested by Taylor and Kielhofner (Taylor & 

Kielhofner, 2003). However, these changes only improved a minimum of their perceived needs and 

were often applied reluctantly.  

The impact of ME on the participants’ lives varied with the severity of the symptoms. In 

general, they experienced an enormous shift, from having a full occupational life at the onset of the 

condition, to their current situation with almost no outdoor occupations and a low QoL, as also 

demonstrated by Falk Hvidberg et al. (Nacul et al., 2011; Falk Hvidberg et al., 2015). Inadequate 

adjustment to their current living conditions also corresponds with the conclusion of Taylor & 

Kielhofner (Taylor & Kielhofner, 2003). Furthermore, the experienced loneliness due to limitations 

in social life, and misunderstanding or distrust from family members and friends negatively 

impacted their occupational identity, creating a potential health hazard because social isolation and 

loneliness correlate with poor cardiovascular and mental health (Leigh-Hunt et al., 2017). 

The impact on occupational performance led to a sense of dysphoria in the participants 

which to some extent match the situation of people living with chronic pain (Meeus and Nijs, 

2007). The two conditions have similar symptoms and some apparent overlaps in central 

psychosocial patterns, and major issues adjusting occupational engagement as well as difficulties 

with pacing, perseverance and finishing desired occupations are seen (Meeus and Nijs, 2007; 

Pemberton and Cox, 2014). 

Overcoming challenges including occupational therapy 

The inconsistencies in the diagnosing process gave the participants an impression of 

misapprehension and mistrust from ‘the system’ and the community and they felt that the 

prescribed treatment was inadequate. The prolonged diagnostic process challenged the acceptance 
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process, which is known to be difficult as it demands revision of occupational patterns and routines 

essential for changing occupational health behaviour (Densham et al., 2016). The diminished public 

and social support made the participants feel more comfortable relying on their own experiences 

and peer-sharing, e.g. within the ME Association rather than relying on the official health-care 

system, like also shown by Pinxsterhuis et al. (Pinxsterhuis et al., 2015). 

The participants used different strategies to achieve a desirable life, and they found 

meditation and relaxation could promote their occupational competencies and well-being, as also 

suggested by Taylor & Kielhofner (Taylor & Kielhofner, 2003). Corresponding to the findings of 

Goudsmit et al., the participants fulfilled their perceived occupational identity, most consistently 

through applied pacing, alongside with planning and prioritizing daily activities in which they 

included economizing energy and rest (Goudsmit et al., 2012). Since pacing is a method for 

overcoming challenges by using compensating methods, it diminishes the consequences of the 

symptoms rather than the symptoms themselves. Hence, scheduling and pace in occupational 

performance based on a thorough activity analysis may help people living with ME to regain 

consciousness of time, as it may prevent their feeling of lost time control while slowing down their 

action (Pemberton and Cox, 2014). In pacing simple tools like a scale or activity diary, either used 

alone or in combination with other strategies, can help clients stop if symptoms occur and support 

maintaining an optimal activity level over time (Goudsmit et al., 2012; Kos et al., 2013). However, 

pacing is debated. As opposed to the participants here, pacing has been seen to result in dysphoria 

by inducing repetitive, vain attempts to perform to habitual standards (Pemberton & Cox, 2014) or 

simply not effectful to people living with ME (Thompson, Antcliff and Woby, 2018). Whereas, a 

randomized controlled trial concluded it to have effect on satisfaction with desired occupations in 

women with CFS, as compared to relaxation, and an increased effect on the ME condition if 

combined with relaxation (Kos et al., 2013).  
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As mentioned by physicians with expertise in ME, the main strategy in ME treatment aims 

at improving functionality rather than recovery (Devendorf et al., 2020). Consequently, ME 

programs require holistic interdisciplinary management and different components, such as 

education, lifestyle management, peer-support and client collaboration (Procknow and Leung, 

2015). Based on knowledge from people living with chronic pain, treatment that aims to improve 

psychological flexibility in everyday behaviour may be beneficial to people living with ME too, as 

it facilitates living with, rather than fighting the condition (Densham, Williams, Johnson, & Turner-

Cobb, 2016). Thus, secure and supportive social environments, empowering treatment strategies to 

achieve personal goals and QoL improvement, together with methods to enhance psychological 

flexibility that improves accepting the situation, despite fluctuating symptoms and energy levels, 

must be present in programs for people living with ME (Horton et al., 2010; Densham et al., 2016). 

Once clients have identified priorities, capacities, and goals, and have a realistic and accurate 

perspective of their impairments, activities can be modified so that they are more enjoyable and 

satisfying to perform (Taylor and Kielhofner, 2003). Therefore, the choices that persons make and 

how they think and feel about what they are doing are essential to change. In an interdisciplinary 

program, occupational therapists are warranted (Taylor and Kielhofner, 2003). As seen in programs 

for people with chronic pain, occupational therapists can assess the occupational problems, and 

assist in improving occupational performance to restore functionality through meaningful 

occupations, all to assist the process of occupational adaptation (Lagueux, Dépelteau and Masse, 

2018). In their scoping review, Grajo et al. identified four methods of occupational adaptation that 

could be applied to people living with ME: (1) through engagement in occupations, (2) through 

interaction with the environment, (3) through responding to change and life transitions, and (4) 

through a process of forming a desired sense of self (Grajo, Boisselle, & DaLomba, 2018). Using 

one of more of these methods also helps to preserve hope, which is crucial to human existence 
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(Wienand et al., 2018) and may potentially decrease the impact of occupational disability and 

replace it with inclusion in order to ‘ignite the sparks and bend the arc of social justice toward the 

transformation for individuals’ (Kovic & Algado, 2020, p.135). 

Strengths and limitations of the study  

The qualitative design of this study served an in-depth understanding of the participants’ reality and 

a credible representation of the participants’ perspective. Although we succeeded in including a 

heterogeneous group of participants, we were not able to recruit clients with severe ME, as they 

declined participation due to their low amount of energy. Some limitations in recruitment through 

the ME Association must also be considered when addressing the internal validity of this study, 

especially considering that people who are involved in patient organizations might have more 

competences and resources than people who don’t. However, we believe that our sample possesses 

the characteristics needed to answer the research question in this study, although seeking saturation 

would have provided more enriched information and increased transferability (Malterud, Siersma 

and Guassora, 2016; Saunders et al., 2018).  

By creating an atmosphere of trust in which vulnerable information may be shared, for 

instance by interviewing the participants in their home environment, the study’s credibility was 

supported (Elo et al., 2014). We used content analysis to reveal the manifest content based on the 

framework of the MOHO, to account for all elements of how the participants viewed their former 

and present lives (Graneheim & Lundman, 2004). Thus, the MOHO-based analysis helped the 

detailed exploration of the participants’ life situations and needs. We supplied the theoretical, 

manifest content with the results from the latent content analysis that derived underlying meanings 

from the interviews, enabling the reflected understanding of the participants perspectives (Elo et al., 

2014). Process transparency was achieved by illustrating how the analysis were performed 

(Graneheim, Lindgren, & Lundman, 2017).  
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Conclusion  

Conceptualized within the framework of the MOHO, this study examined how the lives of people 

living with ME in Denmark have changed with the onset of ME and whether their applied strategies 

to overcome their challenges have led to successful occupational adaptation. The participants 

revealed serious issues in their occupational lives and a pronounced tendency to stay in-doors. Their 

impaired occupational competencies negatively forced them to withdraw from many important 

occupations which affected their occupational identity and made them lonely. In general, they found 

public sector support inadequate. Pacing was the most frequently chosen strategy used to achieve 

occupational adaptation, however without much success. Therefore, it seems that people living with 

ME would need assistance to empower their occupational adaptation and to preserve hope, which is 

crucial to human existence. Including occupational therapists might enhance the occupational 

adaption of people living with ME. However, this warrants further research. 

Key findings 

• People living with ME in Denmark experience often major life changes with the onset of ME; 

• Pacing was the preferred coping strategy in people with ME, however, not leading to successful 

occupational adaptation 

What this study has added 

People with ME have impaired occupational competencies that negatively affect their occupational 

identity and make them lonely. Access to occupational therapy might empower occupational 

adaption and ability to preserve hope in people living with ME. 
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Appendix 1. Interview guide  

Presentation of the project and ourselves 

We are occupational therapists, and as such, our focus is on the daily life, tasks and challenges in 

humans. And to our knowledge it is not known how ME patients here in Denmark perceive their 

current situation. Therefore, our goal is to explore how your disease affects your daily life and what 

strategies you use to address some of the challenges you experience. In the interview, we will 

discuss your habits, roles, values, skills, environment, and the strategies you employ to deal with 

your challenges. 

The interview will last up to 45 minutes. If you need a break along the - you just say. Before we 

begin, we will ask you to read and sign the consent form. Feel free not to answer any question if 

you don’t want to, and you have the right to withdraw at any time if needed during the interview. 

Before we begin, do you have any questions? 

 

1. demography 

Introduction 
  

Please tell us about 
yourself and your course 
of disease 

Age?  
Civil status?  
Do you have kids?  
Do you have a job?  
When did you experience the 
first symptoms?  
When did you get diagnosed 
with ME?  

2. your life before and now according to MOHO 

Habits before 
disease 

Please share what your 
day looked like before 
you got ME 

What did you used to do 
before the disease?   
What did you used to do in 
your spare time?   
Did you have work and 
obligations?  
Selfcare?  
What were you doing in your 
weekends?  
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Habits now  Please share what a 
typical weekday looks 
like today 
  

What are you spending your 
time on?  
In the weekends?  
What activities/interests does 
your disease prevent you 
from performing 
satisfactorily?  
Is there anything you are 
having difficulty with, 
something you cannot do, or 
something you cannot do in a 
way that you are happy with? 

Roles What roles did you have 
before you became ill 
and which ones do you 
have now? 

Are there any of these roles 
that have changed?   
If yes, how have they 
changed?   

Values  What do you value most 
in your life? 

Relationships/interests?  
Are you able to live your life 
the way you want to?   

Skills (physical and 
cognitive)  

Are you able to 
concentrate and make 
decisions?  
Are you physically 
capable of performing 
the activities you want?  

If not, how is that expressed 
in your daily life? 
If not, what do you feel 
constrained by?  

Physical 
environment 
 
 
 
 
  

Is there anything in your 
physical environment 
that prevents you from 
participating in activities 
or going to places you 
want? If yes, can you 
elaborate? 

Is there anything in physical 
environment that promotes 
your ability to participate in 
activities or go to places you 
want? If yes, can you 
elaborate?  

Social environment 
  

How are your social 
relationships?  

Have these been affected by 
your disease?  
If yes, how?  
Do you experience your 
family/colleagues/friends as 
supportive/non-supportive?  
How?  

  

3. overcoming the challenges 
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Received support, 
treatment, therapy 
and training?   

Have you sought out and 
received support from 
the public health sector?  

If yes, what have you been 
offered and received? Eg. 
graduated exercise training or 
cognitive behavioral therapy 
or other? 
If yes, what has helped and 
how has it helped?   
When does it help and how 
long does it help?   
Have you wanted/do you 
want more help from eg. 
health professionals in 
relation to the challenges you 
have had/have?  
  

Own strategies/ways 
of dealing with the 
disease in the daily 
life 

What strategies/ways to 
manage the disease have 
you used in your daily 
life?  
  

Have they worked?  
Have you used pacing?  
Have you acquired some 
assistive devices?   
Have you made any changes 
in your surroundings? Eg. 
moved or changed in the 
interior of your residence?   
Do you set goals for yourself 
to get better/get better for 
some specific activities?  
Do you structure your daily 
life through daily or weekly 
schedules?   
What effect has this had?  

Ending Thank you for letting us 
interview you. Is there 
anything you would like 
to add in conclusion? 

 

 
 
 



Appendix 2. All applied strategies and occupational adaptations 

 

 
Theme  

 
Strategies & Occupational Adaptation   

Subtheme  Mindfulness-
activities   

Individual 
strategies and 
alternative 
treatment  

Technology and 
assistive devices   

Pacing  Change of 
environment  

Dietary 
restructuring and 
supplements 

Codes  - Meditation   
- Listen to 
music  
- Listen to 
guided 
meditation   
- Listen to the 
body  
- Write diary 
- Creative 
activities   
   
   

- Acupuncturist 
- Reflexology   
- Life wave 
patches  
- Pressure 
chamber 
treatment    
- Cannabis    
- Cognitive 
therapy    
- Language    
- Write diary    
- Atlas handler   
- Acceptance of 
restrictions    
- Flexing 
exercises    
- Karnofsky scale  
- Spirituality  
- Symptom 
assuasive 
medicine 
   

- Trolly for shopping 
- Cooling gel mask  
- Heat pad    
- Sauna bag   
- Electric bicycle 
- Plastic cutlery 
- Good trainers 
- Straw   
- Mattresses   
- Wheelchair  
- Bathtub 
- Shower chair 
- Office chair 
- Fan  
- Earplugs  
- Sunglasses   
- Epson foot bath  
- Support socks   
- Ball blanket 
- Energy patches   
- Pillows 
- Pulse watch  
- Sleeping pad with 
heat 
- Hearing protection   
- Smart TV   
- Social network   

All participants have 
used/uses pacing or 
pacing inspired 
strategies. This helps to 
get activities into daily 
life, find balance, 
prioritize activities, 
decrease/avoid PEM and 
take care of yourself 
  
Way of doing it: 
- Economize energy  
- Recognize symptoms 
- Rest when needed 
- Structuring activities  
- Make a weekly 
schedule that helps with 
economizing the energy 
- Make a pattern to 
collect energy at home 
and the go out for 
socializing     
- Small chores instead of 
exercises 
- Completely relaxation 
when you have PEM  

- Moved to quiet 
surroundings close 
to nature 
- Moved home 
to/close to family 
with the 
opportunity for 
more support 
- Arrangement with 
easy aces to 
activities 
- Lightweight 
furniture and 
implements 
- Furnished several 
places with the 
opportunity to rest 
in their own home 
- Possibility of rest 
in public space by 
bringing mattress  
   

- Change diets 
- Healthy food 
- Avoid sugar, gluten 
and lactose 
- Planning meals to 
save energy  
- Supplements 
- Homeopathic 
medicine 
- Easy cooking 
- Liquorice tea 
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