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SUMMARY 

OBJECTIVE 

The objective of this study was to examine how people with CFS experience and cope with the 
impairments and disabilities that follow from their illness, and to identify the psychosocial support 
and care needs of CFS-patients living in Québec. 
 

METHODS 

The study was carried out as a mixed methods study, combining primary and secondary research, 
including quantitative and qualitative data. A systematic literature review on English and French 
language studies from various databases and journals was performed to orient interviews with 
patients. The quality of the studies was assessed using CASP tools (for the quantitative studies) and a 
qualitative research checklist (for qualitative studies). Interview participants were recruited via 
referral from a large specialist practice in Montreal, and snowballing. Seventeen individuals were 
encountered. Semi-structured interviews were conducted and analysed using themes identified in the 
literature and completed by those emerging during the analysis.  
 
Participants: 
The 17 participants consisted of 11 women and 6 men, between the age of 33 and 77 years, with a 
median age of 50 years. They had been suffering from CFS from 3 to 27 years. Seven participants 
lived alone, six lived with a partner, two were single parents, and two lived with their parents. Three 
participants were full time employed at the time of the interview. Five participants had personal 
health insurances, three received permanent invalidity allowance, three received social aid (severe 
constraints), and one received normal pension and had an additional personal health insurance. Four 
participants had no source of income and were living of divorce allowance, personal savings or were 
supported by a spouse. 
 
RESULTS 

The literature search yielded 26 studies which met the inclusion criteria and was judged to be of 
sufficient quality to be included in the review. Of these, 10 studies using quantitative methods were 
included: One randomized controlled trial, one systematic review, and eight descriptive studies. 
15 studies using qualitative methods were included. These consist of one systematic review and 
14 primary studies, of which 10 used semi-structured interviews, 4 used open-ended questionnaires, 
one used the Occupational Performance History Interview II interview tool, and two used other 
qualitative methods like focus groups, group meeting, progress notes (patient diary) and data from a 
program evaluation questionnaire.  
 
Data synthesis 
Results from included qualitative and quantitative studies were synthesized separately. The synthesis 
of qualitative data was inspired by various meta-analytic methods such as meta-ethnography and 
comparative thematic analysis. Key concepts from each included qualitative study was synthesised in 
a set of themes, which were then refined through constant comparison within and between all the 
included studies. Data outcomes reported in quantitative studies were too heterogeneous in nature for 
using meta-analysis. Instead, a narrative synthesis was performed, in which relevant data outcomes 
was described for each of the themes identified in the qualitative literature.  
The following 12 themes emerged from the synthesis: 



 v 

 Functional limitations 
 Lack of professional recognition 
 Stigma and isolation 
 Loss of identity 
 Personality and illness perceptions 
 Getting a diagnosis 

 Energy preservation 
 Avoiding stigma  
 Coming to terms with the illness  
 Advocacy and education 
 Support groups and social interventions 
 Practical help 

 
The 12 themes were used to develop the interview guide and for the coding of the transcribed 
interviews.  
 
During the coding process, themes were added to the list of codes when new concepts arose. The 
final coding list contained 37 codes. The 37 codes were then grouped according to internal relevance 
into four overall categories: 

1. Reduced physical and cognitive capacity 
2. Emotional burden  
3. Social isolation and stigma 
4. Lack of professional recognition  

 
Analysis: 
The physical and cognitive problems due to CFS lead to a loss of function, work ability and 
autonomy. Sufferers thus often become dependent on partners and/or relatives for help with practical 
things, transportation and often also financially. In combination with the uncertainty surrounding the 
causes and nature of the illness, these losses lead to feelings of guilt, stress, loss of self-esteem and 
identity, depression, anxiety and frustration. At the same time, the illness is not immediately visible 
to outsiders, which might lead to suspicions of malingering, thus leading to stigmatisation of 
sufferers. The stigma is reinforced by a lack of recognition and/or knowledge of CFS among health 
care and social service professionals, which furthermore adds to the emotional burden of the illness, 
and tend to delay the diagnosis and appropriate treatment of symptoms.  
 
CONCLUSION 

The analysis shows that some of the coping strategies, which are used by Québec CFS-sufferers to 
overcome practical problems and shield them from social stigma and professional disbelief, are not 
found in the literature. Some of these strategies seem beneficial, and are furthermore highly 
compatible with the theory behind cognitive therapy. This suggests that psychological support 
interventions based on cognitive behavior therapy might be relevant in a Québec context. 
 
Furthermore, the analysis identified three care and support needs, which are specifically relevant to 
CFS-sufferers in Québec: 

1. Education of health care and social service professionals to improve recognition of the illness, 
and ensure a better coordination of the diagnostic process and subsequent symptom treatment. 

2. Revision of the status of CFS in the Québec social insurance system and the rules for obtaining 
disability allowance to help with financial problems and prevent emotional distress of sufferers, 
who are unable to work and have no personal savings or private health insurance.  

3. Structured work rehabilitation interventions to help sufferers to find jobs appropriate to their 
capacities or get back to some form of gainful activity without relapsing.  
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LIST OF ABBREVIATIONS 

CFS Chronic fatigue syndrome 

ME Myalgic encephalomyelitis (another term for chronic fatigue syndrome, which is not 
used in all countries) 

RRQ  Régie des Rentes du Québec (Québec public pension plan agency) 

CLSC  Centre local de services communautaires (local community service centre)  

AQEM  Association Québécoise d’Encéphalomyélite Myalgique  

MUS  Medically Unexplained Syndromes 
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GLOSSARY 

Coping 
Cognitive and/or behavioural response to psychological stress. See Introduction for more details. 
The term is used whether the process is effective or not in terms of improving the health or social 
functioning of the person.  

Coping strategy 
Specific ways of acting or thinking employed by an individual to overcome psychological stress. 
Are affected by his/her total psychological situation, social and work role, and important life goals 
and beliefs. They also depend on the situational context, and changes over time as the stressful 
situation changes. 

Methods triangulation 
Triangulation means that three or more different research methods are used in the data collection, 
so as to check the validity of the study findings.  

Framework approach 
Studies which start deductively from the aims and objectives already set for the study by for 
instance health care authorities. They are systematic and designed for transparency, so that the 
analytic process and interpretations can be viewed and assessed by other than the primary 
researcher. 
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1 INTRODUCTION 

1.1 BACKGROUND AND MANDATE FOR STUDY 

Chronic fatigue syndrome (CFS), also called myalgic encephalomyelitis (ME), is characterised by a 
pathological exhaustion, which is not reversed by rest, memory and concentration problems, sore throat, 
joint and muscle pain, dizziness, headaches, and post-exertional malaise lasting more than 24 hours 
[Fukuda et al., 1994]. By definition, the symptoms persist for at least 6 months and often for years 
[Carruthers et al., 2003]. Its cause(s) remains unknown, and there is currently no effective diagnostic 
test or treatment. The diagnosis therefore has to be made on the basis of self-reported symptoms and by 
exclusion of other diseases [Whiting et al., 2001], which makes diagnosing the syndrome a difficult and 
time consuming task for clinicians.  
 
In April 2007, the Québec Ministry of Health and Social Services received a letter1 from the Québec 
Association of Myalgic Encephalomyelitis (AQEM) describing the problems related to suffering from 
CFS and asking for more pertinent services and more research into possible treatments and needs of 
patients. Following this demand, in October 2007 the ministry gave AETMIS the mandate to perform a 
health technology assessment of CFS in Québec, focusing on the following aspects: 
 State of the question regarding CFS 
 Practices around the world concerning this condition 
 Best clinical practices 
 Needs of affected patients 
 Efficacy of diagnostic and therapeutic interventions,  
 Organisational and professional and economic impact of recognition of this conditions as a disease 

aspects, including educational needs  
 
There is evidence that sufferers of chronic fatigue syndrome experience a considerable loss in physical 
and cognitive functioning [Ross et al., 2004; Komaroff et al., 1996]. They often become unable to carry 
out basic tasks of everyday life like personal hygiene, household chores or well-known job functions 
[Cervera et al., 2004; Anon., 2003]. Furthermore, the contested nature of the illness and lack of clear 
disease markers often cause suspicion of psychological co-morbidity or outright malingering from both 
health care professionals, friends and family, which pose great emotional strain on the sufferer [Gilje et 
al., 2008; Larun and Malterud, 2007]. Psychological co-morbidity (especially depression) is highly 
prevalent in CFS, but there is inconsistent evidence as to whether this is a contributing cause or a result 
of the emotional strain of the illness [Lehman et al., 2002; Van Houdenhove et al., 2002]. Sufferers thus 
not only experience impairment, meaning a disruption of physical functioning, but also to some extent 
disability; an inability to lead a fulfilling life because of social or practical restrictions or barriers in 
society towards people with impairments [Oliver, 1998]. This distinction origins in the notion that 
prejudice and discrimination disable and restrict people's lives much more than impairments do, and that 
practical barriers and exclusion are often linked with ideologies in which deviance is seen as a personal 
responsibility. Seen from such a perspective, disability can (and should) be “cured” by spending money 
on improving accessibility and acceptance rather than by clinical interventions, assistive technologies, 
or rehabilitation [Oliver, 1998]. The advantage of applying this perspective to an analysis of CFS-

                                                           
1. This letter was also sent to the Collège des médecins (the Québec Medical Society), the Federation of Specialist Physicians in Québec, 
the leaders and spokespersons of principal political parties in Québec; the Representative of Health and Wellbeing, and the Citizens 
Right’s Protector. 
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patients’ needs is that the disabling effect of CFS can be uncovered and addressed, even if the pathology 
of the illness is not yet clear and the impairing effect thus cannot be effectively treated.  
 
Distinguishing impairment and disability thus take into account the social context of sufferers. 
However, it is well known that certain biological, psychological and behavioural mechanisms affect the 
experience of illness and impairment. For instance, evidence has been found for genetic, neurological, 
psycho-physiological, immunological, personality, attributional, affective, behavioural, social and inter-
personal factors interacting in the onset and maintenance of Medically Unexplained Syndromes (MUS), 
one of these being chronic fatigue syndrome [Deary et al., 2007]. Uncovering (and meeting) the needs 
of CFS-sufferers must therefore also take into account the way sufferers respond emotionally and 
practically to the experience of impairment and disability. A model of CFS, which integrates physical 
and psychiatric models of causation, is therefore very useful for the theoretical framing of this study of 
patient needs [Ax et al., 2001; Hyland, 2001]. A central component of the integrated model is the 
concept of ‘coping’, in that insufficient coping with stress is seen as a possible trigger of CFS, and 
insufficient coping with physical and emotional consequences of the illness may lead to chronicity [Ax 
et al., 2001]. Coping is a process through which people employ various cognitive and behavioural 
efforts2 to manage psychological stress [Lazarus, 1993]. It is well documented that the way people cope 
with different stressful situations, influence their physical and psychological health [see for instance 
Lazarus, 1993; Vingerhoets and Van Heck, 1990; Folkman and Lazarus, 1986; Folkman et al., 1986].  
 
Quite a lot of research has been done around coping in CFS, with the aim of determine which coping 
strategies are adaptive or maladaptive in terms of quality of life and/or long term illness outcomes. 
General distinctions between different types of coping have been made, like emotion-focused vs. 
problem-solving coping,3 and active vs. avoidant coping.4 However, research has shown that people 
usually employ both types of strategies in different situations [Folkman and Lazarus, 1980]. An 
individual’s coping strategy is affected by his/her total psychological situation, social and work role, and 
important life goals and beliefs. It also depends on the situational context, and changes over time as the 
problem changes, for instance during different stages of serious illness [Lazarus, 1993]. An 
understanding of the context in which the coping occur is therefore necessary to determine its’ effects 
on mental wellbeing and/or physical health. In order to get a more detailed understanding of the support 
and care needs of CFS-sufferers in Québec, it is therefore relevant to examine how CFS-sufferers (in 
general and in Québec specifically) cope, cognitively and behaviourally, with their illness. 

1.1.1 Objective and research questions 

Following the mandate set forward by the ministry, the objective for this study is thus to examine how 
people with CFS experience and cope with the impairments and disabilities that follow from their 
illness, and to identify the psychosocial support and care needs of CFS-patients living in Québec. The 
following research questions guided the research:  
 What are the impairments and disabilities experienced by CFS-sufferers?  
 How do CFS-sufferers cope with these problems?  
 What are CFS-sufferers’ experiences with treatment and support interventions in Québec? Which 

types of interventions are beneficial, and which are needed to provide better support?  
                                                           
2. The term “coping” is used whether the process is effective or not in terms of improving the morale, physical health or social functioning 
of the person [Lazarus, 1993]. Some ways of coping can thus be counterproductive to the physical and/ or psychological health of the 
person doing the coping. 
3. Problem-solving coping refers to efforts to do something active to alleviate stressful circumstances; whereas emotion focused coping 
strategies involve efforts to regulate the emotional consequences of stressful or potentially stressful events. 
4. Active coping strategies are either behavioural or psychological responses aimed at changing the nature of the stressor itself or how one 
thinks about it, whereas avoidant coping strategies lead people into activities (such as alcohol use) or mental states (such as withdrawal) that 
keep them from directly addressing stressful events. Active coping strategies are generally thought to be better ways to deal with stressful 
events, and avoidant coping strategies appear to be a psychological risk factor or marker for adverse responses to stressful life events 
[Holahan and Moos, 1987].  
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2 METHODS 

Examinations of illness experiences, coping strategies and support needs of people with CFS have 
been done in other countries, but not in Québec. Qualitative techniques such as observation, in-depth 
interviews, and focus groups are useful to gain insight into complex behaviours, attitudes, and 
interactions which quantitative methods cannot adequately uncover [Leys, 2003]. The direction at 
AETMIS thus decided that the research questions mentioned could best be answered using a mixed 
methods approach, involving a review of studies from other countries in combination with primary 
data collection from the Québec context. 
 
Qualitative research usually builds on an inductive approach (moving from observation to 
hypothesis) rather than hypothesis testing or deductive reasoning. The data analysis can then be done 
using different techniques, some of which are more inductive and some more deductive. The design 
of this study draws on aspects of framework approach and thematic analysis. Framework approach 
is has been developed for applied or policy research, in which the objectives of the research are 
shaped by the information requirements of the health care authority demanding the research, and 
where there is a need to link the qualitative analysis to findings from quantitative investigation. 
Framework studies thus start deductively from the aims and objectives already set for the study. 
They are systematic and designed for transparency, so that the analytic process and interpretations 
can be viewed and assessed by other than the primary researcher. Thematic analysis is a very useful 
approach for research which aims at exploring all aspects of a subject, or mixed methods studies 
where different types of data must be synthesised [Pope and Mays, 2006, p. 72]. This will be 
explained in more details in the Results section (chapter 3).  
 
The following methods were used for the data collection:  
1) Preliminary information search on CFS and problems experienced by sufferers in documents 

and websites from various patient organizations. 
2) Systematic review of qualitative and quantitative studies from the areas of medicine, 

psychology, psychiatry, patient education, anthropology and sociology describing psychosocial 
needs of CFS-sufferers. 

3) Semi-structured, individual interviews with CFS-sufferers in Québec. 
 
The framework approach was applied by using information found in the preliminary information 
search to develop the 3 research questions, which was then used to determine search words and 
inclusion/exclusion criteria for the literature search. The themes found in the literature were in turn 
used to orient the interview guide for the individual interviews. In the following two sections, details 
on methods used for the literature review and the primary data collection respectively are given. 
 
The mixed methods approach of this study ensured an implicit triangulation of data. Triangulation 
means that three or more different research methods are used in the data collection, so as to check the 
validity of the study findings [Pope and Mays, 1995]. Although the primary data collection of the 
study was only based on interviews, most of the included studies used a variety of methods (focus 
group interviews, observations, questionnaires and in-depth interviews) to gather data. Furthermore, 
the initial review of documents and websites from various patient organisations and health 
information bodies in Québec served as a context-specific triangulation, which informed the 
literature search and later validated themes found in the interviews. 
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2.1 LITERATURE REVIEW 

A systematic literature search was carried out in medical databases such as PubMed and in databases 
specific to sociology, anthropology and psychology such as SAGE publications and PsychINFO for 
studies on the experiences of CFS-sufferers and their perceived needs for support and care published 
from 1994 to 2008. Specific journals and grey literature was also searched. The literature was 
searched using the terms chronic fatigue syndrome and/or myalgic encephalomyelitis in combination 
with various words for patient experience, psychological and social functioning, employment, coping 
strategies, rehabilitation, support, as well as words specifically for qualitative research methods. See 
Appendix A for further details on the search strategy. 

2.1.1 Inclusion and exclusion criteria 

English and French language papers published between January 1994 and July 2008 describing 
qualitative studies, case-control, cohort or controlled before-and-after studies on CFS-sufferers 
experiences and/or needs for support and care were included. Studies on incidence and/or prevalence 
of CFS, psychological and physical causes and/or co-morbidities of the illness, diagnostic criteria as 
well as studies on physicians’ perspectives on treatment of CFS were excluded. 

2.1.2 Quality assessment 

Studies using qualitative methods were assessed using a checklist for qualitative studies developed 
by Catherine Pope and Nicholas Mays [Mays and Pope, 2000]. The quality of studies using 
quantitative methods were assessed using tools from the Critical Appraisal Skills Programme5 for 
systematic reviews, case-control studies, and prospective cohort studies respectively. Cross-sectional 
studies were assessed using an assessment tool developed by the Institute for Public Health Sciences 
at Yeshiva University.6  

2.2 PRIMARY DATA COLLECTION 

2.2.1 Recruitment, sampling and confidentiality 

The majority of participants were referred from a large, specialized practice in Montréal. Physicians 
were given a letter to distribute among their patients, which described the project, assuring that 
participation was entirely voluntary and would have no influence on their treatment, and that all 
personal information would be kept fully confidential. A total of 38 CFS-sufferers contacted 
AETMIS and volunteered to participate. Some of these had heard about the project from friends who 
were invited to participate by their physicians, some had read about the project on AETMIS’ 
homepage, while a few had heard about the project through a local patient organization. From the 
pool of volunteers, purposeful sampling was conducted to select 20 participants to ensure a gender 
proportion similar to that found in the literature [Mays and Pope, 2000] as well as a wide variety in 
geographic background, age, employment status and illness duration. People who were not asked to 
participate were informed in writing or by phone, and were encouraged to send in comments on 
treatment and care needs for CFS-sufferers in Québec to the research team (see Appendix I). 
Subsequently, 4 e-mails with comments and opinions on the subject were received. 
 

                                                           
5. Public Health Resource Unit (PHRU). Appraisal Tools [Website]. Oxford, UK. Available at: http://www.phru.nhs.uk/Pages/PHD/ 
resources.htm. 
6. Institute for Public Health Sciences. 11 questions to help you make sense of descriptive/cross-sectional studies. New York, NY: Yeshiva 
University; 2002. Available at: http://www.yu.edu/aecomdb/dfsm/Uploads/ugclerkshipinfo/cross-sectional%20study%20appraisal% 
20tool.pdf (accessed on July 28, 2008). The questions in this tool are adapted from Guyatt GH, Sackett DL, Cook DJ, Users’ guides to the 
medical literature II. How to use an article about therapy or prevention. A. Are the results of the study valid? JAMA 1993;270(21):2598-
601 and B. What were the results and will they help me in caring for my patients? JAMA 1994;271(1):59-63. 
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In total, 19 out of 20 planned individual interviews were carried out. One person agreed to 
participate, but did not show up for the interview, and could not be contacted afterwards. 
Immediately before the interviews, participants were given a consent form informing them of the 
confidentiality of the personal information given to AETMIS and asking their permission to tape 
record the interview, which they were asked to sign. The participants were given a copy of the 
consent form signed by the interviewer (VHP) and the interpreter (CL). Throughout the analysis and 
writing of the report, participants have been given aliases and any personal information which could 
have permitted recognition of the participants have been omitted. All transcribers and the person 
performing quality checks of interviews signed confidentiality forms prior to their engagement. 
During the analytical process, recordings of interviews and transcriptions were kept under lock when 
not used. Subsequent to the completion of this report, all tape recordings and transcriptions of 
interviews have been destroyed. 

2.2.2 Interview process 

Two patient organizations were consulted to get information about how to best carry out interviews 
with people suffering from CFS. It was decided to perform individual interviews rather than focus 
group interviews, since sufferers often have cognitive problems and therefore find it difficult to 
participate in group discussions. Furthermore, an invalidating illness such as CFS might address 
emotionally sensitive issues, which could be difficult to discuss openly in a larger group of people. 
As the interviews were conducted, this expectation was unfortunately confirmed, as several of the 
participants showed considerable emotional distress when talking about their illness and its 
consequences to their lives. To ensure psychological wellbeing, the interviewer thoroughly debriefed 
participants at the end of each interview by summing up issues covered, and asking if the participant 
had any comments or questions. 
 
All interviews were carried out using the same interview guide (see Appendix G), which was 
modified slightly after the first few interviews to accommodate the wording to more everyday 
language and change questions which the participants did not understand correctly. One interview 
was carried out in the home of a participant, who was too ill to go outside. The remaining 
18 interviews were carried out in the office of AETMIS. The participants were given $50 for their 
participation and their expenses for transportation were reimbursed. All interviews lasted between 
1,5 and 2,5 hours and was carried out by VHP. During the first 6 interviews, CL assisted to ensure 
that no information was misunderstood due to language barriers. It was then assessed that this was 
not necessary for the remaining interviews, which were then carried out by VHP unassisted. Two 
interviews were subsequently excluded from the study: One participant turned out not to have a 
diagnosis of CFS and one sound file was technically unusable. 17 interviews were transcribed 
verbatim by various transcribers. All transcriptions were subsequently checked for the quality of the 
transcription by a native French speaking research assistant.  
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3 RESULTS 

3.1 RESULTS OF LITERATURE SEARCH 

The literature search yielded 26 studies which met the inclusion criteria and was judged to be of 
sufficient quality to be included in the review. Of these, 10 studies using quantitative methods were 
included: One randomized controlled trial, one systematic review, and eight descriptive studies. 
15 studies using qualitative methods were included. These consist of one systematic review and 
14 primary studies, of which 10 used semi-structured interviews, 4 used open-ended questionnaires, 
one used the Occupational Performance History Interview II interview tool [Gray and Fossey, 2003], 
and two used various other qualitative methods like focus groups, group meeting, progress notes 
(patient diary) and data from a program evaluation questionnaire. Appendix B shows a diagram of 
the retrieved and included literature. Included studies are presented in Appendix C, D and E 
(qualitative, quantitative and systematic reviews respectively), while excluded studies are presented 
in Appendix F with comments on the reason for exclusion.  

3.2 RESULTS OF PRIMARY DATA COLLECTION 

3.2.1 Participants 

The 17 participants consisted of 11 women and 6 men, between the age of 33 to 77 years, with a 
median age of 50 years. They had been suffering from CFS from 3 to 27 years, although some of 
those who had been ill for the longest time, had only received a confirmed diagnosis within the last 
10 years. Seven participants lived alone, six lived with a partner, two were single parents, two lived 
with their parents. Three of the people living with a partner or alone had previously lived with one or 
both of their parents during periods of severe impairment due to their illness. With regards to 
employment status and sources of income, three participants were full time employed, one of which 
received government subsidiary payment for a part of their salary, and one had been on sick leave for 
4 months at the time of the interview. Only one participant was working full time for a normal 
salary. Five participants had personal health insurances, three were on permanent invalidity 
allowance, three were on social aid (highest amount), and one was on normal pension combined with 
personal health insurance. Four participants had no source of income and were living of divorce 
allowance, personal savings or were supported by a spouse. 

3.2.2 Data synthesis 

The data analysis was performed as a thematic analysis. This involves grouping data in themes and 
examining all cases in the data material, to make sure that all manifestations of each theme have 
been accounted for and compared [Pope and Mays, 2006, p. 72].  
 
Results from included qualitative and quantitative studies were synthesized separately. The synthesis 
of qualitative data was inspired by various meta-analytic methods such as meta-ethnography and 
comparative thematic analysis [Thomas and Harden, 2008; Marston and King, 2006; Noblit and 
Hare, 1988]. This implies that key concepts from each included qualitative study was synthesised in 
a set of themes, which were then refined through constant comparison within and between all the 
included studies. Concepts may thus have been described with different words in various studies, but 
were interpreted as having similar meanings and thus ‘translated’ into themes describing these 
meanings. Data outcomes reported in quantitative studies were too heterogeneous in nature for 
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using meta-analysis. Instead, a descriptive synthesis was performed, in which relevant data outcomes 
was described for each of the themes identified in the qualitative literature.  
 
The following 12 themes emerged from the synthesis: 

 Functional limitations 
 Lack of professional recognition 
 Stigma and isolation 
 Loss of identity 
 Personality and illness perceptions 
 Getting a diagnosis 

 Energy preservation 
 Avoiding stigma  
 Coming to terms with the illness  
 Advocacy and education 
 Support groups and social interventions 
 Practical help 

 
The 12 themes were used to develop the interview guide (see Appendix G) and for the coding of the 
transcribed interviews. One theme - Personality and illness perceptions - was only found in the 
quantitative literature. It concerns certain personality traits and/or illness perceptions of CFS-
sufferers, and their possible correlation with illness outcomes. Since it requires large clinical studies 
and psychological expertise to explore such correlations, it was not considered a relevant theme for 
individual, in-depth interviews, and this theme was therefore not explored in the interviews or used 
in the coding process. Relevant results on this theme are presented in section 4.3 Emotional burden. 
 
During the coding process, themes were added to the list of codes when new concepts arose. After 
the initial coding of all interviews, the first 10 interviews were coded again to ensure that codes 
developed later on were not missed out. The final coding list contained 37 codes (see Appendix H), 
which described consequences of the illness experienced by sufferers, ways of coping with these and 
explicitly expressed support and care needs. Sections from all interviews coded with the same code 
name were copied into a separate document with this name. Each code document was read and it was 
noted what overall problems participants associated with the code. The 37 codes were then grouped 
according to internal relevance into four overall categories:7 
1. Reduced physical and cognitive capacity 
2. Emotional burden  
3. Social isolation and stigma 
4. Lack of professional recognition  
 
In accordance with the framework approach, a map was drawn up with the four overall categories 
and connections between problems experienced, coping strategies used and the needs expressed with 
regards to both problems and coping strategies (see Appendix I). 
 
In chapter 4, each theme is presented separately with findings from the literature and the interviews. 
In chapter 5, support and care needs expressed (directly and implicitly) by interview participants and 
in the literature are summed up. To illustrate the data behind the analytical conclusions, 
representative and/or deviant passages from interviews are quoted in each section. Strengths and 
limitations of the study are discussed in chapter 5 along with ethical considerations. Finally, study 
conclusions are made in chapter 6. 
 

                                                           
7. Please note that the separation of these four categories is for analytical purposes, performed to ease the understanding of the complex 
reality of suffering from a syndrome like CFS. The problems experienced by sufferers are in reality closely intertwined and difficult to 
separate. 
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4 ANALYSIS OF DATA 

4.1 PHYSICAL AND COGNITIVE PROBLEMS 

The literature documents that CFS-sufferers experience significant functional and cognitive 
problems [Taylor, 2005; Gray and Fossey, 2003]. They also report significantly less vitality, more 
fatigue, pain and distress related to personal functioning and professional life, and a greater impact of 
their physical health on their work and other regular daily activities, compared to patients with 
multiple sclerosis and rheumatoid arthritis which have the same type of symptoms [Taillefer et al., 
2002; Van Houdenhove et al., 2002].  
 
The physical effect of CFS on the lives of sufferers was predominant in all the interviews, and it was 
clear that the experience of symptoms was not limited to simply feeling tired; it also implies a highly 
unpleasant feeling of being ill. One young woman described her symptoms it like this:  

"It's difficult to describe how one feels. It's not the same type of tiredness as after exertion. 
It's a type of tiredness... It’s an uncomfortable tiredness. It's as if I hadn't slept for 
48 hours...and I had a hangover…had had too much to drink or something... That's how 
you feel. You feel really weird. Also, I was always on the verge of fainting. I was really 
"limited" all the time. That's why I stopped working." (Quotation 1, Mélanie)8 

The feelings of fatigue and being unwell were clearly difficult for participants to describe, and most 
of them would instead describe how the symptoms affected their daily functioning. It was commonly 
experienced that the fatigue could render even basic things like personal hygiene insurmountable 
tasks, as described here by one man: 

“I remember various... not symptoms, but demonstrations of the tiredness. The worst one 
was when I would get up in the evening and clean my teeth and I knew I didn’t have 
enough energy to shave. I didn’t have enough energy to do both things. And when I 
reached the point where I could go out of the house and go shopping, and bring groceries 
back, I couldn’t sort the groceries when I came back before I had had a rest… that type of 
thing.”(Quotation 2, Roger) 

More dramatic were the experiences of sudden energy crashes, constant or periodical dizziness, 
nausea, or fainting spells, which made some participants unable to walk without a cane or only walk 
in areas where they could lean on to buildings when feeling dizzy. Experiences of episodes in public 
places or while driving a car had made some participants feel so insecure about going out on their 
own that they had become completely dependent on their partner or family members for 
transportation and shopping9. Some had experienced even more extensive losses of autonomy during 
some periods of their illness, where they were unable to cook or even eat and take baths without the 
help of others. 

                                                           
8. All names of participants are fictive. All the original quotations (in French) are reported in Appendix M. 
9. Fainting episodes in public places in some instances lead to ambulance transports to emergency rooms and more long term 
hospitalisation stays when the diagnosis was not yet known. Such episodes were experienced as highly unpleasant and stressful, and 
sometimes became turning points because it made participants and their family realise how sick they were, and thus to retreat more from 
activities, work, social life and to pursue a diagnosis more intensively. 
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4.1.1 Work ability 

Other common symptoms were more or less constant muscle pain,10 headaches and/or stomach 
pains, sometimes to a degree where they prevented rest even when the person felt tired and needed 
sleep. Hypersensitivity to noise, smells and visual stimuli, lack of concentration and memory loss 
often made it impossible for participants to read novels, follow a conversation between several 
people, fill out formulas. Not surprisingly, such cognitive symptoms often interfered significantly 
with participants’ work ability, as is explained here by a participant: 

"I used to be in public relations, but now, I’ve lost all my ability to produce. I can’t even 
read a book, because of memory loss. I can’t remember the page I just read, so I have to 
start over." (Quotation 3, Sarah) 

Even for participants who worked in more manual domains, memory loss could be problematic, for 
instance when working in services or sales, and not being able to recall the latest order or calculate 
how much money to give back. As mentioned by Mélanie in the first quote on page 18, the 
experience of symptoms made participants feel unable to work. Together, the physical and cognitive 
impairments rendered most participants incapable of working, although many very much wanted 
to.11 One qualitative study shows that it is exactly this impact – the experience of a continued 
inability to work with normal intensity and concentration - and not the symptoms in themselves, 
which lead sufferers to change their interpretation of the bodily signs from natural occurrences (the 
flu, stress) to symptoms of a more serious illness. This change in perception sets off a search for an 
identifiable illness to give meaning to the experiences. It is therefore the persistence of the symptoms 
over time rather than their nature that makes people look for a more serious cause for them. The 
study also shows that sufferers only conceptualise their symptoms as CFS after having heard about it 
from personal relations or in the media. Information from other people or media thus function as 
‘signposts’ when lay people try to make sense of their illness experience [Arroll and Senior, 2008].  
 
Loss of work ability naturally has a negative impact on sufferers’ financial situation, which is also 
well documented in the literature. One study notes that 77% of the 147 participants reported 
significant financial hardship as a result of their illness [Anderson and Ferrans, 1997]. A systematic 
review showed that in 15 studies, 35-69% of people with CFS were unemployed, 26-89% lost their 
jobs as a result of their illness and 22-62% of participants reported decreased performance while at 
work. Among the interview participants, particularly those living off social welfare were concerned 
with the financial impact of their illness. Some had been forced to find smaller and cheaper housing, 
cut down on spending, and several had applied for disability allowance,12 but had been turned down 
and were not able to contest the decision because of insufficient means to hire lawyers. A young 
single mother received a monthly alimony from her ex-husband, which meant that she was not 
eligible for social welfare. She had therefore been forced to remortgage her house, and now 
supplemented her monthly allowance with money from her private pension fund in order to be able 
to pay rent and necessities. A few had lived or were still living with parents for economic reasons, or 
received occasional financial support from their parents for food, psychology or massage sessions – 
luxuries they could otherwise not afford. One person reported having gone through periods where 
she could barely pay her rent, ate in soup kitchens and did not have enough money to pay bus fares. 
Those with private health insurances, pension funds, and/or public pension plans were clearly less 
preoccupied with the financial consequences of their illness, although some with working spouses 
felt ashamed and uncomfortable that they were not able to contribute financially to the household 

                                                           
10. Eight of the 17 participants either had a clinical diagnosis of fibromyalgia or believed that they suffered from it. Fibromyalgia is a 
syndrome somewhat similar to CFS/ME, but with muscular pain affecting limb girdles as the main symptom [Wolfe et al., 1990]. Clinic-
based investigations suggest that 35–70% of persons with CFS/ME also meet criteria for fibromyalgia (FM) and that 20–70% of 
individuals with FM also suffer from CFS [Meeus and Nijs, 2007]. 
11. See section 2.2 for details on participants’ employment and financial situation. 
12. The monthly allowance for people recognised as permanently invalid in Québec is somewhat higher than the normal social welfare, 
even if this is given within the category of “severe circumstances”, which most participants on social welfare were granted. 
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and at the same time had to leave most household chores to their spouse. Often the costs of 
medication, treatments (massages, psychotherapy, nutritional supplements) posed considerable 
strains on the budgets of participants, even for those with private insurances, for instance one man 
had to take antiviral medication at the cost of 1,500 dollars a month, although his monthly insurance 
revenue was 1,400 dollars. During the periods where he took the medication, he was thus completely 
dependent on economic help from his parents and his wife. 

4.2 COPING WITH FUNCTIONAL LIMITATIONS 

The use of various coping strategies to handle the physical and cognitive difficulties in CFS is 
documented in several included studies. By getting to know their limits and finding ways to balance 
their energy through resting and avoiding activity, sufferers get some feeling of being able to control 
the symptoms and doing something to get well [Arroll and Senior, 2008; Edwards et al., 2007; Larun 
and Malterud, 2007; Gray and Fossey, 2003; Clements et al., 1997]. For those who continued to 
work, their lives were limited to work activities only, in an effort to preserve enough energy for work 
[Taylor and Kielhofner, 2005; Anderson and Ferrans, 1997]. However, limiting activity can create 
problems in relation to partners, who can find it difficult to accept if their spouse chooses to conserve 
energy on a good day and not do anything than requires a lot of energy, even though he/she seems 
capable of doing things. This strategy can therefore cause suspicion of malingering or result in direct 
conflict between spouses [Dickson et al., 2007]. It can also be very unsatisfying to the sufferer, who 
may lose what remains of his/her social life [Ware, 1998].13 Furthermore, it does not always seem 
beneficial to manage fatigue. One study showed that illness accommodation (i.e. limiting activity) 
were associated with more fatigue and impairment, particularly when combined with low or mean 
levels of internal locus of control (belief that one has control over the illness). This could imply that 
having little faith in one’s own actions could mean using more avoidant and passive coping 
strategies, such as acceptance and withdrawal from activity. Patients with a longer duration of illness 
who used illness accommodation also showed significantly more fatigue and impairment, implying 
that the more one attempts to limit activity and stress, the less one feels able to do over time [Ray et 
al., 1997].  
 
Coping with symptoms by limiting activity was found in almost all interviews, but there seemed to 
be different ways of understanding and employing this strategy. Many participants talked about 
‘listening to the body’, which implied resting when symptoms started appearing, instead of pushing 
themselves beyond their energy limit. Some had discovered particular “warning signs”, like legs 
feeling weak or a sore throat, which preceded a worsening of symptoms. By resting when these signs 
appeared, rather than staying active in spite of them, these participants felt that they were able to 
avoid relapses and regain some energy. Interestingly, this way of limiting of activity was described 
as a need dictated by the body – something you just have to do - rather than an active choice, and 
was not always linked with mental fatigue or feeling sleepy:  

"The other day, I wasn't tired, but my body... I had to go lie down. I looked outside, and it 
was nice out... I would have liked to do a few things... I felt that my body was in the 
process of...that it had run out of batteries. So, I’m wide awake, but I have to stay in bed." 
(Quotation 4, Julie) 

For some participants, this strategy14 had clearly been beneficial. One woman had managed to return 
to full time employment by starting to work very slowly after a long sick leave; she started working 
one day a week, then two, then three, until she was back to full time. Although she did not herself 
                                                           
13. A narrative review of literature on coping with CFS, which was not included because no outcomes were reported, notes that a majority 
of sufferers cope by increasing rest and reducing activity levels although there is no evidence for the effectiveness of this [Ax et al., 2001]. 
14. Although participants themselves did not consider resting when they felt the need as an active choice, it can still be considered a 
strategy, since several of them referred to it as something they had learned to do after having experienced a worsening of their symptoms 
when not listening to their body. They had thus previously responded differently to the same bodily signs. 
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use those words, adapting to her illness in this way and not going over her energy limits it can be 
seen as a way of ‘listening to the body’, because she made sure not to go over her energy limits. 
However, employing this strategy was not always considered appropriate by other people; one 
woman had suggested her employer to start working 2 or 3 days in the beginning, to make sure that 
she did not exhaust herself, but this was declined without further explanation. Another woman told 
how she was reproached by her husband’s family because she insisted on taking naps after lunch 
when she visited them. A man had only started spending Christmas with his family after years of 
being alone over the holidays, when they accepted that he could only be social for a couple of hours 
before he had to go and lie down. In other words, although ‘listening to the body’ and limiting 
activity might be beneficial in terms of preventing (a worsening of) symptoms and regaining some 
functionality, it does not correspond with norms for social interaction and can thus be a source of 
conflict in social relations.  
 
Participants also described more planned ways of limiting activity, which was employed to avoid 
symptoms altogether and ensure as high a level of functionality as possible. Such strategies of 
‘energy preservation’ were often employed in the work domain, for instance by limiting the total 
number of work hours, sleeping during lunch breaks, or even by changing positions to something 
with less noise or less demanding tasks. However, these strategies did not seem to be sufficient to 
preserve work functionality, and participants often mentioned them as something they had tried 
without much success before giving up work. When employed in everyday life, energy preservation 
strategies seemed more beneficial. They could for instance be arranging kitchen utensils to be within 
easy reach, sitting down while cooking, or cooking for several days at a time. It could also be 
different ways of simplifying certain procedures, like this woman explains how she uses the 
microwave in a simpler way: 

“Let's say that I want to heat up something for 30 seconds. I have to press "Time", "3", "0" 
and "Start". I have to press four buttons. You're tired, so you press the "One touch" button, 
which is for one minute. Then, after 30 seconds, you open the door. You see? This way, 
you save your energy (laughter)!” (Quotation 5, Céline) 

Of course, pressing one button instead of four does not save much energy. But it illustrates how the 
expenditure of energy and how to save is a strategy for coping cognitively and practically with even 
the smallest daily activities.  
 
Energy preservation seemed to be a particularly useful strategy to enable social interaction with 
family members, friends and partners. Single parents recounted resting when their children were at 
school, so as to have enough energy to take care of them in the afternoon, and almost all participants 
rested more than usual before social events (several participants had prepared for their interview by 
resting more than usual the day before, or by taking showers the day before, so they didn’t have to 
spend energy on this on the day of the interview). This strategy thus required a certain amount of 
planning, which was not always understood by people in their surroundings. 

"'Can you come on Saturday?' - I don't know how I'll be feeling on Saturday morning. I 
can't say beforehand if I'm going to be feeling well or not. But if you tell me in advance 
that you want to see me on such and such a day, I'll see to it that I do fewer activities, go to 
bed earlier...so that I have more energy for that day." (Quotation 6, Geneviève) 

This meticulous planning also implied that participants had to constantly choose what activities they 
wanted to engage in, as this woman explains when telling about how difficult it can be for her to be 
social:  

"If I get a phone call, I have to lie down afterwards, I know. Sometimes, I look at who's 
calling [and] tell myself ‘no’. Either I wash my dishes and make a simple meal, or I answer 
the phone. As a result, I'm always in the process of making choices because I know that 
after a phone call, I'm completely wiped out and have to go lie down." (Quotation 7, 
Jeanne) 
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However, many of the participants who focused on ‘listening to the body’ also believed that ‘staying 
active’ was important to get the body and the brain “back in shape” and regain some functionality. 
They continued to perform small, daily tasks like going for a walk, doing mild forms of exercise 
(yoga, water exercise), or solving cross word puzzles, and sometimes deliberately increased the 
length or number of activities to push themselves a bit more. This way of coping is thus completely 
the opposite of the strategies of listening to your body and preserving energy, and it appeared that it 
was used interchangeably with the other strategies. For instance one woman explained how she 
sometimes forces herself to go to medical consultations even when she feels tired, because she feels 
that it stimulates her brain and her body, and then she would rest afterwards. Another woman made 
sure that she had something physically demanding to do every day, like for instance using public 
transportation, which was difficult because she had to use the stairs, and be in a place with lots of 
sensory stimuli. But it made her feel like she did an effort and that she was part of the world. One 
man emphasizes that staying active is one of the most important things to deal with the illness, apart 
from trying to distract oneself and not only thinking about the illness:  

"The second thing is to move about, even if it's just a little. I looked a bit strange. The 
worst was 10 years ago, when I was walking like a turtle, but I went out. I'm convinced that 
I benefitted from that.” (Quotation 8, Jacques) 

Often participants, who employed this strategy, used their progress (or relapse) in physical 
functioning to determine changes in their illness status over time. One man recalled a good period as 
being in the winter, because he remembered being able to go ice skating with his daughter, and 
another man wrote down how many kilometres he could walk and could see the distance growing as 
he slowly got better. An increasing level of physical functionality after exercise was also used as an 
indicator of improvement, as noticed by this woman:  

"I started doing Aquarobics (water exercise) early on. It was on Fridays, from 4 to 5 p.m. 
The first few times, when I got home, I wasn't even able to poke a hole in a bag so that I 
could put it in the microwave. Around 11 p.m., I got up to have a bite to eat. It persisted on 
Saturday and Sunday. It diminished over time. On Sundays, I was okay, and later, on 
Saturdays. Afterwards, it was just on Friday evenings that I was tired, although I was able 
to make my dinner. This helped me. I don't stay home sitting, doing nothing but watching 
TV. I do something." (Quotation 9, Marie) 

One coping strategy which is not described in the literature, but which was used by some interview 
participants, was a form of ‘visualisation’. It consists of various ways in which participants made 
graphic illustrations of their energy levels or the experience of symptoms, either by using numbered 
scales, different colours or symbols to describe pain of fatigue in diaries or calendars, or by keeping 
logs over medication taken each day. For instance, one man had made graphs depicting his energy 
level month by month, by meticulously noting the level of each day on a scale from 1 to 10 and 
calculating averages for each month. He had started doing the graph because his treating physician 
had encouraged him to come up with some sort of measure to show changes in his health state. On 
the graph, he had marked level 7 with a red line symbolising the level above which he felt that life 
was tolerable and there was “light at the end of the tunnel”. He explains why it was useful for him: 

“Actually, for the first 4-5 years, I would have been totally lost without this graph, because 
I couldn’t remember how long I had been ill, and I couldn’t remember what level of illness 
I had got and so on, and when I got that out and was able to look a little about the 
beginning, I got a little bit of a… some reference point” (Quotation 10, Roger) 

Some studies mention the careful monitoring of symptoms and daily activities as important ways of 
coping which help boost self-morale and modify routines to compensate for their reduced capacity, 
but exactly how the monitoring is performed is not described [Dickson et al., 2008; Gray and Fossey, 
2003].The participants who used this strategy brought the illustrations with them to their doctor, to 
make sure that they could account accurately for developments in their symptoms despite their 
cognitive problems. Roger also sent copies of the updated graph as a Christmas card to all his friends 
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and relatives. That way he could communicate how he was doing even though he was unable to 
attend family gatherings or write 20 Christmas cards. He recounted that his friends and relatives 
found this very useful, because it gave them a clear image of how much his health condition could 
vary and of how it improved slowly over time. Visualisation thus seemed to enable some participants 
cope with cognitive difficulties such as memory loss and give them a sense of direction out of the 
chaos caused by the unpredictability of the illness. But it also seemed to help them communicate the 
impact of their symptoms to doctors and people in their social circles. In line with this, some also 
explained that they had found specific metaphors, which they would use to explain their symptoms to 
others. One woman said that her doctor always insisted that she explained her symptoms in her own 
words, and when she said that she felt “like she had been run over by a truck” (comme si un camion 
m’avait passé sur le corps), he would understand her level of pain better. Several participants 
described their energy levels as “batteries”, which would run out very suddenly and then had to be 
“recharged” by prolonged rest before they were able to engage in other activities, or as a credit card 
with a very high interest rate. One man said he used to explain his tiredness as walking in mud up to 
his ankles, his knees or his thighs, and that would give other people an idea of how difficult it was 
for him to walk even short distances. The metaphors visualised for others the different degrees of 
symptoms and their effect on participants’ functionality, and thus helped them communicate better 
with both physicians and relatives about their illness. 

4.3 EMOTIONAL BURDEN 

4.3.1 Guilt and stress following job loss 

The retrieved literature richly documents that people with CFS experience a range of negative 
emotions. The functional impairments and subsequent loss of job not only entails financial worries, 
but also a loss of privileges such as the social status and knowledge attached to work functions. 
Work provides a structure and meaning for everyday life, and losing their job can therefore be 
experienced as losing a ‘centre of gravity’ that used to define a large part of their life [Clarke and 
James, 2003]. Sufferers feel guilty because their illness have financial and practical implications for 
their partners and families, and because they can no longer take part in joint activities [Edwards et 
al., 2007]. Another study points out that the illness makes sufferers feel responsible without knowing 
why, which creates feelings of inadequacy and guilt [Travers and Lawler, 2008]. In the interviews, it 
was clear that losing their job was a painful experience to many participants:  

"In January 1987, I quit my job, which was extremely painful for me because I loved what 
I was doing. I really liked it. And then, well, it was obvious. My weight dropped to 
100 pounds, and I slept three hours a night and had pain all over. I didn’t know that it was 
[CFS], but it was obvious that I couldn't go on." (Quotation 11, Sarah) 

For the interview participants, the feelings of guilt extended beyond financial and practical problems 
brought on by their unemployment. They also felt guilty towards their colleagues and towards 
themselves for not working, and especially those who had only been ill for a few years, seemed to be 
constantly preoccupied with the decision of whether to go back to work or not: 

"There's the guilt aspect. I tell myself that someone's missing at work. So, I tell myself that 
I don't want them to think I'm not interested in returning or... So, there's that aspect, too. 
There’s this pressure... I talk on the phone often [with my employers], but they don't 
pressure me. I'm the one who puts pressure on me." (Quotation 12, Mélanie) 

Fear of experiencing symptoms and not being feeling capable of performing were the main reasons 
for not returning to work. But for some, stress and fear of colleagues’ judgements were also at stake:  

"I wasn't the type to miss a day for the sake of missing a day. Of course, if I were still well, 
I would be working. But it's always more stressful to return to your place of work because 
already, you’re judged. So this aspect is difficult. But I wouldn't have the energy to find a 
new job, either. You want to commit yourself for two days, three days, but you don't know 
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if, on any given day..., if on one of those days, you'll be okay or not. There are two fears. 
One is stress. Stress, like it or not, will make me tired. Stress amplifies it...a lot. The other 
thing is the fear of not being able to learn. It’s not sinking in!" (Quotation 13, Julie) 

For Julie, the reluctance to return to work is closely tied to her lack of confidence in her own 
capabilities due to her cognitive difficulties. She had in fact asked her employer if she could start 
with a 3-day work week, because she was afraid that full time work would be too much for her, but 
this was refused. Inflexibility of employers is thus sometimes also a barrier for sufferers to return to 
work.  

4.3.2 Loss of identity 

The included literature documents that from the onset of disease, sufferers experience a dramatic loss 
in self-esteem and identity when jobs, hobbies, friends and even their recognisable selves are lost 
[Larun and Malterud, 2007; Clarke and James, 2003; Anderson and Ferrans, 1997]. For instance, one 
study argues that the first stage of the illness is characterised by total disablement and loss of identity 
and self-esteem, because of the sufferer’s inability to function in areas that had previously given their 
lives meaning, structure and purpose [Whitehead, 2006a]. This loss of direction in life also emerged 
in interview accounts, when participants described the emotional impact of their illness: 

"You grieve your profession. When I fell ill, [...] it was an idyllic time for me. [...] I was 
recognized in my profession. I had a really nice office, which I could no longer enjoy. It 
was a happy time for me. I left that job. In any event, we all experience these grieves. 
There’s our social life. Financially, the battle that we sometimes have to do with insurance 
companies to get them to give us what we’re entitled to... Of course, with all this, anyone 
would experience depression. There have been times when I want to say "What’s my future 
going to be like with this?" because for the first 10 years, I couldn’t believe that I was 
going to stay like this." (Quotation 14, Marjolaine) 

Like Marjolaine, many participants talked about the sorrows connected to giving up the dreams they 
had had for their future lives – not only career wise, but also dreams of getting married and having 
children, which no longer seemed obtainable. The literature shows that the inability to make plans 
and interruptions in anticipated futures create dissonance between expectations and reality, which 
lead to feeling of failure and worthlessness [Dickson et al., 2008]. When future identities and identity 
sources are lost, family and work roles are no longer accessible disrupts the sufferer’s perception 
of lived, biographical and chronological time. Sufferers feel like a large part of their active, adult 
lives have been skipped, resulting in them “feeling old before their age” [Travers and Lawler, 2008]. 
One mixed methods study shows that there are differences between the genders as to how this is 
perceived. Women feel shame, guilt and sadness over the fact that they are increasingly dependent of 
family members, while men feel emotional pain about inability to fulfil family roles such as being 
the breadwinner or playing with the children [Anderson and Ferrans, 1997]. This sense of disruption 
was found in many interviews, for instance when people contrasted their actual age with what they 
were physically or cognitively able to do, or how dependent they had become on others: 

"I always have to be accompanied by somebody when I move around. It's a drag. I'm only 
33... My mother has power of attorney for my bank account so that she can make my 
transactions. Things are mixed up. It's supposed to be me who has power of attorney for 
her at her age." (Quotation 15, Maurice) 

Maurice is clearly ashamed and troubled about not being able to fulfil his role as the adult son who 
takes care of his parents, but instead has been forced to take the role of a child, who has to be helped 
and accompanied everywhere. Other participants likened themselves to old people because of the 
way they were forced to live; walking slowly, engaging in a minimum of activities, resting all the 
time and never being spontaneous. 
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One study pointed out that the identity crisis experienced by sufferers is linked to the wide-ranging 
somatic and psychological impairments, which create a feeling of diminishing personal control and 
agency. Sufferers simply no longer knew who they were, and felt frustrated about their inability to 
access their own body, mind and sense of self. They described this as being dead, numb, trapped and 
subsequently feeling useless [Dickson et al., 2008]. This was also found in the interviews, where 
some participants expressed their frustration about how the illness had impacted on their lives by 
comparing it to “being a prisoner of (or in) one’s body”. This image illustrated their feelings of 
wanting to do things, but not being capable of doing them because of the limits set by their body. 
The links between physical impairment and loss of identity was especially apparent for participants 
who had previously been very physically active, and who were clearly frustrated about having lost 
this active part of themselves:  

"[When I fell ill], I was very, very active. I was working 40 hours a week, I was doing 
ballroom dancing, and I was involved in competitions. I danced about 20 hours a week and 
I worked out at the gym three to five days a week in addition to dancing. But obviously, 
with my health, I had to cut back. I kept on cutting back, but it never did help. At the 
beginning, given that I was extremely active, I found it very difficult and very frustrating. 
For me, dancing was my life. So, [it was] very difficult to accept (crying)." (Quotation 16, 
Mélanie) 

For other participants, the loss of identity was sometimes even expressed in terms of changes in their 
physical appearance, like for instance weight loss or gain due to changes in their level of activity, 
which meant that they simply no longer recognized themselves. 

4.3.3 Anxiety and depression 

Several qualitative studies explored how CFS affected sufferers emotionally. In general, changes in 
symptoms from day to day without any seeming pattern or reason were reported to make sufferers 
feel lost and unsafe within their own body [Arroll and Senior, 2008]. A qualitative study reported 
that sufferers were scared of dying [Edwards et al., 2007]. Such negative emotions seem 
understandable given the inexplicable and unpredictable nature of the illness. However, some 
theories about CFS, for instance the cognitive behavior model mentioned in the introduction, built on 
the idea that sufferers’ worries about their health and bodily sensations influence the onset and 
development of CFS. Several studies therefore set out to examine this link. One study showed that 
CFS-patients scored significantly higher on the illness worry scale compared to MS-patients, and 
that this worry correlated positively with worse scores of mental health [Taillefer et al., 2002]. 
However, the higher scores of illness worry did not correlate with lower scores on self reported 
physical functioning. The authors therefore propose that CFS-patients might have a tendency to 
underestimate their own functional ability,15 which can make them feel helpless and discourage them 
from active behaviours, causing them to become de-conditioned and subsequently feeling less 
capable of carrying out daily activities, thereby establishing a vicious circle [Taillefer et al., 2002, 
p. 1103]. 
 
In the interviews, many participants expressed worries about their symptoms, and what kinds of 
behavior or events could trigger relapses. As mentioned in the previous section, this sometimes 
prevented participants from going out or using public transportation and some said that they 
developed agoraphobia because of the illness, thus indicating that they were well aware that their 
reaction was morbid to some degree. Others reported having feared that they suffered from other 
serious illnesses, or as found in the literature, even of dying. A lot of these worries were attributed to 
                                                           
15. They refer to studies showing lack of correspondence between perceptions of functionality compared to actual functionality as 
measured objectively, for instance when recording frequency of activity or using respiration monitors during exercise. However, the 
authors do not seem to take into consideration that one of the diagnostic criteria for CFS/ME is post-exertional malaise. Measuring 
function via objective measures might thus show relatively high capabilities, but patients might subsequently “pay” for it by days in bed 
feeling exhausted see for instance [Carruthers et al., 2003]. 



 16 

the fact that it had sometimes taken participants years to obtain a formal diagnosis, as Sarah explains 
here: 

"I experienced a lot of anger because I didn't know what I had. I went for 20 years without 
knowing what I had. [...] I had agoraphobia because I was afraid.. Given that I wasn't 
feeling well, I was afraid of going anywhere and everywhere. So, at some point, I had to be 
treated for agoraphobia. For those 20 years, I experienced a thousand and one fears. I was 
afraid I had Alzheimer's because I was experiencing memory loss, trembling, involuntary 
movements... So, I had all kinds of symptoms. What I didn’t have was answers. None. How 
I survived, I don't know..." (Quotation 17, Sarah) 

The lack of a diagnosis could also cause insecurity about receiving pain medication or 
antidepressants to treat their symptoms, since this was perceived as a sort of “random” kind of 
treatment as long as the cause of symptoms was not known. Not surprisingly, such insecurity had a 
negative effect on their compliance with such therapies as well as on their trust in their physician, 
and such “random” treatments had caused some to change physician. Another worry was to pass the 
illness on genetically or accidentally contaminate people around them. This fear had lead some to 
give up their dream of having children or refrain from having sexual relations. The fears and 
insecurities associated with the illness was thus not restricted to the immediate experience of 
symptoms, but also had a negative impact on some participants’ perceptions of which social roles 
and emotional relations were available to them. 
 
As mentioned in the introduction, there is a general consensus in the literature that there is a higher 
prevalence of depression among CFS-sufferers. Of the included studies, one comparative study 
showed that CFS-patients were more depressed and anxious than people with multiple sclerosis (MS) 
or rheumatoid arthritis (RA). The total score for life problems experienced by CFS-patients were the 
same no matter how long they had been ill, whereas MS and RA patients who had had the symptoms 
for a longer period of time, had a higher score of life problems than those who had only been ill for a 
short period of time. The authors hypothesize that this difference could reflect that people with CFS 
more easily become disappointed and frustrated about personal failures and lack of approval from 
others, and that this could be linked to personality factors, such as vulnerable self-esteem, narcissistic 
or perfectionist tendencies or early victimisation experiences [Van Houdenhove et al., 2002, p. 211]. 
In other words, people with CFS might perceive their symptoms more negatively than they actually 
are, because of certain personality traits or psychological dispositions.16 Another study shows that 
CFS-sufferers found their illness to be much more intrusive than people with irritable bowel 
syndrome and multiple sclerosis. There was a significant correlation between symptom severity, 
impairment and depression, as well as between intrusiveness and depression, suggesting that the 
more functionally impaired people are by their illness, the more likely they are to find the illness 
highly intrusive and thus to become depressed. In fact, 21% of participants were mildly to 
moderately depressed, while 48% had symptoms corresponding with major depression [Dancey and 
Friend, 2008]. Interestingly, a systematic review on the disability in CFS-sufferers showed that the 
higher prevalence of depression was the only single factor directly associated with unemployment 
[Ross et al., 2004]. It is thus not without importance to understand the connection between CFS and 
depression. In another included study 55% of the participants reported feeling suicidal because of the 
negative impact of CFS/ME on their lives, and 82% experienced symptoms of depression. 
Furthermore, it was found that particularly the length of the illness contribute to a loss of motivation 
and hope of recovery [Anderson and Ferrans, 1997].17  
 
                                                           
16. However, higher scores of depression, anxiety and distress could also be interpreted as normal emotional responses to the lack of 
recognition, medical explanation of their illness and thus also low hopes for recovery, which more problematic for people with CFS than 
for people with well-known diseases such as MS and RA. This will be elaborated more in section 3.4.  
17. The higher prevalence of depression among people with CFS is a well known fact, but researchers do not agree on its role as possible 
cause or consequence in the development of CFS. See for instance [Komaroff et al., 1996] or [Ax et al., 2001] for a summary of this 
subject. 
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As will be elaborated in section 3.3, the unknown nature of CFS often gives rise to suspicions of 
mental illness or malingering, both of which are stigmatising for the ill person. When asked about 
the emotional burden of the illness, almost all participants therefore used the opportunity to 
emphasize that their emotional problems were consequences of the illness, not the cause of it. They 
pointed out that unlike people with an actual depression, they had the desire to do things, but were 
just unable to do so – and as a consequence felt unhappy. However, as found in the literature, the 
length of illness and the meaningless of suffering sometimes lead participants to lose hope to a 
degree where they would consider suicide, as this man explains:  

"I’ve had enough. I am not saying that I would do it, but... I would prefer to die than to 
continue. (...) Let's say that life expectancy is 75 years. I would have about 20 more years 
to live. I cannot believe that I have to live like this for another 20 years. This doesn't mean 
that I would do it, because it’s against my conscience. But I would like it to come to an end 
now. I've had enough." (Quotation 18, Rafaël) 

An aspect which was found in the literature but was not mentioned explicitly in the interviews was 
the lack of control sufferers experienced in relation to their illness. One qualitative study showed 
that especially sleep difficulties cause a feeling of lack of control in sufferers, because sleeping is 
seen as a way of getting more energy when symptoms of fatigue set in [Lehman et al., 2002]. A 
comparative study showed that CFS-patients perceived their illness as less controllable than patients 
with Addison’s disease.18 At the same time, they had a more illness-centred identity, a higher 
tendency to see the illness as chronic rather than acute, and experienced more serious consequences 
of their illness. The same study showed that attributing CFS to psychological or environmental 
(rather than physical) causes correlated with a stronger belief in the possibilities for control or cure 
[Heijmans and De Ridder, 1998]. Another study confirmed that sufferers with perceptions of a low 
internal locus of control had higher scores of impairment showed more behavioural disengagement. 
In this study, patients’ perception of the causes of their illness as being either primarily physical or 
caused by other factors, had no influence on any outcomes [Ray et al., 1997].  

4.4 COPING WITH NEGATIVE EMOTIONS 

In the literature, attempts have been made to identify whether different kinds of coping influence 
illness outcomes. A systematic review of disability in CFS/ME identified one study which reported 
that work dysfunction and believing that the illness is caused by a physical disease agent correlated 
with limited coping skills. However, since the studies included in the review measured different 
variables, lack of coping skills were not consistently identified to define or predict improvement or 
positive work outcomes in the CFS population [Ross et al., 2004]. One qualitative study found that 
CFS-sufferers employ two different kind of coping strategies: Defensive strategies, where they 
focused on living within their energy limits, seeking help, gaining knowledge about the illness, and 
containing emotions and emotional threats. Using such strategies could lead to further social 
withdrawal and loss of desired roles and activities. More reconstructive strategies adjusting 
expectations, seeking new sources of fulfilment, social re-engagement, and seeking positive 
outcomes, which lead to more positive perceptions of self. The study showed that some sufferers 
were able to change from defensive to reconstructive coping strategies when they experience some 
improvement in their symptoms, and thus have more space for self-reflection, and can go through 
processes of grieving their losses, focusing on their abilities and accepting the illness19 [Travers and 
Lawler, 2008]. The lack of benefit of defensive strategies was partly supported by a qualitative 
study, which found that ‘defensive high anxious coping’ (DHAC) was significantly more prevalent 
                                                           
18. Addison's disease is a rare endocrine disorder in which the adrenal gland does not produce enough steroid hormones, resulting in 
symptoms of fatigue, muscle weakness, weight loss, vomiting, diarrhea, headache, sweating, changes in mood and personality and joint 
and muscle pains. 
19. Other more concrete factors like support from family and friends and getting help with practical things also play a role in the transition 
between phases or responses [Edwards et al., 2007] - this will be accounted for in more details in the following sections. 
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among participants with CFS than among healthy controls and people with other chronic illnesses 
(diabetes) [Creswell and Chalder, 2001]. This way of coping is characterized by not asking for help 
and continuing activity in spite of feeling unwell and feeling anxious about symptoms. It has been 
shown to have a potential negative effect on physical wellbeing [Jamner et al., 1988 in Creswell and 
Chalder, 2001]. Another study showed that different ethnic groups benefitted from different coping 
styles, but that the use of denial as a coping strategy was consistently associated with negative health 
outcomes in all groups [Njoku et al., 2005].  
 
Several interview participants expressed themselves in ways which could be interpreted as not asking 
for help and feeling anxious about their symptoms, for example by saying that they never missed 
work days before unless they felt extremely unwell, or that they had learned always to fight for 
themselves and never give up, and many stressed how they had only stopped working because their 
physician had insisted on it. However, such expressions were mostly used to prove that participants 
were not just lazy or hypochondriacs and it was therefore not clear whether they actually employed 
defensive high anxious coping in real life. Denial was mentioned explicitly by a few participants, 
who especially when they first fell ill had refused to hear or read about CFS when they encountered 
it in the media or heard about it from friends or health care professionals. When participants’ illness 
had lasted longer and/or they had received the diagnosis, they had started accepting their illness and 
using other means of coping. A way of coping which was not mentioned in the literature was to 
engage in various activities which served as a sort of ‘escape’ from the illness. Participants 
explained how they would go for a ride on their motorbike, listen to music or play with their pets 
when they felt most down, and that this would help them forget their illness for a while. However, 
the wish to escape from the reality of the illness could also lead to more destructive behaviour, such 
as alcohol abuse, self mutilation or even suicide attempts, as this woman explains:  

"I want to disappear. Poof! I've had enough! But it's not an appropriate solution... When I 
reach my limit, when I can't take it any longer, it's always mutilation, every time. I've been 
doing it for a long time. This is as far as I can go. It is an overreaction." (Quotation 19, 
Geneviève) 

Some of the studies which focused on coping strategies examined the use of ‘venting’ (i.e. talking 
about one’s negative emotions with close ones) as a way of coping. In one study, this was found to 
be related to more mental disability,20 which the authors note might possibly be because expressing 
feelings of lack of control could affect people negatively by making them feel vulnerable and 
helpless [Njoku et al., 2005]. Although many interview participants stressed the importance of 
getting psychological help to deal with the emotional burden of the illness, only a few mentioned 
venting their negative emotions with partners, friends or close family members as helpful. This 
might in part be due to the stigma and suspicion many CFS-sufferers feel they are subject to (see 
section 3.3). For instance one man had experienced unpleasant gossiping among his neighbours after 
he had told one of them about his illness, and had consequently stopped talking openly about his 
health problems with people around him. In some studies, participating in support groups was found 
to be extremely helpful by sufferers because they provide a forum where they can speak more freely 
about their problems, and do not have to worry about disbelieving responses to their illness, or 
struggle to keep up with ‘normal’ people [Taylor, 2005]. A qualitative study of preferred support 
interventions among 984 CFS-sufferers in US, Canada and Mexico showed that self-help groups 
providing emotional support and information on new treatments were the most wanted intervention 
[Taylor, 2005; Jason et al., 1996]. Quite a few participants had joined support groups for CFS-
sufferers, but opinions about the helpfulness of these were divided: Some had found it helpful to be 
able to talk to others who knew their situation, while others found it too depressing to just be 

                                                           
20. Since the negative effect of venting was only found in the European ethnic sample, this could also be due the prevalent negative 
cultural perception of loss of control over ones body. 
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surrounded by ill people and in general did not find it useful to focus too much on the illness, as one 
man explains here:  

"When I go to the doctor, I notice that there are a lot of us with the same thing. However, in 
any case, it's nice to talk about it. We talk to each other, but that doesn’t change anything at 
all. It's just that you learn that some woman’s husband left her because she was sick. This 
and this person lost her job. Everyone ends up at the same place. All we really learn is that 
we all pretty much have the same problems. [...] Personally, I find that this is like rubbing 
salt in the wound. We're there, and we tell each other about our fears and then get 
distraught. [...] Today, I would like to move onto something else." (Quotation 20, Pascal) 

Positive thinking and focusing on things they can do by fulfilling small, achievable tasks, was 
reported as a key coping mechanism for sufferers to maintain hope for future improvement, and to 
learn to trust their ‘new’ minds and bodies [Dickson et al., 2008; Edwards et al., 2007]. Several 
participants employed this coping strategy as a way of boosting their self confidence and feel more 
satisfied with themselves. One woman made lists of things to do in the house, and felt very proud 
when she could cross out a thing. Another woman would set a timer for one hour to see how much 
she could accomplish in this time. She felt that this motivated her and made her feel as if she was 
prolonging the time where she was capable of doing something. By focussing on the things they 
could do rather than their incapacities, participants employed positive thinking in a very practical 
way. It resembles a bit the strategy of visualisation mentioned in section 3.1 because it consists of 
making one’s abilities visible (rather than just thinking about them). This is an important aspect of 
coping people with CFS, because many suffer from cognitive problems like memory problems, 
which can make it difficult to remember how much one actually accomplishes during a day.  
 
Some participants used positive thinking in the sense that they deliberately tried to focus on the 
advantages of a living a more calm life because of the illness. One man explained that he appreciated 
not having to go outside when it was cold, and that he was now less ill than before and therefore able 
to watch television and read books. A woman explained how she had started noting down every time 
she experienced something positive in a specific notebook that she called ‘Joys’, to keep focus on the 
positive things in life. One man explains here how using positive thinking has made life with the 
illness more bearable: 

Roger: “Psychologically and mentally I had a quite a block in my thinking. For instance, 
come Christmas time, I could visualise the process: you have to buy the cards, buy the 
stamps, you have to print the address and so on. And that was just too much for me. I 
couldn’t see myself taking all those steps.”  

Interviewer: “So it wasn’t just a matter of having the energy to go out and buy them, it was 
also a matter of going through the whole process of writing them and stamping them and...” 

Roger: “And the mind telling you that it was too much for you, that was the funny thing 
about it. I mean, we all know about the power of positive thinking, and I find that now I 
can tackle quite significant problems, simply by saying that I am going to solve them, and 
not that they are too big for me.” (Quotation 21) 

Roger sees his impairment during the worst illness period as something which was at least partly due 
to negative thinking or lack of self confidence. At least to some participants, positive thinking thus 
seemed to be a way of coping they had learned over time, which helped them deal with everyday 
problems. The cognitive behaviour model mentioned in the Introduction [Deary et al., 2007], builds 
on the perception that CFS is established and maintained as a ‘vicious circle’, in which symptoms 
create negative emotions of stress and depression, which then enhances the experience of physical 
incapacity. However, Roger was the only participant who explicitly expressed that he believed 
negative expectations to be partly responsible for the incapacity associated with the illness.  
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4.4.1 Acceptance and reconstruction of identity  

Particularly in the qualitative literature, coping with CFS is often described as a complex process of 
identity reconstruction, as opposed to merely employing a series of separate coping strategies. One 
study describes two different stages in this process: In the short term, sufferers constantly test their 
boundaries of activity, and try to find ways to return to their former self. They start to restructure 
their pace and organisation of activities, and resist marginalisation by prioritizing activities and 
finding alternative interests and activities. In the longer term, the identity reconstruction centres more 
on developing a new sense of the normal, i.e. changing expectations to oneself, getting a more 
positive outlook on the illness and giving up the search for a treatment aiming at complete recovery 
[Whitehead, 2006a]. 
 
In the interviews, accepting the illness and the new premises of their life was emphasized as crucial 
to be able to live with the illness. One woman explains it here, when asked what advice she would 
give to a person who was first diagnosed with CFS: 

"[I'll tell her] to be patient. I find that at the beginning, we can't tell people to accept it. At 
the beginning, when people told me to accept it, for me, accepting was to resign to doing 
nothing. But afterwards, I understood. I agreed to live with what I had. [...] I've learned to 
live with it. I don't have a choice. It's that or suicide..." (Quotation 22, Jeanne) 

Some of the literature notes that constructing new identities is a slow and painful process, which 
requires an acceptance of the illness identity. Acceptance was facilitated by time, and could imply a 
complete re-appraisal of life, where sufferers start listening to their bodies and change their life style 
[Dickson et al., 2008]. Some interview participants’ statements clearly support how painful the 
process of reorientation of life goals and values could be:  

"I was 30 years old when I fell ill. For me, my life was ahead of me. I didn't need to get 
married the following day.(..)Then, after falling ill, it wasn't even a question of getting 
married because I wouldn't be able to have a family. So, it was one grief after another: No, 
you won’t have a family. No, you won’t have a husband because there are very few guys 
who will stay with a girl who's sick. Instead, they tend to go away. (..) What saved me was 
living one day at a time, sometimes even one hour at a time. There are no plans. It's better 
that there aren't any because then you don't have any disappointments." (Quotation 23, 
Sarah) 

The painful losses associated with the disruption of life plans and dreams thus forced participants to 
shift perspective and focus on what was right in front of them, in order to not be overwhelmed by the 
symptoms and their own incapacity. Some participants recounted having found a lot of help in their 
faith, or from spiritual activities like meditation or yoga, which had helped them accept their illness 
and find more inner serenity, and even sometimes helping with the physical symptoms. 
 
Constructing a new perspective on the changes imposed by the illness is stressed as an important part 
of coming to terms with the illness and moving on in several studies. It involves accepting a new 
understanding of oneself, a new identity, a process which sometimes involves letting go of old 
lifestyles and grieving these before being able to embrace new beginnings [Gray and Fossey, 2003]. 
It also implies not settling for less, but inventing new and better selves: Sufferers value being 
stronger, more confident about who they are, standing up for themselves, being more patient and 
pacing themselves, and having strengthened faith. Some individuals with CFS/ME are thus able to 
create alternative, radicalised identities, where the subject is autonomous, responsible and self-
governing – identities which to some extent can shield them from stigma (see section 3.3) and loss of 
socially valued roles [Clarke and James, 2003]. However, one study notes that the emergence of such 
a newly constructed self can be relatively fragile because of the constant fear of relapses [Whitehead, 
2006a]. 
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Quite a few participants seemed to have reached an acceptance of their illness by seeing it as an 
agent for personal growth; changes in their attitude or behaviour towards themselves or other people, 
which they valued positively. For instance one woman said that the illness had made her empathic 
and patient with other people, and more assertive about her own limits and needs: 

"I've never been one to impose anything, but now, I impose limits. I like volunteer work a 
lot, except that sometimes, it's too much. Previously, I wouldn't say anything. I would do it 
just the same and wear myself out. Now, I say, "No, I'm not in shape today. I'm sorry, but I 
can't help you." This has changed. I wasn't like this before." (Quotation 24, Geneviève) 

Becoming more assertive and no longer caring for others before oneself was not always acceptable to 
participants’ friends and families, and sometimes generated conflicts. But focusing on personal 
growth as a ‘bonus’ of the illness still seemed valuable to the participants, perhaps because it enabled 
them to create a new positive identity, and see themselves and their lives in a new light, like Amélie 
recounts here:  

"A lot of things have changed in my life, and I find that this is essential. Now, I tell myself 
that [...] this disease has not occurred for nothing in my life. I don't believe that people are 
predestined and all that, but in any event, it has helped me understand things, accept things, 
and better cope with extremely bad family relationships where I am not at all understood. It 
has helped me to feel calmer on the inside, to better ground myself in events and not be all 
over the place." (Quotation 25, Amélie) 

However, the issue of constructing a new identity was ambivalent in some instances. When talking 
about the usefulness of support groups, one participant emphasized that such groups could result in 
the members focusing too much on their illness:  

"[A support group] have to be properly supervised, because if it's not, this could distort 
one’s self-identity as someone who has chronic fatigue syndrome. If your identity is built 
more and more exclusively around this, you'll be sick until you die." (Quotation 26, 
Jacques) 

For Jacques, healing implied reducing the impact of the illness in his life and he therefore considered 
it important to hold on to the aspects of his identity which did not have to do with the illness. Since 
sufferers usually have reduced abilities to take part in social events, using a large proportion of their 
energy on attending support group meetings might indeed lead to the illness taking up a rather large 
part of their total social life. Still, Jacques was the only one among the participants who focused on 
this aspect of identity construction around the illness, and the issue was not touched upon in the 
literature. 
 
Several studies note that coping with CFS are centred around a need for sufferers to regain a feeling 
of control, if not over their illness, then over their lives in general. One of the ways to regain control 
can be to seek knowledge about the illness, the diagnosis and potential treatment [Larun and 
Malterud, 2007; Asbring and Närvänen, 2004; Gray and Fossey, 2003; Clements et al., 1997]. One 
study even go as far as concluding that the partial sense of control over an illness implied in getting a 
diagnosis, is one of the most important services offered by physicians [Lehman et al., 2002]. Some 
studies found that getting a diagnosis can be a resource for people even in the absence of available 
treatment and is crucial for the process of identity reconstruction, because it diminishes fears, 
pressure and blame and allows sufferers to put the search for an explanation behind them 
[Whitehead, 2006a]. However, some researchers found that getting a diagnosis may not provide a 
sufficient conclusion for the search for meaning because the nature of CFS is not well known. It can 
therefore lead to a loss of faith in the possibility of a return to good health [Arroll and Senior, 2008]. 
Gaining knowledge about the illness was also categorised as a defensive and therefore less beneficial 
coping strategy in one study [Travers and Lawler, 2008]. This ambiguity about the value of getting 
the diagnosis or more knowledge was also reflected in the interviews. While most participants found 
it a great relief to finally know what was wrong with them, others said that although it was nice to 
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know that it was not ‘in your head’, the lack of treatment made it pointless to have a diagnosis. One 
man explains the importance of getting a diagnosis like this:  

"I’ve never felt comforted when I was told, "You have chronic fatigue syndrome." So 
what? That hasn't changed anything in my life. I know I'm sick. There’re some [people]... It 
seemed that it comforted them to hear that they had cancer. I was comforted when I came 
out of an exam because my mother has multiple sclerosis, and, at a given point in time, he 
said that it might be multiple sclerosis. I remember when I had had the tests and it took two 
to three weeks to get the results. I was stressed out. I was very happy to learn that it wasn’t 
multiple sclerosis. I was happy when they ruled out a disease. It wasn't anything positive 
for me to be told, "This is what you have..." (Quotation 27, Jacques) 

Getting the diagnosis could thus be a great relief for participants, who had been worried that they 
suffered from other, life-threatening illnesses, even if they did not see any value in having a specific 
name for their suffering and contested fellow sufferers’ tendency to attach their identity too much to 
their illness.  
 
Some studies also point to processes of more general knowledge seeking, not only to obtain a 
diagnosis, but also to define the cause of the illness, find a treatment or even a cure, and in order to 
plan the health care process. This helps people to deal with the invisible nature of their illness and 
guide their attempts at coping [Edwards et al., 2007; Asbring and Närvänen, 2004]. On the other 
hand, one of these studies points out that having more knowledge about their illness also means 
taking on more responsibility for their treatment and recovery, which is not an easy task with a 
contested illness like CFS/ME, and therefore might lead to disappointment and guilt feelings if no 
improvement is obtained [Asbring and Närvänen, 2004]. Although participants did not explicitly 
consider it a means to regain control, searching for information was mentioned as an activity which 
could give “light at the end of the tunnel”, i.e. help keep up hope for a cure. Many also saw it as very 
important that authorities give more funding to research in causes and treatments for CFS, to keep up 
the hope of sufferers. Unfortunately, searching for information in hope of finding a cure sometimes 
seemed to lead to frustration and loss of hope, when participants’ suggestions for experimental 
treatments were refused by physicians who did not take them seriously, or simply did not have 
access to them.  

4.5 SOCIAL ISOLATION AND STIGMA 

Several qualitative studies document that the incomprehension and stigma experienced by CFS-
sufferers is connected to the unpredictability of symptoms, which makes it difficult for sufferers to 
live up to social norms of reciprocity21 and often result in strained or broken relations to friends and 
family [Dickson et al., 2007; Taylor, 2005; Clarke and James, 2003; Gray and Fossey, 2003; 
Anderson and Ferrans, 1997]. The invisibility of symptoms to others contributes to conflicts, 
because it makes friends and partners question the validity of the sufferers’ illness experience 
[Dickson et al., 2007]. This scepticism challenges sufferers’ perception of themselves as morally 
correct persons, and causes anxiety, self-doubt, shame, and deterioration in self-esteem, which is 
often perceived as a heavier burden than the illness itself. The loss of social relations has serious 
implications for the ill person, who becomes socially invisible, and ends up feeling abandoned and 
rejected [Larun and Malterud, 2007; Asbring and Närvänen, 2002]. However, some studies suggest 
that CFS-sufferers may (unwillingly) contribute to their own isolation. The cognitive symptoms and 
their inability to take part in everyday activities, make sufferers feel like outsiders, and they 
sometimes wilfully step outside of their former lives because they feel embarrassed about what others 
might think of them or have painful experiences of rejection from family and [Travers and Lawler, 
                                                           
21. Reciprocity is the social principle of being obliged to give gifts or host social events when one has received gifts or invitations from 
others (see for instance [Mauss, 1990]). 
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2008; Clarke and James, 2003; Taillefer et al., 2002]. This is supported by a comparative study, 
which shows a higher impact of CFS on patients’ social activities compared to patients with MS. The 
authors comment that this might be caused by CFS-patients attempts to reduce stigmatization and 
rejection by avoiding social situations altogether. The restriction of activities with family and friends 
may thus be determined more by their desire not to commit to social engagements than by their actual 
level of fatigue [Taillefer et al., 2002]. 

4.5.1 Disbelief and fear 

The suffering associated with social isolation was present in almost all interviews, not least because 
many participants were well aware that it not only had to do with their physical limitations, but also 
was caused by other people’s more or less open disbelief in their illness. Almost all participants had 
experiences with employers, colleagues, friends, partners, parents and even children, who thought 
that they were just lazy, or that it was “all in their heads”: 

"[My father] has difficulty believing I’m affected. He says I'm sick when it suits me. [...] I 
bought Filion's book on CFS and asked him to read it. He said that he didn't believe in that 
stuff. Given that he was hurling comments at me, which hurt, I said to him, "Listen, after 
you’ve read it, after you’ve read the entire book and understood what CFS is, I’ll let you 
insult me and tell me that I'm lazy and don't want to work. But as long as you haven’t read 
it, I never want to hear another peep from you." He then told me that he wasn’t going to 
read it." "Well then," I said to him, "I don't want to hear any more from you. You don't 
want to read it. No problem. I can't force you to read it, but I insist that you never say 
another word to me… You no longer have the right to tell me that I'm lazy and that I'm a 
deadbeat." You know, at the beginning, it got to me... It made me cry." (Quotation 28, 
Geneviève) 

"It's one of the worst aspects...other people. The lack of understanding, the judgment of 
others.. He saw that I was sick. "It's all in your head," my boss would often say. [...] In his 
eyes, I was crazy. It was all in my head, and I was being self-indulgent. The others, too, I 
found out afterwards. Another person told me, "We would laugh. We would say to 
ourselves, 'He's crazy.'" That was hard. People I was friends with and who I worked with 
also abandoned me." (Quotation 29, Pascal) 

In some instances, this moral questioning had lead to destruction of important social relations; 
several participants had lost all contact with siblings or parents, or their partners had divorced them 
because of the illness. Accusations of laziness or psychological problem had made some participants 
doubt their own experience of symptoms to such a degree that they had sought out psychological 
evaluation to find out if it was really ‘just in their head’. Others had forced themselves to exercise in 
spite of symptoms, often with counterproductive results. Some participants recounted that having 
visible signs of their illness, such as walking very slowly, or with a cane, or even using a wheelchair, 
had had a positive influence on the way people reacted to their illness from the beginning, as Jacques 
explains here: 

"I would visit [my work place] from time to time. I would see people, I would bring them 
up to date. They clearly noticed it when I arrived and sat down, when I crossed the editing 
room slower than a turtle. They noticed this. So, they were very, very kind, the supervisors, 
the administrative assistant, who helped me a lot with insurance matters." (Quotation 30, 
Jacques) 

This supports the notion found in the literature that the invisibility of the symptoms is one of the 
factors which makes it hard for people around the sufferer to believe that the symptoms are real and 
not imagined (or faked). One woman even recounted having had her status as truly ill questioned 
when working for a handicap organization, because her fatigue although disabling, was not a clearly 
visible handicap. She ended up resigning from the position because she found it too frustrating to 
continuously be told that she was not handicapped enough. Being more or less visibly handicapped 
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could thus mean a great difference in how participants experienced the judgment and responses of 
others to their illness. 
 
An aspect of the social isolation which was not touched upon in the literature was the feeling of 
powerlessness, which some participants believed made friends or family members feel uneasy about 
the illness, and which therefore contributed to the strain on social relations: 

"What was really hard was that it broke up my marriage. We had been married for 27 
years, and it was because of my illness. I came here to live just for a certain amount of time 
in order to reduce the tension, because this was creating a lot of tension at home. They felt 
powerless, and we no longer had any idea what to do. And after I had been here for about a 
month, my wife told me that it was over. I didn’t see that one coming. The solitude was 
even greater. Despite all my efforts, I still have a lot of difficulty accepting this. It's my 
sixth year here, and I'm starting to have a bit more of a relationship with my children, and 
my behavior has improved a lot [...] I have, despite everything, managed to change a lot of 
things... They clearly see that their father is much more communicative than they thought" 
(Quotation 31, Rafaël) 

Rafaël is aware that it has not been easy for his wife and their children to be around him, not only 
because he did not have energy to do much, but also because this affected his behaviour and he 
became more irritable and difficult to talk to. But he returns to the feeling of powerlessness of his 
family and friends, and even his psychologist on several occasions, and believed this played an 
important part in why some people around him had withdrawn from him.  
 
Although many participants had concrete experiences with people who did not believe in their 
illness, quite a few expressed a more general feeling of being judged, which some of them admitted 
perhaps stemmed more from their own shame and fear of rejection than from actual experiences of 
disbelief: 

"I’d say that the problem wasn't them. It was me. [...] There was always this fear, the fear 
that people would say, "Oh, he's not really sick. He's faking it, or he's just lazy." My 
family, the people I work with, I didn't have any fears about them. But as for people who 
really didn't know me well, I would say to myself, "What are they going to think? What are 
they going to say?" (Quotation 32, Jacques) 

But the stigma experienced by participants was not only caused by suspicion of malingering and the 
resulting shame. Some participants also believed that fear played a part when people around them 
withdrew from them,: 

"[My coworkers] came to see me at the hospital, but they couldn't get over it because I was 
still young. I was having fun, laughing, taking evening courses. Everyone was very, very 
surprised that this happened overnight, that I fell ill. They reacted well, but at the same 
time, they were afraid. They said to themselves, "My God, this could happen to us." 
(Quotation 33, Jeanne) 

It is not clear from Jeanne’s statement whether her colleagues were afraid of being contaminated, or 
if it was a more general fear of the unknown that she sensed in them. Another woman recounted that 
she had experienced colleagues and friends feeling uneasy about her considerable weight loss 
(despite an unchanged appetite) in the beginning of her illness, and thought that the reason for their 
unease was that they had suspected she might have cancer, but had not dared suggest this to her. In 
other words, suffering from CFS had an effect on her which to outsiders resembled that of another 
illness – cancer – which is associated with stigma because of its’ perceived fatality.  

4.5.2 Consequences of stigma 

But the reality of stigma sometimes hit hard and could have very real consequences, particularly for 
participants, who were unable to work and were dependent on social welfare or private health 
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insurances. Even though they were aware that insurance agents and social workers had to ensure that 
clients were not faking illness, many participants had met outright disbelief and patronizing remarks 
when applying, which had made them feel deeply frustrated and humiliated: 

"Because I contested [the insurance company’s decision], I went for a second evaluation. 
The guy […] started: "What’s this? Why are you using a cane?" "Well, because I need it," I 
said. He ended up telling me that I didn't want to work. "Is it because you don't want to 
work, or is it because it wasn’t going well at work?" I said no, that everything was going 
well. They treat us as if we weren’t sick, actually, like a bunch of lazy bums, like we don’t 
want to... [...], almost like trash. When I got out of there, I was in tears." (Quotation 34, 
Jeanne) 

"The contempt for the poor, for welfare recipients doesn't help. It's maintained and 
propagated by all kinds of people, by the media and, I would even say, by the Ministers of 
Health and Social Services. "We're going to take welfare recipients and put them to work." 
OK. Do it, but stop saying that it's their fault. [...] People aren’t poor or sick for the fun of 
it. The very attitude... And when you encounter a welfare agent who looks down on you, 
who even threatens you... The type who says, "Well, you've been cut by x number of 
months. Protest as you wish, but you won't gain anything." He puts you in a situation 
where, from the get-go, you say that there's nothing you can do, you have nothing left. [...] 
He's there just to cut back [on your welfare], and you're already in such a bind that you 
don't know how you're going to get out of it. Then he puts in the cork. Get out of the way! 
Instead of hurting me, help me!" (Quotation 35, Pascal) 

Pascal is well aware that the patronizing attitude is linked with a political ambition to reduce the 
number of people on social welfare, and that fakers exist. But he emphasizes that being on social 
welfare is not only a matter of receiving money from the government without working – it also 
implies being poor and/or ill, which is not a deliberate choice or a pleasant situation. At the same 
time, it is clear from both statements that the stress and humiliation of being suspected of faking, and 
not knowing whether this would affect their social welfare payments, contributed to the emotional 
burden experienced by these participants. The same situation was experienced by Maurice, when he 
tried to get his work insurance company to pay out his insurance premium: 

"Yes, this disease is disabling, just as the insurance company told me. That's what they 
don't understand! What's the advantage of having made $70,000 a year, when, today, I 
draw $1,400 a month? What's the point? I used to make that much a week! There’s no 
point in this. Twice, they hired private detectives to follow me, and I was aware of this. 
This is why I had gone to see a psychiatrist [name], because this caused me stress. And 
these guys really weren't discreet. They were on the corner of our block and got into their 
car right after me. And they filmed me. They really weren't discreet." (Quotation 36, 
Maurice) 

Like Maurice, several participants emphasized the sometimes dramatic reduction in their income 
when they were no longer able to work as an argument to ‘prove’ that they were not just pretending 
to be ill, the logic being that no one would deliberately choose to be poor just to avoid working.  

4.6 COPING WITH STIGMA AND ISOLATION 

The literature stressed that being socially isolated can lead to an emotional overload of anger, 
depression, anxiety and fear, because sufferers do not have many opportunities to express emotions 
(since their social life may have diminished due to the illness) and/or they may deliberately 
withhold these negative emotions for fear of the reactions from their surroundings [Travers and 
Lawler, 2008]. This a serious “catch” about living with CFS/ME: It increases the sufferer’s need for 
support and understanding, but at the same time the lack of belief reduces the amount of support 
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available to them [Edwards et al., 2007]. Negative responses from friends and relatives thus not only 
cause distress and tension in the social relationships of the sufferer, but the shame and fear of 
disbelief and rejection can also make sufferers ambivalent about seeking help from these relations 
[Travers and Lawler, 2008; Taylor, 2005]. This vicious circle can contribute to the chronicity of 
CFS, because individuals are pushed into a social location very far removed from the social world of 
healthy individuals. Their experience of daily life then becomes reduced to illness-related 
interactions and events, simply because they only encounter health care personnel and other patients 
[Ware, 1998]. In other words, illness can become chronic if it becomes the only thing left in the 
world of the sufferer.  

4.6.1 Passing and withdrawal 

Trying to “pass” for a healthy person by keeping a distance to other people and withholding or only 
selectively telling about their health situation, were identified as ways of coping with stigma and 
isolation in several studies. Passing for being healthy could also involve attending very carefully to 
looks to avoid looking tired and ill, playing dumb when experiencing cognitive difficulties, writing 
down all details of job tasks to avoid forgetting them, and/or withdrawing from demanding social 
activities to avoid exposing less ability to participate [Larun and Malterud, 2007; Asbring and 
Närvänen, 2002; Ware, 1998]. This strategy allows sufferers to avoid people who have previously 
reacted negatively to their health situation, including caregivers, and to retain their identity, for 
instance to continue working part time. The obvious risk of this strategy is the sufferer becoming 
alienated and feeling lonely in spite of his continued participation in the social life [Asbring and 
Närvänen, 2002].  
 
As mentioned in the previous chapter, only a few participants mentioned venting their emotions with 
friends and family as a way of coping with their illness, although it clearly created numerous and 
painful emotions to most of them. This could be empiric support to the strategy of ‘passing’ via 
keeping a distance or withholding information. Participants also mentioned not telling about their 
illness when they met new people (for instance at job interviews), or using the name myalgic 
encephalomyelitis, which they felt had a more serious ring to it than chronic fatigue syndrome. One 
man deliberately hid his illness from his family-in-law out of fear of their reaction, which required 
that he was very careful about who he told about it, so that they would not find out from other 
sources. Others pretended to feel well at social events to avoid accusations of “not being a bore” 
(‘pour ne pas être casse-pieds’) and made efforts not to talk about the illness, and instead listen to 
other peoples’ problems: 

"There are people I talk to. I've got friends and family I talk to. This helps a lot. Maybe it’s 
just me, but I listen to others a lot. They constantly say to me, "You listen. You're a good 
listener. You listen a lot." I think this is simply so as not to shut myself in on me and my 
illness." (Quotation 37, Pascal) 

Later, Pascal explains that showing ‘good spirit’ about his illness, meaning not letting himself get 
down about it, sometimes made people (including his physician) think that he felt better than he 
actually did : 

"I must say that I was in good spirits, despite everything. Everyone was telling me this ever 
since I fell ill. My friends used to come to see me and would say, "How do you do it? 
Seems to me that I would have let myself go." My doctor often told me that I looked fine. 
He would make me laugh. But just because I don't cry doesn’t mean that I'm doing well. I 
can't spend my time complaining or crying, for if I do, everyone will abandon me, because 
there are people who will leave you. That cannot be easy.” (Quotation 38, Pascal) 

Pascal’s statements illustrates that passing and not talking about the illness can potentially contribute 
to the scepticism of relatives and health professionals, because it ‘hides’ the illness from others. At 
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the same time, it seems that some participants found it essential for their wellbeing not to focus too 
much on the illness and to stay social as much as they could. 
 
As it was also found in the literature, some participants contributed to their own isolation by 
withdrawing from social activities; either because their symptoms simply made social events 
unpleasant, or because they felt judged and ashamed: 

"I didn't call my co-workers back. I didn't hear from them. I didn't... It's rather 
embarrassing, isn’t it (laughter)? It's embarrassing because there are a lot of people who 
will say that it's... Well, it all has to do with the mind. Although in my department, several 
people were tired..." (Quotation 39, Julie) 

“Yesterday, the cleaning lady went to do the laundry. When she went down there, there 
were three people who talked to her about me. Blah, blah, blah. They don’t understand and 
don’t want to try to understand. I shun them, but that’s not easy to do, because when you 
do that, you find yourself all alone for a while. And solitude is difficult.” (Quotation 40, 
Rafaël) 

Participants are thus torn between the need for understanding from people around them, and the fear 
of rejection and disbelief which makes them withdraw, but which also adds to their loneliness. 
 
Other strategies to counter stigmatisation and social isolation were actively spreading information 
about the illness, for instance using written leaflets, among friends and colleagues, and finding other 
people with CFS to get support without having to worry about information control to avoid negative 
reactions [Asbring and Närvänen, 2002]. Some participants had distributed articles or books on CFS 
among their closest friends or family members, but this did not seem to have changed attitudes or 
behaviors very much. 

“A few years ago, there was an article about chronic fatigue in L’Actualité that I 
photocopied and gave to lots of people. I don’t know if they read it or forgot about it!” 
(Quotation 41, Céline) 

“I bought Filion's book on CFS and asked [my father] to read it. He said he didn’t believe 
in that stuff. I said to him, "Listen, after you’ve read the entire book and understood what 
CFS is, I’ll let you insult me and tell me that I'm lazy and don't want to work. But as long 
as you haven’t read it, I never want to hear another peep from you." He then told me that he 
wasn’t going to read it." (Quotation 42, Geneviève) 

Many had actively stopped having contact with friends who had expressed disbelief in their illness, 
and some had instead built up alternative social networks over the internet (often with other CFS-
sufferers) where they met more understanding and acceptance.  

“I really went through hell. What helped me was to build a new social network. Since 
2001, I’ve stayed friends with the people I knew in chronic fatigue support groups, and I’m 
comfortable talking to them. However, not all the time, because even if they’re good 
people, seeing that I’m doing better, I feel as if I’m always being dragged down. [...] At the 
same time, these people have helped me, and I’ve helped them. I’m not someone who 
drops people because I’m doing better... except that at the same time, I need to feel 
normal...” (Quotation 43, Carole) 

However, as Carole notes, it is not without problems to create a new network of friends, who are also 
ill, simply because it keeps focus on the negative aspects of the illness and makes it difficult to ever 
feel ‘normal’. In line with this, one man (who had previously suffered from CFS, but had been 
symptom free for 10 years before he had relapsed) explained how he tried to keep his life as normal 
as possible, in spite of his symptoms : 
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“Ten years ago and since last year, I’ve always tried to lead as normal a life as possible. So, 
I continue to see my friends. I don’t need to go into a depression on top of this. So, I would 
see my friends. That was nice. That was beneficial for me, but at the same time, it 
increased my headaches. [...] But it’s no big deal. It was good for me to stay in contact with 
people. [...] Contact is the most basic thing. Friends help you see yourself in a different 
light, not just as someone who’s sick. Don’t let yourself be shut in.” (Quotation 44, 
Jacques) 

A few other participants also mentioned such ways of preserving normality, and they found practical 
ways to deal with their symptoms, like taking naps halfway through events or sleeping over at 
friends’ places to avoid driving home when they were tired. 
 
From both the literature and the present empiric study it seems clear that people with CFS experience 
stigma, which contributes to the emotional burden of the illness, and which can have serious 
consequences to their financial and social situation. At the same time, some sufferers may 
(unwillingly) contribute to their isolation and disbelief in their illness when trying to avoid stigma 
and shame by deflecting attention to their symptoms or withdrawing from social contact. Stigma is 
thus a social process in which individuals create a social order; some are more morally correct than 
others. As has been pointed out above, the social marginalisation of CFS-sufferers can have 
emotional, social and even financial consequences. But it can also contribute to making the illness 
chronic, because it reduces the social world of the sufferer to illness-related interaction and events. 
For this reason alone, the process of stigmatisation is important to the understanding of care and 
support need of sufferers. 

4.7 LACK OF PROFESSIONAL RECOGNITION 

The stigma experienced by CFS-sufferers is closely linked to the psychologising of health problems 
by medical professionals, because it labels sufferers as deviant - neither sick nor healthy – and 
therefore with no place in the social order. Not being acknowledged as sick by the authoritative 
medical profession leaves the individual in a confusing and painful state of anomie were norms are 
unclear, and makes it very difficult to resume his/her previous place in society [Clarke and James, 
2003; Asbring and Närvänen, 2002]. Furthermore, disbelieving attitudes of health care professionals 
create self-doubt, shame and fear in sufferers [Gilje et al., 2008; Taylor, 2005]. Several studies 
reported a tendency of health care professionals to “psychologise” CFS-sufferers’ health problems. 
One study showed that 50% of the participants (out of 60) were referred to a psychiatrist upon 
seeking help from their general physician [Clarke, 2000]. Another study showed that 62% of the 
participants (out of 68) had experienced delay, dispute or confusion over diagnosis, received an 
unacceptable psychiatric diagnosis, or encountered doctors who were dismissive, sceptical or lacking 
in knowledge about CFS [Deale and Wessely, 2001]. However, sufferers resistance towards 
psychiatric or psychosomatic diagnoses might be because they think this would imply that it is their 
fault that they are ill, whereas a physician might see such diagnoses as neutral and may just imply 
that it makes the sufferer responsible for helping with his own recovery [Gilje et al., 2008; Dickson 
et al., 2007; Deale and Wessely, 2001]. 
 
Almost all participants had experienced that their condition was not taken seriously by health care 
professionals. Some had been refused to be referred to specialists for diagnostic procedures or were 
directly told by their physician that he/she did not believe in CFS; that it was “all in their heads” or 
that it was not a serious illness:  

“The hospital’s chief neurologist at the time... I went there for tests. I had had facial 
paralysis. Nothing major. Minor. I was about to have some tests, and when I mentioned 
chronic fatigue, she said, “Oh, chronic fatigue!” (rolls his eyes). I said, “Excuse me, but 
I’m with Dr. [name]. He’s the one who sent me here. I don’t think he would have said that 
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if it wasn’t true.” But she didn’t believe in it. Even a neurologist doesn’t believe in it. he 
told me this right to my face. It was insulting and contemptuous. This is very, very, very 
much how I felt.” (Quotation 45, Pascal) 

“When you’re told, ‘Oh, come on. It’s not that serious. There are others who are sick. 
Stephen Hawking is sick. He’s written about the Big Bang.’ Yeah, but I’m not Stephen 
Hawking. It’s like... I’m sorry. I’m not an astrophysicist. These things are so disconnected 
from our reality...” (Quotation 46, Amélie) 

The literature documents that not being taken seriously by the health profession makes sufferers feel 
angry and let down [Dickson et al., 2007; Edwards et al., 2007], and can make them question the 
competence of health care professionals, or turn to other sources of information, like other sufferers 
or the Internet, or seek out alternative health care instead [Taylor, 2005; Clarke, 2000]. For the 
interview participants, the causal link between lack of professional recognition and their use of 
different information sources was not clear. But it sometimes had concrete negative effects on the 
further treatment and care of participants, as these participants recount: 

“[My doctor] is very, very young. When I started seeing her, she had just graduated…, so 
she was quite open-minded. She said to me flat out, after running all the tests she was 
familiar with, “I don’t believe in it, but I think you have CFS.” So, she, too, she made this 
assumption, but she didn’t know what to do. What’s more, she didn’t know where to refer 
me to... She didn’t even know that there was [patient] association...” (Quotation 47, 
Mélanie) 

“I had a family doctor... It took two years before I started feeling more functional. 
Whenever I started to do a tiny bit of work, I would constantly have a relapse. He 
proceeded by process of elimination, except that he didn’t believe in CFS. So, he always 
ruled out [this diagnosis] ... Thus, we ruled out all the diseases, even CFS, because he 
didn’t want to hear about it.” (Quotation 48, Sarah)  

For Mélanie, her physician’s disbelief and lack of knowledge about treatment options had just lead to 
no treatment, whereas the unwillingness of Sarah’s physician to consider CFS an option had 
prolonged the process of obtaining a diagnosis considerably; she had been labelled as suffering from 
burn-out and depression for almost 20 years. Perhaps because of having many experiences with 
disbelieving professionals, participants who encountered physicians who did believe in them, were 
very grateful and seemed to benefit emotionally from knowing that at least some professionals were 
on their side: 

“The first psychiatrist I had encouraged me to fight, to continue looking, and when I was 
told that I was crazy, he called my doctor and said to him, “Listen, I’m looking after my 
patient. As for the psychological aspect, I’m responsible for it. But look at these blood 
tests. That’s not normal. So, you do your job, and I’ll do mine, because she’s not crazy.” 
That was extraordinary.” (Quotation 49, Amélie) 

“Despite everything, I’ve always kept up my spirits [...] because my boss allowed me to 
feel good, and my doctor was there. He believed me. He didn’t tell me I was crazy like 
some people thought I was. So, all that helped me a lot personally.” (Quotation 50, Fanny) 

The lack of recognition thus contributed to both the overall emotional burden experienced by 
participants because it made them feel lost and alone in their fight against the illness, and to the 
social isolation and stigma, because it often prolonged the process of getting a diagnosis, which 
could convince friends and family that they were really ill.  
 
The lack of recognition sometimes had serious consequences with regards to obtaining insurance 
payments or social benefits. Private health insurance agencies would not always accept a diagnosis 
of CFS, even if it was given by a specialist, but would employ independent specialists to assess the 
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client’s case. In several cases, this had resulted in refusals of participants’ demands for insurance 
payments, although some had contested the decision and managed to win the subsequent trial. The 
same was the case for applications of invalidity allowances from the Régie des Rentes du Québec 
(RRQ). To be declared disabled by the Régie des Rentes, a person must have a ‘severe and 
permanent disability recognized by the Régie's medical advisers, have contributed sufficiently to the 
Québec Pension Plan, and be under the age 65’. A person is considered to have a severe disability if, 
because of his or her state of health, he or she is unable to do work that, in 2009, would pay him or 
her more than $13 271,52 a year. A severe disability is permanent if it is likely to be of indefinite 
duration, without any possibility of improvement. A temporary disability (or a temporary inability to 
work) is not covered under the Act respecting the Québec Pension Plan.22 Since CFS is chronic, but 
some do recover from it over time, this definition makes it very difficult for CFS-sufferers to obtain 
invalidity allowance on their CFS-diagnosis alone (some had obtained it based on other health 
problems). Instead participants received social benefits in the category of ‘temporary constraints’, 
which gives a higher monthly revenue than ordinary social benefits. However, being in this category 
entails that the health of the beneficiary must be re-evaluated regularly by medical specialists to 
ensure that he/she is still eligible for the benefit. The constant re-evaluations were a source of 
considerable stress for the participants, who sometimes had to struggle to obtain new health 
statements from their physicians to renew their eligibility for social welfare, and each time feared 
they would not be accepted and would thus lose their benefit payments. The experience of being 
under suspicion of faking or just being plain hypochondriacs was extremely frustrating to 
participants, who felt that they were somehow considered responsible for health problems which had 
had devastating consequences to their lives.  

“[My doctor] told me that working was going to be part of the cure, which meant that all 
this was happening in my head... So, when you do physical work and feel tired, you know 
it... I was insulted. You ask yourself what’s happening... I told myself that all doctors must 
be good. They have gone to school for a long time compared to me. I took him at his word, 
and I was wondering what was happening inside me... I didn’t feel depressed or anything. I 
just felt tired and unable to get through the day. [...] And I said to myself, “Is this me? 
What’s happening? ” So, I started working again but didn’t do any overtime. At one point, 
I could no longer do that either... I did four to five fewer hours [a day]... I wasn’t doing any 
activities. I would come home from work and go to bed.” (Quotation 51, Maurice) 

Maurice interprets his doctor’s advice of continuing work as an insinuation of his illness as ‘in his 
head’, and this makes him question his own experience of symptoms, despite the fact that they make 
it impossible for him to function. He therefore tries to force himself back to work, but have to give 
up doing anything else. 

4.8 COPING WITH PROFESSIONAL DISBELIEF 

One study describes a specific set of strategies termed ‘practicing patient power’, which is used by 
people with CFS to maintain more control when facing disbelieving health care providers. These 
strategies range from concrete actions, like changing physician, choosing alternative treatment, 
confronting the physician, making demands or trying to persuade the physician into making 
prescriptions or referrals; to more subtle forms of resistance like noncompliance or refusing to listen 
or answer during the consultation. These strategies entail a more or less outright questioning of the 
professional competence of the health care provider, and practicing patient power can therefore 
evoke negative sanctions from the health care providers such as refusal to treat [Asbring and 
Närvänen, 2004]. 
 
                                                           
22. Régie des rentes du Québec (RRQ). Eligibility for a disability pension [Website]. Québec, Qc. Available at: http://www.rrq.gouv. 
qc.ca/en/programmes/regime_rentes/prestations_invalidite/admissibilite_ri.htm (accessed on January 29, 2009).  
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Some of the interview participants used strategies which resemble ‘practicing patient power’. Quite a 
lot of them had lost faith in traditional medicine to a degree that they had tried almost all available 
types of alternative treatment. Most of them got some satisfaction from at least being taken seriously 
and taken care of, although the treatment usually did not have any (lasting) effect on their symptoms. 
One woman listed all the different things she had tried, from meditation, yoga, tai chi, chiropractic, 
osteopathy, homeopathy and acupuncture to magnetic insoles, vitamins, and various types of 
supplements like iodine, grapefruit seed extract and garlic. When telling about the latest type of 
treatment she had tried, she concluded: 

“I get migraines. I was going to see a healer who...balances chakras (laughter). I did that 
once, last week,...and my migraine went away. I really think miracles will work better for 
me than medicine. I have more confidence in miracles than in medicine.” (Quotation 52, 
Céline) 

As a consequence of this lack of confidence in their physician, some participants had changed 
physician. But the search for a believing physician was not always easy, and several participants had 
ended up without a treating physician, like Sarah explains here: 

“The medications he gave me are the right ones, so I can’t blame him for giving me the 
wrong medications, except when he got the diagnosis, it was as if he panicked and didn’t 
know what to do. He started to play around with the medications, and that scared me 
because... It was as if he was demolishing a kind of stability that was enabling me to 
survive. [...] And especially since I knew that he didn’t believe me. Good, I said. I’ll have 
to find another doctor. [...] The other doctor believed me, but she didn’t know what I had 
been given previously. At one point, she decided to retire, so I no longer have a doctor.” 
(Quotation 53, Sarah) 

Others used more active ways of countering professional disbelief. Three participants had filed 
formal complaints to the Collège des Médecins du Québec (CMQ) or about the medical expert who 
evaluated their application for invalidity allowance at the RRQ. Some had confronted their 
physicians more directly, like for instance one woman, who wanted a referral to a specialist to find 
out whether she had CFS or not: 

“I started searching on the Internet and, at the same time, while chatting on this one site, I 
met another girl who was affected. [...] She told me to ask my doctor, to insist that she send 
me to Hôtel-Dieu to see Dr. [name]. So, I asked my doctor. She didn’t want to do it. 
“You’re going to be laughed at because of your symptoms... You don’t have any.” I said, 
“We’ll see, but for now, I need the referral, and I’ll go see whoever doctor I want.” She 
gave me the referral (pretending to sigh), a bit exasperated, wanting to say, “Is she going to 
leave me alone now?” (Quotation 54, Geneviève) 

The specialist confirmed her suspicion of CFS after numerous examinations, and wrote a letter to the 
social services stating her diagnosis, so that she could get some help. But before giving it to the 
social services, Geneviève took a copy of the letter and gave it to her family physician, as a proof 
that she was not crazy. When this did not make the physician recognise her illness, she filed a formal 
complaint to the CMQ, but insisted on keeping the physician as her family physician. She continued 
to leave photocopies of articles on CFS at the physician’s office, and after several months of 
continued action and a reprimand from the CMQ, the family physician started to accept her diagnosis 
and became more understanding towards her. This example illustrates that practicing patient power 
is a strategy which requires a lot of effort. At the same time, it carries the risk of losing your treating 
physician and not being able to find a new one – a risk which is relatively high because of the 
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shortage of family physicians in Québec at the moment.23 This might be the reason why so relatively 
few participants used this strategy. It is simply not very beneficial if you want medical care. 
 
Another way of avoiding the judgement that many participants encountered among health care 
professionals, was to not tell about their illness, at least not when they were seeing a physician for 
something not immediately related to the CFS: 

“It’s socially more okay to talk about fibromyalgia. It’s acceptable. That hurts. We 
understand. I sometimes fall into this trap because doctors sometimes... For example, I had 
eye problems and had to see ophthalmologists. [...] If a doctor, who doesn’t know me at all, 
asks me if I have any other health problems, I tend to say fibromyalgia and not mention 
anything about chronic fatigue syndrome because there is automatically a prejudice. His 
eyes and his body language indicate unwillingness. If I mention fibromyalgia, they [...] 
almost enjoy telling me that they’re familiar with it. When it comes to chronic fatigue 
syndrome, this whole ‘complicated patient/management’ cloud’ appears...” (Quotation 55, 
Marjolaine) 

Others were well aware of the risk of a negative reaction from health care professionals if they told 
about their diagnosis, but insisted on telling about it: 

“We’re constantly being asked questions by the health professionals we meet and who say 
that there’s no such thing as CFS. Before my operation..., a doctor at McGill told me not to 
say that I had chronic fatigue syndrome, as that would bother the doctors. Well, I don’t 
mind bothering doctors, so I told them I had it... (Quotation 56, Amélie) 

In this case, the surgeon had showed understanding and had not reacted negatively upon hearing 
about CFS. The people who conceal their diagnosis might do so because of previous experiences 
with negative reactions from a few individuals. Thus their perception of health care professionals as 
generally lacking empathy for people with CFS may not be in line with the reality, but because of the 
concealment, they not only avoid negative responses to their diagnosis, but also positive ones. The 
establishment of trust between CFS-sufferers and health care professionals is essential to patients’ 
compliance with all kinds of medical treatment (for a discussion of the importance of trust to obtain 
compliance, see for instance [Bissel et al, 2004]). Amélie’s case shows that when sufferers have 
initial experiences with physicians who believe in them, they are less afraid of a negative reaction 
and do not choose the strategy of concealment – which in Amélie’s case then lead to further positive 
experiences, because the surgeon showed understanding of her health problems. The fact that Amélie 
had a positive experience with a psychiatrist who defended her against the accusations of 
psychological problems from other doctors (see p.37) thus encouraged her to use a coping strategy of 
telling about the illness up front, which proved more beneficial in the long term. 

4.8.1 Active illness management 

A coping strategy which was not described explicitly in the included literature, but can be seen as a 
specific way of practicing patient power, can be termed ‘active illness management’. This implies 
taking detailed notes during medical consultations, carefully writing down their symptoms and 
activity levels every day, making schedules over their daily medication and bringing all the notes 
with them to medical consultations. Those participants who used this strategy saw it as a way of 
dealing with their cognitive problems, to ensure that they did not forget important things that they 
wanted to communicate to their physician, and they sometimes prepared for medical consultations 
months in advance. Several participants had brought all their notes to the interview, to make sure that 
they did not forget anything and to show how they tried to manage their illness. Although it makes 

                                                           
23. Statistics Canada. Community belonging and self-perceived health: Early CCHS findings (January to June 2005). Data tables and 
charts. Regular medical doctor, by sex, household population aged 12 and over, Canada, provinces and health regions, 2005 [Website]. 
Available at: http://www.statcan.gc.ca/pub/82-621-x/2005001/4053707-eng.htm (accessed on September 15, 2008). 
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sense to write down things if you have problems remembering, it seemed that participants used this 
strategy to gain control over the diagnostic and treatment process. They wanted to make sure that 
their questions were answered and that they knew what was going on and why. Employing this 
strategy seemed to give participants a sense of control over their situation, and a feeling that they 
were at least doing something to get better: 

“Most doctors treat us like objects, like cases to be treated. Or we can be individuals, that 
is, active individuals who work with doctors to improve our condition. I think that too 
often, unfortunately, in Québec, people behave as if they are objects, allow anything to be 
done or said to them... I find that by being actively involved, by preparing our 
appointments, by getting the facts, by providing information, we have a greater chance of 
improving our lot than if we’re there passively waiting... We have to form partnerships 
with our doctors. I’ve discarded all the doctors with whom I haven’t managed to do this.” 
(Quotation 57, Amélie) 

As was also found in the literature with patients who employed patient power strategies, participants 
experienced negative responses from health care professionals when showing their notes and 
prepared questions. Being actively engaged in the treatment and/or diagnostic process seemed to 
reinforce suspicions of malingering, because the meticulous paperwork did not correspond with the 
cognitive problems normally present in CFS: 

“Dr. [name] gave me the results: “Oh, it’s really not going well. This actually confirms that 
you have chronic fatigue syndrome. You’re severely affected.” However, he asked me 
some questions, so I showed him my ringed binder, and he saw all my sheets that had been 
prepared, and he said, “Well, seeing how you’re prepared, you’re not really sick. So, in the 
final analysis, I’m not sure anymore if you have CFS!” It had been months that I had been 
seeing him and had been given this diagnosis... Then, all of a sudden, he questioned 
whether I had chronic fatigue syndrome because I had prepared some sheets.” 
(Quotation 58, Carole) 

Thus active illness management was employed in order to regain control in the face of an 
unexplained illness, which caused cognitive problems. But it sometimes had the unfortunate effect of 
creating mistrust in the relationship between physicians and patients, and the potential effect of 
undoing the control gained by having a diagnosis. However, although she had mostly experienced 
negative reactions from health care professionals when employing this strategy, Amélie who is cited 
above, recounted that one physician had responded positively to it and had showed her meticulous 
notes to his colleagues, saying that it was fantastic and that he wished all his patients were that well 
prepared. In other words, the strategy could elicit positive responses from health care professionals, 
most likely when they did not question the diagnosis from the beginning, and could therefore focus 
on the usefulness of their patient providing them with detailed information about their illness 
developments. 

4.9 CARE AND SUPPORT NEEDS  

4.9.1 Practical and financial help 

One of the included studies suggests that getting help with for instance shopping, cooking, adapting 
the house and assisted transportation (wheelchair, taxi service) could help sufferers preserve energy 
for other tasks [Edwards et al., 2007]. This was echoed in the interviews, where many participants 
expressed wishes for more help with physically demanding domestic tasks like shopping for 
groceries, snow removal, cleaning and assisted transportation, so that they would have energy left for 
things which were important emotionally, like socialising or playing with their children. However, 
quite a few participants had never asked the social services for help, either because they did not think 
that they would be eligible for it, or because they did not know how and where to apply for it. Others 



 34 

had demanded help from the CLSC, but had difficulties getting access to this because of their young 
age and the lack of recognition of CFS as an invalidating illness in the social service system. The 
constant battle to get or maintain social services was exhausting physically as well as emotionally, as 
Amélie explains here: 

“It’s quite difficult to obtain help from the CLSC because they’re not familiar with chronic 
fatigue syndrome. People don’t get any help from them. [...] It’s a shame to see just how 
little CLSC workers, those on the front line, know. We have to constantly explain things to 
them, justify ourselves, and fight to maintain services or to get them. It’s exhausting and 
very unsettling. If I don’t have anyone to do my housework and change my bed... I’ve been 
sleeping on the mattress cover for six weeks now because I haven’t had the energy to put 
the sheets back on...” (Quotation 59, Amélie) 

Some could afford to pay for domestic services, but because of the impact on their financial situation 
following job loss, most participants relied on the help of their spouses, family and friends to get by 
on a daily basis. One woman, who is a single parent, had her application for invalidity allowance 
refused, and was therefore not eligible for help from the CLSC. She explains here how her friends 
helped her: 

“First, I had people come to my place to cook for me, for example, a batch of spaghetti 
sauce or shepherd’s pie, and these things... vacuuming. But I asked the people around me 
more for help in taking care of my daughter... (crying). I said to myself that vacuuming 
could wait. To play with her... She was 2½ years old. [...] My daughter had a great social 
network. The help I requested was for her... These people were wonderful (crying).” 
(Quotation 60, Céline)  

With regards to transportation, a few participants mentioned having a handicap identification card, 
in order to have rights in line with those of other physically handicapped people: 

“I have this wish that the government would issue us a type of… You know, like the sticker 
for handicapped people for cars, that we could wear around our necks. If I took the metro, 
it would give me the right to sit down. If I was waiting in line in a bank, I would have the 
right to sit down without losing my place. I wouldn’t abuse it. It would just be for times 
when I’m really not doing well, because it would give a right. [...] There’s no care or 
services for us. So, until they find a treatment or tests, there could always be some care 
instead. We could pay for it. Such a service would improve our quality of life.” 
(Quotation 61, Carole) 

Several participants expressed a wish for co-habitation with other CFS-sufferers, to have more 
support and understanding of their illness in their daily life. One woman had actually started a 
foundation with the aim of collecting money to build an apartment building especially adapted to the 
needs of people with CFS. Another woman also mentioned co-habitation, and explained that this 
would be an advantage not only practically but also to counter the isolation: 

“I would like it if there was housing or a coop where all of us or those who want to, in any 
case, live close to one another and each had their own apartment. We could help each 
other. If I was going to go get some bread, I could call my neighbour and say, “I’m able to 
do my grocery shopping this morning. Would you like something?” (Now) each of us is in 
an isolated apartment, so this kind of thing is difficult.” (Quotation 62, Jeanne) 

Those living on social welfare expressed wishes for more financial help in the form of free access to 
massage therapy, psychological support, reimbursement of expensive treatments and better 
opportunities for inexpensive housing. One woman also mentioned financial reimbursement for the 
family members or other unofficial carers (aidants naturels), who spent extra time and money caring 
for a person with CFS.  
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With regards to help concerning work rehabilitation, two systematic reviews on work-related 
impairment and the efficacy of rehabilitation programs report that cognitive behaviour therapy, 
exercise therapy and multi-disciplinary, individualized rehabilitation programmes had beneficial 
effects on sufferers’ ability to work [Taylor and Kielhofner, 2005; Ross et al., 2004]. None of the 
interview participants had received any kind of help with work rehabilitation from the social 
services, although especially those who had only been ill for a couple of years, seemed very 
preoccupied with finding a way to get back to work: 

“I would like some help figuring out how to lay out a new course for my life. Presently, 
I’m still at a dead end in the sense that... I have a new job, but I realize that it’s not, 
perhaps, the ideal one for me. [...] For now, I’m asking myself a lot of questions: What 
could I do in life that would be easy for me? Because I have to continue working. I don’t 
have a choice. I have to live. What kind of work could I do that doesn’t require any 
concentration, that’s not too physically demanding, having the tools and experience, and 
not just work-wise? In terms of leisure-time activities, what can I do? In other words, help 
us find an activity that’s not too difficult but that could, perhaps, be beneficial to us.” 
(Quotation 63, Mélanie) 

4.9.2 Coping and emotional burden 

Supporting patients in coping with symptoms and functional limitations, and help them adapt to 
changing ambitions and life goals was recommended as an important aspect of treatment 
interventions in one study [Van Houdenhove et al., 2002]. This is supported by several studies, for 
instance in one qualitative study, which showed that some sufferers are able change their coping 
from defensive strategies of living within limits, seeking and accepting help, gaining knowledge, and 
containing emotions (which could lead to further social withdrawal and loss of desired roles and 
activities), to more reconstructive strategies of actively adjusting expectations, seeking new sources 
of fulfilment and social reengagement, ultimately leading to more positive perceptions of self. Such 
change required grieving losses, accepting the illness, focusing on abilities and some improvement 
so as to have space for self-reflection [Travers and Lawler, 2008]. Another study noted that 
psychological support might be beneficial in encouraging alternative coping styles that will facilitate 
recovery [Creswell and Chalder, 2001]. More specifically, one randomised controlled trial examined 
an intervention to improve participants’ perception of their energy resources. A beneficial effect was 
found participants’ perceptions of self-esteem, work resources, energy, mastery of their symptoms, 
and interpersonal relationships. Apart from being critical in itself for individual coping with a 
condition like CFS, improvement in self-esteem is also important to prevent the development of co-
morbid disorders like depression. Learning to cope with the physical symptoms (lack of energy) thus 
seems to be overall helpful to sufferers emotional wellbeing [Taylor et al., 2006].  
 
More consistent and organised psychological support was considered a very important way to 
improve care by almost all interview participants, especially to get through the process of mourning 
losses, accepting the illness and finding new life goals and values. When asked what advice she 
would give to a person who had just been diagnosed with CFS, one woman answered: 

“Finding someone, a friend or an acquaintance who is willing to take time to read about 
what you have, to understand what you have, to see how this can affect you. [...] You need 
a good person by your side. I would say that if it’s going really badly, a good psychiatric 
follow-up, too... It’s important. Having your family doctor understand it too. It’s essential. 
You can no longer be the person you were. That’s difficult to accept. You have to talk 
about this a lot.” (Quotation 64, Geneviève) 

In line with the literature stressing the importance of helping sufferers cope in more constructive 
ways with their illness, another participant explained how his psychologist had helped him change 
unhelpful ways of behaving: 
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“I was lucky because I met this psychologist... Since we need someone who gives us 
support, who tries to understand us, but who also tries to...well, who gets us to talk about 
what we’re going through, and, if we have any behaviors that require change, who helps us 
see them first. I think psychological and moral support are important because there’s still 
no answer, is there? (Quotation 65, Rafael) 

For Rafael, the fact that the illness is chronic makes it more important to get ‘moral support’ in the 
form of someone who can help verbalise problems and adapt to the illness. However, not all 
participants benefitted from psychological support in a traditional sense.  

“I went to see a psychologist. (..) This is helping me, but I would like...the psychologist to 
help me, but I’m fed up... We analyze our emotions in our minds, but I would like to deal 
with them more practically or by doing things. I find that I’m always cogitating... 
Sometimes, I jump from one subject to another. After I get out of there, I don’t remember 
what I said. Perhaps I’ll try... I’m going to drop her and try to do art therapy.” 
(Quotation 66, Jeanne) 

One other person also mentioned art therapy, and like Jeanne, she said that she preferred something 
less verbal where she could use her hands to express her emotions. In Jeanne’s case, her unease 
seems linked with her cognitive difficulties, which limit her capacity to formulate herself verbally 
and thus benefit from traditional psychotherapy. 
 
As mentioned in chapter 4.4., support groups were considered important by some participants, who 
felt that they had learned to live better with the illness by meeting other sufferers: 

“What has helped me the most are support groups and mingling with people who have had 
the disease, in order to get some tips from them, tips for daily living, tips on how to 
manage one’s energy. Knowing that there are people who have been sick much longer than 
me has really helped.” (Quotation 67, Carole)  

Support groups can thus be a source of knowledge about how to deal with everyday problems when 
you are ill. However, several participants emphasized that such groups should be lead by competent 
professionals rather than CFS-sufferers, to ensure adequate help with difficult psychological issues. 
Others just did not see the point in using their scarce energy resources on group discussions which 
did not always lead to anything concrete: 

« You asked if I was a member of a support group. Well, I was in the beginning, but then I 
found myself collecting more and more newsletters, and more and more stuff, and they 
seemed to be all the same. And I didn’t feel like turning it into sort of a social gathering or 
anything like that. I didn’t have the energy for it. Every now and again I run into someone 
from the group…and we chat and share experiences. It is just one of these things… there is 
always a couple of people in a group of 12-15, and their main objective is to talk a lot. And 
we had our share of these people who wanted to talk a lot, and it wasn’t very 
constructive. » (Quotation 68, Roger) 

4.9.3 Recognition of CFS 

Several studies document that advocacy interventions and education of health care professionals 
to improve recognition of the illness are generally considered important by sufferers [Arroll and 
Senior, 2008; Gilje et al., 2008; Clarke, 2000; Jason et al., 1996]. Especially physicians need to be 
better educated, not only to diagnose and manage CFS, but also on how to listen to, acknowledge 
and respect the accounts provided by their patients and consider the role of psychological factors 
without discounting a diagnosis of CFS [Dickson et al., 2007; Gray and Fossey, 2003; Lehman et al., 
2002; Deale and Wessely, 2001]. Furthermore, educating physicians more systematically about CFS 
might help speed up the process of getting the diagnosis, which were found to be beneficial to the 
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emotional coping and the process of identity reconstruction of sufferers in some studies [Whitehead, 
2006a; Clarke, 2000].  
 
When asked what kind of changes or interventions in the health care system they thought would be 
beneficial to CFS-sufferers, most interview participants mentioned advocacy interventions that 
would increase recognition and acceptance of the illness such as education of physicians, 
information campaigns for the and further research into causes and cures of CFS.24 Sensitization 
campaigns for the broader population like those for cancer or depression were mentioned as ways to 
increase other people’s understanding of the problems related to CFS, and make it easier for 
sufferers to get health insurance. But as Amélie points out here, such campaigns would only be 
helpful to sufferers if they were preceded by education of health care professionals: 

“The Ministry of Health should conduct an awareness campaign, but before doing so, 
doctors should be willing to see these patients. [...] Doctors should know about (CFS) to 
ensure some openness, so that they won’t say ‘Stop talking about it, it will bother them.’” 
(Quotation 69, Amélie) 

Quite a few participants also mentioned the importance of a strong patient organisation to advocate 
the needs of patients on a more continuous basis: 

“I would like the AQEM to be more active. I’m not criticizing them. I understand that these 
people (in the administration) are sick, too, but perhaps, I don’t know... The government 
could give them a grant so that healthy people could work there and help us. We would, 
perhaps, get more support this way.” (Quotation 70, Mélanie) 

One of the included studies emphasized the need for more information for relatives of sufferers on 
what to expect from the illness, since this might help diminish disbelief, and prevent the process of 
social isolation and stigma [Dickson et al., 2007]. This was also a concern for participants, who saw 
the disbelief and insecurity about their illness among friends and relatives as resulting from a general 
lack of knowledge. But even for those whose relatives believed in them, information was wanted so 
that the relatives knew what to expect from the illness and their future relations with the ill person, 
and to avoid spending too much time and energy searching for information about the illness and 
possible treatment options: 

“I would have wanted doctors to have the information so that I could give [it] to my family 
and others. Luckily, Dr. [name] came and gave a lecture... And my mother and sister 
came...because they wanted to know where they were headed with me. It’s as simple as 
that. So, they got that information. But apart from that, no. There’s no other information 
that I can give.” (Quotation 71, Sarah) 

Several participants pointed out that it would have been helpful for them to have information 
material about their illness, which they could give to their friends and relatives, for instance in the 
form of a pamphlet or a video explaining how the illness affects them. They emphasized that such 
materials should be published by the Ministry of Health and Social Services in order to assure 
credibility to its content. One woman also suggested that a pamphlet be made for sufferers, as a kind 
of handbook in how to deal with CFS. She suggested that it should contain information on the illness 
and the diagnostic tests to pass, the resources and services available from the health care and social 
services system, advice on how to deal with the emotional burden of the illness, legal rights of the ill 
person and a list of organisations which provide further information about CFS. The handbook 
should also contain a simple one-page description of the illness for relatives. 
 
An issue which was not explicitly mentioned in the literature was the establishment of a more 
efficient and coordinated organisation of care for CFS-sufferers. The interview participants found 
it very frustrating that physicians did not know which specialists to refer them to for the various 
                                                           
24. An overview of all possible interventions mentioned by interview participants is available in Appendix L.  
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diagnostic tests25 or to receive proper symptom treatment once the diagnosis was made. Some noted 
that better education of physicians would thus lead to a better organisation of their care:  

“Obviously, it starts with doctors. They should know more about it and have more 
information on it, and know where to refer us to, for example, an association... They don’t 
even know which specialist we need to go see! A general practitioner cannot help us. Well, 
in any case, it seems that there are a lot of rheumatologists who can help us in this regard. 
My general practitioner didn’t know this, that it was a rheumatologist who was able to help 
with this. At least they should know who to refer us to and which professionals are well-
versed in the disease. So, this is really the starting point.” (Quotation 72, Mélanie) 

The lack of proper organisation of the care made participants feel abandoned by the system: 
“I had always felt that (health professionals) believed me and they did investigations, but 
when it came to management and follow-up, I often felt abandoned. They had me undergo 
some tests. “Miss, the results are weird, but, well, that’s what they are.” There wasn’t any 
follow-up.” (Quotation 73, Marjolaine) 

Marjolaine later says that she is aware that being in charge of a patient with a complex, chronic 
illness like CFS, requires a lot of paperwork from the involved physicians, who have to fill out forms 
for insurance companies and social services. She emphasizes that it is therefore important that there 
is an infrastructure which supports physicians in doing this work, and that they are appropriately 
reimbursed for the extra work load.  
 
Several participants suggested that a multidisciplinary team or clinic should be in charge of 
diagnosing and treating CFS-sufferers, so as to ensure that the diagnostic process is coherent and 
fast, and that the patient is offered support which is appropriate for his/her individual problems. 
Furthermore, some also wanted such a team or clinic to help patients access social services and 
coordinate occupational therapy and/or physiotherapy, in order to improve the communication 
between the various organisational bodies. But the idea of having a multidisciplinary team was not 
only associated with a need for better care. The participants, who mentioned this type of 
intervention, also seemed to see it as an important for their emotional wellbeing: 

 “Multidisciplinary clinics would be the minimum. We don’t even have access to the CLSC 
as we should! So, there should be a team, and it should spin into action. [...] This is the 
only way we’re going to be able to breathe and say that at least there’s light at the end of 
the tunnel.” (Quotation 74, Sarah) 

Sarah seems to see a multidisciplinary team as something positive, because it would send the signal 
that her illness is taken seriously by politician and health care professionals. But also simply because 
it would give her renewed hope – if not for a cure, then for at least having her symptoms treated 
more efficiently. The 5 participants who explicitly mentioned a multidisciplinary team or clinic, had 
all previously been involved in the administration and/or worked as volunteers for a patient 
organisation. Their wish for this particular intervention might therefore be influenced by the declared 
goals of these organisations and /or their knowledge of the treatment options available for CFS-
sufferers in other countries. 
 

                                                           
25. The diagnosis of CFS is made by exclusion of other illnesses which can cause severe fatigue. In order to make the diagnosis it is thus 
necessary to perform a series of diagnostic tests for other diseases, to rule these out see for instance [Chambers et al., 2006]. 
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5 DISCUSSION 

Both the literature and the empiric data document that people with CFS experience serious problems 
in their physical and cognitive functioning, which can lead to unemployment and financial 
problems. In the Québec context, some specific consequences of this disabling situation seem to be 
the shame and frustration connected to the loss of autonomy, and the economic restraints 
experienced by those on social welfare. These aspects were also reported in sufferers’ testimonies 
found in AQEM newsletters and in the book on suffering from CFS by the Québec physician Yves 
Filion (see Appendix F). The primary data also provided insight into some coping strategies, which 
were not found in the literature; staying active in spite of disabling symptoms to keep physically and 
cognitively fit, and visualising the development of the illness in various ways so as to be able to 
communicate better with physicians and relatives. These two types of coping also emerged from the 
AQEM newsletters, in which members shared advice on how to keep their mind in shape and tables 
to record symptoms and daily energy levels. 
 
As for the emotional burden, the primary data confirmed our findings from the literature, which 
state that loss of work ability and the capacity to function physically creates guilt, stress and sorrow. 
Not having a clear diagnosis can increase unnecessary fear and worries about symptoms. The 
experience of lack of control, which was prevalent in the literature, was not mentioned explicitly in 
the interviews, but some coping strategies such as active illness management, could be interpreted as 
a way of trying to regain control when faced with professional disbelief and a dispersed or 
disorganized treatment process. As in the literature, interview participants’ accounts showed the 
importance of going through processes of identity reconstruction and learning to accept and 
appreciate a new life within the limits of the illness. However, some participants considered it very 
important not to let the illness become their entire identity, in order to be able to arrive at some kind 
of healing or improvement of their situation. This was also supported by the articles and members’ 
contributions to the AQEM newsletters, as well as with newspaper articles on sufferers from Québec, 
which often dealt with the issue of coming to terms with a new way of life (for instance one 
newspaper article was titled ‘It’s the death of the life that you knew’). The primary data also to some 
degree lends support to the integrated model of CFS, suggesting that negative thinking or lack of 
confidence can influence symptom experience negatively and reinforce the syndrome.  
 
From both the literature and the primary data it seems clear that people with CFS experience stigma, 
which can have serious consequences to their possibilities for accessing social services and maintain 
a normal, social life, thus increasing the stress and negative emotions. At the same time, some 
sufferers may (unwillingly) contribute to their isolation and disbelief in their illness when trying to 
avoid stigma and shame by not talking about their symptoms or withdrawing from social contact. 
Stigma is thus a social process which can contribute to making the illness chronic, because it reduces 
the social world of the sufferer to illness-related interaction and events. For this reason alone, the 
process of stigmatisation should be addressed when discussing care and support need of CFS-
sufferers. As for the Québec context, a general lack of knowledge about the illness contribute to the 
stigma surrounding CFS in that relatives and other people around the interview participants seemed 
to feel insecure and powerless about how to interact with the ill person. This was also the impression 
from an AQEM newsletter, where a summary from a workshop for relatives of CFS-sufferers 
revealed a widespread feeling of powerlessness, lack of knowledge and insecurity among the 
participating relatives. 
 
Lack of professional recognition of CFS is documented in both literature and primary data. It was 
also prevalent in the book of Yves Filion and in several letters from sufferers and/or their relatives 
published in the AQEM newsletters and Québec newspaper articles. The lack of recognition can 
prolong the process of diagnosing CFS, and subsequently the referral to specialists and/or patient 
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organization, thus increasing worries about symptoms and delaying the process of identity 
reconstruction. Suspicion of malingering from insurance companies and social services authorities 
result in repeated re-evaluations to determine eligibility for financial reimbursement or social 
welfare, which is stressful to the sufferer and time consuming for social service workers and 
physicians. It can also be the indirect cause of relapses for sufferers who force themselves back to 
work in spite of bad health conditions in order to prove that they are not ‘faking’. As in the literature, 
the primary data show that the lack of recognition from health care professionals make participants 
lose faith in traditional medicine and use more alternative treatment. They also resist the disbelief by 
changing physician, filing formal complaints, or trying to educating physicians about CFS. A way of 
coping which was not found in the literature was active illness management. The primary data also 
showed that when participants met health care professionals who believed them, this had a positive 
impact on their emotional wellbeing. 
 
The care and support needs expressed by sufferers can be summed up under these main areas: 
• Practical help with domestic tasks, to preserve energy for other things (children, socializing) 
• Financial aid for those on social welfare and for natural caregivers 
• Social services like handicap identification card, co-habitation, structured work rehabilitation 
• Psychological support to deal with losses and emotional burden  
• Better access to support groups to prevent isolation  
• Better management of support groups to ensure adequate support and purposeful content 
• Education of health care and social service professionals to ensure recognition and improve care  
• Sensitization campaigns for the public and information materials for relatives to counter stigma 
• Better coordination of diagnostic process and organization of treatment 

 
Apart from the notion of having more structured support groups, all these care and support needs 
were also mentioned on the AQEM webpage and in the AQEM newsletters, and in the various 
sufferers’ testimonies stated here and in the Yves Filion book, See Appendix F for details on the 
included non scientific literature. 

5.1.1 Strengths and limitations of the study 

The recruitment and sampling of participants posed some limitations to the study. Participants 
were mostly recruited from a specialist clinic and via snowballing through the patients from this 
clinic, while only two participants found out about the study from AETMIS’ homepage. The 
participants may therefore have been relatively more ill than sufferers recruited from a primary care 
setting, and thus not representative of the entire patient population. Furthermore, participants were 
sampled so as to represent as large a variety of geographical background, age, illness duration, 
employment status etc as possible from the pool of volunteers. However, four out of the 
17 participants had previously been involved with a local patient organisation, either in the 
administration or doing voluntary work, for instance by manning a telephone helpline for other 
sufferers. These participants could thus be more knowing of patient needs in general than sufferers 
without affiliation to patient organisations, which could have skewed their answers towards more 
general statements rather than their own personal experiences. In order to counter this type of bias, 
all volunteers who were not offered to participate, were contacted by mail, e-mail or telephone and 
given the opportunity to state their opinion on needs for care and support for people with CFS in 
Québec.  
 
The interview procedure also limited the study in some aspects. Because of the short time frame of the 
study, all interviews but one was conducted at AETMIS, in a small meeting room. Conducting 
interviews in participants’ homes in general promotes a more relaxed ambiance than interviews in more 
formal, institutional settings. Consequently, some things might have been dealt with in a more 
superficial manner. Due to time constraints, the participants were only encountered on one occasion, 
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which may also have limited the trust of interview participants in the interviewer and subsequently the 
amount of personal details uncovered in the interviews. Furthermore, in several interviews the line of 
questioning was stopped because participants were overwhelmed with emotions and started crying when 
talking about particularly difficult issues. This was in adherence with general ethical rules of research 
emphasizing that the subject should not suffer harm because of the research, but may have limited a full 
exploration of emotional difficulties and participants’ coping with these. 
 
On the other hand, it is a strength of the study that findings from the literature where systematically 
contextualised through the primary data collection. This ensures that the needs identified are pertinent to 
CFS-sufferers in a Québec context, with its’ specific health care and social services systems. The mixed 
methods approach also helped ensure that no important issues concerning CFS were missed.  
 

5.1.2 Ethical considerations 

When designing the study, some specific ethical considerations had to be made concerning the physical 
and emotional vulnerability of this patient group. Focus group interviews were considered, but due to 
the cognitive problems experienced by CFS-sufferers, it quickly became clear that two hours of 
intensive discussion in a group of 6-8 people could significantly increase the risk of sudden energy 
‘crashes’ among participants, and would therefore not be ethically sound. Furthermore, the fact that 
many participants were brought out of balance emotionally by the interview topics (see above), 
confirmed the choice of individual interviews over focus groups, in which discussions of such topics 
might have caused considerable embarrassment and unease of participants, and thus directed the 
conversation away from personal experiences towards more general issues. Individual interviews were 
thus chosen instead. However, because of participants eagerness to recount their experiences and the 
sometimes sensitive topics touched upon, the interviews often became longer than intended (between 
1,5 and 2,5 hours). Although the interviewer asked participants to feel free to ask for breaks during the 
interview, none of them used this opportunity, perhaps because of the busy, ‘business-like’ atmosphere 
of the office setting. The duration of the interviews and the emotional strain of recounting stressful and 
painful experiences might thus have caused (temporary) deterioration in the health of participants. 
 
From a more general perspective, examining the needs of a vulnerable patient group, whose health 
condition are not (yet) fully recognised by many actors in the health care and social service systems 
create a larger ethical responsibility on the researcher to. On the one hand, the primary study only 
examines experiences of sufferers – no attempt has been made to validate these experiences through 
observations or quantitative assessments of the problems and needs stated – and their perceived needs. 
Although the findings are largely confirmed by findings in the literature, negative experiences of a 
limited number of patients could potentially bias the results of the analysis. On the other hand, the 
support and care needs of sufferers would be partly dependent on exactly how they perceive their 
problems and their needs. Had the researcher placed less weight on negative experiences or attributed 
these to frustration and negative emotions which are normal for people with chronic illnesses, the result 
could have been a report which would understate the specific problems associated with not having 
accessible, effective treatments, and at the same time not having one’s suffering recognised by other 
people. Careful considerations have therefore been made throughout the analysis to make sure that both 
positive and negative findings are reported with the same proportion as they were found in participants’ 
statements and in the literature. 
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6 CONCLUSION 

This analysis has identified some care and support needs, which are specifically relevant to CFS-
sufferers in Québec: 
 
Firstly, the lack of recognition and/or knowledge of CFS among professionals in the Québec 
health care and social service systems has consequences for CFS-sufferers in several ways: It delays 
the diagnosis and pertinent treatment of symptoms, which could possibly have a negative impact on 
the long-term prognosis of the illness. Furthermore, it reinforces the stigma surrounding CFS, which 
can trigger sufferers’ use of unbeneficial coping strategies like withdrawal and concealment. The 
suspicion of malingering is in itself stressful and frustrating, and adds to the emotional burden of the 
illness. Education of health care and social service professionals could ensure more widespread 
recognition of the illness, and ultimately enable a better coordination of the diagnostic process and 
subsequent symptom treatment. 
 
Secondly, and connected to the lack of recognition and/or knowledge of CFS, is the fact that the 
illness is not recognised as a disabling health condition in the Québec social insurance system, which 
restricts sufferers’ possibilities of accessing financial support from the government. Sufferers, who 
are unable to work and have no personal savings or private health insurance, are thus only eligible 
for social welfare (in the category of ‘severe constraints’). Since the social welfare allowance often 
does not cover their living expenses and special needs for medication, transportation etc., many have 
financial problems or become economically dependent on relatives or partners following the onset of 
illness. Furthermore, they have to re-apply for social welfare with short intervals, a process which is 
stressful, energy consuming and not in concordance with the chronic nature of the illness. More 
flexible rules for obtaining disability allowance, perhaps specifically linking CFS with a temporary 
status as disabled, along with interventions to help guide sufferers back to work without relapsing, 
might improve the possibilities of sufferers to recover. Structured work rehabilitation interventions 
for CFS-sufferers have recently been initiated in the UK by private insurance companies, and are 
currently being assessed as part of a large, randomised controlled trial, with promising preliminary 
results.26  
 
Finally, some Québec CFS-sufferers use specific coping strategies which seem to be beneficial to 
them, such as staying active in spite of their symptoms, visualising their illness through work sheets 
and tables, and focusing on positive aspects of their illness. Furthermore, they emphasize the 
importance of coming to terms with the illness, without letting it assume too much space in their 
lives, and of avoiding negative thinking concerning their physical capacities. Interestingly, according 
to the integrated model (see Introduction), maintaining activity and avoiding negative thinking are 
central components to the cognitive behavior therapy, which is considered essential to the 
management of CFS. It therefore seems that the Québec context might contain specific cultural 
norms and values, which could make cognitive behavior therapy particularly useful and relevant. 
However, Québec sufferers also make use of coping strategies like withdrawal and concealing their 
illness in order to avoid stigma, which can be unbeneficial because they can increase their isolation 
and the disbelief of others. Psychological support and/or professionally lead support groups could 
therefore be relevant interventions, not only to prevent isolation and stigma and help sufferers deal 
with negative emotions, but also to support their use of more beneficial coping strategies.  

                                                           
26. The PACE trial (conference presentation January 22, 2009 by Sally Wagner, St. Bartholomew’s CFS/ME Service). 
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APPENDIX A  
LITERATURE SEARCH 

Search strategy 
 
Databases: 
Campbell Collaboration Library of Systematic Reviews, Cochrane Database of Systematic Reviews, 
Database of Abstracts of Reviews (DARE), Cochrane Central Registry of Controlled Trials, 
PubMed, EMBASE, CINAHL, Anthrosource, SAGE publications, ERIC, Sociological Abstract, 
Repère, Sociology: a SAGE Full-Text Collection, Francis, CBCA Complete, PsychINFO/Psychlit, 
Social Services Abstracts (CSA), Banque sur la recherche sociale et en santé, Social Work Reference 
Library on CD-ROM. 
 
Journals: 
Journal of Patient Education and Counselling, Canadian Review of Sociology and Anthropology, 
Medical Anthropology, Medical Anthropology Quarterly. 
 
Grey literature: 
Theses from anthropology, sociology and psychology on CFS-patients; relevant conference, 
symposium and colloquium proceedings and abstracts (e.g. International Conference on ME/CFS) 
 
Non scientific literature: 
Newsletters and other relevant publications from ME/CFS support organisations in Québec; patient 
testimonials from Québec patient organisations, Internet search engines (Google Scholar). 
 
Years: 
The databases were searched from 1994, since this was the year the US Centre of Disease and 
Prevention first published their criteria for diagnosing CFS [Fukuda et al., 1994], and up to 2008.  
 
Inclusion and exclusion criteria 
English and French language case-control studies, cohort studies, controlled before-and-after studies 
and empirical qualitative studies on the experiences of CFS-sufferers and their perceived needs for 
support and care were included. Studies on the treatment of CFS with graded exercise therapy, 
cognitive behaviour therapy and various pharmacological interventions were excluded, since these 
types of intervention were included in another part of the evaluation. Studies on prevalence, 
psychological and physical co-morbidities, diagnostic criteria, possible causes as well as studies on 
physicians’ perspectives on treatment of CFS were also excluded.  
 

 
Searches performed 

 

Health Sciences: A Sage Full-Text Collection 

Chronic fatigue syndrome – qualitative studies 

Search performed on July 16, 2008 

Years included: from 1994 to 2008 

#1 chronic fatigue syndrome OR myalgic encephalomyelitis OR akureyi disease* OR 
chronic epstein barr virus OR cfids OR chronic fatigue and immune dysfunction 
syndrome* OR chronic mononucleosis OR effort syndrome* OR Iceland* disease* OR 
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low natural killer cell syndrome* OR neuromyasthenia OR post viral fatigue syndrome* 
OR postviral fatigue syndrome* OR post viral syndrome* OR postviral syndrome* OR 
post infectious fatigue OR postinfectious fatigue OR raggedy ann* syndrome* OR royal 
free disease* OR royal free epidemic* OR royal free hospital disease* OR tapanui 
disease* OR yuppie flu OR yuppy flu OR chronic infectious mononucleosis like 
syndrome* OR CFS OR myalgic encephalopathy OR ME.ti. 

#2 psychological OR social functionning OR illness experience OR patient experience OR 
activity of daily living OR employment OR coping strategies OR rehabilitation OR on-
line support OR support groups OR counselling OR patient satisfaction OR adaptation 
OR online support OR self-help group* OR self care 

#3 canadien* OR canadian* OR Québec* OR qualitative research OR qualitative method* 
OR meta-analysis OR anthropological OR ethnographical OR sociological 

#4 #1 AND #2 AND #3 

73 references 

 

Sociology : A Sage Full-Text Collection 

Chronic fatigue syndrome – qualitative studies 

Search performed on July 16, 2008 

Years included: from 1994 to 2008 

#1 chronic fatigue syndrome OR myalgic encephalomyelitis OR akureyi disease* OR 
chronic epstein barr virus OR cfids OR chronic fatigue and immune dysfunction 
syndrome* OR chronic mononucleosis OR effort syndrome* OR Iceland* disease* OR 
low natural killer cell syndrome* OR neuromyasthenia OR post viral fatigue syndrome* 
OR postviral fatigue syndrome* OR post viral syndrome* OR postviral syndrome* OR 
post infectious fatigue OR postinfectious fatigue OR raggedy ann* syndrome* OR royal 
free disease* OR royal free epidemic* OR royal free hospital disease* OR tapanui 
disease* OR yuppie flu OR yuppy flu OR chronic infectious mononucleosis like 
syndrome* OR CFS OR myalgic encephalopathy OR ME.ti. 

#2 psychological OR social functionning OR illness experience OR patient experience OR 
activity of daily living OR employment OR coping strategies OR rehabilitation OR on-
line support OR support groups OR counselling OR patient satisfaction OR adaptation 
OR online support OR self-help group* OR self care 

#3 canadien* OR canadian* OR Québec* OR qualitative research OR qualitative method* 
OR meta-analysis OR anthropological OR ethnographical OR sociological 

#4 #1 AND #2 AND #3 

26 references 

 

Sociological Abstracts 

Chronic fatigue syndrome – qualitative studies 

Search performed on July 16, 2008 

Years included: from 1994 to 2008 

#1 chronic fatigue syndrome OR myalgic encephalomyelitis OR akureyi disease* OR 
chronic epstein barr virus OR cfids OR chronic fatigue and immune dysfunction 
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syndrome* OR chronic mononucleosis OR effort syndrome* OR Iceland* disease* OR 
low natural killer cell syndrome* OR neuromyasthenia OR post viral fatigue syndrome* 
OR postviral fatigue syndrome* OR post viral syndrome* OR postviral syndrome* OR 
post infectious fatigue OR postinfectious fatigue OR raggedy ann* syndrome* OR royal 
free disease* OR royal free epidemic* OR royal free hospital disease* OR tapanui 
disease* OR yuppie flu OR yuppy flu OR chronic infectious mononucleosis like 
syndrome* OR CFS OR myalgic encephalopathy OR ME.ti. 

#2 psychological OR social functionning OR illness experience OR patient experience OR 
activity of daily living OR employment OR coping strategies OR rehabilitation OR on-
line support OR support groups OR counselling OR patient satisfaction OR adaptation 
OR online support OR self-help group* OR self care 

#3 canadien* OR canadian* OR Québec* OR qualitative research OR qualitative method* 
OR meta-analysis OR anthropological OR ethnographical OR sociological 

#4 #1 AND #2 AND #3 

4 references (#1) 

 

Social Services Abstracts 

Chronic fatigue syndrome – qualitative studies 

Search performed on July 16, 2008 

Years included: from 1994 to 2008 

#1 chronic fatigue syndrome OR myalgic encephalomyelitis OR akureyi disease* OR 
chronic epstein barr virus OR cfids OR chronic fatigue and immune dysfunction 
syndrome* OR chronic mononucleosis OR effort syndrome* OR Iceland* disease* OR 
low natural killer cell syndrome* OR neuromyasthenia OR post viral fatigue syndrome* 
OR postviral fatigue syndrome* OR post viral syndrome* OR postviral syndrome* OR 
post infectious fatigue OR postinfectious fatigue OR raggedy ann* syndrome* OR royal 
free disease* OR royal free epidemic* OR royal free hospital disease* OR tapanui 
disease* OR yuppie flu OR yuppy flu OR chronic infectious mononucleosis like 
syndrome* OR CFS OR myalgic encephalopathy OR ME.ti. 

#2 psychological OR social functionning OR illness experience OR patient experience OR 
activity of daily living OR employment OR coping strategies OR rehabilitation OR on-
line support OR support groups OR counselling OR patient satisfaction OR adaptation 
OR online support OR self-help group* OR self care 

#3 canadien* OR canadian* OR Québec* OR qualitative research OR qualitative method* 
OR meta-analysis OR anthropological OR ethnographical OR sociological 

#4 #1 AND #2 AND #3 

31 references (#1) 
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PsycINFO 

Chronic fatigue syndrome – qualitative studies 

Search performed on July 16, 2008 

Years included: from 1994 to 2008 

#1 fatigue syndrome, chronic/ OR (chronic fatigue syndrome OR myalgic encephalomyelitis 
OR akureyi disease* OR chronic epstein barr virus OR cfids OR (chronic fatigue and 
immune dysfunction syndrome*) OR chronic mononucleosis OR effort syndrome* OR 
Iceland* disease* OR low natural killer cell syndrome$ OR neuromyasthenia OR post 
viral fatigue syndrome* OR postviral fatigue syndrome* OR post viral syndrome* OR 
postviral syndrome* OR post infectious fatigue OR postinfectious fatigue OR raggedy 
ann* syndrome* OR royal free disease* OR royal free epidemic* OR royal free hospital 
disease* OR tapanui disease* OR yuppie flu OR yuppy flu OR chronic infectious 
mononucleosis like syndrome* OR CFS OR myalgic encephalopathy).ti,ab. OR ME.ti. 

#2 psychological OR social functionning OR illness experience OR patient experience OR 
activity of daily living OR employment OR coping strategies OR rehabilitation OR on-
line support OR support groups OR counselling OR patient satisfaction OR adaptation 
OR online support OR self-help group* OR self care 

#3 canadien* OR canadian* OR Québec* OR qualitative research OR qualitative method* 
OR meta-analysis OR anthropological OR ethnographical OR sociological 

#4 #1 AND #2 AND #3 

147 references 

 

FRANCIS 

Chronic fatigue syndrome – qualitative studies 
Search performed on July 16, 2008 
Years included: from 1994 to 2008 

#1 chronic fatigue syndrome OR myalgic encephalomyelitis OR akureyi disease* OR 
chronic epstein barr virus OR cfids OR chronic fatigue and immune dysfunction 
syndrome* OR chronic mononucleosis OR effort syndrome* OR Iceland* disease* OR 
low natural killer cell syndrome* OR neuromyasthenia OR post viral fatigue syndrome* 
OR postviral fatigue syndrome* OR post viral syndrome* OR postviral syndrome* OR 
post infectious fatigue OR postinfectious fatigue OR raggedy ann* syndrome* OR royal 
free disease* OR royal free epidemic* OR royal free hospital disease* OR tapanui 
disease* OR yuppie flu OR yuppy flu OR chronic infectious mononucleosis like 
syndrome* OR CFS OR myalgic encephalopathy OR ME.ti. 

#2 psychological OR social functionning OR illness experience OR patient experience OR 
activity of daily living OR employment OR coping strategies OR rehabilitation OR on-
line support OR support groups OR counselling OR patient satisfaction OR adaptation 
OR online support OR self-help group* OR self care 

#3 canadien* OR canadian* OR Québec* OR qualitative research OR qualitative method* 
OR meta-analysis OR anthropological OR ethnographical OR sociological 

#4 #1 AND #2 AND #3 

13 references 
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ERIC 

Chronic fatigue syndrome – qualitative studies 
Search performed on July 16, 2008 
Years included: from 1994 to 2008 

#1 chronic fatigue syndrome OR myalgic encephalomyelitis OR akureyi disease* OR 
chronic epstein barr virus OR cfids OR chronic fatigue and immune dysfunction 
syndrome* OR chronic mononucleosis OR effort syndrome* OR Iceland* disease* OR 
low natural killer cell syndrome* OR neuromyasthenia OR post viral fatigue syndrome* 
OR postviral fatigue syndrome* OR post viral syndrome* OR postviral syndrome* OR 
post infectious fatigue OR postinfectious fatigue OR raggedy ann* syndrome* OR royal 
free disease* OR royal free epidemic* OR royal free hospital disease* OR tapanui 
disease* OR yuppie flu OR yuppy flu OR chronic infectious mononucleosis like 
syndrome* OR CFS OR myalgic encephalopathy OR ME.ti. 

#2 psychological OR social functionning OR illness experience OR patient experience OR 
activity of daily living OR employment OR coping strategies OR rehabilitation OR on-
line support OR support groups OR counselling OR patient satisfaction OR adaptation 
OR online support OR self-help group* OR self care 

#3 canadien* OR canadian* OR Québec* OR qualitative research OR qualitative method* 
OR meta-analysis OR anthropological OR ethnographical OR sociological 

#4 #1 AND #2 AND #3 

14 references 

 

CBCA Complete 

Chronic fatigue syndrome – qualitative studies 
Search performed on July 16, 2008 
Years included: from 1994 to 2008 

#1 chronic fatigue syndrome OR myalgic encephalomyelitis OR akureyi disease* OR 
chronic epstein barr virus OR cfids OR chronic fatigue and immune dysfunction 
syndrome* OR chronic mononucleosis OR effort syndrome* OR Iceland* disease* OR 
low natural killer cell syndrome* OR neuromyasthenia OR post viral fatigue syndrome* 
OR postviral fatigue syndrome* OR post viral syndrome* OR postviral syndrome* OR 
post infectious fatigue OR postinfectious fatigue OR raggedy ann* syndrome* OR royal 
free disease* OR royal free epidemic* OR royal free hospital disease* OR tapanui 
disease* OR yuppie flu OR yuppy flu OR chronic infectious mononucleosis like 
syndrome* OR CFS OR myalgic encephalopathy OR ME.ti. 

#2 psychological OR social functionning OR illness experience OR patient experience OR 
activity of daily living OR employment OR coping strategies OR rehabilitation OR on-
line support OR support groups OR counselling OR patient satisfaction OR adaptation 
OR online support OR self-help group* OR self care 

#3 canadien* OR canadian* OR Québec* OR qualitative research OR qualitative method* 
OR meta-analysis OR anthropological OR ethnographical OR sociological 

#4 #1 AND #2 AND #3 

33 references 
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Repère 

Chronic fatigue syndrome – qualitative studies 

Search performed on July 16, 2008 

Years included: from 1994 to 2008 

#1 syndrome fatigue chronique OU myalgie OU Epstein-barr OU fatigue chronique 

27 references 

 

Embase via Dialog 

Chronic fatigue syndrome – qualitative studies 

Search performed on July 16, 2008 

Years included: from 1994 to 2008 

#1 chronic fatigue syndrome/de OR (chronic fatigue syndrome OR myalgic 
encephalomyelitis OR akureyi disease$ OR chronic epstein barr virus OR cfids OR 
(chronic fatigue and immune dysfunction syndrome$) OR chronic mononucleosis OR 
effort syndrome$ OR iceland$ disease$ OR low natural killer cell syndrome$ OR 
neuromyasthenia OR post viral fatigue syndrome$ OR postviral fatigue syndrome$ OR 
post viral syndrome$ OR postviral syndrome$ OR post infectious fatigue OR 
postinfectious fatigue OR raggedy ann? syndrome$ OR royal free disease$ OR royal free 
epidemic$ OR royal free hospital disease$ OR tapanui disease$ OR yuppie flu OR yuppy 
flu OR chronic infectious mononucleosis like syndrome$ OR CFS OR myalgic 
encephalopathy).ti,ab. OR ME.ti. 

#2 psychological OR social functionning OR illness experience OR patient experience OR 
patient satisfaction OR activity of daily living OR employment OR coping strategies OR 
coping behaviour OR rehabilitation OR on-line support OR online support OR support 
group? OR counseling OR self help OR self care/de,ti,ab,id 

#3 canadien? OR canadian? OR Québec? OR qualitative research OR qualitative method? 
OR meta analysis OR anthropological OR ethnographical OR sociological/de,id,ti,ab 

#4 #1 AND #2 AND #3 

15 references 

 

Grey literature 

For the grey literature search, Google, Google Scholar, AlltheWeb and Scirus were used. Concerning 
the search strategy, the keywords used were: ("chronic fatigue syndrome" or "chronic fatigue" or 
fatigue or fibromyalgia or "myalgic encephalomyelitis") and guidelines or review. 

These websites were last visited in May 2008.  
 
Centre for Reviews and Dissemination: www.crd.york.ac.uk/crdweb/ 
Guidelines International Network: www.g-i-n.net/index.cfm?fuseaction=homepage 
Haute Autorité de Santé: www.has-sante.fr/portail/jcms/j_5/accueil 
National Guideline Clearinghouse: www.guideline.gov/ 
National Institute for Health and Clinical Excellence: www.nice.org.uk/ 
TRIP Database: www.tripdatabase.com/index.html 
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 APPENDIX B  
DIAGRAM OF LITERATURE REVIEW 

 
 
 
 
 
 
 
 
Screening of titles  
and resumes 
 
   

       
 
 
 
 
 
 
 
 
 
 
Review of  
full text articles 
 

Number of articles excluded by review: 41 
Reasons for exclusion (some have more than one 
reason, see table in Appendix E): 

- low quality: 12 
- focus/outcomes: 29 
- population: 7 
- double publication: 4 

Number of studies retained for  
revision: 72 

Total number of included studies: 31 
 
Qualitative studies: 16 
Primary studies: 15 
Narrative review: 1 

 
Quantitative studies: 15 
Cross-sectional studies: 11 
Mixed methods studies: 1 
Randomized controlled trials: 1 
Systematic reviews: 2 

Number of studies excluded by screening: 439 
(see inclusion and exclusion criteria) 

TOTAL NUMBER OF ARTICLES 
FOUND: 511 
382 from diverse databases 
51 PubMed 
59 Cochrane 
19 Grey literature 
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APPENDIX C  
INCLUDED QUALITATIVE STUDIES 

STUDY OBJECTIVES METHODS RESULTS AND COMMENTS 

Arroll and Senior, 2008 
UK 
 
 

To investigate the 
processes by which 
people with CFS 
conceptualise their 
symptoms and the 
experience of 
reaching a diagnosis. 

Qualitative study comprising of 
8 semi-structured telephone interviews. 
 
Sampling: volunteering on the basis of 
an advertisement in a patient 
organisation newsletter. 
 
Analysis: interpretative 
phenomenological analysis was 
employed to analyse the data. Case-by-
case analysis followed by comparison 
across cases. 

- The term ‘fatigue’ does not adequately capture the experience of people 
with CFS. Symptoms begin when the energy limits is crossed. 

- Energy is perceived as a finite resource. People with CFS must therefore 
calculate how much they can use to have enough energy for other activities. 

- Drowning in symptoms, feeling lost and unsafe within your own body. 
- Unpredictable remission and relapses over time. 
- Inability to work changes the perception of bodily signs from natural 

occurrences to symptoms of an illness, which sets off the search for an 
identifiable illness to give meaning to the experiences. 

- The persistence of the symptoms rather than their nature, makes people look 
for a more serious cause for them. 

- Information from outsider or media are used in lay theories to try and make 
sense of symptoms  

- Uncertainty and lack of knowledge about diagnosis and treatment in doctors 
prolong the process of getting a diagnosis. This cause confusion, frustration 
and exacerbation of symptoms 

- Some physicians provide advice, but the patients are not always able to 
follow it. 

- Limited guidance led people to search for self-treatment methods. 
- Diagnosis and treatment may not give a conclusion for the search for 

meaning. Can lead to loss of faith in the possibility of a return to good 
health. 

- The illness is only conceptualised as CFS after an outside party has 
provided the idea (signpost). 



 51 

STUDY OBJECTIVES METHODS RESULTS AND COMMENTS 

Asbring and Närvänen, 
2002 
Sweden 
 
 

To investigate 
whether women with 
CFS and fibromyalgia 
experience the 
illnesses as 
stigmatizing and to 
examine the strategies 
they use to avoid 
enacted stigma. 

Qualitative study comprising of 
25 semi-structured interviews with 12 
CFS-patients and 13 fibromyalgia-
patients 
 
Sampling: the staff at two hospital units 
selected patients according to 
interviewers instructions. 
 
Analysis: Based on theory of symbolic 
interactionism. Grounded theory 
approach – grouping of themes and 
systematic analysis of interviews using 
constant comparison method. 

- Other people’s moral questioning of sufferers’ character and their disbelief 
of the illness is experienced as a heavier burden than the illness itself. 

- Psychologising of health problems is especially stigmatising because it 
labels sufferers as deviant, and makes patients question the competence of 
professionals and become overly observant of other people’s reactions. 

- The diagnosis is of major importance in legitimizing the women’s problems, 
but lacks legitimacy (especially among caregivers) and is thus belittled and 
marginalised. 

- Patients expect caregivers to respect the picture they present of themselves 
and be taken seriously. Frustration occurs when this doesn’t happen. 

- Stigma arise primarily as a consequence of the uncertainty connected with 
the illness, and causes anxiety, doubt, shame and deterioration in self-
esteem. 

 
Strategies to handle stigma include: 
- Keeping a distance to others, i.e. avoiding people who react negatively, 

including caregivers. Carries a risk of alienation.  
- Trying to pass for a healthy person (dress well, use make-up, pretend to feel 

well), to be able to continue working at least part time and thus preserve 
their identity  

- Withholding information, i.e. selectively present symptoms, to play up 
different identities to different publics 

- Actively spreading information, e.g. written leaflets, among friends and 
colleagues. 

- Withdrawing from other CFS-patients to avoid overly focussing on the 
illness and remain positive 

- Approaching other CFS-patients to find support and help without worrying 
about information control 
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Asbring and Närvänen, 
2004 
Sweden 
 
 

To determine the 
strategies used by 
women with CFS and 
fibromyalgia to gain 
control over their 
situation during the 
health care process. 

Qualitative study comprising of 
25 semi-structured interviews were 
carried out with patients (12 with CFS 
and 13 with fibromyalgia) 
 
Sampling: the staff at two hospital units 
selected patients according to 
interviewers instructions. 
 
Analysis: Based on symbolic 
interactionism. Grounded theory 
approach – grouping of themes and 
systematic analysis of interviews using 
constant comparison method. 

Strategies for gaining control: 
1. Seeking knowledge to define the cause of the illness, the diagnosis, 

finding a treatment and being able to plan one’s health care process. 
Makes it possible to maintain more control over health care providers, 
but also gives the patient more responsibility. 

2. Practicing Patient Power (PPP) by for instance: 
- exiting care (changing doctor, choosing alternative treatment) 
- noncompliance 
- confrontation by manifest aggression 
- persuasion or insistence 
- making demands (entails questioning of doctors judgement) 
- demonstrative distancing (refusing to listen or answer) during 

consultations 
 
PPP can evoke negative sanctions from the health care providers 
 
Patients’ social and cultural capital might be important for their opportunities 
to use PPP strategies to negotiate and gain control in interaction with health 
care providers. 

Clarke, 1999 
Canada 
 
 

To compare the 
experiences of men 
and women with CFS 

Qualitative study comprising of 
59 telephone interviews with members 
of Ontario-based support groups for 
people with CFS 
 
Sampling: volunteering 
 
Analysis: Constant comparative 
method  

- Women and men are equally aware of symptoms 
- Sudden onset of disease, often exact dates are remembered 
- Busy, active lives prior to onset of disease 
- Various, numerous and variable symptoms 
- Focus on physical symptoms 
- Experiences with doctors were more aggravating than helpful (more for 

women than men) 
- Women are more likely to explain CFS with stress, men with chemicals 
- Men and women experience CFS similarly, but are treated differently by 

doctors 
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Clarke and James, 2003 
Canada 
 
 

To investigate the 
construction of the 
self in people with a 
condition that is 
experienced as 
chronic, but lacks an 
uncontested medical 
diagnosis. 

Qualitative study comprising of 
59 telephone interviews with members 
of Ontario-based support groups for 
people with CFS 
 
Sampling: volunteering 
 
Analysis: Constant comparative 
method  
 
Written on the basis of the study from 
1999 by the same author (see above) 
 

- Sudden onset of disease, loss of job, friends and even their recognisable 
selves, leads to a dramatic loss in self-esteem and identity. 

- Losing the privileges of the socially assigned status and knowledge which 
arise from work. Loosing job means losing their centre of gravity. Work 
provides structure and meaning, and had used up most of their time. 

- The development of the disease constitutes a total separation from their 
previous way of life and understanding of identity. Feeling isolated and 
separated from the daily round of life, work, family and recreation. 
Becoming outsiders, distant from activities of everyday life. 

- Stepping outside of their former lives because of embarrassment about what 
they felt others thought of them or experiences of rejection. 

- Acceptance of the newly constructed self is another stage in the process of 
coming to terms with CFS. Not settling for less, but invent new and better 
selves: Value being stronger, more confident about who they are, standing 
up for themselves, being more patient and pacing themselves, having 
strengthened faith  

- The lack of recognition from the medical profession leaves the individual in 
a state of anomie with no place in the social order and no way to resume his 
previous place, and in which norms lack clarity. 

- In the absence of legitimisation from the labour force, medical and 
friendship networks, individuals create alternative, radicalised identities, 
where the subject is autonomous, responsible and self-governing. 

Clements et al., 1997 
UK 

To uncover how 
patients with CFS 
understand their 
illness and attempt to 
cope with it.  

Qualitative study comprising of 
66 interviews with open-ended 
questions. No probing for unmentioned 
ideas.  
 
Sampling: patients between 18 and 60 
years referred from GP’s to hospital 
infectious clinic. 
 
Analysis: Interviews transcribed and 
analysed using thematic content 
analysis (identifying and grouping 
themes for counting). 

- Almost all patients believed that CFS was caused by physical factors. 
- Half of the patients believed that the illness was caused by interaction of 

physical factors and social stressors 
- Patients opposed psychological causation, but used the term ‘stress’, which 

is associated with less blame and does not question the validity of the illness 
or the sufferer  

- Patients believe they can control symptoms, but not the disease, by resting 
and avoiding activity 

- Main external source of information were media, self-help books and 
patient groups (health professionals had little influence) 

- Attributing CFS to physical causes is predictive of a poor outcome and is a 
potential cause of discord in doctor-patient relationships 
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Dickson et al., 2007 
Scotland 

To describe how 
people living with 
CFS experience 
stigma and 
delegitimation 
through their 
interactions with 
GP’s, friends and 
partners. 

Qualitative analysis of 
14 individual in-depth interviews with 
people with CFS. 
 
Sampling: Participants were recruited 
from an alternative treatment clinic 
(reiki healing) and through personal 
contacts. All fulfilled the diagnostic 
criteria from CFS 1994. 
 
Analysis: Interview transcripts were 
analysed using interpretative 
phenomenological analysis. Themes 
were identified and transcripts coded 
with theses themes by the first author. 
The other authors provided credibility 
checks of the coding through analysing 
interview transcripts. 
 

1. Negotiating a diagnosis with health care professionals:  
- Lack of a biological marker is the reason for GP’s distrust in the diagnosis.  
- Conflicts with GP over diagnosis (CFS vs. depression). Psychologising their 

symptoms was perceived as a personal attack on their sense of morality (an 
excuse to escape responsibility) 

- Disappointment with GPs causes a shift in power dynamics between the 
patients and their GPs, who no longer warrants expert status  

- Delegitimation in the medical profession prevented or delayed the diagnosis 
of CFS and prolonged a period of considerable distress. 

- Diagnosis gives credence and legitimacy to the illness experience. Without 
diagnosis it is difficult to take time off work, and this can lead to a 
worsening of symptoms. 

- Resisting diagnoses of depression or psychosomatic disorder may reflect 
confusion or misunderstanding of attribution, since accepting responsibility 
for symptoms may be mistaken for accepting blame, and accepting 
responsibility for recovery may be confused with accepting responsibility 
for the cause. 

2. Negotiating CFS with loved ones 
- The invisibility of the illness and variability of symptoms contribute to the 

scepticism of friends and partners. Delegitimation is related to the Western 
understanding of health vs illness – either you are well or not well, and then 
you need a medical label to explain it. 

- Loss of friendships because expectations of reciprocity are not met. Result 
in isolation and loneliness. 

- Pacing and conserving energy on good days is particularly difficult for 
partners to accept, because sufferers look well and seem capable of doing 
things. Delegitimising experiences with their partner are the most difficult 
to accept as it is seen as a lack of trust and a rejection. Support and 
acceptance from partners can improve quality of life and facilitated coping.  

- Isolation is overwhelming and beyond control because other people decide 
how much they will trust and support you. 

- Information is key, make advice to family and partners on what they can 
expect. 
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Dickson et al., 2008 To describe the 
experience of living 
with CFS from the 
participants own 
perspectives 

Qualitative study comprising of 14 
individual, in-depth interviews with 
CFS-sufferers. 
 
Based on the study described above. 

Results: 
1. Identity crisis 
Ongoing sense of personal loss characterised by profound diminishing 
personal control and agency fuelled by wide-ranging somatic and 
psychological impairments of CFS. No longer knew who they were! 
Frustration about inability to access their own body, mind and sense of self 
(being, dead, numb, trapped, feeling useless). Loss of ability to make plans and 
interruptions in anticipated futures create dissonance between expectations and 
reality which lead to feeling of failure, worthlessness.  
 
2. Scepticism from others 
Others believed sufferers used CFS as an excuse to escape mundane 
responsibilities. Combined with identity crisis, scepticism leads to further 
questioning of sense of self. Social interaction becomes an additional source of 
distress and anxiety, leading to withdrawal. 
 
3. Acceptance, adjustment and coping 
Acceptance facilitated by time. Shift from grieving losses to acceptance of 
illness identity. Small, achievable tasks boost self-morale and self-efficacy. 
Careful monitoring of this is a way of coping. Fulfilling tasks are ways of 
learning to trust their ‘new’ minds and bodies. Acceptance can imply complete 
re-appraisal of life (start listening to your body and change life style). 
Acceptance= coping strategy aimed at providing experiences of positive 
emotions (or the other way round?). Constructing new identities is a slow and 
painful process. 
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Edwards et al., 2007 
UK 
 

To explore the 
experiences of living 
with and the 
difficulties faced by 
people with CFS 

Qualitative study comprising of 
8 semi-structured interviews were 
conducted with women with CFS. The 
interviews focused on the women’s 
perceptions of the course of their 
illness and what changed during the 
time they were sick. 
 
Sampling: Members of a UK CFS-self-
help network were recruited via posters 
and e-mail. A sample of 8 is sufficient 
considering the theoretical approach. 
 
Analysis: Themes and the relationships 
between them were identified within, 
and later across individual accounts. 
Copies of the themes and chosen 
quotations were sent to participants for 
respondent validation. 

Phase 1:  
- Feeling overwhelmed by the symptoms, no longer able to do valued things, 

losing physical and cognitive abilities, friends, valued roles in the 
workplace and home, financial losses, loss of a sense of self  

- Feeling guilty because of losses imposed on other people (joint activities, 
financial and practical implications) 

- Feeling scared because of fear of dying 
- Lack of understanding and advice from the medical profession 
- Lack of recognition makes patients try to keep up despite their symptoms, 

which lead to relapses 
 
Phase 2: 
- Trying a range of alternative therapies 
- Learning to live within their limits makes patients feel more in control. This 

was learnt gradually through trial and error. 
- Thinking positively is a key coping mechanism. Focusing on things they 

can do and maintain hope for future improvement. 
 
Mediating factors: 
- Significant others are instrumental in helping or hindering the coping 

process. Lack of support from family and friends makes them feel lonely, 
isolated and abandoned. 

- Feeling angry and let down by the health profession 
- Help with practical things (housework, adapting the house, getting a 

wheelchair) could help preserve energy for other tasks 
- Knowledge on the illness help participants deal with the invisible nature of 

their illness and guide their attempts at coping 
- Patients bounce between the two phases, but with increased acceptance they 

can stay more in phase two and avoid feeling overwhelmed and depressed.  
- Lack of belief in the illness increases the sufferer’s need for support and 

understanding, but the lack of understanding reduces the amount of support 
available to them. This has a negative impact on participants’ perception of 
their ability to cope.  
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Gilje et al., 2008 
Norway 

To explore 
obstructions for 
quality care as 
experienced by 
patients with CFS 

Qualitative case study of 12 persons 
with CFS who participated in a group 
meeting, completed a questionnaire and 
took part in a follow-up meeting. 
 
Sampling: Volunteers recruited from a 
local patient organisation. 
 
Analysis: Conducted with systematic 
text condensation, making codes for 
units of meaning and condensing codes 
into generalised descriptions. 

- Lack of acknowledgement by doctors is worse than the burden of 
symptoms. 

- Degrading attitude causes fear. 
- Doctors psychologise too much and trivialise the symptoms 
- Doctors lack of knowledge lead to long-term uncertainty or maltreatment 
- Most participants were recommended to do physical training, but almost all 

experienced that this made them feel worse. 
- Participants wanted their doctors to be better informed and less ignorant in 

order to provide adequate counselling. 
- Being labelled as depressed is perceived as a patronising provocation for 

people who do not believe they have psychological problems and are 
convinced the symptoms have a bodily character. 

- Conflicts in the patient-doctor relationship stem from different perceptions 
of the nature and cause of the illness. 

- Reaching a diagnosis is experienced as specifically important in coping with 
the illness symptoms. 

- The diagnosis also functions as a tool to tell other people what is wrong 
with them. 
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Gray and Fossey, 2003 
Australia 

To explore the illness 
experiences and 
occupations of people 
with CFS 

Qualitative study of narratives of 
people with CFS. 
 
5 semi-structured interviews were 
conducted using the Occupational 
Performance History Interview II 
interview tool.  
 
 
Sampling: 15 people recruited through 
advertisement in patient organisation 
newsletter.  
 
Analysis: Interviews analysed 
separately and compared, using 
thematic analysis  

- Experiencing and understanding CFS involves accepting the illness, 
monitoring symptoms, reflecting on personal experience and information 
from other sources. Gives increased feeling of control 

- 3 different types of fatigue: physical, mental, and fatigue within one self 
(relate to experience of being and resources to cope to engage with other 
people).  

- Trying to adjust to a new identity involved letting go of old lifestyles and 
grieving these losses to embrace new beginnings and changing expectations 
of what is physically possible.  

- Problematic not to be able to plan activities.  
- Sleep difficulties causes feeling of lack of control 
- Doing something to get well included finding ways to balance their activity 

and energy, to regain sense of control. Try to monitor and plan use of 
energy in occupations and routines and modify occupations to compensate 
for their reduced capacity. Trying to maintain a positive outlook. 

 
Recommendations: 
- Clinicians need to learn about CFS, respond sensitively, affirm illness 

experiences, legitimise occupational performance difficulties and help 
sufferers integrate the illness within their life story  

- Tiredness within oneself can reflect withdrawal due to an environment that 
is too demanding. Modifying environmental demands and developing other 
performance skills could help sufferers manage limitations and rebuild a 
sense of competence. 

- Reassessment of personal routines and habits are important in rehabilitation, 
especially for people with highly ordered routines). Promoting greater 
flexibility in routines and use of active coping strategies may be helpful. 
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Taylor, 2005 
US 
 
Social model = 
Disability is entirely a 
result of oppression 
and discrimination. No 
causal link to 
impairment  
(Oliver 1996) 

To examine the 
adequacy of the 
social model for 
explaining the 
disability experience 
of persons with CFS 

Grounded theory approach. 
Focus groups, open-ended 
questionnaires, progress notes and 
program evaluation questionnaire for 
47 participants in a participant-
designed rehabilitation programme.  
 
 
Sampling: volunteering from self-help 
organisations, physician referrals, 
advertisements in printed media and on 
the web, local tv station. 
 
Analysis: Qualitative comparative 
method. Data triangulation within and 
across methods, participants and time. 

- Minimization of the disability and mistrust from health care professionals 
cause self-doubt and shame and limits help seeking. Information primarily 
obtained from other attainted persons or the web. 

- The fatigue is not simply a functionally limited tiredness, it is also a feeling 
of being ill. Symptoms are highly unpleasant (absolute exhaustion, lack of 
endurance to activity, chronic nausea, dizziness, fainting, muscle and joint 
pain, inability to concentrate, loss of short-term memory, chronic 
headaches, sore throats, painful lymph nodes, gastrointestinal difficulties). 

- Problems acquiring disability income, requesting work place 
accommodations and accessing community resources (meal delivery 
programmes, transport) 

- Negative responses from friends and relatives cause distress and tension. 
Last minute cancellations and inability to sustain reciprocity (e.g. dinners) 
strain relations  

- Ambivalence about help seeking from friends and relatives because of 
disbelief and fluctuating symptoms (catch 22) 

- Extremely helpful to be with other CFS-patients because of recognition. 
- Lack of identification with the disability community. The idea of ‘the social 

model’ (disability becomes a part the identity) did not resonate with this 
group – all continued to hope for recovery. CFS-sufferers were not accepted 
as disabled by other disabled people. 



 60 

STUDY OBJECTIVES METHODS RESULTS AND COMMENTS 

Travers and Lawler, 
2008 
Australia 

To examine the 
illness experiences 
and the experiences 
of self of people with 
CFS 

Qualitative study. 
19 people with CFS completed a 
questionnaire and semi-structured 
interviews. 
 
Sampling: Snowballing and 
volunteering via advertisements in CFS 
newsletter and brochures in a specialist 
clinic. 
 
Analysis: Based on a social 
constructivist paradigm. Data analysed 
with focus on narrative and grounded 
theory methods, including open, axial 
and selective coding, negative cases 
and ongoing member checks. 

Violation of self caused by:  
- Self-doubts, self-blame, feeling responsible but not knowing why. Result in 

feeling of inadequacy and moral flaws, guilt. 
- Loss of future identities and identity sources (family and work roles) 
- Disruption of lived, biographical and chronological time. Feeling old before 

ones age 
- Feeling abandoned, rejected, forgotten and ignored because of inability to 

socialise and fulfil obligations. Social invisibility. 
- Emotional overload because of lack of opportunities to express emotions 

and fear of doing so. Anger, depression, anxiety and fear. 
- Feeling displaced from their own lives and humanity because of stigma and 

neurocognitive symptoms.  
 
Responses to self violation: 

1. Defensive strategies 
Living within limits, seeking and accepting help, gaining knowledge, 
establishing safe relationships, evaluating health care treatments and 
encounters, containing emotions and emotional threats. Can lead to further 
loss of desired roles and activities, social withdrawal and perceptions of 
less agency. 

2. Reconstructive strategies 
Reflection, external focus, positive but realistic perspective. Strategies 
were cognitive alteration of expectations and seeking new sources of 
fulfilment, including sharing knowledge, social re-engagement, and 
seeking positive outcomes. Leads to positive perceptions of self.  

Transition from defensive to reconstructive strategies requires grieving losses, 
accept of the illness, diminished defensiveness, and space for self-reflection 
(depends on some improvement). Important to concentrate on ability rather 
than disability. 
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Ware, 1998 
US 
 

To examine the 
construction of role 
constriction in 
employment for 
persons with CFS 

Longitudinal, qualitative study 
66 persons with CFS were interviewed 
(face-to-face and by telephone) and 
completed questionnaires twice over a 
3 year long period. 
 
Sampling: Random sample from list of 
350 patients in a specialised treatment 
centre. 
 
Analysis: Identification of content 
themes, which were  
then interpreted as social processes. 

Strategies to diminish the effects of CFS-related impairments on work 
performance: 
- Prioritizing work and eliminating all other activities. Successful in 

managing fatigue, but burdensome to family and friends. Unsatisfying 
because of loss of a social life. 

- Compensating for deficits by moving into easier jobs or change routines to 
be less physically demanding, writing things down to avoid forgetting. 

- “Passing” for being healthy by attending carefully to looks, playing dumb, 
withdrawing from demanding social activities. 

- Finding flexibility in their work, cutting down hours, working from home or 
taking breaks during the workday, choosing to do demanding tasks on 
“good days” and more routine tasks on “bad days”. 

 
Chronicity is created when individuals are pushed into a social location, which 
is so far away from the social world of healthy individuals that their 
experience becomes saturated with illness-related interaction and events, 
simply because they only encounter health care personnel and other patients.  
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Whitehead, 2006a 
UK 

To examine the 
reconstruction of self-
identity of people 
with CFS 

Longitudinal qualitative study guided 
by a hermeneutic phenomenology 
approach. 
17 persons with CFS were interviewed 
twice over a period of 2,5 years. 
 
Sampling: participants recruited 
through volunteering and snowballing 
from hospital CFS-clinic and support 
groups. 
 
Analysis: Transcribed interviews were 
coded in NUDIST Vivo software as 
descriptive codes, which were then 
merged and connected to interpretive 
themes. 

Acute illness phase  
- Total disablement and loss of identity and self-esteem. 
- Inability to function in any of the areas that had given their lives meaning, 

structure and purpose prior to illness. 
- Disabled self becomes the total identity 
Identity reconstruction – medium term 
- Attempts to return to aspects of the former self 
- Testing of boundaries 
- Three possible identities: completely disabled self, partly disabled self, or 

supernormal identity. 
- Restructuring pace and organisation of activities 
- Resisting marginalisation by prioritizing activities (control) and finding 

alternative interests and activities 
- Seeking a diagnosis is a major factor in identity reconstruction. Allows 

people to put the search for a label behind them and move onto managing 
symptoms.  

- Without a diagnosis, people did not move into the next phase of identity 
reconstruction. 

Identity reconstruction – long term. 
- Develop a new sense of the normal 
- Get a more positive outlook on the disease 
- The emergence of a newly constructed self is relatively fragile (fear of 

relapses) 
- No longer devoted to search for diagnosis or treatment aiming at complete 

recovery 
 
Non-linear trajectory, circular movements between first two phases 
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Anderson and Ferrans, 
1997 
US 

To explore the lived 
experience and quality 
of life of persons with 
CFS 

Mixed methods study. 
1. Preliminary study on 18 subjects.  
2. Questionnaire based on the Quality of Life 

Index (Ferrans and Powers 1992) and a CFS-
questionnaire explored themes from 
preliminary study among 110 subjects (30 men 
and 80 women).  

3. 22 semi-structured interviews were carried out 
with subjects from the questionnaire about their 
experiences with CFS. 

 
Sampling: questionnaire sent to 147 people from 
26 states (convenience sampling). 
 
Analysis: means and standard deviations were 
calculated for total scores and subscale scores of the 
questionnaires. A one-way analysis of variance was 
conducted to compare the group’s four subscale 
scores. Interviews were transcribed and coded using 
conceptual framework and inductive methods 
during ongoing data analysis. 

Results: 
- Impossible to predict level of functioning 
- Cognitive dysfunction is embarrassing and not fully recognised 
- CFS devastates social relationships and activities (100%) 
- 77% reported significant financial hardship 
- 55% reported feeling suicidal because of the impact of CFS 
- 74% reported feeling satisfied with their relationship with God 
- 82% experienced symptoms of depression 
- Physical and functional losses (voice, wash hair, cook) 
- Loss of purpose/ sense, hopelessness 
- Loss of self-esteem and identity 
- Uncertainty about the future 
- Women feel shame, guilt and sadness over increased 

dependency of family members, while men feel emotional pain 
about inability to fulfill family roles 

- Underestimation or misunderstanding of health and functioning 
limitations lead to stigma, lack of support and poor awareness 
by others. 

- Insufficient levels of social support to relieve social isolation  



 64 

STUDY OBJECTIVES METHODS RESULTS AND COMMENTS 

Clarke, 2000 
Canada 
 
 

To examine the 
process and some of 
the consequences of 
diagnosis-seeking in 
the experiences of 
people with CFS. 

60 telephone interviews with members of Ontario-
based support groups for people with CFS  
 
Sampling: volunteering 
 
Analysis: Cross-case analysis  
 

- A good doctor is not necessarily able to diagnose, but believes 
in the patient 

- A bad doctor is one who doesn’t believe the lay person or 
suggests that it is all in his/her head, and who thus aggravates 
their suffering (75% had had to deal with a bad doctor) 

- Patients sometimes get caught between doctors who do not 
agree on the reasons and the possible diagnosis of CFS Lay 
people are then forced to decide on their own what advice to 
follow. 

- 44% of the men and 22% of the women felt that they had a 
physician who could be a regular source of information. 

- 90% sought help from at least a general practitioner, a specialist 
and a support group  

- 50% were referred to a psychiatrist 
- 38% tried at least one type of alternative health care 
- The lay person becomes an expert in possible treatments, and in 

finding doctors who will stand up to insurance companies and 
employers and verify sufferers’ experience.  

- Getting a diagnosis is a relief and an acknowledgement; it takes 
away fear (of dying), pressure and blame, and makes it possible 
to concentrate on coping. 

- A diagnosis can be a resource for people even in the absence of 
available treatment. Diagnosis itself has the capacity to relieve 
anxiety and uncertainty on the personal level. 
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Creswell and Chalder, 
2001 
UK 

To investigate the 
prevalence of 
defensive, high 
anxious coping style 
among individuals 
with CFS 

Cross-sectional comparative study of 24 individuals 
with CFS, 24 healthy individuals (university 
students and staff) and 20 individuals with chronic 
illnesses (diabetes). 
 
Sampling: 
CFS-patients were recruited from 3 specialist clinics 
and volunteers were included if the fulfilled the 
Oxford Diagnostic Criteria for CFS.  
 
Participants completed the Bendig short form of the 
Taylor Manifest Anxiety Scale and the Marlowe-
Crowne Social Desirability Scale to determine their 
use of four different coping styles. 

Four coping styles: 
A greater number of participants in the CFS group (46%) were 
classified as Defensive High Anxious compared to the two 
comparison groups. The number was also substantially higher 
than those found in other patient populations (e.g. breast cancer). 
This particular coping style may impinge directly on physical 
wellbeing through reductions in the functioning of the HPA-
mechanism, which has been shown to be linked to abnormal 
physiological response to stress among patients with CFS.  
 
Defensive coping style might be adaptive (beneficial) in certain 
situations. But it might be less adaptive if recovery from illness 
require a period of recuperation. Psychological interventions 
might be beneficial in encouraging alternative coping styles that 
will facilitate recovery from ill health. 
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STUDY OBJECTIVES METHODS RESULTS AND COMMENTS 

Dancey and Friend, 
2008 
UK 
 

To identify the extent 
to which the core 
symptoms and 
impairments 
associated with CFS 
relate to depression in 
women with CFS and 
to discover whether 
these relationships are 
mediated by illness 
intrusiveness. 

Cross-sectional study of 140 women with CFS. 
Participants completed questionnaires on severity of 
symptoms, impairment, illness intrusiveness and 
depression. 
 
Sampling: Participants responded to requests for 
research volunteers placed in publications of two 
British CFS-charities. 
 
Analysis: Means and standard deviations were 
calculated for each parameter. The relationship of 
illness intrusiveness and symptom severity to 
depression was calculated using Pearson’s 
correlation coefficients. A hypothesised path 
diagram between the areas explored was constructed 
and beta weights were calculated for each 
hypothesised path. Beta weights were calculated by 
performing two standard multiple regression 
analyses within SPSS using respectively depression 
and illness intrusiveness as criterion variables. 

- Illness duration was not associated with any of the examined 
areas 

- Mean total symptom score was 39.1 (scale 8-56) 
- Mean total impairment score was 14.93 (scale 0-30) 
- Mean total intrusiveness score 65.84 (scale 7-91) 
- 31.4% not depressed 
- 20.7% mild to moderately depressed 
- 47.9% probable major depression 
 
- CFS was found to be extremely intrusive – more than other 

chronic illnesses like IBS and MS. CFS intrudes into health, 
active recreation and work more than other aspects of life. 

- Illness intrusiveness relates to depression (r: 0.31, p <0.001), 
but mostly in the areas of relationship with spouse/partner, self 
expression and diet. 

- Impairment relates to depression (r: 0.21, p: 0.008) 
- Symptom severity relates to depression (r: 0.13, p: 0.07) 
 
The study shows that the direct effects of disability on depression 
are slight. It is the effects of the overall illness intrusiveness on 
the psychological state which is important. Intrusiveness is likely 
to be affected by social factors (like isolation and lack of medical 
recognition) as well, which might explain the larger intrusiveness 
in CFS compared to other chronic illnesses. 
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STUDY OBJECTIVES METHODS RESULTS AND COMMENTS 

Deale and Wessely, 
2001 
UK 

To examine 
perceptions of 
medical care among 
patients with CFS 
referred to a 
specialist clinic. 

Cross-sectional study 
68 patients from a specialist clinic completed a 
questionnaire on their view on medical care 
suggested by existing qualitative studies on CFS 
patients’ views. 
 
Sampling: An experienced doctor who specialised 
in CFS assessed all patients for eligibility. Out of 
176 referred patients, 68 patients met the UK 
criteria for CFS and agreed to take part. 
 
Analysis: Descriptive statistics were used to 
examine patient characteristics and responses. 
Differences in variables between categories were 
tested using the chi square test or Fisher’s exact 
test, and differences in continuous variables were 
tested using the Mann Whitney U test. 

- 62% were dissatisfied with the quality of medical care received 
during their illness 

- Dissatisfied patients were more likely to describe delay, dispute 
or confusion over diagnosis, to have received an unacceptable 
psychiatric diagnosis, to perceive doctors as dismissive, 
sceptical or lacking in knowledge about CFS and to feel that the 
advice given was inadequate or conflicting. 

- Satisfied patients were more likely to perceive doctors as 
caring, supportive and interested in their illness, not expect 
doctors to cure CFS and to identify their GP or hospital doctor 
as the source of greatest help during their illness. 

- Patients reject psychiatric diagnoses because of the stigma 
associated with it, even if the doctor sees this as a neutral 
observation. It might help if the doctor is more explicit in 
explaining to the patient that such a diagnosis can be made as a 
consequence of or supplementary to the diagnosis of CFS. 

- There may be a need for doctors to receive better education on 
how to give specific, individualised evidence based advice, and 
in the diagnosis and management of CFS. 
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STUDY OBJECTIVES METHODS RESULTS AND COMMENTS 

Heijmans and De 
Ridder, 1998 
The Netherlands 

To examine the 
relations between 
different dimensions 
of illness 
representations and 
how these relate to 
disease and patient 
characteristics  

Cross-sectional study. 
98 patients with CFS and 63 patients with 
Addison’s disease completed questionnaires and 
structured interviews on their illness cognitions, 
health status and illness behaviour.  
 
Sampling: Random sample of members of patient 
organisations were sent invitations to participate in 
the questionnaires. From the completed 
questionnaires, a random sample from each patient 
group was recruited for structured interviews. 
 
Analysis: Frequencies of the various measures and 
correlations between them were computed for the 
two groups. A cluster analysis of correlated 
dimensions of illness beliefs was performed. The 
relation between dimensions of illness beliefs and 
socio-demographic and personality variables were 
further examined in a hierarchical multiple 
regression analysis. 

- A more illness-centred identity is positively correlated with a 
belief that the disease is chronic rather than acute, and with 
experiencing more serious consequences. 

- A more illness-centred identity is negatively correlated with 
more belief in possibility of control or cure. 

- A belief in a psychological or environmental cause correlated 
with a stronger belief in the possibilities for control or cure. 

- More CFS-patients had a general illness perception of low 
controllability. 

- In the CFS-group, higher educated patients tended to view their 
illness as less serious and less chronic than the lesser educated 

- More frequent visits to alternative health care providers and 
self-care activities correlated positively with belief in 
controllability of the illness. 

- Optimism correlated with a belief in less serious consequences 
for CFS-patients, and a stronger belief in controllability for 
both groups 

- Pessimism correlated strongly with more negative ideas about 
the seriousness of the illness, time perspective and possibilities 
for control/ cure in CFS-patients. 

 
Limitations:  
Illness representations change with new experience. This is 
particularly important to chronic illness. 
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STUDY OBJECTIVES METHODS RESULTS AND COMMENTS 

Jason et al., 1996 
US/Canada/Mexico 

To assess the used 
and preferred 
treatment, support 
and housing needs for 
patients with CFS. 

Cross-sectional study among 984 persons with a 
confirmed diagnosis of CFS. 
 
Sampling: Brief, open-ended survey distributed in a 
patient periodical. The participants were from the 
US, Canada and Mexico. 
 
Analysis: Mean scores, standard deviations and 
frequencies for all issues were calculated. Principal 
component analysis performed on items concerning 
rehabilitation needs. Means calculated for the 3 
factors found. A repeated measures, multivariate 
test of significance was conducted on factor means.  

Patients’ preferences for support interventions: 
1. Self-help groups providing emotional support and current 

treatment information 
2. Telephone hotline service providing immediate advice and 

assistance on recovery 
3. An advocacy worker to secure financial resources and 

legitimize the service needs of patients 
4. Volunteer caregiver system to provide assistance with daily 

chores and errands 
5. Education of health care providers and the general public to 

enhance legitimacy and knowledge. 



 70 

STUDY OBJECTIVES METHODS RESULTS AND COMMENTS 

Lehman et al., 2002 
Canada 

To examine whether 
anxiety and 
depression correlates 
with lack of illness 
legitimization and 
beliefs about limiting 
physical activity 

Cross-sectional study of 105 people with CFS were 
interviewed (interviews were pilot tested for length 
and methodology. They also completed a 
questionnaire and the depression and anxiety 
subscales of the Brief Symptom Inventory. 
 
Sampling: members of a patient organisation (89) 
and patients referred from an infectious diseases 
specialist (16) 
 
Analysis: frequencies were calculated with standard 
deviations and p-values. 

- 36% found the most unhelpful response to be when the 
physician failed to legitimize or acknowledge the reality of the 
illness as experienced by the patient. These people had 
significantly higher scores of depression and anxiety than those 
providing other responses (2,26 vs. 1,9 for depression and 2,31 
vs. 1,97 for anxiety). 

- 52% found the most helpful response to be some form of 
legitimization of the disease (diagnosis or belief in physical 
presence of symptoms). This could signal the lack of treatment 
(diagnosis is the only help available) 

- Suggests that one of the most important services offered by 
physician is the partial sense of control over an illness that a 
diagnosis affords. 

- Dealing with CFS may be more difficult without the validation 
of a medical label. A medical label may serve to deflect blame 
and avoid stigma in many interpersonal contexts. 

- 55% believed that adhering to personal physical limitations was 
the key to their rehabilitation. These people had significantly 
lower depression an anxiety scores than those providing other 
responses (1,83 vs. 2.40 for depression and 1,88 vs. 2,20 for 
anxiety). 

 
Recommendations: 
- Clinicians may choose to thread carefully when recommending 

increased activity or medication. Respondents negative 
reactions to advice about exercise may be due to a perception 
that the physician is not legitimating their illness.  

-  Health care professionals can legitimize the illness through a 
multidimensional perspective (psychological problems can 
follow from the illness) 

- Most successful rehabilitation plan is one that is accepted and 
implemented by the patient. Compliance may be better with 
slow but consistent progress. 
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STUDY OBJECTIVES METHODS RESULTS AND COMMENTS 

Njoku et al., 2005 
US 

To explore the 
relationship between 
fatigue severity, 
optimism and coping 
strategies of people 
with unexplained 
chronic fatigue 
among Americans 
with African, Latino 
and European 
descent. 

Cross-sectional study on 70 people with CFS or 
idiopathic chronic fatigue (ICF) from 3 ethnic 
groups in the US completed various measurement 
questionnaires (all validated measurement tools) to 
assess levels of fatigue, physical and mental 
disability, optimism and coping styles. 
 
Sampling: A random sample from 18,675 adults in 
Chicago were interviewed by telephone and those 
meeting criteria for CFS or ICF underwent 
psychiatric and physical examinations. 
 
Analysis: Chi-square and ANOVA tests were used 
to compare socio-demographic differences between 
the 3 ethnic groups and the fatigue categories. 
MANOVA tests were used to examine coping style 
differences between the 3 ethnic groups and the 
fatigue categories. Regression analyses were used 
to explore relationships between coping, optimism 
and outcomes within each ethnic group. 

African-American sample: focusing on symptoms and denial was 
related to greater fatigue severity and physical disability. More 
acceptance and less venting of emotions and behavioural 
disengagement was related to more positive mental health 
outcomes. 
 
Latino sample: used significantly more denial than other groups. 
Denial, accommodating to the illness and maintaining activity 
was related to physical disability (relief - more activity - 
overexertion). Acceptance was related to greater fatigue severity 
but less physical disability. Higher optimism was related to less 
disability. 
 
European sample: Venting emotions and denial were related to 
more mental disability, possibly because expressing the feelings 
of lack of control could affect helpers negatively by making them 
feel vulnerable and helpless (or because loss of control is a taboo 
in western countries?). Maintaining activity and less use of 
accommodation was related to less physical disability. 
 
- None of the ways of coping are completely adaptive or 

maladaptive, but rather their frequency of use and in what 
circumstances determines their effectiveness. 

- Denial is the only factor associated with negative health 
outcomes among all three ethnic groups 
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STUDY OBJECTIVES METHODS RESULTS AND COMMENTS 

Ray et al., 1997 
UK 
 

To determine factors 
related to changes in 
outcomes over time 
in people with CFS 

Cross-sectional study. 137 patients with CFS 
completed measurements of fatigue, impairment, 
anxiety, depression, coping and disease perceptions 
initially and after 1 year of treatment with modest 
exercise, meditation and anti-depressant (for those 
that were depressed). 
 
Sampling: Not described. Participants recruited 
from an outpatient clinic. 
 
Analysis: Correlations were computed between the 
time 1 measures and fatigue, impairment and 
overall change. Residualised scores controlling for 
differences in initial status were used as the criteria, 
showing the relative changes. 

- Fatigue, impairment, cognitive difficulty, somatic symptoms, 
emotional distress and depression correlated significantly with 
poorer status and less overall improvement after 1 year 

- Focussing on symptoms and behavioural disengagement were 
also associated with poorer status and less overall improvement 
after 1 year. 

- Illness attributions (more physical or more other reasons) had 
no influence on any outcomes. 

- Cognitive difficulty and information seeking predicted more 
fatigue 

- Behavioural disengagement and a low internal locus of control 
predicted more impairment.  

- Illness accommodation (limiting activity) and low/mean levels 
of internal locus of control were associated with more fatigue 
and impairment, implying that little faith in one’s own actions 
could mean that accommodation becomes more avoidant and 
passive, such as acceptance of illness and withdrawal from 
activity. 
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STUDY OBJECTIVES METHODS RESULTS AND COMMENTS 

Taillefer et al., 2002 
Canada/US 

To explore the 
importance of 
psychological and 
cognitive variables in 
maintaining fatigue 
and disability in CFS. 

Cross-sectional study of 45 CFS-patients and 40 
MS-patients who completed structured interviews 
and a self-report questionnaire assessing mental and 
physical functional levels, severity of fatigue, 
illness worry, symptom attribution and depressive 
symptoms. 
 
Sampling: By referral from specialist physicians. 
MS-patients were chosen to match on age and 
gender. 
 
Analysis: Groups were compared using t-tests for 
continuous variables and chi-square tests for 
categorical variables. Hierarchical multiple linear 
regression analyses were used to predict scores on 
the SF-36 scales. 

Compared to MS-patients, CFS-patients reported: 
- more impact of their physical health on their work and other 

regular daily activities. 
- more problems related to pain 
- less vitality 
- more impact on their social activities 
- significantly higher scores on the illness worry scale 
 
- Fatigue was associated only with overall physical functioning, 

not with psychosocial functioning. This may be more 
associated with unpredictability in levels of fatigue and 
symptoms than to the severity of the fatigue itself. 

- CFS-patients restriction of activities with family and friends 
may be determined more by their desire not to commit to social 
engagements than by their actual level of fatigue or they might 
tend to avoid social situations in order to reduce stigmatization 
and rejection. 
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STUDY OBJECTIVES METHODS RESULTS AND COMMENTS 

Taylor et al., 2006 
US 

To evaluate the 
impact of a 
consumer-driven 
rehabilitation 
program on 
perceptions of loss 
and gain of various 
individual and social 
resources in persons 
with CFS 

Randomized, controlled clinical trial of 
rehabilitation program with 4 months of illness 
management groups lead by psychologist, followed 
by 7 months of one-to-one peer counselling. 
 
Sampling: Volunteering through advertisements in 
media, local support group and specialist 
physicians. The recruited 47 people were randomly 
assigned to participation or control groups without 
blinding (was not permitted by ethical board). 
 
Analysis: Outcomes were assessed at baseline, and 
after each intervention using various measurement 
tools to assess the participants perceptions of gains 
and losses in resources (overall and in 8 subscales). 
The cumulative effects of both interventions were 
calculated using random effects regression analysis. 
All analyses were performed using hierarchical 
linear modelling. Effect sizes were calculated with 
95% confidence interval. 

- Program participants reported significantly more overall 
resource gain relative to the control group, who reported a 
decline. 

- Program participants reported gain in all the subscales; self-
esteem, well-being, mastery, work resources, material 
resources, energy and interpersonal relationships 

- Improvement in self-esteem is not only critical in itself for 
individual coping with a condition like CFS, but also to prevent 
the development of co-morbid disorders like depression. 

- The program improved the perception of energy among 
participants. Energy is a resource that can be used to acquire 
other resources. The program thus allowed the participants to 
build on existing resources so that they could improve their life 
in other areas. 

- Greatest effect after first intervention (group work). This could 
be due to the added effect of positive group identity resulting 
from contact with and social support from peers in the same 
situation. 

 
Possible bias: Because participants were not blinded, the effect of 
the program could have been enhanced by the participants 
knowledge of being in the intervention group. This could have 
affected their self-esteem, well-being and energy, but is unlikely 
to have affected gains in work resources, interpersonal 
relationships, mastery and material resources (this is noticed in 
the review). 
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STUDY OBJECTIVES METHODS RESULTS AND COMMENTS 

Van Houdenhove et al., 
2002 
The Netherlands 

To assess the 
frequency, emotional 
impact and nature of 
daily hassles 
experienced by 
patients with CFS 
and/or FMS 

Cross-sectional study of 177 persons with 
CFS/FMS and 52 persons with MS or RA 
completed a self-report questionnaire assessing 
daily hassles, distress, fatigue, pain, depression and 
anxiety 
 
Sampling: participants were recruited from a 
multidisciplinary hospital clinic. 
 
Analysis: Descriptive statistics, frequency analyses 
and statistical tests were performed using SAS. For 
the comparison of means between the two groups 
separate variance and pooled variance student t 
tests were performed, and the p-value for each 
calculation was given. 

Compared to the controls, CFS/FM patients  
- report a significantly higher number of daily hassles in general 
- experience more dissatisfaction with oneself, feelings of 

insecurity and insufficient social recognition. 
- have higher scores on fatigue and pain, are more depressed and 

have more anxiety. 
- show higher distress for personal functioning, social life and 

professional life. 
- Unlike with MS/RA patients, the frequency of daily hassles is 

not connected to the duration of symptoms 
- These results may reflect deep disappointment and frustration 

about failed strivings for physical and mental achievement as 
well as approval from others. This could reflect personality 
factors. 

- Treatment should support patients coping with symptoms and 
functional limitations, and help them adapt to changing 
ambitions and life goals. 
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APPENDIX E  
INCLUDED SYSTEMATIC REVIEWS 

STUDY OBJECTIVES METHODS RESULTS AND COMMENTS 

Larun and Malterud, 
2007 
Norway 

To provide insights 
into patients’ and 
doctors’ experiences 
with CFS 

Systematic review of qualitative studies on patients’ 
and doctors’ experiences with CFS. 
 
Systematic literature search. 
Synthesis of study results by means of meta-
ethnography [Noblit and Hare, 1988] 

- Patients become socially marginalised 
- The most distressing experience is the questioning of the 

legitimacy of their illness behaviour. 
- Coping strategies are seeking knowledge, distancing and 

withdrawal, concealing the illness, getting to know their 
limits 

- Negotiations between doctors and patients over the cause of 
the illness create tension and frustration 

- Doctors struggle to maintain their professional authority when 
faced with the clinical uncertainty induced by the illness, and 
instead apply psychological causes 

- Identities of CFS-patients are challenged when the legitimacy 
or their illness is questioned, which makes the patient more 
vulnerable than just suffering from the debilitating symptoms. 

Ross et al., 2004 
US 

To evaluate the best 
available evidence on 
detecting and 
managing disability 
in persons with CFS. 

Systematic review on English-language literature 
published between 1988 and 2001. Interventional 
and observational studies with measures of 
disability and employment were included.  
 
Results relating impairment measures to 
employment were synthesized narratively.  

Patient characteristics relevant for unemployment: 
Only depression seemed to be associated with unemployment in 
patients with CFS. One study reported work dysfunction 
associated with increased somatic illness identity and limited 
coping skills. 
 
Effective interventions: 
Only cognitive behaviour therapy, individualized rehabilitation 
programmes and exercise therapy were associated with restoring 
the ability to work. 
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Taylor and Kielhofner, 
2005 
US 

To determine the 
extent of work-
related impairment 
and the efficacy of 
rehabilitation 
programs that 
specifically focus on 
issues of work-related 
impairment and 
employment 

Systematic review of evidence-based medical 
review sources and specialist databases. 
 
15 English-language studies of adults with CFS and 
with functional or work-related impairment and 
employment variables published from 1966 to 2004 
were included in the review. 
 
Due to substantial heterogeneity between study 
samples, inclusion criteria and methods used, the 
results were not synthesised, but reported separately 
for each study in tables. 
 
Only one study provided objective measurements of 
physiological, cognitive and observational work 
performance data (functional capacity evaluation). 
The other included studies derived data from 
unstandardized self-report questionnaires (4 of 
these used validated tools for this) 

Work-related impairment: 
- unemployment ranged from 35% to 69% (13 out of 15 

studies). Very little change in employment status over time. 
- job loss ranged from 26% to 89% (6 out of 15 studies) Rates 

higher for individuals also suffering from fibromyalgia. 
- patients underwent a forced change in nature of work or in the 

effort involved in work (5 studies).  
- 22-62% of participants reported decreased performance while 

at work (7 studies).  
- For those who continued to work, their lives were limited to 

work activities only (1 study).  
 
Efficacy of rehabilitation programs : 
- 14 studies utilised cognitive behavioural therapy and/or 

graded exercise as a central approach to rehabilitation.  
- The highest documented rate of improvement was achieved in 

a multi-disciplinary program combining CBT and GET. 89% 
of post-infectious CFS-patients, but only 33% of non-
infectious CFS-patients returned to work after the 
programme.  

- 1 study examined the impact of a community-based program 
with home-visits from a behavioural field consultant, 
involvement of family members, employers and insurers. 61% 
returned to work and 27% became functional at a level 
equivalent to employment. 

- Despite the variability among the included studies, rates of 
unemployment and job loss are within the expected range 
among individuals with other chronic illnesses and 
disabilities. 

- Conclusions about the overall efficacy of the programmes 
were not possible due to methodological limitations 
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APPENDIX F  
NON SCIENTIFIC LITERATURE 

TITLE AUTHOR MEDIA 
DATE OF 

RETRIEVAL/ 
PUBLICATION 

COMMENTS 

L’encéphalomyélite 
myalgique / 
syndrome de fatigue 
chronique (EM/SFC). 

AQEM Webpage Retrieved 27.08.2008 
Published 2006 

Description of CFS/ME. 
http://www.aqem.org/emsfc.php  

Des milliers de Québécois ne 
connaissent que la 3e 
vitesse.  

AQEM Webpage Retrieved 
27.08.2008 
Published 2007 

Open letter to politicians about the illness and the needs for 
better diagnostic and care services for sufferers. 
http://www.aqem.org/includes/documents/02_lettre_ouverte
_mars07.pdf 

Enjeux pour le Québec et 
demandes de notre part. 

AQEM Webpage Retrieved 
27.08.2008 
Published 2006 

Description of consequences of the illness to the Québec 
society and the demands of the organisation. 
http://www.aqem.org/includes/documents/10_enjeux_juin06
.pdf 

Le Ruban bleu Vol. 11 no 1 AQEM Newsletter for 
members 

 

Retrieved 
27.08.2008 
Published 2003 

Focus on cognitive problems – how they are experienced 
and how they are described in the Canadian Consensus 
Document. 
http://www.aqem.org/includes/documents/22b_rb11_1dec03
.pdf 

Le Ruban bleu Vol. 11 no 2-3 AQEM Newsletter for 
members 

 

Retrieved 
27.08.2008 
 
Published 2004 

• Description of post-exertional malaise and graded 
exercise for people with CFS. 

• Description of research on sleep problems in CFS-
sufferers. 

http://www.aqem.org/includes/documents/22a_rb11_2et3pri
nt_ete04.pdf 
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RETRIEVAL/ 
PUBLICATION 

COMMENTS 

Le Ruban bleu Vol. 12 no 1 AQEM Newsletter for 
members 

 

Retrieved 
27.08.2008 
 
Published 2004 

• Focus on living with CFS; for instance (positive) 
experiences with support groups. 

• Description of graded exercise for CFS.  
http://www.aqem.org/includes/documents/21b_rb12_1aut04.
pdf 

Le Ruban bleu Vol. 12 no 2 AQEM Newsletter for 
members 

 

Retrieved 
27.08.2008 
 
Published 2005 

• Focus on sleep problems, the battle against insurance 
companies and how to stay active mentally. 

• Summary of discussions from a workshop for relatives 
of CFS-sufferers. Problems experienced by relatives and 
ideas as to how to keep up the spirit. 

http://www.aqem.org/includes/documents/21a_rb12_2mars0
5.pdf 

Le Ruban bleu Vol. 12 no 3-4 AQEM Newsletter for 
members 

 

Retrieved 
27.08.2008 
 
Published 2005 

• Discussion of problems of establishing support groups 
in Montreal.  

• Personal story of how a sufferer returned to work. 
• Guidelines from the Collège des Médecins. 
• Personal story of a sufferer who managed to convince 

her doctor of the veracity of her illness. 
• Case story of Canadian insurance company which was 

ordered to recognise invalidity of a person with CFS. 
http://www.aqem.org/includes/documents/20_rb12_3et4sept
05.pdf 
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DATE OF 

RETRIEVAL/ 
PUBLICATION 

COMMENTS 

Le Ruban bleu Vol. 13 no 1 AQEM Newsletter for 
members 

 

Retrieved 
27.08.2008 
 
Published Dec 2005 

• Results from survey among AQEM members. 
Questions on satisfaction with the organisation and the 
newsletter, suggestions for improvement (of the 
newsletter). 

• Suggestions for getting trough the emotional burden of 
Christmas for sufferers (modified from grief support 
group) 

• Treatment protocol from the Canadian Consensus 
Document. 

• Three self-management instruments (tables) are 
attached to the newsletter; to survey everyday activities 
to improve health condition, and to survey symptoms 
over time. 

http://www.aqem.org/includes/documents/19b_rb13_1dec05
_binder.pdf 

Le Ruban bleu Vol. 13 no 2-3 AQEM Newsletter for 
members 

 

Retrieved 
27.08.2008 
 
Published July 2006 

 Description of the diffusion of the Canadian Consensus 
document (French version) 

 Description of actions taken by AQEM to sensitize 
politicians to the problems of CFS-sufferers. 

http://www.aqem.org/includes/documents/19a_rb13_2et3jui
n06.pdf 

Managing Chronic Illness 
Using the Four-phase 
Treatment Approach.  

Patricia A. Fennell Book Retrieved 
27.08.2008 
 
Published 2003 

Explanation of the 4-phase model of chronic illness, goals 
and methods for treatment in 3 domains: The physical-
behavioural, psychological and social-interactive domains. 
The book is a guide to mental health professionals. 
 

The Chronic Illness 
Workbook. Strategies and 
Solutions for Taking Back 
Your Life. 

Patricia A. Fennell 
 

Book Retrieved 
27.08.2008 
 
Published 2007 

Cultural context of chronic illness. Suggestions for self-
management of CFS based on the division of the experience 
of chronic illness into three phases; crisis, stabilisation and 
resolution. 
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RETRIEVAL/ 
PUBLICATION 

COMMENTS 

Suivre sa santé et tout ce qui 
s’y rapporte. 
 

Cécile D’Amour Printed Power 
Point 

presentation 

Received June 2008 
(personal 
communication) 
Presented May 2007  

Slides from a conference on the Canadian Consensus 
Document. Contains information, suggestions and 
instruments for people suffering from chronic fatigue 
syndrome 

'Like running on empty,' 
victim of chronic fatigue 
says. 

Charlie Fidelman, 
The Gazette 

 

Newspaper 
article 

Retrieved June 2008 
 
May 28, 2007  

Personal story of young Canadian woman, who suffers from 
CFS and spent 2 years in bed for 18 hours a day. 
http://www2.canada.com/montrealgazette/news/story.html?i
d=fb1f0196-b7fe-4db0-986f-8eb1fa31db0f&k=23336 

'It is the death of the life 
that you knew'. 

Charlie Fidelman, 
The Gazette 

Newspaper 
article 

Sent to AETMIS by 
the president of 
AQEM  
 
May 28, 2007  

Short factual article about CFS. Comments from author of 
Hope and Help for Chronic Fatigue Syndrome and 
Fibromyalgia, Alison Bested, and Tom Sheridan, 
government relations adviser for the U.S. association 
Chronic Fatigue Immune Dysfunction Syndrome.  
http://www2.canada.com/montrealgazette/news/story.html?i
d=a79c9ca4-e27a-4790-9ec3-e09b6a681c18  

CFS is a serious illness. Julie Hackwell and 
Richard Fajzel 

Newspaper 
article 

 
 

June 02, 2007 Reader comment on articles above from parents of a 13-year 
old girl diagnosed with CFS/ME. Complains of lack of help 
from the medical community and lack of research into the 
causes of the disease. 
http://www2.canada.com/montrealgazette/news/letters/story.
html?id=700f0bea-9991-4b5a-bff6-4d94843854ad 

Eligibility for a disability 
pension. 

Régie des Rentes 
Québec 

Webpage Downloaded Jan 29, 
2009 

Citizen information on how to obtain disability pension in 
Québec. 
http://www.rrq.gouv.qc.ca/en/programmes/regime_rentes/pr
estations_invalidite/admissibilite_ri.htm 

Beneficiary’s Guide 
Disability Benefits 
Québec Pension Plan. 

Régie des Rentes 
Québec 

Webpage Downloaded Jan 29, 
2009 
 
Published 2008 

Citizen information on rights and obligations of people 
receiving disability benefits in Québec. 
http://www.rrq.gouv.qc.ca/en/services/publications/regime_r
entes/invalidite/guide_invalidite.htm 
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TITLE AUTHOR MEDIA 
DATE OF 

RETRIEVAL/ 
PUBLICATION 

COMMENTS 

Guide du médecin traitant. 
L’invalidité dans le Régime 
de rentes du Québec. 

Régie des Rentes 
Québec 

Webpage Downloaded Jan 29, 
2009 
 
Published 2008 

Information for treating physicians on how to evaluate 
capacity to work etc for people applying for disability living 
allowance. 
http://www.rrq.gouv.qc.ca/fr/services/publications/regime_r
entes/invalidite/guide_medecin_traitant.htm 

Syndrome de la fatigue 
chronique. Des pistes pour 
mieux comprendre. 

Chantal Éthier and 
Catherine Crépeau, 

L’Actualité Médicale 

Magazine 
article 

Retrieved 27.08.2008 
 
Published 2006 

Article describing the illness and the possible causes. 
Citations from Dr. De Meirleir (Belgium) 
http://www.aqem.org/includes/documents/39_lactualite_me
dicale06.pdf 

Quand la fatigue l’emporte 
sur la volonté. 

Le Journal, Ordre des 
infirmières et 

infirmiers du Québec 
(OIIQ) 

Magazine 
article 

Retrieved 27.08.2008 
 
Published 2003 

Article on the illness with comments from the current 
president of AQEM, Mme Cécile D’Amour. Contact details 
for AQEM. 
http://www.oiiq.org/uploads/periodiques/Journal/vol1no1/ap
13.htm 

L’encéphalomyélite 
myalgique ou syndrome de 
fatigue chronique. Du 
mythe à la réalité. 

Yves Filion 
 
 

Book Published 2005 The author is a doctor who suffered from CFS/ME for 
several years. The book describes the syndrome medically, 
eyewitness stories and his own personal story.  
Conclusions: 
- Living with CFS forces constant experimenting with 

energy to get the most out of the situation 

- Has now given up battling against CFS and instead tries to 
live peacefully with it 

- Has noted that with CFS, if one does not take care of one 
self, no one else will 

- Has stopped thinking about what others might think of his 
actions in order to be able to seize the moment and do 
things that give him pleasure. 

- The question whether CFS is real or a myth can make all 
people suffering from CFS feel that they are going mad to 
the point of wanting to kill themselves. 

Focus on concrete things which helped him, and how he 
kept up hope, and the progress he has experienced over time. 
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TITLE AUTHOR MEDIA 
DATE OF 

RETRIEVAL/ 
PUBLICATION 

COMMENTS 

Réalité des membres 2006.  Association de 
fibromyalgie et du 

syndrome de fatigue 
chronique de 

Vaudreuil-Soulanges 
 

Report Published 2006 Report on analysis of members’ condition and stated 
problems.  
- 56% of participants believed they needed help with 

practical things 

- Of these, 44% wished for help with cleaning, 17% for help 
with other physically demanding tasks, 9% with shopping, 
garden work, opening of containers and preparing food, 
4% with transportation, personal hygiene, heavy objects, 
object placed up high and care for children. 

- 52% had thought of suicide several times. 2 persons (out 
of 44 respondents) had actually attempted to commit 
suicide. 

NB!! The results cannot be transferred to our project, since 
they are reported without distinction between fibromyalgia 
and CFS. The results are not generalisable to the entire 
patient population as only 44 persons participated in the 
survey. 
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APPENDIX G  
EXCLUDED STUDIES 

STUDY YEAR LOW  
QUALITY 

FOCUS/ 
OUTCOMES POPULATION DOUBLE 

PUBLICATION COMMENTS 

Ax et al. 2001  X   Narrative review of literature on coping with CFS. No outcomes on 
patients’ wellbeing or coping with CFS. 

Banks and Prior 
(UK) 2001  X   

Focus on conflicts about CFS between patients and doctors in a 
clinical setting. No outcomes or discussion on patients’ wellbeing 
or coping with CFS. 

Bennett et al. 
(Australia) 

2007  X   
Comparison of cancer related fatigue and fatigue in CFS with the 
aim of understanding the former. 

Bowditch, Joanne 
(Canada) 2006  X X  

Focusing on metaphors used by women to describe their symptoms 
of fibromyalgia and CFS. Only one participant had CFS. Master 
thesis from Saskatchewan, qualitative methods. 

Bülow and Hydén 
(Sweden) 2003 X X   

Focus on organisation and content of patient education for CFS 
patients. No account of how outcomes are reached. No description 
of analytical methods or theoretical framework for analysis 

Carlsen, Benedicte 
(Norway) 2003  X   

Focus on how to involve professionals in a support group 
intervention. No outcomes or discussion on patients’ wellbeing or 
coping with CFS. 

Cheung and Lin  
(US) 

1997  X X  
Focus on depression and somatoform disorder. 
Case study of one Chinese immigrant. 

Conn et al. 
(US) 2008  X   

Meta-analysis on patient education intervention to increase 
physical activity. One study on CFS, but results were synthesized 
and not accounted for by disease. 

Deary et al.  
(UK) 

2007  X   
Narrative review of psychological and physiological factors as 
possible causes for CFS. Included in background literature. 
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STUDY YEAR LOW  
QUALITY 

FOCUS/ 
OUTCOMES POPULATION DOUBLE 

PUBLICATION COMMENTS 

De Ridder et al. 
(The Netherlands) 1998 X    

Comparison of coping styles in patients with Parkinson’s and CFS. 
Patient groups are not similar in age27, all participants are members 
of patient organisations. Unclear arguments for final conclusion. 
No explanation of core analytical concepts 

Dumit, Joseph 
(US) 2006  X   

Focus on the use of Internet newsgroups by people with CFS and 
multiple chemical sensitivity to communicate microtactics. No 
outcomes or discussion on patients’ wellbeing or coping with CFS. 
Included as background literature. 

Fossey et al. 
(Canada) 

2004  X   
Focus on sleep disorders as a co-morbidity in or possible cause of 
CFS. 

Guise et al. 
(UK) 2007  X   

Focus on methodology: how to use the Internet as a means of 
obtaining data. Comparison of accounts from focus groups and 
Internet chat rooms.  

Hammond, Cathie 
(UK) 2002  X   

Focus on CFS patients’ problems in obtaining disability allowance 
in the UK. Rules for administration of DA cannot be transferred to 
a Canadian setting. 

Hart and Grace 
(New Zealand) 2000 X    

Procedures for analysis not described and not theoretically 
justified. Sampling not justified. Conclusion based on comparison 
with one study on patients with chronic pain. 

Horton-Salway 
(UK) 2001 X X   

Focus on patients creations of identity through narratives. No 
outcomes or discussion on patients’ wellbeing or coping with CFS. 
Only one case cited, analytical methods not described.  

Horton-Salway 
(UK) 

2004  X   
Focus on discursive construction of knowledge and legitimacy. No 
outcomes or discussion on patients’ wellbeing or coping with CFS. 

Hughes, Julie 
(UK) 2002  X   

Narrative review on how occupational therapist can facilitate the 
participation of CFS patients in their own treatment by taking 
account of their illness narratives. No outcomes or discussion on 
patients’ wellbeing or coping with CFS. 

                                                           
27. Age and gender influence coping styles and perceptions of problems needed to deal with concerning having a chronic disease [Rollnik et al., 2003; Sallfors et al., 2003; Clarke, 1999; Weir et al., 
1996]. The authors mention the possibility of the age differences influencing the subjects’ perceptions of illness-related stressful situations, but not that it could influence on their ways of coping. 
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STUDY YEAR LOW  
QUALITY 

FOCUS/ 
OUTCOMES POPULATION DOUBLE 

PUBLICATION COMMENTS 

Hydén and Sachs 
(Sweden) 1998  X   

Focus on communication between doctor and patient in the medical 
encounter. No outcomes or discussion on patients’ wellbeing or 
coping with CFS. 

Hyland and Sodergren 
(UK) 2006  X   

Focus on the effect of homeopathy, acupuncture and nutritional 
medicine on reducing levels of fatigue. No outcomes or discussion 
on patients’ wellbeing or coping with CFS. 

Jason et al. 
(US) 2001  X   

Focus on the development of a research team and the cooperation 
of this team with a CFS patient organisation in the development of 
various support interventions for people with CFS. No outcomes or 
discussion on patients’ wellbeing or coping with CFS. 

Kelly et al. 
(US) 1999 X    

Selection bias: the sample only includes members of a patient 
organisation. Social support is defined too narrowly. Conclusion is 
misleading. 

Lim et al.  
(US) 

2003   X  
Outcomes only reported for Chinese Americans. 

Maine State Dept. of 
Human Services  
(US) 

1997 X  X  
Focus groups composed of people with different disabilities, 
including CFS. No outcomes specific for CFS patients. No 
theoretical framework. No account of analytical methods used. 

Millen et al. 
(Australia) 

1998 X X   

Narrative review discussing socio-political processes that influence 
public and medical attitudes to CFS and the impact of CFS on 
families. One study reported, but no accounts of analytical methods 
or theoretical framework. Conclusions about CFS drawn on studies 
of other chronic illnesses. 

Raine et al. 
(UK) 2002  X   

Systematic review on mental health interventions on patients with 
somatic symptoms, one group with CFS patients. Focus on 
transferral of data from secondary to primary care. 

Ray et al. 
(UK) 1995    X 

The paper is a first publication of a cross-sectional, prospective 
study, which is reported in the included paper [Ray et al., 1997]. 
The results for this study is therefore included in the results 
reported in the 1997-paper. 
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STUDY YEAR LOW  
QUALITY 

FOCUS/ 
OUTCOMES POPULATION DOUBLE 

PUBLICATION COMMENTS 

Saltzstein et al.  
(US/Canada) 

1998 X  X  

Case series study of coping styles among women with CSF. 
Subjects recruited from medical practice of the principal 
investigator. No account of analytical methods on qualitative data, 
mistakes in interpretation of own data (p. 311). Subjects all 
participated in psychotherapy, no control group. Links btw 
conclusions and study outcomes not clear. 

Sankey et al. 
(UK) 2006  X X  

Focus on CFS in children and adolescents. Outcomes only 
discussed as relation between symptom severity and school 
attendance. 

Schoofs et al. 
(US) 2005 X    

Focus on effects of social support and health care support on 
quality of life of people with CFS and/ or fibromyalgia. Outcomes 
not reported separately for the two diseases. 

Soderlund and 
Malterud 
(Norway) 

2005 X X X  
Focus on female CFS patients causal attributions of their illness. 
No outcomes or discussion on patients’ wellbeing or coping with 
CFS. All subjects members of the same support group. 

Taillefer et al. 
(Canada/US) 

2003 
 

 X   
Focus on psychological co-morbidities in CFS. No outcomes or 
discussion on patients’ wellbeing or coping with CFS. 

Taylor, Renee R. 
(US) 

2004    X 
Double publication of included study [See Taylor et al., 2006] 

Van Weering et al. 
(The Netherlands) 2007  X   

Comparison of levels of activity in CFS patients and healthy 
controls. 

Ware, Norma 
(US) 1999 X    

Development of a general model for chronic illness drawing on a 
study which is already included [Ware, 1998]. No description of 
analytical methods. 

Wearden and Chew-
Graham (UK) 2006  X   Focus on transferring evidence based care of CFS from secondary 

to primary care. 

Wessely, Simon 
 

2002    X 
Double publication of included study [See Asbring and Närvänen, 
2002] 

White and Schweitzer 
(Australia) 2000  X   Focus on certain personality traits as possible causes for 

development of CFS. 
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STUDY YEAR LOW  
QUALITY 

FOCUS/ 
OUTCOMES POPULATION DOUBLE 

PUBLICATION COMMENTS 

Whitehead, Lisa 
(UK) 

2006b X   X 
Double publication [See Whitehead, 2006a] 

Whiting et al. 
(US) 2001  X   

Systematic review on the effectiveness of treatments on reducing 
levels of fatigue, pain and cognitive impairment. No outcomes or 
discussion on patients’ wellbeing or coping with CFS. 

Wyller et al.  
(Norway) 2006  X   

Systematic review on diagnostic procedures and efficacy of 
treatments on reducing fatigue in CFS. No outcomes or discussion 
on patients’ wellbeing or coping with CFS. 
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APPENDIX H  
INTERVIEW GUIDE 

Briefing 
1. Welcome and presentation of interviewer (VHP), assistant (CL), AETMIS and the project 
 
2. Information about the interview 
This interview will be semi-structured. This means that I have a series of questions that I will ask 
you during the interview. Take your time to answer the questions and feel free to divert from the 
questions if you think there are some aspects I have missed. 
 
This interview is strictly confidential. When I will write the final report, no personal information 
that could identify you will be revealed. The contract you have signed describes our obligations 
towards you. You have received a copy of the contract, which is signed by me and CL, who will 
be transcribing the interview.  
 
With your permission, I would like to tape record the interview. This is done to make sure that no 
details are forgotten, and that all interviews are analysed in the same way. The tape will only be 
accessible to me and Catherine and both the tape and the transcription will be destroyed as soon 
as the project is completed. If you feel uncomfortable about this, the interview will not be 
recorded and I will take notes instead. 
 
Do you have any questions before we begin? During the interview, let us know if you need a 
break, we have enough time for that. Is this room/ lighting/ temperature ok with you? 
 
Questions 
1. Reference 

a. How did you hear about this project? 
b. Are you currently a member of AQEM? 
 

2. Basics about the illness 
a. How long have you been ill, and how did your illness start? 
b. What kinds of treatments have you received? Did you receive treatment in Europe or the 

United States? 
c. How do you feel at the moment, compared to when you first got ill? 
 

3. Everyday life 
a. Could you tell me what a typical day looks like for you? Just a normal day like any other 

– what do you do from you wake up until the day ends? 
b. If you think about a really, really good day you had since you became ill, could you tell 

me what that was like?  
c. And if you think about a very bad day you had, could you tell me about that?  
d. What makes a day easier for you (give examples)? 
e. And what makes a day more difficult (give examples)? 
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4. Work life and/or studies 
a. Were you employed or studying when you became ill?  

i. If so, how did your boss/professors and colleagues/study friends react to your 
illness in the beginning?  

ii. If not, did the illness prevent you from starting work or studies that you had 
planned before you became ill? 

b. Are you currently employed? 
i. If so, have you made special arrangements with your employer/professors and/or 

colleagues/study friends about work functions, work place, etc.? 
ii. If not, how has your unemployment affected you personally and financially? 

 
5. Social support 

a. Have you received any kind of help with practical things (shopping, cleaning, cooking, 
picking up children)  

i. from the social services? 
ii. family or friends?  

iii. volunteer/community groups? 
b. Have you made any practical changes in your way of life (diet, transportation, design of 

house) in order to better deal with the illness? 
i. If so, did you receive any help with this from friends, family or social services? 

ii. If not, could you think of any practical changes that would make everyday life 
easier for you (e.g. handicap parking permit, if relevant)? 

c. Have you ever received support or care from a psychologist, physiotherapist, 
occupational therapist, nurse or other professionals to help overcome your everyday 
problems? 

d. Have you ever participated in any self-help groups or group therapy? If so, what did you 
think about this? 

 
6. Personal coping  

a. Have you made any changes in your way of behaving or thinking, which helps you to 
deal with your illness in your everyday life? 

b. Having this illness must be a great burden not only physically but also emotionally. Could 
you try and explain to me how you deal with this burden - what you do to manage 
negative emotions? 

c. If you could give some personal advice to someone who has just received the same 
diagnosis about how to handle this illness, what would you tell him/her? 

 
7. Information 

a. What kind of information have been most helpful to you (why)? 
b. Could you think of any kinds of information that would have helped you (or your partner, 

family, friends, employers, professors, colleagues) deal with your illness in a better way 
from the beginning? 

c. Is there any kind of information that you would like to have at this point, but which is not 
available? 

 
8. Carers’ interventions 

a. Have you received advice, treatment or care from physicians or other health care persons 
which have helped you manage your illness better? 

i. If so, in what way was it helpful? 
ii. If not, what kind of advice, treatment or care were you missing? 
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b. Do you have any suggestions on how to improve your care and treatment for this illness 
in the present health care system?  

c. Could you think of new initiatives in the care system, which would help you manage your 
illness better?  

 
9. Policy interventions 

a. Could you think of new initiatives from the authorities, which would help you manage 
your illness better?  

b. Have you applied for sick leave or disability benefits? 
i. If so, where there any steps in this process that you found difficult, confusing or 

which did not fit with your specific health problems? 
ii. If not, do you plan to or would you like to apply for sick leave or disability 

benefits in the future? 
 
Debriefing 
I don’t have any more questions. To resume a little bit, we have talked about  
 your everyday life with the illness 
 how it has influenced your work life/ studies 
 what kinds of support you have received and would like to receive from friends, family, 

physicians and the social services.  
 
We have also talked about  
 how you personally deal with the emotional pressure of being ill 
 what kinds of information you have received and would like to receive 
 your experiences with the social security system. 

 
Do you have any comments or anything you want to add? Any questions? If you think of 
anything later on, feel free to write me an e-mail or to call me and let me know. 
 
Thank you very much for taking the time and effort to talk to me. 
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APPENDIX I  
LETTER TO NON-PARTICIPANTS 

Montréal, le 7 janvier 2008 
 
 
Madame xxx 
1420, rue Hamon 
Québec, Québec G3J 1N4 
 
 
Objet : Encéphalomyélite myalgique / syndrome de fatigue chronique 
 
 
Madame, 
 
Par la présente, nous tenons à vous remercier de l’intérêt que vous avez manifesté de participer 
aux entrevues que l’AETMIS a organisées pour mieux connaître les besoins des patients atteints 
de syndrome de fatigue chronique. 
 
Malheureusement, nous ne pouvions rencontrer qu’une vingtaine de personnes et n’avons pas été 
en mesure de vous recevoir en entrevue. Comme nous sommes très intéressés de recueillir le plus 
grand nombre d’expériences vécues par des patients souffrant de cette condition, nous avons 
pensé permettre aux personnes qui n’ont pas pu s’exprimer verbalement, de le faire par écrit.  
 
Nous vous suggérons donc de nous transmettre, soit par la poste ou par courriel, dans la mesure de 
vos capacités, un texte décrivant vos besoins personnels, depuis le début de votre maladie et 
comment, selon vous, notre système de santé a été en mesure ou non, de répondre à vos besoins. 
Vous pourrez transmettre votre correspondance à Madame Vibe Hjelholt Pedersen à l’adresse 
suivante : 
 

 2021, avenue Union, bureau 10.083, 
 Montréal, Québec H3A 2S9 
 vibehjelholt.pedersen@aetmis.gouv.qc.ca  

 
En espérant de vous lire sous peu, nous vous prions d’accepter, Madame, l’expression de nos 
meilleurs sentiments. 
 
 
 
 
Pierre Dagenais, m.d., Ph.D FRCP(C) 
Directeur scientifique adjoint 
 
 



 93 

 APPENDIX J  
CODING LIST 

THEME CODE NAME DESCRIPTION 

Consequences of 
the illness 

Physical functioning Experiences of physical limitations or changes in 
physical capacity, examples of capacity now and before 
illness onset. 

 Lack of professional 
recognition 

Experiences with health professionals who questioned 
the validity of their symptoms. 

 Stigma and moral 
questioning 

Experiences with non-professionals who questioned the 
validity of their symptoms or avoided them because of 
their illness. 

 Isolation Damage to social relations because of the illness, 
physical limitations make it difficult to have contact. 

 Negative emotions  Fear, anger, sorrow, depression caused by the experience 
of being ill. Experiences of loss of meaning. 

 Loss of autonomy How the illness has made them dependent on friends and 
family, partners (financially, practically). 

 Diagnosis  Search for a diagnosis, what it meant to them to receive 
it. 

 Finances Problems experienced with making ends meet because of 
the illness, wishes for financial aid. 

 Insurance and social aid Experiences with public and private health insurance 
system (good and bad) as well as the welfare system. 

 Work All issues related to work – why they stopped, if they 
tried going back, if any practical changes were made to 
better accommodate their health situation (less hours 
etc.). 

Coping strategies Energy preservation Experiences with ways of managing energy and gaining 
control over when you are tired (preparations, planning). 

 Avoiding stigma Ways of trying to avoid revealing your illness and/or 
other peoples’ judgements. 

 Visualisation  
 

Ways of describing the illness experience in images 
(actual or oral metaphors) to make your self understood 
by other people. 

 Positive thinking Trying deliberately to focus on the positive sides of the 
illness to overcome emotional strain. 

 Fighting Seeing the emotional and practical problems as a battle 
against the system, which is not well adjusted to the 
illness. 

 Reorientation Having changed your goals in life because of the illness 
(even if this is emotionally painful). 

 Denial Actively denying (ill person or relatives) having the 
illness or talking about it as a way of avoiding the 
emotional strain. 
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THEME CODE NAME DESCRIPTION 

 Escape Distract oneself from thinking about the illness (listen to 
music, drive motorcycle, drinking alcohol). 

 Venting emotions Talking to peers or relatives to overcome emotional 
strain. 

 Personal growth Having become a better person because of the illness. 

 Acceptance  Need to learn to accept the illness (fate) and get the most 
out of it. 

 Spirituality Use of religion or faith to overcome emotional strain of 
illness. 

 Hope Finding a cure, believing in getting better, doing 
something useful, finding meaning. 

 Active illness management Using schemas, preparing minutely for doctor’s visits, 
registering symptoms and energy level. 

 Listen to yourself Trust own interpretation of bodily symptoms and rest 
when the need is felt. Do not force activity. 

 Staying active Forcing oneself to do physical or mental activities, even 
when energy is low. 

 Preserve normality and 
dignity 

Take care of oneself, attend to appearance and hygiene  

Needs of 
sufferers 

Advocacy Need for more knowledge about the illness in the general 
population, and that the rights of ill people are protected. 

 Education Need for better educated health professionals. 

 Information Needs for (and ways of finding) more information to ill 
people and their relatives.  

 Support group Experiences with and attitudes towards support groups 
(with or without a moderator) or group therapy. 

 Specialised clinic Expressly stated wishes for a multidisciplinary team or 
clinic for treating the illness. 

 Practical help Help received (or wanted) with household chores, 
transportation, garden work, shopping etc.  

 Psychological support Professional support received (or wanted) to deal with 
emotional burden of illness. 

 Non-medical treatment Diverse types of alternative treatment, like healing, 
acupuncture, massage, zone therapy, diets, vitamin 
supplements etc. that the person has tried or heard of. 

 Further research Wish for more research done to find a cure or more 
effective treatment. 

 Organisation Need for better organisation of care (less time between 
visits, better communication between professionals). 
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APPENDIX K  
ANALYTICAL SCHEMA 

SOCIAL LEVEL: PROBLEM AREA: WAYS OF COPING  SUPPORT NEEDS OF 
SUFFERERS 

1. Reduced physical and 
cognitive capacity  
• Physical functioning 
• Loss of autonomy 
• Work 
• Finances 

• Energy preservation (planning of activities, making physical 
adaptations to reduced mobility) 

• Visualisation (making lists, schemas and use metaphors to 
communicate about the illness) 

• Staying active (continue activity in spite of symptoms) 
• Listening to the body (rest is a necessity, not optional) 

• Diagnosis (eliminate fears) 
• Practical help  
• Psychological support 
 

Individual 
 

2. Emotional burden  
• Negative emotions 
• Personal growth 
• Reorientation 

• Denial (of the illness and the symptoms, and even of bettering; 
“function on adrenaline”) 

• Spirituality (prayer or meditation) 
• Hope (focusing on the possibilities for cure or improvement) 
• Venting (talking to others to overcome emotional stress) 
• Acceptance (of the illness and altered life situation) 
• Positive thinking (focusing on positive sides of the new situation) 
• Reorientation (finding new meaning in life) 

• Support group 
• Psychological support 
• Practical help 

Immediate social 
network 

3. Social isolation  
• Moral questioning in social 

networks 
• Isolation 

• Reorientation (finding new meaning in life) 
• Avoiding stigma (pretending to be well, social withdrawal, not 

telling about the illness, impression management, educating peers) 
• Visualisation (making lists, schemas and use metaphors to 

communicate about the illness) 

• Advocacy for the illness in the 
general population 

• Information (targeting relatives) 
• Support group 
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SOCIAL LEVEL: PROBLEM AREA: WAYS OF COPING  SUPPORT NEEDS OF 
SUFFERERS 

Society and 
health care 
system 
 

4. Delegitimation and stigma  
• Lack of professional 

recognition 
• Stigma 
• Insurance and social welfare 
• Organisation 
• Diagnosis 

• Non-medical treatment - looking for help and compassion elsewhere 
(alternative medicine, self treatment with vitamins, diet, massages, 
healing or the like)  

• Active illness management - trying to ‘beat’ or outsmart the system 
and find a way to get better treatment/care (making schemas for pills, 
preparing for consultations, registering bodily signs like pulse, 
temperature, changing doctor if disagreements occur, educating 
doctor, filing formal complaints) 

• Advocacy for the illness in the 
general population 

• Education of health 
professionals and social 
workers 

• Further research (into the nature 
of the illness) 

• Specialised clinic/centre 
• Better organisation of care 
• Education of health 

professionals 
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APPENDIX L  
LIST OF POSSIBLE INTERVENTIONS FOR IMPROVING 
CARES TO CFS-SUFFERERS 

TYPE OF INTERVENTION/HELP SUGGESTED NUMBER OF 
PARTICIPANTS 

Educating physicians at university and post-graduate level about the illness (informing 
physicians about local patient organisation and specialists to refer patients to: 2) 

9 

Multi-disciplinary team or centre 7 

Better organisation of diagnostic procedure to get diagnosis and care faster (shorter waiting 
times for control visits: 1, improve communication betw. specialists and GPs: 1) 

7 

More research on treatment possibilities and illness causes 6 

Recognition of CFS in the social insurance system 5 

More practical help with domestic tasks (to find suitable jobs:1) 5 

Recognition of CFS in all public health care institutions and organisms (medical societies:1) 4 

Information to the general population about the illness  4 

Information to relatives about the illness (energy preservation:1, verbal information given by 
doctor:1) 

4 

More financial help to sufferers 3 

Co-habitation with other CFS-sufferers to counter isolation 3 

Information to the patient about practical help available and pacing  3 

Free access to physiotherapy, occupational therapy and massage (nutrition guidance:1) 3 

Better organisation of and access to support groups 3 

Professionalization and state funding of patient organisation 3 

Access to continued psychological support (art therapy: 1) 3 

Information/education of CLSC-staff about the illness 2 

Improvement of physician-patient communication 2 

 
Interventions which were only mentioned by one of the participants were: 

 having blood samples taken at home (to avoid transport and waiting),  
 CFS-specialists in different regions of the province to reduce travelling time 
 access to convalescent home in periods with more severe symptoms 
 handicap parking permit and handicap identification card (to avoid standing in line)  
 evaluation of practical needs done in the home to be more suited to their specific needs 
 being appointed a “coach” (for instance a social worker from CLSC) to help with administration of 

medical and social appointments.  
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 more flexibility from employers to create part time positions 
 financial compensation to carers for extra expenses  
 financial compensation to treating physicians for the large administrative work load associated with 

diagnosing and treating the illness 
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APPENDIX M  
ORIGINAL QUOTATIONS 

NO TRADUCTION ORIGINAL QUOTATION 

1 "It's difficult to describe how one feels. It's not 
the same type of tiredness as after exertion. It's 
a type of tiredness... It’s an uncomfortable 
tiredness. It's as if I hadn't slept for 
48 hours...and I had a hangover…had had too 
much to drink or something... That's how you 
feel. You feel really weird. Also, I was always 
on the verge of fainting. I was really "limited" 
all the time. That's why I stopped working." 
(Quotation 1, Mélanie) 

« C’est difficile à décrire comment on se sent. 
Ce n’est pas une fatigue comme une fatigue 
après effort. C’est une fatigue… on n’est pas 
bien en dedans, c’est comme si je n’avais pas 
dormi pendant 48 h puis que… c’était un 
lendemain de veille… que j’avais trop bu ou 
quelque chose… On se sent comme ça, on se 
sent vraiment bizarre. Puis j’étais toujours sur 
le point de perdre connaissance, j’étais 
vraiment « limité » tout le temps. Donc, c’est 
pour ça que j’ai arrêté de travailler » (Mélanie) 

2 “I remember various.. not symptoms, but 
demonstrations of the tiredness. The worst one 
was when I would get up in the evening and 
clean my teeth and I knew I didn’t have enough 
energy to shave. I didn’t have enough energy to 
do both things. And when I reached the point 
where I could go out of the house and go 
shopping, and bring groceries back, I couldn’t 
sort the groceries when I came back before I 
had had a rest… that type of thing.” 
(Quotation 2, Roger*) 

« Je me souviens d’avoir expérimenté 
plusieurs… pas des symptômes, mais plutôt des 
manifestations de fatigue. La pire était lorsque 
je me levais en soirée et que je me brossais les 
dents. Je savais que je n’aurais pas assez 
d’énergie pour me raser. J’étais trop fatigué 
pour faire les deux. Et lorsque j’arrivais à sortir 
de la maison pour faire les courses et rapporter 
les paquets à la maison, je ne pouvais ranger les 
emplettes à mon retour, pas avant que je ne me 
repose d’abord… ce genre de choses. » 
(citation 2, Roger*). 

3 "I used to be in public relations, but now, I’ve 
lost all my ability to produce. I can’t even read 
a book, because of memory loss. I can’t 
remember the page I just read, so I have to start 
over." (Quotation 3, Sarah) 

« Avant (..) j’étais en relations publiques, mais 
maintenant, j’ai perdu toute ma capacité de 
produire. Je ne suis même pas capable de lire 
un livre, à cause de la perte de mémoire. Je ne 
me souviens plus de la page que je viens de 
lire… donc, tu recommences » (Sarah) 

4 "The other day, I wasn't tired, but my body... I 
had to go lie down. I looked outside, and it was 
nice out... I would have liked to do a few 
things... I felt that my body was in the process 
of...that it had run out of batteries. So, I’m wide 
awake, but I have to stay in bed." (Quotation 4, 
Julie) 
 

« L’autre fois, je n’étais pas fatiguée, mais mon 
corps… j’ai été obligée d’aller m’étendre. Pis 
là, je regarde dehors, pis il fait beau… je 
voudrais faire des affaires, là… Je sens que 
c’est mon corps qui est après [en train]… qui 
n’a plus de batteries, là. Fa’ que là, j’ai les yeux 
tout grands ouverts pis je suis obligée de rester 
couchée. » (Julie) 

5 “Let's say that I want to heat up something for 
30 seconds. I have to press "Time", "3", "0" and 
"Start". I have to press four buttons. You're 
tired, so you press the "One touch" button, 
which is for one minute. Then, after 30 
seconds, you open the door. You see? This 
way, you save your energy (laughter)!” 
(Quotation 5, Céline) 

Disons que je veux faire chauffer quelque chose 
trente secondes, y faut que je pèse sur Time, 3, 
0, Start. Fallait peser sur quatre boutons. Là, 
t’es fatiguée, fa’ que tu pèses sur un bouton, le 
One touch, qui est une minute pis au bout de 
trente secondes, tu ouvres la porte, comprenez-
vous? Fa’ que t’économises (rires)! (Céline) 
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6 "'Can you come on Saturday?' - I don't know 
how I'll be feeling on Saturday morning. I can't 
say beforehand if I'm going to be feeling well 
or not. But if you tell me in advance that you 
want to see me on such and such a day, I'll see 
to it that I do fewer activities, go to bed 
earlier...so that I have more energy for that 
day." (Quotation 6, Geneviève) 

“ ‘Ah, peux-tu venir samedi?’ - Je ne sais pas 
comment je vais être samedi matin, je ne peux 
pas dire d’avance si je vais me sentir bien ou 
pas. Mais si tu me le dis d’avance que telle 
journée, tu veux me voir, je vais m’organiser de 
mon côté pour faire moins d’activités, me 
coucher plus tôt… pour avoir plus d’énergie 
pour cette journée-là.” (Geneviève) 

7 "If I get a phone call, I have to lie down 
afterwards, I know. Sometimes, I look at who's 
calling [and] tell myself ‘no’. Either I wash my 
dishes and make a simple meal, or I answer the 
phone. As a result, I'm always in the process of 
making choices because I know that after a 
phone call, I'm completely wiped out and have 
to go lie down." (Quotation 7, Jeanne) 

« Si j’ai un téléphone, bien là je suis obligée de 
me coucher après. Je sais, des fois je regarde 
qui appelle, (et) je me dit : Non. Soit que je lave 
ma vaisselle et que je fasse mon petit repas ou 
je réponds au téléphone. Ça fait qu’on est 
toujours en train de faire des choix, parce que je 
sais qu’après le téléphone, je suis complètement 
morte il faut que j’aille me coucher. » (Jeanne) 

8 "The second thing is to move about, even if it's 
just a little. I looked a bit strange. The worst 
was 10 years ago, when I was walking like a 
turtle, but I went out. I'm convinced that I 
benefitted from that.” (Quotation 8, Jacques) 

« La deuxième chose, c’est de bouger, même si 
ce n’est pas beaucoup. Moi, j’avais l’air un peu 
étrange, dans le pire voilà 10 ans, quand je 
prenais mes marches comme une tortue, mais je 
sortais. Je suis convaincu que ça m’a fait du 
bien. » (Jacques) 

9 "I started doing Aquarobics (water exercise) 
early on. It was on Fridays, from 4 to 5 p.m. 
The first few times, when I got home, I wasn't 
even able to poke a hole in a bag so that I could 
put it in the microwave. Around 11 p.m., I got 
up to have a bite to eat. It persisted on Saturday 
and Sunday. It diminished over time. On 
Sundays, I was okay, and later, on Saturdays. 
Afterwards, it was just on Friday evenings that 
I was tired, although I was able to make my 
dinner. This helped me. I don't stay home 
sitting, doing nothing but watching TV. I do 
something." (Quotation 9, Marie) 

« L’aquaforme, je l’ai commencé de bonne 
heure. C’était le vendredi, de 16 h à 17h. Les 
premiers temps, quand j’arrivais à la maison, je 
n’étais même pas capable de percer un sac pour 
le mettre dans le micro-ondes. Vers 23 h, je me 
levais pour manger un peu. Pis ça, ça durait 
samedi et dimanche. Pis avec le temps, ça 
diminuait. Le dimanche, j’étais correcte, pis 
après, c’était le samedi, pis après, c’était juste 
le vendredi soir que j’étais fatiguée, mais que 
j’étais capable de me faire à souper. Ça 
m’aidait. Je ne reste pas chez nous assise à me 
bercer pis à regarder la télévision. Je fais 
quelque chose.” (Marie) 

10 “Actually, for the first 4-5 years, I would have 
been totally lost without this graph, because I 
couldn’t remember how long I had been ill, and 
I couldn’t remember what level of illness I had 
got and so on, and when I got that out and was 
able to look a little about the beginning, I got a 
little bit of a… some reference 
point” (Quotation 10, Roger*) 

« En fait, les quatre ou cinq premières années, 
j’aurais été complètement perdu sans ce tableau 
parce que je ne pouvais me rappeler combien 
de temps j’avais été malade et à quel point je 
l’avais été, et ainsi de suite. Alors quand je l’ai 
ressorti et que j’étais capable de regarder un 
peu comment cela avait commencé, cela m’a 
donné en quelque sorte… un genre de point de 
référence » (citation 10, Roger*). 

11 "In January 1987, I quit my job, which was 
extremely painful for me because I loved what I 
was doing. I really liked it. And then, well, it 
was obvious. My weight dropped to 100 
pounds, and I slept three hours a night and had 
pain all over. I didn’t know that it was [CFS], 
but it was obvious that I couldn't go on." 
(Quotation 11, Sarah) 

« En janvier 1987, j’ai quitté mon poste, ce qui 
m’a fait énormément de peine parce que 
j’adorais ce que je faisais… je l’aimais 
beaucoup… et puis, ben, c’était évident. J’étais 
rendue à peser 100 livres, puis je dormais 3 
heures par nuit et j’avais mal partout. Je savais 
pas (que c’était le SFC)… mais c’était évident 
que je ne pouvais plus continuer. » (Sarah) 
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12 "There's the guilt aspect. I tell myself that 
someone's missing at work. So, I tell myself 
that I don't want them to think I'm not 
interested in returning or... So, there's that 
aspect, too. There’s this pressure... I talk on the 
phone often [with my employers], but they 
don't pressure me. I'm the one who puts 
pressure on me." (Quotation 12, Mélanie) 

« Il y a le côté culpabilité. Je me dis : là, au 
travail, il manque quelqu’un. Fait que je me 
dis : je ne veux pas qu’ils pensent que ça ne me 
tente pas de retourner ou… donc, il y a ce côté-
là aussi, c’est comme une pression… Je parle 
fréquemment au téléphone (avec les 
employeurs), pis ils ne mettent aucune pression. 
C’est moi qui me mets la pression. » (Mélanie) 

13 "I wasn't the type to miss a day for the sake of 
missing a day. Of course, if I were still well, I 
would be working. But it's always more 
stressful to return to your place of work 
because already, you’re judged. So this aspect 
is difficult. But I wouldn't have the energy to 
find a new job, either. You want to commit 
yourself for two days, three days, but you don't 
know if, on any given day..., if on one of those 
days, you'll be okay or not. There are two fears. 
One is stress. Stress, like it or not, will make 
me tired. Stress amplifies it...a lot. The other 
thing is the fear of not being able to learn. It’s 
not sinking in!" (Quotation 13, Julie) 

« Je n’étais pas le style de manquer pour 
manquer, tu sais? Pis là, c’est sûr que si je 
serais encore bien, je travaillerais. C’est 
toujours plus stressant de retourner d’où tu 
viens parce que déjà là, t’es jugée, fa’ que… 
Ça, c’est une partie qui est difficile. Mais même 
aller ailleurs, je n’aurais même pas l’énergie de 
le faire. Tu veux t’engager pour deux jours, 
trois jours, mais tu ne sais pas si cette journée-
là… si une des journées, tu vas être correcte ou 
pas. Il y a deux craintes : le stress. Le stress, 
veux, veux pas, va faire que je vais être 
fatiguée! Ça amplifie… beaucoup. Pis l’autre 
affaire, c’est la peur… y  a une peur de ne pas 
être capable d’apprendre. Ça ne rentre pas!” 
(Julie) 

14 "You grieve your profession. When I fell ill, 
[...] it was an idyllic time for me. [...] I was 
recognized in my profession. I had a really nice 
office, which I could no longer enjoy. It was a 
happy time for me. I left that job. In any event, 
we all experience these grieves. There’s our 
social life. Financially, the battle that we 
sometimes have to do with insurance 
companies to get them to give us what we’re 
entitled to... Of course, with all this, anyone 
would experience depression. There have been 
times when I want to say "What’s my future 
going to be like with this?" because for the first 
10 years, I couldn’t believe that I was going to 
stay like this." (Quotation 14, Marjolaine) 

« Tu vis le deuil de ta profession, moi quand je 
suis tombée malade, (..) j’étais dans un moment 
idyllique : (..) Dans mon milieu professionnel, 
j’étais reconnue (..) J’étais dans un moment 
heureux, j’avais un super beau local à la 
hauteur, que je n’avais même pas plus en 
bénéficier. Je suis partie de là. En tout cas, on a 
tous ces deuils là à vivre ensuite on a notre vie 
sociale, financièrement, la bataille qu’on doit 
faire auprès des assureurs des fois pour qu’ils 
nous donnent notre dû (..). C’est sûr que dans le 
lot n’importe quel humain va vivre une 
dépression. J’ai eu des moments où je veux 
dire, je m’en vais où comme ça dans ma vie, 
parce que pendant les dix premières années, 
c’était ‘ça ne se peut pas que je reste comme 
ça’. » (Marjolaine) 

15 "I always have to be accompanied by 
somebody when I move around. It's a drag. I'm 
only 33... My mother has power of attorney for 
my bank account so that she can make my 
transactions. Things are mixed up. It's supposed 
to be me who has power of attorney for her at 
her age." (Quotation 15, Maurice) 

« Tu sais pour mes déplacer, je suis tout le 
temps obligé d’être accompagné, c’est plate, 
j’ai juste 33 ans là (..) Ma mère elle a une 
procuration dans mon compte de banque pour 
faire mes transactions, tu sais. C’est le monde à 
l’envers, c’est supposé être moi à son âge qui 
en a une. » (Maurice) 
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16 "[When I fell ill], I was very, very active. I was 
working 40 hours a week, I was doing ballroom 
dancing, and I was involved in competitions. I 
danced about 20 hours a week and I worked out 
at the gym three to five days a week in addition 
to dancing. But obviously, with my health, I 
had to cut back. I kept on cutting back, but it 
never did help. At the beginning, given that I 
was extremely active, I found it very difficult 
and very frustrating. For me, dancing was my 
life. So, [it was] very difficult to accept 
(crying)." (Quotation 16, Mélanie) 

« (Quand je suis tombé malade), j’étais très, 
très, très active, je travaillais 40h/semaine, je 
faisais de la danse sociale, je faisais de la 
compétition. Donc, je dansais une vingtaine 
d’heures/semaine et je m’entraînais au gym 3 à 
5 jours/semaine, en plus de la danse. Mais là, 
évidemment avec mon état de santé, y il a fallu 
que je diminue, puis, c’était diminuer, 
diminuer, diminuer… pis c’était jamais mieux. 
Au début, étant donné que j’étais quelqu’un 
d’extrêmement active, euh… je trouvais ça très 
difficile, très frustrant. Pour moi, la danse, 
c’était ma vie. Donc, (c’était) très difficile à 
accepter (pleurs)” (Mélanie) 

17 "I experienced a lot of anger because I didn't 
know what I had. I went for 20 years without 
knowing what I had. [...] I had agoraphobia 
because I was afraid.. Given that I wasn't 
feeling well, I was afraid of going anywhere 
and everywhere. So, at some point, I had to be 
treated for agoraphobia. For those 20 years, I 
experienced a thousand and one fears. I was 
afraid I had Alzheimer's because I was 
experiencing memory loss, trembling, 
involuntary movements... So, I had all kinds of 
symptoms. What I didn’t have was answers. 
None. How I survived, I don't know..." 
(Quotation 17, Sarah) 

« J’ai vécu énormément de colère parce que je 
ne savais pas ce que j’avais. J’ai été 20 ans à ne 
pas savoir ce que j’avais. (..) J’ai fait de 
l’agoraphobie, parce que j’avais peur parce que 
je ne me sentais pas bien. J’avais peur d’aller 
partout, n’importe où, alors je veux dire à un 
moment donné, j’ai été obligée d’être traitée 
pour l’agoraphobie. Pendant ces 20 ans-là, j’ai 
fait face à 1 001 peurs. J’avais peur de souffrir 
d’Alzheimer, parce que j’avais des pertes de 
mémoire, j’avais des tremblements, des 
mouvements involontaires… Alors j’avais 
toutes sortes de choses, excepté… je n’avais 
aucune réponse. Aucune. Et ça, comment ça se 
fait que je ne me suis pas laissé mourir, je ne 
sais pas… « (Sarah) 

18 "I’ve had enough. I am not saying that I would 
do it, but.. I would prefer to die than to 
continue. (..) Let's say that life expectancy is 75 
years. I would have about 20 more years to live. 
I cannot believe that I have to live like this for 
another 20 years. This doesn't mean that I 
would do it, because it’s against my conscience. 
But I would like it to come to an end now. I've 
had enough." (Quotation 18, Rafaël) 

«Là, j’en ai eu comme assez. Je ne dis pas que 
je le ferais mais… je peux dire des grands mots, 
mais j’aimerais mieux mourir que de continuer. 
Je ne peux pas croire que je… mettons que 
l’espérance de vie ce serait 75 ans, il m’en 
resterait 20, une vingtaine d’années à vivre, je 
ne peux pas croire que j’aimerais ça vivre 
encore pendant 20 ans là. Ça ne veut pas dire 
que je le ferais, parce que ma conscience ne me 
le permet pas. C’est grave mais j’aimerais ça 
que ça finisse là, là. C’est assez. » (Rafaël) 

19 "I want to disappear. Poof! I've had enough! 
But it's not an appropriate solution... When I 
reach my limit, when I can't take it any longer, 
it's always mutilation, every time. I've been 
doing it for a long time. This is as far as I can 
go. It is an overreaction." (Quotation 19, 
Geneviève) 

« Je veux disparaître. Pouf! Là, c’est assez! Ce 
n’est pas une bonne solution… C’est le plus 
loin que je peux aller. C’est une overreaction. 
(..) Moi, quand je ne suis plus capable, quand je 
ne supporte plus… c’est toujours la mutilation, 
tout le temps, ça fait longtemps que je fais ça. » 
(Geneviève) 
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20 "When I go to the doctor, I notice that there are 
a lot of us with the same thing. However, in any 
case, it's nice to talk about it. We talk to each 
other, but that doesn’t change anything at all. 
It's just that you learn that some woman’s 
husband left her because she was sick. This and 
this person lost her job. Everyone ends up at the 
same place. All we really learn is that we all 
pretty much have the same problems. [...] 
Personally, I find that this is like rubbing salt in 
the wound. We're there, and we tell each other 
about our fears and then get distraught. [...] 
Today, I would like to move onto something 
else." (Quotation 20, Pascal) 

« Quand je vais chez le médecin, on constate 
qu’on est plusieurs qui a la même affaire. Mais, 
de toute façon, d’en parler, c’est le fun, on se 
parle, mais ça n’apporte rien de particulier. 
C’est juste que tu constates qu’elle, son mari l’a 
quitté parce qu’elle était malade, une telle a 
perdu sa job, tout le monde arrive au même 
point. C’est juste que ce que ça donne c’est ça, 
constater qu’on a tous a peu près les mêmes 
difficultés. (..) Pis moi, personnellement, (..) je 
trouve que ça, c’est de tourner le fer dans la 
plaie. On est là et on se raconte nos peurs. Et 
puis, on se pique. (..) Aujourd’hui, j’aimerais ça 
passer à autre chose » (Pascal) 

21 Roger: “Psychologically and mentally I had a 
quite a block in my thinking. For instance, 
come Christmas time, I could visualise the 
process: you have to buy the cards, buy the 
stamps, you have to print the address and so on. 
And that was just too much for me. I couldn’t 
see myself taking all those steps.”  
Interviewer: “So it wasn’t just a matter of 
having the energy to go out and buy them, it 
was also a matter of going through the whole 
process of writing them and stamping them 
and...” 
Roger: “And the mind telling you that it was 
too much for you, that was the funny thing 
about it. I mean, we all know about the power 
of positive thinking, and I find that now I can 
tackle quite significant problems, simply by 
saying that I am going to solve them, and not 
that they are too big for me.” (Quotation 21) 

Roger* : « Psychologiquement et mentalement, 
j’avais comme un blocage de mes pensées. Par 
exemple, le temps des Fêtes venu, je pouvais 
visualiser ce qui s’en venait : acheter les cartes 
de Noël, puis les timbres, inscrire les adresses 
sur les enveloppes, et ainsi de suite. Et c’était 
simplement trop pour moi. Je ne pouvais 
m’imaginer franchir toutes ces étapes. » 
Interviewer : « Alors il n’était pas uniquement 
question d’avoir de l’énergie pour sortir et 
acheter ce qu’il fallait, il s’agissait aussi d’avoir 
à traverser tout le processus : écrire, affranchir 
les cartes et… » 
Roger : « Et le plus drôle, c’est que tu te dis que 
c’est trop pour toi. Je veux dire, nous 
connaissons tous le pouvoir de la pensée 
positive et je suis d’avis qu’à présent, je peux 
m’attaquer à des difficultés assez importantes 
simplement en me disant que je vais réussir à 
les résoudre et qu’elles ne sont pas 
insurmontables pour moi. » (citation 21). 

22 "[I'll tell her] to be patient. I find that at the 
beginning, we can't tell people to accept it. At 
the beginning, when people told me to accept it, 
for me, accepting was to resign to doing 
nothing. But afterwards, I understood. I agreed 
to live with what I had. [...] I've learned to live 
with it. I don't have a choice. It's that or 
suicide..." (Quotation 22, Jeanne) 

« (Je lui dirai) d’être patiente, je trouve qu’au 
début on ne peux pas lui dire de l’accepter. 
Moi, quand les gens au début me disait accepte-
le, pour moi accepter c’était comme me 
résigner à rien faire, mais après j’ai compris. 
J’accepte de vivre avec qu’est ce que j’ai. (..) 
J’ai appris à vivre avec, on n’a pas le choix. 
C’est ça ou on se suicide… » (Jeanne) 
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23 "I was 30 years old when I fell ill. For me, my 
life was ahead of me. I didn't need to get 
married the following day.(..)Then, after falling 
ill, it wasn't even a question of getting married 
because I wouldn't be able to have a family. So, 
it was one grief after another: No, you won’t 
have a family. No, you won’t have a husband 
because there are very few guys who will stay 
with a girl who's sick. Instead, they tend to go 
away. (..) What saved me was living one day at 
a time, sometimes even one hour at a time. 
There are no plans. It's better that there aren't 
any because then you don't have any 
disappointments." (Quotation 23, Sarah) 

« Moi, j’avais 30 ans quand je suis tombée 
malade. Pour moi, j’avais la vie devant moi. Je 
n’avais pas besoin de me marier demain matin, 
ce n’était pas urgent, mon affaire. Pis après la 
maladie, ce n’est même pas : ‘je vais me 
marier’ parce que je ne serais pas capable 
d’avoir une famille. Alors c’est deuil après 
deuil, un après l’autre : Non, t’auras pas de 
famille, Non, t’auras pas de mari parce que il y 
a très peu de maris qui… un gars ne reste pas à 
côté d’une fille qui est malade. Ils ont tendance 
plutôt à s’en aller. Alors, c’est pour ça qu’il faut 
absolument vivre une journée à la fois. Pour 
moi, ce qui m’a sauvé, c’est de vivre une 
journée à la fois. Même des fois, une heure à la 
fois. Il n’y en n’a pas de plans. C’est mieux 
qu’il n’y en ait pas, parce que tu n’as pas de 
déception. » (Sarah) 

24 "I've never been one to impose anything, but 
now, I impose limits. I like volunteer work a 
lot, except that sometimes, it's too much. 
Previously, I wouldn't say anything. I would do 
it just the same and wear myself out. Now, I 
say, "No, I'm not in shape today. I'm sorry, but 
I can't help you." This has changed. I wasn't 
like this before." (Quotation 24, Geneviève) 

« J’ai jamais été une personne qui imposait 
quelque chose, mais maintenant, j’impose des 
limites. Quand je fais du bénévolat, j’aime ça 
beaucoup, sauf que des fois quand c’est trop, 
c’est trop, mais avant, je ne le disais pas, je le 
faisais pareil pis je m’épuisais. Maintenant, je 
dis non, aujourd’hui, je ne suis pas en forme, je 
suis désolée, je ne peux pas t’aider. Ça, ça a 
changé, je n’étais pas comme ça avant. » 
(Geneviève) 

25 "A lot of things have changed in my life, and I 
find that this is essential. Now, I tell myself that 
[...] this disease has not occurred for nothing in 
my life. I don't believe that people are 
predestined and all that, but in any event, it has 
helped me understand things, accept things, and 
better cope with extremely bad family 
relationships where I am not at all understood. 
It has helped me to feel calmer on the inside, to 
better ground myself in events and not be all 
over the place." (Quotation 25, Amélie) 

« Il y a plein de choses qui ont changé dans ma 
vie. Et je trouve que c’est essentiel. Moi 
maintenant je me dit que si (..).. cette maladie là 
n’est pas arrivée pour rien dans ma vie. Je ne 
crois pas qu’on est  prédestiné et tout ça, mais 
en tout cas elle m’a aidé à comprendre des 
choses, à accepter des choses, à mieux vivre 
des rapports familiaux extrêmement mauvais où 
on me comprend pas du tout, elle m’a aidé à 
être plus sereine intérieurement, par exemple à 
mieux me centrer dans les événements, à ne pas 
m’éparpiller.» (Amélie) 

26 "[A support group] have to be properly 
supervised, because if it's not, this could distort 
one’s self-identity as someone who has chronic 
fatigue syndrome. If your identity is built more 
and more exclusively around this, you'll be sick 
until you die." (Quotation 26, Jacques) 

« Il faudrait que (un groupe de soutien) soit 
bien encadré. Parce que sinon, ça peut avoir des 
effets pervers de se confirmer dans le statut de 
‘moi, je suis quelqu’un qui souffre de la fatigue 
chronique’. Si ton identité se construit de plus 
en plus exclusivement autour de ça, tu es fait, tu 
vas l’être jusqu’à ta mort. » (Jacques) 
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27 "I’ve never felt comforted when I was told, 
"You have chronic fatigue syndrome." So 
what? That hasn't changed anything in my life. 
I know I'm sick. There’re some [people]... It 
seemed that it comforted them to hear that they 
had cancer. I was comforted when I came out 
of an exam because my mother has multiple 
sclerosis, and, at a given point in time, he said 
that it might be multiple sclerosis. I remember 
when I had had the tests and it took two to three 
weeks to get the results. I was stressed out. I 
was very happy to learn that it wasn’t multiple 
sclerosis. I was happy when they ruled out a 
disease. It wasn't anything positive for me to be 
told, "This is what you have..." (Quotation 27, 
Jacques) 

« Moi, ça ne m’a jamais réconforté qu’on me 
dise ‘Ah, vous souffrez du syndrome de la 
fatigue chronique’. So what, ça n’a rien changé 
dans ma vie, je le sais que je suis malade. Il y 
en a, j’avais l’impression que ça les réconfortait 
de savoir que tu as un cancer. Moi, j’étais 
réconforté quand je sortais d’un examen, parce 
que ma mère souffre de la sclérose en plaques, 
et un moment donné, il disait que c’était peut-
être la sclérose en plaques. Je me souviens 
quand j’avais été passé les examens et ça 
prenait 2 à 3 semaines avant d’avoir les 
résultats, j’étais stressé, et j’étais très très 
content de savoir que ce n’était pas la sclérose 
en plaques. J’étais content quand ils éliminaient 
une maladie. Ce n’était pas quelque chose de 
positif pour moi de me faire dire ‘Voici le nom 
de votre maladie’. (Jacques) 

28 "[My father] has difficulty believing I’m 
affected. He says I'm sick when it suits me. [...] 
I bought Filion's book on CFS and asked him to 
read it. He said that he didn't believe in that 
stuff. Given that he was hurling comments at 
me, which hurt, I said to him, "Listen, after 
you’ve read it, after you’ve read the entire book 
and understood what CFS is, I’ll let you insult 
me and tell me that I'm lazy and don't want to 
work. But as long as you haven’t read it, I 
never want to hear another peep from you." He 
then told me that he wasn’t going to read it." 
"Well then," I said to him, "I don't want to hear 
any more from you. You don't want to read it. 
No problem. I can't force you to read it, but I 
insist that you never say another word to me… 
You no longer have the right to tell me that I'm 
lazy and that I'm a deadbeat." You know, at the 
beginning, it got to me... It made me cry." 
(Quotation 28, Geneviève) 

« (Mon père), c’est une personne qui a de la 
misère à croire que je suis atteinte. Lui, il dit 
que je suis malade quand ça me tente. (..) J’ai 
acheté le livre de M. Fillion sur le SFC et je lui 
ai demandé de le lire. Il m’a dit : moi, je ne 
crois pas à ça. Mon père. Je lui ai dit : écoute, 
quand tu auras lu - parce qu’il me lance des 
remarques, tu sais, ça fait mal - quand tu auras 
lu au complet et que t’auras compris ce que 
c’est le SFC, je te permettrai de m’insulter et de 
me dire que je suis une paresseuse, pis que je ne 
veux pas travailler. Mais tant que tu ne l’as pas 
lu, je ne veux plus jamais entendre un mot. Pis 
il m’a dit : je ne le lirai pas. Bon ben, je lui ai 
dit : ben je ne veux plus t’entendre, d’abord. Tu 
ne veux pas le lire, pas de problème, je ne peux 
pas te l’imposer. Mais moi, je t’impose de ne 
plus jamais me dire… tu n’as plus le droit de 
me dire que je suis une paresseuse pis que j’ai 
le cordon du cœur qui traîne dans la marde… 
Tu sais, au début, ça me prenait… Il me faisait 
pleurer. » (Geneviève) 

29 "It's one of the worst aspects...other people. The 
lack of understanding, the judgment of others.. 
He saw that I was sick. "It's all in your head," 
my boss would often say. [...] In his eyes, I was 
crazy. It was all in my head, and I was being 
self-indulgent. The others, too, I found out 
afterwards. Another person told me, "We would 
laugh. We would say to ourselves, 'He's crazy.'" 
That was hard. People I was friends with and 
who I worked with also abandoned me." 
(Quotation 29, Pascal) 

« Ça c’est un des côtés les pires.. les autres. 
L’incompréhension, le jugement des autres.  Il 
me voyait malade; ‘C’est dans ta tête’. Mon 
patron le disait souvent. (..) J’étais fou pour lui, 
c’était dans ma tête, je m’écoutais. Les autres 
aussi, je l’ai su par la suite, un autre qui m’a dit 
‘On riait, on se disait, il est fou’ (..) Ça, ça a été 
dure, des gens avec qui j’étais amis qui m’ont 
abandonné aussi et que je travaillais avec. » 
(Pascal) 
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30 "I would visit [my work place] from time to 
time. I would see people, I would bring them up 
to date. They clearly noticed it when I arrived 
and sat down, when I crossed the editing room 
slower than a turtle. They noticed this. So, they 
were very, very kind, the supervisors, the 
administrative assistant, who helped me a lot 
with insurance matters." (Quotation 30, 
Jacques) 

« J’allais faire un tour au (travail) de temps en 
temps, je voyais les gens, je donnais des 
nouvelles, puis ils le voyaient bien quand 
j’arrivais et que je m’assoyais. Quand je 
traversais la salle de rédaction, à la vitesse, 
même pas d’une tortue. Ils le voyaient, alors ils 
ont été très, très gentils, les patrons, l’adjointe 
administrative qui m’aidait beaucoup pour les 
questions d’assurance. » (Jacques) 

31 "What was really hard was that it broke up my 
marriage. We had been married for 27 years, 
and it was because of my illness. I came here to 
live just for a certain amount of time in order to 
reduce the tension, because this was creating a 
lot of tension at home. They felt powerless, and 
we no longer had any idea what to do. And 
after I had been here for about a month, my 
wife told me that it was over. I didn’t see that 
one coming. The solitude was even greater. 
Despite all my efforts, I still have a lot of 
difficulty accepting this. It's my sixth year here, 
and I'm starting to have a bit more of a 
relationship with my children, and my behavior 
has improved a lot [...] I have, despite 
everything, managed to change a lot of things... 
They clearly see that their father is much more 
communicative than they thought" 
(Quotation 31, Rafaël) 

« C’est qui a été ben dur à vivre, c’est que ça a 
brisé mon mariage. On a été marié 27 ans, pis 
c’est à cause de la maladie. Moi je m’en venais 
vivre ici juste pour un certain temps, pour 
enlever de la tension, parce que ça créait 
beaucoup de tension dans la maison, ils se 
sentaient impuissants pis on savait plus trop 
quoi faire. Pis quand ça a fait 3 semaines-1 
mois que j’étais ici, ma femme elle m’a 
annoncé que c’était fini. Celle-là, je ne l’ai pas 
vu arriver. La solitude était encore plus grande, 
c’est… malgré tous les efforts que je fais j’ai 
encore ben de la misère à accepter ça. C’est ma 
6e année ici, pis là je commence à avoir un petit 
peu plus de relation avec mes enfants pis… 
quand même, mon comportement s’est 
beaucoup amélioré.. (..)  j’ai réussi à changer 
quand même beaucoup de choses… ils 
s’aperçoivent ben leur père il est ben plus 
parlable que ce qu’ils pensaient. » (Rafaël) 

32 "I’d say that the problem wasn't them. It was 
me. [...] There was always this fear, the fear 
that people would say, "Oh, he's not really sick. 
He's faking it, or he's just lazy." My family, the 
people I work with, I didn't have any fears 
about them. But as for people who really didn't 
know me well, I would say to myself, "What 
are they going to think? What are they going to 
say?" (Quotation 32, Jacques) 

« Je dirais que le problème ne venant pas d’eux, 
il venait de moi. (..) Il y avais toujours la 
crainte, la peur que les gens disent ‘Ah, il n’est 
pas vraiment malade, il fait à semblant ou bien 
il est juste un peu paresseux’. Les proches, les 
gens avec qui je travaille, je n’avais aucune 
crainte de ce côté-là, mais les gens qui ne me 
connaissaient pas vraiment, je me disais 
« Qu’est-ce qu’ils vont penser, qu’est-ce qu’ils 
vont dire?». (Jacques) 

33 "[My coworkers] came to see me at the 
hospital, but they couldn't get over it because I 
was still young. I was having fun, laughing, 
taking evening courses. Everyone was very, 
very surprised that this happened overnight, 
that I fell ill. They reacted well, but at the same 
time, they were afraid. They said to themselves, 
"My God, this could happen to us." (Quotation 
33, Jeanne) 

« (Mes collègues) sont venus me voir à 
l’hôpital, mais tout le monde n’en revenait pas 
parce que moi j’étais toujours une fille, je veux 
dire on avait du plaisir, je riais, je prenais des 
cours le soir. Tout le monde a été très, très 
surpris que du jour au lendemain…que ça 
arrive, que tu tombes. Ils ont bien réagi, mais 
en même temps, ils avaient peur eux autres 
même. Ils se sont dit, mais mon Dieu, ça peut 
nous arriver. » (Jeanne) 
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34 "Because I contested [the insurance company’s 
decision], I went for a second evaluation. The 
guy […] started: "What’s this? Why are you 
using a cane?" "Well, because I need it," I said. 
He ended up telling me that I didn't want to 
work. "Is it because you don't want to work, or 
is it because it wasn’t going well at work?" I 
said no, that everything was going well. They 
treat us as if we weren’t sick, actually, like a 
bunch of lazy bums, like we don’t want to... 
[...], almost like trash. When I got out of there, I 
was in tears." (Quotation 34, Jeanne) 

“Parce que moi j’ai contesté (le décision de 
l’assureur), je suis allée en 2ième expertise, le 
monsieur (..) il commence :’ Comment ça, 
pourquoi vous marchez avec une canne?’ Bien 
parce que j’en ai de besoin, j’ai dit, 
autrement… Il me laissait savoir finalement 
que je ne voulais pas travailler : ‘C’est parce 
que vous ne voulez pas travailler ou ça allais-tu 
mal à votre travail?’. J’ai dit non, que tout allait 
bien. Ils ont comme un …ils nous traitent un 
peu comme des gens qui ne sont pas malades, 
comme des paresseux, comme on voudrait pas.. 
(..) comme des déchets quasiment. Fait que 
quand je suis sortie de là, je pleurais. » (Jeanne) 

35 "The contempt for the poor, for welfare 
recipients doesn't help. It's maintained and 
propagated by all kinds of people, by the media 
and, I would even say, by the Ministers of 
Health and Social Services. "We're going to 
take welfare recipients and put them to work." 
OK. Do it, but stop saying that it's their fault. 
[...] People aren’t poor or sick for the fun of it. 
The very attitude... And when you encounter a 
welfare agent who looks down on you, who 
even threatens you... The type who says, "Well, 
you've been cut by x number of months. Protest 
as you wish, but you won't gain anything." He 
puts you in a situation where, from the get-go, 
you say that there's nothing you can do, you 
have nothing left. [...] He's there just to cut 
back [on your welfare], and you're already in 
such a bind that you don't know how you're 
going to get out of it. Then he puts in the cork. 
Get out of the way! Instead of hurting me, help 
me!" (Quotation 35, Pascal) 

« Le mépris face aux gens qui sont pauvres, 
assistés sociaux, ça n’aide pas. C’est maintenu 
et c’est propagé par toute sorte de monde, 
autant par les médias ou par, je dirais même, 
par des ministres de la Santé et Service Social. 
‘On va prendre les assistés sociaux, on va les 
mettre au travail’. Ok, fais-le, mais arrête de 
dire que c’est de leur faute (..) Les gens, ce 
n’est pas par plaisir qu’ils sont pauvres ou 
qu’ils sont malades. La simple attitude.. et 
quand tu arrives face à un agent d’aide sociale 
qui te méprise, qui te menace même, le genre 
‘Ben, tu es coupé de tant de mois, proteste 
comme tu veux, de toute façon, tu ne gagneras 
pas’. Il te met dans une situation qu’en partant 
tu dis, il n’y a rien à faire, je n’ai plus rien. (..) 
Il est là juste pour couper (l’aide social) et déjà 
tu es tellement rendu dans une espèce 
d’entonnoir où tu ne sais pas comment tu vas 
t’en sortir, puis l’autre viens de mettre un 
bouchon. Ôte-toi de là, au lieu de me nuire, 
aide-moi! « (Pascal) 

36 "Yes, this disease is disabling, just as the 
insurance company told me. That's what they 
don't understand! What's the advantage of 
having made $70,000 a year, when, today, I 
draw $1,400 a month? What's the point? I used 
to make that much a week! There’s no point in 
this. Twice, they hired private detectives to 
follow me, and I was aware of this. This is why 
I had gone to see a psychiatrist [name], because 
this caused me stress. And these guys really 
weren't discreet. They were on the corner of our 
block and got into their car right after me. And 
they filmed me. They really weren't discreet." 
(Quotation 36, Maurice) 

« Oui, ça rend une personne invalide cette 
maladie-là. Comme la compagnie d’assurance 
en a parlé.  Je trouve ça plate, c’est tout le 
temps.. C’est ça qu’ils ne comprennent pas! Tu 
sais, c’est quoi l’avantage de voilà 10 ans où je 
gagnais 70 000 par année, et d’aujourd’hui d’en 
retirer 1400 piastres par mois. C’est quoi mon 
but?  Tu sais, je faisais ça par semaine. Tu sais, 
il n’y a aucun but.  À deux reprises, ils ont 
engagé des détectives privés pour me faire 
suivre et je m’en suis rendu compte. C’est pour 
ça que j’avais été voir le psychiatre (nom) parce 
que ça me causait du stress. Et puis ils n’étaient 
vraiment pas discrets les gars. Ils étaient au 
coin de la rue chez nous puis ils embarquaient 
tout de suite en arrière toi. Puis…je me suis fait 
filmer. Ils n’étaient vraiment pas discret.» 
(Maurice) 
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37 "There are people I talk to. I've got friends and 
family I talk to. This helps a lot. Maybe it’s just 
me, but I listen to others a lot. They constantly 
say to me, "You listen. You're a good listener. 
You listen a lot." I think this is simply so as not 
to shut myself in on me and my illness." 
(Quotation 37, Pascal) 

« J’ai du monde avec qui je parle, j’ai des amis, 
j’ai de la famille avec qui je parle, ça, ça 
compte beaucoup. C’est peut-être spécifique à 
moi, j’écoute beaucoup les autres.  On me le dit 
tout le temps ‘Tu écoutes, tu as une bonne 
écoute, tu écoutes beaucoup’. Pis ça, je pense 
que c’est tout simplement pour ne pas me 
refermer sur moi et sur ma maladie. » (Pascal) 

38 "I must say that I was in good spirits, despite 
everything. Everyone was telling me this ever 
since I fell ill. My friends used to come to see 
me and would say, "How do you do it? Seems 
to me that I would have let myself go." My 
doctor often told me that I looked fine. He 
would make me laugh. But just because I don't 
cry doesn’t mean that I'm doing well. I can't 
spend my time complaining or crying, for if I 
do, everyone will abandon me, because there 
are people who will leave you. That cannot be 
easy.” (Quotation 38, Pascal) 

« J’avoue que j’avais malgré tout un bon moral. 
Tout le monde me l’a dit, depuis que je suis 
malade. Mes amis venaient me voir et me disait 
‘Comment tu fais, me semble que je me serais 
laissé aller’. Mon docteur me le disait souvent 
‘Vous avez l’air bien’. Il me faisait rire le 
docteur.  Ce n’est pas parce que je ne pleure pas 
que je vais bien. Je ne peux pas passer mon 
temps à me plaindre ou à pleurer sinon, je 
n’aurai plus personne autour de moi. Parce 
qu’il y a des gens qui s’en vont, ce ne doit pas 
être évident.» (Pascal) 

39 "I didn't call my co-workers back. I didn't hear 
from them. I didn't... It's rather embarrassing, 
isn’t it (laughter)? It's embarrassing because 
there are a lot of people who will say that it's... 
Well, it all has to do with the mind. Although in 
my department, several people were tired..." 
(Quotation 39, Julie) 

« Je n’ai pas rappelé mes collègues… je n’ai 
pas eu de nouvelles… j’ai pas… C’est assez 
honteux, hein (rires)? C’est honteux parce qu’il 
y a plusieurs gens qui peuvent dire que c’est… 
ben, tout ce qui est relatif au cerveau. Quoique 
dans mon département, y en avait plusieurs qui 
étaient fatiguées.. » (Julie) 

40 “Yesterday, the cleaning lady went to do the 
laundry. When she went down there, there were 
three people who talked to her about me. Blah, 
blah, blah. They don’t understand and don’t 
want to try to understand. I shun them, but 
that’s not easy to do, because when you do that, 
you find yourself all alone for a while. And 
solitude is difficult.” (Quotation 40, Rafaël) 

« La femme de ménage est allée faire les 
lavages hier, quand elle est descendue il y avait 
3 personnes qui lui ont parlé de moi, pis patati 
et patata. Ils comprennent pas pis ils ne veulent 
pas essayer de comprendre. Je les mets de côté. 
Mais ce n’est pas facile à faire, parce que quand 
tu fais ça, tu te retrouves tout seul pendant un 
bout. Pis la solitude, elle est dure à vivre. » 
(Rafaël) 

41 “A few years ago, there was an article about 
chronic fatigue in L’Actualité that I 
photocopied and gave to lots of people. I don’t 
know if they read it or forgot about it!” 
(Quotation 41, Céline) 

« Il y a quelques années, il y avait un article sur 
la fatigue chronique dans L’Actualité que j’ai 
photocopié et que j’ai donné à plein de 
personnes. Je ne sais pas s’ils l’ont lu… ou ils 
ont oublié! » (Céline) 

42 I bought Filion's book on CFS and asked [my 
father] to read it. He said he didn’t believe in 
that stuff. I said to him, "Listen, after you’ve 
read the entire book and understood what CFS 
is, I’ll let you insult me and tell me that I'm lazy 
and don't want to work. But as long as you 
haven’t read it, I never want to hear another 
peep from you." He then told me that he wasn’t 
going to read it." (Quotation 42, Geneviève) 

« J’ai acheté le livre de M. Fillion sur le SFC et 
j’ai demandé (à mon père) de le lire. Il m’a dit : 
moi, je n’crois pas à ça, ces affaires-là. Mon 
père. Je lui ai dit : écoute, quand tu auras lu au 
complet et que t’auras compris ce que c’est le 
SFC, je te permettrai de m’insulter et de me 
dire que je suis une paresseuse, pis que je ne 
veux pas travailler. Mais tant que tu ne l’as pas 
lu, je ne veux plus jamais entendre un mot. Pis 
il m’a dit : je ne le lirai pas. » (Geneviève) 
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43 “I really went through hell. What helped me 
was to build a new social network. Since 2001, 
I’ve stayed friends with the people I knew in 
chronic fatigue support groups, and I’m 
comfortable talking to them. However, not all 
the time, because even if they’re good people, 
seeing that I’m doing better, I feel as if I’m 
always being dragged down. [...] At the same 
time, these people have helped me, and I’ve 
helped them. I’m not someone who drops 
people because I’m doing better... except that at 
the same time, I need to feel normal...” 
(Quotation 43, Carole) 

« J’ai vraiment vécu un calvaire, puis ce qui 
m’a aidé, c’est de me refaire un nouveau réseau 
social. Puis j’ai gardé des amis, depuis 2001, 
que j’ai connu dans des groupes de soutien du 
syndrome de la fatigue chronique, mais encore 
là, je reste à l’aise de leur parler, mais en même 
temps, pas tout le temps parce que même si 
c’est des bonnes personnes, vu que moi, je vais 
mieux, c’est comme si j’ai l’impression d’être 
toujours tirée vers le bas. (..) Puis, en même 
temps, ces gens-là m’ont aidé et je les ai aidés. 
Puis je suis quelqu’un qui ne lâche pas du 
monde parce que je vais mieux… sauf qu’en 
même temps, j’ai besoin d’avoir l’impression 
d’être normale… » (Carole) 

44 “Ten years ago and since last year, I’ve always 
tried to lead as normal a life as possible. So, I 
continue to see my friends. I don’t need to go 
into a depression on top of this. So, I would see 
my friends. That was nice. That was beneficial 
for me, but at the same time, it increased my 
headaches. [...] But it’s no big deal. It was good 
for me to stay in contact with people. [...] 
Contact is the most basic thing. Friends help 
you see yourself in a different light, not just as 
someone who’s sick. Don’t let yourself be shut 
in.” (Quotation 44, Jacques) 

« Il y a dix et depuis l’année dernière, j’ai 
toujours essayé de maintenir une vie la plus 
normale possible. Donc, je continue de voir 
mes amis, je n’ai pas besoin de faire une 
dépression en plus. Donc, je voyais mes amis, 
ça me faisait plaisir, ça me faisait du bien, mais 
en même temps ça amplifiait mes maux de 
tête.(..) mais ce n’est pas grave, ça me faisait du 
bien de rester en contact avec les gens. (..) Les 
contacts c’est la chose la plus fondamentale. 
Avec les amis, ils sont capables de te renvoyer 
de toi une autre image, de simplement 
quelqu’un qui est malade. Ne pas se laisser 
enfermer. » (Jacques) 

45 “The hospital’s chief neurologist at the time... I 
went there for tests. I had had facial paralysis. 
Nothing major. Minor. I was about to have 
some tests, and when I mentioned chronic 
fatigue, she said, “Oh, chronic fatigue!” (rolls 
his eyes). I said, “Excuse me, but I’m with Dr. 
[name]. He’s the one who sent me here. I don’t 
think he would have said that if it wasn’t true.” 
But she didn’t believe in it. Even a neurologist 
doesn’t believe in it. he told me this right to my 
face. It was insulting and contemptuous. This is 
very, very, very much how I felt.” (Quotation 
45, Pascal) 

« Le neurologue en chef de l’hôpital à l’époque. 
J’arrive là pour des tests. J’avais eu une 
paralysie faciale, pas majeure, mineure. Je vais 
passer des tests et quand je dis ‘fatigue 
chronique’, elle fait ‘Ah! La fatigue chronique’ 
(roule les yeux). Je lui ai dit ‘Je m’excuse, mais 
je suis avec le Docteur (nom) et c’est lui qui 
m’avait envoyé là. Je pense qu’il n’aurait pas 
dit ça si ce n’était pas vrai’. Mais elle, elle ne le 
croyait pas. Même une spécialiste neurologue 
n’y croit pas, pis vient me le dire en pleine face, 
c’est insultant et c’est méprisant. Et ça, ça été 
beaucoup beaucoup beaucoup ce que j’ai 
ressentit. » (Pascal) 

46 “When you’re told, ‘Oh, come on. It’s not that 
serious. There are others who are sick. Stephen 
Hawking is sick. He’s written about the Big 
Bang.’ Yeah, but I’m not Stephen Hawking. 
It’s like... I’m sorry. I’m not an astrophysicist. 
These things are so disconnected from our 
reality...” (Quotation 46, Amélie) 

« Quand tu te fais dire : ‘Ben voyons, ce n’est 
pas si grave, il y en a d’autres qui sont malades, 
Stephen Hawkins est malade puis il écrit sur le 
Big Bang’… ouais, mais c’est parce que moi je 
ne suis pas Stephen Hawkins. C’est comme… 
je regrette, je ne suis pas astrophysicien là. Ça 
c’est des affaires qui sont tellement 
déconnectées de notre réalité… » (Amélie) 
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47 “[My doctor] is very, very young. When I 
started seeing her, she had just graduated…, so 
she was quite open-minded. She said to me flat 
out, after running all the tests she was familiar 
with, “I don’t believe in it, but I think you have 
CFS.” So, she, too, she made this assumption, 
but she didn’t know what to do. What’s more, 
she didn’t know where to refer me to... She 
didn’t even know that there was [patient] 
association...” (Quotation 47, Mélanie) 

« (Mon médecin), c’est un médecin qui est très 
très jeune. Quand j’ai commencé à l’avoir, elle 
sortait de l’école… donc elle était quand même 
ouverte d’esprit, là. Elle m’a carrément dit, 
après avoir fait tous les tests qu’elle 
connaissait : je n’y croyais pas, mais je pense 
que t’as le SFC. Donc elle aussi, elle a eu cette 
supposition-là, mais elle ne savait pas quoi faire 
de plus, elle ne savait pas où me référer… elle 
ne savait même pas qu’il existait une 
association (de patients)… » (Mélanie) 

48 “I had a family doctor... It took two years 
before I started feeling more functional. 
Whenever I started to do a tiny bit of work, I 
would constantly have a relapse. He proceeded 
by process of elimination, except that he didn’t 
believe in CFS. So, he always ruled out [this 
diagnosis] ... Thus, we ruled out all the 
diseases, even CFS, because he didn’t want to 
hear about it.” (Quotation 48, Sarah)  

« Et après ça, j’ai eu un médecin de famille… 
ça a pris deux ans avant que je commence à être 
plus fonctionnelle… et puis, à chaque fois que 
j’entamais un petit peu de travail… je rechutais 
constamment. Et lui a procédé par élimination, 
sauf que lui ne croyait pas au SFC, alors il a 
toujours écarté (ce diagnostic)… Donc on a 
écarté toutes les maladies, même le SFC parce 
que lui ne voulait pas en entendre parler. » 
(Sarah)  

49 “The first psychiatrist I had encouraged me to 
fight, to continue looking, and when I was told 
that I was crazy, he called my doctor and said 
to him, “Listen, I’m looking after my patient. 
As for the psychological aspect, I’m 
responsible for it. But look at these blood tests. 
That’s not normal. So, you do your job, and I’ll 
do mine, because she’s not crazy.” That was 
extraordinary.” (Quotation 49, Amélie) 

« Le premier psychiatre que j’avais lui il m’a 
encouragé à combattre, à toujours chercher, et 
quand je me faisais dire que j’étais folle, il 
appelait le médecin et il disait : ‘Écoutez, moi 
je suis ma patiente. Pour le côté psychologique, 
j’en suis responsable, mais regardez ces 
analyses sanguines, il y a ça,  ce n’est pas 
normal, alors faites votre job et moi je vais faire 
la mienne, parce qu’elle n’est pas folle’. Ça a 
été extraordinaire. » (Amélie) 

50 “Despite everything, I’ve always kept up my 
spirits [...] because my boss allowed me to feel 
good, and my doctor was there. He believed 
me. He didn’t tell me I was crazy like some 
people thought I was. So, all that helped me a 
lot personally.” (Quotation 50, Fanny) 

« J’ai toujours malgré tout gardé le moral, (…) 
parce que mon patron me laissait me sentir 
bien, et mon médecin était là, il me croyait, il 
ne me disait pas que j’étais folle comme il y en 
a qui l’ont pensé. Alors, tout ça m’a beaucoup 
aidé personnellement. » (Fanny) 
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51 “[My doctor] told me that working was going 
to be part of the cure, which meant that all this 
was happening in my head... So, when you do 
physical work and feel tired, you know it... I 
was insulted. You ask yourself what’s 
happening... I told myself that all doctors must 
be good. They have gone to school for a long 
time compared to me. I took him at his word, 
and I was wondering what was happening 
inside me... I didn’t feel depressed or anything. 
I just felt tired and unable to get through the 
day. [...] And I said to myself, “Is this me? 
What’s happening? ” So, I started working 
again but didn’t do any overtime. At one point, 
I could no longer do that either... I did four to 
five fewer hours [a day]... I wasn’t doing any 
activities. I would come home from work and 
go to bed.” (Quotation 51, Maurice) 

« (Mon médecin) m’a dit : le travail va faire 
partie de ta guérison… en voulant dire que 
c’était dans ma tête que ça se passait… Fait 
que, quand tu travailles physiquement pis que 
tu te sens fatigué, tu le sais… j’avais été 
insulté… pis je m’étais dit : bon! Tu sais, tu te 
demandes c’est quoi qui se passe… Pour moi, 
je me suis dit : les médecins, ils doivent tous 
être bons. Ils vont longtemps à l’école en 
comparaison à un plombier, je me suis fié à sa 
parole… pis je me demandais ce qui se passait 
en moi… Je ne me sentais pas en dépression, 
ou en rien. Je me sentais juste fatigué pis pas 
capable de faire mes journées. (..) Pis là, je me 
disais : c’est-tu moi? Qu’est-ce qui se passe? Le 
médecin m’a dit qu’il n’y avait plus rien…  pis 
que le travail faisait partie de ma guérison. Fa’ 
que j’ai recommencé à travailler sans faire 
d’overtime, pis là, à un moment donné, j’étais 
plus capable non plus… j’ai fait de 4 à 5 heures 
de moins (par jour)… je ne faisais aucune 
activité. J’arrivais de travailler et puis je me 
couchais. » (Maurice) 

52 “I get migraines. I was going to see a healer 
who...balances chakras (laughter). I did that 
once, last week,...and my migraine went away. 
I really think miracles will work better for me 
than medicine. I have more confidence in 
miracles than in medicine.” (Quotation 52, 
Céline) 

« J’ai des migraines. J’allais voir une 
guérisseuse qui… équilibre les chakras (rires). 
J’ai fait ça une fois, la semaine dernière… et 
ma migraine est partie. Mais moi, vraiment là, 
je pense que les miracles, ça va mieux marcher 
pour moi que la médecine. J’ai plus confiance 
dans les miracles que la médecine. » (Céline) 

53 “The medications he gave me are the right 
ones, so I can’t blame him for giving me the 
wrong medications, except when he got the 
diagnosis, it was as if he panicked and didn’t 
know what to do. He started to play around 
with the medications, and that scared me 
because... It was as if he was demolishing a 
kind of stability that was enabling me to 
survive. [...] And especially since I knew that 
he didn’t believe me. Good, I said. I’ll have to 
find another doctor. [...] The other doctor 
believed me, but she didn’t know what I had 
been given previously. At one point, she 
decided to retire, so I no longer have a 
doctor.” (Quotation 53, Sarah) 

« Les médicaments qu’il m’a donné sont les 
bons médicaments. Alors, je ne peux pas le 
blâmer de m’avoir donné de mauvais 
médicaments, sauf que quand il a eu le 
diagnostic, c’est comme si il a paniqué et il ne 
savait plus quoi faire. Là, il a commencé à jouer 
avec les médicaments, et il m’a fait peur parce 
que… c’est comme s’il défaisait tout un genre 
de stabilité qui faisait que j’arrivais à survivre. 
(..) Et surtout que je savais qu’il ne me croyait 
pas. Bon, j’ai dit : y faut que je trouve un autre 
médecin. (..) L’autre médecin, elle me croyait, 
mais elle ne savait pas ce qui s’était donné 
avant, et un moment donné, elle a décidé de se 
retirer. Donc, je n’ai plus de médecin. » (Sarah) 
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54 “I started searching on the Internet and, at the 
same time, while chatting on this one site, I met 
another girl who was affected. [...] She told me 
to ask my doctor, to insist that she send me to 
Hôtel-Dieu to see Dr. [name]. So, I asked my 
doctor. She didn’t want to do it. “You’re going 
to be laughed at because of your symptoms... 
You don’t have any.” I said, “We’ll see, but for 
now, I need the referral, and I’ll go see whoever 
doctor I want.” She gave me the referral 
(pretending to sigh), a bit exasperated, wanting 
to say, “Is she going to leave me alone now?” 
(Quotation 54, Geneviève) 

« J’ai commencé à chercher sur Internet pis en 
même temps, en communiquant sur un site, j’ai 
rencontré une fille qui était atteinte elle aussi. 
(..) Et puis là, elle m’a dit : demande à ton 
médecin, insiste pour qu’il t’envoie à l’Hôtel-
Dieu pour rencontrer Dr (nom). Fa’ que j’ai 
demandé à mon médecin; elle n’a pas voulu. 
‘Tu  vas faire rire de toi parce que tes 
symptômes, ça n’existe pas’. J’ai dit : on verra, 
mais pour le moment, le papier, j’en ai de 
besoin et j’irai voir celui que je veux. Elle m’a 
donné mon papier (en faisant semblant de 
soupirer), un peu exaspérée en voulant dire : 
‘Est-ce qu’elle va me ficher la paix 
maintenant? » (Geneviève) 

55 “It’s socially more okay to talk about 
fibromyalgia. It’s acceptable. That hurts. We 
understand. I sometimes fall into this trap 
because doctors sometimes... For example, I 
had eye problems and had to see 
ophthalmologists. [...] If a doctor, who doesn’t 
know me at all, asks me if I have any other 
health problems, I tend to say fibromyalgia and 
not mention anything about chronic fatigue 
syndrome because there is automatically a 
prejudice. His eyes and his body language 
indicate unwillingness. If I mention 
fibromyalgia, they [...] almost enjoy telling me 
that they’re familiar with it. When it comes to 
chronic fatigue syndrome, this whole 
‘complicated patient/management’ cloud’ 
appears...” (Quotation 55, Marjolaine) 

« C’est plus reconnu dans la société parler de 
fibromyalgie. Ça, c’est acceptable. Ça, ça fait 
mal, on comprend, mais moi-même je tombe 
dans ce piège-là parce que des fois aux 
médecins que je ne connais pas, comme là j’ai 
eu des problèmes de yeux j’ai du consulter des 
ophtalmologues, (..) un médecin qui ne me 
connaît pas du tout s’il me demande si j’ai 
d’autres problèmes de santé, j’ai tendance à 
dire fibromyalgie et de taire syndrôme de 
fatigue chronique parce qu’il y a 
automatiquement un préjugé. Dans son œil, 
dans son langage corporel; fermeture. Si je dis 
fibromyalgie, ça leur (..) fait presque plaisir de 
te faire part qu’il connaisse ça. Le syndrôme de 
fatigue chronique, on voit tout le halo de 
‘patient compliqué, prise en charge’..» 
(Marjolaine) 

56 “We’re constantly being asked questions by the 
health professionals we meet and who say that 
there’s no such thing as CFS. Before my 
operation..., a doctor at McGill told me not to 
say that I had chronic fatigue syndrome, as that 
would bother the doctors. Well, I don’t mind 
bothering doctors, so I told them I had it... 
(Quotation 56, Amélie) 

« On est continuellement questionné par les 
gens de la santé qu’on rencontrent et qui disent 
que la CFS n’existe pas. Moi avant mon 
opération (..), je me suis fait dire par un 
médecin de McGill, ‘Dit le pas que tu as le 
syndrome de fatigue chronique, ça va déranger 
les médecins’. Bien moi, ça ne me dérange pas 
de déranger les médecins. Je l’ai dit… » 
(Amélie) 
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57 “Most doctors treat us like objects, like cases to 
be treated. Or we can be individuals, that is, 
active individuals who work with doctors to 
improve our condition. I think that too often, 
unfortunately, in Québec, people behave as if 
they are objects, allow anything to be done or 
said to them... I find that by being actively 
involved, by preparing our appointments, by 
getting the facts, by providing information, we 
have a greater chance of improving our lot than 
if we’re there passively waiting... We have to 
form partnerships with our doctors. I’ve 
discarded all the doctors with whom I haven’t 
managed to do this.” (Quotation 57, Amélie) 

« La plupart des médecins nous traitent comme 
des objets, des cas à traiter. Ou on peut être 
sujet, donc un sujet actif qui va travailler avec 
le médecin dans le but d’améliorer notre état. Je 
pense que trop souvent, malheureusement, au 
Québec, les gens se comportent comme s’ils 
étaient des objets, se laissent faire faire 
n’importe quoi et dire n’importe quoi… Je 
trouve qu’en étant activement impliqué, en 
préparant les rendez-vous, en se renseignant, en 
transmettant l’information, on a plus de chance 
d’améliorer notre sort que si on est là passif à 
attendre… il faut faire un partenariat avec notre 
médecin. Et les médecins avec qui je ne suis 
pas arrivée à faire ça, je les ai tous jetés. » 
(Amélie) 

58 “Dr. [name] gave me the results: “Oh, it’s 
really not going well. This actually confirms 
that you have chronic fatigue syndrome. You’re 
severely affected.” However, he asked me some 
questions, so I showed him my ringed binder, 
and he saw all my sheets that had been 
prepared, and he said, “Well, seeing how 
you’re prepared, you’re not really sick. So, in 
the final analysis, I’m not sure anymore if you 
have CFS!” It had been months that I had been 
seeing him and had been given this diagnosis... 
Then, all of a sudden, he questioned whether I 
had chronic fatigue syndrome because I had 
prepared some sheets.” (Quotation 58, Carole) 

« Le Dr (nom) m’a dit mes résultats : ‘Ah, ça ne 
va vraiment pas bien, vous pouvez ben être 
fatiguée… ça confirme vraiment que vous avez 
le syndrome de la fatigue chronique, vous êtes 
gravement atteinte’. Mais là, il me pose des 
questions, alors je vais lui montrer mon reliure 
à anneaux et il voit toutes mes feuilles qui sont 
préparées et il me dit : ‘Ben là, à voir comment 
vous êtes préparée, vous n’êtes pas vraiment 
malade. Alors finalement, je ne suis plus sûr 
que vous l’avez, la CFS!’. Ça fait des mois que 
j’y vais et qu’ils me donnent ce diagnostic-là 
(..). Puis lui tout d’un coup pense au syndrome 
de la fatigue chronique avec un point 
d’interrogation parce que j’avais fait des 
papiers.» (Carole) 

59 “It’s quite difficult to obtain help from the 
CLSC because they’re not familiar with chronic 
fatigue syndrome. People don’t get any help 
from them. [...] It’s a shame to see just how 
little CLSC workers, those on the front line, 
know. We have to constantly explain things to 
them, justify ourselves, and fight to maintain 
services or to get them. It’s exhausting and very 
unsettling. If I don’t have anyone to do my 
housework and change my bed... I’ve been 
sleeping on the mattress cover for six weeks 
now because I haven’t had the energy to put the 
sheets back on...” (Quotation 59, Amélie) 

« La difficulté d’obtenir de l’aide du CLSC 
parce que le syndrome de fatigue chronique est 
inconnu, c’est important. Les gens n’en ont pas 
d’aide. (..) C’est désolant de voir à quel point 
les intervenants des CLSC, ceux qui sont en 
première ligne ne connaissent rien. Il faut 
constamment faire leur éducation, se justifier, 
se battre, pour conserver les services ou pour 
les avoir, c’est épuisant et très insécurisant. Moi 
si je n’ai pas personne pour faire mon ménage, 
et changer mon lit.. j’ai déjà passé 6 semaines 
couchée sur la housse du matelas parce que je 
n’avais pas l’énergie pour remettre les draps.. » 
(Amélie) 
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60 “First, I had people come to my place to cook 
for me, for example, a batch of spaghetti sauce 
or shepherd’s pie, and these things... 
vacuuming. But I asked the people around me 
more for help in taking care of my daughter... 
(crying). I said to myself that vacuuming could 
wait. To play with her... She was 2½ years old. 
[...] My daughter had a great social network. 
The help I requested was for her... These people 
were wonderful (crying).” (Quotation 60, 
Céline)  

« D’abord, j’avais des gens qui venaient me 
faire de la bouffe, comme une batch de sauce à 
spaghetti, ou du pâté chinois, pis ces affaires-
là… passer l’aspirateur. Mais je demandais plus 
de l’aide aux gens autour de moi pour qu’ils 
prennent soin de ma fille… (pleurs). Je me 
disais : mon aspirateur, ça peut attendre. De 
jouer avec elle… Elle avait deux ans et demi. 
(..) Ma fille, elle a eu un réseau social 
extraordinaire. L’aide que je demandais, c’était 
pour elle… c’était des gens merveilleux 
(pleurs). » (Céline)  

61 “I have this wish that the government would 
issue us a type of… You know, like the sticker 
for handicapped people for cars, that we could 
wear around our necks. If I took the metro, it 
would give me the right to sit down. If I was 
waiting in line in a bank, I would have the right 
to sit down without losing my place. I wouldn’t 
abuse it. It would just be for times when I’m 
really not doing well, because it would give a 
right. [...] There’s no care or services for us. So, 
until they find a treatment or tests, there could 
always be some care instead. We could pay for 
it. Such a service would improve our quality of 
life.” (Quotation 61, Carole) 

“J’ai un rêve que le gouvernement nous fasse 
un genre de - vous savez, comme les vignettes 
pour personnes handicapés pour les voitures… 
et d’avoir ça dans le cou. Si je prends le métro, 
que ça me donne le droit de m’asseoir, que dans 
les files d’attentes à la banque, j’ai le droit de 
m’asseoir sans que je perde ma place. Ce n’est 
pas pour en abuser, c’est juste pour les 
moments où je ne vais vraiment pas bien, parce 
que ça nous donne un droit. (..) Il n’existe 
aucun soin, aucun service pour nous autres. 
Alors en attendant qu’ils trouvent un traitement, 
ou qu’ils trouvent des tests, ils pourraient 
toujours y avoir des soins à la place. On paierait 
pour l’avoir, ce serait un service qui 
améliorerait notre qualité de vie. « (Carole) 

62 “I would like it if there was housing or a coop 
where all of us or those who want to, in any 
case, live close to one another and each had 
their own apartment. We could help each other. 
If I was going to go get some bread, I could call 
my neighbour and say, “I’m able to do my 
grocery shopping this morning. Would you like 
something?” (Now) each of us is in an isolated 
apartment, so this kind of thing is difficult.” 
(Quotation 62, Jeanne) 

« Moi j’aimerais ça s’il y avait un hébergement 
ou une coopérative où on pourrait tous, celle 
qui le désire en tout cas, habiter une près de 
l’autre, avoir chacune son appartement. Là on 
pourrait s’aider, si moi je m’en vais chercher du 
pain, je peux téléphoner à l’autre et dire : ce 
matin moi je suis capable de faire l’épicerie, 
veux-tu quelque chose? Parce que là on est 
dans chacun nos appartements isolés ça fait que 
c’est difficile. » (Jeanne) 
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63 “I would like some help figuring out how to lay 
out a new course for my life. Presently, I’m still 
at a dead end in the sense that... I have a new 
job, but I realize that it’s not, perhaps, the ideal 
one for me. [...] For now, I’m asking myself a 
lot of questions: What could I do in life that 
would be easy for me? Because I have to 
continue working. I don’t have a choice. I have 
to live. What kind of work could I do that 
doesn’t require any concentration, that’s not too 
physically demanding, having the tools and 
experience, and not just work-wise? In terms of 
leisure-time activities, what can I do? In other 
words, help us find an activity that’s not too 
difficult but that could, perhaps, be beneficial to 
us.” (Quotation 63, Mélanie) 

“J’aimerais avoir de l’aide pour savoir 
comment se réorienter. Actuellement, je suis 
encore dans un cul-de-sac, dans le sens que… 
j’ai un nouvel emploi, mais là, je me rends 
compte que c’est peut-être pas l’idéal pour moi. 
(..) Pour l’instant, je me questionne beaucoup. 
Je me dis : qu’est-ce que je pourrais faire dans 
ma vie qui serait facile pour moi? Parce qu’il 
faut que je continue à travailler, je n’ai pas le 
choix, il faut vivre. Quel genre de travail qu’on 
peut faire qui ne demande pas de 
concentration? Qui ne demande pas trop 
physiquement, tu sais, avoir des outils, avoir 
des expériences vécues… pis pas juste dans le 
travail. Dans les loisirs, qu’est-ce qu’on peut 
faire? Tu sais, pour nous aider à trouver une 
activité qui n’est pas trop difficile… mais qui 
pourrait peut-être nous faire du bien. » 
(Mélanie) 

64 “Finding someone, a friend or an acquaintance 
who is willing to take time to read about what 
you have, to understand what you have, to see 
how this can affect you. [...] You need a good 
person by your side. I would say that if it’s 
going really badly, a good psychiatric follow-
up, too... It’s important. Having your family 
doctor understand it too. It’s essential. You can 
no longer be the person you were. That’s 
difficult to accept. You have to talk about this a 
lot.” (Quotation 64, Geneviève) 

« De trouver quelqu’un, une amie ou un ami ou 
une connaissance qui est prêt à prendre du 
temps pour lire ce que t’as, comprendre ce que 
t’as, voir qu’est-ce que ça t’apporte (..) Ça 
prend une bonne personne à ses côtés. Je 
dirais : si ça va vraiment mal, un bon suivi 
psychiatrique aussi… c’est important. La 
compréhension de son médecin de famille, ça 
aussi, c’est essentiel. On ne peut plus être la 
personne qu’on était avant, donc c’est difficile 
à accepter, ça. Il faut en parler beaucoup. » 
(Geneviève) 

65 “I was lucky because I met this psychologist... 
Since we need someone who gives us support, 
who tries to understand us, but who also tries 
to...well, who gets us to talk about what we’re 
going through, and, if we have any behaviors 
that require change, who helps us see them 
first. I think psychological and moral support 
are important because there’s still no answer, is 
there? (Quotation 65, Rafael) 

« Moi, j’ai été chanceux parce que j’ai 
rencontré cette psychologue là (..). Parce qu’on 
a besoin de quelqu’un qui nous soutien, qui 
essaie de nous comprendre, mais qui essaie 
aussi de..  ben, qui nous fait verbaliser qu’est-ce 
qu’on vit, pis si on a des comportements à 
changer qui nous aide d’aller voir ces 
comportements-là en premier. Ça je trouve ça 
important. Un soutien psychologique, moral. 
Parce qu’il y a toujours pas de solution, hein?» 
(Rafael) 

66 “I went to see a psychologist. (..) This is 
helping me, but I would like...the psychologist 
to help me, but I’m fed up... We analyze our 
emotions in our minds, but I would like to deal 
with them more practically or by doing things. I 
find that I’m always cogitating... Sometimes, I 
jump from one subject to another. After I get 
out of there, I don’t remember what I said. 
Perhaps I’ll try... I’m going to drop her and try 
to do art therapy.” (Quotation 66, Jeanne) 

« Je suis allée voir un psychologue, c’était un 
étudiant qui avait besoin de personnes (..) Ça 
m’aide, mais j’aimerais… (..) la psychologue 
m’aide, mais je suis comme tannée… On passe 
nos émotions par la tête et j’aurais le goût des 
passer par les mains ou en faisant des choses. Je 
trouve que je reste toujours dans mon intellect 
… elle me regarde… des fois je fait du coq à 
l’âne, je sors de là et je ne sais plus ce que j’ai 
dit. Là peut-être que je vais essayer…je vais la 
lâcher puis essayer de faire de l’art thérapie. » 
(Jeanne) 
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67 “What has helped me the most are support 
groups and mingling with people who have had 
the disease, in order to get some tips from them, 
tips for daily living, tips on how to manage 
one’s energy. Knowing that there are people 
who have been sick much longer than me has 
really helped.” (Quotation 67, Carole)  

« Ce qui m’a aidé le plus ce sont les groupes de 
soutien et de côtoyer des gens qui étaient 
atteints, pour attraper leurs trucs. Des trucs au 
quotidien, comment gérer son énergie. Ça m’a 
vraiment aidée de savoir qu’il y avait des gens 
qui étaient malades depuis plus longtemps que 
moi. » (Carole)   

68 « You asked if I was a member of a support 
group. Well, I was in the beginning, but then I 
found myself collecting more and more 
newsletters, and more and more stuff, and they 
seemed to be all the same. And I didn’t feel like 
turning it into sort of a social gathering or 
anything like that. I didn’t have the energy for 
it. Every now and again I run into someone 
from the group…and we chat and share 
experiences. It is just one of these things… 
there is always a couple of people in a group of 
12-15, and their main objective is to talk a lot. 
And we had our share of these people who 
wanted to talk a lot, and it wasn’t very 
constructive. » (Quotation 68, Roger*) 

« Vous m’avez demandé si je faisais partie d’un 
groupe de soutien. Eh bien, oui, au début, mais 
je me suis retrouvé à recevoir de plus en plus de 
bulletins d’information et de documentation, et 
cela me semblait être tout du pareil au même. 
Et je ne ressentais pas le besoin de transformer 
ça en genre de rassemblement social ou quelque 
chose du genre. Je n’avais pas l’énergie pour 
ça. De temps à autre, je rencontrais quelqu’un 
du groupe par hasard… nous échangions et 
partagions nos expériences. Ce sont des choses 
qui arrivent… il y a toujours deux ou trois 
personnes dans un groupe de 12-15, dont le 
principal but est de parler abondamment. Et 
nous avions eu notre part de ces personnes qui 
désiraient s’exprimer longuement, et ce n’était 
pas très constructif. » (citation 68, Roger*). 

69 “The Ministry of Health should conduct an 
awareness campaign, but before doing so, 
doctors should be willing to see these patients. 
[...] Doctors should know about (CFS) to 
ensure some openness, so that they won’t say 
‘Stop talking about it, it will bother them.’” 
(Quotation 69, Amélie) 

« Ça prend une campagne de sensibilisation, 
par le ministère de la santé, mais avant de faire 
cette campagne de sensibilisation là, il faut que 
les médecins soient prêts à recevoir les gens 
dans leur cabinet (..). Il faut que les médecins 
connaissent ça pour qu’il y ai une ouverture. 
Qu’on arrête de dire : Arrête d’en parler, ça va 
les déranger. » (Amélie) 

70 “I would like the AQEM to be more active. I’m 
not criticizing them. I understand that these 
people (in the administration) are sick, too, but 
perhaps, I don’t know... The government could 
give them a grant so that healthy people could 
work there and help us. We would, perhaps, get 
more support this way.” (Quotation 70, 
Mélanie) 

« J’aimerais que l’AQEM soit plus active… Je 
ne leur reproche pas, je comprends que ce sont 
des personnes qui sont aussi atteintes, mais 
peut-être, je sais pas moi, que le gouvernement 
leur donne une subvention pour que ce soit des 
gens ‘en santé’ qui puissent travailler là pis 
qu’ils puissent nous aider. On serait peut-être 
plus soutenu. » (Mélanie) 

71 “I would have wanted doctors to have the 
information so that I could give [it] to my 
family and others. Luckily, Dr. [name] came 
and gave a lecture... And my mother and sister 
came...because they wanted to know where 
they were headed with me. It’s as simple as 
that. So, they got that information. But apart 
from that, no. There’s no other information that 
I can give.” (Quotation 71, Sarah) 

« J’aurais voulu que les médecins aient 
l’information pour que moi, je puisse après [la] 
donner à ma famille et tout ça. Une chance que 
le Dr (nom) est venu faire une conférence… et 
ma mère et ma sœur sont venues… parce 
qu’elles voulaient savoir où elles s’en allaient 
avec moi. C’est aussi simple que ça. Donc, elles 
ont eu cette information-là. Mais en dehors de 
ça… Non. Il n’y a pas d’autres informations 
que je peux donner. » (Sarah) 
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72 “Obviously, it starts with doctors. They should 
know more about it and have more information 
on it, and know where to refer us to, for 
example, an association... They don’t even 
know which specialist we need to go see! A 
general practitioner cannot help us. Well, in any 
case, it seems that there are a lot of 
rheumatologists who can help us in this regard. 
My general practitioner didn’t know this, that it 
was a rheumatologist who was able to help with 
this. At least they should know who to refer us 
to and which professionals are well-versed in 
the disease. So, this is really the starting point.” 
(Quotation 72, Mélanie) 

« À la base, ça part des médecins, évidemment. 
Il faudrait qu’ils en sachent plus, qu’ils aient 
plus d’informations à ce sujet-là, qu’ils sachent 
où nous référer, à une association… Ils ne 
savent même pas quel spécialiste on doit aller 
voir! Tu sais, ce n’est pas un médecin général 
qui va nous aider… Ben, en tout cas… y 
semblerait qu’il y a beaucoup les 
rhumatologues qui peuvent nous aider à ce 
niveau-là. Mon médecin général, elle ne savait 
pas ça, que c’était un rhumatologue qui pouvait 
aider pour ça, là. Donc, au moins qu’ils sachent 
à qui nous référer, qui sont les personnes 
professionnelles qui connaissent bien ce sujet-
là. Donc, ça c’est vraiment la base. » (Mélanie) 

73 “I had always felt that (health professionals) 
believed me and they did investigations, but 
when it came to management and follow-up, I 
often felt abandoned. They had me undergo 
some tests. “Miss, the results are weird, but, 
well, that’s what they are.” There wasn’t any 
follow-up.” (Quotation 73, Marjolaine) 

« Moi j’ai toujours senti qu’on me croyait, puis 
qu’on investiguait, mais que la prise en charge 
et le suivi.. là, je me suis senti souvent 
abandonné. On me faisait passer des tests, 
‘Madame, ils sont bizarre les résultats, mais 
bon, c’est ça’.. il n’y avait pas de suivi » 
(Marjolaine) 

74 “Multidisciplinary clinics would be the 
minimum. We don’t even have access to the 
CLSC as we should! So, there should be a 
team, and it should spin into action. [...] This is 
the only way we’re going to be able to breathe 
and say that at least there’s light at the end of 
the tunnel.” (Quotation 74, Sarah) 

« Des cliniques multidisciplinaires (..) ce sont 
le minimum! On n’a même pas accès au CLSC 
comme on devrait avoir accès. Alors, il faut une 
équipe, pis il faut qu’elle bouge, (..) C’est la 
seule façon où on va pouvoir respirer, et dire : il 
y a au moins de la lumière au bout du tunnel. » 
(Sarah) 

 
* The interviewee was an English-speaker; however, to make it easier to read this table, that person's quotations (Roger: Quotation 2, 
10, 21 and 68) were translated into French. 
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