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ABSTRACT 

Patient participation is a concept used to describe the patients’ involvement in 

their healthcare. The aim of this licentiate thesis was to explore primary 

healthcare patients’ experiences of patient participation prior to and within 

multimodal pain rehabilitation. Qualitative interviews were conducted with 

seventeen patients, 14 women and 3 men, who had completed multimodal pain 

rehabilitation for persistent pain. Data was analyzed using qualitative content 

analysis.  

 

The findings show that patient participation can be understood as a complex and 

individualized interaction between the patient and the healthcare professionals. 

There were both positive and negative experiences of patient participation prior 

to, as well as within the multimodal rehabilitation. Experiences prior to the 

multimodal pain rehabilitation indicated a lack of patient participation including 

a search of recognition and an alienation from the healthcare system. Patients 

experienced satisfying patient participation within the multimodal rehabilitation, 

which was described as a continuous exchange of emotions and cognitions 

between the patients and the healthcare professionals. Patients’ emotions and 

cognitions were important in the patient – healthcare interaction and for patient 

participation. A confidence-inspiring alliance with the healthcare professionals, 

built on mutual trust and respect, was experienced as a basis for patient 

participation. The patients experienced unfulfilled medical needs, being 
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unconfirmed, and having their point of view disregarded by healthcare 

professionals, to limit patient participation. Insufficient communication with the 

healthcare professionals was also perceived restricting patient participation. The 

patients emphasized that healthcare professionals needed to play an active role 

to include the patients in dialogue and to build common ground in the 

interaction. The healthcare professionals’ expertise, empathy and personal 

qualities were important for patient participation.  

 

In conclusion, patients with persistent pain had experiences of poor patient 

participation from encounters with healthcare professionals prior to multimodal 

pain rehabilitation. In contrast, these patients then experienced satisfying patient 

participation within the multimodal pain rehabilitation. Healthcare professionals 

need to play an active role in developing a relationship and finding common 

ground, through confirmation and dialogue, to increase patient participation in 

rehabilitation planning and decision-making.  

 

Key words: chronic pain, interviews, patient-centered medicine, patient – 

healthcare professional interaction, qualitative research, rehabilitation, the 

Swedish Rehabilitation Warranty 
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PREFACE 

Some years ago I attended a team-conference meeting at my healthcare centre, 

with a patient who had suffered from persistent pain for ten years and had been 

on permanent sick-leave for seven years. Multimodal pain rehabilitation (then 

called team-rehabilitation) had recently been introduced at the workplace, to 

develop a treatment method to acknowledge the bio-psycho-social explanation 

of persistent pain. The patient came out in tears when trying to describe the 

symptoms and the life situation. At first my colleagues and I struggled to 

continue the dialogue with the patient, whilst providing tissues. Suddenly we 

found ourselves in silence. The patient cried uncontrollably and we rested 

silently. After a while the patient stopped, and after some words of comfort from 

us we agreed on a new team-conference meeting within a few months. My 

colleagues and I reflected on an unaccomplished team-conference meeting, but 

we still hoped to be able to start rehabilitation with this patient sometime in the 

future. The patient recalled the first team-conference meeting as “the best that 

could have happened to me”, and as the first experience of participating in the 

healthcare. It made me wonder, what is participation in healthcare?, and how 

we, the healthcare professionals, can understand what patient participation is 

like for each patient. This was the start of my interest in learning more about 

patient participation.  
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My original understanding of patient participation was mostly clinical, when I 

conducted my first interviews with patients. Although, I had worked for many 

years as a physiotherapist in primary care, treating patients with persistent pain, 

and gathered much experience on how to meet persons with a complex 

symptomatology, I had not really reflected on what patient participation was 

about. My intuition was that I connected well with most patients, focusing on 

the meeting, trying to understand each patient, as well as giving satisfying 

explanations for symptoms and doing my best to provide appropriate treatment. 

Somehow I had learned over the years that this influenced the treatment results. 

It had never occurred to me to ask the patients about the actual participation 

process. I now realized how little I knew about patients’ experiences of patient 

participation in physiotherapy, or in multimodal pain rehabiliation. This was the 

start of my research into patient participation, and the reason I have focused on 

the patients’ perspective.  
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INTRODUCTION 

Patient participation 

Patient participation is a concept used to describe a patient’s involvement in 

their healthcare (1-7). It is known to influence both treatment results and health 

outcomes (8-12). Patient participation has been described in different ways as 

there is little agreement on how to conceptualize it. It can be studied from 

several perspectives: from the patients, or the healthcare organization, as well as 

the societal perspective (3, 13). In the dictionary, participation is defined as the 

action of taking part in something (14). Under Swedish legislation, patient 

participation focuses on the interaction between patients and healthcare 

professionals, as well as on the patient’s autonomy, integrity and equality in 

decision-making in clinical practice (1, 7). According to guidelines in Swedish 

healthcare systems, patient participation includes availability of healthcare, the 

patient’s right to information about their health condition, clinical examination 

and treatments, as well as shared decision-making. A holistic patient 

perspective, built on trust and reliance, is also recommended (5, 6).  

 

Cahill (2) has through concept analysis contributed to defining important 

components in patient participation. Patient participation was identified as a 

patient –healthcare professional relationship, in which the healthcare 

professional surrendered power and/or control to the patient, as well as the 

patient engaging him- or herself during some part of the healthcare process. 



12 
 

Further, patient participation was understood to be an individualized process. A 

narrowing of the knowledge gap between the patient and healthcare 

professionals, as well as a gain associated with the act of participation was also 

recognized. According to Cahill (2), patient participation was suggested to 

comprise both physical activities and cognitive processes, leading to a working 

partnership between the patient and their healthcare professionals, in decisions 

on assessment, goal setting, planning, implementation and evaluation (2). In 

addition, previous research on patients’ participation in decision-making has 

illuminated the concept “shared decision-making”. Charles et al. (15) defined 

“shared decision-making” as an individualized and dynamic process between at 

least two participants: the patient and the healthcare professional. In the process 

both parts shared information in order to build a consensus about treatment, and 

to reach a mutual agreement about implementation of treatment (15). Further, 

patients’ opportunities to participate in decision-making increased with a 

development of a patient –healthcare professional interaction (15-17).  

 

Patient – healthcare professional communication has been a subject of research 

in patient participation. Communication is important in the exchange of 

information and points of view between the patient and the healthcare 

professionals, as well as for decision-making (18-21). A healthcare 

professional’s communication style, characterized by supporting communication 

and focusing on enhancing the relationship with the patient, was found to be a 
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strong predictor of a patient’s opportunities to actively participate in medical 

encounters (18, 19, 22). Further has satisfying patient – healthcare professional 

communication been suggested to affect health outcomes through indirect 

pathways. A shared understanding, increased patient knowledge, and an 

enhanced therapeutic relationship may provide improved adherence to treatment 

and better self-care skills (23). A communication model for patient participation 

is patient-centered-medicine (24), in which the patient – healthcare professional 

relationship is in focus (24-26). Patient-centered medicine has been shown to 

correlate with improved health outcomes (8-10), for example a patient-centered 

approach in pain rehabilitation was found to reduce anxiety (10), as well as pain 

intensity (10, 11). In addition, patient-centered medicine has been acknowledged 

as an important measure of the quality of healthcare (27), and Little et al. (28) 

found that patients in primary care may prefer a patient-centered approach in 

their medical encounter. I consider patient-centered medicine to be a relevant 

theoretical framework for the studies on patient participation in this licentiate 

thesis. Other theories that may contribute to an understanding of patient 

participation are the International Classification of Functioning, Disability, and 

Health (ICF), the bio-psychosocial model, and the social cognitive theory.  

 

The ICF, the bio-psycho-social model and patient participation 

The International Classification of Functioning, Disability, and Health (ICF), 

provides a unified framework for all aspects of human health and some health-
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related domains of well-being (29). The ICF is a bio-psycho-social model of 

health (30, 31), which explain both disease and illness as complex and dynamic 

processes where biological, emotional, cognitive and social factors interact (31, 

32).  

 

 

 

 

 

The ICF classification consists of body functions and structures, activities and 

participation, as well as environmental factors which describe contextual 

influence on an individual’s functioning. All components interact in the process 

of functioning with a health condition (29). Participation represents the social 

perspective of functioning (29, 31) and is defined as to be involved in a life 

situation (29). Participation restrictions indicate the problems an individual may 

have with involvement in life situations. Capacity to participate focuses on the 

intrinsic limitations due to the health state, and describes an individual’s ability 

Figure 1. The bio-psycho-social model of disability, with components of the ICF 

by Waddell and Burton (31). Published with permission from Waddell and 

Burton. 
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to execute a task. Performance to participate indicates the individual’s 

experienced difficulties in managing a task in the current environment, assuming 

that the individual is willing to act. The activities and participation components 

share mutual domains and categories, which may influence functioning. Some 

domains are related to patient participation, for example the ability to build and 

maintain formal and informal social interpersonal interactions and relationships, 

applying knowledge and making decisions, communication and dialogue. The 

healthcare system and healthcare professionals’ attitudes and support are also 

classified as environmental factors, influencing an individual’s ability to 

function with a health condition, according to the ICF. An individual’s personal 

factors, such as age, gender, social background, life style, coping style, and past 

experiences are acknowledged as important to know and understand, but these 

factors are not classified in the framework (29). Based on the ICF (29) and the 

bio-psycho-social model (31, 32), I consider that patient participation can be 

understood as a social concept with the patient – healthcare professional 

interaction in focus, in which communication and learning, together with the 

behaviour of the healthcare professionals may influence a patient’s health and 

functioning.  

 

Social cognitive theory and patient participation 

The social cognitive theory stipulates that human learning is most effective in 

social contexts (33, 34). Albert Bandura presented the social learning theory in 
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the 1970s, but as the focus was on human cognitions in the theory, he later chose 

to describe his theory as social cognitive theory. It has become one of the most 

influential theories of learning and development, as well as the predecessor to 

cognitive behavioural therapy. Social cognitive theory was distinguished from 

traditional behaviourism by the emphasis on cognitive processes and that 

learning occurs in social contexts. In addition, Bandura stated that acquiring new 

information did not always lead to changed behaviour. Observational modelling, 

where individuals may learn new behaviour by watching other people behave, as 

well as by listening to verbal instructions of descriptions and explanations of a 

behaviour was demonstrated with a positive influence of significant others. 

Also, internal thoughts and cognitions, self-reflection and self-regulatory 

processes were acknowledged to reinforce and modify learning and behaviour 

(33). An individual’s self-efficacy beliefs have become a significant component 

in the social cognitive theory (33-35), and may also be important in patient 

participation (24, 36). Self-efficacy beliefs are important in social cognitive 

theory as they influence thoughts, cognitions, motivation, behaviour and actions, 

which may influence an individual’s opportunities to learn and to maintain 

behaviour (33-35). Self-efficacy can be defined as an individual’s beliefs in their 

capabilities to accomplish a goal-related task, and is developed throughout life 

by acquiring new skills, experiences, and understanding. An individual judge 

their efficacy mostly through performance outcomes (37), and there is a positive 

relationship between self-efficacy and behavioural changes (35). Further, 
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performing well in one task will increase self-efficacy to achieve similar tasks, 

and the individual is likely to put in more effort and improve their results. 

Experiencing a failure in performance may reduce self-efficacy and result in the 

avoidance of challenging tasks (37). 

 

According to Stewart (24) and Illingworth (36), patients’ self-efficacy beliefs 

may be necessary prerequisites to patient participation, and must be enhanced in 

patient – healthcare professional interaction (24, 36). Healthcare professionals’ 

attitudes and behaviour may influence patient’s self-efficacy (31, 38). An 

individual’s self-efficacy is also influenced by the individual’s perceptions of 

emotions and bodily sensations, while feeling more at ease with a task results in 

higher self-efficacy beliefs. In contrast, feeling insecure before performing a 

task may reduce self-efficacy beliefs in similar situations in the future. 

Receiving verbal encouragement from others when performing, or witnessing an 

individual similar to one-self successfully performing a task, may increase self-

efficacy (37). Based on the social cognitive theory (33), I consider that the 

patient – healthcare professional interaction can be understood as a learning 

context for patient participation, where it is necessary to engage patients’ self-

efficacy beliefs to increase patient participation.  
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Patient-centered medicine 

Patient-centered medicine was introduced as a contrast to disease-centered 

medicine, and has long been understood for what it is not: traditional healthcare 

based on the biomedical model of understanding illness through medical 

expertise (20, 24, 36). The concept patient-centered medicine has developed 

from the 1970s, but was firstly used as a title of a model by Moira Stewart in 

1995 (36). Patient-centered medicine is a theoretical framework, a clinical 

method, and a communication model for patient participation (24-26, 36). There 

is no explicit definition of patient-centered medicine (24-26). Stewart et al. (24) 

were first to publish a comprehensive description of patient-centered medicine 

and identified six important components: exploring both the disease and the 

illness experience, understanding the whole person, finding common ground, 

incorporating prevention and health promotion, enhancing the patient-healthcare 

professional relationship, and being realistic (24). Later, Mead and Bower (25) 

reviewed the literature and presented five conceptual key dimensions in patient-

centered care: bio-psycho-social perspective, patient-as-a-person, sharing power 

and responsibility, therapeutic alliance, and healthcare-professional-as-a-person 

(25). Recently, Hudon et al. (26) has performed a thematic analysis of recent 

research on main dimensions in patient-centered medicine, building on Stewart 

et al.’s (24) model. Their findings identified six major dimensions in patient-

centered medicine: starting from the patient’s situation, legitimizing the illness 

experience, acknowledging the patient’s expertise, offering realistic hope, 
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developing an ongoing partnership, and providing advocacy for the patient in the 

healthcare system (26). Components and dimensions of patient-centered 

medicine according to Stewart et al. (24), Mead and Bower (25), and Hudon et 

al. (26) respectively, are shown in Table 1. A summary of the dimensions and 

components is presented below. 

 

Table 1. Patient-centered medicine according to Stewart et al. (24), Mead and Bower (25), 

and Hudon et al. (26). 

Patient-centered medicine 
Stewart et al.’s (24) model 
with six components 

Mead and Bower’s (25) 
model with five key 
dimensions 

Hudon et al.’s (26) model 
with six dimensions 

 exploring both the 
disease and the illness 
experience 

 understanding the whole 
person  

 finding common ground 
 incorporating prevention 

and health promotion 
 enhancing the patient-

healthcare professional 
relationship 

 being realistic 

 bio-psycho-social 
perspective 

 patient-as-a-person  
 sharing power and 

responsibility 
 therapeutic alliance 
 healthcare-professional-

as-a-person 

 starting from the patient’s 
situation  

 legitimizing the illness 
experience 

 acknowledging the 
patient’s expertise  

 offering realistic hope  
 developing an ongoing 

partnership  
 providing advocacy for 

the patient in the 
healthcare system 

 

 

Bio-psycho-social perspective 

Mead and Bower (25) found the bio-psycho-social perspective dimension to be 

important in patient-centered medicine, in order to acknowledge the 

consequences of living with disease, as well as to broaden the understanding of 

illness. The bio-psycho-social perspective provides for explanations for illness 

when no pathology or medical parameters are found. In addition, the bio-
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psycho-social perspective supports a healthcare professional’s willingness to 

become involved in all aspects of the patient’s health problem, not just their 

biomedical problems (25). According to Stewart et al. (24) the bio-psycho-social 

perspective is fundamental in patient-centered medicine, even though it is not 

represented with a component of its own (24). 

 

Exploring both the disease and the illness experience 

The distinction between disease, which is the diagnosed condition, and the 

patient’s illness experienced - feelings, ideas, function, and expectations – is 

emphasized by Stewart et al. (24). Both the disease and the illness experience 

need to be explored in order to fully understand the patient’s situation (24). 

Fiscella et al. (39) have demonstrated associations between exploring the 

patient’s illness experience and a patient’s trust in their healthcare professionals 

(39).  

 

Understanding the whole person / Patient-as-a-person 

Mead and Bower’s (25) patient-as-a-person dimension correlates to Stewart et 

al.’s (24) understanding the whole person component. Patient-as-a-person and 

understanding the whole person implies that healthcare professionals’ need to be 

aware of the unique social and developmental context in which a patient lives 

their life, in order to understand the illness experience (24, 25). Such 

information and knowledge about a patient is accumulated over time in several 
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consultations (24), and can be helpful in guiding the patient’s management and 

care (24, 25). Safran et al. (40) showed that understanding the patient as a whole 

person associated with adherence to treatment, patient satisfaction and improved 

health (40). Larsson et al. (41) found that satisfying patient participation 

involved the patient being confirmed and acknowledged as a person (41).  

 

Starting from the patient’s situation 

Hudon et al. (26) identified the starting from the patient’s situation dimension, 

which correspond to two of the components in Stewart et al.’s (24) model: 

exploring both the disease and the illness, and understanding the whole person 

(26). The dimension includes the patient’s information about their background 

and unique experience of illness, as well as the healthcare professional’s 

knowledge and comprehensive understanding of the patient’s situation (26). I 

consider this dimension, starting from the patient’s situation also can be 

understood to correspond with Mead and Bower’s (25) patient-as-a-person 

dimension. 

 

Legitimizing the illness experience 

The legitimizing the illness experience dimension is presented by Hudon et al. 

(26) as a continuity of Stewart et al.’s (24) components: exploring both the 

disease and the illness, and understanding the whole person. This dimension of 

patient-centered medicine refers to the importance of having the illness 
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experience legitimized by the healthcare professionals, by acknowledging the 

patients’ symptoms, as well as their struggle, grief and uncertainty about the 

future (26). 

 

Finding common ground 

Finding common ground is according to Stewart et al. (24), very important in 

patient-centered medicine. The patient and the healthcare professional have to 

establish a mutual viewpoint through which to consider the patient’s condition 

and needs for healthcare. In the process of finding common ground, both the 

patient’s point of view, as well as the healthcare professional’s point of view 

need to be taken into consideration. Mutual understanding and mutual 

agreement are required in all aspects of the patient’s healthcare, such as 

planning and prioritizing treatment, decision-making, and setting goals, as part 

of finding common ground (24). Gyllensten et al. (42) found that satisfying 

patient-healthcare professional interaction involves health professionals 

establishing common ground in the interaction, through sensitivity, confidence, 

and professional expertise (42). Robinson et al. (27) demonstrated that having 

respect and understanding for the patient’s point of view was strongly correlated 

to adherence with treatment (27).  
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Sharing power and responsibility 

Mead and Bower’s (25) sharing power and responsibility dimension focuses on 

a shift from the dominance of the healthcare professionals’ medical skills and 

knowledge, to a recognition of the patient’s needs and preferences through 

encouraging the patient’s point of view. I consider that this dimension can relate 

to Stewart et al.’s (24) finding common ground component, which also 

highlights the patient’s point of view. However, Stewart et al. (24) focuses on 

mutuality, and Mead and Bower (25) consider the consequences of patient – 

healthcare professional mutuality in decision-making, since the gap in medical 

knowledge between the patient and the healthcare professionals implies an 

inevitably asymmetrical co-operation. Eldh et al. (3) and Larsson (38) found that 

a patient’s opportunities to participate may increase by acquiring appropriate 

insights and knowledge about their medical issues, not only information (3, 38).  

 

Enhancing the patient-health care professional relationship /  

Therapeutic alliance / Developing an ongoing partnership 

The patient – healthcare professional relationship is important in patient-

centered medicine (24-26). Stewart et al. (24) identified the enhancing the 

patient – healthcare professional relationship component, Mead and Bower (25) 

the therapeutic alliance dimension, and Hudon et al., (26) presented the 

developing an ongoing partnership dimension. For strong patient – healthcare 

professional interaction, there must be a readiness to form a therapeutic 
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relationship built on respect, compassion, empathy, support, trust, continuity and 

stability (24-26). The patient – healthcare professional relationship develops 

over time (24, 26), and the healthcare professional needs to adjust their role in 

the partnership to the patient’s own role preference and capacities (26). The 

developing an ongoing partnership dimension, according to Hudon et al. (26), 

also includes characteristic of Stewart et al.’s (24) finding common ground 

component (26). The purpose of the therapeutic relationship is to help the 

patient, as well as to enhance the patient’s self-efficacy (24). Waddell and 

Burton (31) and Larsson (38) showed that a negative attitude and behaviour 

from the healthcare professionals, together with a lack of empathy and 

sensitivity, may reduce the patient’s self-efficacy in the patient – healthcare 

professional interaction (31, 38). Safran et al. (40) found that patients’ trust in 

their healthcare professionals was associated with adherence to treatment, 

patient satisfaction and improved health (40).  

 

Healthcare-professional-as-a-person 

Mead and Bower (25) presented the healthcare-professional-as-a-person 

dimension in patient-centered medicine, to point out the influence of a 

healthcare professional’s personal qualities and subjectivity in the patient – 

healthcare professional interaction. In patient-centered medicine both the patient 

and the healthcare professional influence each other all time, and the healthcare 

professional’s subjectivity should not be disregarded (25). Finset (43) has 



25 
 

illuminated the influence of both the healthcare professional’s emotional and 

cognitive status and personal qualities, as well as the patient’s, in the patient – 

healthcare professional interaction (43). 

 

Incorporating prevention and health promotion  

Incorporating prevention and health promotion was identified as a component in 

patient-centered medicine by Stewart et al. (24). The patient’s participation in 

health promotion and disease prevention may be more successful in patient-

centered medicine, using an understanding of the patient’s world as the starting 

point and the patient – healthcare professional relationship as a facilitator. The 

patient’s knowledge, beliefs, and self-efficacy in relation to health and illness, 

may influence the effects of health promotion and disease prevention (24). 

 

Acknowledging the patient’s expertise 

Hudon et al. (26) presents a dimension in patient-centered medicine, which 

includes the healthcare professionals’ acknowledgement of the patient’s 

expertise on their own lives. It comprises the healthcare professionals’ beliefs in 

the patient’s capacity and resources to self-manage. Treatments that are tailored 

to the patient are important (26). I consider that this dimension of Hudon et al. 

(26) can be relate to Stewart et al.’s (24) understanding the whole person 

component. In addition, Stewart et al. (24) describe the healthcare professionals’ 

sensitivity to timing, in their being realistic component, which I also consider to 
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relate to Hudon et al.’s (26) acknowledging the patient’s expertise dimension. 

Further, Mead and Bower (25) emphasize the recognition of patients’ 

knowledge and experiences in their sharing power and responsibility dimension 

(25).  

 

Being realistic  

Stewart et al.’s (24) being realistic component suggests that the patient-centered 

medicine method is fluid and responsive to changes in the healthcare system, for 

example personal and economical resource distribution and advances in medical 

research. Being realistic includes the health professional’s awareness of one’s 

own ability, effective inter- and multi-professional teamwork, as well as time 

and timing, which may influence the patients’ opportunities to participate (24).     

 

Offering realistic hope 

The offering realistic hope dimension involves the healthcare professionals 

offering the patient hope and support, as well as options for the future (26). 

Hudon et al. (26) consider this dimension to differ from Stewart et al.’s (24) 

being realistic component, since the emphasis is on hope (26). 

 

Providing advocacy for the patient in the healthcare system 

Hudon et al. (26) identified the providing advocacy for the patient in the 

healthcare system dimension, which involves the healthcare professional as a 
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co-ordinator and guide for the patient through the healthcare system. Referral to 

clinical examinations and treatments, as well as to support groups and other 

community-based services, are included in this dimension. In addition, the 

healthcare professional acts as a defender of the patient’s interest and safety in 

the healthcare system (26).  

 

 

Contextual factors 

In this licentiate thesis, patient participation has been studied in a multimodal 

rehabilitation context in patients with persistent musculoskeletal pain.  

 

Persistent musculoskeletal pain 

Persistent pain is defined by the International Association for the Study of Pain 

(IASP) as pain that has lasted past normal tissue healing time. Persistent pain 

involves a complex interaction of sensory and emotional components (44), with 

duration of at least three months, or recurrent episodes of pain (45, 46). Living 

with persistent pain may be experienced as social withdrawal due to physical 

and psychological fatigue, problems to cope, and consequences for every aspect 

of life (47-51). Patients with persistent musculoskeletal pain often need to seek 

healthcare on a regularly basis (52). When seeking a healthcare professional, 

patients usually have a hypothesis about their problems, and have expectations 

of the encounter (24). They may expect to receive an explanation for the 
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symptoms, and to have their disorder confirmed by the healthcare professionals 

(47, 53-55), as well as to have opportunities to actively participate in the 

communication with the healthcare professionals (56). However, patients often 

perceive persistent pain as an “invisible” condition and they find it difficult to 

communicate their pain with healthcare professionals and others, and to be 

acknowledged as patients (50). Patients may experience mistrust and dismissal 

from the healthcare professionals regarding their pain (47, 52), as well as lack of 

involvement in their rehabilitation process (57).  

 

The bio-psycho-social model can explain persistent pain as a complex and 

dynamic process where biological, emotional, cognitive and social factors 

interact (32, 58, 59). The model offers an understanding of the development and 

prediction of persistent pain (32, 58). The bio-psycho-social model was 

theorized by psychiatrist George Engel in the 1970s, as a holistic alternative to 

the biomedical model. He believed that the sensitivity of the healthcare 

professionals in simultaneously considering the biological, psychological and 

social dimensions of illness was important to understanding the patient. It was 

also important to respond to each patient’s difficulties, as well as to empower 

the patient (60). The role and importance of psychological and social factors in 

persistent pain has increased over time. However, both patients (61) and 

healthcare professionals (62) still struggle to embrace the bio-psycho-social 

model in pain rehabilitation. The bio-psycho-social model has been the basis for 
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the development of effective interdisciplinary and multiprofessional working 

methods in healthcare (63, 64), as well as within multimodal pain rehabilitation 

(65). 

 

Multimodal pain rehabilitation  

Multimodal rehabilitation is recommended for patients with persistent pain 

problems (45, 46, 65). Systematic reviews show evidence that multimodal pain 

rehabilitation improves function and reduces pain more effectively than non-

multimodal treatments (63, 66). In addition, multimodal pain rehabilitation has 

been shown to have long-term positive effects on health and return-to-work (67, 

68), as well as being cost-effective (68, 69). 

 

In multimodal pain rehabilitation, the patient’s active participation is highlighted 

to obtain positive rehabilitation effects (70). The patient and the team of 

healthcare professionals co-ordinate the interventions from a bio-psycho-social 

perspective towards a mutual goal. Participation in daily life and work is one 

main goal of multimodal pain rehabilitation (45, 46, 65). Multimodal 

rehabilitation has to be tailored to the patient, and includes for example physical 

exercise, functional training, ergonomics, patient education, and cognitive-

behavioural interventions (65-67, 70), as well as self-care and home exercises 

(65, 70). The concept of multimodal pain rehabilitation may vary in different 

settings, according to treatment modalities, duration, and the involvements of 
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healthcare professionals (66). A patient’s opportunities to play an active role in 

rehabilitation planning and decision making is emphasized, and the patient’s 

integrity, autonomy and opportunities to reflect have to be acknowledged (46, 

65, 70). Psychological factors, such as a patient’s motivation, self-efficacy, and 

empowerment need to be considered in the multimodal rehabilitation. The 

healthcare professionals’ resources for acknowledging the patient’s emotions are 

important in the interaction (71). In Sweden, multimodal pain rehabilitation is 

provided within primary health care as well as in the specialized care. Patients 

with complex pain conditions, in combination with moderate psychological 

symptoms are treated at primary healthcare centres (65). 

 

The Swedish Rehabilitation Warranty was decided in 2008, to provide financial 

support for the multimodal rehabilitation of patients with persistent pain. It 

implies a specific definition of multimodal pain rehabilitation. The warranty is 

available for individuals between 16 and 67 years, and specifies the amount of 

rehabilitation from a minimum of two to three times a week for six to eight 

weeks, from a minimum of three healthcare professionals of different 

occupations (70). In the County Council of Norrbotten in Sweden, the warranty 

has entailed the development of multimodal pain rehabilitation in primary 

healthcare through a certification of working methods (72), financial support 

(72), and treatment settlements between primary and specialist healthcare (73).  
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RATIONALE 
Patient participation is a concept frequently used to describe the patient’s 

opportunities to be involved in their healthcare. Patient – healthcare professional 

interaction, and related components, has been identified as important for patient 

participation. From my perspective, based on literature within the field, the 

patient – healthcare professional interaction, is a reflection of patient 

participation and can be interpreted as presented in Figure 2.   

 

 

Figure 2. Patient participation as a reflection of the patient – healthcare professional 

interaction. 

 

According to the model, patient participation is described as patient – healthcare 

professional interaction, which is based on a bio-psycho-social perspective of 

health. Both the patient and the healthcare professional have to contribute to the 
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Finding common 
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Sharing decision-
making 
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relationship 

Patient Healthcare professional 
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experience 
 
Emotions and 
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(including self-
efficacy) 
 
Knowledge 

Understanding the 
whole person 
 
Clinical diagnosis 
 
Professional 
competence 
 
Personal qualities 
 
Being realistic 

Communication,  
physical activities, and 

cognitive processes. 
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interaction, through communication, physical activities and cognitive processes, 

to find common ground, share decision-making and enhance the relationship. 

The interaction comprises the patient’s experiences of illness, knowledge, self-

efficacy and other emotions and cognitions. The healthcare professional’s 

competence and personal qualities are important to understand the patient as a 

whole person and to confirm a clinical diagnosis. Also included, the healthcare 

professional’s considerations of the healthcare system’s resources and limits, 

medical research development, and awareness of their own ability, - “being 

realistic”. 

 

Patient participation is known to influence both treatment results and patient 

health outcomes from treatment. Research has indicated that patients with 

persistent pain may have experiences of mistrust and dismissal in their 

interaction with healthcare professionals, as well as not having been legitimized 

as patients. Patients have also reported a lack of involvement in the 

rehabilitation process. In multimodal pain rehabilitation a patient’s opportunities 

to interact with the healthcare professionals in setting treatment goals, 

rehabilitation planning and decision-making, is vital in order to reach treatment 

success. However, there is little knowledge about patients’ experiences of 

patient participation and their interaction with healthcare professionals in the 

rehabilitation process. Patients have been found to have a broader definition of 

the concept “patient participation” than healthcare professionals and other 



33 
 

authorities (3). Further research on patients’ experiences of patient participation 

in multimodal pain rehabilitation may increase knowledge of patient 

participation and provide insights for healthcare professionals treating patients 

with persistent pain. By using a qualitative perspective in the research, it is 

possible to explore the concept.  
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THE AIMS 
The aim of this licentiate thesis was to explore primary healthcare patients’ 

experiences of patient participation prior to and within multimodal pain 

rehabilitation. 

 

The specific aims were:  

- to explore patients’ experiences of patient participation prior to 

multimodal pain rehabilitation. 

 

- to explore patients’ experiences of patient participation within 

multimodal pain rehabilitation. 
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METHODS 

Design 

Qualitative interviews were performed to explore the diversity of patients’ 

experiences of patient participation (74, 75). This licentiate thesis consists of 

two qualitative studies.  

 

Study context 

The study context was multimodal pain rehabilitation in primary healthcare, as 

defined by the National medical indications (65) and the Swedish Rehabilitation 

Warranty (70). At the start of this research multimodal pain rehabilitation had 

only been implemented at one healthcare centre in the County Council of 

Norrbotten in Sweden, from which participants were recruited.   

 

Selection and procedure 

The selection of participants started when a secretary at the healthcare centre 

provided the researcher with a list of patients who where registrated for team-

rehabilitation from September 2006 to May 2010. A special code made it easy to 

distinguish the patients that had been treated with multimodal pain 

rehabilitation, without reading any details in the patient records. Within this 

group of participations, the inclusion criteria were, in accordance with the 

Swedish Rehabilitation Warranty (70): (i) age between 18 and 63 years, (ii) 

completed multimodal rehabilitation for persistent pain, (iii) rehabilitation equal 
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to two to three times a week for six to eight weeks, and (iiii) involvement from a 

minimum of three healthcare professionals of different occupations.  

 

In total 24 participants were identified and were provided with written 

information about the study and about an up-coming contact by telephone when 

asking for interest to participate. It was also possible to decline participation in 

the study by contacting a secretary at the healthcare centre, and two participants 

declined. Another five declined participation at the time of telephone contact, 

and seventeen participants gave their verbal consent. At the interview, the 

participants gave their written consent to participate before being interviewed. 

Background data (marital status, children, duration and localization of pain and 

sick-leave) then was obtained from the patient records for the time or the 

multimodal pain rehabilitation.  

 

Participants   

Seventeen persons gave their informed consent to participate, - 14 women and 3 

men, aged 23 to 59 years, with a mean age of 46 years. The majority of the 

participants lived in households with a partner and children. They had had 

persistent pain in the spine, shoulder or had generalized musculoskeletal pain for 

2 to 30 years. One participant worked full-time when starting the rehabilitation. 

All others were on sick-leave ranging from at least one year to more than five 

years. 
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Data collection  

Data was collected from qualitative interviews, with the main purpose of 

exploring the patients’ experiences of patient participation in multimodal pain 

rehabilitation. The interviews were conducted in September to November 2010. 

Each participant was interviewed once, four months to three years after the end 

of the rehabilitation period. One participant was interviewed at home due to 

their health conditions, and the others interviews took place in a conference-

room at the local hospital. The interviews lasted between 50 to 80 minutes.  

 

The interview began with an open question, “Please, tell me what patient 

participation is like for you?” The interviewer then continued with questions 

about the participant’s experiences of this in a multimodal pain rehabilitation 

context, using a semi-structured interview guide. Open questions allowed the 

participant to talk about any dimensions they found important in the topic. A 

semi-structured interview guide helped the interviewer to keep focus on the 

topic, as well as offering the participants the opportunity to interpret the 

questions in their own way (76). The narratives were rich and the interviewer 

noticed during the first two interviews that the patients described many earlier 

experiences of patient participation before the multimodal rehabilitation, as a 

way to compare and clarify their perceptions of patient participation within the 

multimodal pain rehabilitation. All this data was found relevant for obtaining a 

deeper understanding of patient participation. Thus, it became important that all 
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participants were given opportunity to express all kinds of earlier experiences of 

patient participation. This was ensured by adding questions to the interview 

guide. Questions that were used to collect data in Study 1 and Study 2 are 

presented in Table 2. In addition, some sequential questions were used to 

follow-up the patients’ answers, for example, “What do you think facilitates 

patient participation?” and “What do you think restricts patient participation?” 

All interviews were digitally recorded using an Mp3-recorder.  

 

Table 2. Interview guide.  

Please, tell me what patient participation is like for you? 
 
Can you tell me about your earlier experiences of patient participation before entering 
the multimodal pain rehabilitation?   

 Please, tell me about a situation when you really participated in your healthcare? 
 Please, tell me about a situation when you did not participate in your healthcare? 
 Can you describe when participation in your healthcare was particularly important? 
 Can you mention a situation when the lack of participation was important for your 

healthcare?  
 
Can you tell me about your experiences of patient participation in the multimodal pain 
rehabilitation at the healthcare centre? 

 Please, tell me about a situation when you really participated in your rehabilitation? 
 Please, tell me about a situation when you did not participate in your rehabilitation? 
 Can you describe when participation in your rehabilitation was particularly 

important? 
 Can you mention a situation when the lack of participation was important for your 

rehabilitation? 
 

 

Data analysis 

Qualitative content analysis 

Data analysis was carried out by qualitative content analysis. Content analysis is 

a systematic way to analyze the content in a text (77). Qualitative content 
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analysis includes latent interpretation of texts, which has been proven useful in 

many fields of research, for example such as nursing and other healthcare 

sciences (78, 79). The focus of qualitative content analysis is to describe the 

manifest and latent content of a text, and to identify differences and similarities. 

The researcher’s knowledge of the context of the study is important in the 

selection of participants, data collection and data analysis (79). Qualitative 

content analysis is traditionally not connected to any specific underlying theory 

(80).   

 

Both studies in this thesis were analyzed with qualitative content analysis (79). 

The analysis of the 17 interviews started with a verbatim transcription of the 

digitally recordings. The quality of the interviews was checked according to 

principles of Kvale (76). The next step was to read all interviews several times 

to get an overall sense of the content of each interview. The content in the text 

defined the concept “patient participation”, and depicted patient participation 

prior to multimodal pain rehabilitation, as well as within the rehabilitation. Two 

content areas were thus identified (79). As the interviews were long and clearly 

described patient participation in these two contexts, the researchers decided that 

it was appropriate to use the content as two separate units of analysis: 1) 

experiences prior to multimodal rehabilitation, and 2) experiences within 

multimodal rehabilitation. The text that matched each unit of analysis was first 

marked manually with a coloured pen, than copied into separate files in the 
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freeware computer programme Open Code (Umeå University, Department of 

Epidemiology and the Computer Centre, UMDAC). The analysis procedure was 

identical in both studies and inspired by Graneheim and Lundman (79). The unit 

of analysis which described patient participation within the multimodal pain 

rehabilitation was first analysed. The analysis proceeded by marking meaning 

units, which answered to the aim of the study. The meaning units were 

condensed, to shorten the text but preserving the signification. The abstraction in 

the analysis procedure started when the meaning units were labelled with a code. 

However, the codes were kept close to the text to keep the manifest expression 

of the text and “let the text talk” (79). The codes in each interview were 

compared and compiled according to similarities and differences. Preliminary 

categories were created. The analysis continued by comparing the preliminary 

categories in all interviews, to obtain further abstraction, and to construct the 

definite categories, which were internally homogeneous and externally 

heterogeneous (77, 79). Sub-categories at lower level of abstraction were then 

identified. A theme, which expressed a latent content of the text, emerged in the 

analysis. A theme is a thread of underlying meaning through the categories (79). 

To ensure credibility, a comparison of the emerging codes and categories, was 

performed continuously, within all data. Some steps in the analysis, such as 

marking and condensing meaning units, were carried out manually, due to 

limitations of the computer programme.  
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The analysis process for the content depicting patient participation prior to the 

multimodal pain rehabilitation was conducted in the same way as described 

above. 

 

Ethical consideration 

The studies were approved by the Regional Ethical Review Board of Umeå 

University, Sweden (Umu dnr 2010-226-31 M), and performed in accordance 

with the principles of Swedish law for research ethics (81) and the World 

Medical Association’s Declaration of Helsinki (82).  

 

Participant integrity and confidentiality was guaranteed at all stages of the 

studies. Before the interview the participants received verbal and written 

information about the aim of the study, the interview procedure, a guarantee of 

confidentiality, information about the volontary nature of their participation, and 

that they had the right to end participation at any time without having to explain 

why, as well as information about informed consent. In addition, they were 

guaranteed that the results would be presented on group level so that no 

individual, patient or healthcare professional, could be identified.  

 

 

 

 

 



42 
 

FINDINGS 
An overview of theme, categories and sub-categories, in Study 1 and Study 2, is 

presented in Table 3. The findings from the two studies are presented separately. 

 

Table 3. The results of the analysis in Study 1 and Study 2 presented as theme, categories 

and sub-categories.  

Study 1 
Theme Being in search of recognition 
Category Need for medical 

affirmation 
Emotional and 
cognitive alienation 

Need to communicate 

Sub-category Medical needs 
 
Healthcare 
professionals’ 
preferential right of 
interpretation 

Need for confirmation 
 
Patients’ emotional and 
cognitive response 
 

Situational frames 
 
Patients’ emotional and 
cognitive prerequisites 
 
 
Patients’ strategies to 
be included in dialogue 

 
Study 2 

Theme Being in an exchange process 
Category Fruitful 

encounters 
Inequality in co-
operation 

Confidence-
inspiring alliance 

Competent 
healthcare 
professionals 

Sub-category Platforms to meet 
 
 
Healthcare 
professionals 
invite to dialogue 
 
Patients’ respond 
to dialogue 

Working process 
 
 
Need for 
increased 
knowledge 
 
Patients’ 
emotional and 
cognitive 
resources and 
restrictions 

Mutual trust and 
respect 
 
Patients’ choice 
and control 
 
 
Personal 
relationship 

Professional 
expertise 
 
Empathetic 
healthcare 
professionals 
 
Healthcare 
professionals’ 
personal qualities 

 

 

Experiences of patient participation prior to multimodal pain 

rehabilitation (Study 1) 

The analysis of patients’ experiences of patient participation prior to multimodal 

rehabilitation resulted in one theme Being in search of recognition, and three 
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categories: Need for medical affirmation, Emotional and cognitive alienation, 

and Need to communicate, with corresponding sub-categories. 

 

The theme Being in search of recognition depicted patient participation as a one-

way communication where the healthcare professionals had the preferential right 

of interpreting the patient’s situation and needs. The patients experienced being 

unconfirmed and alienated from the healthcare system.  

 

”…already from the start I felt no connection to (healthcare professional) X… I 

must say that X behaved like X did not care about me, it was more about X and 

X profession, I could as well have been a robot, I felt no mutuality…” (Woman, 

Interview 1). 

 

The category Need for medical affirmation, with sub-categories, described the 

patients’ experiences of not being appropriately clinically examined or referred, 

as well as being treated with standard treatments not tailored to the individual. 

The lack and inconsistency in explanations of symptoms, examinations, and 

treatments, as well as not being diagnosed, were experienced as limiting patient 

participation. Patients experienced that the healthcare professionals considered 

themselves to have the right to interpret the patients’ condition, which implied a 

diminishing of the symptoms described or drawing conclusions that were too 

far-reaching about the patients’ needs. The patients emphasized that the 
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healthcare professionals’ tendency to not involve the patients in clinical 

decision-making on treatments restrained patient participation. There were 

experiences of favourable patient participation in encounters with healthcare 

professionals that provided satisfying information and fulfilled patients’ medical 

needs, as well as presented treatment alternatives for the patient to consider. 

 

Emotional and cognitive alienation, with sub-categories, was the category that 

described the patients’ perceptions in relation to the interaction with healthcare 

professionals. Lack of confirmation entailed perceptions of distress, leading to 

an emotional and cognitive distance between the patient and healthcare 

professionals. The patients emphasized being misunderstood and questioned, as 

well as disrespected, neglected and dismissed in encounters with healthcare 

professionals. Such encounters were experienced by the patients as developing 

negative thoughts and emotions. The patients perceived anger, fear, sorrow, 

deception, hopelessness and dejection, as well as feeling foolish and confused. 

In addition, the patients started to doubt their own perceptions of symptoms and 

their capability to contact the healthcare professionals, and they perceived a 

reluctance to follow recommendations or to contact the healthcare system again 

in the future. Patients experienced aggravated symptoms such as stress, 

depression, pain, sleep disturbance, and fatigue when not being confirmed. 

Some patients had experiences of favourable patient participation in encounters 

with healthcare professionals which respected and confirmed them. Developing 
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a relationship with healthcare professionals was experienced as patient 

participation and increased a patient’s self-confidence in the medical encounter.  

 

In the category Need to communicate, with sub-categories, the patients 

emphasized limitations in their communication with the healthcare 

professionals. Time-limits, the stress of healthcare professionals, language 

difficulties, and restrictions in means to contact the healthcare professionals 

restrained the communication and patient participation. In contrast, allowed time 

with healthcare professionals and knowing means to contact them, favoured 

patient participation. In encounters with temporary healthcare professionals the 

patients experienced both satisfying patient participation, as well as restrictions. 

Patients’ emotional status, such as having psychological or blurred symptoms, as 

well as lacking knowledge and insight into their symptoms, restrained 

communication and patient participation. Patients’ anticipations of mistrust in 

the competence of the healthcare professionals, or that they would not receive 

help, as well as having reduced self-confidence, were also experienced as 

restrictions. Patients’ experienced that feeling emotionally strong, having 

knowledge and insights into effective treatment, relying on the healthcare 

professionals’ competence, and hoping for symptom reduction implied an 

increased communication and patient participation. The patients had experiences 

of strategies to be included in dialogue with healthcare professionals. Ways to 

attain communication were to take control of the situation and to be persistent in 
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the communication, as well as demanding referrals and second opinions. In 

addition, patients experienced that when they were accompanied to the 

healthcare professionals by a relative, they were more likely to be listened to, 

though this made the patients feel inferior in the communication.  

 

Experiences of patient participation within multimodal pain 

rehabilitation (Study 2) 

The analysis of patients’ experiences of patient participation within multimodal 

pain rehabilitation resulted in one theme Being in an exchange process, and four 

categories: Fruitful encounters, Inequality in co-operation, Confidence-inspiring 

alliance, and Competent healthcare professionals with corresponding sub-

categories.  

 

The theme Being in an exchange process, depicted patient participation as being 

in a complex and individualized exchange process of emotions, thoughts and 

knowledge between the patient and the healthcare professionals. The exchange 

process included fruitful encounters with competent healthcare professionals, 

but there were also experiences of inequality in the co-operation. The quality of 

the exchange process was important for patient participation and the healthcare 

professionals played an active role in facilitating and balancing the exchange.  
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”We (the patients) are all individuals, there is no model that fits all, you (as 

healthcare professionals) have to be very flexible in the way you meet and 

communicate to be able to reach each person” (Woman, Interview 5). 

 

In the category Fruitful encounters, with sub-categories, the patients 

experienced patient participation when there were platforms, such as team-

conference meetings and individual meetings, which gave them the opportunity 

to meet and communicate with their healthcare professionals. Easy means to 

contact and allowed time with the healthcare professionals, as well as scheduled 

recurrent visits, were perceived as important for patient participation. Having 

few team-conference meetings was experienced as limiting patient participation. 

The patients experienced that the healthcare professionals invited them into 

dialogue by asking questions about their symptoms and life situation, and 

proposing examinations and treatments. The patients emphasized that patient 

participation involved having the opportunity to reflect, respond when being 

asked for their opinion, and having a say in decision-making. Patients 

experienced that when they had different opinions from those of the healthcare 

professionals they chose not to stand by their own opinions. The experiences of 

leaving encounters with healthcare professionals with unanswered questions and 

not satisfying explanations were perceived to restrict patient participation.  
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The category Inequality in co-operation, with sub-categories, illustrated the 

patients’ experiences of multimodal pain rehabilitation as an example of positive 

and negative co-operation with healthcare professionals where they perceived 

patient participation. “Co-operation” was a common single-word description of 

patient participation. Patients described their role in the co-operation as 

recipients of help, support, guidance, and feed-back from the healthcare 

professionals, as well as participants in planning, finding mutual solutions, 

evaluating results and decision-making. However, the patients reported a wish to 

take a more active role in the co-operation, but felt that they were without the 

ability to take on this new role. Lack of knowledge in anatomy and 

symptomatology, or adequate treatment alternatives, as well as the authority 

given to the health professionals, was emphasized as limiting factors. Patients’ 

opportunities to participate were also experienced to be influenced by the 

patients’ emotional and cognitive resources and restrictions. Patients perceived 

that their readiness for change in life, reassured self-efficacy, and willingness to 

try a treatment favoured patient participation, and that having psychological 

symptoms, such as anxiety, lack of energy, being fragile and/or sad, or feeling 

ashamed of being ill, restrained their opportunities to participate. Having pain 

was experienced as a restriction to patient participation, but to some patients it 

favoured patient participation, as an incitament to take actions. Patients’ 

emotions and cognitions were influenced by positive, as well as negative 

perceptions of patient participation in their co-operation with healthcare 
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professionals. Positive perceptions of patient participation were experienced as 

reducing pain and increasing self-confidence. Experiences of encounters with 

the healthcare professionals that lacked patient participation increased the pain. 

In addition, such encounters implied a wish to change their healthcare 

professional, end treatments, or choose a different healthcare centre. 

 

Confidence-inspiring alliance, with sub-categories, was the category that the 

patients’ experienced as the basis for patient participation. Being respected, 

trusted, and confirmed as a whole human being by the healthcare professionals, 

were emphasized. In the confidence-inspiring alliance, the patients perceived 

that feeling confident that the healthcare professionals’ promises and agreements 

were kept favoured patient participation. Some patients described that an 

alliance with a healthcare professional could be permanently ruined by situations 

of mistrust. The patients perceived themselves as those having choice and 

control in the confidence-inspiring alliance. For example, it was their own 

choice to be honest and open in providing information to the healthcare 

professionals. Patients’ honesty and openness were perceived to support patient 

participation as long as there was mutual trust and respect in the alliance. Some 

patients described that they did not have the choice to end treatment in situations 

of mistrust with the healthcare professionals, due to fear of reprimands from 

different authorities in society. Developing a personal relationship with the 

health professionals over time was experienced as supporting a confidence-
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inspiring alliance and patient participation. The patients perceived that by 

knowing a little about the healthcare professional as a person, and getting to 

understand their opinions on matters related to the patient’s situation, they felt 

more comfortable in being trustworthy and open in the medical encounters, 

which favoured patient participation. Some patients described this connection as 

“personal chemistry”.  

 

The category Competent healthcare professionals, with sub-categories, 

illustrated the patients’ emphasis on the healthcare professionals’ expertise, 

empathy and personal qualities for patient participation. The healthcare 

professionals’ expertise in medical issues and treatments, as well as their work 

experience were experienced as essential conditions for patient participation. 

Experiencing that the healthcare professionals did not have these qualification 

restrained patient participation. Professional confidentiality provided for 

openness in encounters with healthcare professionals, and was perceived to 

favour patient participation. Patients’ experiences of professional confidentiality 

that was not kept resulted in an emotional or practical distancing from the 

healthcare professional. The patients experienced patient participation with 

empathetic healthcare professionals who were sensitive, listened to the patient 

and showed interest in their situation. The healthcare professionals’ body 

language and their psychological presence were important for patient 

participation. In addition, the patients experienced that healthcare professionals’ 
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personal qualities, such as being able to laugh, being pleasant, and taking 

criticism were also important for patient participation.  

 

 

 

 

 

 

 

 

 

 
 
 

 

 

 
 
 

 
 
 
 
 
 



52 
 

DISCUSSION 
This licentiate thesis has explored patients’ experiences of patient participation 

prior to and within multimodal pain rehabilitation. The findings showed that 

patient participation can be understood as complex and individualized, with 

multidimensional implications. There were both positive and negative 

experiences of patient participation prior to, as well as within multimodal pain 

rehabilitation. The patients’ experienced a lack of patient participation prior to 

multimodal pain rehabilitation, which was described as a search of recognition 

and an alienation from the healthcare system (І). Within the multimodal pain 

rehabilitation, patient participation was depicted as a continuous exchange of 

emotions and cognitions between the patients and the healthcare professionals 

(ІІ). Patient participation was experienced as a patient – healthcare professional 

interaction, which may be defined as the microsystem of the healthcare services 

(83). The microsystem represents healthcare professionals, the most accessible 

and immediate level of the healthcare system (84). The microsystem is the 

forum for the patients’ emotional expressions (85). The findings in this licentiate 

thesis showed that the patients’ emotions and cognitions were important for 

patient participation. Patients experienced insufficient patient participation when 

not being confirmed by the healthcare professionals (І). Experiences within the 

multimodal pain rehabilitation showed that a confidence-inspiring alliance with 

trust and respect, together with building a relationship, provided patients’ 

perceptions of participating in co-operation with the healthcare professionals 
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(ІІ). The patients emphasized that the healthcare professionals’ sensitivity and 

empathy provided for opportunities to interact with those healthcare 

professionals (ІІ). Emotions and cognitions were important both as prerequisites 

and determinants for patient participation. Patients experienced that their 

emotional and cognitive status, influenced their opportunities to participate. For 

example, having psychological symptoms when entering an encounter with a 

healthcare professional, were experienced to restrict participation (І, ІІ). In 

contrast, being emotionally strong, and having self-confidence were experienced 

to facilitate patient participation (І, ІІ). Further, perceptions of satisfying patient 

participation in the interaction with the healthcare professionals could bring out 

feelings of joy and hope, and lead to reduced symptomatology (ІІ). However, 

perceptions of restricted patient participation were experienced to include 

feelings of anger and sadness, and lead to increased pain and/or stress (І, ІІ). 

Thus, patients experienced different emotions and bodily perceptions depending 

on the success or failure in their interaction with the healthcare professional, as 

well as changes in their symptomatology. This is in line with Alamo et al. (10) 

who showed that patients with benign persistent musculoskeletal pain reduced 

their pain and psychological distress through a patient-centered approach in the 

consultation (10). Also, emotions and bodily perceptions are acknowledged to 

influence performance (37). According to self-efficacy theory (37), patients’ 

experiences of favourable patient participation with positive emotions and 

cognitions may increase patient’s motivation to participate in up-coming 
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encounters with healthcare professional. On the other hand, perceiving negative 

emotions and cognitions in restrained participaton may decrease the patient’s 

motivation for participating in such encounters. The focus on emotions and 

cognitions in relation to patient participation in this licentiate thesis may be 

understood in relation to the fact that patients have had persistent pain for many 

years and were on long-term sick-leave. Patients with persistent pain may 

experience physical and psychological exhaustion (48). They may have been 

dismissed and mistrusted by the healthcare professionals (47, 51), as well as had 

experienced helplessness and disempowerment in relation to their sick-leave 

(86). Thus, they may need to be confirmed as a patient, as well as a person, to be 

able to actively participate in the patient – healthcare professional interaction.  

 

Patients’ experienced that they participated in co-operation with healthcare 

professionals in the multimodal pain rehabilitation. However, they described 

their role more as recipients of healthcare, rather than being in an active role. 

The patients focused on the active role of the healthcare professionals in the co-

operation, and on their expertise. Lack of knowledge was described as limiting 

their opportunity to play an active role in planning and decision-making (ІІ). A 

narrowing of the knowledge gap is described as an important factor in increasing 

the degree of patient participation (2, 3). In multimodal pain rehabilitation 

patients had trust in the healthcare professionals making decisions for them (ІІ). 

However, when the healthcare professionals made decisions for them using their 
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right to interpret the patient’s symptoms and situation, this was not experienced 

as patient participation (І). Patients’ experienced a lack of patient participation 

when the healthcare professionals played an active role in decision-making 

without taking into account the patient’s point of view or not trying to find 

common ground (І). In addition, the patients emphasized a need for dialogue 

with healthcare professionals, including having to use necessary strategies to 

attain communication (І). According to the ICF, healthcare professionals’ 

attitudes and support are environmental facilitators, which may influence a 

patient’s functioning and health. An inappropriate behaviour of the healthcare 

professionals may be seen as a restriction to patient’s performance to participate 

(29). Patients may have both the capacity and ability to participate, thus greater 

emphasis on the patients’ opinions within the patient – healthcare professional 

interaction is recommended (21).  

 

Patients’ experiences of patient participation prior to the multimodal pain 

rehabilitation have much in common with clinical-centered medicine, the 

traditional biomedical model of understanding, and reasoning through medical 

expertise (24, 36, 87). Clinician-centered behaviour, characterized by healthcare 

professionals taking control of the patients clinical history by asking closed 

questions that limited the communication, as well as excluded them from 

decision-making, have been recognized in out-patient care of patients with 

musculoskeletal disorders (87). Clinician-centered medicine is acknowledged to 
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be a diagnosis-centered approach (24, 36). Being diagnosed and getting an 

explanation for the symptoms may be important for positive rehabilitation 

outcomes in pain rehabilitation (51). Such approach was not appreciated by the 

participants that lacked medical affirmation from healthcare professionals prior 

to the multimodal pain rehabilitation (І). Patients’ experiences of patient 

participation within the multimodal pain rehabilitation had much in common 

with patient-centered medicine (24-26, 36). The healthcare professionals’ 

sensitivity to the patient’s point of view and to ask for their opinion may be 

understood as finding common ground (ІІ). Patients’ experiences of tuning out 

of dialogue or not being psychologically present in situations of disagreement, 

may illustrate the importance of finding common ground (ІІ). A relationship 

between the patient and the health professionals was experienced to support the 

confidence-inspiring alliance and patient participation, and increased the 

patient’s self-confidence to communicate their problems (ІІ). In addition, the 

healthcare professionals’ personal qualities were emphasized to influence patient 

participation (ІІ). Patients’ perceptions of being confirmed and understood as a 

person, and not being identified by the disease, are also in line with a patient-

centered behaviour (ІІ).  

 

The fact that multimodal pain rehabilitation is based on a bio-psycho-social 

explanation of persistent pain, as well as building on cognitive-behavioural 

principles, may entail that to some extent patient participation is incorporated in 
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the working process. The patient is expected to participate in setting goals and 

rehabilitation planning, as well as being active in the treatments. In addition, the 

healthcare professionals are expected to co-operate within the team. Multimodal 

pain rehabilitation may be understood as a learning forum for patient 

participation. This licentiate thesis show that patients with persistent pain may 

have earlier negative experiences of patient participation, and then experienced 

satisfying patient participation within the multimodal pain rehabilitation. 

According to social cognitive theory, new behaviour can be learned by listening 

to and watching significant others, for example the healthcare professionals (33). 

The patients may learn patient participation through seeing healthcare 

professionals playing an active role in strengthening the patients’ opportunities 

to participate. The findings demonstrate, in line with Eldh et al. (3), that patients 

in multimodal pain rehabilitation may have a broader definition of patient 

participation than found in legislation and among experts. Thus, healthcare 

professionals must acknowledge patients’ experiences of patient participation to 

increase patients’ opportunities to participate. This licentiate thesis can 

contribute to guiding healthcare professionals to understand patients’ 

experiences of patient participation, and thus to facilitate patient participation.  
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METHODOLOGICAL CONSIDERATIONS 
Qualitative studies are validated by the trustworthiness of the research (79). In 

qualitative content analysis, the concepts credibility, dependability, and 

transferability may be used to describe various aspects of trustworthiness. 

Credibility is to be considered in the data collection, as well as in the data 

analysis (79). In these studies both women and men of various ages contributed 

with their experiences. The patients’ experiences of patient participation prior to 

the multimodal pain rehabilitation were based on earlier encounters with 

healthcare professionals of different occupations in primary and specialized 

healthcare and were accumulated over time. The patients’ experiences of patient 

participation within the multimodal pain rehabilitation were based on team-

conference meetings and individual meetings with occupational therapists, 

physicians, physiotherapists, psychotherapists, and rehabilitation coordinators in 

primary care. The patients were selected from one healthcare centre, which had 

implemented multimodal pain rehabilitation in 2006. At the time of data 

collection, this was the only healthcare centre within the Conty Council of 

Norrbotten, where participants who matched the inclusion criteria could be 

identified. The patients were mostly sick-listed women with long-lasting pain, as 

very few men were offered multimodal rehabilitation.  

 

One explanation for the patients’ earlier negative experiences of patient 

participation prior to the multimodal rehabilitation could be that medical 
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treatment and rehabilitation over the years had been ineffective and unsatisfying. 

At the time being, multimodal rehabilitation was provided when other treatment 

options had proven ineffective. However, since patient participation may 

influence treatment outcomes (8-12), the extent of earlier patient participation in 

healthcare may have influenced earlier and present treatments outcomes. 

Patients’ experiences of lack of earlier opportunities to participate in healthcare 

may be related to experiences of ineffective treatments. In addition, response 

shift implying that patients’ reference point may have changed as their health 

state changed may be relevant. Having had earlier negative experiences may 

influence the descriptions of present experiences by implicit comparison with 

the earlier norm (88). This could also explain the patients’ overall positive 

experiences of patient participation within multimodal pain rehabilitation. 

However, all patients were given the opportunities to recall both positive and 

negative experiences of patient participation prior to the multimodal 

rehabilitation, as well as within the rehabilitation.  

 

To increase the credibility of the findings, all authors of both papers participated 

in the data analysis, which was performed with care. The meaning units and 

codes were kept close to the text, which may have reduced the risk of 

misleading interpretations, and consensus was obtained in categorization. All the 

researchers have a background in physisotherapy and one is also a psychologist, 

which may have influenced the analysis. I performed all interviews. My 
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experiences with pain treatment and team-rehabilitation in primary healthcare 

imply an in-depth knowledge of the context of the study which may be seen as 

an advantage. I had been a caregiving physiotherapist or acted as a consultant in 

the rehabilitation, to some of the patients. This may be both an advantage and a 

disadvantage. The advantage may be in an already established trust, confidence, 

professional competence and secrecy. The disadvantage may be in unexpressed 

expectations of positive results, due to my working relations with team-members 

at the healthcare centre. However, negative criticism of patient participation was 

made to all professionals in the multimodal rehabilitation, including myself. 

None of the patients were undergoing continuing physiotherapy treatment at the 

time for the interview.  

 

All interviews were performed within three months, which increased the 

dependability of the research by reducing the risk of inconsistency during data 

collection. Although, the delay between the end of the multimodal rehabilitation 

and the time for the interview varied, the patients’ recall of their experiences 

was good, and their narratives were rich. Data was divided into two content 

areas and analysed separately, as to find a suitable unit of analysis, large enough 

to be considered as a whole and small enough to be possible to keep in mind as a 

context (79). To increase dependability, patients’ could have been interviewed 

about their experiences of patient participation prior to the multimodal pain 

rehabilitation, before they actually entered the multimodal rehabilitation. 
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However, the understanding of the importance of patients’ experiences of 

patient participation prior to the multimodal rehabilitation was not known until 

performing the first two interviews when the patients spontaneously compared 

their experiences of patient participation. As an author I have realized that 

patients’ experiences of both negative and positive patient participation provided 

a more detailed description of the topic. Patients that lacked negative 

experiences of patient participation gave sparse descriptions of the concept 

patient participation. 

 

I believe that the findings of both studies in this thesis may be transferable to 

patients with persistent pain in comparable multimodal and/or unimodal 

treatment contexts. The patients’ experiences of patient participation prior to the 

multimodal rehabilitation originated mostly from unimodal treatment.  
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CONCLUSIONS 
This licentiate thesis showed that patient participation was experienced as a 

patient – healthcare professional interaction. The interaction was understood as 

complex and individualized with a focus on patients’ emotions and cognitions. 

Patients’ had satisfying and unsatisfying experiences of patient participation 

both prior to and within the multimodal pain rehabilitation. In addition, 

experiences of being unconfirmed and alienated from the healthcare system 

prior to the multimodal pain rehabilitation were identified. Within the 

multimodal pain rehabilitation patients’ experienced patient participation as a 

co-operation based on a confidence-inspiring alliance with the healthcare 

professionals. The patients wished to take a more active role in the co-operation, 

but lacked capacity and/or opportunities to take this new role. Thus, it was 

important that the healthcare professionals played an active role in finding 

common ground, including the patient in dialogue, as well as developing a 

relationship. Patients’ experiences of patient participation within the multimodal 

pain rehabilitation had much in common with patient-centered medicine. 
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CLINICAL IMPLICATIONS 
To increase patient participation the healthcare professionals treating patients 

with persistent pain need to confirm and understand the patient. In addition, to 

have the opportunities to participate in decision-making and rehabilitation 

planning the patients must be included in dialogue with the healthcare 

professionals. Greater effort to acknowledge the patients’ expertise and insights, 

as well as to establish a therapeutic relationship, may strengthen the patients to 

play a more active role in the interaction with healthcare professionals. 
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FURTHER RESEARCH 
 Studies on how patients’ with persistent pain experience satisfying patient 

participation are limited. The findings in this licentiate thesis indicate a 

need of additional qualitative research to deepen the understanding of 

patients’ with persistent pain experiences of patient participation. The 

multimodal pain rehabilitation may be an appropriate context for further 

research.  

 

 Few studies have presented quantitative assessment of patient 

participation in pain rehabilitation. There is a need for an appropriate 

scale to measure patient participation in relation to treatment and health 

outcomes in pain rehabilitation to further enlighten the significance of 

patients’ involvement in their healthcare.  
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SVENSK POPULÄRVETENSKAPLIG SAMMANFATTNING 

Patienters erfarenheter av patientdelaktighet före och inom 

multimodal smärtrehabilitering 

 

Syftet med denna licentiatavhandling var att utforska patienters erfarenheter av 

patientdelaktighet före och inom multimodal smärtrehabilitering. 

Patientdelaktighet är ett begrepp som används för att beskriva patienters 

möjligheter att vara delaktiga i sin hälso- och sjukvård, och har ingen entydig 

definition. I svensk lagstiftning samt i hälso- och sjukvårdens riktlinjer är 

interaktionen mellan patient och vårdpersonal viktig. Patientens autonomi, 

integritet, rätt till information om sitt hälsotillstånd och vårdåtgärder, samt 

jämställdhet vid beslut om utredning och behandling ska beaktas. Teoretiska 

modeller för hälsa och sjukdom, exempelvis den bio-psyko-sociala modellen 

och WHO:s klassifikation av funktionstillstånd, funktionshinder och hälsa (ICF), 

visar på betydelsen av delaktighet i sociala interaktioner för individens hälsa. 

Patientens delaktighet i sin vård kan påverka både behandlingsresultat och 

patientens hälsa. Modeller för patient-centrerad vård har identifierat viktiga 

dimensioner för patientdelaktighet. Grundläggande i patient-centrerad vård är 

det bio-psyko-sociala perspektivet som medför en utökad möjlighet att förklara 

hälsa och sjukdom, samt de konsekvenser sjukdom kan medföra i det dagliga 

livet. Att förstå patientens sjukdom och patienten som person, samt utgå från 

den enskildes erfarenheter och förutsättningar är viktigt. Det är betydelsefullt att 
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finna en utgångspunkt för hur patient och vårdpersonal gemensamt ser på 

patientens situation och behov av vård. Patientens kunskaper och insikter ska 

tillvaratas i eftersträvandet av jämställdhet vid planering och beslut om vård. Att 

med tiden utveckla en terapeutisk relation har betydelse för patient – 

vårdpersonal interaktionen och för patientdelaktighet. Både patientens och 

vårdpersonalens personliga egenskaper, känslor och tankar inverkar på 

interaktionen och relationen. Tidigare forskning har visat att patientens tilltro till 

sin förmåga att vara delaktig påverkar patientdelaktighet. Enlighet social 

kognitiv teori bedömer en individ tilltron till sin förmåga utifrån resultatet av 

genomförande av en aktivitet, och det finns ett positivt samband mellan en 

individs tilltro till sin förmåga och att genomföra beteendeförändringar.  

 

Patienter med långvarig muskuloskeletal smärta kan ha erfarenheter av bristande 

delaktighet i sin vård, och av att inte ha blivit trodda eller bekräftade av 

vårdpersonal. Multimodal smärtrehabilitering rekommenderas som 

behandlingsmetod vid långvarig muskuloskeletal smärta. Multimodal 

rehabilitering bygger på den bio-psyko-sociala modellen och principer i kognitiv 

beteendeterapi. Patientens delaktighet i beslut, planering, och genomförande av 

rehabiliteringen är i fokus. För att utforska patienternas upplevelser av 

patientdelaktighet genomfördes kvalitativa intervjuer med 17 patienter, 14 

kvinnor och 3 män, som hade fullföljt och avslutat multimodal 

smärtrehabilitering vid en hälsocentral i Norrbotten. Kriterierna för att delta i 
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studierna var i enlighet med Rehabiliteringsgarantin: personer mellan 16 till 67 

år med smärta i nacke, rygg, axel och/eller generaliserad smärta, samt 

genomförd rehabilitering motsvarande 2-3 behandlingstillfällen per vecka under 

6-8 veckor, och av minst 3 vårdpersonal tillhörande olika yrkesgrupper. För att 

tolka och förstå patienternas upplevelser av patientdelaktighet före (Studie 1) 

och inom (Studie 2) multimodal smärtrehabilitering analyserades innehållet i 

intervjuerna med kvalitativ innehållsanalys.  

 

Resultatet av patienters tidigare erfarenheter av patientdelaktighet före 

multimodal smärtrehabilitering (Studie 1), innebar ett sökande efter hälso- och 

sjukvårdens erkännande, och inkluderade upplevelser av bristande 

kommunikation med vårdpersonal, otillräcklig medicinsk vård, brist på 

bekräftelse av vårdpersonal och en distansering från hälso- och sjukvården. 

Patienterna beskrev behov av medicinsk vård: att bli undersökt, remitterad, och 

att få en diagnos och/eller en förklaring till sina symptom. De saknade även 

förklaringar till undersökningar, tester och behandlingar, och upplevde att 

vården var standardiserad och inte anpassad för individen. Patienterna hade 

erfarenhet av att vårdpersonal ansåg sig ha rätt att tolka patientens symptom och 

situation. De upplevde att vårdpersonalen förminskade deras symtombild och att 

behovet av deras vård felbedömdes. Brist på bekräftelse, respekt och förståelse 

från vårdpersonalen, medförde emotionella och kognitiva reaktioner hos 

patienten, exempelvis ilska, rädsla, hopplöshet, förvirring, samt att patienten 
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började tvivla på sina symtom, och kände sig osäker på att söka vård i framtiden. 

Patienterna upplevde också en ökning av symtom: stress, smärta, nedstämdhet, 

sömnstörning, trötthet, i relation med att inte bli bekräftad. Erfarenheter av 

positiv patientdelaktighet fanns i möten med vårdpersonal som mötte patientens 

medicinska behov, bekräftade patienten och utvecklade en terapeutisk relation 

med patienten. Patienterna upplevde att kommunikation med vårdpersonalen var 

viktigt för patientdelaktighet. Vårdens ramar, patientens emotionella och 

kognitiva förutsättningar och nödvändiga strategier påverkade patientens 

möjligheter till kommunikation. Upplevelser av att kunna kontakta vårdpersonal 

och att det fanns tillräckligt med tid avsatt för möten främjade 

patientdelaktighet. Erfarenheter av tidsbrist, stressad vårdpersonal, och 

språksvårigheter begränsade patientdelaktighet. Att möta en tillfällig 

vårdpersonal kunde upplevas både positivt och negativt för patientdelaktigheten. 

Patienterna hade erfarenheter av hur deras känslor och tankar inför möten med 

vårdpersonal inverkade på deras möjligheter till kommunikation och 

patientdelaktighet. Upplevelser av att må psykologiskt dåligt, ha diffusa 

symtom, eller misstro vårdpersonalens kompetens och ha tankar om att inte 

kunna få hjälp, begränsade deras möjligheter. Medan erfarenheter av att känna 

sig psykiskt stark, ha kunskap om effektiv behandling, hoppas på lindring av 

symtom, och att lita på vårdpersonalens kompetens inför möten med 

vårdpersonal främjade kommunikation och patientdelaktighet. Patienterna hade 

erfarenheter av nödvändiga strategier för att kommunicera med vårdpersonal. 
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Att ha med en anhörig i mötet med vårdpersonal medförde att vårdpersonalen 

bättre lyssnade på patienten, men samtidigt kände sig patienten mindervärdig i 

en sådan situation. Andra nödvändiga strategier som främjade kommunikation 

och patientdelaktighet var att ställa frågor, efterfråga remiss, eller att överdriva 

sina symtom och sin situation.  

  

Resultatet av patienters erfarenheter av patientdelaktighet inom multimodal 

smärtrehabilitering (Studie 2), var att befinna sig i en ömsesidig 

samverkansprocess som innebar ett utbyte av känslor, tankar och kunskap 

mellan patient och vårdpersonal. Vårdpersonalen hade en aktiv roll i 

samverkansprocessen som var komplex och individualiserad. Patienterna hade 

erfarenheter av patientdelaktighet i individuella möten och team-konferenser 

med vårdpersonal. Att team-konferenserna var få till antalet upplevdes begränsa 

patientens möjlighet till att vara delaktig. Att vårdpersonalen avsatte tid för 

patienten och att det var enkelt att kontakta dem främjade patientdelaktighet. 

Vårdpersonalen hade en aktiv roll i dialogen med patienten, genom att ställa 

frågor om patienternas symptom och livssituation, föreslå undersökningar och 

behandlingsalternativ, samt ge patienten tid att reflektera. Patienterna upplevde 

delaktighet genom att svara på vårdpersonalens frågor och delge sina åsikter. 

Patientdelaktighet i dialogen begränsades vid avvikande åsikter då patienten 

valde att inte strida för sin åsikt. Att lämna ett möte med vårdpersonal utan 

tillfredsställande förklaringar och obesvarade frågor upplevdes också begränsa 
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delaktighet. Patienterna hade erfarenheter av att vara i ett samarbete där de 

upplevde patientdelaktighet. Patienterna upplevde att de tog emot hjälp, stöd, 

guidning och feedback, och att de deltog i planering, problemlösning, 

utvärdering och i att fatta beslut. De önskade ha en mer aktiv roll i samarbetet, 

men upplevde att brist på kunskap i medicin och behandlingar, samt 

vårdpersonalen som auktoritet utgjorde begränsningar. Möjligheten att ha en 

aktiv roll i samarbetet med vårdpersonal påverkades också av patientens 

emotionella och kognitiva resurser och begränsningar. Att känna sig redo för 

förändring i livet, ha tilltro till och vilja prova behandling främjade 

patientdelaktighet. Symptom som ångest, brist på energi, och ledsenhet 

begränsade patienternas möjlighet att vara delaktig. Att besväras av smärta 

beskrevs både kunna begränsa, men också främja patienten till delaktighet. 

Patienterna hade också erfarenheter av att emotioner och kognitioner påverkades 

av positiva och negativa upplevelser av patientdelaktighet. Positiva upplevelser 

av patientdelaktighet kunde medföra att smärta minskade och tilltron till sig 

själv ökade. Negativa upplevelser av patientdelaktighet kunde medföra ökad 

smärta, framkalla tankar om att avsluta behandlingen eller att välja annan 

vårdenhet. En förtroendeingivande allians med bekräftelse, tillit och respekt, 

upplevdes som grundläggande för patientdelaktighet. Patienterna upplevde det 

viktigt att kunna lita på vårdpersonalens löften och överenskommelser. 

Erfarenheter av att överenskommelser hade brutits kunde rasera en existerande 

allians. Patienterna hade erfarenhet av att de hade eget val och kontroll i den 
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förtroendegivande alliansen. Öppenhet och ärlighet främjade 

patientdelaktigheten så länge det fanns tillit och respekt mellan patienten och 

vårdpersonalen. Däremot upplevde patienterna att vid situationer av misstro 

gentemot vårdpersonalen, hade de inte alltid eget val att bryta alliansen på grund 

av exempelvis regelverk för sjukskrivning och rehabilitering. Patienterna 

upplevde att patientdelaktighet främjades av att utveckla en relation med 

vårdpersonalen och att veta något om dennes personliga åsikter om sådant som 

berörde patientens situation. Erfarenheter av att inte utveckla en relation med 

vårdpersonal medförde tankar om att välja annan vårdpersonal. Patienterna hade 

erfarenhet av att vårdpersonalens kompetens inverkade på patientens möjlighet 

till delaktighet. Vårdpersonalens professionella kunskaper, arbetslivserfarenhet, 

och tystnadsplikten var viktigt för patientdelaktighet. Erfarenheter av 

vårdpersonal som inte hade tillräcklig professionell kunskap eller bröt mot 

tystnadsplikten begränsade patientdelaktighet. Patienterna upplevde 

patientdelaktighet när vårdpersonal var empatisk, visade intresse för patienten, 

samt var lyhörd i mötet med patienten. Patienterna upplevde också att 

vårdpersonalens personliga kvaliteter som att vara vänlig, kunna skratta, och tåla 

kritik, var viktigt för patientdelaktighet. 

 

Sammanfattningsvis så visar resultaten i denna licentiatavhandling att 

patientdelaktighet upplevdes som en interaktion mellan patienten och 

vårdpersonal. Interaktionen var komplex och individualiserad, och fokuserade 
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på patientens känslor och tankar. Det fanns positiva och negativa erfarenheter av 

patientdelaktighet, både före och inom den multimodala smärtrehabiliteringen. 

Erfarenheter av patientdelaktighet före multimodal rehabilitering indikerar en 

brist på bekräftelse av vårdpersonal och en distansering från hälso- och 

sjukvården för patienten. Inom multimodal smärtrehabilitering upplevdes 

patientdelaktighet som ett samarbete, baserat på en förtroendeingivande allians 

med vårdpersonalen. Patienterna önskade att de kunde vara mer aktiva i 

samarbetet, men upplevde att de inte hade kapacitet och/eller möjlighet till detta. 

Därför var det viktigt att vårdpersonalen hade en aktiv roll med att inkludera 

patienterna i dialog och etablera samförstånd. Patientdelaktighet inom den 

multimodala smärtrehabiliteringen hade likheter med modeller för patient-

centrerad vård.  
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Objective: To explore primary healthcare patients’ experienc-
es of patient participation in multimodal pain rehabilitation. 
Patients and methods: A total of 17 patients who had com-
pleted multimodal rehabilitation for persistent pain were 
interviewed. The interviews were analysed using qualitative 
content analysis.
Results: One theme, Being in an exchange process, and 4 cat-
egories emerged. The theme depicted patient participation 
as a continuous exchange of emotions, thoughts and knowl-
edge. The category Fruitful encounters represented the ba-
sic prerequisites for patient participation through dialogue 
and platforms to meet. Patients’ emotional and cognitive 
resources and restrictions, as well as knowledge gaps, were 

Inequality in co-operation. Mutual trust and respect were 
crucial conditions in patient’s personal relationships with 
the health professionals, forming the category 
inspiring alliance. In the category Competent health profes-
sionals, the health professionals’ expertise, empathy and 
personal qualities, were emphasized to favour patient par-
ticipation.
Conclusion: Patient participation can be understood as 

-
ance enables a trusting relationship to be formed between 
patients and health professionals. Patients emphasized that 
health professionals need to play an active role in building 
common ground in the interaction. Understanding each pa-
tient’s needs in the participation process may favour patient 
participation.
Key words: interviews; multimodal rehabilitation; multiprofes-
sional rehabilitation; patient participation; pain; Swedish reha-
bilitation warranty; qualitative research. 
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INTRODUCTION

Multimodal rehabilitation is a common recommendation for 
-

sistent or recurring pain of at least 3 months’ duration (2, 5). 
Persistent pain occurs in approximately 20% of the adult Swed-
ish and European population, with a higher prevalence among 
women (2, 5, 6). Such pain may reduce health-related quality 
of life and increase societal costs (2, 7, 8). Persistent pain can 
be explained by the bio-psycho-social model as a complex and 
dynamic process whereby biological, emotional, cognitive and 
social factors interact (9–11). In multimodal pain rehabilitation, 
the patient and a team of health professionals co-ordinate the 
interventions from a bio-psycho-social perspective, such as 
physical exercise, functional training, education, and cognitive-
behavioural interventions, towards a mutual goal (1, 3, 12, 13). 
Multimodal rehabilitation has been shown to improve self-rated 
health and work ability (14) as well as return to work (5). 

In Sweden, multimodal pain rehabilitation is provided within 
primary healthcare as well as in specialized care. Patients 
with complex pain conditions in combination with moder-
ate to severe psychological symptoms are treated at primary 
healthcare centres (13). The Swedish rehabilitation warranty 

rehabilitation for patients with persistent pain. The warranty is 

the minimum amount of rehabilitation as 2–3 times a week for 
6–8 weeks, provided by a minimum of 3 health professionals 
of different occupations (12). The county council in northern 
Sweden develops multimodal rehabilitation within primary 

primary and specialist care (16). 
Participation in work and daily life is one of the main goals 

of multimodal pain rehabilitation (5, 12, 13). Patients’ integrity, 

(5), as well as the opportunities to play an active role in reha-
bilitation planning (12, 13). Under Swedish legislation patient 
participation is acknowledged by focusing on the interaction 
between patients and health professionals, as well as the pa-
tient’s autonomy, integrity and equality in decision-making in 
clinical practice (17). The patient’s participation in multimodal 
pain rehabilitation is important in order to obtain positive re-
habilitation effects (12). Effective interaction between patients 
and health professionals correlates with stronger treatment 
effects (18) and improved health outcomes (19).
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The concept of patient participation can be understood in dif-
ferent ways as there is little agreement on how to conceptualize 

the action of taking part 
in something -

 being 
involved in a life situation (22). Patient participation can be 
studied from several perspectives: for example, patient, health-
care organization, and societal perspectives (20). Within the 
patient perspective it is important to acknowledge the patient 
as an individual, and to improve collaboration through learning, 

the health professionals through dialogue (23). For high levels 
of patient participation it has been shown to be important for 
patients to acquire appropriate insights and knowledge, not 
only information, and to have the opportunity to interact with 

of participation (24). However, little is known about patients’ 
perspective on participation in multimodal pain rehabilitation.

The aim of this study was to explore primary health care 
paients’ experiences of patient participation in their multimodal 
pain rehabilitation.

METHODS
Subjects
Subjects were selected from patients at a primary healthcare centre, 

all patients who completed multimodal rehabilitation at the primary 
healthcare centre, a purposive sample was selected in accordance with 
the Swedish rehabilitation warranty (12). The following criteria were 
used: (i) age between 18 and 63 years; (ii) completed multimodal re-
habilitation for persistent pain; (iii) rehabilitation 2–3 times a week for 
6–8 weeks; and (iv) involvement of a minimum of 3 health professionals 

were sent written information about the study. Seventeen persons gave 
their informed consent to participate (14 women and 3 men, age range 
23–59 years, mean age 46 years). They had all had persistent pain in the 
spine, shoulder or generalized musculoskeletal pain, for several years. 
All informants, except one who worked full-time, had been on sick-leave 
for at least one year at the time they entered multimodal rehabilitation. 
The interview was carried out between 4 months and 3 years after the 
end of rehabilitation. The study was approved by the Regional Ethics 
Committee of Umeå University, Sweden (Umu dnr 2010-226-31 M).

Methods and data collection
A qualitative study was performed to capture the diversity and com-
plexity of the phenomenon patient participation in multimodal pain 
rehabilitation (25), and to develop new knowledge of the subject based 
on the patients’ own experiences (26).

The interviews were conducted at a local hospital in Northern Sweden. 
One informant was interviewed at home. Each informant was inter-
viewed once, for a period of 50–80 min. The interviews were performed 

multimodal pain rehabilitation. In some cases, the interviewer had 
participated in the multimodal rehabilitation team as physiotherapist. 
Data was collected using an interview guide with open-ended ques-
tions (27) to enable the informants freely to express their experiences 
of patient participation. The interview guide covered the informant’s 
overall perception of patient participation, and experiences of patient 
participation in multimodal rehabilitation. The interview began with 
an open question “Please, tell me what patient participation is like for 
you? ”, and continued with questions about the informant’s experiences 
of this in their multimodal rehabilitation. The interview guide covered 
questions on experiences of favourable patient participation, as well as 
experiences of restrictions in patient participation. The interview guide 
was tested on a patient and on colleagues, prior to the study, and no 
changes were needed. All interviews were recorded digitally in MP3 

Data analysis
Data analysis was carried out by qualitative content analysis (28). 
Firstly, the transcript of each interview was read through several 
times and notes were made about the overall sense of the interview. 

and conditions favouring patient participation as well as conditions 
restraining patient participation. The analysis proceeded with marking 
meaning units that answered to the aim of the study. The meaning units 
were condensed, and labelled with a code, which was kept close to 

computer programme Open Code (Umeå University, Department of 
Epidemiology and the computer centre, UMDAC). The codes in each 
interview were then compared and compiled according to similari-
ties and differences. Preliminary categories on a more abstract level 
were created. The analysis continued by comparing the preliminary 
categories in all interviews, in order to obtain further abstraction and 

content of the text, emerged during the analysis. To ensure credibility, 
continuous comparison of the emerging codes and categories, against 
all data, was performed. All authors participated in the analysis process. 

RESULTS

Analysis of the content resulted in one theme Being in an 
exchange process, and 4 categories: Fruitful encounters, In-
equality in co-operation, , and 
Competent health professionals. These categories represent 
the patients’ description of patient participation in their mul-
tiprofessional pain rehabilitation. Each category comprised 
3 sub-categories. From the categories the comprehensive 
theme Being in an exchange process emerged. An overview 

Table I. The theme “Being in an exchange process”, with its categories and sub-categories

Theme Being in an exchange process 

Category Fruitful encounters Inequality in co-operation Competent health professionals

Sub-category Platforms to meet

Health professionals invite to 
dialogue

Patients respond to dialogue

Working process

Need for increased knowledge

Patients’ emotional and cognitive 
resources and restrictions

Mutual trust and respect

Patients’ choice and control

Personal relationship

Professional expertise

Empathic health professionals

Health professionals’ personal 
qualities

J Rehabil Med 45



3Patient participation in multimodal pain rehabilitation

of the results is shown in Table I. The theme, categories and 
sub-categories, illustrated with quotes from the patients, are 
described below. 

Being in an exchange process 
The 4 categories constituted a complex and individualized ex-
change process of emotions, thoughts and knowledge between 
the patient and the health professionals. The exchange process 
included both fruitful encounters with competent professionals 

operation. The quality of the exchange process was important 
for the patients to have opportunities to perceive the inequal-
ity in the co-operation as balanced. The health professionals 
played an active role in facilitating the exchange process. 

We (the patients) are all individuals, there is no model that 

in the way you meet and communicate to be able to reach 
each person. (Woman, interview 5)

Fruitful encounters
The category Fruitful encounters contained 3 sub-categories 
and described the patients’ opportunity to meet and commu-
nicate with the health professionals in the exchange process. 

The sub-category “Platforms to meet” illustrated the pa-
tients’ experiences of opportunities to meet with the health 
professionals, as prerequisites to patient participation. Both 
team-conference meetings and individual meetings for treat-
ment, planning and evaluation, were described as the basis 
for fruitful encounters. Experiencing that health professionals 
allowed enough time to meet the patient, scheduled recurrent 
visits and made it easy for the patients’ to contact them, were 
important for participation. Some patients experienced that 
there were few team-conference meetings, which limited the 
participation process. 

In the team-conference meetings, I feel that I am participat-
-

fessionals) do not meet without me. (Woman, interview 11)

In the sub-category “Health professionals invite to dialogue” 
together with the sub-category “Patients respond to dialogue”, 
the patients emphasized that the health professionals conducted 
the dialogue by asking questions about their symptoms and life 
situation, and proposed a variety of examinations and treatments 
for the patients to consider. The patients experienced that they 
participated in the dialogue by responding when asked for 

professionals’ expectations that the patients would make their 
own suggestions about examinations and treatments were not 
experienced by the patients as patient participation. 

I don’t want to be expected to come up with suggestions on 
treatment options…if I had to, I think that this health profes-
sional is not competent. (Woman, interview 12)

When they had different opinions from those of the health 
professionals, the patients experienced themselves as tuning 
out from dialogue rather than standing by their own opinions. 

Questions about the future were sometimes perceived by the 
patients as provocative and as a barrier to participation, while 
others found that the topic promoted participation. Experiences 
of leaving encounters with health professionals with unan-
swered questions or inadequate explanations were perceived 
as restraining patient participation. 

The patients emphasized that patient participation meant 
being able to state their opinions and have a say in decisions. 
Patients expressed a wish to play a more active role in the 
dialogue with health professionals.

Inequality in co-operation
Inequality in co-operation, with 3 sub-categories, was the cat-
egory describing the qualities of the co-operation. Co-operation 
was a common single-word description of patient participa-
tion in the content. Many patients referred to the completed 
multimodal pain rehabilitation as an example of co-operation 
where they perceived patient participation. 

The sub-category “Working process” illustrated the means 
and ways by which the co-operation was experienced by the 
patients. The patients reported that working with several health 
professionals at the same time favoured participation, although 
patients also reported experiencing the imbalance between 
them and the number of health professionals as a disadvantage 

I felt comfortable having health professionals from different 
occupations with whom I could discuss my situation. (Man, 
interview 17)

The patients described themselves as recipients of help, 
support, guidance and feedback from the health professionals, 

evaluating results and making decisions. Patients emphasized 
a wish for taking a more active role in making decisions, but 
considered themselves not capable. This was partly accepted 
by the patients as a statement of reality, but also perceived as 
frustrating. 

The “Need for increased knowledge”, representing a sub-
category in the category Inequality in co-operation, illustrates 
some restrictions the patients experienced in co-operation with 
the health professionals.

have enough knowledge (in medical issues) and you are 
not familiar with treatment options. (Woman, interview 3)

Many patients experienced that the fact that they lacked 
knowledge in anatomy, symptomatology or adequate treat-
ment, limited participation. There were descriptions of a need 
for increased knowledge through the provision of informa-
tion, advice and education by the health professionals. Some 
patients experienced that patient participation was restrained 
by the authority given to the health professionals, and there 
were descriptions of having to accept the health professionals’ 
decision, even if they did not agree with the decision. However, 
some patients emphasized being comfortable with the health 
professionals making decisions for them. 

The sub-category “Patients’ emotional and cognitive resourc-
es and restrictions” emerged from descriptions of emotions 
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Resources that enhanced patient participation were: readiness 

treatment. Having psychological symptoms, such as anxiety, 
lack of energy, being fragile, and/or sad, or feeling ashamed 
of being ill, were commonly experienced to restrain patient 
participation. 

I felt exhausted and it was really hard to participate in the 
team-conference meeting…I just wanted to cry, and was not 
able to communicate the things I wanted to say. (Woman, 
interview 9)

Having pain was also emphasized as a restriction to patient 
participation, although some patients experienced it to favour 
participation, since it incited the patients to take measures. 

Patients’ cognitive and emotional reactions on issues from 
outside the rehabilitation affected patient participation. For 
example, families’ and friends’ opinions on, and reactions to, 
the patients’ situation, were described to either favour or limit 
patient participation. 

-
enced by positive, as well as negative perceptions of patient 
participation in an encounter with health professionals. Emo-

recovery to health could emerge from sensing participating 
in the dialogue with the health professionals. These emotions 
were described to reduce pain, and to strengthen the patient 
as a person. 

Leaving a team-conference meeting sensing having been 
respected, listened to and grasping that they (the health 
professionals) want to help me, gave me a boost to continue 
(the rehabilitation)…I felt happier, strengthened and felt less 
pain. (Woman, interview 15) 

Experiences of planning meetings or treatment sessions that 
lacked patient participation brought out feelings of sadness, 
anger, stress, and increased the pain. As a consequence, the 
patients described a wish to change health professionals, end 
treatments, and choose a different healthcare centre. 

The category with 3 sub-cate-
gories, was emphasized by the patients as a basis for patient 
participation in multiprofessional pain rehabilitation. 

The patients experienced that it was satisfactory to perceive 
an alliance with one or two of the health professionals within 
the team. The allied health professionals supported the patient 
in disagreements with other health professionals, as well as 
with relatives and authorities, for example the Swedish Social 
Insurance Agency. In addition, the patients described that, in a 

professionals, which in turn strengthened the patient’s sense 
of participation.

The sub-category “Mutual trust and respect” represents what 
the patients found to be crucial conditions in the category 

. The patients emphasized that 

-

the illness, favoured patient participation. 

(the health professionals) want to reach the person and 
start a successful co-operation…the patient must experience 

(Woman, 
interview 14)

In addition, the patients experienced that it was important 

agreements were kept. There were descriptions of once having 
trusted the health professionals, and then there were situations 

inspiring alliance permanently. Perceiving mistrust in the 
health care system in general, was also experienced to limit 
patient participation.

I now keep some distance from the health professional…I 
don’t believe in all the health professional tell me…I have 
lost my respect and trust in the health professional, since I 

(Woman, interview 8)

“Patients’ choice and control” illustrated the patients’ ex-

inspiring alliance. Patients reported that it was their own choice 
to be sincere and open in providing information to the health 
professionals. However, some patients described that it was 

relating more than they had planned about their situation. The 
patients’ sincerity and openness were experienced to support 
patient participation as long as there were mutual trust and 
respect in the alliance. Patients emphasized that, in situations 
of mistrust with the health professionals, they felt that they 
could not always chose to end treatment, instead they found 
themselves to be psychologically not present in the situation. 
Patients’ fear of reprimands from authority was described as 
a cause for not arguing about participation. 

I dreaded to decline participation in multimodal pain re-
habilitation, thinking if I say no to this what will happen 
then … I did not know if I wanted this (to participate in the 
rehabilitation)…but I chose to accept participation, having 
no other option. (Woman, interview 14)

However, some patients experienced having control to a 
large extent, for example choosing whether or not to listen to 
advice or follow ordinations. 

“Personal relationship” was the sub-category that emerged 
from the patients’ experiences of having a personal rela-
tionship with the health professionals, which supported the 

patients emphasized that developing a relationship over time, 
in which they knew a little about the health professional as 
a person, and getting to understand their opinions on matters 
related to the patient’s situation, resulted in the patients feel-
ing comfortable in the sessions. Some patients described this 
connection as “personal chemistry”. This promoted the patients 
to be trustworthy and to open up with the health professionals. 
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Without a personal relationship, there were descriptions of 
insecurity in not knowing what the health professional really 
thought. The patients experienced that the personal relation-
ship with the health professional entailed that the patients did 
not feel comfortable with a change of health professionals. In 
addition, not perceiving a personal relationship was considered 
by some patients as a reason to change health professionals. 

Having a good relationship (with the health professional), 
makes you (the patient) be yourself and to feel relaxed when 
describing your symptoms to the health professional, even 
if you feel fragile…without the relationship I could never 
address those issues. (Woman, interview 1)

Competent health professionals
The category Competent health professionals contained 3 
sub-categories which described the patients’ emphasis on a 
competent health professional to obtain patient participation.

Once having met a health professional with broad compe-
tence, who listens to the patient, and makes me feel comfort-

(Woman, interview 5)

“Professional expertise” was the sub-category that illustrated 
the patients’ descriptions of the health professionals’ expertise; 
knowledge in medical issues and treatments, as well as work 
experiences, which were found to be essential conditions for 
patient participation. In addition, the health professionals’ 

prior to the patients’ awareness of it, was experienced to 
favour patient participation. Some patients experienced situ-
ations in the multiprofessional pain rehabilitation, when the 

expected, and this limited patients’ participation. Professional 

provided opportunity to be open with the health professionals. 

emotional or practical distancing from the health professional. 
“Empathic health professionals” and “Health professionals’ 

personal qualities” were the remaining sub-categories in the 
category Competent health professionals. The patients experi-
enced empathic health professionals who listened to the patients, 
showed interest in their situation, and were sensitive, as favouring 
patient participation. In addition, the health professionals’ body 
language; for example, eye contact, and their psychological pres-
ence, were important for patient participation. To be a competent 
health professional, which included having personal qualities 
such as presenting oneself as an ordinary human being when nec-
essary, was also important in the participation process. This could 
mean being able to laugh, being pleasant, and taking criticism. 

The health professionals should be human and be able to 
laugh, not being so strict…simply be yourself and try to 
relax. (Woman, interview 8)

Some patients emphasized that the health professionals’ 
empathic and personal qualities were of greater importance to 
patient participation than their professional expertise. 

DISCUSSION

This qualitative study explored patients’ experiences of par-
ticipation in multimodal pain rehabilitation, conducted in 
accordance with criteria from the Swedish rehabilitation war-
ranty. The results show that having such a patient perspective 
had a multidimensional implication. All patients experienced 
satisfying patient participation and referred to the rehabilitation 
as an example of co-operation in which they perceived patient 
participation. Some patients reported situations during the reha-
bilitation in which they experienced restraints in the participation 
process. The comprehensive theme Being in an exchange pro-
cess, indicated that emotions and cognitions were in focus in the 
patients’ perceptions of patient participation. For many patients, 
conditions such as trust, respect and relationships, which formed 
the category  were experienced 
as an important base for patient participation. Experiencing a 

fact that the patients had persistent pain and were on long-term 
sick-leave. Patients with chronic pain may experience being 
dismissed and mistrusted by healthcare professionals regard-
ing their pain (29). Sickness absence leads to negative health 
effects (30), including feelings of helplessness and disempow-
erment (31). Such earlier experiences made it understandable 

alliance. Many of the patients emphasized that, in multimodal 

and they could believe in recovery. The same positive result has 
been shown when exploring patients’ experiences of multimodal 
rehabilitation programme for burnout (32). 

In multimodal pain rehabilitation, the patients worked together 
with several health professionals. This was mostly experienced 
to favour patient participation. The patients reported that the 

-
bled patient participation in the team-conference meetings. The 
health professionals’ emphatic capability and personal qualities, 
as well as the patients’ personal relationships with them, were 
emphasized as important. The patients’ experienced that a good 
relationship with the health professionals enabled an atmosphere 
in which the patients felt calm and relaxed during the meetings. 
This made it easy to communicate symptoms and concerns. 
The health professionals’ understanding of the patients’ illness 
and the social context in which the patients live is accumulated 
over many encounters with the patient (33). Empathy and 
sensitivity from the health professionals have been described 
positively by patients in several studies (18, 23). Developing an 
ongoing patient–health professional relationship is explicit in 
patient-centred medicine (33, 34). In this relationship the health 
professional as a person, as well as the patient as a person, both 

The patients focused on the health professionals’ active 
role in dialogue and in co-operation, and relied on the health 
professionals to take action to facilitate patient participation. 
The patients experienced their role as a receiver and regulator 
in the co-operation, rather than playing an active role in the 
participation. Lack of knowledge was described as a factor 
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limiting the opportunity to play an active role in planning and 
decision-making. Many patients asked for more knowledge, but 
found themselves reconciled in trusting the health profession-
als’ expertise. Some patients wanted the health professionals 
to make the decisions for them. A narrowing of the knowledge 
gap is described as an important attribute to increase the degree 
of patient participation (24, 36). 

In situations of disagreement with, or lack of trust in, the 
health professionals, the patients chose not to confront this. 
The consequences of negative interactions were instead that 
patients decided to end treatment or the relationship with the 
health professionals. However, more common strategies were 
tuning out of dialogue or not being psychologically present in 
the meetings with the health professionals. This can be under-
stood as acceptance that there could be no common ground 
for the interaction. Finding common ground is described as a 
process of mutual understanding whereby the patient and the 

a satisfactory solution. Mutual understanding in the interac-
tion is the very essence of patient-centred medicine (33, 34). 

Our study revealed rich descriptions of patients’ experiences 
-

ing their participation. Little et al. (37) found that patients 
wanted a patient-centred approach, and health professionals who 
were sensitive to psychologically vulnerable patients. Patient-
centred medicine has a bio-psycho-social perspective on illness 
that explores both the disease and the illness experienced by 
patients in their life context, as well as understanding the patient 
as a person (33–35). Health professionals must be sensitive to 
the best timing for each patient. In a trusting relationship they 
learn to recognize the patients’ main concerns and to understand 
the patients’ readiness for change (33). In our study, this can 
be illustrated by patients’ experiences of how questions about 
the future were perceived as provocative, as they considered 
that living with pain involved learning to cope, not planning 
for the future. Others were inspired by the fact that someone 
believed in a future for them, and were ready to proceed. The 
patients also reported that perceiving patient participation in 
multimodal pain rehabilitation implied positive effects. For 
example, participating in the dialogue with the health profes-
sionals was experienced to reduce pain and increase well-being, 
which in turn favoured patients’ participation. On the other 

pain. Pain was described as an obstacle to patients’ participa-
tion. This demonstrates the importance of securing patients’ 
participation in multimodal pain rehabilitation by understanding 
each patient’s needs, in order to provide for optimum patient 

Methodological considerations

was performed with care, and all researchers participated in 
the analysis. The meaning units and codes were kept close to 
the text, which may have reduced the risk of misleading in-
terpretations. All researchers have a professional background 
in physiotherapy, and one is also a psychologist, which may 

had been involved as a caregiving physiotherapist or acted 
as a consultant in the rehabilitation, for some of the patients, 
may imply both a disadvantage and an advantage. The dis-
advantage is that there may be positive expectancy effects 
or bias, the advantage is an already established competence 
and authority. However, the interviewer perceived a genuine 
willingness from the patients, to participate in the interview, 
and to report both positive and negative experiences of the 
participation process. Despite the delay between the end of 
the rehabilitation and the interview, which may have reduced, 
to some extent, the patients’ recall of experiences, the narra-
tives were rich. Negative criticism of patient participation was 
made to all professionals in the team, the interviewer included. 

interview, due to the interviewer’s working relationship with 
other co-workers in the healthcare centre. None of the patients 
was undergoing continuing physiotherapy treatment at the 
time of the interview. We consider the interviewer’s in-depth 
knowledge of the multimodal pain rehabilitation programme 
to be mainly an advantage in the interview situation, which 
made it possible to examine patient participation in more depth.

In this study, both men and women of various ages, con-
tributed their experiences. The patients were selected from a 
single healthcare centre, which had implemented multimodal 
pain rehabilitation in 2006. The majority of patients had been 
on sick-leave for more than one year at the time they entered 
multimodal pain rehabilitation. Recent reports show that there 
are increased opportunities for return to work, as well as a 
reduced risk of sick leave for patients with persistent pain 
(14). It is likely that patients currently included in the Swed-
ish rehabilitation warranty have a shorter sick-leave period 
compared with our informants.

Thus, we consider that the results of this study may be 
transferred to multimodal rehabilitation in primary healthcare 
centres treating patients with long-term pain conditions. Con-
cerning future studies, we recommend additional qualitative 
studies to deepen the understanding of the concept of patient 
participation in multimodal pain rehabilitation. As there is an 
ongoing development concerning multimodal pain rehabilita-
tion, content and treatment measures, this may further improve 
patient participation. Quantitative research to measure patient 
participation in multimodal rehabilitation is also a challenge; 
for example, to develop a questionnaire from the results of this 
study and test it for reliability and validity. 

In conclusion, our findings on patient participation in 
multimodal pain rehabilitation have much in common with 

enable an ongoing trusting relationship between patients and 
health professionals. The patients emphasized that the health 
professionals needed to play an active role in building com-
mon ground in the exchange process of emotions, thoughts 
and knowledge. Patient participation in multimodal pain 
rehabilitation is complex and individualized. Increasing our 
understanding of each patient’s needs in the interaction may 
favour their opportunity to participate.
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