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POPULÄRVETENSKAPLIG SAMMANFATTNING PÅ 

SVENSKA 

Med patientdelaktighet menas ofta att relationen mellan patient och vårdpersonal präglas av 

tillit och informationsutbyte, samt att patienten har inflytande i beslut gällande vård och 

behandling. Patientdelaktighet anses bidra både till ökad patientnöjdhet och bättre 

behandlingsresultat, bland annat genom färre vårdskador. Trots att svenska patienter har 

lagstadgad rätt att vara delaktiga, visar internationella jämförelser att patienters ställning i 

Sverige är svag. För att stärka patienters ställning behövs förståelse för hur patientdelaktighet 

uppfattas och kan te sig i olika vårdsammanhang. 

Denna doktorsavhandling bidrar med kunskap om patientdelaktighet genom att beskriva vad 

det kan innebära i två olika vårdkontexter, nämligen gastrointestinal endoskopi och 

akutsjukvård i norra Sveriges glesbygd. Gemensamt för dessa bägge sammanhang är att korta 

möten mellan patient och vårdteam är vanliga. I avhandlingen presenteras även två nya 

metoder som har utvecklats för att främja patientdelaktighet i sådana sammanhang. 

 

GASTROINTESTINAL ENDOSKOPI 

För patienter med symtom eller sjukdom i mag-tarmkanalen, t.ex. cancer, är gastrointestinal 

endoskopi vanligt förekommande undersökningar/behandlingar. Patienten möter då oftast ett 

team av läkare, sjuksköterskor/undersköterskor. Endoskopiundersökningar upplevs ibland av 

patienter som besvärliga och smärtsamma. I Sverige sövs vanligen inte patienter för dessa 

undersökningar men avslappande och smärtstillande läkemedel brukar däremot erbjudas. 

Även om riskerna vid endoskopiundersökningar generellt anses små, räknas t.ex. blödningar 

och skador på tarmen som möjliga komplikationer.  

I delstudie I (2015) utvecklades en checklista för att främja både patientdelaktighet och 

patientsäkerhet i samband med endoskopiundersökningar. Genom checklistan synliggörs 

förutom säkerhetsaspekter även patientens förväntningar och önskemål. Checklista för säker 

och personcentrerad endoskopi introducerades genom föreläsningar och teamträning för 

personalen på en endoskopimottagning på Karolinska universitetssjukhuset i Stockholm. 

Projektet utvärderades genom enkäter till både patienter och personal samt observationer av 

personalen i patientmötet. Bland resultaten noterades att läkarna, som inte tidigare hade 

deltagit i identitetskontroller, i hög grad började att stämma av patienters personnummer mot 

journalhandlingar. Detta höll i sig under hela uppföljningsperioden (tio månader), vilket 

tolkades som en förbättring av patientsäkerheten. Endoskopiteamens följsamhet till 

checklistans instruktioner var däremot inte optimal. Säkra tecken på förbättrad 

patientdelaktighet kunde inte påvisas. Checklista för säker och personcentrerad endoskopi 

används i dag, sju år efter dess tillkomst, på minst tre endoskopimottagningar i Stockholm. 

I delstudie II (2017-2018) intervjuades patienter på en endoskopimottagning angående deras 

upplevelser av och attityder till patientdelaktighet. De intervjuade beskrev hur de i varierande 



grad deltog i samband med endoskopin, vissa på ett aktivt sätt och andra mer avvaktande och 

passivt. Personalens agerande tolkades som inkluderande (t.ex. genom att kontinuerligt 

förklara vad som hände) eller exkluderande (t.ex. genom att inte kommunicera 

undersökningsresultat), vilket spelade stor roll för hur möjligheter till delaktighet uppfattades. 

Därutöver hade andra faktorer, så som patientens tidigare erfarenheter, läkemedelspåverkan, 

hur personalen uppfattades och tillgänglighet till mottagningen, betydelse för patienternas 

upplevelse av delaktighet. Sammanfattningsvis beskrevs ett delat ansvar mellan personal och 

patient för patientdelaktighet, men där det främsta ansvaret vilade på personalen. Vidare är 

patienter i beroendeställning och behöver stöd för att bli delaktiga i sin undersökning.  

 

AKUTSJUKVÅRD I NORRA SVERIGES GLESBYGD 

I norra Sveriges glesbygd bedrivs akutsjukvården ofta vid så kallade sjukstugor. I 

sjukstugorna finns en vårdcentral, en liten vårdavdelning och akutmottagning. Kvälls- och 

nattetid bemannas akutmottagningen av sjuksköterskor och undersköterskor. Läkare finns 

inte alltid fysiskt på plats, men kan med hjälp av videouppkoppling anslutas till akutrummet.  

I delstudie III (2019-2021) intervjuades hälso- och sjukvårdspersonal (läkare, sjuksköterskor 

och undersköterskor) från åtta olika sjukstugor/hälsocentraler i Västerbotten och Norrbotten. 

Personalen berättade om sina uppfattningar om patientdelaktighet i samband med 

akutrumsarbete där läkaren deltar via videouppkoppling. Personalen beskrev 

videouppkopplingen som ett hinder för att skapa en förtroendefull relation till patienten. 

Läkare hade svårt att uppfatta ”känslan i rummet” och sjuksköterskorna upplevde en ökad 

arbetsbörda då de ofta fick ”tolka” mellan läkare och patient. Undersköterskorna kunde å sin 

sida närma sig patienten mer, för att skapa trygghet. Typiskt för vård i glesbygden är en nära 

kontakt med patienter, som personalen ofta känner väl. De intervjuade upplevde att den 

familjära kontakten påverkas när teamet inte känner varandra eller patienten sedan tidigare. 

Sammanfattningsvis ansågs videouppkopplingen bereda möjligheter för patientdelaktighet, 

men riskerade också förstärka patientens redan utsatta läge. 

I delstudie IV (2021-2022) utvecklades ett observationsinstrument för att bedöma och ge 

återkoppling på beteenden i akutvårdsteam som kan bidra till patientdelaktighet. PIC-ET tool 

är ett instrument innehållande 22 observerbara beteenden som kan graderas på en skala från 

”ingen patientdelaktighet” till ”hög patientdelaktighet”. Som grund till instrumentet låg bland 

annat intervjuer med patienter, och på tidigare studier samt videomaterial av teamarbete. En 

internationell expertpanel deltog i arbetet att utveckla instrumentet. PIC-ET tool testades 

avseende tillförlitlighet och träffsäkerhet så att det i framtiden kan användas för forskning och 

undervisning. Slutsatsen var att instrumentet kan användas för utbildning och 

kvalitetsförbättring inom vården, men att ytterligare arbete kan behövas för att förfina 

instrumentets kvalitet då det ska användas inom vetenskap. 

 



 

 

SLUTSATSER 

I avhandlingen framkommer att förutsättningarna för patientdelaktighet påverkas av 

vårdkontexterna i sig, men även i hög grad av de personer som är inblandade, deras tidigare 

erfarenheter och personliga omständigheter. Både patienter och personal i gastrointestinal 

endoskopi och akutsjukvård i glesbygd ser på patientdelaktighet som något positivt och 

önskvärt, men beskriver också svårigheter att uppnå en jämlik relation mellan patient och 

personal. Patientens roll beskrivs ofta som underordnad. För ökad patientdelaktighet krävs 

ömsesidigt förtroende, öppen dialog, delad kunskap och inflytande mellan patient och 

personal. I avhandlingen presenteras nya metoder för ökad patientdelaktighet i 

teamarbetssituationer inom endoskopi respektive akutsjukvård.  

 

 

  



ABSTRACT 

Background: Patient participation has been described as patients’ opportunities for 

involvement in different parts of their care. Benefits, including improved patient safety, 

health outcomes and patient satisfaction have been associated with patient participation. 

However, although patient participation is promoted in legislation and by international 

organisations, there are signs of deficits in different healthcare settings. It also appears that 

patient participation is context dependent and defined differently across contexts. Some 

healthcare settings, for example, short-term care relationships in team-based contexts, have 

been less explored.  

As it appears that greater patient participation is needed in the healthcare system, 

understanding what it actually means in different contexts is essential to identifying strategies 

to improve patient participation. 

Aims: The overall aims of this thesis were, first, to contribute to knowledge and 

understanding about patient participation in short-term clinical encounters in team-based 

settings, and second, to provide and evaluate strategies to enable patient participation for such 

settings. 

Methods: In this thesis, two different Swedish clinical settings characterised by short-term 

care encounters were explored: gastrointestinal (GI) endoscopy in a university hospital and 

rural emergency care in which telemedicine is used to connect a physician to the rest of the 

team (i.e. ‘tele-emergency’).  

Qualitative methods were used to explore patients’ (Study II) and healthcare professionals’ 

(HCP’s) (Study III) attitudes, experiences and perceptions of patient participation in the 

respective settings. Semi-structured interviews were performed individually or in groups. 

Interview transcripts were analysed using qualitative content analysis.  

For the GI endoscopy setting, a safety checklist with a person-centered approach was 

developed and introduced (Study I). A cross-sectional design was used to evaluate the 

checklist intervention (before-after). Data collection included questionnaires and structured 

observations. 

In study IV, an observational tool was developed and tested to assess and provide feedback to 

emergency teams regarding patient involvement and collaboration behaviour. The 

development of the tool was based on published literature, interview transcripts and video-

recordings from simulated emergency scenarios. An international expert panel reviewed the 

tool’s content for validity. The feasibility and inter-rater reliability of the tool were also 

assessed. 

Results: In GI endoscopy (Study II), the patients described their level of participation as 

active or passive and reported whether they were included or excluded by the HCPs. Factors 

influencing patient participation in GI endoscopy were identified, including the perceptions 



 

 

of the HCPs, personal characteristics or circumstances, and organisational aspects. 

Opportunities for increased patient participation during the endoscopy pathway were 

identified. 

In Study III, patient participation in tele-emergencies was described by HCPs. Building a 

trusting relationship was essential for patient participation in emergencies. The video setup 

frequently became a ‘barrier’ between the HCPs and the patients, and the team’s 

communication over the video-conference system endangered the already weak position of 

the patient. The familiarity in the patient-HCP relationship, which is often typical of rural 

healthcare, was negatively affected when a physician unknown to the patient appeared on the 

screen. HCPs also described a need for a ‘private room’, without the patient, to discuss 

sensitive topics. 

Two strategies to enhance patient participation were successfully developed and evaluated, 

one for GI endoscopy and one for emergency care.  

In Study I, the most notable result was that physicians started participating in patient identity 

checks (from 0% to 87%) 10 months after the checklist intervention (p < 0.001). Nurses 

participated in the identity checks to a high degree both before and after the intervention. 

Structured observations showed that the checklist was used frequently, but adherence was 

suboptimal. The staff questionnaires showed a tendency towards increased awareness of 

patient participation and improvements in the teamwork climate. Patients reported overall 

high satisfaction before the intervention, which remained unchanged. 

In Study IV, the PIC-ET (Patient Involvement and Collaboration in Emergency Teams) tool 

was developed, a 22-item observational instrument for team assessment in emergency care. 

Using this tool, a team’s patient involvement and collaboration (PIC) behaviour can be rated 

from ‘no PIC’ to ‘High PIC’. The PIC-ET tool was found to be feasible, and the content 

validity was good. The tool was viewed as useful for clinical assessments, research and 

education. Inter-rater reliability was ‘fair’.  

Conclusions: This thesis contributes knowledge on patient participation in short-term clinical 

encounters in team-based settings by providing descriptions of what participation means to 

patients and HCPs within two different settings: GI endoscopy and rural emergency care.  

The results suggest that context influences how patient participation is interpreted, but also 

that it is highly dependent on the personal characteristics of the patients and HCPs, their 

expectations and previous experiences. In both settings, patient participation was described as 

possible and desirable. However, the patient often seems to have an inferior position. For 

increased patient participation, mutual trust, open dialogue, and sharing of knowledge and 

power are important.  

Two strategies for enhancing patient participation were developed and tested. Both methods 

show promising features, and future research should be conducted to generate more robust 

evidence.  
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1 FOREWORD 

A middle-aged man told me about the first of many yearly colon cancer screening 

colonoscopies.  

I was in my twenties and nervous about the examination. I laid on my side in a cold room, 

with a naked bottom, while a physician performed the colonoscopy. There were spectators in 

the room who were not introduced to me. No one talked to me, asked me how I felt, or told me 

what to expect. I felt that I was treated as an object, and I experienced this situation as 

abusive. It felt like I was being raped, he said.  

Even though two decades had passed and none of the subsequent colonoscopies had been 

performed in such a cold, technical and dehumanizing manner, this man relived his first 

traumatic experience in his mind when I met him. He was shaking and required heavy 

sedation for the procedure.  

Over the years, this patient kept showing up for his appointments. Although he was 

emotionally damaged from his first endoscopy experience, he understood that regular colon 

cancer screenings were important for his health. Many others would not have chosen to do 

the same, and would consequently fail to benefit from important cancer prevention. 

This particular story stuck with me over the years as an example of the complete opposite of 

patient participation. I have drawn on a number of patient stories when trying to understand 

the complex dynamics of patient participation.  

Being a nurse often means bridging the gap between different disciplines and perspectives. I 

therefore think that the topic of my thesis, patient participation, is typical for research within 

the nursing field. But patient participation should not be seen as an interest specific to any 

specific profession, it is a matter of health equity, a concern for all people, as everyone will 

seek healthcare at some point in their lives.  

My professional background, as a specialist nurse in emergency care and an endoscopy nurse, 

influenced the choice of the two care settings explored in this thesis: GI endoscopy and 

emergency care. About half-way through my PhD journey, the opportunity to study ‘tele-

emergencies’ in a rural setting presented itself. I found this setting unique and interesting and 

could not resist. This provided me with the opportunity to study patient participation in two 

very different contexts, but with some similarities, namely, the short-term clinical encounter 

in a team-based setting. 

My hope is that the readers of this thesis will gain a deeper understanding of patient 

participation in short-term care. I do not set out to provide a simple answer to what patient 

participation is or how it can be achieved, but to at least contribute to that end.  

Hanna Dubois, Stockholm, 2022 
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2 INTRODUCTION 

 

Over the decades, healthcare has evolved from being paternalistic, where patients have been 

passive recipients of care (1), to increasingly putting the patient in the center while allowing 

them to take an active role in planning, decision-making and self-management (2). This 

‘new’ approach to care can be traced in part back to the 1940s and the theory presented by 

psychologist Carl Rogers in which patients were viewed as persons with strengths and 

adaptive capacities (2, 3). Over the years, the biopsychosocial view of patients has replaced 

the biomedical perspective (2, 4). This transition has been described as a paradigm shift (2, 

5). Societal developments, including the rise of the market economy, consumerism (1, 6) and 

digitalisation (7), have also been claimed to influence the patients’ role in healthcare.  

Patient participation is promoted by the World Health Organization (WHO) (8) and has been 

described as a core competency for healthcare professionals in their efforts to engage patients 

in their care (9). There is a growing body of evidence showing that when patients are able and 

willing to engage in their healthcare, they are more likely to take responsibility for their own 

health: they adhere to treatment plans, take part in preventive measures, live healthier lives 

and avoid health damaging behaviours to a higher degree (10). Various studies have shown 

that patient participation is associated with patient satisfaction (11) and improved health 

outcomes (10-12), even after adjusting for sociodemographic factors, disease severity and 

ethnic background (10). Patient participation can be compared to the principal of autonomy in 

medical ethics (13) and can therefore also be seen as a goal in itself, as every person should 

have a right to self-determination. 

In Sweden, patient participation is a statutory right. It is explicitly stated in the Patient Act 

(2014) that healthcare must be planned and executed in collaboration with the patient as 

much as possible (14). Although improvements have been made in some areas of patient 

participation, Sweden remains weak in international comparisons in important aspects of 

patient participation (15). There are also geographical differences in Sweden regarding access 

to a permanent point of contact for the elderly; in rural areas, elderly patients have less 

continuity in their contact with healthcare professionals (HCPs) (15). 

Both in the scientific literature and healthcare policy, the question is seldom if patient 

participation is appropriate, but rather what it means in different contexts and how it can be 

applied in practice. This thesis aims to address these questions by exploring two specific 

settings and by presenting methods to promote patient participation in these settings.  

 

2.1 KEY CONCEPTS 

In recent decades, when describing the ‘new era of care’ with increasingly involved patients, 

various concepts have emerged, for example, patient involvement, patient participation, 
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patient-centred care and person-centred care. These terms are often used interchangeably in 

the literature, and their meanings overlap to a certain extent. The concepts are found in 

descriptions of the direct care level (micro), organisational level (meso) and 

societal/governmental level (macro) (4).  

In this thesis, the main concept explored and discussed is patient participation on a micro 

level. The closely related concepts, patient involvement and collaboration, patient 

participation, and person-centered care, have inspired the four sub-studies of this thesis. A 

clarification of these concepts is therefore presented below.  

 

2.1.1 Patient participation 

Patient participation is one of the commonly used concepts in the literature and policy 

documents when referring to healthcare provision where the patient has an influence on the 

care processes. The exact meaning of the concept has been discussed in several concept 

analyses, a few of which are presented below. 

Nilsson et al. (16) explained that patient participation is based on the caring relationship, 

where learning and reciprocity can occur. In the caring relationship, trust can be gained, 

which was declared as the core of patient participation. The authors pointed out that 

continuity and dialogue are important in the trusting caring relationship; thus, the patient can 

feel in control, understood and independent (16).  

Castro et al. defined individual patient participation as the patient’s right and opportunity to 

influence and engage in decision making. The professionals’ expertise and knowledge, and 

the patient’s preferences and potential form the dialogue and influence decision-making about 

the care and treatment of the patient (17). Shared decision-making is the pinnacle of patient 

participation, as described by Castro (17).  

According to Cahill, patient participation means that 1) there is a reciprocal relationship 

between the patient and the HCP, 2) the information and knowledge gap between the patient 

and the HCP is reduced, 3) some power is shifted from the HCP to the patient, 4) the patient 

engages in intellectual or physical activities and 5) the engagement of the patient is beneficial 

to him/her (18). 

 

2.1.2 Person-centered care  

The concept person-centered care is also defined in a variety of ways but has been compared 

to patient participation in that it implies a more holistic approach to patients. In a concept 

analysis by Morgan and Yoder, person-centered care was described as 1) holistic, 2) 

individualized, 3) respectful and 4) empowering (3).  
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The Centre for Person-centred Care at the University of Gothenburg defines person-centered 

care as a guiding ethical standpoint, where the patient is viewed as a fellow human being with 

capacities and needs (19). The narrative of the patient is central and is considered when 

formulating a plan for the patient’s care. The relationship between the patient and the HCP is 

seen a partnership (19).  

Ekman et al. argued that the word person is a more appropriate word, since using the word 

patient objectifies the person in need of healthcare and reduces them to their illness (5). In 

person-centered care, every person is considered unique and different from others. The 

person ‘behind’ the patient and illness is seen, listened to and invited into a partnership with 

the healthcare professional (5). Therefore, patients need individual and tailored care in 

contrast to standardised care (2). In person-centered care, the empowerment of the patient is 

important to augment his/her self-confidence and self-determination (3).  

Ekman et al. recommended ‘routines’ to 1) initiate the partnership by inviting the patient to 

share their narrative, 2) working in a partnership through shared decision-making and 3) 

safeguarding the partnership by documenting the patient narrative (5).  

Ekman’s description of partnership (5) can be compared to the top of the pyramid in Cahill’s 

model (18).  

 

2.2 PATIENT PARTICIPATION IN DIFFERENT CONTEXTS 

2.2.1 The clinical context 

Patient participation (and its neighbouring concepts) has been explored in a wide range of 

clinical specialties, including rehabilitation (2, 20, 21), intermediate care (22), paediatric care 

(23), oncology (24), palliative care (25, 26), primary care (27) and emergency care (28-31). 

Descriptions of patient participation differ depending on the context. Thus, the clinical 

context seems to influence how patient participation is portrayed in the literature.  

In a physiotherapy context for instance, patient participation has been described as mutual 

therapeutic goal setting, information exchange and decision-making (21). In a primary care 

setting, aspects of patient participation that patients were reported to value the most were 

information and knowledge, and respect and integrity (27). In emergency settings, attention, 

respect, involvement in decision-making and access to information (e.g. regarding waiting 

times) have been described as important to patients (30). Shared decision-making has been a 

topic of interest in emergency care research, especially regarding medical decisions (31-33). 

In studies of palliative care, it has also been found that patients wish to participate in 

decision-making, including in everyday nursing decisions, medical treatment decisions and 

end-of-life decisions (25). In intermediate care, patient participation has been described as 

patient and family involvement in ‘holistic collaborative decision-making’ (22). In paediatric 

care, the role of the whole family is often emphasised (34).  
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Although the descriptions within the various medical fields differ, there are reoccurring 

elements in papers describing patient participation, e.g. the trustful relationship, information 

exchange and shared decision-making (16-18).  

 

2.2.2 The duration of care relationship 

A large proportion of studies have explored patient participation and person-centered care in 

long-term care relationships, for example, in the care of patients with chronic illnesses (5, 

35). In the long-term relationship, self-management (35) and the continuity of care (36) have 

often been emphasized. The duration of the care relationship is usually not addressed in 

research regarding patient participation, however, settings where short-term care relationships 

occur are less frequently investigated in this field of research. Examples of such settings are 

emergency care or settings where medical procedures are performed, for example, surgery or 

GI endoscopy. Since previous research differs in the description of patient participation, 

depending on the clinical setting, it can be assumed that the duration of time may be a factor 

influencing how the concept is interpreted in such settings.  

In this thesis, the short-term clinical encounter refers to a patient–HCP care encounter with a 

duration of a few minutes up to a few hours. 

 

2.2.3 The professional team  

Patient participation and related concepts are often described within a nursing context (16, 18, 

24, 37-40). Indeed, in a recently published review of literature on patient-centered care, one 

in three articles described patient-centered care (or a similar concept) within a nursing context 

(39). However, healthcare is often performed by multi-professional teams, including nurses, 

nurse assistants and physicians. Patient participation research should thus also include multi-

professional team settings, as this context is underrepresented in the research field.  

A well-functioning multi-professional healthcare team has been highlighted as an important 

factor for patient participation (41, 42). Fox and Reeves argued, however, that team 

collaboration and patient participation are not as uncomplicated and without risks as they may 

seem; hierarchical structures between professionals and a ‘territorial’ view of professional 

expertise challenge effective teamwork (43). Putting the patient at the ‘center of the team’ 

may also be interpreted as the ‘off-loading’ of professional responsibility on the patient. Fox 

and Reeves warned that patient participation requires educated patients and therefore risks 

favouring privileged socio-economic groups (43). 

Along with technical advancements, the notion of the team nowadays also includes 

geographically distributed teams, also called virtual teams, a care model that has been more 

widely used since the Coronavirus pandemic (44). Distributed teams are faced with different 

communication challenges within the professional team than co-located teams (44). It may be 
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assumed that patient participation in a distributed team is described differently than in a co-

located team. Research within the field of patient participation lacks the distributed team 

context.  

 

2.3 PATIENT PARTICIPATION AS A MEANS FOR PATIENT SAFETY 

Poor quality care, which results in patient harm, is a growing public health problem in the 

world (45). According to the WHO, one in ten patients receiving hospital care in high-income 

countries are subject to adverse events, meaning avoidable patient harm caused by healthcare 

(45). Patients in low- and middle-income countries are at an even greater risk of being 

harmed by healthcare services. In fact, in these countries, unsafe healthcare is estimated to 

cause approximately 2.6 million deaths annually (45).  

Patient safety is often defined as the avoidance of patient harm in healthcare. Over two 

decades ago, the Institute of Medicine published a ground breaking report drawing attention 

to patient safety deficits, which are often caused by the human factor (46). Improvements in 

teamwork and team communication (i.e. non-technical skills) have been highlighted as 

important measures to increase patient safety (46, 47). In addition to teamwork training, for 

example, in simulation based education (48), safety checklists have been introduced and have 

resulted in improvements in patient outcomes (e.g. within surgery (49) and intensive care 

(50)). 

Patient participation has been identified as an important component in patient safety work 

(45, 51-55), in part because it enables the patient to serve as a safety barrier, preventing 

medical errors and contributing relevant information to the medical team (56). In its Global 

Patient Safety Action Plan 2021-2030, the WHO declared that patient and family engagement 

in all parts of the healthcare chain is a key measure of safer healthcare (45). Studies have 

found that patients are willing to be included in safety routines (53, 57, 58), but their 

participation depends on the attitudes and behaviour of HCPs and the healthcare systems (51, 

53, 58-60).  

There are reports about the patient-role in safety work, yet to be strengthened. E.g. the bio-

medical approach, with ‘hard data’ has a higher status in patient safety reporting than 

subjective patient accounts. This was discussed by Gyberg et al., who analysed the discourse 

in adverse event reports in acute care, which were written by HCPs, patients and their next of 

kin (61). The authors found that physical signs of patient harm were taken more seriously by 

HCPs than the patients’ own reports. In addition, the notion of the unreliable patient was 

expressed in the HCPs’ reports (61). This is a clear example that the patient’s voice is often 

still weak in patient safety work. Patients are often aware of safety culture, and it has been 

suggested that patients should be more involved in safety culture measures in healthcare (62). 

This area of research is still under development. Further knowledge about patient 

participation in patient safety work is still required. 



 

12 

2.4 METHODS FOR PROMOTING PATIENT PARTICIPATION 

Previous research has identified a number of factors that hinder patient participation in the 

provision of healthcare, including time constraints (63, 64), HCPs’ attitudes towards the 

patient perspective (65, 66), deficiencies in interprofessional collaboration (64) and a lack of 

training and experience among HCPs (67). In order to address these barriers, a number of 

methods have been described to improve or understand patient participation.  

A variety of instruments have been developed to measure aspects of patient participation, 

both from the HCP or patient perspective, and for educational and/or research purposes (68, 

69). Tools developed for the care encounter, for example, shared-decision making tools in the 

patient-physician consultation (70, 71), have also been introduced.  

One strategy used to understand the patient–clinician interaction is structured observation. 

Ekman et al. reviewed the literature and found 16 observation tools to assess HCPs’ 

competencies in person-centered care across different contexts (72). The authors found that 

although the tools may be useful for educational purposes, there was limited evidence to 

support their use in summative assessment. In addition, no actual patients were involved in 

the development process for any of the tools (72).  

Interventions intended to increase patient participation in clinical settings have previously 

been found to be effective (10, 73). The settings in which these interventions are described 

are often very specific; for example, Dyrstad and Storm described an educational intervention 

programme developed for multi-professional teams that aimed to increase competencies and 

awareness regarding patient participation in transitional care for older adults (74). There are 

also examples of interventions targeting patients’ communication skills (75). 

Although a large number of studies have looked at methods to understand and improve 

patient participation in healthcare settings, there is not a model that perfectly fits all 

healthcare settings or populations.  
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3 FRAMEWORKS AND PERSPECTIVES 

Research, especially the interpretation of research results, is highly influenced by the 

worldview of the researcher, as well as that of the reader. To guide the reader, a conceptual 

framework, as well as the theoretical and philosophical perspectives that have inspired the 

research in this thesis, are briefly presented below.  

  

3.1 GENERAL THEORETICAL PERSPECTIVE 

A research paradigm can be explained as an underlying worldview that inspires the research 

process, analysis and interpretations (76). Although two of the sub-studies (studies I and IV) 

presented in this thesis can be related to the positivist paradigm of research, as the methods 

are partly used to test hypotheses, the underlying set of beliefs and views in this thesis are 

related to the constructivist paradigm.  

Ontology is the study of being or of reality. An ontological assumption in the constructivist 

paradigm is that there are multiple realities, or rather that reality is a subjective construct by 

individuals (76). 

Epistemology is the study of knowledge or how knowledge about the reality can be gained. In 

the constructivist paradigm, the researcher is connected to and interacts with the phenomenon 

being studied, while a positivist view is that research findings ideally are not influenced by 

the researcher.  

According to the constructivist paradigm, evidence is best obtained through an inductive 

approach, ideally using qualitative methods. The aim is to seek in-depth understanding, for 

example, by using small, information-rich samples (76).  

 

3.2 CONCEPTUAL FRAMEWORK 

The conceptual framework that guided the work of this thesis is Jo Cahill’s pyramid, where 

different levels of patient participation are clarified (18). The concept of patient participation 

was mainly chosen as it corresponds well with the provisions of the Swedish Patient Act (14) 

and it is easy to apply across various healthcare settings.  

 

3.2.1 Cahill’s pyramid: Patient involvement, patient collaboration, patient 
participation and partnership  

In addition to patient participation, Cahill described the neighbouring concepts patient 

involvement, patient collaboration and partnership and illustrated their mutual hierarchical 

order in the form of a pyramid, where patient involvement and patient collaboration 

constitute the base, patient participation the middle and partnership the top (18). Patient 
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involvement and patient collaboration were described as precursors to patient participation. 

According to Cahill, patient involvement differs from patient participation in that it is a one-

way process. In patient involvement, eliciting the patient’s point of view is an important 

aspect, but it is not necessary for the professional to share knowledge or power with the 

patient, and the activities in which the patient is involved are not complex intellectual 

activities, for example, decision-making (18). 

Patient collaboration includes complex, intellectual activities, for example, decision-making. 

However, patient collaboration means co-operation, while patient participation can result in 

differing opinions between the patient and healthcare professionals. In patient collaboration, 

an agreement is reached (18).  

Partnership, the top of the pyramid, is where the precursors, or ‘levels’, have been achieved 

and is seen as the goal of the patient-professional relationship. In the partnership, both parties 

are equal and engaged in all processes of the care relationship, including the planning, goal 

setting, execution of care and evaluation (18).  

 

 

 

  

Figure 1. Cahill’s pyramid (18) 

 

Partnership

Patient participation

Patient involvement 
and collaboration
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Box 1. Requirements for Patient participation, according to Cahill (18). 

 

3.3 PHILOSOPHICAL PERSPECTIVE 

Miranda Fricker’s theory of epistemic injustice (77) was used as an inspiration in the 

discussion of the findings. 

According to Fricker, there are two kinds of discriminatory epistemic injustices (wrong done 

to a person to his or her capacity of knowing): hermeneutical and testimonial injustice (77).  

Hermeneutical injustice means that a person or a social group has a disadvantage when trying 

to understand their experiences, which is caused by a deficit in the collective tools of social 

interpretation, such as the use of terms and concepts. When someone is hermeneutically 

marginalised, he or she experiences something but lacks the language to describe it – which is 

a ‘double punishment’, since they suffer but cannot make it explicit to themselves or to 

others. Without access to terms and concepts, it is difficult to understand negative 

experiences. Hermeneutical marginalisation can occur in specific situations or can be 

structural in nature – in both cases, the person experiences powerlessness (77). 

Testimonial injustice means that the credibility of a person’s testimony is reduced out of 

prejudice (e.g. ageism, sexism, racism). When the speaker’s credibility is wrongly valued due 

to prejudice, the speaker is a victim of testimonial injustice. Testimonial injustice can also be 

pre-emptive, meaning that social groups with low credibility will not be asked for their 

opinion; their voices do not count (77). 

Carel and Kidd (78) used Fricker’s theory (77) in a philosophical analysis of epistemic 

injustice in healthcare. They claimed that patients are vulnerable to epistemic injustice for 

different reasons, such as the way that healthcare is organised, where only certain kinds of 

Requirements for Patient participation 

1. A relationship between the patient and healthcare 

professionals must exist 

2. A reduction of the information and knowledge gap 

between the patient and healthcare professionals 

3. Surrendering of power and control by healthcare 

professionals 

4. The patient engages in intellectual or physical 

activities 

5. The engagement of the patient creates benefits to 

him/her 
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information, knowledge, evidence and modes of articulation are privileged. The authors 

pointed out that it is the structures and hierarchies in healthcare, rather than individual 

professionals, that normally cause epistemic injustice (78). 
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4 RATIONALE FOR THE THESIS 

Patient participation is recognised worldwide as an important aspect of quality healthcare for 

ethical reasons, improved healthcare outcomes and patient safety. Despite this knowledge and 

the establishment of legal requirements for the patient to be invited to participate in their care 

processes, there are reports from many healthcare domains that patients do not feel that they 

are involved to the extent they wish and have the right to be.  

There is a growing body of knowledge about what patient participation means in different 

healthcare settings, and it appears to be context dependent. Some healthcare contexts have 

been investigated more than others. Long-term patient-HCP relationships have received a lot 

of attention in the literature on patient participation. Short-term clinical encounters in team-

based settings have not been as extensively investigated.  

It is important to create an understanding of what patient participation means across different 

contexts and that strategies to promote patient participation are developed and adapted for the 

specific context in which they will be used.   
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5 OVERALL RESEARCH AIMS 

The overall aims of this doctoral thesis were to contribute to the knowledge and 

understanding of patient participation in short-term clinical encounters in team-based settings 

and to provide strategies to enable patient participation for such settings. 
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6 CASE STUDIES   

The aim of this doctoral thesis was to contribute to the knowledge and understanding of 

patient participation in short-term, team-based clinical encounters, since these settings are 

underexplored in this field of research. Patient participation was explored in two of these 

settings in Sweden: 1) GI endoscopy and 2) rural emergency care. The choice of settings was 

influenced by my professional background but also by circumstances. GI endoscopy and rural 

emergency care differ in many ways (e.g. geographically, medically and team composition). 

Both settings include short clinical encounters and multi-professional teams. They can be 

seen as case studies that contribute to a deeper understanding of patient participation in short-

term care.  

Below, an introduction to the two settings, or cases, is provided.  

 

6.1 CASE 1: THE GI ENDOSCOPY SETTING 

In Case 1, patient participation in a GI endoscopy setting in a Stockholm based hospital was 

investigated. Gastrointestinal (GI) endoscopy is a domain in healthcare where patients who 

are suffering from symptoms of disease in the gastrointestinal tract, e.g. cancer, or have a risk 

of developing gastrointestinal cancer, are examined or treated using an endoscope (a flexible 

tube with a camera at the tip). Common GI endoscopies are gastroscopy, sigmoidoscopy and 

colonoscopy. Some patients undergo endoscopy without analgesics or sedation, however, in 

many countries, patients are examined under general anaesthesia. In Sweden, GI endoscopy 

is usually performed without sedation, or with moderate intravenous sedation if it is needed in 

addition to analgesics (79). The workload in endoscopy units can be heavy, and time 

constraints challenge the patient-HCP relationship (80, 81). A typical university hospital 

endoscopy unit in Sweden performs roughly between 4,000 and 8,000 endoscopies each year, 

many of which are advanced therapeutic endoscopies.  

GI endoscopy is performed by endoscopists, who are mainly physicians who specialise in 

gastroenterology or surgery. In recent decades, some nurses have also received specialist 

qualifications to work as endoscopists (82). Endoscopists work together with at least one 

assistant, who is often a registered nurse or assistant nurse. In many cases, several nurses are 

required during an examination to assist the endoscopist, administer drugs and monitor and 

provide support to the patient. In addition, endoscopy units collaborate with other specialties, 

such as dietetics, anaesthesia, radiology and surgery.  

 

6.1.1 Patient safety and high-quality procedures 

The technology used in GI endoscopy is increasingly advanced, which combined with the 

growing demand for cancer screenings places higher demands for quality and patient safety. 



 

22 

Tens of millions of Europeans are treated at endoscopy units each year (83). The European 

Society of Gastrointestinal Endoscopy declared that their aim is to ensure a high-quality GI 

endoscopy standard in Europe, including safe, accurate, patient-centered and accessible care 

(83).  

Although GI endoscopy is less invasive than surgery, there are potential risks to patient safety 

that have been identified as adverse events: perforation, haemorrhage, sedation-related 

problems, patient mix-up, airway obstruction and aspiration (84-88). In order to increase 

patient safety and improve communication within endoscopy teams, endoscopy safety 

checklists, non-technical team-training and ‘time-outs’ have been proposed measures (89-93). 

Catchpole and Russ discussed the pros and cons of healthcare safety checklists, calling them 

‘complex social-technical interventions’. They argued that even a ‘perfect’ checklist will not 

improve patient safety if it is not used correctly (94). Checklist up-take and compliance 

depend on team-dynamics, hierarchical structures and work culture (94).  

Although patient safety has been explored within endoscopy procedures, patient participation 

has not been explored from a patient safety perspective. 

 

6.1.2 Patient experiences in endoscopy 

Although patient participation and patient experiences are considered quality indicators in GI 

endoscopy (95, 96), the scientific literature on the topic is scarce. Patient experiences have 

been studied in an attempt to understand the level of patient participation in colon cancer 

screening programmes (97-101). A limited number of studies have explored patient 

experiences using qualitative methods (102). 

Patient experiences and preferences in GI endoscopy have often been studied using 

questionnaire-based instruments (80). In a systematic review of 58 studies, the authors found 

that a large proportion of the patients included in the studies reported anxiety associated with 

the endoscopic procedure (103). Questionnaire-based studies, however, often lack patient 

input in the study planning and questionnaire development phase. They are therefore 

problematic, since they mirror researchers’ or clinicians’ perspectives, rather than patients’ 

perspectives (104, 105). Clinicians do not always estimate patients’ preferences accurately 

(106, 107). Indeed, this was shown in a study where endoscopists estimated the importance of 

certain aspects for patients in relation to the procedure. When comparing endoscopists’ 

ratings to patients’ ratings for the same items, endoscopists overestimated the importance of 

physical comfort and underestimated the importance of shared decision making and 

information (106).  

In 2015, Brown et al. called for validated patient-derived endoscopy experience measures, as 

they found none in their systematic literature review (105). Recently, a Swedish research 

group presented a conceptual model of the patient’s colonoscopy experience based on 

qualitative studies and compared the model against published colonoscopy-specific patient 
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experiences measures. They found that patient-experience measures still need to be 

developed within endoscopy (102). Regarding patient participation in endoscopy, Thierney et 

al. argued that an understanding of what patients value in their endoscopy experience is 

crucial (104). For a holistic picture of the patient’s path through GI endoscopy and for patient 

experience measures, patient narratives are still needed in endoscopy research.  

There are examples of qualitative research studies where patient experiences have been 

examined (102, 108-112). The reports included aspects that are relevant for patient 

participation, such as the patient-professional relationship, trust in healthcare professionals, 

sense of control over one’s condition and access to information. Endoscopy nurses have been 

shown to be an important part of the patient’s experience, providing support to patients and 

helping them maintain control while managing anxiety (108). Studies that explicitly 

investigate patient participation in endoscopy from a patient perspective are lacking. 

 

6.2 CASE 2: THE RURAL EMERGENCY SETTING 

In Case 2, patient participation in a rural emergency setting in northern inland regions of 

Sweden was investigated. The rural emergency setting should be understood from the context 

of emergency care in general and rural healthcare and the specific conditions of living and 

working in underserved areas in particular.  

 

6.2.1 Emergency care 

Davis et al. proposed a definition of emergency care that is neither limited to a profession nor 

the physical environment:  

Emergency care occurs after a precipitating event, with recognition that 

medical help is required, having an element of severity or perceived severity, 

and providing access to emergency care treatment/services. Emergency care 

itself is the immediate evaluation and treatment of individuals with unexpected 

illness or injury with a perception of severity, with variance from minor to life-

threatening conditions. Emergency care is provided by a person who is 

prepared to recognize emergent problems, is able to prioritize, and provide 

competent skilled care based on professional knowledge or as a prudent 

layperson. Emergency care is not defined by a practice setting and may be 

provided within the clinical setting or external to a clinical setting (113). 

Although emergency care can take place anywhere, literature often describes the emergency 

department (ED) setting. Emergency care-sensitive conditions (e.g. sepsis, myocardial 

infarction and trauma) often only constitute a part of the reason for ED visits; patients with 

less urgent conditions also seek help at the ED (114). EDs often use triage systems to 

prioritise patient care according to the severity of illness (115). ED overcrowding has been 
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identified as a major problem worldwide and presents a major risk to patient safety (116). 

Among the quality indicators used in emergency care, timeliness, effectiveness, safety and 

patient participation have frequently been raised (117). When training emergency staff, 

aspects of teamwork and the need to stabilise deteriorating patients are often addressed (118, 

119). Although patient participation has been recognised as an important aspect of emergency 

care, reports on how to train emergency teams to promote patient participation are lacking.  

 

6.2.2 Rural healthcare in northern Sweden 

Globally, remote rural areas are facing difficulties recruiting and retaining their healthcare 

workforce (120-122), and northern Sweden is no exception (123). To work in a rural setting, 

healthcare providers need a broad scope of competencies. Rural generalist medicine covers 

‘primary care, emergency care, hospital in-patient care/related secondary medical care in 

institutional, ambulatory or home settings, and extended and evolving service in areas of 

focused cognitive and/or procedural practice’ (in ‘Cairns’ Consensus Statement’). Rural 

generalist medical care has a community-relevant health approach and is provided by multi-

professional interdisciplinary teams (124).  

Gessert et al. systematically reviewed literature on ‘rural health’ in rural communities in 

Australia, Canada and the US. Findings in the review indicated that independence, self-

sufficiency and functional aspects of health were important, especially in a rural population. 

The authors argued that perceptions of health differ between urban and rural populations 

(125). Thus, it can be assumed that the perceptions of patient participation also differ between 

contexts.  

In northern Sweden, several municipalities in the counties of Västerbotten, Norrbotten and 

Jämtland have less than one inhabitant per square kilometre (126). Residents in rural remote 

areas often need to travel long distances to access healthcare (127). In the northernmost 

counties in Sweden, inhabitants in rural regions have access to primary care, including 

emergency care, as well as small in-patient wards in so called ‘cottage hospitals’ (128). 

However, if hospital care is needed that cannot be provided at the local cottage hospital, 

distances to other hospitals can be significant. For instance, for a person living in the 

mountainous area of Tärnaby in inland Västerbotten County, the nearest hospital is in 

Lycksele, 230 km (approximately 3 hours by car) away. In some cases, patients are referred 

to the University Hospital of Umeå, another 130 km further. Helicopters are frequently used 

for urgent transports to hospitals. 

Cottage hospitals generally provide primary care during business hours, 24/7 emergency care 

and in-patient care within a small ward with a handful of beds. Healthcare technology, for 

example, for blood sample analysis and radiology, is often available. Most cottage hospitals 

only have attending physicians during business hours. The cottage hospitals are equipped 

with video conference systems that can be used for medical consultations (128).  
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Emergency care in rural areas in northern Sweden thus differs largely from urban emergency 

settings. Emergency care is provided by primary healthcare professionals rather than 

specialists; however, during on-call hours, there is often no general practitioner (GP) present. 

Overcrowding in this setting has not been reported to be an issue.  

 

6.2.3 Telemedicine in rural healthcare 

The WHO has defined telemedicine as: ‘The delivery of healthcare services, where distance 

is a critical factor, by all healthcare professionals using information and communication 

technologies for the exchange of valid information for diagnosis, treatment and prevention of 

disease and injuries, research and evaluation, and for the continuing education of healthcare 

providers, all in the interests of advancing the health of individuals and their communities’ 

(129). 

Outreach services have been used as solutions to enhance healthcare access in rural and 

remote areas. These are services where healthcare professionals provide care or support to 

people (patients or colleagues) in locations other than their usual place of work. Outreach 

services can be physical or virtual (127). An example of virtual outreach services in the 

county of Västerbotten in northern Sweden is the virtual health room (130), which is a 

facility located in areas far from local health centres or hospitals, where residents can perform 

self-administered blood-testing, and measure blood pressure and heart rate. The virtual health 

rooms also offer access to a variety of healthcare professionals via video consultations.  

Bradford et al. interviewed residents in rural Queensland, Australia about their awareness and 

experiences of telemedicine. Although the study participants generally accepted having to 

travel for medical visits, the opportunity to have appointments through telemedicine was 

appealing to many. Some of the study participants were sceptical of virtual health meetings 

and were unsure that telemedicine could replace face-to-face encounters (131). Similar results 

have been found in a remote rural setting in Sweden (132, 133).  

While previous studies mainly looked at video consultations in one-to-one consultations, 

there is still little information available about experiences of telemedicine for an entire 

healthcare team that is not physically co-located (i.e. a distributed team). 

 

6.2.3.1 Telemedicine in emergency care 

In cottage hospitals in northern Sweden, emergency patients who arrive during on-call hours 

are received by just a few nurses or nurse assistants. The on-call physicians are rarely nearby, 

as they are tasked with delivering care at several cottage hospitals and either consult with the 

nurses over the telephone or connect to the emergency room via videoconference (128). This 

can be called a ‘tele-emergency’ (134). ‘Tele-emergencies’ have previously been described in 

three models: 1) a physician linked by telemedicine to a non-physician team caring for a 
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patient, 2) a large hub ED connected to several smaller hospitals, usually when discussing 

patient transfers (often related to complicated trauma or illness) and 3) a physician at an ED 

who consults specialists via telemedicine regarding a specific clinical condition (134).  

Telemedicine in emergency care has been described in different areas, including prehospital 

stroke care (135), paediatric emergency medicine (136, 137) and tele-ultrasonography for 

surgical diagnostics (138). Although telemedicine is often viewed as a solution to 

geographical problems and a way to link experts to medical teams (137, 139-141), it has been 

demonstrated that telemedicine may increase the mental workload for professionals in critical 

situations (142). Technical deficiencies have also been reported, which disrupt the 

collaboration within the distributed emergency team (143).  

While telemedicine has been identified as a potential tool to increase patient participation in 

healthcare (139, 140, 144), there is a knowledge gap in what patient participation in tele-

emergencies means to its users.  
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7 SPECIFIC RESEARCH AIMS 

Specific aims for the sub-studies were: 

 

I. To describe the development and implementation of a person-centered safety 

checklist in an endoscopy unit, and to evaluate the effects of a ‘checklist 

intervention’ regarding patient safety, teamwork and person-centeredness. 

 

II. To gain understanding of patients’ experiences, attitudes and preferences 

concerning patient participation in the gastrointestinal endoscopy pathway. 

 

III. To explore and characterize healthcare professionals’ views on patient 

participation when working in a distributed team in a rural emergency setting (i.e. 

‘tele-emergency’). 

 

IV. To develop and test a structured observation tool for assessment and feedback of 

emergency teams’ behaviour regarding patient involvement and collaboration.  
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8 MATERIALS AND METHODS 

8.1 DESIGN 

Study I was an intervention study with a cross-sectional design and was conducted with a 

deductive approach. An inductive approach was used in studies II-III, when performing 

qualitative interview studies. In Study IV, both inductive and deductive methods were used in 

the development and testing of a new method. In Table 1, an overview of the characteristics 

and methods used in this thesis is presented. 

 

Table 1. Overview of the studies included in this thesis 

 Study I Study II Study III Study IV 

Type of study Intervention study, 

cross-sectional 

Qualitative interview 

study 

Qualitative  

interview study 

Instrument 

development study 

Study period April 2015- 

March 2016 

October 2017-

November 2018 

October 2019- 

June 2021 

May 2021- 

February 2022 

Study 

Participants 

Endoscopy HCPs, 

endoscopy patients 

Endoscopy patients Rural primary HCPs (Rural primary HCPs)* 

Procedures 

and methods  

Checklist intervention 

One group pre-test 

post-test 

Questionnaires  

Observations 

Statistical methods:  

Fischer’s exact test, 

χ 2, 

Mann-Whitney U-test, 

Wilcoxon’s matched-

pairs signed-ranks 

test 

Semi-structured 

interviews, individual 

Qualitative content 

analysis 

Semi-structured 

interviews, individual 

and in groups 

Qualitative content 

analysis 

For content 

development: 

Published literature 

Interview transcripts 

(Study III) 

Video-recordings of 

rural HCPs  

Expert opinions 

through Delphi 

technique 

Statistical methods for 

reliability test: 

Intraclass correlation 

coefficient (ICC) 

Cohen’s Kappa 

Outcomes  Patient participation, 

patient safety, and 

collaboration climate 

Patients’ perceptions 

of patient participation 

Rural HCPs’ 

perceptions of patient 

participation 

Observation tool 

Psychometric 

properties 
 

* Data from Study III was used in Study IV 
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8.2 TWO SETTINGS 

Patient participation was explored by studying two differing settings, or ‘cases’. Although in 

many ways each other’s opposites, the cases were not chosen to be compared, but rather to 

exemplify the diversity of settings in which patients experience short-term encounters with 

healthcare teams.  

 

Table 2. The two different settings, or ‘cases’, in which patient participation was explored  

Dimensions  Case 1 (Studies I and II) Case 2 (Study III) 

Urban vs rural Metropolitan area (Stockholm) Sparsely populated area (inland 

areas of Västerbotten and 

Norrbotten)  

Specialist vs primary care Centre for digestive diseases at 

a tertiary referral hospital 

‘Cottage hospital’, including 

primary healthcare, around-the-

clock emergency room and 

small in-patient ward  

Co-located vs Distributed teams Endoscopy teams working in the 

same room 

Nurses and assistant nurses 

connected to a GP via 

telemedicine 

Planned vs emergency care Mostly elective patients  Mostly emergency patients 

 

8.3 PROCEDURES AND METHODS 

8.3.1 Study I  

In Study I, a checklist that combined patient safety and a person-centered care approach was 

introduced at an endoscopy unit in Swedish a university hospital. The study sought to 

evaluate the checklist intervention.  

 

8.3.1.1 The checklist intervention  

In an effort to combine safety measures with the WHO surgical safety checklist (49), and an 

endoscopy safety checklist (92) with a person-centered approach based on the 

recommendations of Ekman et al. (5), we designed the Person-centered endoscopy safety 

checklist. The group that developed the checklist had expertise in the field of nursing, GI 

endoscopy, patient safety, teamwork and person-centered care. Nurses and endoscopists at 
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the unit were consulted during the development phase to ensure that the content of the 

checklist was relevant to them.  

The checklist was divided into three sections: ‘before examination’, ‘summary before scope 

insertion’, and ‘after examination’. All sections included elements from safety enhancing 

measures and person-centered care. The intention of the ‘summary’ portion was to summarise 

both procedure- and health-specific information once the endoscopy team had gathered, as 

well as the previous experiences and/or preferences of the patient. The ‘summary’ was 

intended to be conducted by a nurse who addressed the patient, instead of reporting to a 

colleague. The objectives were to augment patient safety, provide information to the whole 

team, increase situational awareness and enhance person-centered care.  

 

 

The person-centered endoscopy safety checklist (translated from Swedish) 

 

For maximum uptake, the implementation of the checklist was planned and inspired by 

studies of checklist implementation in endoscopy (92) and in surgery (145). A three-hour 

training in the use of the checklist was mandatory for all HCPs scheduled at the endoscopy 

unit at the time. The training included presentations about patient safety, teamwork culture 

and person-centered care. An illustrative short film was shown. The theoretical introduction 

was followed by group exercises in which the HCPs practiced using the checklist in role play 

scenarios.  
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Table 3. Overview of data collection in Study I 

 

 Sampling 
strategy 

Inclusion and exclusion criteria Time of data 
collection 

Observations 
(identity checks) 

Convenience Inclusion: teams including physicians and 
nurses 

Baseline, 4-5 
months, 6 months, 
and 10 months post-

intervention 

Observations 
(adherence to the 

checklist) 

Convenience Inclusion: teams including physicians and 
nurses 

4-5 months post-
intervention 

Staff 
questionnaires 

Consecutive Inclusion: Fluency in Swedish, working > 4 
shifts/year at the unit 

Baseline, 4-5 
months post-
intervention 

Patient 
questionnaires 

Convenience Inclusion: Fluency in Swedish, ≥18 years 

Exclusion: unable to fill out questionnaire (e.g. 
poor general condition, heavy sedation), already 
filled out the questionnaire at a previous visit 
(within a month), patient’s procedure was 
included in the structured observations 

Baseline, 4-5 
months post-
intervention  

 

8.3.1.2 Development and distribution of staff questionnaires 

A 14-item questionnaire was designed to measure HCPs’ perceptions of patient safety, 

patient participation and the teamwork climate, partly by including items from the Safety 

Attitudes Questionnaire developed by Sexton et al. (146). The staff questionnaire was 

validated by performing a face validity test, and the stability of the questionnaire over time 

(reliability) was tested in a test-retest procedure (147) on five endoscopy HCPs from another 

unit. No need was found to revise the questionnaire after validity and reliability testing.  

Background data collected in the questionnaire concerned gender and profession. Neither 

names nor other personally identifying information was collected.  

The staff questionnaire was personally delivered to the HCPs or placed in their work mailbox.  

 

8.3.1.3 Development and distribution of patient questionnaires 

To measure patients’ perceptions of their endoscopy visit in terms of patient safety and 

patient participation, as well as teamwork and safety culture, we designed an 18-item 

questionnaire, since no suitable questionnaires were identified. The questions could be 

answered either on a 7-point Likert scale or, for some questions, by answering ‘yes’, ‘no’ or 

‘partly/don’t remember’. Background data was collected, including gender, age and whether 

the patient was in-patient or out-patient. No personally identifying information was collected.  
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Before putting the patient questionnaire into use, it was tested on patients (n=10) in a face 

validity test (147). Based on the patients’ comments, minor revisions were made to the 

questionnaire.  

Nurses at the endoscopy unit distributed the patient questionnaires at discharge. 

 

8.3.1.4 Observations 

The endoscopy HCPs were informed during several daily unit meetings that random 

observations related to the quality improvement study were going to be performed, however, 

without notice or information about what was being observed or measured.  

At baseline, identity checks were observed as a measure of patient safety. The observer 

checked whether the HCPs verified that the patient chart on the computer matched the 

identity number stated by the patient. 

In the post-intervention observations, identity checks and adherence to the checklist were 

observed by using an observation protocol.  

The observations were mainly performed by the author of this thesis and to a lesser extent, by 

a research nurse.  

 

8.3.1.5 Data management and analysis 

In addition to preparing descriptive statistics, Fisher’s exact test or Chi-square was used in the 

analysis depending on categorical data, and the Mann-Whitney U-test (for independent 

groups, i.e. patient questionnaires) and Wilcoxon signed ranks test (for dependent groups, i.e. 

staff questionnaires) were used for ordinal data. Significance levels were set at 5%. When 

performing the statistical tests, we were assisted by a professional statistician.  

 

8.3.2 Study II 

In Study II, endoscopy patients at an endoscopy unit at a Swedish university hospital (same 

hospital in Study I) were interviewed about their experiences and attitudes about patient 

participation when undergoing GI endoscopy.  

 

8.3.2.1 Data collection 

In Study II, we strived to achieve demographic diversity in the sample and thus used 

purposive sampling (76). Patients eligible for the study were ≥18 years, fluent in Swedish and 

had recently undergone an endoscopic procedure at the unit. Patients who had been 
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anaesthetized for the endoscopy or were included in another research projects at the unit were 

excluded. 

Eligible patients were approached by a research nurse at arrival with written information 

about the study. The research nurses had been instructed to try to include patients of different 

age, gender and ethnicity to reflect the study population. Those who expressed interested in 

participation were contacted by telephone by the interviewer (an endoscopy nurse at another 

endoscopy unit at the hospital). Interviews were performed at the hospital, though not at the 

endoscopy unit.  

An interview protocol was used during the individual interviews. The interviewer did not 

define the concept patient participation in order to allow interviewees to speak freely without 

being limited to a theoretical framework. Some questions in the interview protocol were 

broad (e.g. ‘can you tell me about your visit at the unit’) and others were more specific (e.g. 

‘describe how information during your visit was transmitted’) and influenced by concept 

descriptions (17, 18). The interviews were audio recorded. Informed consent was obtained in 

writing. 

After completing 14 interviews, data saturation (76) was reached (i.e. no new topics 

emerged). However, all informants were > 40 years old, thus three more interviews with 

younger patients were carried out for a more representative sample.  

  

8.3.2.2 Data management and analysis 

The audio-recorded interview data was transcribed verbatim and analysed by qualitative 

content analysis with an inductive approach as described by Elo and Kyngäs (148).  

The interviews were thoroughly read, and meaning bearing units (i.e. words, sentences or 

paragraphs corresponding to the research question) in the manifest content (i.e. the visible, 

obvious content) of the transcripts were marked in the text. Meaning bearing units were 

condensed to form a more manageable material. Then organisation of the condensed meaning 

bearing units was initiated, where open coding was the first step. Thereafter, codes were 

grouped to form sub-categories, following generic categories, and finally main categories. 

The process of organising the content was characterised by abstraction (148, 149), meaning 

that the specific moves towards the general.  

 

8.3.3 Study III 

In Study III, rural primary health care professionals were interviewed about their experiences 

of patient participation in emergency care, where the GP in charge was connected to the team 

via telemedicine.  
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8.3.3.1 Data collection 

In Study III, convenience sampling was employed followed by purposive sampling. The 

recruitment of study participants and data collection were performed in two steps.  

In step 1, informants were recruited within a larger research project in which patient 

participation and teamwork aspects in rural distributed teams (connected via telemedicine) 

were studied. HCPs that participated in team exercises acted in simulated emergency 

scenarios with a standardised patient (actor). The team exercises were carried out in teams of 

three (GP, nurse and nurse assistant) in two simulated scenarios in co-located teams (i.e. all 

team members in the same room) and in distributed teams (i.e. ‘tele-emergency’, where the 

GP participated from another room over a videoconference system). In connection with the 

team exercises, the study participants were also asked to participate in group interviews. 

Information about the research project, the team exercises and the interviews was transmitted 

to eligible study participants via managers in rural primary healthcare centres in the county of 

Västerbotten in northern Sweden.  

Eligible study participants were HCPs ≥18 years working at a rural primary healthcare centre 

in northern Sweden. Informed consent was obtained in writing prior to the interviews.  

During the interviews, the interviewer (author of this thesis) started by introducing the topic 

(patient participation) by providing a short description of how it is generally described in the 

literature and by stating the research objectives. The interviews were guided by a semi-

structured interview protocol and were audio recorded. 

When data saturation was reached for the group interviews, an informant background 

analysis showed that the informants in step 1 had little or no experience in tele-emergencies 

prior to the team exercise. This led to a decision to continue data collection (step 2) by 

including HCPs with experience of ≥ 5 tele-emergencies.  

In step 2, the interview guide was revised with a more explicit focus on patient participation 

in tele-emergencies, rather than in emergencies in general. 

Managers in rural primary healthcare centres in the counties of Västerbotten and Norrbotten 

were contacted by e-mail or telephone and asked to contact HCPs who met the eligibility 

criteria for the study. An information letter about the study was also sent out to managers for 

distribution at the healthcare centres.  

The HCPs that agreed to participate were interviewed individually over video conference, 

and the interviews were audio recorded. Written consent was obtained prior to the interviews 

and sent to the author of this thesis by post.  
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8.3.3.2 Data management and analysis 

The audio-recorded interview data was transcribed verbatim, and the manifest content was 

analysed using qualitative content analysis as described by Graneheim and Lundman (150). 

The content analysis process was performed in a manner similar to the description in 8.3.2.2., 

however, with the difference that the highest order when organising the content were themes, 

not main categories. According to Graneheim and Lundman, themes reflect a higher level of 

interpretation, or ‘an expression of the latent content of the text’ (150).  

 

8.3.4 Study IV 

Study IV was an instrument development study, where an observation tool for the assessment 

of emergency care team behaviour regarding patient involvement and collaboration was 

developed and tested.  

8.3.4.1 Content and rating scale development 

Guided by Broogard et al.’s (151) and Schmutz et al.’s (152) work, we designed an 

observation tool consisting of categories and items. Each item could be rated on a scale 

ranging from ‘no’ to ‘high’ patient involvement and collaboration, which is illustrated by 

descriptions of different behaviours.  

The following strategies were used to find relevant content for a first prototype observation 

tool: 

1) Published literature on patient participation from both patients’ and HCPs’ 

perspectives 

2) Published observation tools with similar objectives, but intended for other contexts 

3) Interview data from Study III 

4) Video recordings from the team exercises described in Study III 

 

8.3.4.2 Delphi technique 

The prototype was reviewed and revised, and each item was scored for its importance for 

patient involvement and collaboration by an international expert panel in a so-called Delphi 

technique (153). A Delphi technique can be used to collect expert-based judgements on 

complex issues with the aim of reaching consensus. According to Niederberger and Spranger, 

there is no general definition of what consensus implies (153). In our study, we chose to 

define consensus in line with Brogaard et al. (151), meaning when the experts had chosen 

three neighbouring ratings (out of five) for an item.  

In Study IV, the expert panel included persons (n=9 in total) with expertise in patient 

participation research (n=3) and emergency care (n=3) and patient representatives (n=3). The 

Delphi technique was carried out in three rounds (mainly through e-mail), where the aims 
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were to develop a tool and reach consensus regarding the content and the items’ importance 

scores (from 1 to 5). 

 

8.3.4.3 Feasibility testing 

The feasibility of the tool was assessed by two clinicians familiar with observation tools and 

emergency care settings. The clinicians provided feedback after testing the observation tool 

by assessing team behaviour in two video recordings from the team exercises described in 

Study III. The observation tool was revised according to the feedback from the feasibility 

testing.  

 

8.3.4.4 Inter-rater reliability testing 

Finally, the tool that had been developed, now called the PIC-ET tool (patient involvement 

and collaboration behaviour in emergency teams) was tested for its inter-rater reliability. Two 

trained clinicians independently used the PIC-ET tool to rate emergency teams (n=17) in 

video-recordings from the team exercises described in Study III.  

 

8.3.4.5 Data management and analysis 

Inter-rater reliability was calculated by using intra-class coefficient ICC (for ordinal data) 

(154) and Cohen’s Kappa (for categorical data) (155). Significance levels were set at 5%. 

When performing the statistical tests, we were assisted by a professional statistician.  

 

8.4 ETHICAL CONSIDERATIONS 

In all four studies, research ethics, as described in the Helsinki Declaration (156), have been 

discussed and respected. We submitted applications for ethical approval to the Swedish 

Ethical Review Authority for each of the studies; however, the authority stated that ethical 

approval was only needed for Study II according to the Swedish Ethical Review Act (157). In 

the response from the Swedish Ethical Review Authority, Study I was referred to as a 

‘quality improvement study’ and studies III and IV did not include ‘sensitive personal data’, 

and were thus exempt from the ethical approval requirement. Approval was obtained before 

starting Study II.   

In Study I, the intention of the checklist intervention was to improve patient care and the 

working conditions for the staff. It was initially designed as a quality improvement project, 

where the head of the department was enthusiastic and supportive. However, as a research 

study, one could argue that studying one’s own colleagues can influence the study 

participants and create an unwillingness to be critical of the intervention. We therefore 
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decided that all questionnaires would be anonymous. No personal data was collected in the 

study.  

The HCPs were informed about the upcoming observations, as is customary in quality 

improvement work. However, since no personal data was collected, the observations were 

performed without collecting written consent. No HCPs objected to the observations; 

however, it cannot be ruled out that the HCPs did not feel comfortable objecting. 

In Study II, several measures were taken to minimise the risk of harm to study participants:  

1) To avoid the potential that patients would feel pressured by the researchers, two 

experienced research nurses employed at the hospital (not otherwise involved in the 

research project) informed eligible patients about the study and asked if they would 

consider being contacted for an interview.  

2) Patients were not asked to agree to participate in the study or to sign consent forms in 

connection with their endoscopy, as this would have implied a risk that they would 

feel pressured to participate. Instead, the interviewer contacted the patients by 

telephone a few days after their examination to book a potential interview. 

3) The interviewer was not employed at the endoscopy unit where the patients had been 

examined, thus a patient-HCP-relationship was avoided in the interview situation.  

When the manuscript had been submitted to a scientific journal in which it later was 

published, the study participants were sent a letter describing the research results and 

thanking them for their participation. 

 

In Study III, the greatest concern was that our point of contact at the rural healthcare centres 

were the managers. Although we repeatedly reminded managers of the voluntary nature of 

participation, the first step in the recruitment for the interviews was out of our control. Thus, 

we could not verify whether there was pressure to participate in the team exercises and the 

interviews, nor whether participants had been selected based on personal values.    

In Study IV, video material from the research project during Study III, along with interview 

transcripts from Study III, were used for instrument development. The integrity of the 

participants was not altered, as the videos and transcripts were only handled within the 

research group. The data collected was handled and used in accordance with the aims of the 

research project.  

A relevant research ethical question is the impact of the sampling strategies (in this case, 

convenience sampling). Who gets to be heard and thus to contribute to the field of 

knowledge? How do we know whether there is a dissenting opinion in the setting we are 

studying that has not been expressed? The risk of selection bias could not be ruled out in the 

studies. However, we took measures to ensure diversity in the samples and transparency in 

the reporting. 
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9 RESULTS 

In studies I-IV, the related concepts person-centered care, patient participation and patient 

involvement and collaboration have been explored in short-term clinical encounters: in two 

team-based contexts, in an intervention study, from patients’ and HCPs’ perspectives and in 

the design of an observation tool. Following is a summary of the main results.  

 

9.1 STUDY I 

Table 4. Overview of participants and collected data 

 

 Baseline 4-5 months 6 
months 

10 
months 

Observations 
(identity checks) 

n=27 n=20 n=10 n=15 

Observations 
(adherence to 

the checklist) 

- n=20 - - 

Staff 
questionnaires 

n=21 (nurses, n=8; 
physicians, n=13) 

Response rate: nurses 100%, 
physicians 65% of 20 
distributed questionnaires 

n=21 (nurses, n=8; physicians, 
n=13) 

Response rate: nurses 100%, 
physicians 72% of 18 distributed 
questionnaires 

- - 

Patient 
questionnaires 

n=104 

(women, n=50; men, n=49; 
missing answer n=5) 

Response rate: 62% of 168 
patients examined during 
baseline filled out 
questionnaires. Data on 
reasons for exclusion are 
missing.  

n=100 

(women, n=57, men=38, missing 
answer, n=7) 

Response rate: 55% of 183 
patients examined during follow-
up filled out questionnaires. Of 
111 eligible patients who received 
a questionnaire, 90% responded. 

- - 

 

9.1.1 Main results 

In Study I, the impact of a checklist intervention combining patient safety aspects with 

person-centered care was evaluated. The most salient result was that physicians started 

participating in the identity checks to a high degree, and this result remained up to 10 months 

after the intervention (0% at baseline to 87%, p < 0.001). This was regarded as a major safety 

improvement, as patient mix-up is recognised as an adverse event within endoscopy (87). 

Nurses participated in identity checks to a high degree both before and after the intervention.  
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In the observations of checklist adherence four months after the intervention, we found that 

initiatives were taken to perform the ‘summary’ in 18 out of 20 observed interactions. 

However, the quality of the summaries was suboptimal: in 44% of the observations, the 

summary was incomplete, and in half of the summaries observed, the physician was not 

facing the patient as they had been instructed to do during the team trainings.  

 

‘Summary before scope insertion’, all team-members are facing the patient         Photo: Danish Saroee

  

The patient and staff questionnaires did not result in any significant differences before and 

after the intervention. In the patient questionnaires, ratings were very high both before and 

after the intervention, which was interpreted as a ceiling effect (147). In the staff 

questionnaires, responses to two questions indicated a slight difference; however, it was not 

found to be statistically significant. Patient participation was found to be more important at 

the unit after the intervention (Median 5, IQR* 5-6.5 vs 7, IQR 6-7, p= 0.08), and 

collaboration with nurses was perceived to be improved after the intervention (Median 4, IQR 

4-5 vs 5, IQR 5-5, p=0.07).  

* Interquartile range 

9.1.2 What happened? – a 7-year perspective 

Seven years after the introduction of the checklist, it is still in daily use at both endoscopy 

units at Karolinska University hospital. In addition, the endoscopy unit at Danderyd hospital 

in Stockholm implemented the checklist with the help of the authors of Study I and still use it 

today. 
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9.1.2.1 Results from a master’s thesis 

Törnqvist, an endoscopy nurse and interviewer/co-author in Study II, also interviewed nurses 

at the unit to explore their experiences of working with the checklist as a part of her one-year 

master’s programme in 2017. In her master’s thesis (158), Törnqvist reported that the nurses 

perceived that the introduction of the checklist had positive effects, including an increased 

awareness of patient safety risks, a strengthened patient position and a more central role for 

the nurse in the endoscopy team. Difficulties adhering to the checklist were found when the 

team was stressed, in ad hoc teams (e.g. when a surgeon who rarely worked at the unit 

performed the endoscopy) or when the endoscopist did not actively attend to the ‘summary’ 

held by the nurse, for example, by facing away from the patient and the nurse during the 

‘summary’. When the team worked well together and all members showed engagement in the 

‘summary’, the checklist was perceived to strengthen the team collaboration (158).  

9.1.2.2 E-education programme 

After disseminating the results from Study I, we found a growing interest for the checklist 

and the training programme. To make the material available on the national level, we 

launched an e-education programme in 2019. The programme included two films, a 

presentation, instructions for a team training and the checklist, which were all free to 

download (159).  

 

Navigation view in the e-education programme 
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Material for team training in the e-education programme 

 

9.2 STUDY II 

Table 5. Participant characteristics 

Informant characteristics Total n=17 

Age, median (range) 68 years (19-80) 

Gender Female n= 8, Male n=9 

Education level Compulsory school n=3, Upper secondary school 

n=6, University n=8 

Type of procedure Gastroscopy (incl. endoscopic ultrasonography) 

n=10, Colonoscopy n=7 

Swedish as first language n=12 

 

9.2.1 Main results 

The qualitative content analysis of the interview transcripts from 17 endoscopy patients 

resulted in two main categories, describing 1) patient participation as a shared responsibility 

between the patient and the HCP and 2) factors (patient-related and external) influencing 

patient participation.  
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The patient role was described either as active (e.g. asking questions, informing and 

expressing wishes and needs) or passive (e.g. submissive, trusting and deferring to HCP 

professionals). Although a shared responsibility was described within patient participation, 

HCPs were portrayed as having the upper hand and either including or excluding the patient. 

Inclusive HCP behaviour was often exemplified as the continuous transfer of information, 

(e.g. describing what was happening during the endoscopy). Exclusionary behaviour included 

moments when HCPs talked to each other without addressing the patient.  

 

 

Patients felt included when HCPs explained what was happening.  Photo: Danish Saroee   

 

Three different factors were reported to affect patient participation: organisational factors, 

perceptions of HCPs and patient-related factors. The organisational factors reported were 

related to appointment management, accessibility to the unit and the hospital environment. 

The way that HCPs were perceived (e.g. stressed or calm) was important for the patients’ 

perceptions of their opportunity to participate. Finally, the patients’ previous experiences, 

fears, expectations and drug reactions affected their readiness to participate.  

The findings were illustrated in a timeline of the endoscopy pathway, with twelve examples 

of patient participation, from the referral to the communication of the final results (Study II).  
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9.3 STUDY III 

Table 6. Participant characteristics  

Informant characteristics Total n=44 

Age, median (range) 41 years (20-69) 

Gender Female n= 34, Male n=10 

Profession 
Physician (GP), n=13  
Resident physician, n=2  
Specialist nurse, n=7  
Nurse, n=11  
Assistant nurse, n=11  

 

 

9.3.1 Main results 

In Study III, rural HCPs (n=44) working in Sweden’s two northernmost counties were 

interviewed about patient participation in tele-emergencies. Thirty-nine HCPs participated in 

group interviews, which were carried out in multi-professional groups (n=13) of three. In the 

second phase, five HCPs with experience of tele-emergencies participated in individual 

interviews.  

After a qualitative content analysis of the data, two themes, six categories and 18 sub-

categories were identified.  

In the first theme, telemedicine was described as a barrier to building trust and 

understanding in the HCP-patient interaction. It was reported that an essential aspect of 

patient participation was understanding the patient’s point of view, regardless of whether a 

video link was used or an in-person meeting. This allows the HCP to get to know the patient 

as a person, not just as a ‘health problem’. Expectations and experiences of telemedicine 

varied significantly between patients. When a patient was able to engage in a direct 

discussion with the online physician, this was perceived as beneficial to patient participation. 

The overt communication between HCPs due to the tele-emergency was also seen as a means 

to involve the patient and a potential way to reduce errors that could lead to patient harm, 

since the patient could correct inaccuracies.  

The tele-emergency was often seen as an obstacle to building a trustful relationship. It was 

perceived as more difficult to establish contact and closeness with the patient, both on the part 

of the physician participating from a distance (e.g. by failing to ‘read the room’), but also for 

the nurses who perceived that their attention to the patient was split due to the added demand 

of communicating with the online physician.  

In addition, physicians in tele-emergencies do not always know their patients in person. In 

this rural context, first-hand knowledge of the person being treated was cited as an important 
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part of patient participation. In tele-emergencies, patients often encounter a GP who is not 

known to them. As in-person knowledge was described as typical for the rural context, the 

informants feared that the more anonymous relationship during tele-emergencies would have 

a negative impact on the trust in the HCPs.  

In this theme, the HCPs’ need to establish boundaries in the patient interaction, or ‘a private 

space without the patient’, was clarified. The informants feared that overt discussions about 

sensitive issues, diagnoses and treatments could make the patient confused and less secure. 

The HCPs were also concerned that the patient might perceive them to be incompetent, for 

example, if they need to seek guidance or advice from one another. The presence of a GP, 

even if just on a screen, was thought to provide a sense of security.  

In the second theme, a picture of an imbalance of power between the patient and HCPs 

emerged along with the risk that the imbalance would be reinforced by telemedicine.  

The patient’s medical condition was seen as something that could limit patient participation, 

for example, due to pain or confusion. Participants reported that the medical emergency was 

prioritised over patient participation. When working in a tele-emergency, communication 

within the medical team was seen as difficult, for example, due to poor audio quality, and 

providing information to the patient became secondary to the HCPs.  

When discussing decision-making, the informants agreed that this required understanding 

from the patient’s part. Patient understanding was dependent on information provided by the 

HCPs, for example, when ‘translating’ medical language to layman’s terms. A common 

decision encountered in rural northern Sweden was whether the patient should be transferred 

to a hospital or kept at the cottage hospital/healthcare centre. During a tele-emergency, it was 

more difficult to make decisions together with the patient, and decisions tended to be made 

by the physician alone, while in a face-to-face encounter, the physician felt more at ease 

engaging in a discussion with the patient.     

The informants described an unequal relationship, where the patient was inferior and the 

HCPs superior. HCPs perceived that the medical assessment was more important than 

psychosocial and emotional aspects, though these aspects may be just as important for the 

patient. The informants reported feeling a greater sense of prerogative to interpret the 

situation, but also acknowledged their responsibility to facilitate patient participation. Some 

of the informants were worried that the video setup would increase the objectification of the 

patient, which sometimes occurs in emergencies. 

 

9.4 STUDY IV 

In Study IV, an instrument for the observation of emergency teams’ behaviour regarding 

patient involvement and collaboration was developed and tested for its psychometric 

properties. 
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9.4.1 Main results 

The PIC-ET-tool, a 22-item observation instrument, was developed by using multiple data 

sources in a Delphi technique (153) and included an international expert panel. 

The PIC-ET tool was divided into five categories: ‘Relationship’, ‘Sharing power’, 

‘Information exchange’, ‘Safe and caring environment’, and ‘Social circumstances’. Each 

category included distinct items (observable behaviours) that could be rated on a two- or 

four-level rating scale, with descriptions of behaviours in each level. The PIC-ET tool was 

intended to assess and provide feedback to emergency care teams when caring for an adult 

patient who is able to communicate (i.e. without severe cognitive impairment).  

 

Table 7. The psychometric properties of the PIC-ET tool 

 

Psychometric property Validity question Method Result 

Content validity Does the tool 
measure what it is 
intended to? 

International expert 
panel edited the tool 
content and rating scale 
and assigned weighted 
scores for the items 
during three Delphi 
rounds. 

Agreement on category 
relevance and 
consistency. 

Agreement on item and 
rating scale formulation. 

Agreement on items’ 

weighted scores.  

Content validity Does the tool 
measure what it is 
intended to? 

Proportion of high expert 
ratings.  

Proportion of high 
ratings (i.e. ‘4’ or ‘5’) 
was 85.3%.  

The proportion of the 
low scores (i.e. ‘1’ or ‘2’) 
was 3.5%, and the mid-
range score (‘3’) was 

11.1%.  

Feasibility Is the tool easy to 
use and understand? 

Two clinicians tested the 
tool and provided 
feedback. 

Assessed as easy to 
use and understand. 

 

Reliability Do different raters 
give consistent 
estimates? 

Inter-rater reliability test 
was performed. Two 
independent raters 
assessed the same 
video-recordings (n=17). 
Intra class coefficient 
(ICC) and Cohens’ 
kappa statistics were 

performed. 

Overall item inter-rater 
reliability was ‘fair’ 
(kappa 0.52). 
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10 DISCUSSION OF THE MAIN RESULTS 

First, this thesis has explored patient participation within two contexts, which in some ways 

are opposites of one another. What the two contexts do have in common is the short-term 

clinical encounter in a team-based setting. Second, strategies to promote patient participation 

in such settings have been presented.  

Below follows a discussion on how the findings in the four sub-studies in this thesis can be 

understood in light of previous research.  

 

10.1 PATIENT PARTICIPATION ACCORDING TO CAHILL 

The empirical results from studies II and III will be discussed from the perspective of 

Cahill’s model by exploring the five requirements for patient participation (18).  

 

10.1.1 The relationship  

According to Cahill, there must first be a relationship between the patient and the HCP for 

patient participation to occur (18). In studies II and III, the relationship was of central 

importance to the informants. Trust in the professionals was emphasised as essential for the 

patients’ feelings of safety. However, the HCP’s trust in the patient was only addressed 

within the rural tele-emergency settings in relation to decision-making.  

In Study II, endoscopy patients discussed their impressions of the HCPs, including their 

attitudes, professionalism and punctuality. These impressions set the tone for the patient’s 

readiness to actively participate and laid the foundation for the relationship and trust in the 

professionals.  

In terms of the trusting relationship, the findings in Study II are in line with previous 

research. The patient-HCP relationship has previously been described as important for the 

patient experience (80, 102, 108-110, 160). The ‘caring relationship’ was included in Rosvall 

et al.’s conceptual model of patients’ colonoscopy experience (102). Bundgaard et al. found 

that the relationship with the endoscopy nurse contributed to the patient’s sense of control 

(108). Ware explored the therapeutic endoscopy nurse-patient relationship and found that 

although closeness (through eye contact), verbal cues and non-verbal cues contributed to 

trust, comfort, and feelings of safety, some patients did not appreciate feeling ‘too close’ to 

the nurse. Instead, these patients felt trust towards the HCPs when they displayed professional 

competence (80).  

In Study III, an important finding was that in small rural communities, the trusting patient-

HCP relationship was related to (in-person) familiarity with the patient. This was seen as 
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important for mutual trust. When the online physician did not know the patient previously, 

the nurse could ‘vouch for’ the patient when making decisions requiring mutual trust.  

In a Norwegian rural primary care context, patients described how the relationship to their GP 

varied depending on whether the physician was their regular GP or a locum GP. Familiarity 

with the regular GP increased the sense of security for some, however, there were also 

patients in the study who avoided conflicts with their physician because he/she was a local 

authority. The willingness to confront or accept hazards/harms caused by healthcare, 

depended on the relationship with the GP (121). 

The HCPs reported that the video setup in Study III complicated the establishment of the 

trusting relationship citing, for example, difficulty interpreting body language. One physician 

mentioned that the setup made it difficult to read the ‘feeling in the room’, meaning the 

overall impression conveyed by subtle gestures and facial expressions.  

In a scoping review, LeBlanc et al. found that similar reports were found in several rural e-

health settings (161). HCPs found it difficult to address sensitive topics (e.g. delivering bad 

news) over telemedicine. The lack of human contact and face-to-face communication were 

seen as disadvantages of telemedicine (161). JaKa et al. found general satisfaction in 

emergency care telemedicine among patients and HCPs, however, some patients expressed 

that they missed the in-person face-to-face contact with the physician (162).  

Compassionate and empathic interpersonal communication has been found to be an important 

aspect of the emergency patient experience (163). Swedish trauma patients reported that the 

interaction with the HCPs was a key factor influencing feelings of safety in a frightening 

situation. When personal contact was lacking, they felt that they were ignored and abandoned 

(164). If the video connection fails to provide a way to convey compassionate interpersonal 

contact, there is a risk that the patient experience will be negatively affected. 

In Study III, the video setup was found to have an impact on team dynamics. The nurses 

often experienced a work overload when trying to perform traditional nursing tasks, while 

compensating for the physical absence of the physician. Nurse assistants thus moved closer to 

the patient in an effort to provide physical contact and closeness. This finding should be 

considered when discussing teamwork in tele-emergencies and during trainings to enhance 

teamwork. It may be that a designated ‘fellow human being’ is needed in tele-emergencies, or 

in any emergency for that matter. 

In conclusion, the relationship was found to be important in both settings, although it is 

described differently depending on the context.  
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10.1.2 Reducing the information and knowledge gap 

The second requirement for patient participation in Cahill’s model is the reduction of the 

information and knowledge gap between the patient and the HCPs (18). In both contexts, 

information exchange was seen as important for patient participation. 

In Study II, information exchange was central to the notion of active patient participation. 

When patients talked about active participation, their descriptions frequently mentioned 

information seeking and information transmission (e.g. communicating preferences). When 

the patients reported feeling included, this was due to the successful transmission of 

information from the HCPs to the patient, for example, through the continuous explanation of 

events during the endoscopy. When the HCPs failed to meet the patient’s information needs, 

patients felt excluded. This led to feelings of objectification and neglect. Drug-induced 

amnesia from sedatives also affected perceptions of information exchange. 

Literature reviews have found that the provision of information is important for the 

endoscopy patient’s experience, as it contributes to understanding, as well as feelings of 

control and inclusion (80, 102). However, these studies have not found a two-way exchange 

of information between the patient and the HCPs. The notion of a two-way information flow 

in the endoscopy setting still seems to be missing in the literature, which corresponds more to 

the lower level (patient involvement and collaboration) of Cahill’s pyramid.  

In Study III, HCPs described strategies to elicit the patient’s perspective, for example, using 

open-ended questions and taking time to listen to the patient. Allowing a patient to talk 

without interruption is an approach described in patient-centered consultation strategies used 

in primary care (165, 166). The HCPs also reported that keeping the patient informed about 

the course of events during their emergency care was important. In a recently published 

review, similar results were reported, namely, that the patient experience is dependent on 

emergency staff providing continuous updates to the patient (67). 

However, the HCPs in Study III reported that they were reluctant to include the patient in all 

discussions, (e.g. sensitive topics or diagnoses) out of fear that it would create stress for the 

patient or because they did not want to seem incompetent based on the perception that they 

were uncertain of something. These reflections showed that an entirely open information 

exchange was not achieved in this emergency setting.  

Finally, the descriptions of a two-way information flow in the two settings are well in line 

with Cahill’s definition of patient participation, though it does not quite reach the top of the 

pyramid (partnership), where both parties are equally engaged. 
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10.1.3 Shifting power to the patient 

The third requirement for patient participation, according to Cahill, is the surrender of power 

from the HCP to the patient (18). Neither of the settings studied here fully matched the 

description of this phenomenon.  

In Study II, there were a few examples where the HCPs shifted power to the patient by 

allowing them to discontinue the examination if they wished, which can be viewed as a sign 

of trust in the patient’s capacity to know what is ‘right for them’. This opportunity created a 

sense of control for the patient. However, the results in Study II largely painted the picture of 

an inferior patient, who participated on the HCPs’ terms. This is line with the findings in 

Rosvall et al.’s review (102). The surrender of power to the HCPs was described as voluntary 

from the patients’ part (102), while the inferior position adopted in Study II was not 

described as voluntary. In other previous studies, endoscopy patients have expressed a need 

to control elements of the procedure, for example, by choosing the time of the appointment 

(167) or controlling when the procedure can start (108). The results in Study II, together with 

previous research, shows that shifting power to the endoscopy patient is possible and can be 

important for retaining a sense of control during a physically challenging procedure.  

In Study III, HCPs provided examples of ways to shift power to the patient, for example, by 

asking for permission to connect to the video system. However, the HCPs also reported that 

the patient rarely had power over the situation, for example, when meeting a co-located or a 

distributed team. One example of this power imbalance was described by a physician when 

referring to a situation where a GP suddenly appears on a tv screen when a patient is 

undressed and exposed.  

In conclusion, it appears to be difficult to identify appropriate ways to shift power in the 

short-term, team-based setting. In both settings explored in this thesis, seemingly small 

decisions, for example, letting the patient choose an IV site or respecting the patient’s privacy 

by asking for permission before undressing or examining the patient, can create the feeling of 

empowerment for the patient. 

 

10.1.4 Patient engagement in intellectual or physical activities 

The fourth requirement for patient participation in Cahill’s model is patient engagement in 

intellectual or physical activities (18). What Cahill is referring to when describing intellectual 

activities can be interpreted as engagement in decision-making. Physical activities were not 

discussed in the endoscopy or tele-emergency context. The descriptions on engagement in 

intellectual activities in studies II and III are consistent with Cahill’s model and fit well into 

the middle of Cahill’s pyramid (18).  

In Study II, typical engagement in decision-making related to medications given prior to or 

during the endoscopy. Patients expressed whether they wished to be sedated, which was 

taken into consideration by the HCPs when deciding which drugs would to be used. 
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Previously, HCPs have underestimated the importance of shared decision-making to 

endoscopy patients (106). Several reports confirm that shared decision-making in endoscopy 

is possible and desirable for patients, and this includes endoscopic treatment options (108, 

168).  

In emergency care, shared decision-making has been the subject of discussion and is 

recommended when making medical treatment decisions (32, 169-171). In Study III, the 

most common situation referenced in relation to shared decision-making was deciding 

whether a patient should be admitted to the cottage hospital or transferred to the regional 

hospital. This was often a discussion where patients were invited to contribute their thoughts 

and preferences. During tele-emergencies, it was sometimes perceived as more difficult for 

physicians to engage patients in these decisions than during an in-person encounter. 

Hartasanchez et al. recently performed a literature review on ‘remote shared decision-

making’ (when telemedicine technologies are used in the patient-clinician encounter) and 

concluded that the technology may provide support for shared decision-making and patient 

participation (172). However, the literature on the topic is still incomplete, particularly in the 

area of shared decision-making during tele-emergencies. Study III fills this knowledge gap to 

a certain extent and shows that there are still obstacles to engaging patients in decision-

making during tele-emergencies. 

In conclusion, descriptions of engagement in intellectual activities were found in both 

settings, however these were limited to a few situations, i.e. sedation preferences (endoscopy) 

and admission or transfer decisions (tele-emergency). 

 

10.1.5 Patient benefit of the engagement 

The fifth requirement in Cahill’s model (18) is that patient participation must be beneficial to 

the patient. In both settings, patient participation was mainly described as beneficial to the 

patient.  

In Study II, patients reported positive feelings when the above-mentioned requirements for 

patient participation were met, for example, they felt safe when they trusted the professionals 

and felt included when information was shared with them. Rosvall et al. found that some 

endoscopy patients were very interested in being able to observe their colonoscopy on a 

screen, while others found it uninteresting or too graphic (102). 

In Study II, when the patients’ information needs were not met or when they did not trust the 

professionals, patients reported negative feelings, including inferiority and objectification. On 

the other hand, patients did not report negative feelings when they felt that they were 

involved. 

In study III, the HCPs identified patient participation as a patient safety measure (e.g. 

patients as a safety barrier), but mainly as a human right and ethical imperative. They 
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speculated on patients’ feelings when patient participation was not achieved and assumed that 

this would evoke negative feelings in patients. However, the HCPs reported that they felt that 

providing ‘too much’ information to patients could be stressful for patients in an emergency 

situation, thus implying that there is a limit to how much patient participation is appropriate 

or desirable. 

Although most reports regarding patient participation highlight its benefits, concerns have 

been raised, including the fear of offloading professional responsibility on the patient (43). 

Both patients and clinicians have previously reported withholding information from 

oneanother out of fear of being embarrassed or feeling uncomfortable (173).   

In conclusion, patient participation was mainly described positively by both patients and 

HCPs in both settings, however, there were tendencies among the HCPs to want to ‘protect’ 

patients from too much information. 

 

10.1.6 Conclusions  

Patient participation in studies II and III has been explored in two different team-based short-

term care contexts, from the perspectives of patients and HCPs, and has been based on the 

five requirements of patient participation in Cahill’s model (18). Cahill’s model was a good 

fit for the identification of descriptions of patient participation in both settings. Most 

descriptions were in line with the middle part of Cahill’s pyramid (patient participation). In 

the third requirement (shifting power), the descriptions in the two settings were found to be 

limited. The top level of Cahill’s pyramid (partnership) was not found in the descriptions in 

either setting.  

 

10.2 CONTEXT MATTERS 

The two settings, or cases, chosen in this thesis at first appear to be opposites. Previous 

conceptual papers and reports on patient participation in different contexts vary in their 

descriptions of the concept, however, they have a few reoccurring elements in common: the 

trusting relationship, information exchange and shared decision (16-18). 

The results of this thesis are consistent with the previous literature for both contexts and 

contain the reoccurring elements of patient participation. Both cases contain varying 

descriptions of what patients want and need regarding patient participation. Although context 

was important in how patient participation was described, other individual parameters of the 

person describing patient participation were also important. 

Examples of the context-specific descriptions of importance for patient participation in GI 

endoscopy were: patients perceived that information was crucial for their sense of 

participation, not only prior to the procedure but during the entire endoscopy pathway. 
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Sedative drugs were reported as a factor that complicated the patient’s ability to recall 

information. When patients perceived that they were included by the HCPs, they also felt that 

they were acknowledged and able to maintain a sense of control despite undergoing an 

unpleasant procedure.  

Examples from the rural setting included the trusting relationship, which was often based on 

previous in-person encounters in small communities. This was thus altered during a tele-

emergency, as the remote GP had never met the patient in person. Another important finding 

in this specific context was that team dynamics changed from traditional models when 

distributed teams communicated via videoconference. In this context, nurses were 

preoccupied with communicating with the GP and performing physical examinations that 

would normally be performed by the GP, while still performing traditional nursing tasks. 

This, in turn, was reported to indirectly complicate patient participation. Nurse assistants, 

however, sometimes compensated for the patient’s loss of closeness to the nurse. 

In conclusion, patient participation was shown to be important to informants in two different 

contexts. What patient participation meant to informants in the studies used in this thesis 

varied and was dependent on the person as well as the context.  

Context thus seems to matter for patient participation, but so do personal characteristics and 

experiences of both patients and HCPs. 

   

10.3 EPISTEMIC INJUSTICE – TRACES OF A PATERNALIST HEALTHCARE 
MODEL 

The paternalist healthcare model has been deemed as outdated, while patient participation is 

widely viewed as a modern and ethically correct way of providing healthcare. The empirical 

results from interview studies II and III are discussed here through a philosophical lens, 

inspired by the philosopher Miranda Fricker, who formulated the theory of epistemic injustice 

(77). The question is, have we completely left the paternalist healthcare model behind?  

Fricker’s theory can be applied to the empirical results of sub-studies II and III, where 

patients have been portrayed as active and/or passive participants.  

In Study II, endoscopy patients provided examples of active engagement, mainly in relation 

to information seeking and the ability to express preferences. Passiveness (sometimes 

seemingly self-chosen) was illustrated when patients expressed that they did not want to 

interfere with the HCPs’ decisions and did not understand the reason for the endoscopy. 

Patients also described feelings of exclusion and of being denied the opportunity to actively 

participate in their care. These descriptions of passiveness and exclusion reported by 

endoscopy patients can be related to Fricker’s theory, as they can be viewed as a case of 

testimonial injustice (77).  



 

54 

Although it is less apparent in the manifest content of the interviews in Study II, one can 

identify examples of hermeneutical injustice in the patients’ accounts; for example, patients 

often reflected that the endoscopy was something ‘you just have to go through’ without 

influencing the course of events. For some of the informants, patient participation was 

something abstract and not applicable to the endoscopy experience. It is plausible that the 

notion of patient participation was a completely foreign concept to them. This can be 

interpreted as a case of hermeneutical injustice. 

In a conceptual model of the endoscopy experience, Rosvall et al., highlighted understanding 

the endoscopy experience, which is explained as both how patients anticipate the experience 

and how they reflect upon it afterwards (102). Poor understanding of the endoscopy 

experience may thus be an example of hermeneutical injustice. How, for example, can a 

patient reflect on patient participation during an endoscopy if they have never thought about it 

and do not understand what it is? 

Even though examples of epistemic injustice were found in the data in Study II, there were 

also descriptions of situations where patients felt included by the HCPs (e.g. when informed 

about the course of events during the endoscopy). Nevertheless, patient participation was 

described as highly dependent on the HCPs, which illustrates the unequal relationship 

between endoscopy patients and HCPs. Indeed, no care relationship has been claimed to be 

completely equal, as the professionals always have the upper hand (174). 

In Study III, HCPs in a rural emergency context discussed patient passiveness as either a 

result of the patient’s insecurity or of complete trust in the professionals. The HCPs 

acknowledged that there is a power asymmetry in the patient-HCP relationship and showed a 

willingness to reduce the imbalance by involving patients. Their work conditions (e.g. 

distributed teamwork over a video connection) were described as demanding and impaired 

their focus, thus obstructing patient participation. This is in line with Carel and Kidd’s 

argument that epistemic injustice is more often caused by healthcare systems than individuals 

(78).  

In Study III, respondents reported that medical assessment and treatment were prioritised 

over patient participation. A nurse explained that she directed the conversation between the 

patient and the online physician when the patient started getting ‘off topic’. This may seem 

natural, given the nature of a medical emergency and the effort to save lives. However, this 

argument is based on the assumption that the patient does not contribute valuable information 

in an emergency. This reasoning can also be seen as a diminishment of the patient’s 

credibility (testimonial injustice). On the other hand, it can also be argued that a person in a 

life-threatening situation is not always capable of participating in decision-making or similar 

processes.  

In conclusion, the empirical results from studies II and III indicate that patients in endoscopy 

units and in rural tele-emergencies are still to some degree victims of epistemic injustice, both 

hermeneutical and testimonial. The power asymmetry between HCPs and patients can be 
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traced back to the era of the paternalistic healthcare model. Both studies II and III have 

examples of patient participation and, more or less, explicitly expressed ideas originating 

from the paternalistic healthcare model. We may have entered ‘the new era of care’, but in 

the two contexts examined, one foot still seems to be stuck in the old model.  

 

10.4 STRATEGIES FOR PROMOTION OF PATIENT PARTICIPATION 

In this thesis, sub-studies I and IV aimed to develop instruments to be used in clinical work 

to facilitate patient participation in short-term clinical encounters in team-based settings. In 

Study I, an endoscopy checklist combining a person-centered approach and patient safety 

aspects was introduced and evaluated. In Study IV, an observation tool for the assessment of 

emergency teams’ patient involvement and collaboration behaviour was developed and 

tested, but has not yet been put into clinical use.  

 

10.4.1 Practical relevance and implications  

10.4.1.1 The endoscopy checklist uptake 

The endoscopy checklist began as a quality improvement project and has now been in daily 

use at several endoscopy units for a number of years. It can be assumed that thousands of 

patients have been included in the ‘summary before scope insertion’. As has previously been 

discussed, checklist interventions are complex and require a certain cultural maturity in the 

work environment if they are to be successful, otherwise the checklist can easily become a 

‘box-ticking exercise’ (91, 94). The only findings in Study I that support the uptake of the 

checklist were the fact that it was still in use during the follow-up period, although adherence 

to the checklist was not optimal. To further evaluate and understand the value of the checklist 

to patients and HCPs, additional studies are needed, perhaps with the application of other 

methods than those used in Study I.  

10.4.1.2 Does the endoscopy checklist enhance patient safety and patient participation? 

The results in Study I showed that physicians started participating in identity checks and 

continued to do so to a high degree throughout the follow-up period. This was interpreted as a 

sign of improved patient safety. Checking patient identity is part of the WHO’s surgical 

safety checklist, which has been reported to reduce patient mortality and morbidity (49). 

Patient mix-up has been identified as a safety risk in GI endoscopy (87), and the use of the 

endoscopy checklist may help avoid this risk.  

A number of endoscopy safety checklists have been described in recent years (89, 93, 175, 

176). Endoscopy nurses Kelly and Baar-Daley recently published an article about a quality 

improvement study in a large-volume endoscopy unit in Boston, USA. They reported that 

team communication was enhanced as the result of a newly introduced checklist (175). Bitar 
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et al. (176) reviewed seven endoscopy safety checklist studies and stated that evidence in 

support of safety outcomes was limited; however, they also noted improvements in 

teamwork, which has previously been associated with improved patient outcomes (177). In 

Study I, the staff questionnaire showed near-significant improvements in the collaboration 

climate. Similar results were found in a master’s thesis by Törnqvist (158), who interviewed 

nurses about their experiences of working with the endoscopy checklist. Although evidence 

of improvements in teamwork is weak in Study I, it is possible that this is an effect of the 

checklist, which can also foster patient safety behaviour in endoscopy teams.  

The checklist’s combination of person-centeredness and patient safety was an innovative 

approach. Numerous reports suggest that patient participation is important for patient safety 

(51-54, 56). The dual objective of the checklist was thus also expected to have synergies that 

favour patient safety. However, the results in Study I did not definitively show whether the 

introduction of the checklist actually led to improved patient participation. It remains unclear 

whether the use of the checklist in an endoscopy setting strengthens the patient role and if this 

in turn also improves patient safety. Further evaluations are needed to produce stronger 

evidence.  

 

10.4.1.3 Assessment of team behaviour – how does that help? 

Several observation instruments have been developed for the assessment of team 

performance, for example, in emergencies (178). The intention of such instruments can be to 

provide feedback or evaluate previous quality improvement interventions. Observation 

instruments have also been presented for patient participation (72), but to the best of our 

knowledge, this has not been done on a team level in emergency settings.  

HCPs have previously been viewed as ‘gate-keepers’ for patient participation (66). Their 

attitudes and behaviour impact the realisation of care, where the patient is viewed as an active 

agent, not just the subject of care actions (28-30, 66, 179). In emergency care settings, 

patients have expressed that HCPs do not adequately involve them in their own care (29, 30). 

An observation tool for the assessment of HCP behaviour could be used to evaluate 

improvement projects, to provide feedback for clinicians and students, and as a basis for 

discussion within healthcare teams. This may help raise awareness of HCP behaviour that 

affects patient participation and to identify areas where improvements are needed. Such a tool 

can also be used in research, for example, to evaluate interventions.  

Patient preferences for participation can vary depending on the context, but also on personal 

characteristics. Therefore, in applying the PIC-ET tool (Study IV), it is important to clarify, 

for example, to what extent patients want information about their health status or what 

options are crucial to adapt the level of patient participation according to individual 

preferences and abilities.  
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As each patient is unique, there is no template for the perfect patient-clinician interaction. But 

through dialogue with patients and within care teams, healthcare can move further away from 

the paternalistic care model. The PIC-ET tool may thus be a piece in a larger puzzle, helping 

to identify strategies to strengthen the patient’s role in emergency care.  

  

10.4.1.4 Is the content of the PIC-ET tool relevant? 

In the Delphi rounds performed in Study IV, nine experts with knowledge in patient 

participation, emergency medicine and experience as an emergency patient commented on 

and edited the tool content. All experts expressed that each item was relevant for patient 

participation in emergency care. Finally, they assigned scores in relation to importance for the 

PIC-ET tool items. It is common to use expert ratings to achieve consensus regarding an 

epistemic question (153). It is assumed that a consensus between experts is better than the 

judgement of individual experts, since their knowledge and perspective as a group will bring 

higher quality and validity to their judgement (153). 

A commonly used measure of content validity is the Content validity index (CVI), where 

expert ratings on a 4-level scale are dichotomised, and a proportion of the high expert ratings 

are calculated on either an item level (I-CVI) or on a scale level (S-CVI). A commonly 

established minimum for acceptable S-CVI is 0.8 (180). According to Polit, Beck and Owen, 

an instrument with excellent content validity should have an S-CVI > 0.9 since their 

recommendation includes an adjustment for chance agreement (181). Since we used a 5-point 

score in the Delphi rounds, we cannot perfectly translate our results according to the CVI. 

However, if we perform modest calculations according to the CVI-model by dichotomizing 

ratings 1-3 as ‘low importance’ and 4-5 as ‘high importance’, the CVI would be 0.853 and it 

can be argued that we reach high, if not excellent, content validity. It is unlikely that a 4-

grade score would have resulted in the same proportion of high and low ratings. If half of the 

mid-range scores (i.e. 3) were high ratings, this would result in a CVI > 0.9.  

The relevance of the PIC-ET tool in the assessment of emergency teams has thus been shown 

to be high for HCP behaviour that fosters patient participation. It is not unlikely that it can 

also be used in other short-term team-based care settings. This would, however, need to be 

further investigated. 

As for the inter-rater reliability of the instrument, the results were inconclusive, which is a 

limitation, particularly when the PIC-ET tool will be used in research purposes. Common 

reasons for inconclusive reliability tests are a low number of raters in reliability testing, 

insufficient rater training and too few cases (147). These reasons may apply to the results of 

the inter-rater reliability tests in Study IV. For the sake of raising awareness in emergency 

teams, the PIC-ET tool is ready to use, but caution should be exercised when using the PIC-

ET tool in its current form in research.  
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Further studies may be needed to assess reliability, but it would also be valuable to learn how 

HCPs working in emergency settings adopt the PIC-ET tool and the impact it may have on 

the provision of emergency care. A correlation of patient experiences to PIC-ET tool results 

would also be of interest. 

 

10.4.2 Conclusions 

Both instruments developed within this thesis provide contributions to the literature on 

strategies for improving patient participation. They both entail perspectives that have not yet 

been introduced in their respective fields of medicine and nursing. Both instruments need 

further evaluation for stronger evidence regarding their validity, reliability and the impact on 

care experiences and health outcomes.
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11 METHODOLOGICAL CONSIDERATIONS 

11.1 THE TWO SETTINGS 

Case studies are used to gain an in-depth understanding of matters that are important for the 

subject being investigated (76). In this thesis, the phenomenon, patient participation, was 

investigated through two different ‘cases’ to gain deeper insight into short-term, team-based 

clinical encounters. In addition to the two different contexts, the informants in the respective 

cases were from different backgrounds: in the GI endoscopy case, patients were interviewed, 

and in the rural emergency case, HCPs were interviewed. The individual characteristics of the 

informants likely impacted the results as well.  

The aim of the thesis was not to compare the two settings, but rather to gain an in-depth 

understanding. Looking back at the choice of cases, or contexts, it is clear that they served 

well as examples, adding dimensions that influenced the phenomenon studied. Of course, one 

qualitative interview study per case is not enough to create a comprehensive picture, but the 

cases have helped create a deeper understanding of the complexity of patient participation.  

 

11.2 QUALITATIVE METHODS 

Sampling in qualitative studies differs from that in quantitative studies, as the goal is to find 

informants that provide rich information (76). In the qualitative studies in this thesis, 

sampling strategies used were purposive sampling and convenience sampling. Although 

convenience sampling is a common strategy, it does not always yield the most information-

rich sources (76). In Study III, we were dependent on healthcare central managers to connect 

us with informants. After performing thirteen group interviews, we realised that the sample 

did not contain significant experiences in tele-emergencies. Thus, our sampling continued 

with the inclusion of HCPs with more experience in this area. In retrospect, it may have been 

more suitable to perform individual interviews directly with HCPs with experience from tele-

emergencies. However, we gained a greater understanding of the context and the HCPs’ work 

conditions during the data collection. The video set-up had been presented to us as a standard 

way of working in rural emergency care, but when performing data collection, we found it 

quite controversial among the HCPs. This leads to the question of how the sampling strategy 

may affect the results. Is there a risk of selection bias, and in that case, can the results be 

trusted? We do not have information on non-participants, which is a limitation to the study. 

However, we captured a diversity of voices with both positive and negative attitudes towards 

telemedicine and there was no concern that our sample represented a partial sample.  

The data was analysed using qualitative content analysis (148, 150). The different analyses 

were performed in a very similar manner, but were guided by two different descriptions: Elo 

and Kyngäs (148) in Study II and Graneheim and Lundman (150) in Study III. The main 

difference between the two analyses was that in Study III, the content was organised in sub-



 

60 

categories, categories and themes, while in Study II, the highest order was main categories. 

In our view, themes imply a higher level of interpretation of the content.    

Abstraction and interpretation are core components of the qualitative analysis process. 

According to Lindgren et al. (149), abstraction is the process of transferring data (e.g. 

meaning bearing units) to a higher logical level and creating patterns, while interpretation is 

the effort to understand and explain (i.e. moving from manifest to latent content), or in other 

words, ‘reading between the lines’. In qualitative content analysis, both abstraction and 

interpretation constitute the re-contextualisation process. In this thesis, the abstraction and 

interpretation of Study III was seen to be deeper in comparison to Study II. It was our 

perception that the richness of the data in Study III was deeper. It is not possible to say for 

certain whether this is attributable to the depth of reflection on the part of the informants, the 

interview guides and techniques that evolved, the development of competence in the content 

analysis, or a mix of these factors. 

Trustworthiness is a quality criterion for qualitative studies (76). The reader must be able to 

decide if the findings of the qualitative study can be transferred to other settings or groups of 

people. This requires transparency from the researcher’s part (76). We attempted to be as 

open as possible in both qualitative studies by providing descriptions of the different contexts 

and the characteristics of the informants, showing examples of the analysis process and 

presenting different opinions. Reporting was guided by the COREQ checklist (182), a 

reporting checklist increasingly demanded by scientific journals. Nonetheless, a qualitative 

study can never be perfectly replicated, as the analysis is a process of abstraction and 

interpretation that is also dependent on the worldview of the researcher.  

 

11.3 OBSERVATIONS 

In Study I, structured observations were performed to observe the verification of patient 

identity and checklist use among endoscopy teams. The method was used to determine how 

well the checklist had been adopted. In this case, it was determined that observations would 

be a more accurate method than self-reports from the users. However, observations can also 

introduce bias (e.g. reactivity) (76), meaning that the people being observed may behave 

differently when they know they are being observed. One well-known example of reactivity 

is the Hawthorn effect (147), where the individuals being observed change their behaviour 

according to what they think is desirable. Although the HCPs were not aware of the precise 

behaviours being observed, they were aware that the project included patient safety aspects 

and a person-centered care approach.  

Another potential drawback to the reliance on observations is observer bias. The protocol 

used for the observations was simple to use, with ‘yes’ and ‘no’ boxes for the behaviours 

being observed. However, it cannot be ruled out that errors were made at some point. 

Observation bias could have been reduced, for example, by using two independent observers. 

However, this would likely have affected the behaviour of the HCPs (reactivity).  
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11.4 STATISTICAL METHODS 

As stated in the beginning of this thesis, the theoretical perspective guiding the interpretations 

was the constructivist paradigm. However, ideas from the positivist paradigm also influenced 

the work in this thesis, and methods within this research tradition were used. Below, a few 

important methodological considerations regarding the statistical methods used in this thesis 

are discussed.  

The statistical tests used were carefully considered in relation to the sample and levels of 

measurements. Professional statisticians were consulted when choosing statistical tests, 

which, according to the research groups, ensured high quality in the research.  

Statistical power describes a sample size that is sufficient to detect true relationships among 

variables (76). In Study I, we did not perform a proper power estimation. The main reason for 

the choice of sample size was that the study was initially designed to be an improvement 

project, and the data collection needed to be feasible given the available resources for the 

project. Although this may be considered a limitation to the study design, the validity 

problems with the questionnaire (further discussed below) are likely what caused the 

inconclusive results. Given the small sample of HCPs in Study I (which was a consecutive 

sample), no significant results were found. There were, however, two ‘near-significant 

results’. A larger sample may have yielded different results, but it is not possible to know 

how the results would have changed. It is therefore important to interpret ‘tendencies’ in the 

data with caution.  

Statistical significance indicates that the results of the study are reliable and can likely be 

replicated in a new sample (76). In studies I and IV, the statistical significance level was set 

at 5%, as is common. When testing for differences, for instance between questionnaires 

before and after the intervention in Study I, a result with a p-value < 0.05 was interpreted to 

mean that the risk of a false positive response is less than 5%. In Study IV, statistical 

significance levels were highly determinant of how the PIC-ET tool’s inter-rater reliability 

was assessed. Reliable statistics, however, depend on many factors. Researchers must always 

consider the risk of statistical errors, namely, false positive responses (Type I error) and false 

negative responses (Type II errors) (183). One example is multiple testing, which means that 

the more tests that are run, the greater the risk of type I errors (183). Thus, the researchers 

must consider adjustments for multiple testing in these cases. In Study I, adjustments for 

multiple testing were not performed, since there was only one item in the patient 

questionnaire that showed a significant difference. However, this item had a large proportion 

of missing answers, which, as reported, made the interpretation of the results unreliable. 

 

11.5 INSTRUMENT DEVELOPMENT 

The development and testing of measurement scales in healthcare sciences is a time-

consuming, highly complex undertaking, which should only be done if there is a need for a 
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new instrument (147). In studies I and IV, new instruments (questionnaires and an 

observation tool) were developed and tested. Below, a discussion of the development and 

rigor of testing is presented. 

   

11.5.1 Expert consultation and potential users 

In studies I and IV, experts and potential users of the instruments were consulted in the 

development phase. In Study I, the checklist was developed by a multi professional group, 

and its future users (HCPs at the endoscopy unit) were consulted in the process. The 

questionnaires used in the evaluation of the checklist intervention were tested for both 

clinicians and patients, however, in comparison to Study IV, the involvement of experts was 

not as extensive.  

In the development of the instruments used in studies I and IV, patients were involved to a 

varying extent. Patients were involved when testing the face validity of the patient 

questionnaire in Study I. However, in the development of the checklist in Study I, no patients 

were asked to contribute. This is a limitation of the study. Indeed, the lack of patient input in 

endoscopy research has previously been noted and criticized (104, 105). 

As identified by Ekman et al. (2020) in a review of observation tools designed to assess 

person-centered care competencies in HCPs, patient input was lacking in all 16 instruments 

included in the study, which was described as a paradox (72). In Study IV, patient experience 

studies were included in the content development phase. Three patient representatives were 

included in the expert panel, thus giving the patients a voice equal to the other two 

competencies in the expert panel (i.e. emergency care experts and patient participation 

research experts).  

 

11.5.2 Item generation 

The item generation in the questionnaires used in Study I was based on the hypothesis posed 

when designing the study. Most items in the staff and patient questionnaires were formulated 

by the research group, although several items were inspired by hospital patient questionnaires 

and previous questionnaires with partly similar aims. Compared to the rigorous content 

development phase in study IV, which included various data sources and an expert panel, the 

item generation in the questionnaires developed in Study I was not quite as systematic.  

The intention of the questionnaires in Study I was to capture the potential effects from the 

checklist intervention. However, in retrospect, the main problem with the questionnaires 

(especially the patient questionnaire) may have been that they attempted to measure too many 

constructs and that these constructs may have been vaguely formulated (147) (i.e. different 

aspects of patient participation, patient safety, and teamwork).  
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In Study IV, the construct ‘patient participation’ was based on Cahill’s model; however, we 

maintained an inductive approach when searching for HCP behaviours that corresponded to, 

or directly affected patient participation. The behaviours from the data sources were 

thematically sorted before generating items. In a second step, expert opinions were used to 

edit the content of the instrument. The use of experts (e.g. in a Delphi technique) is a well-

known approach in the development of measurement scales (147, 153) and was seen as a 

strength in the item generation.  

 

11.5.3 Testing validity 

In instrument development, testing the psychometric properties of the new instrument or 

method is an important part of the process to determine the quality of an instrument (147). In 

most cases, psychometric properties refer to the concepts validity and reliability.  

11.5.3.1 Validity 

High validity is a necessary psychometric property for a high-quality instrument. In Study I, a 

face-validity test was performed for both the patient questionnaire and the staff questionnaire. 

Patients and staff provided feedback on the questionnaires during the development phase. 

Face validity is achieved when an instrument appears to measure the target qualities (22, 76). 

According to Polit and Beck, face-validity is not viewed as strong evidence for validity (76). 

The staff questionnaire was partly based on the validated Safety Attitudes Questionnaire 

(146), which may strengthen the argument for its validity.  

As a psychometric property, validity can be described as the accuracy of an instrument, or 

how well the instrument measures the construct it is intended to measure (76, 184). For 

example, the intention in Study IV was to create an instrument that measured emergency care 

team behaviour related to patient participation, and if the PIC-ET tool captures this quality in 

emergency teams, it can be claimed to have high validity.  

In Study IV a substantial effort was made to develop an instrument with high validity by 

using multiple data sources for content development and an international expert panel where 

members represented research and clinical experience and the patient experience.  

 

11.5.3.2 Reliability 

Reliability can be described as the consistency of an instrument or, in other words, the 

absence of variation (e.g. how little or how much measurements change depending on the 

person performing them or the timing/occasion of the measurement). An instrument with 

high reliability has a low degree of measurement error (76, 184).  

In Study I, questionnaires were developed for both patients and staff. When developing the 

staff questionnaire, a test-retest procedure was performed in which five clinicians filled out 
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the questionnaire twice at a one-week interval. A descriptive analysis of the test-retest 

showed that the time elapsed between the two measurements did not substantially influence 

the results. We thus assessed the reliability over time, or reproducibility, as high.  

The patient questionnaire was not tested for reliability, which can be viewed as a flaw in the 

development of the patient questionnaire. 

In Study IV, the reliability of the PIC-ET-tool prototype was assessed between two 

independent raters (inter-rater reliability). For Study IV, the items that included categorial 

data were analysed by computing kappa statistics, which in comparison to the proportion of 

agreement, also adjusts for chance (147). For the ordinal data, the intra-class coefficient 

(ICC) was used. 

In Study IV, the results from the statistical analysis of the ratings between two clinicians 

showed an overall inter-rater reliability of ‘fair’ (kappa 0.52, p < 0.001) (155), some of the 

individual items reached higher reliability, but in ten of the 22 items, the statistical inter-rater 

reliability values were not statistically significant. A commonly accepted minimum for inter-

rater reliability are kappa values above 0.60 (76). The inter-rater reliability of the PIC-ET-

tool could thus be claimed to be weak or, from a more pragmatic viewpoint, the results of the 

inter-rater reliability tests can be considered inconclusive due to excessively low variability in 

the data, too few assessors, or potentially insufficient rater training. Indeed, Polit and Beck 

mention observer training and homogeneity of data as factors affecting reliability coefficient 

values (76). We concluded that in order to be considered a reliable research instrument, the 

PIC-ET tool may need further testing and perhaps adjustments to the descriptions of the 

anchored behaviour scale. It should also be noted that the inter-rater reliability testing was 

performed using only simulated video-recordings from one setting and for a wider, more 

generalisable reliability test result, additional settings and types of observations may be 

needed.  

 

11.6 A PERSONAL REFLECTION OF MY ROLE AS A RESEARCHER IN TWO 
CONTEXTS 

During the different studies that constitute this thesis, I have had different roles in the context 

of my research. My pre-understanding of the contexts has been very different. Below, I will 

reflect on my role as a researcher and how it may have influenced the study participants and 

affected the analysis.  

 

11.6.1 The insider 

At the time of studies I and II, I was employed as an endoscopy nurse at the unit where the 

research was performed. The setting, the medical procedures and the team context were well 

known to me, and this knowledge was a great asset when planning and conducting my 
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studies. The logistics of planning a study are of great importance to successful data collection. 

In this case, I had all of the contacts and resources I needed to successfully perform the data 

collection. However, being a part of the context of my research implies a risk of bias when 

analysing the data. In addition, in Study I, the intervention I evaluated was largely my own 

undertaking. The unsuccessful implementation and evaluation of the checklist that I had 

developed would have been a disappointment to me. It should be noted that although I was 

clearly a stakeholder in this study, I was well aware of the risks of bias and held frequent 

discussions in the research group, which consisted of researchers with an outsider perspective 

who were not employed at the unit. 

In Study II, we chose to have an endoscopy nurse at another unit perform the interview, so 

that the informants would feel that they could speak freely. I did not physically work at the 

unit during the data collection period and was therefore not involved in the care of the 

patients that were interviewed. My familiarity with the context was an advantage during the 

planning and execution of the study, as well as during the analysis process. When 

transcribing the recorded interviews, I was able to visualise the situations the study 

participants described.  

Again, as I was employed at the unit, I was a stakeholder, and I could be suspected of 

reporting results that are flattering to the unit. I have done my utmost to avoid such biased 

reporting by openly sharing and discussing the details of the coding process and the 

interpretation with my co-authors.  

The lessons I learned by being an insider in the research context are many. My years of 

clinical experience from the setting were an asset. Study I was a quality improvement project 

that was transformed into a research study, which explains my personal engagement. As a 

researcher, I am pleased to have completed both studies. It has been satisfying to witness how 

the studies have influenced the care of endoscopy patients at several endoscopy units (what I 

believe) for the better. In the future, I will undertake to avoid performing studies in close 

proximity to my own clinical work, so that I feel less limited by my involvement in my 

conclusions. 

 

11.6.2 The outsider 

In Study III, I was an ‘outsider’ from a university in Stockholm when studying HCPs’ 

experiences in a different context than my own. When planning study III, my preconceptions 

were influenced by the potential of telemedicine, the promise of solving recruitment issues in 

sparsely populated regions of Sweden as presented in the media, by politicians and managers 

in the Northern counties of Sweden.  

Some people living in rural areas, however, feared that the development of telemedicine 

would accelerate, and existing co-located teams would be replaced by the distributed ‘virtual’ 

teams. They worried that the development of telemedical solutions would force physicians to 
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increasingly meet their patients in teleconsultations, which would place demands on the 

nurses’ competencies, pushing them to perform more of the medical examinations.  

When starting the data collection, it became clear to me that this change in working 

conditions may not be unanimously welcome among the rural workforce. The study 

participants (and the rural population as a whole) were the stakeholders and I, a Stockholm 

researcher, was not. By researching this trend in healthcare, I was able to identify risks and 

needs for improvement, as well as the benefits of telemedicine. It was evident to me that there 

were strong opinions on both sides (at times I felt as if I had stepped on a wasp’s nest), and it 

reminded me of the necessary objectivity of a researcher.  

The interviews in rural Sweden could have been performed over the telephone or on a video-

conference call. I am pleased that I had the chance to travel to the region and visit most of the 

cottage hospitals and perform the group interviews in person. It contributed immensely to my 

understanding of the context, as I was able to experience the physical distances and the road 

conditions when driving through the region to visit the healthcare facilities, care homes and 

virtual health rooms (130). Informal discussions with HCPs and clerks in food stores, hotel 

staff, passengers at bus stops, etc., also broadened my perspectives of the different conditions 

in rural and urban communities.  
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12 CONCLUSIONS 

This thesis contributes knowledge on patient participation in short-term clinical encounters in 

team-based settings by providing descriptions of what patient participation means to patients 

and HCPs within two different settings: GI endoscopy and rural emergency care.  

The results from the qualitative studies in the thesis suggest that context matters for the 

interpretation of what patient participation means, but also that it is highly dependent on the 

personal characteristics of the patients and the HCPs, their expectations and previous 

experiences. In both GI endoscopy and rural emergency care, greater patient participation 

was described as both a possible and desirable outcome. However, signs of a power 

asymmetry between the patient and the HCPs were found in both settings, where the patient 

often occupied an inferior position. For patients and HCPs to be ‘on the same level’, mutual 

trust, open dialogue and the sharing of knowledge and power are essential. The results 

presented in this thesis are consistent with previous research and indicate that there is room 

for improvement in the organisation and execution of healthcare on the direct care level.  

This thesis also offers two methods for supporting patient participation in the settings that 

were explored: an endoscopy checklist, including safety aspects and a person-centered 

approach, and an observation tool for emergency team behaviour in relation to patient 

involvement and collaboration. Both methods show promise for their intended purposes. 

Future research is suggested for more robust evidence.  

 

12.1 IMPLICATIONS FOR RESEARCH 

This thesis is a contribution to the field of research on patient participation, as it calls 

attention to two team-based clinical settings where short-term patient HCP encounters take 

place. Patient participation in these settings has not been sufficiently explored. The qualitative 

findings (studies II and III) provide deeper insight into patient participation in general, but 

also into the two settings explored. Qualitative research often generates new questions or 

hypotheses to be tested.  

The two strategies presented in studies I and IV may serve as starting points for further 

research. They are both innovative and may fill a need in their respective context, although 

further evaluations of their use are recommended. Perhaps these instruments can be used in 

other research contexts in the future. 

 

12.2 CLINICAL IMPLICATIONS    

For clinicians, the most important message from the interview studies (II and III) is that 

patient participation is possible and often welcomed by patients and HCPs, even in the case 

of short, challenging medical visits. What patient participation means in the unique patient-
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healthcare team encounter may vary, but the first step towards a more equal power 

relationship is for HCPs to attempt to understand who the patient is – what are their wishes, 

fears and previous experiences – and to ask what they want in terms of patient participation.  

The two strategies (studies I and IV) are examples of methods that may be used for quality 

improvement and education. For Study I, an e-learning tool was developed and made 

available online with instructions for team training and discussions. Study IV can be used for 

emergency teams who wish to raise awareness of patient participation in emergencies. For 

both clinical settings, team discussions are highly encouraged to identify behaviours or 

attitudes within teams, which may affect patient participation.  
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13 SUGGESTIONS FOR FUTURE RESEARCH 

• Exploring the experiences of the endscopy checklist in HCPs and patients by using 

qualitative methods 

• Exploring the perspectives of patients and next of kin on patient participation in tele-

emergencies 

• Further validation of the PIC-ET tool in different clinical settings and its educational 

value for clinicians 

• Exploring correlations of patient experiences and PIC-ET tool outcomes 
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