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Abbreviations  
 
AC: Anticoagulant (the traditional anticoagulant warfarin, or a newer oral anticoagulant, DOAC) 
DOAC: Direct oral anticoagulant  
DPSD: Danish Patient Safety Database  
DSKS: Danish Society for Quality in Healthcare 
GP: General practitioner 
HP: Health professional 
LUP: The National Danish Survey of Patient Experiences  
PL: Package leaflet 
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RE: Resilience Engineering 
RHC: Resilience Healthcare  
QI: quality improvement 
WAD: Work-as-Done 
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P: Used as abbreviation for ‘participant’ in quote citations (thesis) 
I: Used as abbreviation for ‘Interviewer’ in quote citations (thesis) 
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Applied terminology 
 
The below terms and concepts are used in the thesis, and some are central.  

Adaptation: Adjustments made in work practices as a result of coping with complexity (Wiig and 
Fahlbruch 2019). A Safety-II approach assumes that everyday performance variability provides the 
adaptations that are needed to respond to varying conditions, and hence is the reason why things go 
right (Hollnagel et al. 2015).  

Adherence: Adherence to long-term therapy is defined as the extent to which a person’s behavior – 
taking medication, following a diet, and/or executing lifestyle changes, corresponds with agreed 
recommendations from a health care provider (WHO 2003, p. 18) 

Adverse event: “Any untoward medical occurrence that may present during treatment with a 
medicine, but which does not necessarily have a causal relationship with this treatment” (WHO 
2002, p. 5). 
 

Chronic: Something that is continuing or occurring again and again for a long time (Bernell and 
Howard 2016) 

Chronic condition: Chronic condition is officially defined as an illness that last longer than three 
months and are not self-limiting (IOM 2001, p. 8). According to Nolte and Mckee, WHO define 
chronic conditions as “requiring ongoing management over a period of years or decades and cover a 
wide range of health problems that go beyond the conventional definition of chronic illness, such as 
heart disease, diabetes and asthma (Nolte and Mckee 2008).  

Chronic medication: A total days' medication supply of three months (84 days) or more 
(Almodovar and Nahata 2019). 

Chronic medicine user: Patients using long-term medication for chronic conditions.  

Complex system: A complex system is defined by Hollnagel as ‘a system with a complex 
description, or that is intractable rather than tractable’ (Hollnagel 2018, p. 9). Complex systems 
exhibit properties as emergence and adaptation over time (Braithwaite et al 2013, p. 58). In this 
thesis, I regard patients’ long-term medication processes as complex systems. 
 

Cybernetics: Defined by the mathematician Norbert Wiener as ‘the science of control and 
communication, in the animal and the machine’ (Ashby 1956, p. 1). Also named ‘the art of 
steermanship’ (ibid). What cybernetics offers is “the framework on which all individual machines 
may be ordered, related and understood” (Ashby 1956, p. 2) with the machine being either natural 
or man-made (Checkland 1999, p. 84). Cybernetic is closely related to systems thinking 
(Bertalanffy 1968; Checkland 1999; Novikov 2016), with cybernetic systems being a special case of 
systems showing self-regulation (Bertalanffy 1968, p. 17), founded on feedback (ibid). In this 
thesis, I am inspired by concepts from cybernetics as a theoretical basis for studying patients’ 
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managing with information.  
 

Emergence: A property of complex systems, defined as ‘spontaneous behaviors generated from 
relatively simple interactions’ (Braithwaite et al, 2013 p. 58). According to Novikov the ‘law of 
emergence (synergy) is central for systems theory’, claiming that ‘the whole is greater than the sum 
of its parts’ (Aristotle) (Novikov 2016, p. 29). In other words, the properties of a system are richer 
than the ‘sum’ of the properties of its elements (ibid).  

Feedback: In this thesis, I use ‘feedback’ to express the informal information on the medical 
treatment from patients to health professionals. Feedback is central for both cybernetics, systems 
thinking and communication theories (Checkland 1999; Hepler and Segal 2003; Windahl et al. 
2009; Novikov 2016) which permits the analyses of this thesis to acknowledge patients as users and 
providers of medicines information in long-term medication process.  

Healthcare actor: In this thesis, I include health professionals as well as patient organizations, 
patients and relatives when mentioning healthcare actors. Healthcare actors are involved in 
sampling participants for the two interview-studies of this thesis.  

Health professional (HP): In this thesis, I primarily refer to health professionals as general 
practitioners, hospital specialists, nurses, pharmacy staff (pharmacists and pharmacy technicians), 
homecare staff and physiotherapists, as these are the ones mentioned by participants in the 
interview studies. 
 

Information: In line with the theoretical framework, the starting point in this thesis was to see 
‘information’ as transfer to and from the patient. With the analyses of patient interviews, I found 
that this approach to information needed to be refined to describe patients managing with 
information. As a result, three approaches to information are used in this thesis: Information as 
transmission; information as feedback and information exchanged through dialogues and 

recognition (two-way). The theories behind the approaches to information are explored in the 
Theoretical Framework (Chapter 3). 

Information on medicines: The same as ‘Medicines information (MI)’. 
 
Intractable: Systems are intractable if it ‘is difficult or impossible to follow and understand how 
they function’ (Hollnagel 2014, p. 182). According to Hollnagel, it typically means that ‘their 
performance is irregular, that descriptions are complicated in terms of paths and relationships and 
that it is difficult to understand the details of how the system work’ (ibid). Intractable systems are 
also, according to Hollnagel, ‘underspecified’, meaning that ‘it is impossible to provide a complete 
specification of how work should be carried out for sufficiently large set of situations’ (ibid). In this 
thesis, I regard long-term medication processes as intractable. See also ‘Safety-II’. 

Long-term medication process: Here defined here as medication processes lasting more than three 
months up till lifetime. See ‘chronic medication’. 
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Managing (of medication): In this thesis, ‘managing’ is understood as patients’ managing of their 
medical treatment course, while the managing by others, such as HP’s, is regarded as contemporary. 
The term ‘managing’ is connected to my theoretical approach and defined with a basis in 
cybernetics. See also ‘managing with information’.  
 

Managing with information: This study understands patients’ ‘managing with information’, as 
central for their own role in resolving variation in the course of their treatment. The formulation 
originates in the findings from article 1 and the thesis’ theoretical approach. Figuratively speaking, I 
see patients as controlling, coordinating and communicating towards their goals about medication 
with the use of information (Ashby 1956; von Bertalanffy 1968).  

Medication incidents: Patient Safety Incidents where medication is the cause (Knudsen et al. 
2019). 

Medicines information (MI): In this thesis, medicines information includes oral and written 
information on medicines used by patients’ for managing medication. This involves medicines 
information searched and provided by patients themselves (article 1), mandatory written (PL’s) and 
oral information from health professionals (article 3) and MI exchanged through successful 
dialogues between patients and health professionals (article 2 and 3). In this thesis, MI can be 
written (including electronic) or oral. See also WMI.   

Patient: From Greek and Latin ‘paskheinpatior’, meaning ‘the one who suffers’ (Schubert et al. 
2015). In this thesis, ‘patient’ refers to a person being treated with long-term medication for a 
symptom or disease. I also use the term ‘medicine user’ and ‘user’ depending on the context. 
 
Package leaflet (PL). A legal document approved as part of the marketing authorization of each 
medicinal product within the European Union. The only mandatory written medicines information 
for patients in the EU (Jones and Seager 2001; Grime et al. 2007; Raynor 2018).  It contains 
mandatory medicine-specific information for the medicine user based on the Summary of Product 
Characteristics (ibid). In Denmark, package leaflets for all medicines, besides extemporaneous 
medicines, are available online. Previously the term ‘patient information leaflet’ (PIL) has been used 
in the European Union (Raynor 2018).  
 
Process: Part of a system, or ‘a sequence of operations intended to transform an input into an 
output’ (Hepler and Segal 2003).  

Treatment process: I define treatment process, and treatment course, as the sum of activities, 
contacts and events in the health system, that a patient is experiencing in relation to medical 
treatment (Mainz 2011, p. 424). 
 

Patient Safety Incident: Incidents with medicines reported to the Danish Patient Safety Database 
(DPSD). In Danish, ’Utilsigtet hændelse’ (Knudsen et al. 2019). 
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Performance variability: Performance is in practice always variable, and performance variability 
is the reason for both acceptable and unacceptable outcomes (Hollnagel 2014, p. 182; Hollnagel et 
al. 2015). A Safety-II approach assumes that everyday performance variability provides the 
adaptations that are needed to respond to varying conditions, and hence is the reason why things go 
right (Hollnagel et al. 2015, p. 5). Humans are consequently seen as a resource necessary for system 
flexibility and resilience (Hollnagel et al. 2015, p. 5). Performance variability should be managed 
and dampened, if it looks like things are going in the wrong direction or amplified if it looks like 
they are going in the right direction (Hollnagel 2014, p. 138).  

Professional medicines information: Mandatory medicines information from the health system, 
such as package leaflets and oral information from health professionals. Patients’ managing with 
professional medicines information is investigated in article 3.   
 
Quality of treatment: This thesis accepts a broad approach to quality, involving effectiveness, 
patient safety and patient experiences (Doyle et al. 2013).  

Resilience: In this thesis, I adhere to the definition of resilience by Hollnagel, as ‘an expression of 
how people, alone or together, cope with everyday situations – large and small - by adjusting their 
performance to the conditions’ (Hollnagel 2018, p. 14). According to Hollnagel, an organizations’ 
performance is resilient ‘if it can function as required under expected and unexpected conditions 
alike (changes/disturbances/opportunities)’ (Hollnagel 2018, p. 15). Resilience refers to ‘something 
that an organization does, rather than to something that it has’ (Hollnagel 2018, p. 126).  

Safety: In the empiric work of this thesis, safety is regarded as Safety-II and as a part of overall 
treatment quality of long-term treatment processes, see Safety-II.  

Safety-I: A condition where the number of unacceptable outcomes (accidents/incidents/near 
misses) is as low as possible (Hollnagel 2018, p. 126). Safety-I is defined by the absence of 
accidents, incidents and risks (ibid). See also ‘Safety-II’. 

Safety-II: A condition where the number of acceptable outcomes (meaning everyday work) is as 
high as possible (Hollnagel 2018, p.126). The Safety-II approach is considering humans as 
resources providing flexibility and stability and contributing to resilience of the process (Jeffcott et 
al. 2009; Hollnagel 2018). Safety-II is also defined by “the presence of safety” (Hollnagel 2018, p. 
126). See also ‘Safety-I’ and ‘Safety’.  

Self-management: In this thesis, I study patients’ self-managing, or managing, of long-term 
medical treatment with information. See ‘managing’. 
 

System: The term ‘system’ originates from Latin ‘systema’, i.e. ‘to place together’. I adhere to 
definition of system of Hepler and Segal as ‘a set of interdependent elements interacting to achieve 
a common aim’ with elements may be both human and non-human such as equipment and 
technologies (Hepler and Segal 2003, p. 49).  
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Tractable: A system is tractable ‘if the principles of its functioning are known, if descriptions of it 
are simple and, most importantly, if it does not change while it is being described’ (Hollnagel 2014, 
p. 118). See also ‘intractable’.  
 

Treatment quality: See ‘quality of treatment’. 
 

Written medicines information (WMI): In this thesis, I understand written medicines information 
(WMI) as written information on medicines to patients, including the mandatory package leaflets 
(PLs) and other non-mandatory information on public/private webpages, other WMI from health 
authorities, pharmacy, hospital and pharmaceutical manufacturers. I use the term ‘supplementary 
WMI’ to describe written medicines information that is not mandatory. When mentioning 
‘professional WMI’ I refer to PLs and supplementary WMI distributed by HP’s through interactions 
with patients (e.g. medication plan, educational material, information on extemporaneous 
medicines). 
 
Work-as-imagined (WAI): The assumptions or expectations of what people should do (Hollnagel 
2018, p. 17). See also ‘Work-as-Done (WAD)’. 
 
Work-as-done (WAD): The work that people actually do (Hollnagel 2018, p. 17). In this thesis, I 
regard WAD as the experiences on managing medication, described by patients through interviews. 
See also ‘Work-as-imagined (WAI)’. 
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English summary 
Patients using long-term medication for chronic conditions (chronic medicine users) are recognized 
as active managers of their own care, needing to make decisions about medicine-taking in complex 
treatments with limited contact to health professionals. For this task, patients need and use 
information on medicines (medicines information). The need for such information is not always 
met, resulting in patients’ dissatisfaction, non-adherence, lack of treatment success, adverse events 
and medical errors. However, patients are described as contributing to quality and safety of 
healthcare by providing information and feedback. Patients’ use of medicines information for 
navigating successfully through long-term medication processes is however, scarcely understood. 
 
The aim of this thesis was to analyze, how patients use medicines information for managing long-
term medical treatment, and to investigate how this may contribute to safety and quality of their 
medical treatment. Further, I wanted to provide theoretical reflections on patients' roles and the 
impact of medicines information in establishing resilience in patients’ long-term treatment 
processes. 
 
The thesis is grounded in systems- and communications theories and apply a ‘Safety-II’ approach, 
acknowledging that long-term medication is complex and context-dependent, and that people are 
often adapting their behavior to achieve successful outcomes. The thesis understands patients’ 
‘managing with information’ in the course of their treatment as central for safety and quality of 
long-term medical treatment. With patients as central for this thesis work, I chose to follow 
patients’ own explanations about what ‘medicines information’ was to them. 
 
The thesis explored patients’ use of, and managing with, medicines information through two 
qualitative semi-structured interview-studies with fifteen participants in total. The results of the 
analyses are communicated through three articles.  
 
For analyzing patient interviews, I used thematic analysis according to Braun and Clarke (article 1 
and 3) and Halkiers’ ideal-typologizing (article 2). In the interpretation of patients self-managing 
through dialogues with health professionals, I was also inspired by a social constructionists’ 
approach to co-creation of meaning through dialogues, and Axel Honneths’ theories on recognition. 

The first article highlighted how patients play an active role in information handling, being 
proactive in resolving variation during their treatment, through their use of information. The 
analysis identified five strategies applied by patients for facilitating managing of their treatment 
course. The five strategies are:  
 
1) Actively seeking and using supplementary written information  
2) Asking questions and providing information to health professionals 
3) Using own background knowledge and experience 
4) Using knowledge and experience of network 
5) Information managing and use at home  
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Two of the strategies had the potential to be used in a way that could also hinder patient’s managing 
of medication. 
 
The second article presents a typology identifying four different patients practices for managing 
medication with information. The patient types were distinguished by patients’ different ways of 
self-managing on their own and through relations with health professionals. The patient-types are: 
 
I: The self-determined, highly self-managing patient 
II: The security-seeking, self-managing patient 
III: The dependent patient with limited self-managing 
IV: The patient co-managing with close family 
 

Across the four different managing practices, all patients used their personal experience and needed 
to be recognized by health professionals. However, patients’ individual safety behaviors caused a 
difference in their potential for enhancing systems resilience.  
 
In the third article, patients’ managing with mandatory medicines information from the health 
system, i.e. professional medicines information, was investigated. Patients expressed needing 
professional information for being safe and for managing treatment. Part of the information 
facilitated patients’ managing by enabling their active participation, including 
  

- concrete information on side effects and interactions on the package leaflet 
- easy-to-read, tailored, and relevant supplementary written information 
- oral information from pharmacy staff and nurses 
- information received on patients’ demand from health professionals 
- successful dialogues with health professionals, primarily doctors 

 
Generally, ‘time-independent’ information facilitated patients’ managing.  In contrast, other 
elements of the professional information hindered patients’ managing of medicine, including: 

- length, terminology and content of package leaflets 
- lack of information 
- lack of successful dialogues with health professionals 

 
Timing was expressed as a hindrance in terms of ‘bad timing’, ‘delayed information’ and ‘lack of 

time’. 
 

Results from the three analyses are presented in a new model, highlighting the central role of 
patients’ search for, provision of and use of information for the overall quality of medical treatment. 
I argue that patients manage medicines successfully through receiving oral and written medicines 
information (i.e. by transmission) and providing (i.e. by feedback) information, and through 
dialogues with and recognition by health professionals. While patient information on medicines is 
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still often described as information from health professionals to patient, it seems time to evaluate 
and accept that patients’ individual use, and provision, of medicines information is an important 
element of long-term treatment courses. In this way coupling patient-experienced issues on quality 
with those of health professionals, as an integral part of a modern and resilient healthcare system.  

  



 

12 
 

Dansk resumé 
Patienter, der bruger medicin mod kroniske sygdomme over en lang periode (kroniske 
medicinbrugere) tager ofte aktivt del i deres egen behandling. De skal dagligt træffe beslutninger 
om brugen af medicin ved komplicerede behandlinger og med begrænset kontakt til sundhedsfagligt 
personale. Derfor har patienter behov for information om medicin. Desværre bliver det behov ikke 
altid indfriet, og det kan medføre utilfredshed, manglende efterlevelse af behandlingen, manglende 
behandlingsresultat, utilsigtede hændelser og medicineringsfejl. Omvendt har undersøgelser vist, at 
patienter selv medvirker til at forbedre patientsikkerhed og kvaliteten af en behandling ved at give 
information og feedback om deres oplevelser i forløbet. Vi mangler dog viden om, hvordan 
patienter i de tilfælde bruger information om medicin til selv at navigere succesfuldt gennem 
kroniske medicineringsforløb.    
 
Formålet med denne afhandling er at analysere, hvordan patienter styrer deres medicinske 
behandling ved hjælp af information samt hvordan denne styring kan bidrage til patientsikkerhed og 
kvalitet. Afhandlingen bidrager også med teoretiske overvejelser om patientens roller og 
betydningen af medicinsk information med hensyn til af skabe resiliens i kroniske 
medicineringsforløb.   
 
Afhandlingen bygger på system- og kommunikationsteori og benytter tilgangen ’Sikkerhed-II’ 
(’Safety-II’), der tager udgangspunkt i, at behandlingsforløb er komplekse og kontekstafhængige, 
samt at mennesker ofte tilpasser deres adfærd for at opnå et ønsket resultat. Afhandlingen opfatter 
patienters ’styring med information’ som afgørende for både sikkerhed og kvalitet af langvarig 
(kronisk) brug af medicin. I denne afhandling er patienterne i centrum, og den følger derfor 
patienters egne udtryk for, hvad ’information om medicin’ er for dem. 
 
Afhandlingen har undersøgt patienters brug af information til styring af medicineringsforløb 
gennem to kvalitative interviewstudier med i alt femten deltagere. Resultatet af analyserne er 
udgivet i tre artikler.  
 
Ved analysen af patientinterviews blev anvendt tematisk analyse jfr. Braun & Clarke (artikel 1 og 3) 
og Halkiers idealtypologisering (artikel 2). I fortolkningen af patienters aktive styring af forløbet 
gennem dialoger med sundhedspersonale var jeg også inspireret af en socialkonstruktionistisk 
tilgang til, hvordan mening kan samskabes gennem dialog, samt af Axel Honneths teorier om 
anerkendelse.  
 
Den første artikel beskriver, hvordan patienter spiller en aktiv rolle i brugen af information om 
medicin, ved proaktivt at løse daglige ’variationer’ i deres behandling med information. Analysen 
identificerede fem strategier, som patienterne brugte til at fremme styring af deres forløb.  
De fem strategier var:  
 
1) Aktiv søgning efter og brug af supplerende skriftlig information om medicin 
2) At stille spørgsmål og give information til sundhedsfagligt personale 
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3) Brug af egen viden og erfaring 
4) Brug af viden og erfaring fra eget netværk 
5) Administration og brug af medicininformation i hjemmet  
 
To af disse strategier kunne potentielt blive brugt på en måde som hæmmede patientens egen 
styring af medicin. 
 
I den anden artikel er der udviklet en typologi med fire forskellige typer af praksis for patienters 
styring af medicin. De fire typer er karakteriseret efter patienternes forskellige måder at bruge 
information til at styre deres behandling, når de er alene, og gennem dialoger med 
sundhedspersonalet. De fire patienttyper er: 
 
I: Den selvbestemmende, meget selvstyrende patient 
II: Den tryghedssøgende, selvstyrende patient 
III: Den afhængige patient med begrænset selvstyring 
IV: Patienten, der styrer sammen med den nære familie 
 
For alle typerne i typologien gjaldt, at patienterne brugte deres egne, personlige erfaringer, og havde 
behov for at blive anerkendt af sundhedspersonalet. Patienternes måde, herudover, at bruge 
information på, betød en forskel i deres potentiale for at forbedre behandlingens resiliens.  
 
I den tredje artikel blev patienternes brug af information om medicin fra sundhedssystemet, dvs. 
professionel medicinsk information, undersøgt. Patienterne gav udtryk for, at de havde behov for 
professionel information for at føle sig sikre og for at kunne styre behandlingen. En del af 
informationen lettede patienternes egen styring af behandlingen ved at muliggøre deres aktive 
deltagelse, herunder  
 
- Konkret information om medicinens bivirkninger og interaktioner i indlægssedler 
- Målrettet, letlæselig og relevant supplerende skriftlig information om medicin  
- Mundtlig information om medicin fra sundhedsfagligt personale, herunder også apotekspersonale 

og sygeplejersker 
- Information om medicin fra sundhedsfagligt personale på patientens egen foranledning 
- Vellykkede dialoger med sundhedsfagligt personale, især læger 
 
Generelt var fleksibel og tidsuafhængig information også fremmende for patientens styring. 
Derimod hæmmede visse dele af den professionelle information patientens styring, herunder: 
 
- Omfanget, sprogbrugen og indholdet af indlægssedler 
- Manglende information  
- Mangelfuld dialog med sundhedsfagligt personale 
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Tidsaspektet blev beskrevet som en hindring i form af ’dårligt tidspunkt’, ’oplysningerne kom for 
sent’ og ’der var ikke tid nok’. 
 
Resultatet af de tre analyser er præsenteret i en ny model som viser patienters centrale rolle i 
søgning af, bidrag til og brug af information om medicin til gavn for kvalitet og sikkerhed af 
medicinsk behandling. På baggrund af afhandlingen kan det konkluderes, at kroniske 
medicinbrugere har de bedste muligheder for at styre deres medicinering, hvis de får information 
om medicin på flere måder. Både via skriftlig og mundtlig information (transmission), ved selv at 
give information og stille spørgsmål (feedback) samt ved vellykkede dialoger med og anerkendelse 
fra sundhedsfagligt personale. Patientinformation om medicin forstås ofte som information fra 
sundhedspersonale til patienten. Måske er tiden moden til at gentænke denne tilgang og til at 
acceptere patienters individuelle brug af, behov for - og bidrag til - information om medicin i 
langvarige medicineringsforløb. På den måde vil patienters forståelse af kvalitet måske kunne blive 
en integreret del af et moderne og resilient sundhedsvæsen.  
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PART I: INTRODUCTION AND BACKGROUND 

 

Chapter 1 Introduction  

Introduction  
This chapter introduces the background and context of the Ph.d. thesis. It includes my motivation 
for writing the thesis (scientific and personal), the objective, the research questions and a comment 
on the structure of the thesis.  
 

Motivation 

This Ph.d. project has been on its way for a long time, maybe back from when I graduated as a 
pharmacist in 1995. Almost at the same time, and even a little before, I started writing journalistic 
articles on medicines for the public through Danish consumer magazines, health magazines and 
newspapers. While working in a private pharmacy, I discovered the wide variety of regulations and 
administration around medicines, and the crucial role of informing and communicating with 
patients on their medicines. I spent time in the dot.com world as an editor at Netdoktor.dk, writing 
articles to patients and collaborating with alike pharmacists from all over Europe with the same 
vision of creating accessible and readable medicines information. I also worked with 
communicating to health professionals and patients on rational use of medicines in the Danish 
Medicines Agency, Institute for Rational Pharmacotherapy (IRF).  
I became next of kin to parents with cancer and dementia, respectively, and I have spent more than 
fifteen years co-managing their treatment journeys. Motivated by my mothers’ short and abrupt 
illness-trajectory with cancer, I decided to learn more about communication on medicines. Through 
my final thesis as a master’s in professional communication (MPC) at Roskilde University (2008-
2010), I interviewed patients on their perspectives of communication on substitution of medicines. 
The work also made me eager to know more on using qualitative methods in healthcare, as a way of 
learning from patients’ experiences. Followed by a period of applying for financial support for a 
Ph.d. on written medicines information for patients together with co-supervisor, chief consultant 
Stig Ejdrup Andersen, I was employed at The Centre for Quality in The Region of Southern 
Denmark 2014 to do a Ph.d. within the field of patient safety and quality of medication. I wrote the 
protocol and was enrolled as a Ph.d. student at the University of Southern Denmark and was partly 
funded by the university and the Centre for Quality. With Professor and chief consultant, Erik 
Hollnagel as the main supervisor at the, now former, Centre for Quality, I had the possibility of 
adopting new tools and theories, Safety-II and systems thinking, for my Ph.d.  
 
The current Ph.d., hence, is the result of many years of studies, work experiences and personal 
interests in the field of medicines information and communication, involving also a constant 
challenge with learning new theories, and research methodologies. It has been a welcomed 
opportunity for me to immerse myself into a field with enormous impact on patients’ use of 
medicines. And also, for me to be able to learn from experts in the field, not least the medicine users 
themselves. My vision with doing the Ph.d. is to contribute to more knowledge on the role of 
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medicines information and communication in improving healthcare quality. 
 

Idea and aim  

The overall topic of my thesis is the connection between medicines information (MI), patients’ 
managing of treatment and quality of medical treatment. I study patient’s use of information for 
managing medication with the overall aim of identifying improvements to challenges of quality and 
safety of long-term medication. I focus on the experiences of medicine users, as I believe they are 
central for identifying patient safety and quality issues. Hence, the definition of medicines 
information follows the patients’ own terminology about their use of, and managing with, 
information on medicines. Quality is the quality perceived by patients, and Managing is understood 
as patients’ managing of their medical treatment course, while the managing by others, such as HPs, 
is regarded as contemporary.  
 
The overall aim of the thesis is: 

- to analyze, how patients use medicines information for managing long-term medical treatment, 
and to investigate how this may contribute to the quality of their medical treatment. In doing so, I 
want to generate theoretical reflections on patients' roles and the impact of medicines information in 
establishing resilience in patients’ long-term treatment processes. 

Before data-collection begun, the assumption was that information provided to patients in long-term 
treatment courses, and the information patients provided to HP’s during treatment, were important 
parts of patients’ managing of medicines. I therefore wanted to increase the empirical evidence on 
the area through a qualitative study, with the aim of discussing and concluding how exchange of 
information can facilitate patient safety and quality.  
 
From the results of the empirical data I will discuss, how MI in long-term treatment courses 
facilitate and hinder treatment quality and patient safety. On the basis of results from two interview-
studies and three articles, the thesis will also present and discuss a new model of chronic medicine 
users’ managing with medicines information. 
 
 

Research questions and studies 

The focus of this thesis will be on the following research questions: 
 
1) How do patients use medicines information while managing their medication? 

2) Which role does patients’ use of medicines information play for the quality of long-term 

medication? 

3) How can patients contribute to resilience of long-term treatment processes? 
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Structure of the thesis 

The thesis is structured into four overall parts:  
• Part I (Introduction and Background) consists of:  

o Chapter 1, Introduction 
o Chapter 2, Background and context 

 
• Part II (Theory and Methodology) includes:  

o Chapter 3, Theoretical Framework  
o Chapter 4, Methodology. Chapter 4 describes the methodology of the two interview-

studies and the three analyses applied for article 1, 2 and 3.  
 

• Part III (Results) presents the results of the thesis through two chapters;  
o Chapter 5 is a short report of the empirical results presented through three articles. 

A model illustrating results of each article is included 
o Chapter 6 includes the answers to the three research questions and a new model of 

chronic medicine users’ managing with medicines information.  
• Part IV (Implications and Discussions), involves Chapter 7, Discussion and Perspective, 

consisting of Discussion, Strengths and Limitations, Conclusion, Need for future research 
and Perspective.  
 

In the final part of the thesis, I report my references and the appendices (Appendix 1-6). 
 
 

Chapter 2: Background and context 
In this chapter, I explain the background and context for the thesis, and I motivate the need for my 
research. The chapter is build-up on three sections with sub-sections. The overall structure is: 

- Quality and safety of medical treatment  
- The active, self-managing patient  
- Patient information on medicines  

Chapter 2 will be followed by a theoretical exploration of the concepts that are specifically relevant 
for this thesis (Chapter 3). 
 

Quality and safety of medical treatment 
The overall frame for this research project is quality and safety of medical treatment. In this section 
I explore the context for why this is a relevant frame for my thesis.   
  

Complexity of medication processes 

Medicine is often the single most important element in treatment of patients with chronic conditions 
(Hepler and Segal 2003), and medicines are the most common intervention in health services in the 
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developed world (Grime et al. 2007; Nicolson et al. 2009; EDQM 2012). Medication processes such 
as prescribing, delivering, handling and monitoring medication use, involve many actors, products 
and procedures (Holme Hansen and Launsø 1985; Hepler and Segal 2003; Lægemiddelstyrelsen 
2004a) with the common goal of achieving effective, efficient, accessible, acceptable, equitable and 
safe, use of medicines (Lægemiddelstyrelsen 2004a; WHO 2006; Danske Regioner 2011). 
Treatment with medicines can improve the quality of people’s lives, but risks and preventable 
injury and death from medication are also major public health problems (Hepler and Segal 2003; 
Eaton et al. 2015; Caryon et al. 2010; Knudsen et al. 2019).  
 
Patients using long-term medication for chronic conditions, in this thesis named chronic medicine 
users, therefore often experience problematic treatment courses with lack of safety and suboptimal 
treatment with medicines (WHO 2003; Helper and Segal 2003; Lægemiddelstyrelsen 2004a; 
EDQM 2012). They often have co-morbidities and medication schedules are complex (WHO 2003; 
Eaton et al. 2015;) The more different medicines the patients use, and the more sectors they cross, 
the higher is the risk for safety incidents and suboptimal use of medicines (Thomsen et al. 2012; 
Lisby 2011). Also, the adherence to medication schedules is about 50 %, indicating the complexity 
of chronic medicine use (Vermeire 2001; WHO 2003; IRF 2006; EDQM2012). Non-adherence is 
particularly risky for older, multimorbid patients treated with polypharmacy (Knight et al. 2011; 
Thomsen et al. 2012; Schenk et al. 2020). Use of medication is increasing with increasing age, and 
multiple disease and complicated medication affect elder peoples’ abilities to manage their 
medication, while they are also more likely to have decreased cognitive functioning (Knight et al. 
2011). 
 

Complexity and medicines information 

Patient information on medicines is an inevitable part of treatments of patients with medicines and 
is described as key for maintaining quality and safety of medical treatment (Rheinstein 1995; 
Hepler and Segal 2003; Grime et al. 2007; Pohjanoksa-Mäntylä 2010; International Pharmaceutical 
Federation 2017; Mononen et al. 2020). Inadequate patient-information and -communication are 
among the main reasons for the challenges of chronic medicine users in long-term medication 
processes (Rheinstein 1995; Hepler and Segal 2003; Desplenter et al .2011; WHO 2012; Mira et al. 
2014). It may result in patient dissatisfaction (Raynor et al. 2004; Grime et al. 2007), non-
compliance and adherence (Rheinstein 1995; Zolnierek and DiMattio 2009; Desplenter et al. 2011), 
lack of treatment success (Rheinstein 1995), adverse events (Rheinstein 1995; Hepler and Segal 
2003) and medical errors (Ley 1976; Barker 1991; Mira et al. 2014; Sarkar 2016; Shitu et al. 2018). 
A WHO-commissioned systematic review of safety incidents in primary care describe that the 
proportion of incidents relating to administrative and communication issues range between 6% and 
67% of all incidents in individual studies (Panesar et al. 2016). Issues such as incomplete, 
unavailable, unclear or incorrect documentation and insufficient communication between providers 
or between professionals and patients constituted a majority among these incidents (ibid). A recent 
Swedish doctoral thesis found that information related to medication management was identified as 
the largest risk area in home care units (Lindblad 2018). The more complex a medical treatment is, 
and the more actors, medicines and sources involved, the more important it is that information is 
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understandable and useful (Lægemiddelstyrelsen 2004a).  
 

Quality and safety – before and now 

Unwanted effects of medical practices, medical errors and patient harm have been described for 
centuries, and the modern meaning of ‘being safe’, as in ‘not exposed to danger’, dates from the late 
fourteenth century (Hjøllund 2013; Hollnagel 2014). It is, however, not till recently that quality and 
safety has achieved the public and political awareness as of today (Mainz et al. 2011). Quality of 
medical treatment has for many years been described as clinical quality (Hjøllund 2013) involving 
diagnostics, treatment, care and rehabilitation mainly as performed by health professionals (Mainz 
et al. 2011). This approach has led to the definition of quality from a health professional perspective 
(Vincent and Amalberti 2016), including measurable patient outcomes (Mainz et al. 2011). Quality 
of care is conceptualized in many ways in the literature and is described as a difficult measure at the 
systems level (Hjøllund 2013; The Health Foundation 2017). Often policy makers and researchers 
are restricted to using indicators reflecting particular dimensions of quality or points in the patient 
pathway (The Health Foundation 2017). Till recently, patients’ own perspectives and experiences 
with care have been less acknowledged (Vincent and Coulter 2002; Schubert et al 2015; Allen et al. 
2016; Vincent and Amalberti 2016). However, the American, Avedis Donabedian described already 
in 1988 how quality could also include contributions of patients as well as practitioners and the 
health system (Donabedian 1988). He described a causal linkage among the structure, the processes 
and the outcomes of care (Donabedian 1988). For Donabedian, outcome is ‘the effects of care on 
the health status of patients and populations’ (Donabedian 1988, p. 1745), and he included more 
humanistic patient outcomes such as patient satisfaction, knowledge and behavior (e.g. adherence) 
(Fig. 1)(ibid). The three categories are linked in a way so that good structure increases the 
likelihood of good process, and good process increases the likelihood of a good outcome (ibid). 
Today, there is an increasing focus on user perspectives in the definitions of quality (NHS 2008; 
Doyle et al. 2013; Berg et al. 2018). 
 

 

Figure 1. The Donabedian model adapted from Donabedian 1988 (Ogilvie 2017).  

 
Patient safety as an established field is younger than that of quality and has only evolved during the 
last 25-30 years (Hjøllund 2013; Andersen et al. 2011). The Harvard Medical Practice Study from 



 

20 
 

1991 marked the start of the scientific and methodological development of patient safety (Andersen 
et al. 2011). The Harward study found that adverse events occurred in 3.7 % of hospitalizations, and 
that 27.6 % of the adverse events were due to negligence (Brennan et al. 1991). In Denmark, patient 
safety appeared on the agenda later, with the first incidence investigations of unintended events in 
hospitals, establishment of the Danish Society for Patient Safety in 2001 (Andersen et al. 2011) and 
the law on patient safety in 2004 (Hjøllund 2013). Also, internationally, the patient safety 
movement began in acute-care settings, where adverse events resulting from medical care are more 
immediately apparent (Sarkar 2016). Less is known about the epidemiology of adverse events in 
primary care settings all though primary care is named as ‘the cornerstone of healthcare’ (Sarkar 
2016; Panesar et al. 2016).  A systematic review with 109 included studies concludes that patient 
safety incidents occur in a median of 2–3 % of visits (Panesar et al. 2016). About 4 % of these 
incidents were associated with severe harm (ibid). 
 
In 2000 and 2001, respectively, the Institute of Medicine (IOM) and the Committee on the Quality 
of Health Care in America issued two reports, To err is human and Crossing the Quality Chasm, 
pointing at a divergence between progress in medical science and unsafe health care delivery (IOM 
2001; Hollnagel et al. 2013; Reid et al. 2005; Carayon and Wood 2010). The reports made clear that 
the majority of adverse events were due to systemic errors rather than individuals’ (Hollnagel et al. 
2013; IOM 2001). The reasons provided were the growing complexity of science and technology, 
an increase in chronic conditions, a poorly organized delivery system, and constraints on exploiting 
the revolution in information technology (ibid), each playing a role and exacerbates the effects of 
the others” (IOM 2001 p. 28-29). Crossing the Quality Chasm proposed six domains, or aims, as a 
framework for improvement in the healthcare system. The six domains, which are now generally 
accepted (WHO 2006; DSKS 2018), are1:  
 

• Safe: Avoiding harm to patients from the care that is intended to help them. 

• Effective: Providing services based on scientific knowledge to all who could benefit and 
refraining from providing services to those not likely to benefit (avoiding underuse and 
misuse, respectively). 

• Patient-centered: Providing care that is respectful of and responsive to individual patient 
preferences, needs, and values and ensuring that patient values guide all clinical decisions. 

• Timely: Reducing waits and sometimes harmful delays for both those who receive and 
those who give care. 

• Efficient: Avoiding waste, including waste of equipment, supplies, ideas, and energy. 

• Equitable: Providing care that does not vary in quality because of personal characteristics 
such as gender, ethnicity, geographic location, and socioeconomic status. 

 
1 Ref. Six Domains of Health Care Quality, Agency for Healthcare Research and Quality 2018 
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In 2002, IOM initiated a project with the National Academy of Engineering (NAE) to identify 
engineering applications that could contribute to improvements in health care delivery, assess 
factors that would facilitate or impede implementations and identify research areas that could 
contribute to performance improvements (Reid et al. 2005, preface, p. vii). The report proposed a 
systems approach to health care delivery based on a partnership between engineers, health care 
professionals, and health care managers (ibid). Optimizing information flow and communication 
around patient care was part of the plan (Caryon et al. 2010). 
 

Today there is widespread acceptance and awareness of the problem of medical harm, and 
considerable efforts have been made to improve the safety of healthcare. From focusing on clinical 
quality quality-parameters, now, organizational, patient-experience and patient safety is included as 
a part of the overall definition of quality (IOM 2001; Doyle et al. 2013; DSKS 2018). Health care 
quality and safety is today the overall frame that Danish patients and health system co-operate 
within and aims have been politically decided (Nationale mål for sundhedsvæsenet 2019). Also, the 
concept of patient safety, including how it is experienced by the patients, has been established as a 
central part of treatment quality (Hjøllund 2003; DSKS 2003; Doyle et al. 2013; DSKS 2018). 
Hjøllund adopts a definition of quality at three levels including professional or clinical quality, 
involving how treatment with medication follow ‘good clinical practice’, organizational quality 
involving the structure and context of care, and patient-experienced quality, involving the quality of 
care experienced by patients (Hjøllund 2013). According to Hjøllund, the patient-experienced 
quality is affected by both professional and organizational quality as well as the subjective 
expectations of the patient (ibid). International literature also describes quality of health care as 
three ‘pillars’ involving professional quality, patient safety and patient-experiences elements (NHS 
2008; Doyle et al. 2013). Also, the WHO states the patients’ roles in improving quality and safety:  
 “Improved quality outcomes are not, however, delivered by health-service providers alone. 

Communities and service users are the co-producers of health. They have critical roles and 

responsibilities in identifying their own needs and preferences, and in managing their own health 

with appropriate support from health-service providers” (WHO 2006, p 10).  
 
Since 2004, WHO has run the World Alliance for Patient Safety, including aiming for patient 
engagement (Carayon and Wood 2010). WHO calls for a patient safety culture that promotes 
“partnership with patients, encourages reporting and learning from errors, and creates a blame-free 
environment where health workers are empowered and trained to reduce errors” (WHO 2019), and 
launched in 2019 a World Patient Safety Day urging patients, healthcare workers, policy makers 
and health care industry to “Speak up for patient safety!” (ibid). Other international organizations, 
such as Patients for Patient Safety (PFPS) also aims for involving patients more in improving 
safety. PFPS cooperates with a global network of patients, consumers, caregivers and consumer 
organizations to support involvement of patients in patient safety programs all over the world (Allen 
et al. 2016). In 2018, Denmark launched the national patient safety program from WHO, 
Medication without Harm (‘Medicin uden skade’) (Dansk Selskab for Patientsikkerhed 2018). The 
goal is a 50% global reduction of the number of serious, preventable medication-related incidents 
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over the next five years. The initiative aims to do this by targeting polypharmacy, high-risk 
situations with medicines and patients’ sector-crossing (ibid).  

Despite the increased attention of quality of care and patient safety, it is unclear whether there is 
progress in improving patient safety (Hollnagel et al 2015; Vincent and Amalberti 2016). While the 
work with reporting of patient safety incidents, described in the next section, has been central 
(Viskum et al. 2011; Hollnagel 2018), patient safety aspects of outpatient long-term care, such as in 
peoples’ private homes, have not been addressed in a systematic manner (Vincent and Amalberti 
2016, p. 6). According to Vincent and Amalberti, the home environment may pose substantial risks 
to patients, that may be greater than in the hospital environment (ibid). They argue, that “safety in 
the context of a patient’s home care is likely to require different concepts, approaches and solutions 
to those developed in the hospital setting” (ibid, p. 6).  

This thesis adheres to a broad approach of quality, involving patient experiences, patient safety and 
effectiveness, which I will clarify in Chapter 3.  
 

Reporting of patient safety incidents with medicines 

Since 2004 health personnel in Danish hospitals have been reporting patient safety incidents to the 
Danish Patient Safety Database (DPSD). In 2010 the system was expanded to include personnel in 
the primary health sector, and HP’s reporting of safety incidents is demanded by law (The Ministry 
of Health 2017). Patients and relatives have been able to report safety incidents since 2011, all 
though only 1,7% used this possibility in 2019 (DPSD 2019). The aim of the incident reporting 
system is to improve patient safety, and medicines incidents are the most frequent incidents to be 
reported (Knudsen et al. 2019). In 2013, 165.356 patient safety incidents in total where reported by 
HPs, hereof 57 % (93.600) were classified as related to medicines (Hellebek 2014; Aggerbeck 
2015). In 2018 and 2019, incidents with medicines were consistently classified as 25 % of all 
incidents reported from hospitals, 66 % of all reports from communes (including public homecare) 
and 47 % of all incidents from primary care (DPSD 2018; DPSD 2019). The most frequently 
reported incidents are excessive, insufficient or missing dosages of medication (Hellebek 2019). At 
the same time, patient safety incidents classified as medication-related are ‘the type of side effects 
that most frequently may be prevented’ in medication processes (EMA 2014). About 15% of all 
unintended events/ patient safety incidents reach the patient while the rest is caught and hindered 
before (WHO 2012).  
 

There are considerably differences on the safety incidents reported by patients and relatives, and 
HPs (Christiansen et al. 2019). Patients' own reports are longer, more often ‘less severe incidents’, 
and more often reported by female patients. Patients' reports may be lengthy, emotional, and 
focused on relations to health personal, health consequences, and communication errors, while 
those of HPs are unemotional, and extensively use medical terminology and abbreviations (ibid). 
 
As a consequence of the patient safety incidents with medication, the Danish Patient Safety 
Authority identified seven groups of medications that require special attention from healthcare staff, 

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3057365/#R125
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including antidiabetic medications, anticoagulants, low-dose methotrexate, concentrated potassium, 
opioids, gentamicin and digoxin (Knudsen et al. 2019). The Authority also distribute information 
about high-risk medications and ‘patient safety warnings’ to health staff when considered 
necessary. Still, many patient safety incidents involving high risk medications occur (ibid). 
 

The reporting of major patient safety incidents to DPSD is analyzed with the Root Cause Analysis, 
which is decribed as a linear cause effect analysis (Viskum et al. 2011). Medication of patients, 
however, is a very complex, non-linear, process, involving different medicines, different health 
actors and sector-crossings which makes a linear method insufficient for identifying all relevant 
aspects (ibid). It is therefore argued that a linear analysis is not suitable for the use in a complex and 
socio-technic health-care system (Viskum et al. 2011; Hollnagel 2018). Incidents can be a result of 
more than one inconvenience happening at the same time, and the process of events may vary, so 
that it could have been successful under other circumstances instead of leading to error (Viskum et 
al. 2011; Hollnagel et al. 2015). In addition, it has been described that patient safety incidents are 
not representative for what is happening in daily praxis (Viskum et al. 2011). Many patient-
identified events such as lack of information and misunderstandings are seldom captured by 
incident-reporting systems (Vincent and Amalberti 2016), as such events might rarely result in 
major errors. There is, hence, a need for studying patient safety with other methods and approaches, 
reflecting the complexity and focus on the future prospective prevention. 
 

Consequences of suboptimal treatment quality  

There are other challenges with using medicines than patient safety incidents. Suboptimal use of 
medicine can be the result of inappropriate choice of medicine, wrong dose or wrong use of 
medicine (Hepler and Segal 2003). These factors can themselves lead to side effects, morbidity, 
mortality and extra expenses both for patient and health system (ibid; Gurwitz et al. 2003; 
Lægemiddelstyrelsen 2004a; Graabæk and Kjeldsen 2013), which has been named the ‘second drug 
problem’ (Hepler and Segal 2003). Studies of older persons in medical treatment show, that 9 % of 
medicine-related adverse drug events were rated as ‘life threatening’, 0,7% were ‘deadly’, 28,3% 
‘serious’ and 62,0% were rated as ‘significant’ (Gurwitz et al. 2003). Six-15 % of all hospital 
admissions are caused by medicine-related problems, including one third because of patients’ 
errors, and that about half of these could have been avoided (Hallas et al. 1992; Søndergaard 2006; 
Thomsen et al. 2012; Mira et al. 2014; Panesar et al. 2016). A Danish study showed that 11 % of all 
hospital admissions were medicine-related, of which 8 % were caused by side effects and 3 % by 
non-compliance, dose-reduction and interactions (Hallas et al. 1992; Thomsen et al. 2012). Further, 
patients may suffer harm if their disease progresses untreated, and through diagnostic error and 
delay (Vincent and Amalberti 2016).  
 
Conclusively, there is still a need for identifying solutions for a better treatment quality of patients 
with medicines by preventing patient safety incidents and drug-related problems relating from 
suboptimal treatment quality.  
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Models of safety thinking – from linearity to complexity 

The understanding of how accidents and patient safety incidents happen has undergone a dramatic 
development over the last century, and several conceptual models have been developed aiming to 
explain the basic mechanisms (Reason 1990; Carayon and Wood 2010; Woods et al. 2010; 
Hollnagel 2018). A simple way of conceptualizing how events interact to produce an accident, the 
domino model, was first articulated by Heinrich in 1931. Accidents were viewed as the conclusion 
of a sequence of events involving ‘human errors’ as causes or contributors (Woods et al. 2010; 
Carayon and Wood 2010; Hollnagel 2018). According to this linear way of thinking, safety can be 
achieved by ‘preventing things from going wrong, by preventing causes from exerting their effect, 
by preventing hazards from becoming realized, and by eliminating causes and hazards’ (Hollnagel 
2018, p. 8). The model is still being used in much safety work as of today. The organizational 
theorist, Perrow, introduced in the 1980’ies the term ‘systems accident’, hereby marking the start 
for the complexity approaches of today (Hollnagel 2018). In between, a major trend was 
represented by Reason in 1990 with the ‘Swiss-cheese model’, pinpointing the contribution of latent 
human failures to the breakdown of complex systems (Reason 1990). This model corresponds to so 
called ‘composite (or complex) linear thinking’ (Center for Kvalitet 2012; Hollnagel 2018, p. 8; 
Williams 2015). Reasons’ model highlights the importance of organizational factors, which is still 
relevant for our days’ safety thinking.  
Today however, with the fast advances of technologies in the health system, a linear understanding 
of safety is clearly limited in its application to complex social systems such as modern health care 
(Plsek and Greenhalgh 2001; Braithwaite et al. 2015 a); Hollnagel 2018; Braithwaite 2018). The 
science of complex adaptive systems provides concepts and tools for responding to the challenges 
of health care in the 21st century (Plsek and Greenhalgh 2001; Braithwaite et al. 2015 a)). Today, 
healthcare is better understood as a complex adaptive or socio-technical system with dynamic 
properties, and by accepting unpredictability, uncertainty and intractability as properties (Plsek and 
Greenhalgh 2001; Hollnagel 2014; Braithwaite et al. 2015; Braithwaite 2018; Woods et al. 2010). 
The new approach also suggests that accidents emerge from the complexity of peoples’ activities in 
an organizational and technical context (Plsek and Greenhalgh 2001; Williams 2011; Hollnagel 
2018). And hence, that the challenges with lack of safety and quality must be solved within this new 
framework (Braithwaite et al. 2015 a)).  
 
In this thesis I adopt an approach to safety based on regarding healthcare and long-term medication 
as complex, which I will expand on in Chapter 3. 
 

The active, self-managing patient  
Today patients are increasingly recognized as active managers of their own health care, needing to 
make decisions about medicine-taking in complex long-term treatments with limited contact to HPs 
(IOM 2001; Badcott 2005; Dowell 2007; Unruh and Pratt 2008; Mulley et al. 2012; Schubert et al. 
2015; Barker et al. 2018). Crossing the Quality Chasm in 2001 states that the patient is at the center 
of the health system, and even the source of control (IOM 2001). Similar formulations are found in 
Danish health policies, and much research on the patients’ role. For example, the Danish Regions 
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declare that the health system ‘belong to the citizens and is ‘putting the human in the center of the 
health system’ (Danske Regioner). While these visions indeed acknowledge the role of patients, and 
many initiatives aim to ‘empower’ patients to take an active role, in practice, patient participation in 
their own safety vary (Sahlström et al. 2016) and patients’ efforts are not always recognized 
(Valdez et al. 2014). Also, there is very little knowledge as to patients’ own perspectives (Dowell et 
al. 2007; Valdez et al. 2014; Vincent and Amalberti 2016).  
 

Patient ‘work’  
Knowledge on the work, patients do, more or less tacitly in the context of every-day life, have been 
described in the health literature for more than 30 years (Overgaard Larsen and Holme Hansen 
1985; Holme Hansen and Launsø 1985; Corbin and Strauss 1988; Fallsberg 1991; Unruh and Pratt 
2007; Unruh and Pratt 2008; Klasnja et al. 2010; Wilcock 2019). The managing of medication in 
chronic conditions is also described as part of patients’ work (Holme Hansen and Launsø 1985; 
Corbin and Strauss 1988; Unruh and Pratt 2007; Wilcock 2019). Corbin and Strauss describe illness 
work, everyday work and biographical work as three lines of work for patients managing chronic 
illness at home in the context of every-day life (Corbin and Strauss 1988). Illness work includes 
medication taking, which is described as an inflexible task that may, however, be performed under 
conditions ranging from routine to crisis such as administering morning insulin vs. treating insulin 
shock (ibid, p. 91).  
Pharmacists researchers described in the 1980’ies how the medicine users' view on medicine use 
often remains tacit and private, and hence not shared with HPs (Holme Hansen and Launsø 1985). 
Already at that time, patients mentioned challenges such as ‘lack of continuity of care’, ‘failing to 
consider users' experience when prescribing drugs’ and ‘poor information given by doctors, 
particularly on side effects’ (ibid). Work with daily medication also goes beyond the self, with 
network members being involved or called upon selectively to provide ad-hoc and/or regular 
support in the performance of a particular type(s) of work (Cheraghi-Sohi et al. 2015). 
 

Patient work may be ‘visible or invisible’ in that it may or may not be officially acknowledged or 
informally recognized by HPs who take it for granted as ‘compliance’ or ‘cooperation (Valdez et al. 
2015, p. 4;) or who only see the results of the work (Wilcock 2019).  
Also, the total amount of work can vary in amount, degree and difficulty so there is overall, a high 
degree of variation in the total amount of work (Corbyn and Strauss 1988, p. 91). With the 
shortening of hospital stays and the increased treatment in peoples’ homes and in community 
settings, patient work is expected to increase (Kessels 2003; Valdez et al. 2015; Vincent and 
Amalberti 2016). Chronic medicine users, and their relatives, are expected to manage conditions at 
home, or outside in-hospital settings, the far main part of their lives (Badcott 2005; Eaton et al. 
2015; Schubert et al. 2015). It is estimated that chronic ill spend less than 1 % of their time with 
HPs which leaves 99 % of the time to self-managing (Eaton et al. 2015; Schubert et al. 2015; 
Duman et al. 2015). The average time of a routine medical office visit is often less than 10 minutes, 
and the time that patients are able to speak without interruption during a visit is measured in 
seconds (Hepler and Segal 2003, p. 381). A review of doctor-patient communication reported that 
doctors spend a around 1 min providing information to patients in encounters lasting about 20 min 



 

26 
 

(Ong et al. 1995). Hence, the interactions with doctors, pharmacies, nurses, homecare, medical 
specialists in reality is in reality only occasional, while it depends on patients’ own abilities to 
manage their treatment course and medication of particular importance in chronic conditions (WHO 
2003). Alongside the complexity in medical treatment courses, with more treatment possibilities, 
actors, and specializations, the patient is the only person to experience the entire treatment course 
(Britten 2009). They experience care from several different clinicians, whose ‘uncoordinated 
prescriptions and recommendations lead to polypharmacy, increased treatment costs, side effects, 
and unintended drug interactions’ (May et al. 2009, p. 486). The burden of illness may be 
supplemented by a ‘burden of treatment’ (May et al. 2009), including also organizing doctors’ visits 
and laboratory tests, passing information about their care between HP’s, and self-monitoring as part 
of managing (ibid). A recent paper describes the work of being a patient as including all aspects of 
managing their medicines, e.g. ordering, collecting, administering, monitoring and following-up 
(Wilcock 2019). Further advancing theories of patient work and developing methods for assessing 
patient work have been requested (Valdez et al. 2015). 
 

The patient journey 
People with chronic conditions can be considered to be on an ‘illness journey (Lapsley 2004), 
‘patient journey’ (Crocker 2009; Carayon and Woods 2010) or ‘illness trajectory’ with relapses and 
remission, steady levels of health, improvement, or deterioration (Corbin and Strauss 1988; Unruh 
and Pratt 2008; Klasnja et al. 2010). According to Paterson, the perspectives of patients with 
chronic conditions is shifting between ‘wellness’ and ‘illness’ in their psychological foreground 
(Paterson 2001). This is due to variation of the course of illness, as well as psychological factors, 
and may cause individual variation in patients’ self-management (Paterson 2001; Kristensen et al. 
2018). Patients’ perspectives may be dominated by emotional considerations such as insisting on 
leading a normal life or being limited by their condition (Kristensen et al. 2018). Patients’ different 
beliefs and experiences with medicines may also result in different attitudes towards medicine use, 
and hence, in adherence to medicine, self-regulation and outcomes (Fallsberg 1991; Paterson 2002; 
Haugbølle et al. 2002; Flink et al. 2012; Horne et al. 2013).  

With illness trajectories, patient perspectives and varying severities of conditions changing as 
patients progress through their illness journeys, patients’ information needs may change as well. I 
will discuss this in a later section of this chapter (The Patient Perspective – The need for individual 
MI).  
 

Patients’ self-managing medication – the educational approach 
Patients’ self-management of medication is a well-described term in the health literature, involving 
health promotion and patient education practices especially related to empowering patients with 
chronic conditions to take control of their conditions (Schubert et al. 2015; Lorig and Holman 2003; 
Coleman and Newton 2005). Patient self-management is described as a key component of effective 
chronic illness care and improved patient outcomes (Coleman and Newton 2005). ‘Medical 
management’ is one of three patient self-management practices, mentioned by Lorig and Holman, 
besides role management and emotional management (Lorig and Holman 2003). Patients’ self-
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management have been shown to reduce hospitalizations and emergency department use (Coleman 
and Newton 2005; Lorig et al. 1999). Self-management programs are based on patient-perceived 
problems and aims at helping patients to maintain a wellness in their foreground perspective (Lorig 
and Holman 2003). Self-management is defined by Coleman and Newton as ‘the ability of the 
patient to deal with all that a chronic illness entails, including symptoms, treatment, physical and 
social consequences, and lifestyle changes (Coleman and Newton 2005, p. 1503). With self-
management, the patient can ‘monitor his or her condition and make whatever cognitive, 
behavioral, and emotional changes are needed to maintain a satisfactory quality of life’ (ibid, p. 
1504).  Self-management education includes processes that develop ‘patient problem-solving skills, 
improve self-efficacy, and support application of knowledge in real-life situations that matter to 
patients’ (Coleman and Newton 2005, p. 1503). According to Coleman and Newton, the underlying 
theory of self-management education expands the role of HPs from delivering information, as with 
‘patient education’, to include helping patients build confidence and make choices that lead to 
improved self-management and better outcomes. Roles that may be undertaken by HP’s but also by 
non-professionals, such as other patients (ibid). The relation to HPs’ is, however, essential in 
patients’ self-management, and physicians support of patient self-management is one of the key 
elements (ibid). Lorig and Holman describe five core self-management skills: problem solving, 
decision making, resource utilization, forming of a patient/health care provider partnership, and 
taking action (ibid). The health care provider becomes a ‘teacher’, partner and a professional 
supervisor (ibid, p. 2). The educational approach to self-managing also include system-focused 
changes in the primary care environment (Coleman and Newton 2005, p. 1503).  
 
The approach to, and descriptions of, patients’ self-management has been discussed again lately 
specifying that the processing of self-managing is not linear, and that processes may change over 
time (Schulman-Green et al. 2012). However, despite increased focus on establishing person-
centered approaches in one-to-one consultations and group-based patient education, meeting 
patients’ needs for managing medication in the context of everyday life with chronic illness is 
challenging (Nielsen and Grøn 2012; Vincent and Amalberti 2016; Kingod et al. 2017). Patients 
may have comorbidities and low literacy that complicates an educational approach to self-
management (Coleman and Newton 2005). The trajectory of illness as well as eventual 
complications or comorbidities can change well-established self-management routines (Schulman-
Green et al. 2012). The understanding of everyday (day-to-day and minute-to-minute) self-
management priority setting and decision-making in patients with chronic conditions is limited 
(Schulman-Green et al. 2012; Bratzke et al. 2015). Finally, the system itself does not support self-
management education (Lorig and Holman 2003 p. 5).  
 
In this thesis the focus of patients’ ‘managing medication’ is on their use of MI for managing 
medication, including their searches for information. I name this patients’ ‘managing medication 
with information’. I am inspired by the educational approach to self-management and consider it 
useful for understanding part of the results of this thesis. However, as will be explained further in 
Chapter 3, I took, from the start of the thesis work, a systems-theoretical approach to patients’ 
managing. I use Safety-II to learn from users about the successes, as well as hindrances, that they 
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experience with use of MI in long-term medication processes.  
 

Patients’ roles in improving safety and quality 

The role of empowered and informed patients in improving quality and safety of healthcare is today 
emphasized internationally (Britten 2009; Schwappach 2010; Vincent and Davis 2012; WHO 2013; 
Schubert et al. 2015; Richards 2016; Allen et al. 2016; Sahlström et al. 2016; Wright et al. 2016; 
Khan 2017; Lindblad 2018; Fylan et al. 2018; Fisher et al. 2019; O’Hara, Aase K, Waring J. 2019). 
Patients and family members are described as integral parts of everyday clinical work in health care 
(Unruh and Pratt 2007; Schubert et al. 2015), as ‘safety buffers’, to ‘speaking up’, and to carry out 
‘invisible work’ to compensate for failures, ‘perceived breakdowns’ and inefficiencies of the health 
care system (Davis 2007; Unruh and Pratt 2007; Vincent and Davis 2012; Fisher et al. 2019). They 
may provide important safety information on problems with diagnosis, medication, procedures, 
clinical services and service quality and reporting of adverse events that are not included as 
standard reviews of medical records (Weingart et al. 2005; Weingart et al. 2011; Daniels et al. 
2011; Andersen et al. 2011; Vincent and Davis 2012).  

International health literature also increasingly describes, how patients’ experiences may be the link 
to improving overall quality of medical treatment (NHS 2008; Vincent and Coulter 2012; Doyle et 
al. 2013; O’Hara, Canfield and Aase 2019). Studies repeatedly identify how patients are willing and 
enthusiastic about providing useful information and feedback about their experience in healthcare 
(Elder et al. 2005; Britten 2009; Hovey et al. 2010; Andersen et al. 2011; Vincent and Davis 2012; 
Wright et al. 2016). Some authors describe how the measurement of patient experience may help 
provide a ‘whole-system’ perspective not readily available from more discrete patient safety and 
clinical effectiveness measures (Doyle et al. 2013; Vincent and Amalberti 2016; The Health 
Foundation 2017; O’Hara, Canfield and Aase 2019). Patients and their carers will usually be first to 
notice observable problems resulting from medication errors, although they may be unable to 
distinguish between medication errors, adverse drug reactions, or side effects (Britten 2009). 
Patients and HPs address different issues, but both types of experiences may correlate with clinical 
safety and effectiveness outcomes (Daniels et al. 2011; Doyle et al., 2013; Berg et al. 2018).  
 
HPs may doubt the quality of patients’ reports of what they perceive to be side-effects (Britten 
2009). However, in general this is not supported by the available evidence (ibid.). A review of 
patient-reporting of suspected adverse drug reactions concluded that patient reports identified 
possible new ADRs that had not previously been reported by HPs (Blenkinsopp et al. 2006). Also, 
there was some evidence that patient and HPs reports are of similar quality (ibid). Another 
questionnaire study concluded that just 22,6% of 716 patient-reported symptoms were included in 
patients’ medical records, despite that 71% of the symptoms were classified as being probably or 
possibly related to the medicines (Jarernsiripornkul et al. 2001). Weingarth et al. found that hospital 
inpatients (n= 2025) participating in their care were half as likely to experience adverse events 
during hospitalization (Weingarth et al. 2011). There is also some evidence that patients report 
suspected adverse events and observable problems earlier than HPs, suggesting that increased 
patient involvement has the potential to reduce delay in the identification and treatment of problems 
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(Allen et al 2016; Britten 2009; Fisher et al. 2019).   
 

Quality improvement involving patients 
Evidence of patients’ perspectives on safety and quality of care is achieved through systematic 
collections of patient data, such as patient surveys (attitudes, expectations and experiences) and 
interviews (Weldring and Smith 2013; DSKS 2018; Lindblad 2018). The Danish Society for 
Quality in Healthcare (DSKS) mentions patient-reported outcomes/experiences (PRO and PRE), 
Shared Decision Making, Patient Centered Care and Patient Involvement as methods for quality 
improvement involving patients (DSKS 2018). PRO and PRE are systematic tools developed for 
collecting patient feedback, thereby providing opportunities for patients to rate their benefit of 
treatments (Weldring and Smith 2013) and for identifying indicators for the quality of healthcare 
(DSKS 2018). In Denmark, 250.000 citizens every year provide written feedback on their care 
through a questionnaire to the National Danish Survey of Patient Experiences, LUP2, after being 
admitted to a hospital stay (The Ministry of Health 2017). The feedback is specifically used by 
hospitals in the five regions of Denmark for developing quality of care (The Ministry of Health 
2017; LUP 2018). Shared Decision Making, Patient Centered Care and Patient Involvement in 
safety work and care are processes whereby clinicians collaboratively help patients to reach 
evidence-informed and value-based medical decision (Wright et al. 2012; Lindblad 2018; DSKS 
2018).  
 
Involving patients more systematically in their care may indeed help some patients contribute to 
safety and quality. A recent study showed how doctors’ sharing notes with patients may decrease 
documentation errors, increase safety and improve the patient-doctor relationship, suggesting 
transparent records may improve patient satisfaction, trust and safety (Bell et al. 2017). It is also 
described how co-producing healthcare services puts the relationship between patients and families 
and HPs at the center of healthcare (Gillard et al. 2012; Batalden et al. 2016; Chambers and Storm 
2019).  

But despite of systematic and non-systematic feedback, patients are still not systematically involved 
in improving safety in healthcare, advantages are questioned, and barriers exist (Lipczak 2012; 
Sählström et al. 2016; Wright et al. 2016; Lawton et al. 2017; Fisher et al. 2018). A recent study 
investigated patient comfort speaking up about problems during hospitalization and found that 30 % 
did not always feel comfortable speaking up (Fisher et al. 2018). Much patient-reported feedback 
remains dormant and underutilized, drawing into question its ability to drive change (Hepler and 
Segal 2003; O’Hara and Lawton 2016; Flott et al. 2017). There has been little change in measures 
that reflect person-centered approaches (Flott et al. 2017). Systematic measures such as PRO and 
PRE may still be representing positivistic, measurable qualities (O’Hara and Lawton 2016) while 
patients’ experiences are expressed as experienced and distinctions between single parts of the care 
pathway are not necessarily clear and relevant (ibid). Patients and family may require different 
communication approaches oriented in content and context (Hovey et al. 2010). Also, studies 

 
2 Landsdækkende Undersøgelse af Patientoplevelser/The National Danish Survey of Patient Experiences 
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involving discussions of patients’ roles in systems resilience are lacking (Berg et al. 2018). O’Hara 
and Lawton found that feedback from patients does not fit with the current system for 
understanding risk, the Safety-I approach (O’Hara and Lawton 2016). They call for methods to also 
include patients’ positive feedback about the care that they receive (ibid). 

Also, patients’ and relatives self-initiate ‘safety’ practices (Elder et al. 2005; Unruh and Pratt 2007; 
Mulley et al. 2012; Furniss et al. 2014; Richards 2016; Fylan et al. 2018; O’Hara, Aase and Waring 
2019; O’Hara, Canfield and Aase 2019) and may automatically take on them more proactive roles 
of participating in establishing safe medical treatments (Unruh and Pratt 2007; Fylan et al. 2018; 
O’Hara, Canfield and Aase 2019; Klasnja et al. 2010). Fylan et al. describe how discharged 
cardiology patients could ‘anticipate problems in the system that supplied them with medicines and 
took specific actions to prevent them’ (Fylan et al. 2018, p. 1). Patients identified errors occurring 
before and after medicines had been supplied and ensured information about medicines changes 
was correctly communicated and acted upon (ibid). Information and questions from patients are 
described as means of protecting themselves towards self-perceived preventable medication error 
(Elder et al. 2005). WHO supports this ‘patient work by stating that patients and family members 
who are alert to the risk of errors can be more vigilant in monitoring treatment, and providing 
information to staff and hence reduce errors (WHO 2013, p. 6). 
 

Patient feedback  
As described in the former sections, the term ‘feedback’ is key to descriptions of patients’ roles in 
safety and quality. In quality improvement (QI), patient feedback is understood as the formal 
feedback given after admission to hospital i.e. in terms of complaints, comments, reactions of social 
media (Flott et al. 2017; Marsh 2019). In most European countries, feedback is also embedded in 
education, training and daily professional activities (Hardavella et al. 2017). In the medical and 
communication literature, ‘feedback’ is, however, also ascribed more broadly to human interactions 
(Moll 1983; Hepler and Segal 2003; Windahl et al. 2009). Windahl et al. describes ‘feedback’ as ‘a 
reaction on the part of the receiver to a senders’ communication’ (p. 23). ‘Feedback’ can be 
information from patients to HP’s, either immediate or subsequent (Moll 1983). Feedback from 
patients is also mentioned for developing patient-oriented treatment information (Nair et al. 2002).  

Hardavella et al describes ‘feedback’ as either informal, formal, formative and summative 
(Hardavella et al. 2017). According to them, informal feedback is the most frequent form, being 
provided on a day-to-day basis, and is given on any aspect of a doctor’s professional performance 
and conduct (ibid, p. 327). Wright et al. compared three ways of obtaining patient feedback on 
safety and concluded that interviewing at the patient’s bedside is likely to be the most effective 
means of gathering patient feedback about the safety of care (Wright et al. 2012). Baines et al. 
concluded that patient feedback is likely to be more influential if it contains narrative information 
(Baines 2018, p. 1). Data should be fed back, so that it facilitates reflective discussion and 
encourages the formulation of actionable behavior change (ibid). 
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In pharmaceutical care3, ‘feedback’ in the medicine use process is an important part, applied for 
monitoring patient outcomes with the aim of improving overall quality (Hepler and Segal 2003; 
Foppe et al. 2009). Feedback may be provided to other healthcare professionals as ‘co-therapists’ 
(Hepler and Segal 2003, p. 223), or from patients and relatives themselves (Herborg 2016; Hepler 
and Segal 2003).  

In this thesis, I am inspired by the systems’ approach to ‘feedback’ while studying patients’ use of 
MI in medication courses, which will be clarified in Chapter 3.  
 

Patient information on medicines 
In this section, I provide the background for understanding the historic, societal, evidence-based and 
patient-oriented elements of MI.     
 
In this thesis, I use the term ‘Medicines information’ (MI) for patient information on medicines. 
There is no single, generally accepted or established definition of ‘patient information on 
medicines’ nor ‘medicines information’. Medicines information is often described as part of ‘health 
education’ (Desplenter 2011) or ‘health information’ (Pohjanoksa-Mäntylä 2010; PIF 2013; 
Hämeen-Anttila et al. 2018). Literature searches for this thesis also revealed that ‘patient 
information’ very often is understood as written medicines information (WMI), such as package 
leaflets. Patient information may also be information about patients (Leape et al. 1995; The 
Ministry of Health 2017). In this thesis, the concept of ‘medicines information’ is considered from 
the perspective of the chronic medicine users (see Methodology, Chapter 4). I concentrate on MI 
used, searched and provided by medicine users. 

 

The historic perspective – from passive to active 

It is not new to describe information as a necessary part of patients’ medical treatments. However, 
the approach to information is evolving during these years. For most of the 20th century, the patient 
has been regarded as a passive recipient of information accepting that the doctor knows what is best 
(Lee and Garvin 2003; Dowell et al. 2007; Nicolson 2009; Desplenter et al. 2011; Schultz et al. 
2015). This has involved approaches to information based on transmission of information to 
patients (Lee and Garvin 2003; Kasper et al. 2011). The term “compliance” is rooted in this 
paternalistic approach to the patient, indicating that the patient must obey doctors’ orders (Dowell et 
al. 2007). The main goal of MI in the 1970s and 1980s was the concern with medicine non-
compliance which stimulated the development of a range of written information materials to meet 
these needs (Nicolson et al. 2009). The assumption was that simply increasing patients’ knowledge 
of treatment would be an effective means of reducing non-compliance (ibid). In the early 80’ies, 

 
3 Pharmaceutical care is here defined as the ‘responsible, cooperative provision of drug therapy for the purpose of 
achieving definite outcomes intended to improve a patients’ quality of life. It includes the determination of of the drug 
needs for a given individual and the provision not only of the drug required but also the necessary services (before, 
during and after treatment) to assure optimally safe and effective therapy. It included a feedback mechanism as a means 
of facilitating continuity of care by those who provide it’ (Hepler and Segal 2003) 
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Moll wrote in his book on Rheumatic Treatment “The medical profession has at least begun to 
recognize the value of satisfactory communication with patients” (Moll 1983 p. 66). Today, while 
the paternalistic and biomedical approach in healthcare still exist in written and oral MI (Dixon-
Woods 2001; Lee and Garvin 2003; Grime and Pollock 2004; Kasper et al. 2011), there has been a 
major shift towards increasing involvement of patients to take a more active role in their health care 
(Desplenter et al. 2011; Dwarswaard et al. 2016). Such roles are described as implying a move from 
information transfer (one-way-monologue) to perspectives highlighting information exchange (two-
way dialogue)(Lee and Garvin 2003). Initiatives for more patient-centered approaches involving 
information exchange and respect for patients’ values are described as concordance, shared-
decision-making (SDM) and patient empowering (Desplenter et al. 2011; Dowell et al. 2007; Elwyn 
et al. 2012; Cushing and Metcalfe 2012). These initiatives basically aim to increase patients’ 
knowledge about medicines, and to support their decisions about taking them or not, hence moving 
away from ‘compliance’ as the ultimate goal of prescribing medicines (ibid).  
 
The International Pharmaceutical Federation (FIP) recently described that the goal of medicines 
information is ‘to assist patients and HP’s in achieving the safe and effective use of medicines’ 
(International Pharmaceutical Federation 2017, p. 13). This is in agreement with patients’ own 
reports (Grime et al. 2007). However, patients’ goals and expectations for MI also include 
considerations about whether the medicine is right for them, and for on-going decisions about the 
use or management of the medicine and interpreting symptoms (Raynor et al. 2007; International 
Pharmaceutical Federation 2017; Raynor 2018). Hence, patients increasingly search information 
from other available sources such as the internet (Kummervold et al. 2008; Ho et al. 2009). This 
will be discussed in later sections of Chapter 2. 
 

The societal perspective - patients’ right to MI  
Medicines are one of the few healthcare interventions where patients routinely receive legally 
mandated information (Raynor 2018). In the EU, such information includes the package leaflet 
(PL)(Jones and Seager 2001; Grime et al. 2007). PLs have been obligatory in the EU since 1999 
(Jones and Seager 2001; Raynor 2018), while Australia have required consumer information 
leaflets, CMI, in packages since 1993 (Lee et al. 2007). In the EU, leaflets are also available via the 
internet. They are written by pharmaceutical companies to conform to strict legal and scientific 
guidelines, as determined by regulators. A key feature is that all information in the Summary of 
Product Characteristics (intended for HPs) must be included in the patient leaflet, but in a form 
comprehensible to the patient. Thus, all warnings, side effects, precautions and contra-indications 
must be included in the leaflet besides information on how the medicine works, how to take it and 
how to store it (Grime et al. 2007; Nicolson et al. 2009). 
 
User testing by lay-people has resulted in improvements to PLs since 2005, but still issues need to 
be addressed to maximize their benefits (Raynor 2018) and quality of leaflets varies (Nicolson 
2013). The 2014 European Commission report called for the implementation of user testing to be a 
more iterative cycle of writing, designing and testing that results in PLs that enable users to act 



 

33 
 

appropriately. In 2017, The European Medicines Commission advised the European Parliament and 
the Council to improve the PL’s (European Commission 2017). According to this report, the 
language of PL’s is often too complex and the design and lay-out are not always user-friendly 
(ibid). Despite national and international attempts to improve PL’s (Askehave and Zethsen 2000; 
Jones and Seager 2001; Lægemiddelstyrelsen 2004b; Fimea 2012; PIF 2013; Mühlbauer et al. 
2017), it seems, however, that the ideal PL has still not been developed.  
 
In Denmark, as well as in the EU, no other written medicines information than the PL to patients is 
obligatory (Grime et al. 2007). The Danish Health legislation states, however, that written 
information can be supplied ‘if assessed appropriate’ or in case of ‘more complicated interventions’ 
(VEJ nr. 161 af 16/09/1998; BEK nr. 359 af 04/04/2019). In Denmark, patients are also entitled to 
receiving oral information from the prescribing doctor (LBK nr. 903 af 26/08/2019; VEJ nr. 161 af 
16/09/1998; BEK nr. 359 af 04/04/2019). The information must be given ‘without asking for it’, 
and the language used must be ‘understandable for the patient and without medical terms’ (ibid). 
Also, pharmacy personnel are obliged to give MI to medicine users ‘as required’ (BEK nr. 854 af 
19/08/2019). As an add-on to European legislation, visually handicapped is entitled to information 
on PL’s in case of a claim from patient-organizations (Pohjanoksa-Mäntylä 2010).  
 
A declared aim with providing MI to patients is to keep medication use ‘rational’ (SUM 2004; 
WHO webpage). According to the WHO, rational use of medicines requires that ‘patients 
receive medications appropriate to their clinical needs, in doses that meet their own individual 
requirements, for an adequate period of time, and at the lowest cost to them and their community’ 
(WHO webpage). According to WHO, therapeutically sound and cost-effective use of medicines by 
HPs and consumers is achieved at all levels of the health system (ibid). This involves ‘effective 
systems of medicines information and empowering consumers to take responsible decisions 
regarding their treatment’ (ibid). In Denmark, Rational Pharmacotherapy (IRF) in the Health 
Agency aims to help HP’s in the rational prescribing and use of drugs by providing evidence-based 
information. The same services are not available to medicine users, and IRFs’ homepage with 
evidence-based comparative WMI to medicine users, Medicinmedfornuft.dk, existing from 2004, 
was shut down in 2012.  
 
For Danish medicine users curious for reading more WMI on medicines in Danish than the 
approved PL, there is currently access to easy to read online MI at Sundhed.dk, Netdoktor.dk, 
Apoteket.dk, Minmedicin.dk, Medicinkombination.dk and some patient organizations. PL’s are 
found online at Indlaegsseddel.dk. Besides, WMI targeted HP’s and ‘the general public’ may also 
be found at Lægemiddestyrelsen.dk, SST.dk (the Health Agency) and Promedicin.dk. 

In daily practice, patients are confronted with many different sources, types and qualities of 
medicines information with no overall systematics or connection. Some countries have established 
national strategies for the provision of MI. Such strategies currently exist in Finland, United 
Kingdom and the US (International Pharmaceutical Federation 2017). The Finnish Medicines 
agency, Fimea, published a strategy for MI services in 2012, ‘Rational Use of medicines through 
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information and guidance’ with the aim that medicine users utilize reliable information sources and 
services on medication (Fimea 2012; Hämeen-Anttila et al. 2013). One of the Finnish goals is to 
establish a national multidisciplinary, MI network and an increased awareness of reliable 
information sources. The strategy proposes development of information to special groups, support 
to patient organizations’ dissemination of medicines information, promoted readability and usability 
of package leaflets and development of a quality label to mark reliable online information sources 
(Fimea 2012). Also, in the UK, ‘information prescriptions’ with information tailored to individual 
patients have been implemented in cancer and diabetes care (Macmillan 2012; Rylance 2015).  
 
In the Danish Regions drug-policy of 2011, the need for patient information on medicines is 
described as essential for promoting safe, uniform, and effective use of medication (Danske 
Regioner 2011). However, practical guidance for HPs as to how to assure that patients receive 
enough MI to be able to manage, are scarce. The reality is that provision of MI to, and feedback 
from patients, may be inconsistent and insufficient (Hepler and Segal 2003; Mononen et al. 2020). 

 

The evidence-based perspective: What works?  

The positive influence of oral and written patient information on outcomes in medical treatment is 
well-described in the health literature. Below, I give brief resumé of the evidence behind MI on 
health outcomes. I focus on the literature relevant for patients’ managing with information in this 
thesis.  

Effects of written medicines information (WMI) 
The effect of WMI to patients (printed and electronic) has been investigated in trials and 
evaluations since 1970’ies. Improvements of WMI on patients’ knowledge and adherence are the 
most pronounced health outcomes, while the direct impact in terms of medication errors is less 
investigated. It is, however, generally agreed that WMI may contribute to safe use of medication by 
increasing patients’ knowledge (Grime et al 2007; Schwappach 2010; PIL 2013; EPF webpage; 
Sahlström et al 2016; International Pharmaceutical Federation 2017). Also, that the provision of 
understandable information that matches the individual patients’ information needs enable shared 
responsibility and empowerment of patients (Kusch et al. 2018). WMI may be effectful alone and in 
combinations with oral information and other interventions (see later). 

The positive influences of written patient information include improvements in patients’ satisfaction 
and experiences with care (Baker 1991; Sarkar 2016) knowledge (Morris and Halperin 1979; Baker 
et al. 1991; Fallsberg 1991; Kessels 2003; Johnson and Sandford 2003; Desplenter et al. 2006; 
Nicolson et al. 2009; Raynor 2018), adherence to treatments (Peveler et al. 1999; Kessels 2003; 
Desplenter et al. 2006; Schedlbauer et al. 2010). Further, WMI has some effects on clinical 
outcomes, primarily reduced levels of anxiousness (Baker et al. 1991). A few studies have found 
effect on risk of medication errors (Ley 1976; Baker et al. 1991; Mira et al. 2014) and hospital 
readmissions (Desplenter et al. 2013).  
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The effects on patient’s knowledge and adherence to treatment with the provision of WMI has been 
investigated profoundly with significant results identified (Gibbs et al. 1989; Baker et al. 1991; 
Coudeyre et al. 2002; Johnson et al. 2003; Johnson and Sanford 2005; Desplenter et al. 2006; 
Sheard and Garrud 2006; Lowe et al. 2007; Mai and Aslani 2007; Raynor et al. 2007; Lowe et al. 
2007; Nicolson et al. 2009; Schedlbauer 2010). A large British interview study on 719 patients 
being prescribed an NSAID, a beta-adrenoceptior antagonist or an inhaled bronchodilator in 
primary care found a significant increase in patients’ knowledge medicines when comparing to 
patients that did not receive a leaflet (Gibbs et al. 1989). Patients’ knowledge on side effects was 
the most pronounced (ibid). Cardiologists and pharmacists from a hospital in Cardiff found how a 
written guideline resulted in significant improvements in 125 cardiology patients’ satisfaction with 
their drug treatment and their understanding of it (Baker et al. 1991). They concluded that patients 
were more aware of side-effects of their drugs but less likely to be anxious about leading to 
improved compliance. A French alternate month design study with 123 low-back pain patients 
hospitalized for steroid injection under fluoroscopy found that patients’ knowledge about side 
effects increased at the day of injection and one month later with the use of WMI (Coudeyre et al. 
2002). A systematic Cochrane study identified statistical higher knowledge scores in groups of 
parents to children with otitis media and burns when parents received WMI as a supplement to 
verbal information (Johnson et al. 2003; Johnson and Sanford 2005). A systematic literature search 
found that a positive impact of WMI on adherence and knowledge among adult psychiatric patients 
was measured in the majority of studies (Desplenter et al. 2006). The provision of an easily readable 
WMI improved medication adherence by 11% and knowledge by 14–28% in interventions groups 
in comparison with control group (ibid).  
 
The effects on patients’ understanding, knowledge, compliance and adherence is related to the 
quality and readability of WMI (Baker et al. 1991; Desplenter et al. 2006; Raynor et al. 2007; 
Nicolson et al. 2009; Coulter 2012). Patients’ knowledge, satisfaction and adherence increase with 
information written in a language they understand, and that support the oral information from their 
doctor (Baker et al. 1991; Rabøl et al. 2002; Raynor et al. 2007; Mai and Aslani 2007; Haynes et al. 
2008; Nicolson et al. 2009; Coulter 2012; Desplenter et al. 2013). 

Small but significant advantages on clinical’ health outcomes with WMI are found, including 
significant improvements in patients’ anxiety and concern (Baker et al. 1991; McDonald et al. 
2004), use of antibiotics (Macfarlane et al. 2002), blood glucose control (Pal 2013), lipid profile 
(Pal 2013), number of returns to hospital for additional care after childrens’ discharge (Johnson et 
al. 2003; Johnson and Sandford 2005), less side effects of antidepressant (Desplenter et al. 2006), 
reduced risk of therapy changes due to drug-related problems in an ambulatory clinic population 
(Desplenter et al. 2006) and less hospital readmissions among depressed patients one year after 
discharge (Desplenter et al. 2013). Baker et al. found statistically significant less anxiety of WMI in 
addition to oral instructions in a group of cardiology patients (53 % vs. 23 %, P<0,05) (Baker et al. 
1991). A systematic Cochrane review found statistically fewer returns to hospital following 
discharge of children with otitis media in a group of parents who received both verbal and written 
instructions following discharge (Johnson et al. 2003; Johnson and Sandford 2005). A single-blind, 
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randomized controlled trial found that significantly that fewer adults with acute bronchitis started 
treatment with antibiotics when receiving an information leaflet at consultation than a group of 
patients not receiving a leaflet (49 v 63, risk ratio 0.76, 95% confidence interval 0.59 to 0.97, P = 
0.04)(Macfarlane et al. 2002).  
 

Oral information from health professionals  
Communication between patients and professionals is an important part of medical care, by some 
regarded as the main ingredient (Ong et al. 1995). The relationship and communication between 
patients and HPs is considered important for patients’ willingness to engage in safety-related 
behaviors (Fischer et al. 2018; Ericson et al. 2019) and for patients’ perspectives and knowledge to 
be acknowledged (Sahlström et al. 2016; Fischer et al. 2018). Also, communication in medical care 
is highly correlated with better patient adherence (Ong et al. 1995; Peveler et al. 1999; Zolnierek 
and DiMatteo 2009), satisfaction with care, recall and understanding of MI, coping with the disease, 
quality of life, and health status (Kaplan et al. 1989; Ong et al. 1995). For example, patients who 
report having been informed about adverse effects of NSAID are less likely to continue taking the 
medicines in case of epigastric pain, while non-informed patients continued using the medicine, 
thereby risking acute gastrointestinal bleeding (Wynne and Long 1996).  
 
Aspects of communication, leading to positive outcomes are described as clear information, 
empathic, two-way, face-to-face, physicians’ listening and respect for patients’ beliefs and concerns 
which can lead to patients being more informed and involved in decision-making (Genuis et al. 
2011; Carter et al. 2013; Daker-White et al. 2015; Doyle et al. 2013). Oppositely, 
misunderstandings can lead to lack of managing of treatment and patient safety incidents and sub-
optimal treatment (Hepler and Segal 2003; Stevenson et al. 2004; WHO 2012; Shitu et al. 2018). A 
new review directly related ineffective communication between patients and HPs to medication 
errors (Shitu et al. 2018).  

For these reasons, improving communication between providers and between providers and patients 
is described as a key aspect of decreasing medication errors and improving patient safety. Effective 
communication in healthcare is described as a shared responsibility between the patient and the HP 
(Moll 1983; Ong. et al. 1995; Garfield et al. 2004; Hovey et al. 2010; Batalden et al. 2016). Both 
doctor and patient give and receive information in the consultation (Moll 1983) and HP’s listening 
to patients’ feedback is essential for the relation between doctor and patient (ibid). Medication 
management requires extensive collaboration and communication across roles and care settings, 
which can reduce (or contribute to) medication-related errors (Kitson et al. 2013). The shared 
responsibility and partnership approaches are described in the literature as shared Decision making 
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(SDM4), concordance 5, patient engagement, relationship-centered care and co-production (Garfield 
et al. 2004; Dowell et al. 2007; Desplenter et al. 2011; WHO 2013; Batalden et al. 2016; Elwyn et 
al. 2012). Concordance aims to achieve a shared understanding between the patient and prescriber 
on treatment choices (Nicolson et al. 2009; Dowel et al. 2008; Cushing and Metcalfe 2012). A new 
study on this mutual collaboration looked at how to involve patients on acute inpatient medical 
wards, in decisions about their healthcare (Redley et al. 2019). These authors found how clinicians 
may support patients to participate by providing clear and understandable information, building 
patient confidence; and empowering patients to participate (ibid). Patients who received information 
they understood felt more equipped and involved, while some patients who experienced clinicians’ 
use of medical terminology felt excluded. When clinicians listened respectfully to patients’ 
questions and concerns patients described an increase in their confidence to participate (ibid). 

Studies on the positive effects of good doctor-patient communication are many (Ong et al. 1995; 
Wynne and Long 1996; Stevenson et al. 2004; Nicolson et al. 2009; Zolnierek and DIMatteo 2009; 
Desplenter et al. 2011, Redley et al. 2019), but patients’ communication with other professions such 
as nurses and pharmacy staff also have an impact (Shitu et al. 2018). Pharmacist-patient 
communication is not only important for improving appropriate medication use, but also for 
achieving desired patient outcomes (Shitu et al. 2018; Liekens and Foulon 2019). The counselling 
role of pharmacy staff have internationally been strongly influenced and inspired by the thoughts of 
pharmaceutical care (da Costa et al. 2019). In daily practice, however, less is known about the 
influence of pharmacist’s skills for communication on patient care (Desplenter et al 2011). A reason 
may be pharmacists’ traditional roles in pharmacies despite their patient-centered goals and much 
research as to the potential for pharmacists (Svensberg 2017). Medication assessment and 
reconciliation by pharmacists at hospital discharge have recently shown to decrease readmissions 
and provide cost savings (Kilcup et al. 2013; Ravn-Nielsen et al. 2018).  
 

Combinations of information types  
The effect on health outcomes increase when different types of information are combined. 
Combinations of WMI with patient-education, oral information, multimedia and telephone calls has 
an added value as compared with supplying exclusively oral or written information (Kessels 2003; 
Desplenter et al. 2006; Nicolson et al. 2009; Schedlbauer et al. 2010; Desplenter et al. 2011). Of 
particular importance for the present thesis is the combination of oral and WMI having additive 
effect on knowledge (Morris and Halperin 1979; Baker et al. 1991; Kessels 2003; Desplenter et al. 
2006; Raynor et al. 2007; Grime et al 2007; Nicolson et al. 2009; Nicolson 2011; Coulter 2012) 
provided that the WMI do not contradict the oral information from HPs (Baker et al. 1991; Rabøl et 
al. 2002; Raynor et al. 2007; Haynes et al. 2008; Nicolson et al. 2009; Coulter 2012; Desplenter et 

 
4 WHO define SDM as ‘patient involvement with providers in making health care decisions informed by the best 
available evidence about treatment and illness management options, potential benefits and harms, and that take patient 
preferences into account’ (WHO 2013, p. 23)  
 
5 Concordance is defined as an agreement between the patient and the prescriber of medicine that a treatment is an 
effective way of achieving the patients’ goals. It is characterized by an exchange of views designed to mutually inform 
each other, and the process of establishing a sufficiently shared decision (Dowell et al. 2007, p. 4)    
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al. 2013). For example, a systematic Cochrane Review identified two studies concluding that 
providing written and verbal information is more effective in improving knowledge and satisfaction 
than providing verbal information only for parents of children being discharged from hospital to 
home (Johnson et al. 2003; Johnson and Sandford 2005). 
 
PLs have been described as a ‘communication tool’ for patients’ questions to HP’s by making it 
easier to ask questions during consultations (Grime et al. 2007; Raynor 2018). Good quality patient 
leaflets are also described as ‘prerequisite to concordance’ between patients and healthcare 
professionals (Jones and Seager 2001; Grime and Pollock 2004; Nicolson 2013). Most of the 
studies therefore conclude that WMI should be a supplement to oral information from HPs and not a 
replacement. 
 
A Cochrane review of interventions for enhancing medication adherence found an effect of WMI on 
adherence to short-term medical treatment (Haynes et al. 2008). For long-term treatments only more 
complex interventions such as combinations of information, counseling, reminders, self-monitoring, 
reinforcement, family therapy, psychological therapy, mailed communications, crisis intervention, 
manual telephone follow-up, and other forms of additional supervision or attention, helped (ibid; 
Nieuwlaat et al. 2014). Videotaped instructions or computer-aided information systems exists but 
research on these methods yield mixed results (Kessels 2003; Haynes et al. 2008; Nieuwlaat et al. 
2014). However, a later Cochrane Review identified several RCTs testing the effect of mobile text 
messages and remote internet-based treatment support, concluding significant effects on 
antiretroviral therapy adherence and the clinical outcome of viral load in HIV patients (Nieuwlaat et 
al. 2014). The authors of this Cochrane review conclude that increasing patients’ adherence is 
difficult and require frequent interactions with patients (ibid). 
 
Summing up, studies points to the fact that single types of MI are not enough for obtaining positive 
patient outcomes in long-term medication. With the differing advantages and disadvantages of 
written and oral medicines information described in this section, ideally, differing types of 
information should be combined (Kessels 2003). By asking patients as to how they use MI in this 
thesis, I want to zoom into how MI is perceived and used in practice.  
  

The patient perspective - the need for individualized MI  

Patients’ needs for information on medicines for making decisions about self-care is very well 
described (Moll 1983; Hansen and Launsø 1985; Corbin and Strauss 1988; Fallsberg 1991; 
Patterson 2002; Unruh and Pratt 2007; Grime et al. 2007; Dowell et al. 2007; Britten 2009; 
Desplenter et al. 2011; Mira et al. 2014; Duman et al. 2015; Dwarswaard et al. 2016; Mononen et 
al. 2020). It is also described how patients must practice effective information management to be 
able to play active roles in their healthcare (Klasnja et al. 2010). Patients prefer nuanced, evidence-
based, comparative MI, in the context of illnesses, balancing outcomes and risks of a range of 
possible medical treatments, as opposed to one-sided product-oriented information (Baker et al. 
1991; Grime et al. 2007;  Raynor et al. 2007; Nicolson et al. 2009; Coulter 2012).  
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A recent study investigated the information needs of patients at discharge from hospital (n= 124), 
and found that patients wanted to know1) what the medicine is for (57%), 2) side effects (52%), 3) 
drug-drug interactions (45%), 4) action of the drug (37%) and 5) reimbursement (31%) (Eibergen et 
al. 2018).  

However, patients are individuals, too. Different patient perspectives and varying severity of 
conditions cause patients to have different needs for information at different points (Paterson 2001; 
Steward et al. 2002; Kessels 2003; Duggan and Bates 2008; Koo et al. 2006; Haugbølle et al. 2002, 
Paterson 2001; Garfield et al. 2004; Carter et al. 2013). Also, patients differ in the amount of 
information needed, some wanting experts to ‘explain the disease to the fullest’ while others wished 
to receive information step by step (Dwarswaard et al. 2016). Needs for information may be 
influence by patients’ age (Duggan and Bates 2008), diagnosis (Fallsberg 1991; Koo et al 2006; 
Duggan and Bates 2008; Desplenter et al. 2011), socio-economic status (Duggan and Bates 2008; 
Dowse et al. 2011), attitudes (Haugbølle et al. 2002, Paterson 2001) and coping status (Koo et al. 
2006). A recent study showed that information needs changed post-discharge in 9% of patients (n= 
124) with interest increasing for information on side-effects (Eibergen et al. 2018). 
 
Patients appreciate relational continuity with the same doctors in order to create trustful 
relationships (Frederiksen et al. 2009; Kristensen et al. 2018; Song et al. 2020). Especially elder 
patients (Carter et al. 2013), and patients with impaired self-care abilities may benefit from such 
interpersonal contact and continuity (Kristensen et al 2018). However, the added value of 
interpersonal continuity must be combined with recognition (Frederiksen et al. 2009). Age and level 
of anxiety also influence patients’ memory for medical information (Kessels 2003). 

Duggan and Bates found that patients with endocrine diseases lower age and higher socio-economic 
status seem to have a higher need for information than patients with heart diseases, respiratory, 
gastrointestinal disease, higher age or low socio-economic status (Duggan and Bates 2008). The 
need for information in cancer diagnosis has also been described as especially great (Ong. et al 
1995).  

Shortening of hospital stays and the trend towards outpatient care may also enhance patients’ need 
for information (Kessels 2003) and information managing (Klasnja et al. 2010). Some participants 
raise concerns that medicine received while in hospital has no leaflet (Raynor et al. 2007).  

Patients’ needs for information (Koo et al 2006; Gardner et al. 2011; Kusch et al. 2018), and ability 
to understand health information and risks of treatment (Gardner et al. 2011; Traulsen et al. 2016) is 
also dependent on their health literacy. Poor health literacy is related to poor adherence (Traulsen et 
al. 2016). With regards to medication, the term ‘medication literacy’ is often used (Pouliot et al. 
2018; FIP Foundation webpage; Cordina et al. 2018), while multiple concepts exist (Mononen et al. 
2020). Patients who learn about treatments seem to have a clearer understanding about what to 
expect which in turn increases health literacy (Snyder et al. 2011). 
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The terminology used in written and oral MI is important for patients. WMI using complicated 
medical terms, especially PLs, is poorly understood (Hadlow and Pitts 1991; Lerner et al. 2000; 
Foged and Bjerrum 2003; Raynor et al. 2004; Falkenberg et al. 2004; Horwitz et al. 2009; Nicolson 
et al. 2009; Thorsen et al. 2012; Møller and Thirstrup 2013). Rabøl et al. selected 143 common 
words from package information leaflets and tested the language on 404 students with reading skills 
corresponding to 9-10 years of schooling (Rabøl et al. 2002). Of the 143 words, 14 were understood 
correctly by less than 10% of the students, 33 by 10-25%, 46 by 25-50%, and 50 by more than half. 
No words were understood by 90% of participants or more (Rabøl et al. 2002). Also, medical 
terminology may indicate different things for patients as for producers of WMI. The word ‘cheap’ 
implied negative associations to the expected effect of ‘esomeprazole’ and was associated with 
perception of more side effects in a group of PPI long-term users (Møller and Thirstrup 2013). Font 
size should be individualized to patient populations, such as patients with visual impairments 
(Lewis 2006). Involving patients in development of information, use of patients’ own language and 
testing by users can result in more relevant information improving the understanding, satisfaction 
and knowledge of patients (Nilsen 2006; Lee 2007; Raynor et al. 2007; Nicolson et al. 2009). As 
described in the section on oral information from HP’s the same may be concluded with 
terminology of oral MI (Koo et al. 2006; Gardner et al. 2011). PLs may content too much 
information but also too little (Haw and Stubbs 2011). 
 
Several studies hence conclude that professional MI should, ideally, be tailored to patients’ needs 
(Fallsberg 1991; Glenton 2002; Grime and Pollock 2004; Koo et al., 2005; Dickinson et al. 2013; 
Raynor et al. 2007; Grime et al. 2007; Desplenter et al. 2011). Tailoring could be performed on 
different aspects of the information provision: the content, the format, the quantity, the timing and 
the frequency of information (Desplenter et al. 2011). A Norwegian study found that WMI should 
present as many of patients’ questions and concerns as possible, and that it should be presented at 
several layers of understanding including both evidence- and experienced-based knowledge 
(Glenton 2002). Some studies show that relatives also need MI (Dwarswaard et al. 2016). 
Dwarswaard et al. describe how receiving information and instruction from HP’s is not enough for 
patients as they need to ‘internalize’ information received, in order to become familiar with it 
(Dwarswaard et al. 2016).  
 

Information seeking – where and what? 
It is also thoroughly reported how patients of all ages and both sexes search and use MI from more 
informal sources, including the internet (Sheppard 1999; Ho et al. 2009; Pohjanoksa-Mäntylä 2010; 
Hämeen-Anttila et al. 2018), network and private health professionals (Grime et al. 2007; Genuis 
2011; Cheraghi-Sohi et al. 2015), peer-to-peer communities (Glenton 2002; Raynor et al. 2004; 
Dwarswaard et al. 2016; Kingod et al. 2017), their own experiences (Britten 2009), books (Morris 
et al. 1984) and media (Haugbølle et al. 2002; Ho et al. 2009).   
 
Among the mandatory sources of MI, patients report using primarily the PL’s, the prescribing 
physician and pharmacy staff (Nair et al. 2002; Raynor et al. 2007; Pohjanoksa-Mäntylä 2010; 
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Møller and Thirstrup 2013; Mononen et al. 2019; Mononen et al. 2020). Patients do not want PL’s 
or their own searches to replace HP’s as a source of health and medicines information but instead as 
a supplement (Raynor et al. 2007; Nicolson 2013; Hämeen-Anttila et al. 2018; Mononen et al. 
2020).  

  
 

 

 
 
 
  

 
Figure 2. Some sources to information used by patients (Moll 1983, p. 58) 

 

Patients search both general and specific information on medicines (Nair et al. 2002). This includes 
information about their the medical condition and the various treatment options available (Nair et 
al. 2002; Ho et al. 2009), for using medicines safely and effectively (Grime et al. 2007), about 
whether the medicine is right for them, and for on-going decisions about the use or management of 
the medicine and interpreting symptoms (Nair et al. 2002; Raynor et al. 2007; Raynor 2018). 
Specific information about side-effects, interactions, duration of treatment and range of available 
treatment options is particularly wanted (Nair et al. 2002; Kusch et al. 2018). Patients are also 
interested in the cost of the treatment, in non-pharmacological treatment options and in knowing for 
how long to continue taking a medication (Nair et al. 2002).  
 

The influence of time and timing  
Timing of MI influence medicine use and patient outcome. Patients are entitled to, and express a 
need for, timely response to signs and symptoms (Tang et al. 1997; Hepler & Segal 2003; Coulter 
2012; IOM 2001; Nair et al. 2002; Garfield et al. 2004). Patients’ need for information may vary 
over time with the progress and complexity of illness (Steward et al. 2000; Chan et al. 2011; Grime 
et al. 2007; Dwarswaard et al. 2016; Traulsen et al. 2016; Carter et al. 2013; Farrington 2018). 
There is a bigger need when new medicines are prescribed (Garfield et al. 2004; Raynor et al. 2007; 
Traulsen et al. 2016), in case of changes (Carter et al. 2013), when worrying or having problems 
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with medication (Carter et al. 2013; Dwarswaard et al. 2016) or after hospital admission (Carter et 
al. 2013). A systematic HTA-review concluded that information often comes ‘too late’, that is, after 
the medicine has been prescribed, and participants wanted information before or during the 
consultation where information was prescribed (Raynor et al. 2007). A Canadian study with 105 
women with cancer concluded, that the more psychologically distressed the women were, the more 
information they wanted about coping strategies and the more serious the illness, the more shared 
decision-making with their doctors was desired (Steward et al. 2000). 
 
Lack of enough time during consultations with HP’s is described thoroughly (Tang et al. 1997; 
Ciechanowski 2006; Grime et al. 2007; Hovey et al. 2010; Traulsen et al. 2016). A study found that 
patients seek answers to their questions on their treatment plan and illness at the time they formulate 
their questions, which was generally not during the encounter with a clinician (Tang et al. 1997). 
During consultations, patients concentrate on processing information from the HP, so the relevant 
time for the patients to ask for information was after leaving the clinic (ibid). Patients may 
experience difficulties in absorbing information given during the initial consultation (Garfield et al. 
2004). A Cochrane review identified increases in patients question asking, satisfaction and a non-
significant reduction in patient anxiety before and after consultations when WMI was provided 
beforehand (Kinnersley et al. 2009). Because of the risk of forgetting information, repeated 
opportunities for information provision during initial stages of treatment with antidepressants is 
described as more advantageous than lengthy initial consultations (Garfield et al. 2004). 
Communication with HP’s in an ‘asynchronous’ manner, i.e. by use of electronic communication, 
has been described as ameliorating the isolation that impersonal health systems can impose’ 
(Epstein 2006).   

The Patient Information Forum (PIF) calls for ensuring patient information at the very minimum at 
the point of diagnosis, at a change in condition and when selecting or changing treatment 
(Farrington 2017). PIF have provided their suggestion as to ‘The perfect patient information 
journey” (Farrington 2018). This is a 7-step process to deliver a perfect patient information journey 
with the aim that patients ‘receive the right information, in the right format, at the right time’ across 
pathways (ibid, p. 463). The journey involves diagnosis, new treatment, pregnancy, acute illness, 
relapse and new diagnosis, indicating the inclusion of MI.  
 

Lack of medicines information 
While the positive effects of MI, and patients’ individual needs for both written and oral 
information, is well-described, patients continuously report lacking MI, especially information on 
side effects and interactions (Wynne and Long 1996; Raynor et al. 2004; Raynor et al. 2007; Baker 
et al. 1991; Grime et al. 2007; Unruh and Pratt 2008; Britten 2009; Chan 2011; Desplenter et al. 
2013).  
 
Reasons for patients lacking oral MI and WMI are many. Access to oral information is associated 
with several challenges. Besides the time restrictions in consultations (Eaton 2015; Grime 2007), 
and lack of good communication that may impede information provision (McIntosh and Shaw 
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2003; Stevenson et al. 2004), barriers include HP’s underestimation of patients’ needs for 
information (Ong et al. 1995; Wynne and Long 1996; Nair et al. 2002; Grime et al. 2007; Raynor et 
al. 2007; Britten 2009; Hamrosi et al. 2013), patients lack of understanding of medical terminology 
(Koo et al. 2006; Gardner et al. 2011) and that patients may forget information provided (Kessels 
2003; Moll 1983; Jones and Seager 2001; Lee et al. 2007; Hovey et al. 2010; Haw and Stubbs 
2011). 

HPs may be reluctant at providing WMI to patients, reasons being fear of frightening the patient, 
potential non-adherence, lack of time, not finding the material balanced and readable, believing that 
patients were not interested, or that the material “undermined their relationship with patients” 
(Grime et al. 2007; Raynor et al. 2007; Hamrosi et al. 2013; Hamrosi et al. 2014). Also, WMI is not 
available world-wide and may not be provided in the local language (Traulsen et al. 2016). Finally, 
PL’s may not reach the patient (Traulsen et al. 2016), e.g. when the patients are in hospital.  
 
Fourty to eighty % of medical information provided by healthcare practitioners is forgotten 
immediately, and the greater the amount of information presented, the lower the proportion 
correctly recalled (Kessels 2003). A Danish study found that patient forgot oral information, and 
that repeating and providing written information was of help for hospitalized patients (Christensen 
et al. 2002).  
 
Patients also mention ‘inadequate work environments’ as a barrier for information work (Klasnja et 
al. 2010). Patients were expected to understand important health information during clinical 
appointments (ibid). Also, a new Finnish study concluded that physicians are becoming less 
involved in actual patient care as the healthcare has become more fragmented (Mononen et al. 
2019). Thus, time allocated for physician office visits has shortened, leading to situations where 
physicians do not have time to concentrate on their patients’ medications (ibid). One study 
mentioned that GPs may be confused about who bears the responsibility for routine provision of 
WMI (Mcintosh and Shaw 2003). 

With existing barriers for provision of oral MI, WMI may be the primary source of information for 
some patients (Nair et al. 2002; Ho et al. 2009; Britten 2009; Carter et al. 2013), and package 
leaflets may be the only source of WMI provided to patients (Raynor et al. 2007). Oppositely, 
although all medicines, except extemporaneous medication, comes with a PL, 21% of patients never 
read the PL but rely on the doctor or the pharmacist (Horwitz et al. 2009). This leaves the provision 
of MI complex and difficult to predict in long-term treatments with medication. PL’s have also been 
described as difficult to incorporate into the wider information giving process (Raynor et al. 2007). 
It is not custom to distribute WMI to patients or relatives in hospitals. A British hospital in-patient 
survey found that just 20 % of in-patients received written information during hospital stay (Krska 
2013). A qualitative study in the UK showed how elder people receive inadequate explanations 
about medicines at discharge from hospitals, leaning to omission of medicines, incorrect dosages, 
anxiety and confusion (Knight et al. 2011).  
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Summing up from Chapter 2, patients using long-term medication for chronic conditions (chronic 
medicine users) often experience problematic treatment courses with unintended events and 
suboptimal treatment with medicines. Patients’ need for medicines information is not always met, 
resulting in patients’ dissatisfaction, non-adherence, lack of treatment success, adverse events and 
medical errors. While the evidence for an impact on health outcomes of MI is large, there seems to 
be a gap between the MI delivered through package leaflets and oral MI from health professionals, 
and what some patients actually need for managing long-term medication. Still, patients are 
described as contributing to quality and safety of healthcare by providing information and feedback. 
Patients’ use of MI for navigating successfully through long-term medication processes is however, 
scarcely understood. This phenomenon is hence of interest in the context of patient-safety and 
quality of medical treatment. 

In the next Part of the thesis (Chapter 3 and 4) I will discuss my theoretical framework and 
methodologies for doing the study.  

 

PART II: THEORY AND METHODOLOGY  
Part II of the thesis consists of a chapter on my theoretical framework, and a chapter on my 
methodology. In the theoretical framework I explain the cornerstones of the theories, I use, the 
systems approach, the Safety-II approach and the approach to information. 
 

Chapter 3: Theoretical framework 
In this chapter I explain the theoretical framework for my thesis, including the systems approach, 
patients’ self-managing, quality, Safety-II and information.  
 
The systems approach - a basis for understanding 
Overall, the work in this thesis is inspired by the ideas of systems theory. The term ‘system’ 
originates from Latin ‘systema’, i.e. ‘to place together’ (Hepler and Segal 2003). The basic idea of 
the “whole being more than the sum of its parts”, also known as ‘the synergistic effect’ (Windahl et 
al. 2009), or ‘the law of emergence’ (Novikov 2016, p 29) can be traced back to Aristotle 
(Checkland 1999, p. 75; Wiio 1985, p. 213; Windahl et al. 2009; Novikov 2016). Systems theory 
emphasizes the interdependence of the parts of a system (Wiio 1985, p. 213). 

The description of systems as ‘complex’ took its start in the 1950’ies (Ashby 1956; Checkland 
1999). Systems theory arose as a theory acknowledging common laws for all systems (Gergen 
2010). Today, systems theories and thinking is an interdisciplinary study of systems with 
developments in biology, communication and control engineering (Checkland 1999, p. 75; Gergen 
2010). Systems theories have historical and scientific theoretical connection to the science of 

https://en.wikipedia.org/wiki/Interdisciplinary
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control and communication in animals and machines, cybernetics (Ashby 1956; von Bertalanffy 
1968). From Greek steermanship, cybernetics was defined by mathematician Norbert Wiener, 
aiming to show that mechanisms of a feedback nature are the base of purposeful behavior in man-
made machines as well as in living organisms, and in social systems (von Bertalanffy 1968). The 
important elements in cybernetic are communication (transfer of information) between system and 
environment and within the system, and control (feedback) of the system's function in regard to 
environment (von Bertalanffy 1968, p. 21). Like with systems thinking, important for control 
systems is steering, or managing, towards a planned goal (Ashby 1956; von Bertalanffy 1968). 
Cybernetic models have, hence, been applied intensively in engineering science (Gergen 2010, p. 
404). The English anthropologist, social scientist and linguist, Gregory Bateson (1904 – 1980) 
represented a newer generation of systems-thinking with adding a ‘holistic’ dimension to control-
systems (Bateson 2000; Pearce 2002).  
 
Today the term ‘complexity, with origins to systems thinking and cybernetics, is used to describe 
healthcare as a complex or ‘complex adaptive system’, CAS (Hollnagel 2018, p.125; Braithwaite et 
al. 2013 p. 59). Braithwaite describe complex adaptive systems as systems that exhibit properties of 
emergence and adaptations over time (Braithwaite et al 2013, p. 58). In this thesis, I accept that 
patients’ long-term medication can be regarded as a ‘complex system’, defined by Hollnagel as a 
system with a complex description that is intractable rather than tractable (Hollnagel 2018, p. 9).  

By studying long-term medication as a complex process, it is possible to gain insight into the non-
linear and dynamic nature of interactions with potential impact on patient safety (Hepler and Segal 
2003; Carayon and Woods 2010; Williams 2011). When considering safety from a systems 
perspective it is necessary to look beyond the failure of single components and regard safety as an 
emergent property of complex systems (Dekker et al 2011; Williams 2011). Interactions in complex 
systems are non-linear, and multiple interactions lead to different levels of linking and feedback 
between the parts (Williams 2011). That means that there is an asymmetry between ‘input’ and 
‘output’, and that small events can produce large results (Hollnagel et al. 2015), named ‘emergence’ 
within systems’ theories (Novikov 2016, p. 29. The nature of the whole cannot, hence, be 
understood from just studying the parts and that the parts are dynamically interacting (Williams 
2011; Woods and Cook 2002). 
 
The systems approach is not new to medication use, as it is a fundamental part of pharmaceutical 
care as described by Hepler and Segal and the WHO as a means for optimizing medication use 
processes (Hepler and Segal 2003; WHO 2003). Hepler and Segal define a system as ‘a set of 
interdependent elements interacting to achieve a common aim’ with elements may be both human 
and non-human such as equipment and technologies (Hepler and Segal 2003, p. 49). The use of 
systems’ approach allows a look at patient medication as a complex system, and the patient as a 
‘component’ interrelated to other parts of the whole (Von Bertalanffy 1968; Hepler and Segal 
2003). By ‘other parts of the ‘whole’, I particularly refer to other healthcare actors, and to practices 
concerning use of medicines information, in this thesis. With elements in a system having a 
common aim, an interdependence between parts, and a need for communication and control (von 
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Bertalanffy 1968; Checkland 1999; Hepler and Segal 2003) I find that systems thinking is a useful 
conceptual, theoretical, and contextual framework for a study on patient information in long-term 
treatment processes. Systems theories were also used to structure the analyses, and to interpret 
results.  
 
The advantage of applying systems theories in chronic medication can be illustrated with some 
practical examples from the published literature. An individual patient may respond, or not, to a 
specific treatment, independently of the effect of that treatment established by RCTs, representing a 
‘non-linear phenomenon’ (Aron 2016, p. 465). Still, treatment of such patients occurs within a 
system, and physicians need to be able to deal with the challenges (ibid). Also, the shifting needs 
and perspectives on conditions of chronic medicine users described in Chapter 2, indicate a non-
linearity, necessitating the process to be monitored and managed by patients themselves as well as 
by HPs. The lack of a ‘feedback loop’ of patient outcomes is described by Hepler and Segal as 
leading to ‘isolation of the patients or caregivers’ opportunity to observe consequences of therapy 
from the professional’s ability to interpret them properly’ (Hepler and Segal 2003, p. 68). These 
authors describe, how the patient or caregiver in theory could notice potentially significant 
therapeutic outcomes and seek professional advice to interpret them, but that this do not normally 
occur (Hepler and Segal 2003). Last, in their book “Behind human error”, Woods et al. mention 
how written guidance is always ‘underspecified relative to the actual work-to-be performed, as well 
as insensitive to many changes in context, so people need to bridge the gap between interpreting 
and adapting’ (Woods et al. 2010, p. 58). In parallel, as described in Chapter 2, the PL’s with MI 
have shown to be difficult for patients’ individual use without explanation.  
 
By studying patient-reported daily variations, and relations, between patients and HPs, I hence 
investigate patient-perceived events in the complexity and variability of everyday life with the aim 
of contributing to patient safety better that today (Viskum et al. 2011).  
 

Quality and safety – definitions and use 

Quality – the overall frame and definitions 

This thesis accepts a broad approach to quality, involving clinical effectiveness, patient safety and 
patient experiences (Doyle et al. 2013). For structuring results, I am inspired by Donabedians’ 
triadic classification of health sector quality (Donabedian 1988, p. 1745; Donabedian 2005; Mainz 
et al. 2011). While structure denotes ‘the attributes of the settings in which health care occurs’, 
including material and human resources and organizational structure, process denotes ‘what is 
actually done in giving and receiving care’ (Donabedian 1988, p. 1745). According to Donabedian, 
quality of activities in the process hence includes ‘the patient's activities in seeking care and 
carrying it out as well as the practitioner's activities in making a diagnosis and recommending or 
implementing treatment’ (ibid). Donabedian also highlighted the interpersonal relationship between 
practitioners and patients (ibid), which is in line with the systems approach in this thesis. I use 
Donabedians’ categories to structure the thesis’ results in Fig. 8.  
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Safety-I, WAI/WAD and Safety-II  

The traditional approach regarding ’patient safety’ as absence of error, and analyzing and learning 
from what goes wrong, is known as Safety-I (Hollnagel et al. 2015; Braithwaite et al. 2015 a); 
Vincent and Amalberti 2016; DSKS 2018).  

Hollnagel defines Safety-I as:  
 
“A condition where the number of unacceptable outcomes (accidents/incidents/near misses) is as 

low as possible” (Hollnagel 2018, p. 126). 

A Safety-I approach presumes that things go wrong because of identifiable failures or malfunctions 
of specific components, such as technology, procedures, humans and organizations (Hollnagel et al. 
2015). Humans, alone or collectively, are therefore viewed predominantly as a liability or hazard, 
mainly because they are the most variable of components (ibid). The Safety-I approach assumes 
that systems are linear (Braithwaite et al. 2015a)) and tractable, i.e. well understood and easy to 
follow and stable (Hollnagel 2014, p. 136 and 184). The approach corresponds to a view of safety 
developed between 1965 and 1985 in industrial safety when systems were relatively simple 
(Hollnagel et al. 2015). Long-term medication processes could instead be regarded as complex and 
intractable, i.e. difficult or impossible to follow and understand (Hollnagel 2014, p. 182).  
 
Ideally, doctors prescribe the right medicine for the right patient, who repeatedly take the right dose 
at the right time, and the medication works efficiently and with no side effects on all patients. Such 
a best-case scenario could be seen as “work-as-imagined” (WAI), as reality is almost never exactly 
(Hollnagel et al. 2013, p. 228; Hollnagel 2014 p. 122; Hollnagel et al. 2015). With long-term 
medication processes being complex and context-dependent, a useful approach might be to explore 
what is really happening, ‘work-as-done’, WAD (Hollnagel 2014; Hollnagel et al. 2015; Viskum et 
al. 2011; Hollnagel 2018). The understanding of how something is normally done (everyday work), 
including performance adjustments, i.e. WAD, is necessary for understanding whether something is 
(potentially) wrong (Hollnagel 2014). In this thesis I explore WAD by long-term medicine users via 
the Safety-II approach. People are often responsible for success in a complex system such as 
chronic medication use (Hollnagel 2014; Braithwaite et al. 2015 a); Hollnagel et al. 2015) and this 
is the basis for Safety-II, defined by Hollnagel as:  
 
“A condition where the number of acceptable outcomes (meaning everyday work) is as high as 

possible” (Hollnagel 2018, p.126).  

Safety-II is also defined by “the presence of safety” (Hollnagel 2018, p. 126).  
 
Table I. Safety-I and Safety-II 

Focus and use of Safety I  

 

Focus and use of Safety II 

Onesided, linear  Complexity and context 
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Performance is constant, so system is tractable 
 

Performance is variable, so system is in-

tractable 
Errors (What goes wrong?) 
 

Successes (What works?) 
 

Work-as-Imagined (WAI) 
 

Work-as-done (WAD) 

Technology-driven (i.e. humans increase risk 
of errors) 

Humanistic (i.e. humans adapt to environments 
and may decrease risk of errors caused by 
variability) 

Reactive; respond when something 
happens  

 

 

Proactive; respond, monitor, anticipate, learn 
based on daily circumstances 

Own creation with inspiration from Hollnagel 2014; Hollnagel et al. 2015; Hollnagel 2018; 

Lindblad 2018. 

 
The Safety-II approach assumes that everyday performance variability provides the adaptations 
needed to respond to varying conditions, and hence is the reason why things go right (Hollnagel 
2014; Hollnagel et al. 2015). The approach is aiming to learn from complexity and variation instead 
of trying to eliminate it (Hollnagel 2018). Humans are regarded as a resource necessary for the 
system to be flexible and resilient (ibid). The purpose of Safety-II is to understand why things go 
right since this is the basis for understanding why things occasionally go wrong (Hollnagel et al. 
2015). Safety-II is feasible for a study on patients’ use of information for managing medication with 
medication processes seen as complex and intractable (Hollnagel et al. 2015; Braithwaite et al. 2015 
a)). Medication processes are difficult, or impossible, to describe in detail, including specifying 
what HPs or patients should do in all occurring situations. Hence, some degree of variability, 
flexibility and adaptivity is required for the medication process to work, so variability is not 
interpreted as negative, such as in ‘non-compliance’ (Leistikow and Bal 2020). People who 
contribute to adjustments are often regular medicine users (Corbin and Strauss 1988; Eaton et al. 
2015; Duman et al. 2015). Patients’ abilities for making adjustments to their treatment courses are 
essential when investigating work-as-done (WAD).  

In this thesis, I use the Safety-II approach while aiming to learn from complexity and variation in 
medication processes. More specifically, I learn from medicine users about successes and 
challenges with information and communication along medication processes. Hollnagel describes 
successes as ‘an example of Safety-II (Hollnagel et al. 2013, p. 54). In interview study 1 and 2, I use 
success to describe situations where an individual patient maintains functioning in the face of 
challenges (ibid). 
 

Resilience 

The Safety-II approach is closely connected with a recent development in the safety-literature, the 
idea of ‘resilience’, itself being a broad concept studied in a number of academic disciplines 
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including psychology, disaster management, engineering, ecology and political science (Williams 
2011; Wiig and Fahlbruch 2019). The Latin origin of resilience, resilire, means “bouncing back” 
(Sturmberg 2018, p. 1323), and the common use of the resilience concept relates to the ability of an 
entity, individuals, community, or system to return to normal condition or functioning after the 
occurrence of an event that disturbs its state (Wiig and Fahlbruch 2019). In relation to patient 
safety, resilience is a proactive approach to safety which, if successful, means that the system can 
keep operating despite of disturbances and variation (Woods et al. 2010). Resilience, emerging from 
resilience engineering (RE), is described as the ability of ‘a work system’ to buffer, adapt to, absorb 
and prevent adverse patient outcomes in the face of disruption’ (Williams 2011; Hollnagel 2014).  
 
RE was first introduced to the field of industrial safety, and later, Hollnagel, Braithwaite and Wears 
introduced Resilient Health Care (RHC) to the health sector (Hollnagel 2014; Berg et al. 2018). 
RHC refers to the application of the concepts and methods of RE in the healthcare field, specifically 
regarding patient safety (Hollnagel et al. 2013; Braithwaite et al. 2015 a); Berg et al. 2018). Instead 
of the traditional risk management approach based on retrospective analyses of errors, RHC focuses 
on ‘everyday clinical work and a system’s abilities to adopt or absorb disturbing conditions’ (Berg 
et al. 2018, p. 300). I.e. the focus is moved beyond human error toward understanding the adaptive 
capacity of the system and how people anticipate, deal with and recover from difficult demands and 
challenging conditions (Woods and Cook 2002; Hollnagel et al. 2013; Braithwaite et al. 2015 a)). 
RE hence allows holistic understanding of the work system, instead of approaches studying isolated 
system components and not taking interactions between system components into account (Ross et 
al. 2014).  
 
Resilience is defined in different ways according to contexts and fields. In this thesis, I adhere to a 
recent definition by Hollnagel, stating that resilience is: 
 

“an expression of how people, alone or together, cope with everyday situations – large and small - 

by adjusting their performance to the conditions. An organizations’ performance is resilient if it can 

function as required under expected and unexpected conditions alike 

(changes/disturbances/opportunities)” (Hollnagel 2018, p. 14) 

Thus, resilience is the property of a system that allows it to flex and adapt to unpredictable 
circumstances (O’Hara, Aase and Waring 2019). I acknowledge that patients’ long-term use of 
medicines is taking place in a context characterized by being complex, and accept and use, the 
Safety-II and resilience approach for answering my research questions. The focus on processes 
allows a study on chronic medicine users’ contributions to resilience while studying their 
experienced successes and challenges with information and communication along medication 
processes. Also, while focusing on relations, i.e. between the patient and HPs, and the variations in 
such relations, I investigate events in the complexity of everyday life instead of focusing on single 
parts. Hollnagel propose four potentials involved with resilient performance; The potential to 
respond, to monitor, to learn and to anticipate (Hollnagel 2018, p. 26-27). Other candidates 
proposed by Hollnagel are potentials to plan, to communicate and to adapt (ibid, p. 48). In the work 
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of this thesis, I use the concept of resilience as an overall concept for evaluating patients’ 
contributions to resilience. 

Research on resilience and patient safety in healthcare have mainly been focusing on stakeholders 
such as hospital personnel (Ross et al. 2014; Leape et al. 1995; Berg et al. 2018). However, patients 
and relatives’ contributions to resilience of healthcare is starting to be investigated and discussed 
(Schubert et al. 2015; Berg et al. 2018; Fylan et al. 2018; O’Hara, Canfield and Aase 2019; Wiig 
and Fahlbruch 2019). Schubert et al. highlight that patients and family are fundamental co-creators 
of resilience (Schubert et al. 2015), and patients may have ‘resilience strategies’ (Furniss et al 
2014). Fylan et al. conclude that patients enhance system resilience through experiencing the impact 
of vulnerabilities in the medicines management system and then developing strategies to reduce the 
risk of medicines errors occurring (Fylan et al. 2018). Focusing on HPs’ opinions is only yielding 
incomplete knowledge on healthcare resilience, so patients, and their WAD with complex 
medication, are obvious to investigate (Berg et al. 2008). More resilience research in primary care 
and cross-sectional studies is also requested (Berg et al. 2018).  
 

Patients’ self-managing  

In this thesis, ‘managing’, or ‘self-managing’, is defined as patients’ managing of their medical 
treatment course, while the managing by others, such as HP’s, is regarded as contemporary. The 
term ‘managing’ is connected to my theoretical approach and is inspired by cybernetics, as the 
actions, patients take for controlling, coordinating and communicating towards their goals (Ashby 
1956; von Bertalanffy 1968). Patients’ managing is seen as central for their abilities to adapt to 
complexities of their treatment course, and for resolving variation (O’Hara, Aase, Waring 2019). 
Managing includes patients’ managing of medication with different types of medicines information 
and a focus on the impact of relations between patients and HPs.   

‘Managing’ is, hence, not ‘managing’ as used in the educational approach to patient self-
management of medication (Lorig and Holman 2003; Coleman and Newton 2005) described in 
Chapter 2. The reason for this is the thesis’ overall theoretical approach and the aim to understand 
patients’ use of information in long-term medication with a Safety-II approach. Lorig and Holman 
describe self-management programs as based on patient perceived problems and concerns (Lorig 
and Holman 2003). This thesis, in contrast, aims to learn from patients’ Work-as-Done what works, 
as well as acknowledging hindrances. Also, the thesis aims to consider patients’ roles in connection 
to resilience and quality of treatment, hence applying the active (processual) form of ‘manage’, 
‘managing’, instead of ‘management’. Finally, the thesis’ accept of a social-constructionist 
approach to information (see next section), with patients’ co-creating safety with their HP’s, this is 
not in line with the educational, hence paternalistic, element of ‘management’ as defined by Lorig 
and Holman (Lorig and Holman 2003).  

The thesis still accepts the educational approach as highly important which I will discuss later. 
Patients’ medication practices in daily life are considered to be the same, and the interview-studies 
of this thesis focus on patients’ day-to-day practices with medication. Examples of such medication 
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practices are described among results in the three articles and in Chapter 5 and 6 of this thesis.  
 

Information – theoretical definitions and use 
In this section I expand on my theoretical approach to ‘information’ as the phenomenon of interest 
for this thesis.  

The approach to ‘information’  
The theoretical approach to ‘information’ evolved through the thesis along with the interpretation of 
interview-results. For this reason, the thesis contains not one but three overall theoretical 
approaches to ‘information’: 

- Information as transmission (one-way)   
- Information as feedback (information loop) 
- Information through dialogues and recognition (two-way) 

Communication models are applied in this thesis for interpreting patients’ managing with 
information. The focus is on ‘information’, as experienced by patients, i.e. their attribution of 
meaning to data received (Checkland 1999).   

The three approaches to ‘information’ are described below, and an overview is illustrated in Table 
II.  
 
Table II. The three approaches to ‘information’ 

Approach to    

information 

 

 

Characteristics 

Transmission  Feedback  

(Interaction)  

Dialogue and 

recognition  

(Transaction) 

Main approach to 

information 

Information is 
transferred 

Information is 
exchanged  

Information is 
constructed  

Direction One-way  
 
From sender to 
receiver 

Two-way 
 
Information flow 
(loop) 

“Complex” two-way 
 
Several social 
worlds  

Origin Early 
communication 
theories 
 

Complex-adaptive 
systems  
 
Control theories 
Engineering 

Social systems 
theory 
 

Process  Linearity 
Mathematics  
Simplicity 

Interaction  
Circularity 
 

Complexity 
Non-linearity  
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Examples of models and 

theories  

 

Aristotle (4th 
century) 
Shannon and 
Weaver (1949) 
Lasswell (1948) 
 

Bertalanffy 
Bateson  
Moll (1983)  
Hepler and Segal 
(2003) 
 
 

CMM (Pearce 2007) 
Gergen  
Axel Honneth 
Kragh (2002) 
 
  

Own creation inspired by Moll 1983, Wiio 1985, Hepler and Segal 2003, Kragh 2002, Windahl et 

al. 2009, Helder et al. 2009 and Pearce 2007 

 

Information as transmission (one-way) 

The term ‘information’ (from ‘forma’) originally meant ‘the shaping of something’, mostly referred 
to as something concrete such as stone, wood, leather etc. (Wiio 1985, p. 215). Aristotles’ four-step 
model (The speaker, the speech, the audience, the effect) from the fourth century was one of the 
first communication models (Wioo 1985; Bruhn Jensen 2012). Nowadays communication research 
is grounded in early communication models presented during the middle of the 20th century (Helder 
et al. 2009; Wiio 1985; Windahl et al. 2009). These models generally describe ‘information as 
‘messages’ transmitted along a ‘channel’, being ‘coded’ by a ‘sender’, influenced by ‘noise’ and 
finally ‘decoded’ by a ‘receiver’ to reach its destination (Shannon and Weaver 1949; Checkland 
1999; Helder et al. 2009). A classic example of such a linear model is the Shannon and Weaver 
model (Fig. 3)(Wioo 1985; Windahl et al. 2009; Helder et al. 2009). Other contemporary models 
with linear approaches include the Laswell model (Who says what - In Which Channel - To Whom - 

With What Effect), the two-step mass-media model of Lazerfeld and Katz and the Roman Jakobson 
model (Wendland 2013; Helder et al. 2009).  
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Figure 3. The classic communication model from 1949 by Shannon and Weaver (Shannon and 

Weaver 1949), remake of original.  

As illustrated in Fig. 3, this kind of model primarily focus on the ‘sender’ of the message, and 
immediate feedback from the receiver is not possible (Windahl et al. 2009; Helder et al. 2009). 
‘Noise’, during coding and decoding the message might not reach its receiver in the form intended 
by the sender, which might change the action intended (Helder 2009). Information transfer is 
optimal when the message clearly and precisely expresses the intention of the person sending, 
speaking, writing or drawing the message (Pearce 2007). If this is not the case, there is risk that the 
message will not be understood. In the modern health system of today, noise can be interruptions, 
body language and power-relations, or with WMI poor readability or ‘incompetence on the part of 
the patients’ (Dioxon-Woods 2001, p. 1423). Noise can also be language differences in terms as 
dialects and medical terms, illustrated by current research on patients’ difficulties in understanding 
professional information on medicines (Raynor et al. 2004; Falkenberg et al. 2004; Horwitz et al. 
2009; Thorsen et al. 2012; Møller and Thirstrup 2013).  

The inherent characteristic of sender-oriented or models has led to the term ‘transmission models’ 
(Windahl et al. 2009; Pearce 2007) which, according to WB Pearce, have been prevailing models of 
communication since the 18th century (Pearce 2007, p 40). Pearce even talk about a ‘transmission 
paradigm’ (Pearce 2007). Traditional communication models are grounded in a strong belief on 
objective, factual knowledge, which was concurrent at the time of their origin (Kragh 2002).  

Communication models depicting ‘information’ as transmission are exposed for critique because a 
mathematical, linear understanding has little to do with what is understood by ‘information’ in 
everyday language (Checkland 1999; Baecker 2011). However, although principally concerned with 
communication technology, such as telegraph, telephone, and other engineer technologies (Shannon 
and Weaver 1949; Helder et al. 2009), hence with a mathematical basis, the Shannon and Weaver 
model and alike have become a cornerstone for communication research (Wiio 1985; Helder et al. 
2009). In todays’ healthcare, they are still used for conceptualizing information transmission (Lee 
and Garvin 2003; Dixon-Woods 2001; Kasper et al. 2011). A large part of the MI to patients is still 
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communicated via information transfer, with patients being passive receivers, in terms of mass-
media products such as PLs, brochures and information on the internet, and one-way monologue 
from HPs (Dixon-Woods 2001; Lee and Garvin 2003; Vincent and Amalberti 2016; Breinholt and 
Kallestrup 2019). It is described how this model is still pervasive in different health and health care 
milieus: patient/provider encounters, health promotion programs, and national health policymaking. 
health education and promotion practices aimed at changing the health behaviors of 
individuals and groups (Lee and Garvin 2003). It is also argued how Shared Decision Making-
interventions may define information as data or information transmitted from sender to recipient 
(Kasper et al. 2011). Dixon-Woods identified two discourses in patient information leaflets, the one 
being a ‘patient education discourse’ constituting the patient as a passive receiver of advice seen 
from a biomedical agenda (Dixon-Woods 2001). According to her, this discourse has dominated in 
publications and has persisted into contemporary scientific journals (ibid). In 2019, Danish 
researchers argued that important decisions about patients in a hospital setting were still being taken 
before consultations with patients, followed by information provision to the patient (Breinholt and 
Kallestrup 2019). This approach was used despite of the hospitals work with patient-involvement 
(ibid).  

Given the multiplicity and complexity of information channels in the modern health system and the 
fact that transmission models do not include feedback from receiver to sender, such models are not 
sufficient for communication with patients as of today (Helder og Pjetursson 2002). An example is 
the PL being discussed with HP’s, i.e. in a pharmacy or a doctors’ consultation, hence becoming 
part of a more feedback- or dialogue-oriented model. I therefore acknowledge the need for 
communication models that include feedback (Heppler and Segal 2003; Kragh 2002; Windahl et al. 
2009) and more dialogic aspects to interpret the results of patients’ managing with information 
(Kragh 2002). This will be explored in the following sections.  

Information as ‘feedback’ – the cybernetic approach 
As described in Chapter 2, patient feedback is considered as important for safety of medication 
processes. In this thesis, I am inspired by a systems-theoretical use of ‘feedback’.   
   
It is described how the health system moves beyond ‘traditional’ practices of information transfer 
toward information exchange (Lee and Garvin 2003; Kasper et al 2011). This is in line with the 
theoretical approach of this study, regarding patient’s handling of MI as an essential part of 
patients’ managing medication. In this thesis, I view the patient as a user and a provider of MI, and 
hence, there is a need for an approach to information signaling patients’ information as ‘feedback’ 
(Hepler and Segal 2003; Kasper et al. 2011). With the thesis’ accept of long-term medication as 
controlled, adaptive and complex systems, I accepted from the beginning of the thesis work a need 
for a feedback approach to information. This also allows a focus on the impact of relations between 
patients and health care providers. Information results from interactions (Kasper et al. 2011). 
 
In modern communication theories ‘feedback’ is defined as the reaction on the part of a receiver, to 
a sender’s communication (Windahl et al. 2009, p. 23). In medication use processes based on the 
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systems paradigm, feedback enable information flow (Hepler and Segal 2003, p. 229). From a 
general systems’ theory perspective ‘information’ is defined as ‘a change in the state of the control 
system’ (Windahl et al. 2009; Wiio 1985), underlining the need for feedback. In biological systems, 
information in the shape of feedback is used for regulation and control (Checkland 1999; Gergen 
2010). In cybernetics, feedback means that from the ‘output’ (Fig. 4, response) of a machine, a 
certain amount is monitored back as ‘information’ to the input (receptor) so as to regulate the latter 
and thus to stabilize or direct the action of the machine (control apparatus)(von Bertalanffy 1943; 
Hepler and Segal 2003, p. 234-35). ‘Machine’ may be ‘natural or man-made’ (Checkland 1999, p. 
84). Feedback’ is hence related to ‘control’ (Hepler and Segal 2003, p. 235; Hollnagel 2018, p. 36). 
 
With the systems view of safety, feedback in terms of information may assure that patients and HPs 
cooperate within the same context for obtaining patient safety, by having the same aim (Hepler and 
Segal 2003). Feedback is critical for supporting adaptation and learning processes and increasing 
complexity can be balanced with improved feedback (Woods and Cook 2002). The result of the 
action will influence future actions by reinforcing or regulating the action according to the feedback 
(Woods and Cook 2002). 
 

 

Figure 4. Simple cybernetic model illustrating the circular process, with information as 

‘feedback’ (from von Bertalanffy, 1968, p. 162) 

In his version of system theory, anthropologist, social scientist and cyberneticist, Gregory Batesons’ 
define information as “a difference that makes a difference” (Bateson 2000, p. 315; Pearce 2002). In 
Batesons’ approach information is essential for a system to maintain balance and self-correction 
(Bateson 2000, p. 315-316). As opposed to the early communication models and engineering 
approaches to cybernetics, Batesons’ more constructivist approach includes immanent mental 
characteristics of a system, applying his thinking to social and behavioral sciences (Bateson 1997, 
p. 316-317). Adaptive changes in a system depends upon feedback-loops (Bateson 2000, p. 274). 
Bateson emphasizes that every action by an individual is based on the assumption that the action is 
the most appropriate in a concrete situation, and that the result of the action through feedback will 
influence the individual, either as fulfilling or disappointing the expectation to the action (Gergen 
2010, p. 404).  
 
With patients as the only interviewees in this thesis, I understand feedback as the informal provision 
of information on medical treatment from patients to HPs. When nothing else is stated this is the 
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definition applied. The reactions from HPs as to patients’ feedback (e.g. more information, referrals 
to further examinations etc.) can also be regarded as feedback. I hence regard the cybernetic 
approach as feasible for this thesis aiming to learn from patients how successfully to manage 
medication with information.   
 
The use of ‘feedback’ from patients is restricted to the language and does not explicitly include non-
verbal cues although this is generally accepted as ‘feedback’ (ref). The reasons for this are several; 
First, I have not participated in dialogues between patients and HP’s and hence, am not able to 
discuss non-verbal cues from such situations. Participants did also not systematically draw attention 
to non-verbal cues in their feedback to HP’s, through my interview with them. Second, language is 
an important source with regards to ‘coordination’ in systemic thinking and for expressing ‘action’ 
(Pearce 2007; Bredenlöw 2009, p. 109). Third, language as ‘code’ in communication is dominating 
in research on communication theory (Togeby 2009, p. 148).  
 

Information through dialogue and recognition 
Through the analyses of patient interviews, and the patients narrated experiences of the influence of 
interactions with HP’s, it became clear that a more subject-oriented and contextual approach to 
information was needed for interpreting results. From being focused, at the beginning of the work, 
on which MI patients received and provided, my interpretation of patients’ descriptions of 
interactions with HPs involved acknowledging dialogic perspectives for information exchange.  
With dialogic perspectives, the sender and receiver of messages is co-constructing meaning through 
interactions, which is a common element in many newer communication models (Helder et al. 
2009, p. 15 and 61; Pearce 2007; Kragh 2002; Windahl et al. 2009; Bruhn Jensen 2012). Dialogic 
approaches to communication involve acknowledging and understanding receivers’ lifeworlds 
(Kragh 2002; Helder et al. 2009). As the power is not exclusively on the sender of information, but 
equally on the receiver, this approach to information adhere to a social constructionist approach 
(Helder 2009, p. 61; Pearce 2007). In this perspective, people co-construct social worlds with others 
through dialogues (Pearce 2007). Information is described as transaction, meaning that information 
is exchanged beyond mere interaction between senders and receivers (Windahl et al. 2009). As a 
counterpart to the transmission model described earlier Pearce and Crones describes a ‘social 
construction model’ (Pearce 2007, p. 39). According to this model people construct social worlds 
together, thus radically different from the traditional ‘sender-receiver’-model for communication, 
and from the idea of ideal transmission of the message with clear communication.  

The importance of relations as described by social constructionism is shared with the overall frame 
for this thesis, systems theory (Gergen 2010, p. 405), implying “mutual causality among the parts of 
the system, i.e. interdependence” (Windahl et al. 2009, p. 111). According to Gergen, the relation 
between humans is paramount for society, locally and globally (ibid) and “all meaningful action is 
common action” (Gergen 2010, p. 68). Instead of focusing on individuals, social constructionism 
focuses on the common existence, the relation (Gergen 2010, p. 93). Relations are the context for 
communication (Pearce 2007), relations being so important because the self is created through 
communications with other people (Gergen 2010). In unique relations, such as the ones between a 
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patient and a doctor, there are languages, or codes, that are not used in other relations. In the 
meeting a context is created, which is unique for these two people. For social constructionists 
meaning and social worlds are hence, constructed through dialogues (Gergen 2010; Pearce 2007).  

To explain and interpret patients’ need for recognition by HP’s in this study, I found that the 
German philosopher and sociologist Axel Honneth is useful (Honneth 1995). Honneth claims 
recognition to be vitally important in a very personal sense, i.e. a cornerstone of our sense of self, of 
what makes us what we are (ibid). He relates recognition to the inter-subjective processes of self-
confidence, self-respect and self-esteem and describe humans’ need to be recognized on three levels 
of their life as essential, i.e. affection within the family, contractual respect within civil society and, 
third, solidarity within the state (ibid).  
 
As with feedback, the point of interest for analyses is the language used. It becomes essential for the 
result of the dialogue and is described as a social activity through which people establish and 
reinvent their relations (Helder et al. 2009; Pearce 2007). 

In the next chapter I expand on my methodology for doing this Ph.d. 

 

Chapter 4: Methodology 
For obtaining data for the phenomenon of interest in this Ph.d. thesis, I chose a qualitative research 
strategy. This strategy included doing two studies of semi-structured, qualitative interviewing with 
chronic medicine users followed by three qualitative analyses. The methodology behind will be 
presented in this chapter. Also, this Chapter includes my Philosophical reflections and my 
positioning as a pharmacist and a researcher. Finally, the ethics of doing qualitative interview 
studies is presented. 

Philosophical reflexions 
With the use of Safety-II in this thesis, and hence a focus on Work-As-Done with medication use, 
the medicine user is of key interest. It is argued that patients are the most important agents in the 
field of medicine, as the recipients of benefits or harms of medicines (Ballantyne 2016). They are 
influenced by the interests and actions of other actors/agents, but they also exert considerable 
influence in the field and legitimize HPs’ recommendations when accepting them (Ballantyne 
2016). Patients’ stories can be a particular useful catalyst for change (Coulter 2013), and patients’ 
perceptions and experiences with self-management is in demand (Schubert et al. 2015; Mononen et 
al. 2020). Both qualitative and quantitative approaches have been used for understanding patients’ 
perspectives (Merriam 2009; Coulter 2013; von Bülow et al. 2015). While surveys and patient-
reported-outcomes measures (PROMs) are frequently used strategies for obtaining quantitative 
patient data, interview and observations are among the most frequently used qualitative methods 
(Merriam 2009; Coulter 2013). Qualitative methods are described as inquiry aimed at describing 
and clarifying human experience as it appears in people’s lives (Polkinghorne 2005). They are 
specifically constructed to take account of the particular characteristics of human experience and to 
facilitate the investigation of experience (Polkinghorne 2005 p. 138). Polkinghorne is citing 
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Schwandt (Schwandt 2001, p.84) for this definition of qualitative inquiry:  
 
“Qualitative inquiry deals with human lived experience. It is the life-world as it is lived, felt, 

undergone, made sense of, and accomplished by human beings” (Polkinhorne 2005, p. 138) 
 
The purpose of gathering data in qualitative research is to provide evidence for the accounts given 
by people, of the experience it is investigating (Polkinghorne 2005). In healthcare, qualitative 
methods seek to understand peoples’ complex beliefs and behaviors with regards to their medicines 
and during consultations (Dowell et al. 2007). With qualitative interviewing as a methodology for 
obtaining data in this thesis, I acknowledge that the experienced knowledge of patients can be 
sampled through interviews (Kvale 1997), and that meaning can be socially constructed through the 
researchers’ interactions with other human beings, informants (Kvale 1997; Mason 2002; Merriam 
2009). I also acknowledge that knowledge created through interactions between participants of an 
interview is of constructive nature (Mason 2002). There is no single, observable reality, but rather 
multiple realities, or interpretations, of a single event (Merriam 2009, p. 8). Using this method of 
inquiry, I did not ‘find’ knowledge for this thesis, I constructed it (Merriam 2009). I hence adhere to 
the definitions of qualitative research based on constructionism (Merriam 2009, p. 22; Patton 2002) 
with the overall purpose of understanding how people make sense of their lives and their 
experiences (Merriam 2009, p. 23).  

The applied theoretical framework, systems theory, is interdisciplinary, asking the central questions 
“How and why does this system as a whole function as it does?” (Patton 2002, p .133). While 
systems theor basically aim to explain systems and not individual behavior, I argue that qualitative 
interview with patients as individuals is still a feasible methodology. Despite that the early theories 
of systems thinking are highly quantitative and related to a rather linear construction of the world, 
holistic thinking is central for the systems perspective (Patton 2002) and for Safety-II (Braithwaite 
et al. 2015 b)). Social systems include human agents as decision makers who interact with other 
agents, the technical and work-flow parts of the system and the environment (Williams 2011). The 
interactions create feedback which influences the behavior of the system as a whole (Woods and 
Cook 2002; Williams 2011). The systems’ perspective is described as increasingly important for 
understanding and dealing with real-world complexities, and systems orientation can be very 
helpful in framing questions and later making sense out of qualitative data (Patton 2002, p. 120). 
Healthcare quality and safety can be described as the ‘work of many hands’ (Aveling 2016), but 
nevertheless, much of the patient safety research and evaluations concentrates on parts of the patient 
care pathway where many of the systemic issues and interactions are disregarded or marginalized 
(Williams 2011, p. 40). By regarding patients’ long-term medication as complex, I acknowledge 
human agents as decision makers who interact with other agents, the technical and work-flow parts 
of the system and the environment (Williams 2011). Also, with Safety-II and resilience approaches 
emphasizing the understanding of complex processes and identifying the role of humans for 
adaptions and flexibility (Hollnagel 2014; Hollnagel et al. 2015), qualitative methods are used and 
needed for investigating resilience and adaptations of patients in organizations (Ross et al. 2014; 
Fylan et al. 2018; Berg et al. 2018). Use of systems theory as a theoretical framework is hence in 
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line with the focus on the human lived experiences adopted by qualitative method.  
 

Study design 
I conducted two qualitative interview studies collecting data from individual semi-structured 
patient-interviews (Mason 2002; Merriam 2009). The studies were conducted in two steps; 
Interview-study 1 in May-June 2015 (patient 1-7) and interview-study 2 in March-June 2017 
(patient 8-15). The two interview-studies were analyzed separately, allowing for time to analyze 
results from the first study, as described below. This step-wise approach allowed me to work in a 
very open and inductive way (Merriam 2009) in interview-study 1. In interview-study 2, I 
subsequently focused on the most relevant themes from interview-study 1 while still being open for 
emerging new themes. The approach to analyses is further described in Method of Analysis.  
 

Participant selection 
In interview-study 1 and 2, I included users of one of the following three types of medicines. The 
medicines had to be prescribed by a doctor and used for at least three months, according to the 
definition of ‘chronic medication’ (Almodovar and Nahata 2019): 
 

- painkillers (at least 400 mg NSAID per day or an opioid) (interview-study 1 and 2) 
- anticoagulants (any use of warfarin or a new oral anticoagulant, DOAC) (interview-study 1 

and 2) 
- immunosuppressants (any use of an immunosuppressant including glucocorticoids and 

biological medicines for chronic inflammations, asthma and rheumatoid arthritis (interview-

study 2) 
 

Use of one of these three types of medicine involves complex medication schedules and requires 
patients’ self-management, and long-term use is associated with a high risks of patient harm. The 
reason for choosing two (interview-study 1) and three (interview-study 2) types of medicines was to 
obtain heterogeneity and variation in symptomatology of the chronic conditions, side effects of 
medicines and age of the participants. By choosing these medicine users, I aimed at getting data 
from patients with different symptoms and effects of medicine which might be related to differences 
in patients’ managing treatment with information. Patients were included if they were over age 18, 
speaking Danish and not cognitively impaired.  
 
In this thesis, I chose to sample patients according to chronic medicine use and not chronic disease, 
hence the term ‘chronic medicine user’. Definitions of ‘chronic diseases’ and ‘chronic conditions’ 
are not well-defined terms, and there is large international variation in the use of them (Bernell and 
Howard 2016). Bernell and Howard have proposed a simpler approach, stating that ‘chronic’ is 
something that is ‘continuing or occurring again and again for a long time’ (ibid). In this thesis, I 
hence use the term chronic medicine user for medicine users using medicines for long-term medical 
conditions. This allow a focus on the medicine use and not the condition or conditions behind, 
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which is in line with the purpose of the thesis.   
 

Complexity of medication processes investigated in this thesis  

In this thesis, I sample patients using three types of medication for long-term treatment. The 
complexity of the medication schedules is explored below. 

Anticoagulants 
Anticoagulant (AC) medicines are prescribed for a variety of conditions, including primarily atrial 
fibrillation, and venous thromboembolism, VTE (Larsen 2014; Grove et al. 2019). In 2014, a total 
of 88.158 patients were treated with the vitamin K-antagonist warfarin in Denmark, and with the 
new oral anticoagulants (DOAC) introduced on the marked in 2008, about 100.000 patients are 
treated with anticoagulants in Denmark (Henriksen et al 2017). AC-users have a high degree of 
patient safety incident reports from HPs, and the reports are potentially serious (Styrelsen for 
Patientsikkerhed - webpage); Henriksen et al. 2017). Overdosages of warfarin can be potentially 
life-threatening (Hellebek 2019) such as can insufficient or excess dosing DOAC. Such errors are 
most frequently associated with sector change (admission to or discharge from hospital or 
surgery)(Henriksen et al. 2017). The absence of a method to reverse anticoagulation if patients 
experience major bleeding or trauma or require emergency surgery has increased the patient safety 
risk of using DOAC. The first antidote for dabigatran (idarucizumab) was marketed in 2016, and for 
apixaban and riveroxiban an antidote (andexanet alfa) was marketed in Europe in 2019 (EMA 
2019). AC’s are hence on the list of special risk medication from the Danish Patient Safety 
Authoritiy (Henriksen et al. 2017). Suboptimal treatment leads to hospital admissions and mortality, 
and antithrombotic drug use has also recently been related to an increased risk of subdural 
hematoma (Gaist et al. 2017). Treatment involves a high degree of self-management by patients. 
They must adhere to controls, diet restrictions (vitamin K-antagonists) and drug interactions (Grove 
et al. 2019). Further, warfarin-treatment requires continuous laboratory-tests (Styrelsen for 
Patientsikkerhed - webpage).  

Medicines for chronic pain 
Chronic users of painkillers are very heterogeneous, including patients with arthritis, inflammatory 
rheumatic disorders, osteoporosis, hernia, backpain, chronic complex pain and cancer-related pain 
(Højsted et al. 2018; Plesner and Maagard 2019; IASP 2019). The types of medicine used for 
chronic pain are also varied and can be achieved by prescription, OTH, as herbal medicine, at the 
pharmacy and from the internet. Treatment of chronic pain is often variable over time and is a 
psychically invalidating condition for both patients and relatives (Larsen et al. 2017; IASP 2019). 
Chronic pain affects 20% of people in Denmark (Larsen et al. 2017) and worldwide (IASP 2019), 
but it was not till 2019, that chronic pain diagnoses have been regarded as chronic diseases (IASP 
2019). Before, they were not included among the International Classification of Diagnosis, ICD-10 
(IASP 2019). By May 2019, however, the WHO adopted a new edition of International 
Classification of Diagnosis, ICD-11, which includes chronic pain. The new classification is based 
on current scientific evidence and the biopsychosocial model, and chronic pain is defined ‘as pain 
that lasts or recurs for more than three months’ (ibid). Use of medicines for chronic pain increase 
patient safety risk: Opioids and low dose methotrexate are on the special risk medication list from 
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the Danish Patient Safety Authority (Knudsen et al. 2019). Other characteristic errors are seen with 
acetaminophen, NSAID’s and antidepressants (Hellebek 2019). Double-dosing with different 
NSAID’s, administration of NSAID’s to patients with former peptic ulcer caused by NSAID, and 
other unintended use of NSAID’s can be potentially life-threatening, such as can situations with 
overdosages of acetaminophen (Hellebek 2019). A recent study shows that older (>65) adult 
chronic opioid users are more likely to use more medications in general and also potentially more 
unsafe medications, than non-chronic opioid users (Almodovar and Nahata 2019). Denmark has a 
markedly higher use than other Nordic countries with about 485.000 persons redeemed a 
prescription on opioids in 2013 (Larsen et al. 2017). 
 

Immunosuppressants  
Immunosuppressing medicines is a heterogeneous group of medicines with the common purpose to 
suppress patients’ own immune system in case of progression of disease, such as rheumatoid 
arthritis and Crohns Disease (Promedicin.dk). According to the patient organization for ulcerative 
colitis, more than 50.000 Danes suffer from chronic intestinal diseases and every year 1300 more 
get the diagnosis, mainly patients below the age of 30 years (Nielsen 2015). The group consists of 
steroids and biological medicines, rituximab, bevacizumab, infliximab, trastuzumab, adalimumab, 
and cetuximab. Immunosuppressant medicines have not been identified on the official list of high-
risk medicines in Denmark. However, long-term, and even short term, use of steroids is well-known 
for increasing risk of harm (Grounds et al. 2017). Immunosuppression with glucocorticoids 
weakens the signs of infection, including fever, and infections with fungus may occur (Rasmussen 
and Andersen 2019). Users of glucocorticoids need to supplement their treatment with calcium and 
vitamin D, and they must have their bone-density (BMD) measured regularly (ibid). The safety 
profile for other immune-modulating medicines is still not completely known, especially for long-
term treatments (Scavone et al. 2017). One of the major safety concerns related to biotech drugs is 
the development of immunogenicity, i.e. a tendency to trigger an unwanted immune response 
against self-antigen (ibid). Other adverse events associated with biotech drugs are infections (ibid). 
 

Sampling through healthcare actors 

I aimed at identifying patients purposefully (Patton 2002) through a variety of Danish healthcare 
actors, i.e. general practitioners, hospital specialists, private hospitals, pharmacy staff, patient 
organizations, physiotherapists and personal contacts. The healthcare actors were a part of the 
professional network of Centre for Quality, my supervisors, colleagues or myself, or were contacted 
at conferences (one patient organization). Healthcare actors from Jutland, Fünen and Zealand were 
approached by phone and email with the aim of sampling chronic users of painkillers or 
anticoagulants, and in interview-study 2 also immunosuppressants. The actors received written 
information on the study and information to patients (Appendix 5), abstract of the study, and 
instructions on the patients needed (Appendix 4). The instructions varied according to specialty and 
patients needed for obtaining heterogeneity and variation, but a generic example is shown in 
Appendix 4. In interview-study 2, patient information (Appendix 5) were revised according to the 
updated protocol.   
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I aimed at sampling patients for a heterogeneous sample (Patton 2002) differing in age, sex, 
education, duration of disease, co-morbidities, marital and socio-economic status. Heterogeneity 
sampling, also named maximum variation sampling (Patton 2002), aims at capturing central themes 
that cut through a great deal of variation (Patton 2002, p. 234-35), making this sampling strategy 
useful for this project. Dekker et al. describes that “diversity of narrative can be seen as a source of 
resilience in complex systems, not as a weakness. The more angles, the more there is to learn” 
(Dekker et al. 2011, p. 944). According to Patton, the logic and power of purposeful sampling 
derive from the emphasis on in-depth understanding, leading to inclusion of information-rich cases 
(Patton 2002, p. 46 and 230). Information-rich cases are those from which you can learn a great deal 
about issues of central importance to the purpose of the research (ibid), and the shared patterns 
found from a heterogeneous group of patients derive their significance from emerging out of 
heterogeneity (Patton 2002, p 235).  
 
In interview-study 1, I contacted nine different healthcare actors in total (Table III). Five different 
healthcare actors participated in sampling patients (1-7). Three actors did not identify patients for 
the study. One discontinued patient-sampling as a result of job change (physiotherapist) while two 
others did not return with reasons. One patient declined on the day of the interview and was not possible 

to substitute.  The pilot patient was sampled through personal contacts and was the first to be 
interviewed. 
 
In interview-study 2, I contacted seven other healthcare actors (Table IV). Four actors sampled in 
total eight patients while three did not identify patients. The two pharmacies reported being too 
busy to include patients. The hospital pharmacy tried to sample patients but finally referred to the 
medical department, from where patients were successfully sampled. No patients declined in 
interview-study 2. In total, nine different healthcare actors participated in sampling interviewees for 
interview-study 1 and 2. The healthcare actors participating in sampling interviewees were 
heterogeneous according to geography and specialty (Table III and IV).  
 
After agreeing to participate, I contacted participants by phone or email and discussed the focus of 
my research and their potential role with them. At the same time, I sent them all the written study-
information (Appendix 5) by post or, in a few cases, by email so that they had the time to read it 
before the interview. At the beginning of each interview participants were verbally and further 
informed about the purpose of the project and gave written accept. The mother participating with 
patient no. 6 also gave a written accept (see also the section on ‘Multivocality’).  
 
Table III. Sampling of interviewees in interview-study 1 

Sampling channel Patient no. 

GP1 (Fünen) 1 
Patient organization 2 
Homecare organization (commune in Jutland) 3 + 4 
GP2 (Zealand)  5 
Pharmacy (Jutland) 6 
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Personal contact 7 
Pain clinic at a public hospital (Zealand) Male patient declined 
Medical pain specialist in a private hospital 
(Zealand 

None 

Physiotherapist (Fünen) None 
GP (Zealand) None 

 

Table IV. Sampling of interviewees in interview study 2  

Sampling channel Patient no. 

GP3 (Fünen) 8 + 9 + 12 
Medical specialist in hospital outpatient clinic 10 + 15 
Patient organization 11 
Personal contact (network of colleagues) 13 + 14 
Hospital pharmacy  None 
Two private pharmacies (Zealand) None 

 

Pilot interview 

In interview-study 1, a pilot interview with a male, chronic medicine user was conducted. The aim 
of the pilot interview was to practice and develop my skills in doing interviews on the research 
phenomenon, using the audio recorder properly, and evaluating if the interview guide was feasible 
for the research topic (Mason 2002). It was also an opportunity to ask the patient his opinion about 
the interview (Mason 2002). The pilot-interviewee used both medications sampled for in interview-
study 1 (anticoagulants and pain killers) and was sampled through my own network (ptt. 7, Table 1, 
Appendix 1). The pilot-interview lasted 1 hours and 15 minutes and confirmed that the method was 
providing suitable data for analyses of the phenomenon studied. Data from this interview were 
included in the analyses with no further changes to the interview-guide.   

Interview-study 1 

A heterogeneous sample of seven chronic users of medicines (ptt. 1-7), five women and two men, 
were included in interview-study 1 (Table 1, Appendix 1). Every patient used at least one of two 
types of medicines for sampling; painkiller (n= 4) or anticoagulant (n=4), with one patient using 
both. The range of different medicines used were 2-15 (mean 7,6). Participants were sampled from 
a broad amount of healthcare actors (Table III) The age of participants was 29-90 years (median 71 
years, mean 62 years), all living at home. Two patients received homecare but where still managing 
some parts of medication themselves. Participants social background varied considerably. Duration 
of the disease/symptoms treated with medicine varied from less than a year to more than 8 years.  
 

Reflections between interview-study 1 and 2 
After the first seven interviews, a high variation of patients’ use of information was obtained. The 
median age of participants was relatively high, and there were no frequent users of hospitals. 
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Aiming for more variation I therefore included chronic medicine users with a symptomatology 
markedly different from the first two. Including a third group of patients also increased the 
possibility of validating results to a broader group of chronic medicine users. 

I chose to include users of immunosuppressants (glucocorticoids and biological medicines for 
chronic inflammations, asthma and rheumatoid arthritis). Users of immunosuppressants need 
medication for risk-prophylaxis and could hence be described as a ‘hybrid’ of the first two types of 
medicines, with the aim of adding more variation. The medicine used for sampling patients in the 
study could then be characterized as aiming to prevent symptoms ‘acutely’ (painkillers), to avoid 
symptoms as well as progression of disease after days to weeks (immunosuppressants), and to 
prevent disease on a long to lifelong perspective (anticoagulants). The three groups of medicine 
users included in interview-study 1 and 2 can hence be characterized as: 

• Symptom-reducing (users of painkillers)  
• Risk prophylaxis (users of anticoagulants)  
• Symptom-/Attack- and progressions-prophylaxis (users of immunosuppressants) 

In interview-study 2, I also included more patients from personal contacts, i.e. the network of my 
younger colleagues. The reason for this was to obtain a more heterogeneous group in terms of 
symptomatology and age.  
 

Interview-study 2 

A heterogeneous sample of eight chronic users of medicines (ptt. 8-15), 5 women and 3 men, were 
included in interview-study 2 (Table 1, Appendix 1). Every patient used at least one of three types 
of medicines: painkiller (n= 1), anticoagulant (n= 2) or immunosuppressant (n=5). The range of 
different medicines used were 2-10 (mean 3,9). Participants were sampled from a broad amount of 
healthcare actors (Table IV). The age of participants were 22-78 years (median 64,5 years, mean 51 
years), all but one living at home with no use of homecare. One male patient lived in a nursing 
home because of his wife’s disease. Participants’ social background varied considerably Duration of 
the disease/symptoms treated with medicine varied from three months to lifelong. 
 

Data collection method interview-study 1 and 2  
Data was collected by semi-structured interviews (Mason 2002; Merriam 2009), using an interview 
guide but allowing follow-up on emerging themes appearing peculiarly relevant for participants, 
hence performing interview in a flexible and organic way (Kvale 1997 p. 137; Mason 2002, p. 64). 
The interview was a combination of more and less structured questions (Merriam 2009), initiated by 
open-ended questions on the patients’ condition and medical treatment so far (“Treatment history”). 
Listening to the patients’ personal narratives (Riessman 1993) on their condition aimed to give 
their’ voices space and create a context for questions on their use of medicines information. As a 
start, participants were invited to talk about their current medical situation and – if relevant - the 
background for it. Patients typically spent around 30 minutes for this. Following, patients were 
interviewed according to the interview guide (Appendix 6). In total, 22 hours of raw material from 
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interviews is included. This is supplemented with field notes, and the time spent before and after 
interviews in peoples’ homes.  

As the view of safety in this interview-study was Safety-II, I was particularly attentive as to what 
worked for medicine users, at the same time as acknowledging mentioned hindrances. The Safety-II 
approach was applied in asking patients to describe details of their use of medicines information 
(“work-as-done”). This is similar to Masons’ focus on lived experiences rather than on hypothetical 
scenarios or abstract concepts (Mason 2002, p. 68) 
 

Interview guide 

The interview guide was prepared based on research objectives and previous research (Ley et al. 
1976; Moll 1983; Baker et al. 1991; Koo et al. 2006; Grime et al. 2007; Nicolson et al. 2009; 
Raynor et al. 2007; PIF 2013) as well as experience (e.g. sources of information). The guide for 
interview-study 1 included four themes, developed from knowledge of the literature: ‘Treatment 
history, ‘Disease/symptoms and medical treatment, ‘Use of information during treatment’, and 
‘Influence of information use on treatment’ (Appendix 6). In interview-study 2 a fifth theme was 
included to assure consistency with results of interview-1 (see Data analysis); ‘Managing with 
information’.  

Interviews in study 2 (ptt. 8-15) also included short supplementary questions on patients’ 
understanding of ‘treatment quality’, particularly with regards to MI (question 6, Appendix 6). The 
results were originally intended for validating patients’ experiences on the role of MI on quality of 
long-term treatment. The results are briefly mentioned in Chapter 6 and included in article 3. 
 
Patient 10-15 in interview-study 2 were also asked to give feedback on a tool (“Safe patient”) for 
patients. The tool was developed from results of the first analysis with seven participants. The 
purpose was to achieve knowledge on patients’ awareness of their own strategies used for managing 
medication, which was a result of thematic analysis of interview-study 1. Three participants (all 
women) agreed to comment on the tool. In the light of the low number of respondents, the results of 
this part were found to be preliminary and has not been included in the thesis. The “Safe patient” is, 
however, still included in the interview guide” to assure full transparency of the process.  
 
Before each interview, I prepared myself for the particular patients’ medicine use (i.e. the medicine 
used for inclusion) and added attention points to the interview guide. This included reading the 
approved MI on the medication used (the PL’s), getting to know names of active compounds and 
sales names and noting eventual characteristic effects, side effects and interactions. This is marked 
on the interview guide as: “Modalities relevant to treatment of anticoagulants, pain and/or 
immunosuppressants”.  

Setting 

Interviews were conducted in patients’ homes or in another space of their choice. In two cases this 
involved sitting in a quiet corner in a common yard, and in one case a separate room in university. 
In patients’ homes it was possible to observe patients in their usual surroundings, in this way 
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supplementing their descriptions with an insight in their lived life. Throughout the interviews, the 
patients illustrated their narrated stories by showing personal objects related to  
their medication and lives with chronic conditions (Table V). These tools were presented 
spontaneously by the participants. Observation of participants habits with medicines and 
information handling was hence part of the interviewing situation (Tjørnhøj-Thomsen and Whyte 
2008; Rübow 2010).  
 

Table V. Participants’ personal objects presented to the interviewer during interviews 

• Patients’ medication records (ptt. 3, 4, 6 and 9) 

• Boxes with patients’ medication (ptt. 3, 4, 6 and 15) 

• Important papers on patients’ treatment and consultations stored at the table so she can 
find it despite of visual impairment (ptt. 3) 

• Magnifying glass and enlarger apparatus from help resource center6 used for reading (ptt. 
3) 

• Medicine stored in a special cabinet (ptt. 4) 

• Patients’ terraced house and garden (ptt. 4) 

• A calendar with important information on consultations and blood tests (ptt. 4) 

• Little decorative pill boxes for going out (ptt. 5 and 10) 

• Brochure from the pharmacy on a new device for asthma (ptt. 5) 

• Picture of the devil – to show the pain during a gout-attack (ptt. 7) 

• Written medicines information from the hospital on the extemporaneous medicine, 
Colchicine. Mentioned as a good example of WMI (ptt. 7) 

• Use of a system on the computer for storing MI (Mac ”Spotlight”) (ptt. 7) 

• Overview of exercise regimen from the physiotherapist (ptt. 8) 

• Overview of patients’ dietary supplements (ptt. 8) 

• Encyclopedia (Familiens store Lægeleksikon) (ptt. 10)  

• E-consultation platform to general practitioner (with no success) (ptt. 12) 

• Patients’ diary about cancer treatment course – including the patient reading from it (ptt. 
11) 

 

 
6 Da. ‘Hjælpemiddelcentralen’ 
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Interviews lasted from 1 to 2.5 hours (average 1.5 hours) in interview-study 1, and 1 to 3 h 40 mins 
in interview-study 2 (average 2 hours). All interviews took place in a relaxed and at time even 
humoristic, atmosphere, illustrating that the interviewees felt safe about the situation and had 
surplus for being humoristic.  
 
Interviews were fully transcribed, and non-verbal communication, mannerism and tone in ways of 
speaking were also noted, where relevant. In interview-study 1, I performed, recorded and 
transcribed all the recordings verbatim. In interview-study 2, I performed and recorded all 
interviews, while student workers in the Region of Southern Denmark did most of the basic 
transcriptions. I later corrected the transcripts for misunderstandings while listening to the 
recordings.  
 

Multivocality 

In three cases, a relative of the patient participated during all or part of the interview-session. In one 
case, a relative (a mother) was an active part of the interview (ptt. 6). This was a mother, educated 
as a nurse, who had chosen to help her 38-year old son with his medicines. The help included 
communication with health actors on the medicine. In two other cases the relative was a male 
spouse to two participating women (ptt. 1 and 9). The role of one of the spouses was mainly to help 
the participant find relevant papers with names of medicines, and to supply with fresh water and 
coffee, as the interviewee was newly operated. The last spouse participated only shortly by being 
present at the table without engaging in the interview. According to Holstein and Gubrium 
multivocality broadens the interview data and can emphasize the richness of meaning (Holstein and 
Gubrium 1995, p.72). They also describe however, how relational character may suppress 
multivocality (ibid, p. 66). During the interview of patient 6, I did consider the potential influence 
on the male interviewee of the mother in the interview. Clearly, the patient himself was not very 
active in managing his medication, as the mum managed medicine for him. However, I chose to 
stick to the aim of my research, understanding the complexity of the use of information, and keep 
the interview open for both the interviewee and his relative. 

Method of analysis 
For analyzing interview data, I followed the general principles for recognizing and interpreting 
qualitative analysis (Kvale 1997; Mason 2002; Braun and Clarke 2006; Meriam 2009; Patton 2002). 
The method for analyzing interview-data for article 1 and 3 was inspired by Braun and Clarke’s 
approach to thematic analysis (Braun and Clarke 2006). In my second article, I was inspired by 
Halkiers’ ideal-typologizing as a practical tool for generalizing data (Halkier 2011; Halkier and 
Jensen 2011). The approach to MI and details of analyses are explained below. 

Definition of ‘medicines information’ 
During interviews patients were asked to describe how they used information on medicines in their 
long-term treatment course. There was a wide variety of responses concerning both searches for, 
reception of, feedback on and use of information, including also former experiences, knowledge and 
perceptions. I chose to follow the patients’ own terminology about their use of, and managing with, 
information on medicines. Hereby the analysis unfolds several aspects of practices that are based on 
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such experiences, knowledge and perceptions – clearly also related to information in the eyes of the 
patients. Respecting the broadness of the research questions and the focus on variation, I chose to 
keep the result of the analyses broad instead of risking to lose important aspects of patients’ own 
perspectives on information use. Thus, a new model of patients managing with information was also 
developed (Fig. 8, p. 84), nuancing the feed-back oriented and rather linear approach described in 
Chapter 3. 

Thematic analysis (Article 1 and 3) 

According to Braun and Clarke, thematic analysis is a method for identifying, analyzing, and 
reporting patterns (themes) within data. It minimally organizes and describes your data set in rich 
detail but often goes further than this and interprets various aspects of the research topic (Braun and 
Clarke 2006). The six phases in Braun and Clarke’s method are:  

Phase 1: Familiarizing with your data and transcription of verbal data 
Phase 2: Generating initial codes 
Phase 3: Searching for theme 
Phase 4: Reviewing themes 
Phase 5: Defining and naming themes 
Phase 6: Producing the report 

 
In the following section, I demonstrate how I analyzed the interview transcripts of the chronic 
medicine users. The analyses of interview data was inductive (Merriam 2009) as proposed by Braun 
and Clarke (Braun and Clarke 2006). The inductive approach involves gathering data to build 
concepts, hypothesis and theories rather deductively testing hypothesis as in positivist research, as 
described by Merriam (Merriam 2009, p. 15).  

Interview-study 1  

Interview-study 1 was an explorative study, aiming to identify the variation and complexity of 
medicines information in long-term medication processes. Interviews were analyzed thematically 
with step 1-5 of Braun and Clarke, constantly keeping a close contact to data. Through the analysis, 
I focused on interviewees’ descriptions of situations where they received, searched and used 
information on medicines successfully and which barriers they encountered. The analysis involved 
a constant moving back and forward between the data set, the coded extracts of data, and the 
analysis of the data (Braun and Clarke 2006). Writing of ideas and potential codes, was started 
already in phase 1, and continued through the entire coding/analysis process.   

Phase 1: Familiarizing with your data and transcription of verbal data 

With Braun and Clarkes’ method of analysis, the process starts when the analyst begins to notice, 
and look for, patterns of meaning and issues of interest for answering the research question in the 
data – this may already be during data collection (Braun and Clarke 2006). I did all the interviews 
myself, and as such had the optimal possibility for being familiarized with data. Through 
transcribing the interviews of interview-study 1, or by listening to interviews, reading and quality 
assuring transcripts from students in interview-study 2, this step was reinforced even more. 
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Familiarizing with data included listening to the interviews several times, acknowledging non-
verbal characteristics of replies, and adding fieldnotes from interview-situations.  

Phase 2. Generating initial codes 
This phase involved the production of initial codes from interview-data. Codes refer to ‘the most 
basic segment, or element, of the raw data or information that can be assessed in a meaningful way 
regarding the phenomenon’ (Braun and Clarke 2006, p. 18). Coding involves organizing data into 
meaningful groups, differing from the units of analysis (themes) which are (often) broader (ibid). 
The qualitative analyses in this study focused on the aspects most relevant for the patients 
concerning their use of, and managing with, medicines information. In practice, passages 
concerning patients’ use and provision of medicines information that related to their experiences of 
their treatment (succeeding or inhibiting) were first coded inductively in NVivo (version 11) to get 
an overview of codes. More than twenty different nodes were found between the seven interview 
transcripts, ranging from successful experiences with information, consequences of missing 
information, influence of network and cooperation with HPs, to provide a few examples. After 
identifying the initial codes, I proceeded with paper-versions of the transcripts, as I felt this was 
more useful for a data-close analysis, while still keeping the first codes created in NVivo. Phase 2 
hence was a very data-driven process, identifying repeated patterns looking systematically while 
going through the entire data set.  

Phase 3: Searching for theme 

At this level, the codes from phase 2 from across the data set of all the seven patients were further 
analyzed. Already in phase 2, I became aware of some overlap between codes and started to see an 
overall structure. Clearly patients’ own, diverse initiatives for searching and using information were 
present in all interviews and these actions, performed outside health premises, seemed to add, to a 
large extent, to the successes experienced by patients in the treatment course. I hence chose initially 
to call these actions for ‘patients-daily preventive behaviors’, Patients’ descriptions of situations 
with information exchange with HPs were also present in all interviews, and the importance of 
interactions with these was clearly a potential theme. All participants experienced successful 
treatments in relation to MI from the health system in terms of written or oral information. 
Likewise, many codes also represented inhibiting roles of such information and interactions. This 
could be in terms of experiencing nearmisses or in other ways a diminished success with their 
treatment when information was not communicated, or they did not understand. Concluding from 
phase 3, I chose to keep an overall structure of three themes that were present in all interviews. 
These preliminary themes highlighted the relation between patients’ descriptions of the influence of 
MI on the treatment course  

- High quality of treatment – good communication when needed 

All seven patients experienced quality of treatment that - in the context of transcripts - 
related to information/communication that they experienced as successful for the treatment 
process. 

- Low quality of treatment – lack of information when needed 
All seven patients experienced quality of treatment that - in the context of transcripts - 
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related to information/communication that they experienced as hindering for the treatment 
process. 

- Patients’ “daily preventive behaviors” for maintaining or improving quality of treatment 

All patients, at different levels, search and use information themselves at times when they 
are by themselves or with family, i.e. outside the health system.  

In this phase, I also identified some initial material that seemed interesting for the context and the 
research questions, but that did not seem to belong to the above themes. These were classified as 
‘miscellaneous’ and saved for a later stage (Braun and Clarke 2006). An example was patients’ 
descriptions of their’ disease and medical treatment. I wrote a one-page resume on each patient to 
remember these for a later stage of the Ph.d. These narratives followed a common structure: 1) 
Information about the patient, including comorbidities and medication; 2) Patients’ description of 
start of present treatment course. 3) Status of treatment course, including present medications.  

 
Phase 4: Reviewing themes 
After phase 3, I proceeded with a very thorough process of going back and forth from raw-data, 
codes and themes, including re-reading the interview, and discussing main themes with supervisors.  
I struggled with determining how to structure the data in a way that would best answer the research 
questions.  Patients’ own initiatives for maintaining or improving success of medical treatment were 
very pronounced, so I made this an overall theme for the first analysis (article 1). Through 
discussions with supervisors I realized the advantage of identifying barriers for patients’ own search 
and use of information with the aim of keeping the same structure for patients’ own initiatives and 
those seen with the influence of MI from the health system. Although barriers for patients’ daily 
preventive behaviors were few, I included these in the overall structure. Also, it was discussed with 
supervisors that the structure should aim to be in line with the systems- theoretical framework, 
aiming at identifying quality of the treatment process.  
 
What was also clear from the early analysis was the importance of patients’ feedback which was in 
line with the theoretical framework. With patients being the health actors of interest for this thesis, 
and with their own initiatives so markedly present in codes and transcripts, I chose to introduce 
already at this stage the concept of patients’ managing with information. 

  
I concluded with the following structure for further analysis: 

- How patients’ own actions either facilitated or hindered managing of medical treatment 
courses? 

- How patients’ interactions with the health professionals either facilitated or hindered 
managing of medical treatment courses? 

 
Passages from each interview were then assembled according to these themes, thereby expressing 
the lived experiences (narratives) of patients and illustrating the variability at the same time as 
validating themes.  
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Phase 5: Defining and naming themes 

With the structure for analysis now in place, I continued with the process Braun and Clarke calls 
“define and refine” (Braun and Clarke 2006). The process consisted in going back to data extracts 
for each theme, and organizing them into internally consistent accounts, with accompanying patient 
narratives (ibid). In practice I did this in two steps. First, I identified transcripts from all participants 
(1-7) according to the above structure of analysis. Secondly, I assembled the themes from all seven 
participants into eleven overall facilitators, and five hindrances. This intermediate result was kept 
while I did the second round of interviews (interview-study 2). The term ‘manage with information, 
was included in the interview guide as a result of the analysis of interview-study 1. A new protocol 
was developed and approved by supervisors, the data protection agency and the ethics’ committee 
for interview-study 2.  

Interview-study 2 

While the analysis of interview-study 1 was primarily explorative to patient’s experiences with 
information on medicines, while still keeping the research questions and the systems theoretical 
framework in mind, the analysis of interview-study 2 focused on the most important themes 
identified in interview-study 1. At the same time, I was still being open for new emergent themes. 
In line with the concept of Safety-II, the result of the first analysis led to a more theory-guided 
thematic analysis of interview-study 2, focusing at how users were managing their treatment 
successfully with information, while still acknowledging participants descriptions of variation and 
eventual barriers. By theory-driven, I understand my focus on patients’ managing of medication 
with information, as described above. In the thematic analysis of interview-transcripts of interview-
study 2, I started at phase 4 (Braun and Clarke 2006), hence using the same dual structure for 
analysis as in interview-study 1. Interview-study 2 also included results of questions to patients 8-
15 on their experiences of quality of treatment (theme 6 in the interview-guide) were analyzed by 
thematic analysis (Braun and Clarke 2006) separately and presented in article 3. 

Typology (Article 2) 

When developing a patient-typology (article 2), I was inspired by Halkiers’ ideal-typologizing 
(Halkier 2011; Halkier and Jensen 2011) to generalize on the basis of patients’ narratives as a whole 
into patterns. According to Weber, ‘ideal type’ is ‘a one-sidedly focused synthesis of diffuse and 
discrete empirical phenomena into a unified abstract analytical construct which will never be 
discovered in this specific form’ (Halkier 2011, p. 790). Halkier describes the process of making an 
ideal typology as ‘condensing the coded data patterns into a relatively limited number of 
descriptions which one-sidedly underline particular characteristics at the expense of others’ (Halkier 
2011, p. 790). The development of the present ideal typology took place in 4 steps. First, I identified 
overall ways that patients manage with information. This step was a result of the thematic analysis 
described above of the first interview-round, identifying common patterns of patients’ managing 
medication with information.  
 
Second, through interviews in interview-study 2, I became attentive to distinct similarities and 
differences among patients’ managing with information alone and through relations with HPs. This 
impression of “vaguely discernible web of categories”, as expressed by Halkier (Halkier 2011, p. 
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791), was further developed in a third step. In this step, I went through the patients’ narratives with 
the aim of tracing how the identified categories were systematically related, as described by Halkier 
(Halkier 2011). In this process I were also guided by patients’ descriptions of facilitators and 
hindrances for managing medication with information, in line with the overall theoretical frame, 
and by the results of the thematic analysis (Article 1) with its dimensions on which the emerging 
patient-types seemed to differ from each other. Characteristics across all patient types were also 
identified. Fourth and last, I named the themes according to “the most different difference”, as also 
described by Halkier (Halkier 2011, p. 791). 
 

Thematic analysis (Article 3) 

For the analysis applied in article 3, I went back to phase 3 (‘Refining themes’) of the initial 
thematic analysis of interview-study 1 data. When analyzing data from interview-study 1, I 
identified how patients’ managing seemed to be facilitated and hindered by professional written and 
oral MI. I therefore re-analyzed data from interview-study 1 and 2 on the basis of the research 
question “How do patients manage long-term treatment with medication with MI from professional 

sources?”. I used a dual structure for the analysis, similar to the one used for the thematic analysis 
of interview-study 1 and 2, i.e. “How are patients’ managing either facilitated or hindered by 
professional MI”? 

Results from question 6 (Appendix 6) were analyzed separately, as they were only asked to the last 
eight patients (interview-study 2).   
 

My role as a researcher  
As a researcher doing empirical, qualitative studies, I have to discuss my position and to reflect on 
my own theoretical positions and values in relation to the research. In qualitative research, the 
researcher is, as described by Merriam, the primary instrument for data collection and analysis 
(Merriam 2009, p. 15). Since understanding humans’ perspectives is the goal of the research, and 
humans are the instruments for collecting and analyzing data, the research may be influenced by 
biases from (ibid). Rather than trying to eliminate these biases, or ‘subjectivities’, it is, according to 
Merriam, important to ‘identify and monitor them as to how they may shape the collection and 
interpretation of data’ (ibid). Qualitative research should involve “critical self-scrutiny by the 
researcher, or active reflexivity”, and the researcher should constantly “take stock of their actions 
and their role in the research process, and subject these to the same critical scrutiny as the rest of 
their ‘data’” (Mason 2002, p. 7). Mason bases this on her belief that a researcher cannot be neutral, 
objective, or detached, from the knowledge and evidence, that they are generating (ibid).  
 
I have a background as s pharmacist and have been working as such since 1995, both in a private 
pharmacy with customer service, in the Danish Medicines Agency with information on the rational 
use of drugs to HPs and patients, and as a writer of information to medicine users. Besides, I have a 
strong personal interest in patient information and communication and have been completing 
courses in journalism and a Masters’ degree in Professional Communication. I have, as other 
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citizens and HPs, been influenced by stories from media as well as HP colleagues. A recent 
example is the one of the HPV-vaccine where a group of young women appeared in a television 
documentary and described a range of severe symptoms occurring, according to them, after their 
HPV-vaccination. On the other side, evidence from research trials have, according to health 
authorities, not been able to demonstrate any serious side effects of the vaccines. Such 
disagreements between health sciences evidence and independent patient experiences is not unusual 
in the modern society and may increase further with treatment options becoming more complex.  
Finally, I have been a next-to-kin for 15 years, getting to know the health system from the patient-
side, in my case as a relative to parents with cancer and dementia.  
 
For avoiding influence by my own professional and personal experiences, during patient 
interviewing, I hence aimed at being very open and careful to understand patients’ points-of-views 
and not apply my pre-understandings. I specifically listened for, and asked patients thoroughly on 
themes that seemed to occupy them, to be sure that I was able to interpret their version of the 
subject. The interviews therefore included themes that were not a part of the interview guide, as also 
described by Mason (Mason 2002). I also tried to use patients’ words for themes that seemed 
important for them. For example, one patient used the term ”there was no emergency brake” about 
the medical term ‘antidote’7, when explaining about anticoagulant dabigatran (article 1), and I 
followingly used this term in the interview Another exampled involve a female patient with 
ulcerative colitis using the term “fart” intensively when describing the discomfort of her ulcerative 
colitis. Using the same words as patients seemed to make participants feel comfortable and to create 
a straightforward and relaxed atmosphere.  
My professional knowledge as a pharmacist, as well as my other experiences, were of course not 
possible to ignore during interviews and in my interpretation of the data. However, it was my 
impression that my background was an advantage for the studies, as I knew where to listen carefully 
and ask further questions. For example, when a patient with arthritis did not mention use of 
acetaminophen as a part of the treatment, I specifically asked about her use of it, as I know that 
acetaminophen is standard treatment for many pain conditions. Or oppositely, if a patient did not 
remember the names on a medicine (sales name or active ingredient) or a service at the pharmacy, I 
was able to make suggestions (e.g. ‘health check’) till we found the right term and were able to 
proceed. This would open up for nuances that would not have been mentioned if I as an interviewer 
dig not have medical knowledge. In this way it was my impression that the interviewees and I found 
a good balance between my role as a pharmacist and my role as researcher. When presenting myself 
in the beginning of the interview, I used the title ‘pharmacist’ and ‘researcher’ but concentrated my 
introduction on the research project and my interest in understanding their use of information. As 
with all qualitative research it can be asserted that the narratives of the interviewee are shaped by 
the particular interview situation and the relation to the researcher (Kvale 1997). It was my 
experience, however, that patients were very open and interested in telling their stories, and enjoyed 
sharing their knowledge, opinions and experiences (Merriam 2009, p. 231). As the interview 
proceeded, interviewees behaved more openly and sincere, revealing more nuances illustrating how 

 
7 A remedy to counteract the effects of poison (www.merriam-webster.com) 
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they felt comfortable with me as an interviewer.   
 
Some of the interviewees seemed curious to learn more on medicines, and a few times I had to 
concentrate on the research role instead of automatically answering questions on medicines. Being a 
pharmacist, I was also a source of information for them, and some participants asked me medical 
question or wanted to help me increase my knowledge on new products. In these situations, needing 
to keep the researchers’ stance (Merriam 2009, p. 231), I tried to use their questions for obtaining 
more relevant research information: 
  
P: I read in the paper, ‘Did you know about it?’ . There is a salt, or liquid with salt that you can inject into 

the mouth. And it is supposed to be good (..). Because it dissolves mucus and these things, so it is easier to 

cough it up. And I want to go to the pharmacy to ask them about it. Maybe it would be nice for you to know 

as well?   

I: Yes, sure.  
P: Ok let’s see, it is here. ”Cough” it says….  
I: Yes… ’Inhalator with salt, helps relive irritations and give air’. No, I don’t know it. 
P: I think it is quite new as well.  

I: Do you think it’s a medicine? 

P: No, it doesn’t say anything on that, anywhere, not even with little writing.  

I: No, it does not say it is a medicine (…) Would you check it on the internet?  

P: No. We have a really good pharmacy where they are good at providing information. 

(Ptt. 5) 

In this quote the patient is providing information on how she would use the pharmacy instead of the 
internet as a source of specific product information which might not otherwise have been told. 
Another patient wanted help from me to verify that she had managed her use of insulin successfully, 
this quote also highlighting how this old lady might not always ask for help when needing it, trying 
to self-manage instead of contacting a nurse during the night: 

“P: Yesterday evening, I did - for the first time ever – something wrong /(…) I took 30 units of insulin 
instead of ten! 

I: OK? What did you do then? 

P: Well I worried all night, because what would happen?  

I: But you didn’t call somebody? 

P: No, then I would have had to call them..  

I: Yes, why not – if it was three times as much as normal?  

P: Well…  (silence, looking guilty) 
I: Did you eat anything? 

P: I took a piece of bread and drank some juice. I always do when it is low. And if I have juice.. no, I mean 

insulin, is it not to make it go down?  

I: Yes… 

P: So.. to avoid it being too low, I take juice and bread. I was afraid it would be too low, because I took too 

much…..”  

(Ptt. 3)  
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With this sequence the old lady gave an excellent example of her self-managing with information, 
i.e. her own experience, but on the other hand, she used me – instead of the nurse – to confirm that 
she had been doing right.  
My questions to patients did also open up for new input that the patients might not have considered 
themselves. In this example on possibilities for medicine-dialogue in a pharmacy: 
 

“I: Did you look at your medicine profile at the pharmacy together with the staff?  

P: I don’t know – I never tried! They might be able to find me. They probably can!  

I: I think so, but you have to give them your CPR no.  
P: Yes, then I am sure they can (..) I never thought about that”  
(Ptt. 9) 

This kind of situation helped me understand the patients’ level of knowledge on possibilities and 
sources of information.    

Potential negative consequences by being a pharmacist may be risk of social desirability bias 
(Althubaiti 2016). This may be the case if patients may want to give a more positive picture of their 
medication managing, relation to their HP etc. In particular this may have been an issue if 
participants were in doubt of their anonymity and confidentiality (ibid). Although this may have 
been the case with some of the elder patients, I did not get the impression that it was a general issue. 
Participants seemed to enjoy the time talking with an ‘equal’ about their practices. When a 
participant expressed fears that I may talk with the doctor or have some kind of impact on their 
medication, I used it as an opportunity to repeat the purpose of the research and patients’ 
anonymity, and to get to know more about the patients’ use of information for managing.  :  

I: Do you still use medication for depression?  

D: Yes, I do. You are not allowed to take them from me…”.  
I: No, no of course not. Only the doctor can do that, and I do not speak with you doctor at all.   
D: No, because the doctor told me…you will never get rid of that one”  
I: Ok. How do you experience the symptoms? 
D: My whole body shakes, and get sick and like that.(..) I cannot do anything. That’s why…. 
I: Ok so that is why you get the antidepressants? Against anxiety?   

D: Yes, depression and anxiety, yes. It has something to do with my shaking, you see”  
(Ptt. 4) 

Conclusively it is my impression that my double-position as a pharmacist and researcher was not a 
hindrance for obtaining interview data and for the analyses. Instead, it assured nuances and 
qualified the patient-dialogue and the subsequent analyses.  
 

Ethical considerations 
Qualitative methods permit inquiry into selected issues in great depth with careful attention to 
detail, context, and nuance (Patton 2002, p. 215). Collecting data through interviews with medicine 
users hence present ethical dilemmas (Merriam 2009; Tjørnhøj-Thomsen and Hansen 2009). 
According to Patton, the interviewers’ task is “first and foremost to gather data” (Patton 2002, p. 



 

76 
 

405), but according to Stake “Qualitative researchers are guests in the private spaces of the world. 
Their manners should be good and their code of ethics strict” (cited by Merriam 2009, p. 231). As 
described by Tjørnhøj-Thomsen about the ethics of anthropologists’ methods, there is no clear rules 
as to how to maneuver in peoples’ private rooms as a qualitative researcher, and the researcher must 
use a situational ethic (Tjørnhøj-Thomsen 2010, p. 108). The researcher must balance between 
involving with the people participating in the research project, but on the other hand objectivize 
them (Tjørnhøj-Thomsen and Hansen 2009). I expand on this ‘double-positioning’ in the section 
above (“My role as a researcher”).   
 
Qualitative interviewing, such as semi-structured interviews (Mason 2002) may have both 
unanticipated effects but may also improve conditions of respondents (Merriam 2009). In the 
interview-studies of this thesis, asking patients to describe successes in the long-term treatment 
course may indeed have brought up positive memories to their mind, as proposed by Merriam 
(ibid). The hindrances or barriers described by patients may, for some, have been less amusing to 
talk about. However, all participants seemed eager to potentially participate in improving patient 
safety and quality for other patients by mentioned their own examples. During interviews, there was 
a good and even humoristic atmosphere, and respondents seemed to enjoy sharing their knowledge, 
opinions and experiences such as described by Merriam (ibid, p. 231).  

The thesis-work followed the Helsinki Declaration, including the demand for voluntary 
participation and informed consent (World Medical Association 2013). All participants received 
written and oral information when agreeing to participate, and again before interview-start and gave 
written consent. The written patient-information was tested by the pilot-patient with no further 
revision. All participants had the same medical treatment after the interviews as before, as no 
interventions with their care was done. Interview and transcriptions are following good ethical 
praxis (Patton 2002; Merriam 2009) and data were anonymized. I anonymized patients and their 
contacts in the health sector by replacing patients’ names with a number and names of HP’s with 
“name of”, with the aim of avoiding identification. I was careful to eliminate names of any towns, 
cities and hospitals in my communication, in this way ensuring confidentiality. I therefore conclude 
that participants have not suffered harm as a result of my questions and the communication of 
results.      
 
The study was reported to the Danish data protection agency, both in the Region of Southern 
Denmark (2015-2018) and at the University of Southern Denmark (from December 2018 onwards): 
Region of Southern Denmark: 2008-58-0035 
University of Southern Denmark: 10.156.  
Empirical data (transcripts) was stored on a secure server from the Region of Southern Denmark 
(2015-2018) and University of Southern Denmark (2018-).  

The study was reported to the regional research ethics committee in the Region of Southern 
Denmark. The study did not required approval from the committee as the method consists of 
interviews only and there was no intervention taking place. The number provided by the ethics 
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committee is: S-20172000-64. 
 

PART III: RESULTS 

The Results section consist of Chapter 5, presenting shortly the objective and results of the three 
articles, and Chapter 6, answering the research questions.  
 

Chapter 5: Empirical studies  
The empirical data of the thesis are presented in article 1, 2 and 3 (Appendix 1, 2 and 3). Below, 
résumés from these three articles are presented.  
 

Article 1 
Title: MANAGING LONG-TERM MEDICATION WITH INFORMATION - how chronic 
medicine users construct information strategies to facilitate good treatment quality 

The objective of article 1 was to explore how patients using long-term medication use information 
while managing their medication. Besides written and oral information from the health system, 
medicine users described how they received, searched and used medicines information from a 
variety of other sources. Five common strategies for gathering supplementary information that 
facilitated patients managing of medication processes were identified: 1) Actively seeking and using 
supplementary written information, 2) Asking questions and providing information to health 
professionals, 3) Using own background knowledge and experience, 4) Using knowledge and 
experience of network, 5) Information managing and use at home. I found that patients used these 
strategies to ensure treatment successes, and to prevent treatment from taking wrong directions. The 
first four were used for obtaining information when individuals were curious for more knowledge 
or when missing or not understanding formal medicines information. The fifth strategy seemed to 
supplement the other four. Article 1 also identified that two strategies had the potential to be used in 
a way that could also hinder successful treatment processes. This will be further explored in the 
answer to research question 2. This first analysis laid the basis for the further research work, 
concluding that chronic medicine users ‘manage medication with information’ and identifying five 
information strategies applied by them. The strategies illustrate medicine users’ own contributions 
to quality of long-term treatment with medicines. The article concludes that understanding and 
supporting such “safety-practices” by patients, should be an integral part of a modern and resilient 
healthcare system. 

The results of article 1 are presented in Fig. 5.  
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Figure 5. Patients’ constructed information strategies to facilitate good treatment quality (article 1) 

 
The following two analyses further explored patient’s different ways of ‘managing with 
information’ by studying their interactions with HP’s (article 2) and by investigating their use of 
professional MI (article 3).  
 

 

Article 2  
Title: Chronic Medicine Users Self-managing medication with Information 
- A Typology of patients with self-determined, security-seeking and dependent behaviors  

The objective of this article was to investigate how patients manage long-term medication with 
information, and how interactions with HPs influence this managing, with the aim of developing a 
typology of patient types. A secondary objective was to generate theoretical reflections on patients' 
roles in establishing resilience in health care systems.  

The article found that patients manage medication with information in four different ways. Through 
an ideal typology of patients’ self-managing with information on their own and with health 
professionals four different ideal-typical ways of patients’ managing medicine with information 
were constructed. The ideal-types are:  
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I: The self-determined, highly self-managing patient 

II: The security-seeking, self-managing patient 

III: The dependent patient with limited self-managing 

IV: The patient co-managing with close family.  

 
According to the findings in this article, patients with a high degree of self-managing medication 
with information (Type I) are more capable of facilitating resilience and quality of their medical 
treatment. At the same time, the character of dialogue with HP’s facilitated or hindered self-
managing abilities with patients who were more dependent on oral information from HPs (Type II, 
III and IV). Recognition by HPs through dialogues provided all types the best options for managing 
medication. Conclusively, recognizing patients’ different behaviors for managing medication with 
information is important for maximizing treatment quality of long-term medical treatment in a 
modern and resilient healthcare system. 

The four different self-managing practices of users are illustrated in Fig 6.a-6.d. The most remarked 
differences and similarities between the managing practices, facilitators and hindrances are 
included. Ideal-type I (Fig. 6.a) includes all five strategies from article 1 as facilitators, type II-IV 
(Fig. 6.b, 6.c, 6.d) include less strategies, type III (Fig 6.c) highlight the need for 
relations/dialogue/oral information, and Type IV (Fig. 6.d) includes family specifically instead of 
‘network’.  
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Figure 6.a. Ideal-type I 

 

 

Figure 6.b. Ideal-type II 
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Figure 6.c. Ideal-type III 

 

Figure 6.d. Ideal-type IV 
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Article 3 
Title: Help or hindrance? Patients’ use of professional medicines information for managing 
medication 

The objective of this article was to explore patients’ experiences with managing long-term 
treatment with MI from professional sources, defined as MI from health system sources. The article 
found that patients needed information for ‘feeling safe’ and that all needed and used written and 
oral professional MI for their managing of treatment. Professional MI may both facilitate and hinder 
patients’ managing of long-term medication. Concrete information on side effects, interactions and 
‘what to do yourself’ on the PL was facilitating. Those receiving other professional WMI (easy-to-
read WMI, medication plans, educational material and tables on anticoagulants, an exercise 
program for pain, brochures from the pharmacy) found that this was tailored to their situation and 
hence facilitated managing. Oral information from pharmacy staff and nurses and information 
received on patients’ demand from HPs and successful dialogues with HPs was also facilitating. 
Respectively, by repeating important information and by allowing patients to receive MI when 
needed. Successful dialogues with HPs were facilitating by allowing patients to receive information 
tailored to their situation which was not possible with other sources of information. Dialogues were 
also important for patients' overall understanding of the aim of the treatment and the day-to-day 
managing of it. Generally, time-independent information facilitated managing, such as the 
possibility of communicating with the doctor or hospital electronically (email or Skype), to ask 
questions directly at the pharmacy, to call homecare around the clock, to find the PL online and to 
call doctor-on-call in evenings/weekends. Hindrances included; length, terminology and content of 
PL’s; lack of information; lack of successful dialogues with HP. Timing was expressed as a 
hindrance in terms of ‘bad timing’, ‘delayed information’ and ‘lack of time’.  

The article concluded that, professional MI from written and oral sources has a key role in 
establishing safety and high-quality long-term treatment with medicines. Optimal use of 
information may involve systematic approaches for ensuring timely and sufficient oral and written 
information to patients, and for including patients’ feedback and perceptions through dialogues with 
health professionals. Patients’ perspectives and questions seem essential for improving treatment 
quality and resilience in complex healthcare settings.  
 
The results of article 3 is illustrated in Fig. 7.  
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Figure 7. Patients managing with professional information (article 3) 

 

 

 

Chapter 6 Answers to research questions 
 
In Chapter 6, I answer the thesis’ three research questions by drawing on results of the three 
analyses (i.e. articles), according to Table VI.  
 

Table VI. Overview of research questions and articles 

Research 

question  

1. How does patients on 
long-term medication use 
medicines information while 
managing their medication? 

2. Which role does 
patients’ use of medicines 
information play for the 
quality of long-term 
medication? 

3. How can chronic medicine users 
contribute to resilience of long-term 
treatment processes? 

Answered by 

article no. 

1, 2, 3 1, 2, 3  1, 2, 3  
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Results are presented separate under the three research questions, and in a new model depicting 
results, Fig. 8. The model illustrates patients’ use of MI for managing medication (Research 
question 1), and the connection to quality (Research question 2) and resilience (Research question 
3). Fig. 8 will be discussed under each research question. Further, new figures depicting results of 
the three articles (Fig. 5, 6.a, 6.b, 6.c, 6.d and 7) are inserted with the resumes of each article 
(Chapter 5).  

Overall, Chapter 6 responds to the thesis’ overall aim; to analyze, how patients use medicines 
information for managing long-term medical treatment, and to investigate how this contributes to 
quality of treatment of medicines.  

 
Figure 8. Chronic medicine users managing medication with information – overview of results 

from this thesis (details of minus and plus are provided in Fig. 5 and 7) 

 

 

 

 

1: How does patients use medicines information while managing their medication? 
The three analyses together illustrate, how patients use written and oral MI from various sources for 
managing long-term medication. This includes MI from the health system (article 3) and MI from 
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patients’ own more informal sources (article 1). Patients do so in individual ways (article 2), and 
still, their experiences and actions were possible to gather in distinct themes and in a typology.  
The results provide a nuanced picture as to how patients manage medication with information 
during long-term medical treatments. And it calls for a more systematic and individualized 
approach to the provision and exchange of MI with complex, long-term medication. 
 
The thesis shows that chronic medicine users want and use professional MI although their managing 
is hindered as well as facilitated by this kind of information (article 3). When lacking professional 
MI, or when being curious for knowing more on medication, patients use five different information 
strategies for facilitating treatment (article 1). The strategies are applied by patients in overall four 
different ways, including self-determined, security-seeking and dependent managing behaviors 
(article 2). Patients differ in their self-managing behavior, when they are on their own, and through 
their relations to a HP.  

Article 1 and 3 had a special focus on the WMI received from the health system (article 3) and 
searched (article 1) by patients. The types of WMI identified through these two analyses are 
illustrated in Table VII. All the types of information in the table were, in different contexts, 
supporting patients’ managing of treatment. However, PL’s also hindered patients’ managing, 
which was not identified with the WMI searched by patients themselves. Having knowledge from 
WMI, patients were able to ask questions to HPs and to self-manage treatment. Main reasons for 
searching more WMI were to find background and overview, to increase knowledge and to find 
explanations for difficult medical language. Patients also needed information to feel safe. Despite of 
their own searches for more MI, all wanted professional MI. About one fourth of patients (n=4) 
were not using PL’s or WMI for managing.  

 
Table VII. WMI received and searched by participants in interview-study 1 and 2 

Written medicines information received automatically from the health system (professional MI) (article 3) 
and searched by patients themselves as part of strategy 1 (“Actively seeking and using supplementary written 
information”)(article 1).   

WMI received automatically from health system WMI searched by patients (searched at patients own 

ease independently of time)  

 

Package information leaflets (PLs) (in medicine 
packages) (n=15) 
 
Ideal-type I, II and IV  

Internet (Google, Netdoktor.dk, Medicin.dk, 
Apoteket.dk, Indlaegsseddel.dk) (n=10) 
 
Ideal-type I, II and IV 

Information on extemporaneous medicine, 
Colchicine (distributed by a hospital) 
(n=1) 
 
Ideal-type I 

Books and encyclopedia (n=5) 
 
 
 
Ideal-type I and II 

Brochures (distributed by the pharmacy) 
(n=1) 

Media (newspapers, TV and libraries) (n=4)  
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Ideal-type II 
 
Ideal-type I, II and IV 

Material on how to self-manage treatment with 
anticoagulantia (Patient Education) (n=1) 
 
Ideal-type II 

Patient organizations and fora, nationally and 
internationally (n= 4) 
 
Ideal-type I 

Medication plan (from a doctor) (n=2) 
 

Ideal-type I and IV 

 

 

Table 1 in article 3 (Appendix 3) includes an overview of each participants’ use of professional 
sources for information (PL, supplementary WMI, pharmacy, GP/hospital specialist and homecare), 
and their primary source of information for managing medication is stated. To supplement this 
table, Table VIII includes an overview of all interactions with dialogues found in the data. Table 
VIII hence includes interactions with dialogues that had, and did not have, major influence on 
patients’ managing of medication, i.e. nurses and physiotherapists.  
 

Table VIII. Dialogue results 

Overview of types of interactions with HP’s found in the data. 

HP 

 

 

Ptt. no. 

Clinique 
nurses 

Pharmacy 
staff    

GP  Medical 
specialist  

Homecare 
staff 

Other HP* 

1 - X X X - - 

2 X (in 
hospital) 

X X X - - 

3 X (in AC 
clinique) 

- X - X - 

4 - - X X X - 

5 X (in 
hospital) 

X X X - - 

6 X (in 
hospitals) 

X X X  

(psychiatrist) 

- Private health 
professional (nurse 
in family) 

 

7 X (in 
GP’s 
practice) 

X X X - Private health 
professional 
(pharmacist in 
network) 
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8 - - X X x (in 
nursing 
home) 

Physiotherapist 

9 X (in 
GP’s 
practice 
and in 
hospital) 

X X X - - 

10 - X X X - Private health 
professionals (doctor 
in network) 

11 X (in 
hospital) 

- X X - Private health 
professional 
(Network) 

12 X (in 
GP’s 
practice) 

X X X (does not 
mention a 
specific doctor 
but 
information 
from the 
hospital in 
general) 

- -  

13 X (in 
hospital) 

X X X (in hospital) - Private health 
professional (Family) 

 

14 X (in 
hospital) 

X X X (in hospital) - Private practice 
nurse specialized in 
diets on chronic 
conditions 

15 X 
(hospital 
staff) 

- (X) X - - 

An ‘X’ means that there is at least one dialogue result with the HP.  

* ’Other HP’ illustrate other HP’s mentioned by participants to have been involved with their managing at some point 
along the treatment course, i.e. dialogues with the person is mentioned 1-2 times maximum during the interview.  

 

The theme ‘Asking questions and providing information to HP’s’ identified in article 1 was further 
developed in article 3. In this third analysis, I found how ‘Information on patients’ demand’ was a 
part of the professional information, patients receive. Article 3 further identified the facilitating role 
of time-independence of this ‘information on patients’ demand. This flexibility of the health system 
for getting in contact with HP’s facilitated patients’ provision of important information in a way 
independent of time.  

 
The results from the three analyses is depicted in Fig. 8 (p. 84). The aim of the model is to visualize 
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the role of patients’ use of information for managing medication, and to induce reflections on the 
connection to overall treatment quality, and clinical outcomes. The model illustrates how patients’ 
managing with information is central, and how different types of information is used for, and 
affects, this managing by facilitating or hindering the process. The facilitating and hindering effect 
of the different types of information, identified in this study, are illustrated with red and green color. 
Details are illustrated in Fig. 5, 6a-d) and 7 (Chapter 5). The overall ‘Structure-Process-Outcome’ 
categories originates from Donabedian as outlined in Chapter 2 and 3. By designating MI from the 
health system as ‘structure’ and ‘process’ in the model, I want to highlight that HPs provision of MI 
may be included as a ‘setting of care’ but that the provision of information is ‘process’ (Donabedian 
1988). I also include patients’ own information work as a part of the process category. This is to 
adhere to the overall definition of quality as including patient safety and patient experiences. Also, I 
aim to show how the interconnectedness of patients’ managing with information in the health 
system is influenced by the interactions between HP’s and patients.    
From a theoretical perspective, the results of the thesis show a need for three approaches to explain 
patients managing with information, including information as transfer, information as feedback and 
information through dialogues. This is illustrated with one-way and two-way arrows in Fig. 8. One-
way arrows illustrate MI conceptualized as one-way transfer, including PL’s and other WMI, as 
well as the passive reception of oral instructions from HPs, especially in the beginning of treatment, 
or with most of the oral information from the pharmacy. As described in article 3, such MI may 
facilitate or hinder patients’ managing of treatment process depending on the context.  
Oppositely, the two-way arrow applied with ‘dialogue’ illustrate the co-constructing character of 
this type of information, identified as having a major influence on patients’ managing in this thesis 
(article 2 and 3). Successful dialogues between patients and HP’s, which are involving recognition 
of patients’ questions, and the personal relation to HPs was more or less important for all 
participants.  

Finally, patients’ own information, and demand for professional MI, is illustrated with a one-way 
arrow. However, the feedback loop that such information creates is highlighted with green color on 
Fig. 9 (p. 89) to illustrate the interconnectedness to MI from HPs.  
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Figure 9. Chronic medicine users managing medication with information – highlight of 

information flow (with green) 

 

Patients’ feedback was very important for their managing of medication and is key to information 
flow around medication such as reactions to side effects and interactions, allergies and receiving 
referrals to further examinations. Just as patients’ information and questions to HPs is a possibility 
for the treatment course to proceed in a successful direction, managing of medication was hindered 
if patients did not provide feedback, or if their feedback did not lead to a reaction from a HP. As 
illustrated in Fig. 8 and 9, hindering of this feedback loop result in information being hindered, and 
actions not taken. The flow of information could also be hindered by patients themselves, i.e. by not 
giving feedback (article 1), as a result of lack of knowledge, reluctance in case of worries, and 
former bad experiences of asking (‘making trouble’) (article 2).  

I assumed from the start of the thesis work that patients’ feedback would be important for the flow 
of information to and from the patient. The results of the thesis confirm that patients are indeed 
providers of MI in terms of questions and information on medicines to HPs. This ‘feedback’ to HPs 
in the model, was an important part of patients’ managing medication, in line with my theoretical 
approach. The information received from HP’s as a response to patients’ questions were important 
for patients’ managing om medication. Information and questions (feedback) from patients hence 
allowed HPs to co-manage chronic treatment courses with medicines, in short or long periods. 
Accepting feedback as a part of patients’ managing medication with information is hence a central 
part of patient’s managing medication with information.  
 
All patients used their own background knowledge and experience as an information for managing 
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medication (article 1). For all but one, it was facilitating patients’ managing. Strategy 4, ‘Using 
knowledge and experience of network’ and Strategy 5, ‘Information managing and use at home’ 
were also facilitating managing. This facilitating effect of patients’ strategies are illustrated with 
green ‘plus’ in Fig 8, while hindrances are depicted with red ‘minusses’. 
The elements of the models will also be discussed in the answer to Research Question 2 and 3.  

 

 

2: Which role does patients’ use of medicines information play for the quality of long-term 
medication? 
In this thesis, I adhere to a broad definition of quality, involving clinical effectiveness, patient safety 
and patient experiences (NHS 2008; Doyle et al. 2013). This definition of quality is applied for 
answering research question 2. I include my research data on patients’ work-as-done (article 1, 2 
and 3), besides patients’ experiences on quality (question 6 of the interview guide, Appendix 6). 

As described in Chapter 3, the approach to safety is Safety-II, expressing an approach to safety with 
learning from things that go right. In this case, it is essential to mention that it is the patients’ 
definitions of what is ‘right’ with regard to healthcare quality, not the HPs. Here, I acknowledge the 
data on patients’ work-as-done, i.e. the facilitators and hindrances for their managing of medication, 
as an expression of patient safety. Facilitators, or successes, express the presence of safety (Safety-
II) while hindrances express lack of safety, according to the patients.   

The three analyses together illustrate a number of facilitators and hindrances for patients’ managing 
medication with information (Table IX). Results of the interview-studies showed that the five 
strategies applied by patients for managing medication, predominantly was facilitating their 
managing (article 1), while managing often may be hindered by – or lack of - professional MI 
(article 3). Patients who were not reading and searching WMI were self-managing less and were, 
hence, more dependent on having correct oral MI through interactions with HPs or by being helped 
by family (article 2). Table VII (p. 85) includes the ideal-types from which it is seen that patients 
managing like ideal-type III generally do not use WMI for managing.  
 
Table IX provide an overview of all facilitators and hindrances analyzed from patient interviews.  
 

Table IX 

Facilitators and hindrances for patients managing medication with information (Interview-

study 1 and 2, n=15) 

Impact on managing 

 

 

Information type 

Facilitator Hindrance 

Own 
information 
search 

Active searching 
supplementary 
WMI 

- Easy-to-read 
- Background and overview, 
- increase knowledge 

- May potentially lead to 
‘information overload’ (article 
1) but the barrier seemed to be 
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- find explanations for 
difficult medical language 

- ‘what-to-do’ yourself 
- Information on dietary 

interactions 
 

overcome fast through 
reasoning and experience (n=4) 
 

- One patient rejected searching 
any information out of fear of 
being confused  

Own experience 
and knowledge 

- Acknowledge symptoms in the 
body as an information to act 
upon 

- Do ‘trial-and-error” till feeling 
comfortable 

- experiencing with OTC-
products for individualizing 
treatment 

- ability to demand the medicine 
brand, they were used to at the 
pharmacy 

- education, civil work and 
former disease  

- Own false beliefs may be a 
barrier for a successful 
treatment (n=1)  
 

- Requires experience  

Knowledge and 
experience of 
network 

- Extra source of information (on 
treatment, supplementary 
treatment, diets and therapists 
 

- co-managing with a close member 
of the family (n=3) 

None mentioned  

Information 
managing at home 

- help ensure correct dosing of 
medication, consultation times  
 

- prepare patients for unexpected 
events 

None mentioned 

Own 
information 
search and 
Professional 
MI  

Asking 
questions/MI on 
demand of patients  

- Information in case of worries, 
i.e. on side effects or other 
treatment related concerns  
 

- Patients’ possibility of drawing 
attention to eventual needed 
changes in the medical treatment 
Patients’ possibility of having 
needed “dose of information” 
 

- “Time-independent” access to 
answers from HPs (electronic 
communication with doctors, 
access to pharmacies after-
hours, around-the-clock calls to 
doctors-on-call and home-care) 
 

- Reluctance in case of worries, 
may hinder patients in asking 
questions and giving feedback 
 

- Requires patients to have 
information and knowledge on 
the treatment 
 

- Requires the patients’ questions 
to be heard and reacted upon by 
HPs which may not always be 
the case  

Professional 
MI 
  

Dialogues with 
HP’s 

Successful dialogues with HPs, 

involving: 

 

 “Lack of dialogues” with HPs, 

involving:  
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- HPs are listening, taking notes,  
giving feedback, communicating 
in an understandable way, 
taking the time and asking 
questions 
 

- Dialogue involving a plan on 
future aspects on medication 
(‘what to do next’). 
 

- The ‘person’ (HP) as opposed to 
the ‘system’.  
 

- Patients receive tailored oral MI 
 
- Recognition of patients’ 

questions and a possibility to 
discuss worries and preferences  
 

- Possibility to discuss 
comparative MI, such as 
interactions  
 

- Relations with specific HPs 
were needed for patients 
managing like type II, III and IV 
and an advantage for patients 
managing like type I in case of 
vulnerability 

- Lack of time 
 
- Lack of answers to patients’ 
questions 
 
- Patients are not receiving tailored 
information 
 
- Patient feel rejected in case of lack 
of recognition and permissive clima 
for discussions. This may lead to the 
patients not asking questions. 
 
- Patients may lack knowledge on 
what to ask 
 
  

Lack of 
information 

- - Not having or receiving relevant 
written or oral MI or receiving 
information very late caused worries 
and doubt 
- Patients are not able to use 
information that is not present 
 
- Delayed information’ on diet- and 
medicine interactions results in 
inappropriate treatment - May result 
in patients not taking medication  
 
- May require patients to search for 
information from other sources.  
 
- Patients are not able to ask 
questions that might have helped 
manage medication 
 
- May impact the benefit of the 
medical treatment. 
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Oral information 
from HP’s 
(pharmacy, nurses)  

- reminding patients on essential 
information 
 

- is the only information provided if 
information from the doctor is 
lacking 

Depends on time and availability of 
staff so may not be provided   
 
- May be non-individualized (i.e. 
staff unaware of patients’ use of 
other medication) 

Package leaflets 
(PLs)  

- Concrete information on side 
effects, interactions and ‘what to 
do yourself’  
 

- Accessible online  
 

- Length, terminology and content  
 

- Mainly seen as a physical 
document 
  

- Eventual conflicting to oral 
information  
 

Supplementary 
WMI (easy-to-read 
tailored WMI, 
medication plans, 
educational 
material) 

- easy-to-read  
- tailored 
- information on future aspects  

 

Bad timing if not supplemented with 
oral information (n=1)  

Conflicting 
information 

- Diverging oral and WMI may be a 
potential hindrance (n=1) but 
patients in this study seemed to take 
their own stand 

 
 
While Article 1 focused on successes, some barriers and non-adopters of the strategies were 
acknowledged. Two of the strategies had the potential to be used in a way that may also hinder 
successful treatment processes (Table IX): 1) Actively seeking and using supplementary written 

information (strategy 1). In this case four users of this strategy mentioned how searches on the 
internet could potentially lead to “information overload”. However, the barrier seemed to be 
overcome fast through patients’ reasoning and experience and was hence not an actual hindrance.  
And 2) Using own background knowledge and experience (strategy 4). This result appeared from 
one patient who mentioned how her own false beliefs had been a barrier for a successful treatment.   

The hindrances of patients’ own strategies were, however, not pronounced. In practice, other 
barriers and hindrances like patients not being able to read or use the PL’s, lacking professional MI 
at the time needed, not asking questions to HP’s or feeling rejected in case of lack of recognition 
may represent more impactful hindrances. Especially for vulnerable patients, such as those 
receiving homecare, people having less network and new chronic medicine users. These hindrances 
excludes’ the potential benefitting role of the patients’ own use and provision of MI.  

Fig. 8 illustrate the influence of facilitators and hindrances on patients’ managing with MI. Patients’ 
managing is situated in the ‘process’ level of Donabedians’ model. I argue that the identified 
facilitators indicate that the medication process proceed into treatment quality (the outcome-level). 
Oppositely, hindrances may lead to hindering quality. The interpretations of patients’ successes, 
described as facilitators, hence express contributions to quality and safety of the treatment process.  
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In line with my overall theoretical frame, systems and communication theory, each of the points of 
information flow can be facilitated and/or inhibited in a way so that the treatment will proceed in a 
successful or hindered way. Acknowledging patients and HPs as co-creators of quality and safety in 
a complex medication course, and the systems’ approach with regards to the world as a whole, that 
cannot be understood as isolated but that have patterns, relations and connectedness, provide a 
frame for discussing the contributions made by patients themselves.  

I finalize the answer to Research question 2 by commenting on the results from patients’ 
‘experiences with ’quality of treatment’ (particularly with regards to MI) (ptt. 8-15, interview-study 
2, question 6, Appendix 6). Patient experiences, being a third ‘leg’ of the quality definition, may 
contribute to inducing reflections on the role of information in long-term treatment courses. When 
asked directly their opinions and experiences with quality, in general, patients replied to the 
questions of this theme by referring to examples they had already mentioned during interviews, 
which are part of the three analyses in this thesis. As described in article 3, these last answers also 
confirmed that MI made patients’ feel safe, and that this need for feeling safe may necessitate use of 
their own initiatives as well as successful dialogues with HPs. In this way their answers supported 
the results of the other analyses of the thesis, hence also supporting Fig. 8.  

However, patients were reluctant to apply the word ‘quality’ and preferred to use ‘good’ and ‘safe’ 
about quality, such as illustrated with this example:  

 “I: Would you talk about ‘quality’ in relation to your treatment?  
D: No, I don’t think I would use such a word…. I would say ‘I had a good treatment’ and ‘I felt safe about it’ 
and so on. But I don’t think it was ‘quality’ that I got. 
I: But then you equal ’quality’ and ‘good treatment’, in a way? 

D: Hmm, yes, I do, actually (…). Yes… it’s probably the same”. (Ptt. 12) 
 
Oppositely, patients used words as ‘hopeless’, ‘a bunch of nonsense’ and ‘lack of respect’ for 
expressing ‘lack of quality’. One patient underlined the importance of trust in relation to quality of 
treatment and MI, as opposed to ‘nonsense’:  

“First and foremost, it is that you believe that the person in front of you, you know that this person is doing 

the best he/she can. I mean, the information that are provided to you, it is correct and not a bunch of 

nonsense (..) I mean, that they know what they talk about and so on.  (Ptt. 11) 

Several patients had ideas to HP’s as to how to improve quality of treatment with MI. A young 
patient with Morbus Chrohn provided this example regarding exchange of MI with pharmacy staff: 

”Instead of just stating ‘You took this medication before, so you know it’, then they could start by saying 

’Well you tried this medicine before… Do you remember the side effects, or should we go through them 

together?’, That would be a more outreaching approach. It would assure you get the important 
information”. (Ptt. 14)   
 
By understanding and explaining what is really happening, Work-As-Done, and by studying the 
flow of information to and from the patient, and the relations to HPs, I argue that quality of medical 
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treatment and patient safety could be co-constructed with patients as information users and 
providers. In this thesis, I do not provide new data on the third leg of the quality definition, clinical 
effectiveness (Doyle et al. 2013). In the Discussion, however, I will touch upon the literature on 
effectiveness of MI described in the background, in relation to my results.  

 

3: How patients contribute to resilience of long-term treatment processes? 
In this thesis, I defined ‘resilience’ as “an expression of how people, alone or together, cope with 

everyday situations – large and small - by adjusting their performance to the conditions. An 

organizations’ performance is resilient if it can function as required under expected and unexpected 
conditions alike (changes/disturbances/opportunities)” (Hollnagel 2018, p. 14). I also 
acknowledged that patients’ long-term use of medicines take place in a context characterized by 
being complex and use the Safety-II and resilience approach for answering my research questions.  
 
With the Safety-II perspective, humans are not seen as risks, but as resources necessary for system 
flexibility and resilience (Hollnagel et al. 2015). Studying chronic medicine users’ reports on their 
managing with information in a Safety-II perspective made it possible to identify their experiences 
with, and adjustments to, complexity of long-term medication. I base my answer to Research 
question 3 on the facilitating adjustments performed by patients, as an expression of their 
contributions to resilience.  
 
The results indicate that patients may contribute to resilience of long-term medication processes by 
adjusting their performance, i.e. their managing with information, to the conditions. They do so in 
terms of searching and managing with more MI than received from professional sources (PL and 
oral information from HPs) and by providing information and asking questions to HP’s, in this 
thesis also named ‘feedback’ using terminology from my theoretical framework (article 1). MI from 
professional sources also enabled patients to take actions in case of side effects, treatment related 
symptoms or referrals needed (article 3) which may also contribute to resilience.  
The use of informal MI included supplementary WMI, patients own and their networks’ experience 
and knowledge, and establishing systems at home for information storage and managing (article 1).  
 
Examples of how feedback contributed to resilience include questions posed by patients and reacted 
upon by doctors and pharmacy staff. In article 1 is included an example of a male participant who 
heard about the potentially serious side effects of Pradaxa (dabigatran) and followingly wrote to the 
GP and asked if a preventive operation for my hernia might be feasible. The doctor wrote him back 
immediately with a reference to the hospital, so that the circumstances with an eventual acute 
situation (bleeding) could be prepared for (ptt. 7, article 1). Another patient described how she 
would search for help through the internet and - in case she did not find any help there - would call 
the doctor-on-call if she experienced ‘something felt wrong’ (ptt. 1, article 3).  

As illustrated in Fig, 8, patients’ provision of MI or demands for more oral MI allow the medication 
process to become circular, permitting a flow of information between the medicine users and the 
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health system. Patients’ actions were facilitated by time-independent access to electronic 
communication with HP’s, being able to call for homecare when needed, being able to find the PL 
online and asking pharmacy staff or calling doctor-on-call after-hours. For patients not able or 
willing to search more MI or to provide feedback to HPs, the flow of information may oppositely be 
hindered, and the process may be non-resilient.  
 
In this study, however, patients’ feedback was not enough for maintaining resilience of the medical 
treatment. Clearly patients experiencing that their feedback is being recognized and reacted upon, is 
important. And some patients were not able to contribute to resilience without help from family or 
HP’s (article 2). Feedback is not enough to describe a complete model for successful patient 
information on medicines but may be regarded as an ‘intermediate’ step of the information flow on 
medicines. Dialogues with, and recognition by HP’s, as important for patients’ contributions to 
resilience.  

Article 2 showed that all patients may be vulnerable and need to be recognized through dialogues 
with a HP at certain times. But patients’ potential for contributing to resilience of the medication 
process depend on one of four managing practices (article 2). They all had the potential to 
contribute to resilience, but the potential was ranging from low to possible and high (Table 2, article 
2). The actual contributions to resilience depended on how their managing type was recognized by 
HPs, and partly (type IV) on co-managing with close family. Fig. 6.a-d) illustrate the four patient 
types (Type I-IV). 

To mention examples, a patient managing like a Type-I (the ‘information juggler’) benefitted of the 
ability to use and manage with MI from many different sources. This would be an advantage when 
lacking MI from professional sources where the patient may go online or use network including 
private HPs’. A patient managing like a Type-IV may contribute to resilience, when being helped 
by family in times when in doubt. An example of potential non-resilience of a medication course is 
provided by an old patient managing like a Type-III (ptt. 3). This lady would like to discontinue 
treatment but had not been able to make herself heard by the staff. As a result, she was now 
suffering from side effects of the opioid, such as feeling sick or depressed if she did not take the 
medication.  

Conclusively, patients own information work and the recognition of patients’ feedback seem 
essential for understanding patients’ roles as information providers and for long-term medication 
processes to be resilient. Patients’ abilities for contributing to resilience of long-term medical 
treatment differ according to their managing practices. Patients may prevent treatments from taking 
wrong directions by using individual sources of information for managing medication, while 
patients relying on few sources of information are less resistant to variation from the ideal situation. 
 

PART IV: DISCUSSIONS AND PERSPECTIVE 

 
This part of the thesis consists of Chapter 7, Discussion and Perspective. In this section, I discuss 
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my findings against other literature, and conclude with future perspectives.    
  

Chapter 7: Discussion and Perspective 
In this chapter I discuss the results of my interview-studies against existing literature. After 
discussing my results through five sections, I argue for the strengths and limitations of the study, 
including quality of the thesis work with the use of criteria for qualitative research. In the end of the 
chapter, I make conclusions, perspective and propose future research. 

Discussion 
My Discussion consists of three overall themes, following up on the three research questions in 
Results. After the Discussion, this chapter contents sections on Strengths and Limitations, 
Conclusion, Need for future research and Perspectives.  
 

Patients use of MI for managing long-term medication – a systems perspective 

This thesis has focused on patients’ use of medicines information for managing long-term 
medication processes. In the analyses of interviews, patients’ proactive roles in managing of 
medical treatment with information became central, with ‘managing’ inspired by my theoretical 
approach. To my knowledge, my thesis is the first to explore chronic medicine users’ managing 
complex long-term treatments with medicines information from multiple sources, with systems and 
communication theories as a theoretical frame.  
 
The thesis investigated how patients manage with MI from several sources, including written and 
oral information from the health system and MI searched by patients themselves. I identified that 
patients are very active in searching supplementary MI and take individual initiatives for searching 
and using MI to manage medication. These initiatives, here called strategies, are not new to the 
international literature. It is well known, as described in the Background, that patients research 
online or printed written information (Morris et al. 1984; Nair et al. 2002; Ho et al. 2009; Klasnja et 
al. 2010)(strategy 1), ask questions and provide information to HPs (Elder et al. 2005; Fisher et al. 
2018)(strategy 2), use their own experience (Britten 2009)(strategy 3) and use family, network and 
patient-fora for managing medication (Kingod et al. 2017; Lindblad 2018; Cheragi-Sohi et al. 
2015)(strategy 4). Also, that patients gather and integrate medical records, web-pages, notes, and 
articles to make treatment decisions and ‘keep records’ (Tang et al. 1997; Klasnja et al. 2010; 
Cheragi-Sohi et al. 2015)(strategy 5). It is not unknown, either, that professional MI may be 
insufficient and lacking tailoring to patients’ needs as explained in the Background. What is new 
from this thesis, however, is the combined approach as to ‘what works’ for patients concerning their 
use of MI in complex long-term medication, resulting from use of the Safety-II approach. The 
description of patients’ own information strategies for managing long-term medication, as central 
and facilitating, potentially also for treatment quality and resilience, is presenting new ways of 
thinking about patients’ roles in healthcare (O'Hara JK, Canfield C, Aase 2019). In this thesis the 
work performed by patients themselves was essential for patients to manage medication with 
information, and to feel safe.  
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Patients also needed professional MI for managing treatment, and, not least, for feeling safe. Oral 
MI was important for all patients, but indispensable for some, identified as patients with dependent 
and security-seeking managing behaviors. Besides the PL, patients described receiving very little 
professional WMI as concluded by others (Raynor et al. 2007; Grime et al. 2007). Several 
participants were not able to read and understand the PL, chose not to read it, or became anxious 
reading it. Among the described facilitators of the PL patients mentioned information on side 
effects and interactions which helped them ‘take actions’, as described elsewhere (Jones and Seager 
2001; Kessels 2003; Lee et al. 2007; Haw and Stubbs 2011).  
 
With the pool of evidence on the effect of MI and patients’ needs for MI, described in the thesis’ 
Background, and results of this thesis in mind, it may be feasible to further discuss the term 
‘medicines information’. Especially in relation to the role of MI in the generally accepted approach 
to the patient as being at the center of the health system (Danske Regioner). For example, it may be 
discussed how WMI could be integrated better in other information approaches during long-term 
medical treatment, i.e. consultations with doctors, in pharmacies and in hospitals. With PLs 
presently being the only obligatory WMI, patients receive, time restrictions during consultations 
with HPs, and much MI being searched online by patients, ideas of supplying patients with more 
professional and tailored WMI may be advantageous (Kessels 2003; Dickinson et al. 2013; Eaton et 
al. 2015). Especially in the beginning of long-term medical treatment and in case of new 
medication. Patients in this thesis wanted and needed information on dietary interactions, ‘what to 
do yourself’ and interactions in line with literature mentioned in the Background. Partly, such WMI 
may already exist but, apparently, without patients using it for managing. For example, information 
on interactions is included in PLs but without sales names of medicines which may complicate 
understanding. An existing Danish homepage with information on interactions, 
Medicinkombination.dk, was not mentioned by any of the participants in this study. It may be that 
interactions are too complex to be understood in written form and may be advantageous to include 
in oral information from HPs. Also, more systematical use of other media as sources for reaching 
MI to special groups, such as visually impaired patients, who are not highly self-managing patients, 
may be feasible.  

Of interest in this study is also patients’ experiences with MI during admissions in hospitals as 
expressed by some patients. While bad timing of WMI was mentioned by one patient, others 
mentioned lack of information in the hospital, in line with other studies (Raynor et al. 2009; 
Traulsen et al. 2016). For patients and relatives to be able to participate in decisions on their own 
care no matter if being at home or in hospital, it could be argued that WMI may be offered to 
chronic ill patients during hospitalizations, in case they are interested and capable. Besides assuring 
that patient and relatives knew which medication was used, hence being able to ‘speak up’ such as 
described in the Background section, the knowledge and experience of patient and relatives may be 
easier to include. 

While the approach to ‘managing’ and ‘self-managing’ in this thesis is inspired by cybernetics, the 
work still acknowledges and contributes to the relevance of an educational approach to managing 
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(Lorig and Holman 2003; Coleman and Newton 2015). Indeed, one of the patients in this thesis 
described how self-management education had provided her with MI that enabled her to administer 
warfarin at home through electronic and telephonic contact to the hospital. The course gave her 
information on warfarin interactions with diet, that she had been missing for years. It may however 
be relevant to discuss if patients’ managing of medication in complex healthcare settings as of today 
may also include patients’ roles as contributing to resilience.  

With the systems and communication theories applied as a theoretical framework, this thesis 
focused on feedback and interconnectedness, concluding how patients’ own information and 
questions to HPs was an important part of their managing of medication. The results show that 
patients are indeed providers of MI in their medication course, in terms of questions, information 
and a demand for more information to HPs. Such feedback was an important part of their managing 
medication and allowed HPs to co-manage the treatment course which is illustrated in Fig. 8. The 
information to and from patients should be regarded as important for the overall information flow in 
treatment courses as described by others (Hepler and Segal 2003; Coulter 2012; Mulley et al. 2012). 
However, while feedback is essential for patient experiences to be accessible for HPs, feedback may 
not be enough to describe patients’ successful managing with MI in a complex health system. In 
this thesis, I found that recognition by HPs through dialogues was important for the patient to 
engage in self-managing medication. Recognition was especially important in the patient-doctor 
encounter. Being recognized as a person in other health care settings, such as the pharmacy or with 
nurses in a clinic or homecare setting, also facilitated patients’ managing. These factors influenced 
the relation positively and created a favorable context for exchange of information as described in 
Pearce’s approach to dialogic communication (Pearce 2007). Dialogue is not just pure information 
being transferred between two, or more people, such as with feedback loops, but is a social 
construction (Helder 2009; Pearce 2007). Oppositely, hindrance of patients’ managing was possible, 
such as described elsewhere (McIntosh and Shaw 2003; Stevenson et al. 2004). For all chronic 
medicine users, the dialogue with HPs at some point was important for patients’ managing of 
medication, just as described elsewhere (Dwarswaard et al. 2016; Kasper et al 2011). Being sick 
involves that patients may be vulnerable (Frederiksen et al. 2010) which was also confirmed with 
this thesis.  

On the basis of the thesis results, and as illustrated with Fig. 8 (Chapter 6), I argue that patients 
manage medicines successfully through receiving (by transmission) and providing (by feedback) 
medicines information, and through dialogue and recognition by HPs. While patient information on 
medicines is still often described in the literature as information from HPs to patient (Dixon-Woods 
2001; Grime and Pollock 2004; Kasper et al. 2011) it seems time to evaluate and accept that 
patients’ individual use, and provision, of MI is important elements of long-term treatment courses.  
It may also be useful to discuss whether ‘medicines information’ could include information from 
medicine users and relatives themselves. In practice patients’ feedback is already being used to 
increase safety in healthcare as presented in the Background, but this central role of patients may 
also be useful to include in definitions of MI. While information from medicine users and relatives 
may be less relevant in the beginning of a treatment it may be very relevant later, when the patient 
is more experienced. Including patients’ own information in definitions of MI may underline the 
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importance of patients’ roles as ‘partners in healthcare’, in line with a systems approach to complex 
medication.   
 

Patients’ use of MI and quality of long-term medication 

While the work of this thesis has a multi-dimensional theoretical framework, the overall frame is 
quality of medical treatment. I base my conclusion upon experiences of chronic medicine users for 
using and providing MI in long-term treatment courses with success, as well as acknowledging 
barriers. The discussion on quality is, hence, not related to patient outcomes such as satisfaction, 
adherence or quality of life, but as processes of information use and exchange as illustrated in Fig. 
8. As argued in the Results section, I include patients’ own successes with managing with MI in the 
process step of Donabedians’ model, hence proposing an influence of this work on the overall 
quality of long-term medication. By doing this, I aim to illustrate the systems theoretical basis 
focusing on interconnectedness between the elements of long-term medication, and to adhere to the 
overall definition of quality as including patient safety and patient experiences (Doyle et al. 2013). 
Using the Safety-II approach, my interpretations of patients’ successes express patients’ 
contributions to safety and resilience of the overall treatment (Hollnagel et al. 2013, p. 54). A new 
Danish study proposes that patient-involvement must be an integrated part of the biomedical culture 
to succeed, instead of an add-on (Breinholdt and Kallestrup 2019). This is in line with the 
conclusions from my thesis.  
 
As described in the Background, it is not new that the relation between patients and HPs is of 
importance for treatment quality, and for patient outcomes. In the interview-studies of this thesis, 
patients also described receiving and successfully using oral information from the doctor, hospital 
specialists, pharmacy personnel, clinic nurses, homecare nurses and other home care staff, narrating 
how these interactions are key to quality of care. For two patient-types, oral information from HPs 
was preferred (Type II) or even essential (Type III). This is in line with other studies showing the 
percentage of patients relying on the doctor or the pharmacist to provide information as 21-44% 
(Horwitz et al. 2009; Hamrosi et al. 2014), and that elder persons rely on interpersonal contact with 
health professionals for medication information (Carter et al. 2013). The preferred HP for 
information provision of most patients is their GP (Raynor et al. 2007; Frederiksen et al. 2010; 
Møller and Thirstrup 2013; Hamrosi et al. 2014; Kristensen et al. 2018). The relations and 
interactions with HP’s were important for the general information flow with the patient providing 
feedback. Some patients directly expressed that help from other HPs was not wanted. For other 
patient-types, dialogues with other health persons than the doctor, however, especially pharmacy 
personnel and nurses, were helpful for their managing.  
 
The identification of patients managing treatment together with family (Type IV) is in line with 
other research (Vincent and Davis 2012; Lindblad 2018; Cheragi-Sohi et al. 2015) and WHO 
recommendations (WHO 2003; WHO 2016) proposing support from family, community and other 
peers for managing therapy. Involvement of relatives has been found to identify and, according to 
patients, reduce errors (Vincent and Davis 2012; LUP 2018). However, general feedback from 
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Danish patients show that many relatives, 28 %, are not being offered to participate in decisions on 
care (LUP 2018).  

The concept of involving patients in their care in the modern health system is challenged, with 
barriers such as lack of time, electronic systems and different expectations (Nair et al. 2002; Hovey 
et al. 2010; Frederiksen et al. 2010; Daker-White et al. 2015; Duman et al. 2015; Vincent and 
Amalberti 2016; Breinholdt and Kallestrup 2019). This thesis also identified hindrances with 
obtaining information through dialogues, such as time limitations, omissions of important 
information and rejections. This required patients to search for information elsewhere or return with 
questions which some did not do. The varying provision of information from pharmacy staff was in 
line with existing literature (Traulsen et al. 2016) mentioning counselling rates from 8-100% 
depending on research method and type of prescription (Herborg 2016). One solution to this may be 
to include more HPs in patients’ care processes. Kasper et al. propose outsourcing parts of the 
information and decision-making process to other HPs or to decision aids to provide optimal 
conditions for communication in the physician patient dyad (Kasper et al 2011). Also, 
pharmaceutical care argues that all HPs involved in patients’ medication should supervise therapy, 
i.e. have a role as co-therapists including distributing and providing information (Hepler and Segal 
2003; Herborg 2016).  

The thesis results points to the importance of the human aspect of MI provision, face-to-face 
dialogue and recognition of medicine users, for the information flow on complex long-term 
medication (Fig. 8) to have the full impact on quality of care. Zipperer has described ‘humanness’ 
as ‘a crucial component of knowledge sharing for patient safety’ (Zipperer 2019, p. 55) and to 
support interpersonal interactions, through face-to-face dialogues, between patients and HPs as 
proposed elsewhere (Hovey et al. 2010; Daker-White et al. 2015; Vincent and Amalberti 2016; 
Genuis 2015). In 2010, in the Scandinavian Journal of Primary Health Care, an editorial by Olesen 
challenged the concept of ‘patient-centered medicine’ and propose instead the concept of ‘dialogue-
centered medicine’ (Olesen 2010). Olesen argue that patient-centeredness involves a risk of 
destroying the patient’s opportunity of experiencing the feeling of meeting a professional, 
knowledgeable, and skillful dialogue partner in the consultation (ibid). On the basis of the results of 
this thesis and the literature on the relevance of dialogue and patient recognition presented in the 
Background, it makes sense to highlight the relevance of the human, and individual, aspects of 
communication for safety and quality of care.  
 
Summing up, I argue that acknowledging patients’ different behaviors for managing medication 
with information, and recognizing their experiences – hence coupling patient-experienced issues on 
quality with those of health professionals - through dialogues, seem important for maximizing 
treatment quality of long-term treatment with medicines in a modern healthcare system.  
 

Patients as sources of resilience 

The information-work done by patients in this thesis might be regarded as an ‘everyday 
performance adjustment’ or ‘safe work’, and hence as sources of resilience as also described 
elsewhere (Jeffcott et al. 2009; Schubert et al. 2015; Vincent and Amalberti 2016; Fylan et al. 2018; 



 

102 
 

O’Hara, Aase and Waring 2019; O’Hara, Canfield and Aase 2019; Berg et al. 2018; Wiig and 
Fahlbruch 2019). Things did not go well because patients followed procedures and worked ‘as-
imagined’, but because they made sensible adjustments according to the demands of the situation 
(Hollnagel et al. 2015; O’Hara, Aase, Waring 2019). Many small improvements of everyday 
performance, as the ones narrated by patients in this study, may count more than larges 
improvement of exceptional performance (Hollnagel et al. 2015). A main contribution to resilience 
was patients’ questions and information to HPs, in this study referred to as ‘feedback’. Feedback 
was facilitated by time-independent access, indicating the need for information flow to keep long-
term medication stable, i.e. safe and of high quality, such as intended with the systems theories 
applied. The many examples provided in this thesis, with patients searching their own MI, asking 
questions and providing information, hence drawing attention to issues in their treatment, had they 
not intervened, would not be reported in incident reporting systems. Neither the ‘nearmisses’ 
silently solved by patients, that may have proceeded into discomfort and eventual events, such as 
tapering antidepressants correctly without receiving oral information, doing trial and error with diet 
while taking warfarin or having Morbus Chrohn, and changing to another GP to get referrals to the 
right medical treatment for arthritis in spinal joints. Nor the prevention of potentially serious, or 
even deadly, side effects mentioned by the dabigatran user contacting the GP for a referral 
regarding his hernia. These examples are just little variations in day-to-day practices of medication 
use. But for the patients, their own abilities to solve them may have major influence on the quality 
they perceive. This thesis shows, that having the right information at the right time influences the 
feeling of control and feeling safe about the treatment.  
 
Acknowledging patients’ changing illness trajectories, perspectives and varying needs for 
information besides the pharmacological and organizational complexity of multiple medications, 
long-term medication may easily be regarded as a non-linear process, needing ‘managing and 
controlling’ by the single unit experiencing the entire trajectory, i.e. the patient. With the resilience 
approach, clearly the patients’ experiences are essential for learning about and maintaining safety 
(O’Hara, Aase, Waring 2019). Patients’ feedback is important because resilience is a function of 
how knowledge and expertise are negotiated, distributed and communicated across multiple actors 
(Schubert et al. 2015, p. 219). 
 
In this thesis, patients’ abilities to be a source of resilience depended on their managing type, with 
the ‘information-juggling’ Type-I having a high resilience potential, and the resilience potentials of 
other types depending on the support from HP’s or family. This is in line with literature stating that 
resilience strategies involving reading will not help if a patient is illiterate, and strategies involving 
network will not help if the patient does not have one (Furniss et al. 2014). Also, the role of family 
as a part of patients’ managing medication, as with patients managing like Type IV in this thesis, 
have been discussed elsewhere. Families may reduce variation in health care activity by supporting 
patients or by providing direct care (Cheraghi-Sohi et al. 2015; O’Hara, Canfield and Aase 2019; 
Lindblad 2018). This calls for regarding family and caregivers as partners in care, rather than 
simply as active agents in shared decision-making (Lindblad 2018; O’Hara, Canfield and Aase 
2019).   
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While patients and families hence may contribute to resilience they cannot be regarded as resilient 
individuals. Safety is not found in a single person, device or department but is created and 
sometimes broken in systems, not individuals (Woods and Cook 2002) and resilience is a property 
of the “system as a whole” not of individuals (Sturmberg 2018). At the same time, chronic medicine 
users need to experience healthcare with its many subsystems as aiming for resilience and 
responding to feedback (Strachan 2013). The issue is finding systemic vulnerabilities, not flawed 
individuals (Woods and Cook 2002). Through patient feedback, the vulnerabilities of the 
medication process may be identified and hence, improved.  
 
With the resilience approach, the classic of ‘compliance’ and ‘adherence’ is challenged (Furniss et 
al. 2014; O’Hara, Aase, Waring 2019; Leistikow and Bal 2020). What might normally be described 
as patients’ ‘non-adherence’ may involve patients’ contributions to resilience (Furniss et al 2014). 
Whereas improving resilience is about learning from things that go right and Safety-II, improving 
compliance is in line with Safety-I and learning from things that go wrong (Leistikow and Bal 
2020). ‘Routine adjustments’ may involve taking medication as part of certain routines and 
avoiding times which could be more unpredictable and prone to forgetting, and carrying around 
medication so that it is available wherever the patient may be (Furniss et al. 2014). In this thesis, 
examples of such adjustments may be to stop taking cholesterol lowering medication after reading 
about its lack of effect and potential negative consequences, to eat red meat during treatment with 
warfarin because this did not cause any problems for the patient, and to take prolonged-release 
medication once a day instead of twice, as advised by the doctor, because this gave the patient a 
better effect. Is has been proposed that some non-adherence to medication is structurally induced by 
the healthcare system, so that the understanding of ‘adherence’ in reality should be broadened with 
less focus on individual culpability (May et al. 2009). Exploring patients’ WAD with MI as in the 
present thesis, may contribute to understanding how non-adherence may occur as a result of the 
hindrances from MI provision. And how medicine users and their families may ‘dampen’ day-to-
day variation in healthcare as described by others (O’Hara, Aase, Waring 2019). Even though it is 
well-established that non-adherence may cause treatment failure, as described in the Background of 
this thesis, this may not always be the case. 
 
In this thesis, results have been obtained using the Safety-II approach to safety with complex long-
term medication. Transformation of the patient safety movement may require co-existing of Safety-
II with Safety-I, i.e. combining focus on what fails and what goes right in healthcare (Braithwaite et 
al. 2015 a); Leistikow and Bal 2020). Further changes as to the professionalism for the discipline of 
patient safety and quality may also be needed (Smith and Valenta 2018). As indicated by this thesis, 
patients’ experiences may be valid indicators of the quality and resilience of the treatment course. 
Although it is not new to include patients’ knowledge and experiences in treatment processes, 
seeing patients as contributing to resilience of the health care system requires new ways of thinking 
(Schubert et al. 2015; Berg 2018; Fylan et al. 2018; O’Hara, Canfield and Aase 2019; O’Hara, Aase 
and Waring 2019; Wiig and Fahlbruch 2019). With the complex health system of today, 
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acknowledging and recognizing chronic medicine users as contributing to overall quality and safety, 
albeit at different levels, should be an integral part of a modern and resilient healthcare system.  
 

Strengths, limitations and quality  
In this section I discuss the strengths and limitations of my study. First, I discuss the general 
strengths and limitations of my research, and then I proceed with a section on quality criteria for 
doing qualitative research and its application in this thesis.  
 

Strengths and limitations  

The results of this thesis build on two qualitative interview studies with fifteen chronic medicine 
users. The interviews were in-dept, lasting from 1 1/4 - 3.40 hours and were conducted in two steps 
in 2015 and in 2017, allowing time for understanding the research phenomenon, and for analyzing 
results from the first interview-study before sampling patients for interview-study 2. This two-step 
approach provided a unique opportunity for understanding the role of medicines information in 
medical treatment processes and for interpreting data. The major strength being the semi-structured 
interviews allowing for nuances of the patient-reported daily successes and barriers. The Safety-II-
approach used in this thesis to learn from patients about facilitators and hindrances of using 
information for managing medication seemed to contribute to a more nuanced approach to quality 
and safety, involving users as contributing to overall quality and resilience of long-term treatment 
processes.  
 
I chose a heterogeneous group of chronic users of medicines, focusing on achieving a high degree 
of variation of age, symptomatology of conditions, side effects of medicines and the potential for 
patient harm. By choosing this group of participants, I did not adhere to definitions of chronic 
disease or diagnosis, but instead focused on self-management processes across a wider use of risk 
medications and range of patient characteristics. This focus on the ‘breath’ of the group, instead of 
the ‘depth’, may be a limitation. However, knowledge about self-management processes across 
various patient populations, may also be regarded as a strength, as proposed in a recent literature-
review of self-management in chronic conditions (Schulman-Green et al. 2012). Indeed, many of 
the patients in this thesis (n=11, Table 1, article 1) used other chronic medication as well, indicating 
that results may be independent of certain types of medicine. I also did not aim for making 
conclusions as to differences in patients’ respective use of medication and conditions. Nor did I aim 
for investigating differences, such as eventual differences based on diseases, ages, socio-economy 
or health literacy. For such a purpose, my sample was too small. Eventual differences would have to 
be investigated in a larger qualitative study.  
 
A limitation with this thesis is the single-interview design. A design with re-interviewing, more 
participant observation, or even participating in parts of patients’ meetings with HPs (following 
them to a pharmacy, the doctor, the hospital etc.) may have provided more nuances on complexity 
and variability. I discussed the possibility of re-interviewing with my supervisors at the time, and 
we agreed that the interview results were already very rich, and that it would be very time-
consuming to re-interview or chose other designs. Already, interview-study 1 identified preliminary 
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and relevant themes to answer the research questions. I found that interviewing new medicine users 
in interview-study 2 provided sufficient complexity, and a good basis for further analysis. The 
results of this thesis hence represent analysis of patient-perceived daily practices, variations and 
relations as well as patient-perceived complexity and variability of everyday life. A more nuanced 
picture of daily variations and relations, between patients and HPs, must be investigated in future 
research. 
 
With responders having to answer questions through individual interviews, the self-reported bias 
‘recall bias’ may occur (Coughlin 1990; Althubaiti 2016). However, such errors are systematic 
errors normally seen with comparative or case-control studies in epidemiological research (ibid). As 
participants in the current study described their day to day practices (‘work-as-done’), and also, 
were very heterogeneous, I find that the risk of systematic recall bias is not apparent. Also, 
participants were very motivated to join and had time before the interview to think about their 
practices, which may also reduce recall bias (Coughlin 1990).  
 
The focus of this thesis is on medicines information, but in the literature search it was difficult to 
separate results from investigations on ‘medicines information’ from the broader ‘health 
information’. Therefore, studies that mentioned MI as a part of health information were included. I 
excluded studies where information on ‘medicine’, ‘treatment’ or alike was not mentioned. 
 

Quality criteria  
Qualitative studies aim at documenting the qualitative variability of a studied phenomenon, not 
statistical generalizability. Evaluation of qualitative research implies assessing the knowledge 
claims and the communication and contextualization of research findings (Stige et al. 2009, p. 
1505). In the qualitative part of the thesis, I adhered to quality criteria for doing qualitative research, 
including transparency, reflexivity, relevance, validity and usefulness (Malterud 2001; Mason 2002; 
Stige et al 2009). Trustworthiness was also adhered to through peer debriefing (Hadi and Closs 
2016), thick descriptions (ibid) and reflexivity (Mason 2002; Malterud 2001; Hadi and Closs 2016) 
All interviews were performed and analyzed in the same way methodologically, and themes found 
in analysis of interview-study 1 with just seven patients were recovered and further developed in 
interview-study 2, indicating general validity of results (Mason 2002). 
 
As a pharmacist and Master of professional communication, I indeed reflected on possible 
preconceptions, I may have had, as also described in Chapter 4. Therefore, I specifically aimed at 
adhering to transparency and reflexivity criteria (Malterud 2001; Mason 2002; Stige 2009). I did 
this in several ways:  
1) I aimed at making the material as transparent and systematic as possible for the reader. This 
involved presenting as much interview data as possible, including my own questions as an 
interviewer.  
2) I developed a new model (Chapter 6) depicting thesis’ results with the help of central theoretical 
elements 
3) I assured that interviews were performed and analyzed in the same way methodologically.  
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4) I worked in a systematic manner, developed and followed protocols, research questions as well 
as following the themes brought up by interviewees. 
5) I presented to, and discussed my data with other researchers at international meetings and 
conferences (RHCN 20188, NSQH2018 9) as well as at internal research-meetings at the Centre of 
Quality, at Copenhagen University and in a national forum for researchers working with clinical 
pharmacy. This have been a transparent process opening up for useful questions and input to my 
research, which contributed to developing the connection between my data, methodologies and 
applied theories, as also called communicative validity by Kvale (Kvale 1997).  
 
By relevance, I understand how the research contributes to the development of the involved 
disciplines or interdisciplinary fields (Stige et al. 2009, p. 1511). I did reflect upon how the results 
of the thesis contributes to existing theories and also how it contributes with new knowledge. The 
articles hence aimed to answer contextual questions on information use in long-term treatment that 
had not been answered by other research.  

The quality criteria ‘validity’ is also relevant for my work (Malterud 2001). I specifically searched 
for articles on patient information on medicines for the Background. However, as described, some 
of the literature identified discuss ‘health information’ in broad, including ‘medicines information’.  
Studying the patients’ perspectives through interviews, these aspects may be difficult to keep 
separate. For the participants in this thesis, medicine appeared to be an integrated part of patients’ 
illness narratives, which lead to the analyses containing passages of patients’ descriptions of 
medicine as a part of the overall treatment. As the thesis’ aims to learn about the role of medicines 
information from medicine users themselves, I regard the described approach as valid for my 
results.   
 
Sampling patients across three different types of medicines did increase variation as opposed to 
investigating just one group of medicine users. However, with fifteen chronic medicine users as 
sources for patient interviews, the variation may not have been exhaustively described. Two third of 
participants were females so there might be a lack of representation of male behaviors with 
information. It seemed more difficult to recruit male respondents than female, and one male patient 
declined on the day of the planned interview. Genuis found that men primarily talk with their 
physicians and partners while women to a higher degree use their network (Genuis 2015). As I 
sampled patients partly through patient organizations and network, it may be relevant to consider 
the sampling method with the aim of including more males in a larger scale, future study.  
  
The median age of participants was high (71 in interview-study 1; 64,5 in interview-study 2; 71 in 
total), indicating that maximum variation was not achieved according to heterogeneity of ages. 
However, it is still representative for the population of chronic medicine users in risk for patient 
safety incidents, where age, comorbidities, polypharmacy and high age are risk factors (Thomsen et 

 
8 7th Resilient Health Care Meeting, 2018 

9 5th Nordic Conference on Research in Patient Safety and Quality in Healthcare 2018 
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al. 2012). Participants used many other medications, and suffered from co-morbidities, which is 
representative for a chronic patient population (Almodovar and Nathan, 2019). Finally, this 
sampling method might not have been identifying chronic medicine users with little use of network, 
established patient organizations and HPs, as these were channels through which participants were 
sampled. The channels used for sampling participants might have influenced the choice of 
participants. Fig. 1 in article 2 highlights indeed, that there was no patient-type identified with 
limited self-managing of medication with information and low dependence on a relation to HPs (the 
lower left part of Fig. 1, appendix 2). While other patient types for managing medication may exist, 
this thesis aimed to learn from users about successes with the use of information in long-term 
treatment processes. The identification of common patterns of patients’ narratives, despite of age, 
sex and disease, across a sample with a broad variability in characteristics, indicate general validity 
of results. 
 
As described in Chapter 4 and 6, patients in interview-study 2 were asked about their view on 
quality of treatment and to give feedback on a new tool for obtaining patient feedback. Results from 
this minor part has been included in article 3 and Chapter 6. While this was a minor part of the 
thesis, patients’ experiences of what quality and safety is, is certainly an interesting field that should 
be investigated further.      
 

The use of resilience of medication processes as concepts for interpretation was challenging. After 
many years of theoretical development in the field of resilience, methodological challenges of 
resilience studies are described (Berg et al 2018; Wiig and Fahlbruch 2019). According to a recent 
book on resilience, so far there has been emphasis on building theories, and a lack in empirically 
proving the theories (Wiig and Fahlbruch 2019). As described by Berg et al (2018) methodological 
focus in the field of resilience should embrace complexity and the adaptive capacities of the system 
as a whole by integrating data sources at the micro, meso, and macro levels. Patients and families 
are under-represented in studies investigating resilience (Schubert et al 2015; Berg et al. 2018; 
O'Hara, Canfield, Aase 2019). However, triangulation with experiences from nurses, doctors or 
pharmacists may hence have strengthened results and increased the complexity in my thesis.  
 
It might have been expected to see more barriers to patients’ own information work than the ones 
found in interview studies. The reason for this could be, that the focus among patients and myself as 
an interviewer was on successes. Aiming to learn primarily what worked, instead of what did not, I 
did not search for barriers, but acknowledged the barriers mentioned. These barriers are all 
described in article 1, 2 and 3.  
 
With ‘usefulness’, I refer to value in relation to practical context of long-term medication (Stige et 
al. 2009, p. 1510). It refers to the impact in relation to real-world problems (ibid, p. 1511). I adhered 
to this criterium by aiming to critically reflect upon my results in the Discussions of articles and 
thesis. Involving the view of HPs on my results may have nuanced the usefulness of my results, and 
I propose that future research should include the perspectives of these healthcare actors. 
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Conclusion 
This thesis shows that chronic medicine users manage medication with information from different 
sources, including from their own searches and information from the health system. With the use of 
Safety-II, involving an approach to humans as essential for ‘everyday performance adjustment’, the 
thesis identified five information strategies applied by patients to facilitate treatment. The strategies 
illustrate patients’ contributions to safety and quality of treatment by their active behavior in 
searching supplementary information. Second, a typology of four different patient practices for 
managing medication with information was developed, distinguishing patients’ self-managing on 
their own, with family and through relations with health professionals. Patients’ abilities for 
facilitating treatment quality was influenced by their managing behavior and by recognition through 
dialogues with health professionals. Third, the thesis identified how written and oral medicines 
information from the health system may facilitate or hinder patients’ managing of medication. 
Facilitators enabled patients’ active participation in their treatment, whereas hindrances complicated 
or prevented patients’ potential contributions to quality and resilience of the process. Results from 
the three analyses are presented in a new model, highlighting the central role of patients’ managing 
with information for processes leading to improved quality and patient outcomes. It may be time to 
evaluate and develop approaches to medicines information in long-term medication processes, also 
acknowledging chronic medicine users’ contributions to quality and safety. Understanding and 
supporting patients’ different “safety-practices” and self-managing with information may be an 
integral part of a modern and resilient healthcare system. 
 
  

Need for future research 
While this thesis has included broad perspectives, it leaves some important questions for future 
research. More research would surely be needed for exploring results and for identifying nuances. I 
believe that HPs, and the health system itself, should be able to draw on all aspects of evidence for 
long-term treatment with medicines, including patient's perspectives and their roles in contributing 
to treatment successes. I would recommend that the field that I touch upon in this thesis is explored 
in both qualitative and quantitative settings.  

First, it would be interesting to discuss and explore my results with chronic medicine users 
themselves, as a validation of the findings but also as an exploration of future themes to address in 
research. This could be in terms of focus group discussions with chronic medicine users. Also, 
discussing the results in focus groups with patients and HPs together, exploring their practical use 
and implications, would be interesting. Involving medicine users more actively in the design of 
research on the role of information and communication would definitely also be intriguing.  

Second, with this qualitative study as limited in size, it would definitely be relevant to investigate 
the findings in a larger qualitative study. A larger study may also include 'social inequality’ and 
health literacy' as parameters for patient types. Also, a quantitative study on the patient types would 
be relevant, aiming for clarity as to differences and similarities of patient types.  
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I am also keen on proceeding research on the optimal circumstances for information sharing and 
communication in healthcare settings, involving a further exploration of the developed model, the 
‘Safe Patient’ tool and its practical implications. This would involve obtaining more of patients’ 
experiences with the information they receive and use, and their views of its value in supporting 
them to be in control of their own care.  

The concept of patients as resilient partners needs to be investigated further as well as the 
exploration of what medicine users’ perceptions of quality is. Future research should aim to 
understand and explore the role of patients’ for improving resilience of medicines processes and 
quality of medical treatment. 
 
As stated in the Limitations section, I did not involve HPs in this thesis work. On the basis of the 
results of this thesis, it would be interesting to consider a Safety-II approach to studying the 
contributing role of information providing of other HPs, including nurses, medical secretaries and 
pharmacy personnel. Acknowledging the contributions of other healthcare actors would give a more 
complete picture of the flow of information to patients. 
 
Following patient journeys over time, including patients’ meetings and interactions with HPs, and 
ideally also describing the experiences of the HPs in parallel and comparing the two discourses in 
the end, would also be interesting to pursue. Time’ and ‘timing’ of information giving was 
important for patients and would be relevant to investigate further in qualitative and qualitative 
settings. This could be performed in terms of re-interviewing medicine users, or simply by 
analyzing single interviews like the ones in this thesis, through other theories.  
 

Perspective 
This thesis is a theoretical and practical contribution to the role of medicines information in 
complex medication processes. The results and themes discussed may be useful for HPs in medical 
practice, pharmacies, hospitals and other healthcare settings. Hopefully, the results may inspire to 
acknowledging and recognizing chronic medicine users as contributing to overall quality and safety 
of long-term medical treatment, hence coupling patient-experienced issues on quality with those of 
health professionals, as an integral part of a modern and resilient healthcare system. 
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Information to healthcare actors on sampling of patients 

 

- Interviewstudy 1 (2015)   
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- English version 
 

- Interviewstudy 2 (2017) 
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Interviewstudy 1 – 2015  

 

Danish version of letter sent to health professionals in interview-study 1 with the aim of 
sampling chronic medicine users (GP, hospital specialists, physiotherapist, pharmacy staff)  
 
Kære (læge, apotek, hospitalslæge, fysioterapeut)  
 
Tak fordi du vil hjælpe med at finde en kronisk medicinbruger til mit Ph.d. projekt, hvor jeg 
undersøger, hvordan kroniske medicinbrugere modtager, bruger og forstår information om deres 
medicin i forløbet. 
 
Jeg vil gerne have adgang til 1-2 patienter fra almen praksis. Der er tale om et enkelt interview. 
Jeg kan komme hjem til patienten eller vi kan mødes et andet sted efter patientens valg.   
 
Det skal enten være en kronisk smertepatient (langvarig smertebehandling) eller en AK-patient, 
indenfor følgende kriterier:   
 

A) Patienter i kronisk smertebehandling: Patienter i behandling med smertestillende medicin: 
Min. ét NSAID svarende til 400 mg ibuprofen eller derover, eller opioid (svagt eller stærkt) 
på recept i mindst 3 måneder. Denne slags smertestillende medicin bruges i dag af en meget 
heterogen patientgruppe, herunder bl.a. patienter med slidgigt, spændingslidelser, 
diskusprolaps, ryglidelser, depression (og evt. kræftpatienter med senfølger af behandling). 
 

B) Patienter i AK-behandling: Patienter i behandling med antikoagulatia (warfarin eller et 
nyere oralt middel, f.eks. rivaroxaban). Antikoagulantia er én af de lægemiddelgrupper, der 
er flest rapporter om UTH på, og rapporterne er potentielt ganske alvorlige. 
Uhensigtsmæssig behandling fører til mange indlæggelser og dødsfald. Og det er en 
behandlingsform, der kræver meget af patienterne. De skal følge kontrollerne, der er 
kostrestriktioner (k-vitamin-antagonister) og mange lægemiddelinteraktioner. Ligeledes 
kræver behandlingen meget af behandlerne, bl.a. pga. laboratorietest. 

 
Begge typer af patienter må gerne have comorbiditet og polyfarmaci og evt. 
sektorovergangsproblematikker.  
 
Herudover skal den samlede gruppe af patienter til studie 1 skal adskille sig ved:  køn, alder, 
uddannelse, varighed af behandling, race (men skal kunne tale dansk), ægteskabelig status 
(samlevende/enlig). Kodeordet for studiet er "variation".  
 
Er det noget, du kan hjælpe med?  
Jeg vedlægger informationsmateriale til patienterne og glæder mig til at høre fra dig.  
 
Mange tak på forhånd, 
 
Med venlig hilsen 
Marianne Møller 
Ph.d. studerende, Cand.pharm. 
Center for Kvalitet, Region Syddanmark  



English version of letter sent to health professionals in interview-study 1 with the aim of 
sampling chronic medicine users (to GPs, hospital specialists, physiotherapist, pharmacy staff)  
 
Dear (healthcare actor) 
 
Thank you for helping with recruiting a chronic medicine user for my Ph.d. project. In this project I 
am investigating how chronic medicine users receive, use and understand information on their 
medication during treatment courses. 
 
I would like to recruit 1-2 patients from general practice. There is a need for one interview with the 
patient, only. I can meet the patient at his or her home, or we can meet another place according to 
the choice of the patient.   
 
At this time of the study, I prefer that the patient is a chronic user of painkillers or anticoagulants, 
with the following criteria:   
 

A) Patients using medicines for chronic pain: Minimum one NSAID equivalent of 400 mg 
ibuprofen or above per day, or an opioid (weak or strong) on prescription for at least 3 
months. This kind of pain killers is today used for at very heterogeneous group of patients, 
including patients with arthritis, tension-type conditions, disc herniation, back pain, 
depression and eventually cancer patients with late side effects of treatment. 
 

B) Patients using anticoagulants: Patients treated with warfarin or a new oral anticoagulant, e.g. 
rivaroxaban. Anticoagulants are among the groups of medicine with most reports on 
unintended events and the incidents may be serious. Unintended treatment lead to many 
hospital admissions and mortality. Also, it is a complex treatment for patients who has to 
follow controls, undergo dietary restrictions (vitamin K antagonists) and many interactions 
with other medication. At the same time, the treatment is complex for prescribers, e.g. 
because of laboratory testing. 

 
Both types of patients may have comorbidities and use medicines for other conditions 
(polypharmacy). Also, patients having been experienced treatment in other sectors are relevant. 
 
Besides, I aim to recruit patients of both sexes, all ages (>18), education, duration of treatment, race 
(but must be able to speak Danish), marital status (married/co-living/single etc.). The study aims for 
variation among participants.  
 
I would be really pleased if you are able to recruit 1-2 patients with these characteristics.  
I attach information to patients and am looking forward to hearing from you.  
 
Thank you very much in advance  
 
Sincerely,  
Marianne Møller,  
Ph.d. student, MscPharm,  
Center for Quality, Region of Southern Denmark  
 
 



Interviewstudy 2 - 2017  

 

Danish version of letter sent to health professionals in interview-study 2 with the aim of 

sampling chronic medicine users (GP, hospital specialists, physiotherapist, pharmacy staff)  
 

Kære (healthcare actor) 
 
Tak fordi du vil hjælpe med at finde en kronisk medicinbruger til mit Ph.d. projekt.  
 
I mit Ph.d., der er lidt over halvvejs, fokuserer jeg på, hvordan kroniske medicinbrugere modtager, 
bruger og forstår information om deres medicin i forløbet. 
 
I fase 2 inkluderer jeg patienter, der har brug for medicin til at undgå symptomer med tre forskellige 
tidshorisonter, herunder med kort, middel og lang sigt. De tre patient-grupper’s medicinering kan 
derfor karakteriseres som: 
 
- Symptomdæmpende (for eksempel brugere af smertestillende medicin) 
- Symptom-/anfalds- og progressionsprofykalse (for eksempel brugere af binyrebarkhormon og 
immunmodulerende medicin) 
- Risiko profylakse (for eksempel brugere af antikoagulantia, statin) 
  
Konkret fra almen praksis er jeg interesseret i 1-2 yngre (evt. midaldrende) patienter fra "anfalds-
gruppen", dvs. der er kroniske brugere af steroid/immunmodulerende medicin, fx pga. reumatoid 
artrit, astma, mave-tarm lidelser eller smerter.  
 
Hvis I har en yngre interesseret patient fra én af de andre to grupper, har det også interesse.  
  
Comorbiditet er ikke et eksklusions-kriterium, og jeg søger bred variation på køn, alder, marital 
status, uddannelse/beskæftigelse, anden medicinering og socioøkonomi. Patienterne skal have brugt 
medicinen i mindst 3 måneder og skal påregnes at skulle fortsætte længe med det. 
  
Det ville være fint med en relativt "nykonstateret" patient, hvis det er muligt.  
    
Jeg vedlægger Lægmands-resumé til dig, samt en kort introduktion til interesserede patienter, samt 
en længere deltager information til patienter, der siger ja til at deltage.    
 

Med venlig hilsen 
Marianne Møller 
Ph.d. studerende, Cand.pharm. 
Center for Kvalitet, Region Syddanmark  



English version of letter sent to health professionals in interview-study 2 with the aim of 
sampling chronic medicine users (to GPs, hospital specialists, physiotherapist, pharmacy staff)  
 
Dear (healthcare actor) 
 
Thank you for helping me with recruiting a chronic medicine user for my Ph.d. project.  
 
In this ongoing Ph.d. project, I am investigating how chronic medicine users receive, use and 
understand information on their medication during treatment courses. 
 
In the second phase of the study, I include patients who need medication with three different time 
horizons of effect of their medication, including short, middle and long-term effects. The three 
patient groups may be characterized as patients using:  
 
- Symptom-reducing medicines (e.g. chronic users of painkillers) 
- Symptom-/attack and progressions prophylaxis (e.g. chronic users of steroids or immune-
modulating medicine) 
- Risk prophylaxis (e.g. users of anticoagulants or statin) 
 
I would like to recruit 1-2 patients from general practice, preferably younger or middle-aged, and 
from the ‘attack’ group. This may include chronic users of steroid/immune-modulating medicine for 
treatment arthritis, asthma, stomach conditions or pain.  
 
If you have a younger interested patient from one of the other two groups, I am also interested in 
speaking with him or her. 
 
Comorbidities are not criteria for exclusion, and I aim to recruit patients of both sexes, all ages 
(>18), education, duration of treatment, race (but must be able to speak Danish), marital status. The 
patients must have been using the medicine for at least 3 months and should be expected to continue 
using it for a long time.  
  
It would be great if you are able to recruit a patient with a relative recent diagnosis for chronic 
medicine use, if possible.   
 
I attach my layman-resumé for you, and information for patients who are willing to participate.  
 
Thank you very much in advance.  
 
Sincerely,  
Marianne Møller,  
Ph.d. student, MscPharm,  
Center for Quality, Region of Southern Denmark 



Appendix 5  
 
Participant information  

- Participant information interview-study 1 (June 2015)  

- Danish version 
- English version 
 

-  Participant information interview-study 2 (Feb 2017) 

- Danish version 
- English version 

 

 

 

  



Danish version 1, juni 2015 

 

Skriftlig deltagerinformation til videnskabelig undersøgelse 

 

Undersøgelsens titel: 

”Information i medicinske behandlingsforløb – et styringsredskab for kvaliteten” 
Center for Kvalitet i Region Syddanmark og Syddansk Universitet vil undersøge betydningen af 

information om medicin for kvaliteten af en behandling i sundhedsvæsenet. Før du beslutter dig 

for, om du vil deltage i undersøgelsen, skal du fuldt ud forstå, hvad den går ud på, og hvorfor vi 

laver den. Vi vil derfor bede dig om at læse denne deltagerinformation grundigt. 

 

Oplysninger om undersøgelsen 
Baggrund for undersøgelsen: Undersøgelsens fokus er patientsikkerhed og kvalitet ved 

behandling med medicin. Mere specifikt handler det om betydningen af information om medicin for 

patientsikkerhed og kvalitet. 

 

Mangelfuld information kan være årsag til at patienter får en uhensigtsmæssig behandling med 

medicin. For eksempel ved at en patient bliver skadet ved en såkaldt ”utilsigtet hændelse”, 
afbryder en behandling på grund af bivirkninger eller ikke får den ventede virkning af en medicinsk 

behandling. 

 

Omvendt ved vi, at skader og uhensigtsmæssig behandling med medicin kan forebygges med 

information. Og at den måde, information bliver givet på har betydning for, hvordan den bliver 

forstået. 

 

Formål med undersøgelsen: Formålet med undersøgelsen er at undersøge, hvordan information 

om medicin kan medvirke til at sikre en hensigtsmæssig behandling. 

Det, undersøgelsen vil have svar på, er: 

 Hvordan patienter bruger information om deres medicin til selv at styre deres behandling. 

 Hvordan den information, som patienter giver til deres læge/behandler, bliver brugt af 

sundhedsvæsenet til at styre en patients behandling 

og 

 Hvordan tidspunktet for udveksling af information om medicin kan påvirke kvaliteten af en 

behandling. 

 

Metode og teori:  

Undersøgelsen bruger kvalitativ metode, hvor deltagernes viden og erfaring 

bruges til at give generel viden, som andre patienter, og sundhedsvæsenet, kan få glæde af. Dette 

foregår ved et interview med den forsøgsansvarlige, som er ph.d. studerende og farmaceut. 

 

Undersøgelsen bygger på teori om kommunikation og sammenhænge. Ved at undersøge de 

mange forskellige måder at bruge og formidle information på, kan man lære af både det, der går 

godt og det, der går mindre godt. 

 

Ved på denne måde at undersøge kvalitet i sundhedsvæsenet kan patienter kunne få en mere 

sikker og effektiv behandling med medicin. 



 

Deltagere:  

Som deltagere ønsker vi personer, der i en længere periode enten har brugt medicin 

mod smerter (NSAID, morfin eller lignende) eller antikoagulerende medicin (warfarin eller en nyere 

type AK-medicin). Deltagerne må gerne have andre sygdomme og symptomer. 

 

Patienter skal være over 17 år, myndige, og underskrive informeret samtykke for at kunne deltage. 

Vi forventer, at ca. 25-30 personer i alt skal deltage i undersøgelsen. 

 

Tidsplan: Hele undersøgelsen forløber over 3 år. Den første undersøgelse starter i juni 2015 og 

varer til slutningen af året. I 2016 vil der blive iværksat en ny del-undersøgelse, med andre 

patienter. Resultaterne analyseres og formidles løbende, men hele undersøgelsen forventes fuldt 

afsluttet i 2018. 

 

Godkendelse af undersøgelsen: Undersøgelsen er godkendt af Datatilsynet og Videnskabsetisk 

Komité er orienteret. 

 

Deltagelse i undersøgelsen 
Hvis du siger ja til at deltage i undersøgelsen, vil du deltage i et personligt interview af 1- 1/2 times 

varighed. 

 

Interviewet foregår et sted, du vælger. Det kan for eksempel være i dit hjem. 

Under interviewet vil du blive spurgt om din kontakt til sundhedsvæsenet, din medicin og hvilken 

information, du har om den. Du vil også blive spurgt om, hvordan du bruger information om din 

medicin og din behandling. Interviewet vil også handle om, hvilken information, du giver din 

behandler om din medicin og din behandling. 

 

Dine oplysninger bliver optaget på bånd, og skrevet ind på elektronisk form på en anonymiseret 

måde. Oplysningerne fra alle deltagerne vil blive analyseret samlet for at søge generelle træk i 

deltagernes erfaringer. 

 

Det er kun den forsøgsansvarlige, der har adgang til dine personlige oplysninger, og hun har 

tavshedspligt. Dine oplysninger vil ikke blive videregivet og resultaterne vil kun blive offentliggjort i 

anonymiseret form. Din læge får således heller ikke adgang til andre oplysninger om dig, end dem 

du selv giver ham/hende. 

 

Det er frivilligt at deltage i undersøgelsen, og du kan når som helst, og uden at give en grund, trække dit 

samtykke tilbage og dermed ikke deltage mere. Det får ikke konsekvenser for din øvrige 

behandling, hvis du trækker dit samtykke tilbage. 

 

Fordele og ulemper: Der er ikke nogen umiddelbare fordele for dig ved at deltage i 

undersøgelsen. Men resultatet af forsøget kan på lang sigt hjælpe i sundhedsvæsenets arbejde 

med at øge kvaliteten af behandling og patientsikkerhed. 

 

Der er ikke andre ulemper ved studiet end tidsforbruget ved samtalen/samtalerne med forskeren. 

 

Etik: Der er ikke etiske udfordringer ved undersøgelsen, da du samtidig får den sædvanlige 

behandling ved lægen. 

 



Adgang til forsøgsresultater: Når dele eller hele undersøgelsen er afsluttet, kan du få de 

anonymiserede resultater ved at kontakte den forsøgsansvarlige. 

De anonymiserede resultater fra undersøgelsen vil blive publiceret i ét eller flere forskningstidskrifter. 

 

Økonomi: Studiet er en del af en ph.d.-uddannelse og er støttet af Center for Kvalitet i Middelfart, 

Region Syddanmark og Syddansk Universitet. 

Der ydes ikke et deltager-honorar, men evt. transport-udgifter vil kunne dækkes. 

 

Kontakt til forskeren: Hvis du vil deltage eller vide mere om undersøgelsen, er du meget 

velkommen til at kontakte den ansvarlige forsker: 

 

Farmaceut, Ph.d. studerende Marianne Møller 

Center for Kvalitet, P.V. Tuxensvej 3-5, 5500 Middelfart, Region Syddanmark 

Telefon: 23824197 (bedst hverdage mellem kl. 9 og 18) 

Mail: marianne.moller3@rsyd.dk 

 

Hvis du beslutter dig for at deltage, vil vi bede dig om at underskrive en samtykkeerklæring. 

Husk, at du har ret til betænkningstid, før du beslutter dig for, om du vil underskrive 

samtykkeerklæringen. 

 

På forhånd tak. 

Center for Kvalitet 

Region Syddanmark 
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English version June 2015 
Participant information sheet (Research study)  

 

Title of study: 

”Information in medical treatment processes – a tool for managing quality” 
Centre for Kvalitet in the Region of Southern Denmark and the University of Southern Denmark want to 

investigate the influence of information on medication for the quality of treatment in the health system. 

Before deciding about participating, you need to understand fully, what the purpose is, and why we are 

doing it. Please read this participant information thoroughly.  

 

Information on the study  
Background:  

The focus of the study is patient safety and quality in treatments with medication. More specifically the 

study aims to investigate the influence of information on medication for patient safety and quality.  

 

Lack of information may be the reason for suboptimal treatment with medication. For example, if a patient 

is hurt by an unintended event, discontinue treatment because of side effects or is not having the expected 

effect of treatment.  

 

On the other hand, we know, that damage and unintended treatment with medicines may be prevented by 

information. And that the way information is provided is of importance for how it is understood.  

 

Aim of the study:  

The aim of the study is to investigate how information on medication may contribute to appropriate 

treatment. The study aims to know:  

- How patients use information on medicine for managing their treatment?  

- How the information, that patients are providing health staff will be used by the health system to manage 

patients’ treatment, and 

- How the time for exchange of information on medication may influence quality of medical treatment 

 

Method and theory:  

The study uses qualitative method, hence aiming to obtain knowledge from the experiences of participants. 

Knowledge that may be used by other patients and the health sector. You will be interviewed by the 

responsible for the study, whom is a Ph.d. student and a pharmacist.  

 

The study uses theories on communication and interconnectedness. By studying the many different ways to 

use and communication information, it is possible to learn from what is successful and the things that 

doesn’t work.  
 

With this way of studying quality in the health sector, patients may receive a safer and more effective 

medical treatment  

 

Participants:  

We are interested in speaking to participants who have been using medicine for a long period of time, 

either for pains (NSAIDs, morphine or alike) or anticoagulant medication (warfarin or a new oral 

anticoagulant). It is not a criterion for exclusion to suffer from other illnesses or conditions.  

 



Patient must be above 17 years old, legally emancipated and sign informed consent form to be able to 

participate.  

 

We are expecting 25-30 people to participate in this study  

 

Time scedule:  

The entire investigation will last for 3 years. The first interview-study start in June 2015 and 

is lasting the rest of 2015. In 2016 a new study will be initiated, with other patients. The results are 

analyzed continuously, but the entire investigation is expected to be finished in 2018.  

 

Approvals of the study:  

The study has been approved by the Danish data protection agency. The regional research ethics 

committee in the Region of Southern Denmark have also been informed. 

 

Participating in this study 
If you accept to participate you will be interviewed in an interview lasting 1- ½ hours. 

 

The interview will be performed at a place of your choice. This may for example be in your home.  

 

During the interview you will be asked about your contacts to the health sector, your medication and the 

information you know about it. You will also be asked about how you use information on medication and 

your treatment. The interview will also include the information, you are providing to health staff about 

your medicine and treatment.  

 

Your information will be recorded and written in electronic form, but in an anonymized way. The 

information from participants will be analyzed connected with the purpose of studying general similarities 

and differences across participants experiences. 

 

It is only the responsible for the study who may access your personal information, and she has a duty of 

confidentiality. Your personal information will not be distributed, and the result are published in 

anonymized form. Your doctor will therefore not have access to the information about you, besides the 

information you give him or her yourself.   

 

It is voluntary to participate in this study, and you may, whenever, and without reason, withdraw your 

accept, and hence withdraw from the study. It will not have any influence on your treatment, if your 

withdraw your consent.  

 

Advantages and disadvantages:  

There is no immediate advantages for you to participate in this study. But the results of the study may help 

the health sector increase patient safety and quality in the long term.   

 

There are no other disadvantages by participating than the time spend with being interviewed by the 

researcher.  

  

Ethics:  

There is not ethical challenges with this study as you receive the same treatment before and after the 

interview.   

 



Access to results:  

When the study is finished, you may get the anonymized results from the person responsible for the study.  

   

The anonymized results from the study will be published in one or more scientific journals. 

 

Economy:  

This study is part of a Ph.d.-course and is supported by the Centre for Quality in Middelfart, Region of 

Southern Denmark and University of Southern Denmark. The participation does not involve any payment 

but expenses for transport may be covered. 

 

Contact to the researcher:  

If you want to know more about, or participate in this study, you are welcome to contact the responsible 

researcher.  

 

Pharmacist, Ph.d. student Marianne Møller 

Center for Kvalitet, P.V. Tuxensvej 3-5, 5500 Middelfart, Region Syddanmark 

Telephone: 23824197 (preferably workingdays between 9 and 18) 

Email: marianne.moller3@rsyd.dk 

 

If you decide to participate, we will ask you to sign a consent form. Remember that you are entitled to  

reflection time before deciding whether to sign the consent.   

 

Thank you very much in advance.  

Center for Quality  

Region of Southern Denmark  
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Danish version 2, februar 2017  

 

Skriftlig deltagerinformation til videnskabelig undersøgelse  

 

Undersøgelsens titel: ”Information i medicinske behandlingsforløb – et styringsredskab for 

kvaliteten”  
 
Center for Kvalitet i Region Syddanmark og Syddansk Universitet vil undersøge betydningen af information 

om medicin for kvaliteten af en behandling i sundhedsvæsenet. Før du beslutter dig for, om du vil deltage i 

undersøgelsen, skal du fuldt ud forstå, hvad den går ud på, og hvorfor vi laver den. Vi vil derfor bede dig om 

at læse denne deltagerinformation grundigt.  

 

Oplysninger om undersøgelsen  
Baggrund for undersøgelsen:  

Undersøgelsens fokus er patientsikkerhed og kvalitet ved behandling med medicin. Mere specifikt handler 

det om betydningen af information om medicin for patientsikkerhed og kvalitet.  

 

Mangelfuld information kan være årsag til at patienter får en uhensigtsmæssig behandling med medicin. 

For eksempel ved at en patient bliver skadet ved en såkaldt ”utilsigtet hændelse”, afbryder en behandling 
på grund af bivirkninger eller ikke får den ventede virkning af en medicinsk behandling.  

 

Omvendt ved vi, at skader og uhensigtsmæssig behandling med medicin kan forebygges med information. 

Og at den måde, information bliver givet på, har betydning for, hvordan den bliver forstået.  

 

Formål med undersøgelsen:  

Formålet med undersøgelsen er at undersøge, hvordan information om medicin kan medvirke til at sikre en 

hensigtsmæssig behandling.  

Det, undersøgelsen vil have svar på, er:  

 Hvordan patienter bruger information om deres medicin til selv at styre deres behandling.  

 Hvordan den information, som patienter giver til deres læge/behandler, bliver brugt af sundhedsvæsenet 

til at styre en patients behandling  

og  

 Hvordan tidspunktet for udveksling af information om medicin kan påvirke kvaliteten af en behandling.  

 

Metode og teori:  

Undersøgelsen bruger kvalitativ metode, hvor deltagernes viden og erfaring bruges til at give generel viden, 

som andre patienter, og sundhedsvæsenet, kan få glæde af. Dette foregår ved et interview med den 

forsøgsansvarlige, som er ph.d. studerende og farmaceut.  

 

Undersøgelsen bygger på teori om kommunikation og sammenhænge. Ved at undersøge de mange 

forskellige måder at bruge og formidle information på, kan man lære af både det, der går godt og det, der 

går mindre godt. Ved på denne måde at undersøge kvalitet i sundhedsvæsenet vil kan patienter kunne få 

en mere sikker og effektiv behandling med medicin.  

 

Deltagere:  

Som deltagere ønsker vi personer, der i en længere periode enten har brugt medicin mod smerter (NSAID, 

morfin eller lignende) eller antikoagulerende medicin (warfarin eller en nyere type AK-medicin). Personer, 



der får kronisk medicinering mod inflammatorisk tarmsygdom, allergi og astma kan også indgå i 

undersøgelsens anden fase. Deltagerne må gerne have andre sygdomme og symptomer.  

 

Patienter skal være over 17 år, myndige, og underskrive informeret samtykke for at kunne deltage.  

Vi forventer, at ca. 20-25 personer i alt skal deltage i undersøgelsens tre faser.  

 

Tidsplan:  

Hele undersøgelsen forløber over 3 år. Den første undersøgelse startede i 2015 og nu starter den anden 

del-undersøgelse. Resultaterne analyseres og formidles løbende, men hele undersøgelsen forventes fuldt 

afsluttet i 2018.  

 

Godkendelse af undersøgelsen:  

Undersøgelsen er godkendt af Datatilsynet og Videnskabsetisk Komité er orienteret.  

 

Deltagelse i undersøgelsen  
Hvis du siger ja til at deltage i undersøgelsen, vil du deltage i et personligt interview af 1- 1/2 times 

varighed.  

 

Interviewet foregår et sted, du vælger. Det kan for eksempel være i dit hjem. Under interviewet vil du blive 

spurgt om din kontakt til sundhedsvæsenet, din medicin og hvilken information, du har om den. Du vil også 

blive spurgt om, hvordan du bruger information om din medicin og din behandling. Interviewet vil også 

handle om, hvilken information, du giver din behandler om din medicin og din behandling.  

 

I særlige tilfælde kan det komme på tale at interviewe dig to gange. Dine oplysninger bliver optaget på 

bånd, og skrevet ind på elektronisk form på en anonymiseret måde. Oplysningerne fra alle deltagerne vil 

blive analyseret samlet for at søge generelle træk i deltagernes erfaringer.  

Det er kun den forsøgsansvarlige, der har adgang til dine personlige oplysninger, og hun har tavshedspligt. 

Dine oplysninger vil ikke blive videregivet og resultaterne vil kun blive offentliggjort i anonymiseret form. 

Din læge får således heller ikke adgang til andre oplysninger om dig, end dem du selv giver ham/hende.  

 

Det er frivilligt at deltage i undersøgelsen, og du kan når som helst, og uden at give en grund, trække dit 

samtykke tilbage og dermed ikke deltage mere. Det får ikke konsekvenser for din øvrige behandling, hvis du 

trækker dit samtykke tilbage.  

 

Fordele og ulemper:  

Der er ikke nogen umiddelbare fordele for dig ved at deltage i undersøgelsen. Men resultatet af forsøget 

kan på lang sigt hjælpe i sundhedsvæsenets arbejde med at øge kvaliteten af behandling og 

patientsikkerhed.  

Der er ikke andre ulemper ved studiet end tidsforbruget ved samtalen/samtalerne med forskeren.  

 

Etik:  

Der er ikke etiske udfordringer ved undersøgelsen, da du samtidig får den sædvanlige behandling ved 

lægen.  

 

Adgang til forsøgsresultater:  

Når dele eller hele undersøgelsen er afsluttet, kan du få de anonymiserede resultater ved at kontakte den 

forsøgsansvarlige. De anonymiserede resultater fra undersøgelsen vil blive publiceret i ét eller flere 

forsknings-tidskrifter.  

 



Økonomi:  

Studiet er en del af en ph.d.-uddannelse og er støttet af Center for Kvalitet i Middelfart, Region 

Syddanmark og Syddansk Universitet.  

Der ydes ikke et deltager-honorar, men evt. transport-udgifter vil kunne dækkes.  

 

Kontakt til forskeren:  

Hvis du vil deltage eller vide mere om undersøgelsen, er du meget velkommen til at kontakte den 

ansvarlige forsker:  

Farmaceut, Ph.d. studerende Marianne Møller  

Center for Kvalitet, P.V. Tuxensvej 3-5, 5500 Middelfart, Region Syddanmark  

Telefon: 23824197 (bedst hverdage mellem kl. 9 og 18)  

Mail: marianne.moller3@rsyd.dk  

 

Hvis du beslutter dig for at deltage, vil vi bede dig om at underskrive en samtykkeerklæring.  

Husk, at du har ret til betænkningstid, før du beslutter dig for, om du vil underskrive samtykkeerklæringen.  

 

På forhånd tak.  

Center for Kvalitet  

Region Syddanmark 
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English version, February 2017  
Participant information sheet (Research study)  

 

Title of study: 

”Information in medical treatment processes – a tool for managing quality” 

 
Centre for Kvalitet in the Region of Southern Denmark and the University of Southern Denmark want to 

investigate the influence of information on medication for the quality of treatment in the health system. 

Before deciding about participating, you need to understand fully, what the purpose is, and why we are 

doing it. Please read this participant information thoroughly.  

 

Information on the study  
Background:  

The focus of the study is patient safety and quality in treatments with medication. More specifically the 

study aims to investigate the influence of information on medication for patient safety and quality.  

 

Lack of information may be the reason for suboptimal treatment with medication. For example, if a patient 

is hurt by an unintended event, discontinue treatment because of side effects or is not having the expected 

effect of treatment.  

 

On the other hand, we know, that damage and unintended treatment with medicines may be prevented by 

information. And that the way information is provided is of importance for how it is understood.  

 

Aim of the study:  

The aim of the study is to investigate how information on medication may contribute to appropriate 

treatment. The study aims to know:  

- How patients use information on medicine for managing their treatment  

- How the information, that patients are providing health staff will be used by the health system to manage 

patients’ treatment, and 

- How the time for exchange of information on medication may influence quality of medical treatment 

 

Method and theory:  

The study use qualitative method, hence aiming to obtain knowledge from the experiences of participants. 

Knowledge that may be used by other patients and the health sector. You will be interviewed by the 

responsible for the study, whom is a Ph.d. student and a pharmacist.  

 

The study uses theories on communication and interconnectedness. By studying the many different ways to 

use and communication information, it is possible to learn from what is successful and the things that 

doesn’t work.  
 

With this way of studying quality in the health sector, patients may receive a safer and more effective 

medical treatment  

 

Participants:  

We are interested in speaking to participants who have been using medicine for a long period of time, 

either for pains (NSAIDs, morphine or alike) or anticoagulant medication (warfarin or a new oral 

anticoagulant). In this second phase, person using chronic medication for anti-inflammatory diseases, 

allergies and asthma may also participate. It is not a criterion for exclusion to suffer from other illnesses or 



conditions. 

 

Patient must be above 17 years old, legally emancipated and sign informed consent form to be able to 

participate.  

 

We are expecting 25-30 people to participate in this study.  

 

Time scedule:  

The entire investigation will last for 3 years. The first interview-study started in June 2015 and now a 

second part of the study is initiated. The results are analyzed continuously, but the entire investigation is 

expected to be finished in 2018.  

 

Approvals of the study:  

The study has been approved by the Danish data protection agency. The regional research ethics 

committee in the Region of Southern Denmark have also been informed. 

 

Participating in this study 
If you accept to participate you will be interviewed in an interview lasting 1- ½ hours. 

 

The interview will be performed at a place of your choice. This may for example be in your home.  

 

During the interview you will be asked about your contacts to the health sector, your medication and the 

information you know about it. You will also be asked about how you use information on medication and 

your treatment. The interview will also include the information, you are providing to health staff about 

your medicine and treatment. I special cases we may ask you if you would like a second interview.  

 

Your information will be recorded and written in electronic form, but in an anonymized way. The 

information from participants will be analyzed connected with the purpose of studying general similarities 

and differences across participants experiences. 

 

It is only the responsible for the study who may access your personal information, and she has a duty of 

confidentiality. Your personal information will not be distributed, and the result are published in 

anonymized form. Your doctor will therefore not have access to the information about you, besides the 

information you give him or her yourself.   

 

It is voluntary to participate in this study, and you may, whenever, and without reason, withdraw your 

accept, and hence withdraw from the study. It will not have any influence on your treatment, if you 

withdraw your consent.  

 

Advantages and disadvantages:  

There is no immediate advantages for you to participate in this study. But the results of the study may help 

the health sector increase patient safety and quality in the long term.   

 

There are no other disadvantages by participating than the time spend with being interviewed by the 

researcher.  

  

Ethics:  

There is not ethical challenges with this study as you receive the same treatment before and after the 



interview.   

 

Access to results:  

When the study is finished, you may get the anonymized results from the person responsible for the study.  

   

The anonymized results from the study will be published in one or more scientific journals. 

 

Economy:  

This study is part of a Ph.d.-course and is supported by the Centre for Quality in Middelfart, Region of 

Southern Denmark and University of Southern Denmark. The participation does not involve any payment 

but expenses for transport may be covered. 

 

Contact to the researcher:  

If you want to know more about, or participate in this study, you are welcome to contact the responsible 

researcher.  

 

Pharmacist, Ph.d. student Marianne Møller 

Center for Kvalitet, P.V. Tuxensvej 3-5, 5500 Middelfart, Region Syddanmark 

Telephone: 23824197 (preferably workingdays between 9 and 18) 

Email: marianne.moller3@rsyd.dk 

 

If you decide to participate, we will ask you to sign a consent form. Remember that you are entitled to 

reflection time before deciding whether to sign the consent.   

 

Thank you very much in advance.  

Center for Quality  

Region of Southern Denmark  
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Appendix 6  

 

Interview guide (interview-study 1 and 2)  

- Danish version 
- English version 
 

 

 

 

 

 
 

  



Interview guide (interview-study 1 and 2)  

 

Præsentation af mig og emnet for projektet kort (farmaceut, CFK, ph.d). 
Du er anonym. Din læge får heller ikke besked. 
Samtykke-erklæring udfyldt? 
Mikrofon ok?  
Husk generelt:  
Kan du uddybe det?  

Give eksempler 

Hvad siger han/hun ikke? – uddyb, spørg, lyt 

Underliggende værdier, holdninger, forudsætninger 

 

The interview-guide included four overall themes; “Treatment history”, “Current symptoms and 
medical treatment”, “Use of information in the treatment course” and “Influence of information on 
treatment”. In phase 2 a fifth theme, “Managing with information” was included.  
 
Shortly, patients in interview-study 2 were also asked their opinions on ’quality’. The last 5 patients 
were asked to comment on, and make drawings on a ‘Safe patient’ (Appendix 7)  
 

1) Faktuel Indledende information om sygdom, varighed og behandling 

Spørge åbent til baggrunden for patientens medicinske behandling.   
 
I dette afsnit og løbet af interviewet generelt lytte og spørge til følgende:  
Alder og køn (evt. race) 
Arbejdssituation 
Fritidsinteresser 
Ægteskabelig status/samlevende 
Uddannelse 
Modaliteter, der kan have betydning for AK-, smerte- eller immunsupressiv behandling 
Primær kontaktperson i Sundhedsvæsenet? 
 

2) Nuværende symptomer og medicinsk behandling 

Du er i behandling med smertestillende, blodfortyndende medicin (AK medicin) eller immun-

supressiva. Hvilken medicin er det?  
 

- Hvilken sygdom/hvilke symptomer bliver du behandlet for? 

- Hvor længe har du haft den sygdom/de symptomer? 



- Hvornår kom du i medicinsk behandling for den?  
- Har du fået andet medicin? (for denne og andre sygdomme) 
- Co-morbiditet/poly-medicinering 
- Håndkøbsmedicin/ Naturmedicin?  
- Ved du, hvordan medicinen virker i kroppen?  

Bivirkninger?  
- Skifter medicinen navn? (hvad betyder det for dig?)  
- Tager du din medicin som lægen har angivet? 
- Ved lægen hvordan du tager din medicin?  
- Forholdsregler v. kost? 
- Bruger du dit netværk – og hvordan?  
- Hvem/hvad betyder noget for dig i din behandling? (læge, sygehus, familie, internettet osv) 
- Hvor oplever du den største forståelse?  
- Bruger du patientforeninger? – evt. hvordan?  
 

3) Brug af information i behandlingsforløbet  

- Har du fået information om din medicin?  

Hvilken?  
Hvornår? 
Af hvem? 
 
- Hvilken skriftlig information har du fået?  
Har du læst det?  
 
- Læste du indlægssedlen – og hvornår? 
- Hvad gør du, hvis du er i tvivl om din medicin? 
- Er der nogle situationer, hvor du tager forholdsregler pga. din medicin?  
Hvis ja, hvorfor?  
- Er der risiko situationer, hvor informationen er særlig kritisk? 
- Hvad oplever du, at din viden betyder i mødet med sundhedsvæsenet/andre (ptt.foreninger, 
lægen, sygeplejersken, apoteket) 
- Hvornår fik du igen (brug for at få) mere viden om din medicin?  
- Hvem fik du den af?  
 
4) Indflydelsen af information om medicin på behandlingen 

- Hvilken indflydelse havde information på behandlingen (bivirkninger, UTH, godt?) 

- Information, der manglede for at kunne tage medicinen? (og handlinger for at skaffe svar?) 
- Kan du huske hvilken information du fik, da du skulle i gang med behandlingen (og var det 
mundtligt, skriftlig eller andet)? 



o Hos lægen 
o På apoteket 
o Hos speciallæge 
o Fra andre? (venner, familie, medier osv.) 

 
- Forstod du det? 

o Hvilken/hvad forstod du ikke? 

- Hvad brugte du informationen til?  
- Var der noget, du ikke brugte til noget?  
- Hvad betød/betyder det for dig at få den information om din medicin?  
- Hvad gør du, når du hører noget i medierne om din behandling?  
- Hvilken information kunne du bedst bruge?  

o Herunder hvilken var mindst anvendelig? 

- Var der noget information, du manglede for at kunne tage medicinen? (og hvad gjorde du så selv 
for at skaffe svar?) 
- Hvornår fik du igen (brug for at få) mere viden om din medicin?  
- Hvem fik du den af?  
- Hvad gør du når du savner information, eller hvis du ikke kan få fat I det, du skal bruge? 

- Har information fået dig til at gøre noget anderledes? 

- Har der været situationer, hvor informationen har været en hjælp/har gjort din situation sværere? 

- Timing - Giv et eksempel på hvordan du har brugt lægemiddelinformation du virkelig havde brug 
for det 
- Har du oplevet bivirkninger/skader-fejl-UTH eller anden ”uhensigtsmæssig behandling” i løbet af 
din behandling? 

o Hvis ja, hvad skete der så?  
o Hvor fik du information, og hvilken?  
o Indberettede du skaden? (til Patientombuddet) 

- Er der noget, der er gået bedre end du forventede i din behandling?  

o Hvilken rolle spillede informationen i det tilfælde?   

 

No 5, 6, and “Safe Patient” only interview-study 2: 

5) Styring af behandlingen med information 

På baggrund af fund fra studie 1, undersøge lidt nærmere ift. følgende (hvis ikke det allerede er 
forklaret i løbet af interviewet):  
- Hvilken viden søger du selv (aktivt) - og i hvilke situationer? 



- Stiller du selv spørgsmål til/giver feedback til sundhedsprofessionelle – og i hvilke situationer? 
- Bruger du din egen viden/erfaring - og i hvilke situationer? 
- Bruger du viden fra familie/netværk - og i hvilke situationer? 
- Bruger du systemer til at ordne informationen hjemme - og i hvilke situationer?  
 

6) Hvad betyder kvalitet (særligt mht. information om medicin) for dig?  

- Hvad betyder ‘kvalitet’/‘patient-oplevet kvalitet’ for dig? 
- Har din behandling været af høj kvalitet? - hvis ja/nej, hvorfor/hvorfor ikke? 
- Hvordan er information relateret til kvalitet? 
- Kan man sige, at de (gode) oplevelser, du har fortalt om, er kvalitet for dig?  
Hvis nej, hvad er kvalitet så for dig?  

 

”Safe Patient”: Afsluttes med test af rød-grøn mand (de sidste fem patienter i fase 2) 

 

 

Afslutning/afrunding 

Fx har patienten noget, de vil bemærke på ”falderebet”, de ikke har fået sagt? 
 
Aftalt tid til evt. nyt møde? (hvis aktuelt, f.eks. hvis patienten undervejs har oplyst at han/hun i nær 
fremtid skal indlægges, have en ny behandling eller lignende) 



Interview guide (interview-study 1 and 2)  

 

Presentation of me and the subject of research (pharmacist, working at CFK, doing Ph.d). 
Information to patient on anonymity (your doctor will not know either)  
Consent-statement filled out? 
Audio recorder ok?  
 
Remember generally to:  
Ask: Can you explore further on this subject?  
Ask: Can you provide examples?  
Listen for what does he/she not say  
Ask and listen for underlying values, perceptions, prerequisites 
 
The interview-guide included four overall themes; “Treatment history”, “Current symptoms and 
medical treatment”, “Use of information in the treatment course” and “Influence of information on 
treatment”.  

In interview-study 2 a fifth theme “Managing with information” was included and a sixth theme on 
‘quality of treatment’. The guide for patients in interview-study 2 also included short supplementary 
questions on patients’ understanding of ‘treatment quality’.  The last 5 patients in interview-study 2 
were asked to comment on and make drawings on a preliminary model for patient-dialogue (‘Safe 
patient’). 
 

1) Treatment history  

Factual introductory information regarding disease, duration and treatment 

Ask open questions regarding the background for the medical treatment of the patient 
 
In this section and through the interview, listen to and ask about the following:  
- Age and sex (race, if relevant) 
- Employment situation 
- Spare time activities 
- Marital status/partner 
- Education 
- Modalities relevant to treatment of anticoagulants, pain and/or immunosuppressants 
- Primary contact person within the health service? 
 

 

 



2) Current symptoms and medical treatment 

You are being treated with painkillers, anticoagulants or immunosuppressants. Which 
medication do you take? 
- For which disease or symptoms are you being treated? 

- For how long have you had that disease or those symptoms? 
- When did you start receiving medical treatment for those?  
- Did you take other types of medicine? (for this or other conditions) 
- Co morbidity/polypharmacy?  
- OTC drugs/herbal medicines?  
- Do you know how the medic affects your body?  

- Do you experience side effects? 
- Does the medicine change name? (if yes, what does that mean to you?)  
- Do you take your medicine as prescribed by your doctor? 
- Does the doctor know how you take your medicine? 
- Precautions regarding your diet? 
- Do you use your network – and how? 
- Who or what is important for your treatment? (doctor, hospital, family, the internet etc.) 
- Where do you experience the most empathy?  
- Do you use patient-organizations? – Which and how? 
 

3) Use of information in the treatment course  

- Did you get information on your medication?  
- Which?  
- When? 
- By whom? 

- What kind of written information did you receive?  
- Did you read it? 
- Did you read the package leaflet? When? 

 
- What do you do, if in doubt about your medication? 

- Do you find yourself in situations where you're taking precautions because of your medication? 
If so, why? 

- Do you find yourself in risky situations where information is crucially important? 

- How does your own knowledge influence your meeting with the health authorities and/or others 
(patient associations, doctor, nurse, pharmacy) 

- When did you need more information about your medication?  
- Who gave it to you? 

 

4) Influence of information on treatment 



- How did the information impact your treatment? (side effects, unintended events, successes?) 
- Did you lack information needed to take the medication? (and what did you do to get 
answers?) 

- Do you remember the information you received at the beginning of your treatment? Was it 
delivered orally, written or otherwise? 

- With the doctor 
- At the pharmacy 
- At a special doctor? 
- From others? (friends, family, the media etc.) 

- How did you use the information?  
- Did you discard parts of it?  
- What did it mean to you to receive that information about your medication?  
- What do you do, when your treatment is mentioned in the media?  
- Which information was of most use to you, and which was the least? 
- Did you miss information for taking your medication? (If so, what did you do to get answers?) 
- When did your need for more information about your medication reoccur?  
- Who gave it to you?  
- What do you do, when you need information, or if you can't get the information you need? 

- Did information make you do anything differently? 
- Did you find yourself in situations where information was helpful, or where it made your 
situation more difficult? 

- Timing - Do you have examples where using medical information really made a difference to 
you? 
- Did you experience side effects/errors/unintended events or other inappropriate events during 
your treatment?  

- If so, what happened?  
- Where did you get information?  
- Which information did you get? 
- Did you report the event (i.e. to Danish Patient Safety Authority or the Medicines 
Agency) 

- Did you experience medical treatment that exceeded your expectations?  

- How did information play a part in that situation?   

 

Question no. 5, 6, and “Safe Patient” only interview-study 2 

 

5) Managing with information 

As a follow up on the findings from interview-study 1, expand on the following areas (if it 



was not already explained during the interview):  
- Which information do you actively search for? And under which circumstances? 
- Do you ask questions and/or give feedback to health professionals? In which cases? 
- Do you use your own knowledge/experience? In which situations? 
- Do you use knowledge from family/network? In which situations? 
- Do you systematically file information at home? In which situations?  
 

6) Experiences with ’quality of treatment’ (particularly with regards to MI)?  

- What do the terms ‘quality’ or ‘patient-perceived quality’ mean to you?  
- Did you receive high quality medical treatment? If yes/no, then why or why not?  
- In your opinion, how is medicines information related to quality?  
- Would you say that the situations you spoke of indicate quality to you?  
If not, what is quality to you? 

 

”Safe Patient”  
Finish interview with testing the “Safe-patient” model (the last five patients in interview-study 2) 
 

 
 

 

Concluding remark 

Does the patient have any last-minute comments? Schedule new meeting? (if relevant. Perhaps the patient 
talked about a pending hospital admission, new treatment etc.) 
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