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– “There is only one thing that makes a dream impossible to achieve:  
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ABSTRACT 
 
Breast cancer is the most common cancer among women worldwide. 

Approximately 70% of all breast cancers are estrogen positive and are 

recommended for treatment with adjuvant endocrine therapy (ET) for five to 

ten years, which significantly reduces mortality rates. However, problems 

related to ET can be experienced by patients. The overall aim of this thesis is 

to design, develop and evaluate a person-centered support model (PSM) to 

empower patients with breast cancer treated with ET. This PSM will be 

delivered by a nurse navigator at a surgical outpatient clinic. 

The methods used included focus group interviews (Study I) with 25 patients 

approximately three years after they started ET. A mixed method study (Study 

II) was performed that included 39 patients who described their first three 

months of experience with their ET in a diary. Intervention mapping was used 

in Study III to design and develop a PSM using an action research design. 

Study IV tested the feasibility of the PSM with 20 patients in a control group 

and 21 patients in an intervention group using a quasi-experimental design. 

Three questionnaires regarding patient self-efficacy, perceived symptoms and 

quality of care were administered at baseline and after three months. 

The findings showed that ET needed to be managed due to side effects but also 

that prior knowledge caused hesitation. The analysis resulted in three 

categories that described patients’ experiences: ET created discomfort, patients 

experienced feelings of abandonment, and the most frequently reported 

problem was sleeping difficulties. Patients used both emotion- and problem-

focused coping mechanisms. In the development of the PSM, patients’ diverse 

views of ET and needs were highlighted, and a support model built upon a 

person-centered approach seemed appropriate. The PSM was evaluated for its 

feasibility. Ninety-five percent of patients completed the PSM. The preferred 

follow-up was by telephone, and up to four follow-up sessions were held 

during the 12-week intervention. There were no significant differences in 

patient self-efficacy, perceived symptoms, or quality of care between the 

control and intervention groups. 

The conclusion is that the PSM was perceived to be feasible in terms of its 

process, resources, scientific challenges and acceptability among patients. 

Keywords: Breast cancer, Coping, Empowerment, Endocrine therapy, 

Intervention mapping, Patient experience, Person-centered care, Support 

model 
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SAMMANFATTNING PÅ SVENSKA 
 
Bröstcancer är den vanligaste cancerformen hos kvinnor, och 2020 fick över 2 

miljoner patienter världen över diagnosen, och i Sverige 7570 patienter. Fram 

till 2010-talet ökade incidensen av bröstcancer, men därefter har ökningen 

planat ut. Tack vare tidigare upptäckt, mammografiscreening och effektivare 

behandling sjunker också dödstalen. De flesta som drabbas av bröstcancer har 

en typ av bröstcancer som är känslig för kvinnligt könshormon, östrogen. 

Därför behandlas dessa patienter ofta med antihormonell behandling som 

tillägg till operation samt eventuell strålbehandling och cytostatikabehandling. 

Antihormonell behandling introducerades under 1970-talet och innebär att 

man via läkemedel antingen minskar nivåerna av östrogen i kroppen eller att 

effekten av östrogen påverkas. Behandlingen minskar risken för 

återinsjuknande och död i bröstcancer. Ett problem av den antihormonella 

behandling, som upplevs av vissa patienter, är biverkningar med olika 

svårighetsgrad. Men att få en behandling kan också innebära att patienter 

känner sig både utsatta och sårbara. 

 

Denna avhandling fokuserar på patienter som har påbörjat antihormonell 

behandling på grund av bröstcancer. I avhandlingen ses patienten som en 

person som har kapacitet att handla oavsett en eventuell sjukdom, men 

sjukdomen kan påverka hur hon handlar. Patienten kan föredra en god 

livskvalitet men med ökad risk för återfall i bröstcancer framför besvärliga 

biverkningar. I vårdkontexten har patienter ett trefaldigt underläge dels på 

grund av sin sviktande hälsa, dels genom att vara i en hierarki där patienter har 

en lägre rang, samt på grund av patients brist på kunskap. Patienter ska ha en 

tillräcklig kunskap samt förmågor för att kunna känna sig stärkta, och 

personcentrad vård kan användas för att kompensera för underläget. 

 

Avhandlingen omfattar fyra delstudier. Den första studien (I) var en 

intervjustudie där 25 patienter intervjuades i fokusgrupper om hur de upplevde 

sin behandling. Resultatet visar att patienter upplever biverkningar såsom 

vallningar och stela leder. Biverkningarna kan både vara av lättare slag eller 

ge mer besvär, och ibland så mycket besvär att patienten väljer att avsluta 

behandlingen i förtid. Vissa patienter har kunskap om sin behandling redan 

innan de ordineras den och kunskapen kan skapa rädsla och en känsla av 
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motstånd mot behandlingen. Behandlingen kan också kännas som en trygghet 

och ett skydd mot en ny bröstcancer.   

 

Den andra delstudien (II) var en dagboksstudie inkluderande 39 patienter som 

blivit ordinerade antihormonell behandling cirka en månad efter sin 

bröstcanceroperation. De beskrev dagligen de problem som de upplevde och 

hur de hanterade dem. Resultatet visade att patienterna upplever allt från inga 

problem alls till svåra symtom. De vanligaste problemen var sömnsvårigheter 

och vallningar, och av de beskrivna problemen dominerade fysiska problem 

såsom vallningar och smärta, men även oro och irritation beskrevs. Av de 

fysiska symtomen var sömnproblemen mest stressande. Vallningar 

rapporterades av 30% av patienterna, och det som framkom var att de inte får 

tillräckligt med information om hur dessa kan hanteras. Cirka 35% av 

patienterna beskrev känslomässiga problem, framför allt ångest. Även 

hanteringsstrategier rapporterades och att acceptera problemet som 

hanteringsstrategi användes av 85% av patienterna när det gäller vallningar. 

Ångest och irritation hanterades framför allt genom att tänka på något annat. 

Att göra något åt det användes som hanteringsstrategi vid underlivsproblem, 

och oron inför behandlingen hanterades genom att söka stöd ifrån andra.   

 

I studie tre (III) utvecklade patienter med erfarenhet av antihormonell 

behandling tillsammans med personal fram en stödmodell för patienter som 

ordineras antihormonell behandling. Programmålet formulerades som: Att 

stärka patienter med antihormonell behandling att hantera symptom och 

problem relaterat till behandlingen, och att tydliggöra vårdstrukturen. För att 

uppnå programmålet utvecklades ett skriftligt material innehållande tre olika 

delar: (1) skriftligt material formulerades om antihormonell behandling som 

inkluderar information om behandlingen och tips på egenvård; (2) en 

individuell lärandeplan; (3) och ett uppföljande brev. Patienten beskrev sina 

behov av kunskap, förståelse och färdigheter och utifrån beskrivningen gjorde 

patienten och kontaktsjuksköterskan upp en skriftlig individuell lärandeplan. I 

utvecklingen av stödmodellen framkom att patienter behöver hjälp att tolka 

informationen, därför måste den skriftliga informationen diskuteras 

tillsammans med kontaktsjuksköterskan. 

 

I den fjärde delstudien (IV) testades stödmodellens genomförbarhet som en 

för- och efterstudie med 21 patienter i interventionsgrupp och 20 patienter i en 
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kontrollgrupp. Interventionen kombinerade skriftligt material med uppföljande 

samtal där patienterna bland annat fick beskriva vilka strategier de redan 

använde och hur de fungerade. Deras behov av kunskap om sin behandling 

kom också fram i samtalet och påverkade hur utbildningsplanen formades. 

Utifrån patientens önskemål lämnades den skriftliga informationen ut i sin 

helhet till 19 patienter. Några patienter ville inte ha kunskap eller information 

om den antihormonella behandlingen utan de ville endast ha 

kontaktsjuksköterskan som stöd. Patienterna ville ha utskickat det skriftliga 

materialet vid olika tidpunkter efter sin behandlingsstart, många patienter ville 

ha det direkt medan vissa ville ha det i slutet av interventionen. Patienterna 

erbjöds fysiska besök eller samtal i form av telefonsamtal och digitala möten. 

De flesta patienterna valde telefonsamtal, en patient valde uppföljningen 

digitalt. En patient ville ha med sin make på samtalen. Ingen patient ville ha 

fler än fyra samtal under de 12 veckor som interventionen pågick och varje 

samtal tog ungefär 20 min.   
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DEFINITIONS IN SHORT 
 
Complex interventions An intervention could be considered complex 

due to the behaviors required by those delivering 

the intervention and due to containing several 

interactive components. This implies that the 

intervention might need several phases during 

development and evaluation [1]. 

Empowerment  Mastery of one’s life [2]. In a care setting, it is 

suggested that five dimensions describe 

empowerment, i.e., identity, knowledge and 

understanding, personal control, personal 

decision-making, and enabling other patients [3]. 

Model  A model provides a statement for the outcome. 

A model visualizes the tasks to be made to reach 

the outcome [4]. 

 

Nurse navigator A nurse navigator is a nurse who works with 

complex patients in complex systems. Patients 

with a cancer diagnosis are considered complex, 

as these patients require a high degree of 

comprehensive care. A nurse navigator has 

profound knowledge about the care system [5]. 

Another name for a nurse navigator is a contact 

nurse [6]. 

 

Program  A program guides planning, management and 

evaluation [4]. 

Self-efficacy “ …beliefs in one’s capabilities to mobilize the 

motivation, cognitive resources, and courses of 

actions needed to meet given situational 

demands” [7] (p 408). 

Vulnerability Loss of the ability to live well [8].  
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INTRODUCTION 
Breast cancer is the most common cancer among women worldwide, with over 

2 million new patients and over 680 000 deaths in 2020 [9, 10]. Among 

women, breast cancer accounts for 25% of all cancers and approximately 15% 

of all cancer deaths worldwide [10]. In Sweden, just over 7500 women were 

diagnosed with breast cancer in 2020 [11]. Patients with hormone receptor-

positive breast cancer are often recommended for treatment with adjuvant 

endocrine therapy (ET) for five to ten years [12, 13], which significantly 

reduces mortality rates [14]. However, adjuvant ET causes side effects, and 

patients may experience diverse symptoms related to their specific treatment 

[15, 16]. Treatment-related side effects are perceived as stressful by patients 

[17], and a study revealed that over 90% of patients being prescribed ET report 

side effects [18]. Poor management of side effects has been identified to predict 

the early termination of ET [19]. 

 

In this thesis, patients are recognized as persons with individualized needs and 

resources. Furthermore, patients also have individualized needs for knowledge 

and understanding about ET and for resources for managing ET-related side 

effects or problems. A partnership could be an accurate term for the 

relationship between the patient and the nurse navigator, as the patient has 

specific knowledge and understanding about herself that she can share it in her 

narrative, whereas the nurse navigator has knowledge and proven experience 

about care, treatment options and rehabilitation [20]. Empowerment could be 

used to enable the patient to solve her problems and to mobilize her resources 

to feel in control [21] as well as to enable her to work together with the nurse 

navigator toward a mutual agreed upon goal [22] illuminated in the narrative 

[23]. In this thesis project, a person-centered support model (PSM) was 

designed, developed, and delivered by a nurse navigator, although a 

partnership can also be formed between the patient and other types of 

professionals. In the cancer care context, many nurses function as nurse 

navigators due to patients’ complex health requirements [5]. This thesis was 

based on qualitative studies to capture patients’ lived experience [24] with ET 

and to develop an intervention. This approach was chosen because patient 

perspectives are essential in nursing research. Understanding health risks and 

improving health behaviors have been identified as the anchor in nursing 

science [25]. 
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BACKGROUND 
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BREAST CANCER 

It has been suggested that cancer was first described in an Egyptian papyrus 

in 1600 BC, making cancer one of the first described diseases in medicine 

[26]. In approximately 400 BC, Hippocrates referred to cancer as 

“karkinos”, the Greek word for crab or crayfish, and associated breast 

cancer with the cessation of menstruation. In the 1st century AD, Celsus 

translated “karkinos” to the Latin “cancer”, also meaning crab. He 

described the clinical diagnosis of cancer as a disease that occurs at the 

upper parts of the body, such as the breast, and may arise in an ulceration. 

Breast cancer was first referred to as the “hidden” cancer, which was 

probably because the breast cancer had not yet penetrated the skin. 

Crayfish have been used as a cancer remedy for many centuries due to the 

belief that natural objects with features or qualities similar to the disease 

could be used as a cure; i.e., due to their likeness to cancer, crayfish could 

be used as therapy for cancer [27]. 

 

The incidence of breast cancer increased during the 1980s and 1990s in 

many industrialized countries in Europe, Oceania, and North America due 

to an increased detection rate with the introduction of mammography 

screening programs. Mammography screening with national coverage has 

been established in Sweden since 1997 [28]. During the early 2000s, the 

incidence of breast cancer decreased, which has partly been attributed to 

the decreased use of hormone replacement therapy (HRT) by menopausal 

women [29, 30]. There is a higher incidence of breast cancer in developed 

countries worldwide, but the incidence is rising in transition countries in 

South America, Africa, and Asia. This is attributed to lifestyle changes, 

such as postponing childbearing, having fewer children and having 

increased body weight and decreased physical activity [10]. 

Approximately 70% of all breast cancers in the world occur after 

menopause, i.e., at > 50 years of age [31], and older age is an important 

risk factor for breast cancer [32]. There has been a slow decrease in deaths 

related to breast cancer in Sweden [33]. It has been reported that national 

mammography screening seems to reduce death due to breast cancer with 

a relative reduction of 15% [34]. However, the earlier detection of palpable 

tumors and improved systemic treatments have also led to a reduction in 

deaths caused by breast cancer [35]. 
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BREAST CANCER TREATMENT 

The treatment for most women with early-stage breast cancer is breast-

conserving surgery or mastectomy [36]. Additional adjuvant therapies are used 

based on proven benefits in survival. The recommendation of adjuvant therapy 

is based on a patient risk assessment, the disease burden and the disease 

biology, i.e., tumor parameters such as hormone receptor (HR) and human 

epidermal growth factor (HER2) receptor status [36]. After breast-conserving 

surgery, additional radiotherapy reduces the risk for breast cancer recurrence 

and death caused by breast cancer [37], and adjuvant radiotherapy is also 

recommended for patients with lymph node metastasis [38]. High-risk patients 

are often recommended to undergo adjuvant chemotherapy, and for patients 

with HER2-positive breast cancer, the addition of HER2-directed antibodies is 

recommended [36]. Neoadjuvant treatment with chemotherapy is also an 

option primarily for patients with hormone receptor-negative breast cancer or 

high-risk breast cancer [39], and it is increasingly used [40]. 

 

Approximately 70% of all breast cancers are estrogen receptor positive (ER+) 

[41]. In ER+ breast cancers, estrogen signaling drives proliferation, and due to 

this dependence, the treatment regime has involved inhibiting various aspects 

of this pathway [42]. In this thesis project, two specific treatment regimens 

were prescribed to the patients in the four studies, i.e., tamoxifen (TAM) or 

aromatase inhibitors (AIs). In short, TAM modulates estrogen signaling by 

binding to the ER, while AIs prevent estrogen signaling by inhibiting the 

enzyme aromatase, the key enzyme that converts androgens to estrogen [42]. 

The main source of estrogen in premenopausal women is the ovaries, while for 

postmenopausal women, estrogen is produced in peripheral tissues, such as 

bone, breast and adipose tissue [43]. For patients with ER+ breast cancer, 

adjuvant ET is recommended for five to ten years [36]. ET has been used since 

the 1970s and significantly increases 15-year survival rates by approximately 

30–40% [44-46]. Due to either the modulation of the estrogen receptor, i.e., 

through TAM, or the reduction of estrogen, i.e., through AIs, ET can cause 

menopausal symptoms such as vasomotor and musculoskeletal symptoms 

[46]. This could negatively affect quality of life [47]. However, side effects are 

suggested to be predictive of the outcome, and if patients experience new 

vasomotor or joint symptoms within the first three months with ET, they have 

a better response to the treatment [48]. Despite the survival benefits from ET, 

patients’ ability to stay in treatment varies, and nonadherence to ET has been 
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reported to range between 28% and 73% over a five-year treatment period [49-

51]; in addition, it has been reported that patients expect to experience side 

effects [52]. This negative expectation about having side effects has been 

reported to increase the risk of perceiving them [53]. 
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ENDOCRINE THERAPY IN PATIENTS WITH 
BREAST CANCER AND ITS IMPACT 

As previously described, adjuvant ET can cause side effects, and patients may 

experience various side effects related to the specific treatment. For example, 

the most common side effects reported by patients with breast cancer treated 

with TAM were hot flashes and night sweats [16]. This differs from patients 

treated with AIs, for whom the most frequently reported side effects are more 

related to musculoskeletal symptoms [15]. Difficulties in managing the 

perceived side effects have been identified as a barrier for patients to accept 

treatment, regardless of the treatment modality [54]. Being forced to accept a 

treatment to avoid recurrence from breast cancer can be perceived as stressful. 

How one reacts to this specific stressor affects how stressful the situation is. 

The challenge for professionals is to understand the patient perspective of 

symptoms, problems, and the hazards and benefits of treatment [55]. It is 

important to elicit the patient’s perspective and determine the effect of, for 

example, symptoms, on the patient’s life. Asking for the patient’s perspective 

and expectations is important to make the patient feel heard and valued as a 

person [56]. 

 

Despite the survival benefits of ET, previous reports have highlighted the 

difficulties of ET, as many patients report side effects of varying severity [57], 

such as altered cognitive capacity, including verbal memory, verbal fluidity, 

attention and working memory [58], which can affect patients’ lives. Findings 

on emotional distress related to ET are contradictory. One study reported that 

breast cancer patients receiving TAM expressed greater upset regarding their 

appearance, higher levels of emotional distress, and more cogent worries about 

the possibility of cancer recurrence [59], but another study showed that 

emotional distress was associated with patient-related factors rather than ET 

[60]. Treatment-related side effects are perceived as stressful by patients, and 

a previous study revealed that 31% of patients who experienced side effects 

prematurely terminated their treatment compared to 6.6% of those who did not 

experience side effects [17]. 

 

Furthermore, a breast cancer diagnosis can cause vulnerability, as 40% of 

patients diagnosed with breast cancer were found to report concerns about 

cancer recurrence [61]. Furthermore, vulnerability can have effects on 
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prognosis, as social vulnerability, i.e., ethnicity, lower economic status, and 

lower education, was reported to be related to a delayed start of treatment [62]. 

 

Vulnerability is the loss of ability to live well [8]. Normally, nonvulnerable 

persons can feel vulnerable when they must protect their interests in an 

unexpected situation. One such situation is when patients have difficulties 

receiving or understanding relevant information [63]. Vulnerability can be 

manifested physically, emotionally, and cognitively. For patients, physical 

vulnerability can be caused by breast cancer itself and possible visual signs 

such as loss of a breast, while emotional vulnerability is induced by 

unintelligible hospital architecture and clinical routines. Cognitive 

vulnerability is caused by patients not understanding the disease or medical 

facts concerning diagnosis, prognosis, and treatment options. Emotional 

vulnerability can increase further harm if it results in an unwillingness to 

follow a treatment regime [64]. It has been reported that patients experience 

more severe levels of emotional vulnerability immediately after a diagnosis 

[65] and that younger age at diagnosis predicts emotional vulnerability [66]. It 

has also been suggested that feeling vulnerable affects one’s health status more 

than worrying about the breast cancer diagnosis [67]. Situational vulnerability 

is suggested to occur when people are limited in their ability to act 

autonomously. Identified causes of situational vulnerability include context-

specific aspects such as people being socially fragile [68]. However, situational 

vulnerability is also described in the breast cancer context as being caused by 

stressful but temporary circumstances. In the breast cancer context, situational 

vulnerability is suggested to be affected by health literacy; the care trajectory; 

the type of given care, i.e., palliative or curative; or the coping style used [69]. 
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NURSE NAVIGATORS 

According to Sweden’s National Cancer plan from 2009 [6], all patients who 

receive a cancer diagnosis should be provided with a nurse navigator, also 

called a contact nurse. The nurse navigator functions as the main point of 

contact during the patient’s cancer treatments. The purpose of the nurse 

navigator is to reduce fragmented care and to strengthen patient involvement 

in care [6]. It has been suggested that nurse navigators have a positive impact 

on care, as they promote continuity of care and help to improve processes, and 

they can reduce barriers that patients might encounter in care through 

education and improved communication as well as the care process [70]. 

However, it has been reported that even when patients have been provided with 

a nurse navigator, other factors seem to decrease nurse navigators’ ability to 

provide the care they are intended to. Identified reasons are challenges 

regarding the lack of information given to patients and a lack of supportive 

care resources. In a previous study, although the patients had nurse navigators, 

they reported that they lacked the possibility to influence decisions about their 

care [71]. This highlights that nurse navigators are important in the care of 

patients but that there is room for improvement regarding patient education to 

increase knowledge and understanding regarding ET. 
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SUPPORT FOR PATIENTS TREATED WITH 
ENDOCRINE THERAPY 

As the aim of this thesis was to develop, design, and evaluate a PSM, this 

chapter presents studies that have investigated targets for previous 

interventions and the effect of different previously developed support for 

patients treated with ET. 
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NURSE SUPPORT FOR PATIENTS WITH BREAST 
CANCER 

 

COMBINATION OF INFORMATION AND CONTACT 

Previous studies have shown that patients who used a self-reported medication 

diary and received information from nurses about the benefits of treatment 

found it easier to accept ET [72-74]. Motivational letters, information 

brochures and telephone follow-ups in addition to usual care showed no 

significant differences in adherence [75]. This suggests that motivation might 

not always be the prime objective in interventions. Furthermore, patients’ 

versatile view of ET needs to be illuminated to enable nurses to cocreate care 

with patients. 

 

EDUCATIONAL INTERVENTIONS 

Education combined with patient-professional dialog has been found to 

significantly affect patients’ ability to continue ET, and it has been identified 

as the only way to increase adherence. These results indicate that education 

might be an important component in an intervention [76, 77]. Previous studies 

have reported that patients’ expectation of side effect might increase their risk 

for experiencing them [53]. Furthermore, a previous study identified the need 

for interventions that focus on cocreating care and showed that many patients 

lack knowledge regarding their diagnosis [78]. Another study tailored 

symptom management interventions according to the symptoms of individual 

patients [79]. These results verify the need for new approaches to support 

patients prescribed ET. 

 

INTERACTIVE INTERVENTIONS 

An interactive app was tested on patients with adjuvant chemotherapy to 

reduce symptoms and improve emotional functioning by using individual 

information [80], and an app for breast cancer patients receiving ET was also 

previously developed to provide patients with increased information about ET 

[81]. Furthermore, a reminder app was found to influence ET adherence with 

increased rates [82], but adherence was not increased by reminding text-

messages [83, 84]. Moreover, a smartphone app for breast cancer patients with 

ET is to be developed and tested [85]. Interactive interventions have been 

suggested to improve medical adherence to long-term treatments i.e., 

cardiovascular and diabetes treatments [86].  
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NURSE-LED INTERVENTIONS 

Furthermore, a systematic review of nurse-led interventions targeting health-

related quality of life, perceived symptoms, and self-management reported 

these interventions to be as safe and effective as physician-led interventions 

[87]. Nurses have been identified as an important part of patient support, as 

their expertise can help patients identify and use recourses such as positive 

thoughts and attitudes and skills and to become involved in their own care [88]. 

Telephone and written follow-up can have some benefits for patients' ability to 

follow treatment regimens [89]. Telephone follow-up by a nurse seems to be a 

good method but does not suit all patients, as some patients prefer physical 

meetings [90]. A study using a navigation model reported no significant 

differences between the intervention and control groups [75]. These results 

reveal that tailored individual interventions are important and that one size 

does not fit all, as patients differ in their needs. 

 

COACHES 

Additionally, the use of a professional or a trained volunteer with a higher 

educational level as a patient coach has been reported. This approach is 

suggested to be useful for patients to increase their understanding of treatments 

due to decreased communication barriers. The use of coaches has been 

suggested as an appropriate way to decrease situational vulnerability [69]. 

Educating peers could also be beneficial to increase patients ability to manage 

stress [91].  

 

In summary, this literature search highlights the lack of support from nurse 

navigators, with starting points in individual experiences with ET.  
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OTHER PROFESSIONALS SUPPORT FOR PATIENTS 
WITH BREAST CANCER 

 

ALTERNATIVE MEDICINE 

A nonmedical treatment that has been shown to influence side effects is 

relaxation [92]. Cognitive behavioral therapy (CBT) and exercise have also 

been shown to have some effect on the side effects of ET [93] and to quality 

of life [94]. The conclusion for a training intervention was that a personal 

session with a physiotherapist or personal trainer followed by adapted training 

at home would probably be most effective. One problem with this intervention 

was program adherence, as patients reported difficulty meeting the training 

goal in frequency and intensity due to other demands in life, such as daily 

musts, i.e., fetching children from day care and work demands [95]. A review 

found no effect of training on musculoskeletal symptoms in patients treated 

with AIs [96]. Additionally, acupuncture has a documented effect and can be 

used to counteract hot flashes caused by ET. A study showed a good short-

term effect of acupuncture, but the effect decreased over time [97] and it has 

been suggested that further data is needed [98]. Furthermore, yoga is found to 

have positive effects on quality of life [99]. However, cooling strategies have 

not showed any scientific evidence of reducing hot flashes [100]. 

 

MEDICAL TREATMENTS 

Treatment with antidepressant drugs can influence symptoms such as hot 

flashes [101]. However, for musculoskeletal symptoms there is no evidence 

for effective systemic therapies for prevention or treatment, and further 

research is needed [102]. The challenge is that even these medical treatments, 

i.e., treatments for side effects, have their own side effects [103, 104]. In one 

study, patients chose not to participate because they did not want to take 

additional medications [105]. Topical estrogen is another medical treatment 

that can be given for side effects, although nonhormonal drugs are preferred 

[106]. If nonhormonal drugs do not have any effect, one should always strive 

for as low a dose of a local estrogen as possible [101, 107]. There are ongoing 

clinical trials to establish the safety of these treatments for patients treated with 

AIs [101]. However, these preparations are most often met with hesitation from 

both patients and physicians, and long-term studies are needed [108], 

indicating that a medical solution to ET side effects might not benefit all 

patients. 
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DEVELOPING A COMPLEX INTERVENTION 

When designing and developing an intervention, a systematic process is 

suggested as the best practice [1]. Choosing action research as the study design 

results in a collaboration with whom the research concerns in a cyclical 

process, including identifying the problem, action planning, and action taking 

[109]. Action research is considered participative, as the participants are 

involved in the whole research process [110]. When using a participatory 

research design for a study, researchers attempt to involve all stakeholders 

concerned in the support model and to illuminate their experiences about ET 

using an iterative process [111]. This is important, as the care context implies 

that the intervention is complex [1]. 

 

The designed and developed intervention could be considered an effectiveness 

trial. Effectiveness trials are defined as a program that does more good than 

harm when delivered in a realistic context, and an efficacy trial is defined as a 

program that does more good than harm under optimal conditions [112]. 

Effectiveness trials seek to establish the effect of an intervention when 

delivered in a care context and are referred to as pragmatic trials [113]. An 

example of an effectiveness trial is an intervention compared with usual care 

[114], and it is what is to be designed and developed. The effectiveness of an 

intervention depends on the participants’ ability or willingness to follow 

through with regimens, which is important to be able to interpret study 

outcomes. A major challenge for behavior change interventions is the 

maintenance of changed behavior, as relapse to earlier behaviors is common 

on an individual level [115]. 

 

According to Craig (2013), an intervention could be considered complex due 

to the behaviors required by those delivering the intervention [1], i.e., a nurse 

navigator. The complexity is caused by the context in which the intervention 

is to be implemented rather than the number of parts of the intervention [116]. 

It has been suggested that child raising be used as an example of how complex 

interventions work. This is because although the same pair of parents raises 

two children, the children’s outcomes might vary. This is due to the unique 

personalities of all children and the fact that the experience of one child might 

not be identical to that of his or her sibling [117]. This implies how social 

systems affect the outcome of an intervention, and any intervention that 

involves human action becomes a social complex intervention. This indicates 
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that it is not the intervention itself that is complex but its interacting social 

systems [116] and the interactions between the intervention and its context 

[118]. As complex interventions have several interactive components, several 

phases might be needed during development and evaluation. The complexity 

of the intervention may be related to the number of interacting components, 

the number of behaviors required for patients or nurse navigators and the 

difficulty of these behaviors, the number of groups or organizations targeted 

by the intervention, the number and variability of the outcomes, and the degree 

of flexibility permitted in the intervention [1]. However, flexibility in the 

intervention delivery is suggested to allow for some variation in how, where 

and by whom an intervention can be delivered. It has been suggested that the 

standardization of an intervention relates more to the underlying processes than 

to the components of the intervention itself [118]. 

 

Skivington et al. (2021) highlighted how complex interventions can be 

considered events in an existing system. This might be helpful to understand 

the interaction between the intervention and the context [118]. Interacting 

components could arise as the nurse navigator works with both patients in the 

intervention and tasks outside the intervention. This implies that it is important 

to have knowledge about the context where the intervention is to be delivered 

before the implementation of a complex intervention [116]. 

 

Before a full-scale intervention is performed, it suggested that the process and 

outcomes be modelled to provide important information about the design and 

evaluation and to identify any weakness in the intervention. By using 

modeling, important insights are gained about why an intervention may fail or 

be successful [1]. Furthermore, the intervention might need to be adjusted to 

the specific context in the local setting [118]. It has been reported that complex 

interventions require engagements with the care context stakeholders, i.e., 

patients and nurse navigators, to be able to identify whether the intervention 

will be acceptable, operable, cost effective, scalable, and transferable across 

contexts. The development phases are identified, including the development or 

use of an existing complex intervention, determination of feasibility, 

evaluation, and implementation (Figure 1) [118]. 

 

Skivington et al. (2021) reported six core elements that should be considered 

at an early phase in the development of a complex intervention. The context 
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has effects, as a complex intervention is situated within and depends on the 

context where it is to be delivered. Additionally, program theory affects how 

the intervention is expected to be effective and under what conditions. Even if 

the intervention was developed by someone other than the researcher, the 

intervention should be theorized before any evaluation. A refined program 

outcome is suggested to be an important evaluation outcome, and such an 

outcome improves transferability and helps increase the understanding of the 

effective parts of the intervention. Furthermore, engaging stakeholders is 

important, as they are the ones who are targeted by the intervention and who 

will deliver the intervention. However, the context of the intervention as well 

as the phase of the intervention affects stakeholder engagement. Identifying 

key uncertainties is important, as they can affect outcomes. Therefore, the 

design needs to be pragmatic, and any uncertainties involved need to become 

flexible. These uncertainties can be identified and clarified in the chosen 

program theory. This is because effectiveness trials are complicated due to the 

lack of controlled conditions. It is also important to refine the intervention 

using an iterative process, which should be considered within each phase of 

the complex intervention. This might increase the feasibility and acceptability 

of the intervention. Any refinement should be guided by the program theory. 

Last, the early involvement of an economic expert to identify economic 

considerations is suggested. This will help to identify the scope of costs and 

any benefits, and further approaches, such as cost benefit analysis and cost 

consequence analysis, are suggested [118] (Figure 1). 

 

 
 

Figure 1. Framework for developing and evaluating complex interventions. 
 The core elements are specified as understand the context; develop, refine and 

(re)test the program theory; engage stakeholders; identify key uncertainties; 

refine the intervention; and identify economic considerations [118] (P4). 
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EVALUATION OF COMPLEX INTERVENTIONS 

Feasibility studies can be chosen prior to pilot testing at an early phase in the 

intervention and can be used to determine whether patients are at all interested 

in the intervention before conducting the intervention in a larger setting [119]. 

In line with the systematic process, a series of pilot tests targeting key 

uncertainties in the design should be accomplished [1]. A feasibility study 

could also provide important understanding about the context of the 

intervention [1]. Feasibility studies are suggested to estimate important 

parameters such as [119] (p 3): 

 

• Standard deviation of the outcome measures, which can be 

used to estimate sample size, 

• Willingness of participants to be randomized, 

• Willingness of clinicians to recruit participants, 

• Number of eligible patients, 

• Design of a suitable outcome measure, 

• Follow-up rates, response to questionnaires, and compliance 

with the protocol, 

• Availability of the needed data, 

• Time needed to collect and analyze data. 

 

Additionally, in a later stage, a process evaluation could provide insights into 

why the intervention might be successful or not and how it can be optimized. 

As evaluation often is undermined by, for example, acceptability and 

compliance with the protocol, feasibility studies can be used to accurately 

pretest and understand the context where the intervention is to take place [1]. 
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THEORIES IN THE INTERVENTION DESIGN 

The objective of this thesis was to design and develop a support model. During 

the development, the identified aim was to empower patients prescribed ET, to 

help patients manage symptoms and problems related to ET and to illuminate 

the care structure. Therefore, a description of the targeted behavior change 

would be appropriate. This is also described as a program theory and identified 

as a core element in complex interventions as previously described. The 

program theory includes key components of the intervention. This includes 

how the components interact and the mechanisms of the intervention. 

Moreover, it includes features of the context that are expected to influence 

these mechanisms and how they might do so [118]. The theory of behavior 

change is also used as described in the intervention mapping (IM) to achieve 

evidence-informed promotion of behavior change to address health problems. 

To achieve the needed behavior change, the use of theory is considered 

necessary [120]. As previously described, nurse navigators have been 

identified as having an important role in the care of patients with breast cancer 

[70], and they have been targeted as deliverers of a support model for patients 

receiving ET in a surgical outpatient clinic. The following theories were used 

in the design and development process for the support model with the aim of 

increasing patients’ self-efficacy rates, which relates to increased 

empowerment [121]. 

According to the theory of symptom management (TSM), the apprehension of 

symptoms is subjective [122] and individual [123]; therefore, it is the 

perception of symptoms that causes patients to seek care [122]. Symptoms and 

symptom management are described according to three aspects [122]: 

1. Symptom experience is important, as symptoms affect normal daily life. 

In addition, one’s personality traits, the environment and sickness affects 

patients’ comprehension of symptoms. 

2. Symptom management has its starting point in patients’ 

apprehension of symptoms, as troublesome symptoms require 

management. This is a dynamic process adapted to the specific 

discomfort experienced by the patient. Symptom management 

requires a partnership between the patient and professionals. 
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3. Symptom outcome is affected by symptom status. The number of 

symptoms could affect quality of life, economy, emotions, and 

self-care ability. 

Social cognitive theory (SCT) is a causal model founded on interactive 

processes based on personal determinants such as cognitive, affective, and 

biological determinants as well as behavior patterns and environmental factors 

[124]. People have the ability to learn, as we are organized, proactive and 

reflective and do not solely react to environmental events [125]. The ability to 

self-determine or self-regulate a behavior leads to confidence in one’s own 

capabilities – self-efficacy. Self-efficacy affects peoples’ beliefs about their 

capability [126]. Self-efficacy is founded on belief in the self, and a person’s 

ability leads them to accomplish a certain level of performance [120], but 

increased self-efficacy causes people to take on more difficult challenges 

[126]. People’s perceived self-efficacy affects the expected result; for example, 

if a person believes she will have a positive outcome of an action, she is more 

motivated to do the action. A person with more confidence in her self-efficacy 

visualizes success scenarios that provide positive guides for performance 

[126]. All SCT interventions are based on active learning [120], and previous 

studies have yielded positive results when using SCT as a learning model [127, 

128]. 
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THEORETICAL FRAMEWORK 
 

PERSON 
Humans are capable of taking responsibility regardless of any present disease 

- Homo capax [129]. A disease does not detract from someone’s capability, but 

a disease could change the desired action [129]; i.e., patients may prefer a good 

life with a risk for recurrence of breast cancer over troublesome side effects. 

Being able to identify the person listening to the narrative is crucial [23]. The 

awareness of individuality affects the perception of others. For example, it is 

important to be aware of changes in symptoms over time, leading to a dynamic 

process with individual changes in strategies over time [123]. It has been 

suggested that a patient faces a threefold disadvantage when she encounters a 

care context, i.e., existential, institutional, and cognitive, which affects the 

encounter, making it asymmetrical [129]. First, an existential disadvantage 

occurs since the patient has sought care due to a medical problem and lack of 

health. The situation itself could imply that patients feel vulnerable and 

exposed. Second, the institutional disadvantage is connected to the patient 

being within the care hierarchy [129], which could imply that institutional 

disadvantage relates to emotional vulnerability. In this hierarchy, patients have 

a lower rank, as the care is apprehended as paternalistic [129]. Third, cognitive 

disadvantage relates to knowledge [129], which could also be related to 

cognitive vulnerability. Even though patients have prior knowledge about their 

health, or lack of health, they lack knowledge and understanding regarding the 

care organization and knowledge and understanding regarding care in general 

[129]. Additionally, this includes the individual patient´s lifestyle, preferences, 

beliefs, and values [20]. A person is both suffering and acting [23]. According 

to moral philosophy and Ricœur’s “little ethics”, humans strive for a good life 

called, both with and for others. This takes place in dialog with the other and 

the context in which individuals exist, which Ricœur calls just institutions [23]. 

Ethics is about the pursuit of the good life and is expressed as achieving this 

endeavor. As described by Ekman (2011), as a basis for person-centered care 

(PCC), a starting point in ethics means that the patient must be given the 

opportunity to articulate what the good life is and that individuals are 

dependent on each other to appear as persons and that the just institution needs 

to be organized so that this is possible. The person's capabilities need to be 

utilized to promote health and reduce suffering. This implies that the patient is 
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considered a person who must be allowed to speak and to describe her story 

about how treatment is experienced and what is important for her. 

 

EMPOWERMENT 
In this thesis, empowerment was taken as an outcome and was identified as a 

program goal in the PSM. However, empowerment theory is broader and 

provides principles and a framework for our knowledge. It includes both 

processes and outcomes; i.e., actions or activities may be empowering, and the 

outcome is a level of empowerment. Empowerment differs from power, as 

power refers to authority and is not analogous to empowerment [130]. The 

opposite of empowerment is powerlessness. Powerlessness can be caused by 

feelings of uncertainty and by new roles or routines [131]. Knowledge and 

understanding includes more than having sufficient knowledge and 

understanding, as patients might decide to limit their knowledge about the 

disease as a way to feel in control [3]. Personal control relates to creating one’s 

own strategies to feel in control over the disease, and personal decision-making 

is about patients deciding whether to participate in care and to be able to change 

preferences over time [3]. Feeling confident in the treatment and acceptance of 

the disease have been reported to relate to improved empowerment in, for 

example, breast cancer patients [132]. In this thesis, empowerment is defined 

as when people focus on solutions rather than problems and as leading to a 

sense of control in a specific situation that could improve well-being [21]. This 

enables patients to work together with nurse navigators toward a mutual agreed 

upon goal [22]. When patients are empowered, their beliefs in their abilities 

are strengthened, and it has been suggested that empowerment means enabling 

[131]. A partnership between the patient and the nurse navigator can expose a 

power imbalance, as an empowerment process is built on trust [21]. 

Information sharing is central to empowerment [133], indicating that patients 

not only need to process information to develop knowledge and understanding 

but also need to have the opportunity to express their views. Recently, 

empowerment has been described in the literature as a strategy to ensure patient 

participation and responsibility for their own health to improve health 

outcomes [134]. Empowerment is described as a capacity, as empowered 

patients have the necessary skills to develop, for example, coping skills and 

self-management abilities to independently take control of their lives [121]. 

These views indicate that an empowered patient is a person with the proper 

knowledge to be in control over her life [135]. 
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RATIONALE 
 
Breast cancer is a common diagnosis in Sweden, with just over 7500 cases in 

2020. Many patients are treated with ET when diagnosed with breast cancer. 

ET reduces mortality rates but is also associated with side effects and problems 

such as hot flashes, sleeping difficulties and musculoskeletal symptoms. 

Moreover, in addition to these physical problems, knowledge and 

understanding of these reported side effects and the impact they might have on 

patients’ lives need to be managed by patients. For this reason, ET is 

apprehended as stressful and requires coping strategies to be perceived as 

manageable. The care structure and the disease itself may also make patients 

experience physical, emotional, and cognitive vulnerability, which adds stress 

to an already stressful situation. Traditional care does not adapt information to 

the individual patient’s needs for knowledge and understanding, leading 

patients to feel abandoned. Moreover, traditional care does not routinely ensure 

individual needs for understanding about ET. Furthermore, research often 

focuses on side effects; however, patients’ experiences might be much more 

complex and versatile, as patients need to manage the treatment both 

physically, which might include individual experienced side effects, as well as 

emotionally, which might include feelings of fear, hesitation, or abandonment 

by professionals. To identify the person and the experiences with ET, PCC 

might be appropriate, as patients and nurse navigator becomes partners and 

cowork in care. Using patients’ narratives might enable patients’ treatment-

related stress to be recognized and developing a support model might reduce 

suffering when using a PCC approach to increase empowerment. 
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AIMS 
 
The overall aim of this PhD thesis was to design, develop and evaluate a PSM 

to empower patients with breast cancer treated with ET. This PSM will be 

delivered by a nurse navigator at a surgical outpatient clinic. 

 

 

SPECIFIC AIMS 

 

Study I  To provide qualitative data about women´s 

experience with ET after breast cancer surgery. 

 

Study II  To explore stressful events, experienced 

problems and used coping strategies during the 

first three months of undergoing endocrine 

therapy. 

 

Study III  To describe the development of a support 

program for the patients prescribed ET. 

 

Study IV   To explore the feasibility of the study design and 

the patient acceptability of the peRson-cEntred 

Support Program EndoCrine Therapy 

(RESPECT) intervention and outcome measures 

and to provide data to estimate the parameters 

required to design the final intervention. 
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METHODS 
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STUDY CONTEXT 

All studies were conducted in southwestern Sweden from 2016–2021. The 

region currently consists of 49 municipalities and 18 cities and has a population 

of 1 700 000 people. Approximately 33% of the women in the region have a 

university degree. The life expectancy for a woman in this region is 84.2 years. 

Almost 170 000 women (19.6%) living in the southwestern region were born 

outside Sweden [136]. 

 

There are five large hospitals in the southwestern region, one of which is a 

university hospital. Most parts of the data collections of the studies were 

conducted at a surgical outpatient clinic in the university hospital. Study III 

was also partly conducted at one of the other hospitals in the region. At the 

university hospital, a center for breast diseases, which includes breast cancer 

but also benign breast conditions, has been developed as one of the centers of 

excellence at the hospital. Centers of excellence gather expertise within the 

subject area to provide the best possible care for patients. 

 

Furthermore, the Swedish Government proposed the establishment of The 

National Swedish Cancer Strategy in 2009 (SOU 2009:11), with the following 

aims: reduce the risk of acquiring cancer, but if cancer is acquired, increase the 

cancer survival rate and maintain patient quality of life. Additional objectives 

include improving the overall quality of cancer care from the patient’s 

perspective and equalizing cancer care so no differences in morbidity and 

mortality exist between geographical regions and population groups. Based on 

proposals of a National Cancer Strategy for the Future, the Swedish 

Government established regional cancer centers (RCCs) in every healthcare 

region in Sweden. 

 

In 2021, the European Commission launched the “European Cancer Beating 

Plan”, with the aim of reducing the cancer burden. There are several specified 
tasks, including a 10% decrease in alcohol consumption for cancer prevention, 

healthy eating and exercise, as well as increased survival. 
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OVERVIEW OF THE FOUR STUDIES 

Study I was an explorative, retrospective focus group interview study with 

patients prescribed TAM for at least 6 months to capture patients’ experiences 

with ET [137]. Study II was an explorative, prospective diary study with 

patients prescribed and starting ET, i.e., TAM or AIs, after their prior breast 

cancer surgery. The included patients described their experiences during the 

first three months with therapy using an intramethod, mixed method design 

[138]. In Study III, action research design was used as a pragmatic strategy, as 

the research in Study III aimed to engage with real problems while developing 

a theoretical understanding from patients’ experiences with ET [110]. IM [120] 

was used to describe the development of the PSM for patients prescribed ET. 

The model feasibility was tested in Study IV using a quasi-experimental 

design, i.e., a nonequivalent group design, as the intervention was not assigned 

to participants at random [139] (Figure 2). An overview of the four studies is 

presented in Table 1, and the included participants, i.e., patients and 

professionals, are presented in Table 2. 

 

Table 1. Overview of the four studies. 

 Study I Study II Study III Study IV 

Design Explorative 

retrospective 

Explorative 

prospective 

Action research Quasi 

experimental 

Participants Patients 

prescribed 

TAM n=25 

Patients 

prescribed 

TAM or AIs 

n=39 

Patients, 

professionals, 

researchers, and 

manager n=27 

Patients 

prescribed 

TAM or AIs 

n=41 

Data 

collection 

Focus 

interviews 

Diary study Intervention 

mapping 

Trial log, 

Questionnaires 

Data analysis Content 

analysis – 

inductive 

method 

Content 

analysis -

inductive 

method 

Descriptive 

statistics 

Constant 

comparative 

analysis 

Descriptive 

statistics 

Mann–

Whitney U test 

Abbreviations: TAM- tamoxifen; AIs- aromatase inhibiters. 
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Figure 2. Flowchart of the four studies using the Medical Research Council 

Framework (MRC) [1]. 
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Table 2. Participants in Study I-IV. 

 Patients, Study 

I-IV 

Professionals and 

manager, Study III 

Researchers, 

Study III 

n 114 7 4 

Age: 

Median 

Mean (Range) 

 

63 

62 (42-90) 

  

Radiotherapy (%) 95 (83) 

Chemotherapy (%) 8 (7) 

Breast cancer surgery: 

Mastectomy (%) 

Partial mastectomy 

(%) 

Axillary lymph node 

dissection (%) 

 

33 (29) 

 

81 (71) 

 

7 (6) 

Tumor size mm: 

Median 

Mean (Range) 

Invasive (%) 

 

14 

18 (1-87) 

111 (97) 

Endocrine therapy 

Aromatase inhibiters 

(%) 

Tamoxifen (%) 

 

 

37 (32) 

77 (68) 

Years of experience 

with endocrine 

therapy as a patient or 

professional, 

Study I, III 

Median 

Mean (Range) 

 

 

 

 

 

1 

1,9 (1-5) 

 

 

 

 

 

16 

13 (1,5–25) 

Profession: 

Manager 

Nurse navigator 

Oncologist 

Physiotherapist 

Surgeon 

Welfare officer 

  

1 

2 

1 

1 

1 

1 

Research area: 

Endocrine therapy 

Person-centered care 

Pedagogy 

  

2 

1 

1 
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STUDY I 
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PARTICIPANTS 

The participants in this study were 25 patients treated with adjuvant TAM. 

Patients were consecutively selected [140] when they attended the clinic for 

their one-year physician visit to the hospital. Exclusion criteria were < 18 years 

of age, lack of understanding of Swedish, or dementia. The included patients 

were between the ages of 42-80, with a median age of 62 years. All patients 

had experience with TAM for 1-5 years, with a median of three years. Five of 

the patients had been treated with chemotherapy, and 15 had been treated with 

radiotherapy as additional adjuvant therapy. 
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DATA COLLECTION 

To describe patients’ experience of ET, i.e., TAM, after breast cancer surgery, 

seven focus groups were performed with 25 patients with lived experiences of 

TAM treatment. The interviews were conducted in Swedish. In the interviews, 

it appeared that two of the patients were born in countries other than Sweden. 

However, there was not a specific question on this topic, so their country of 

origin was not known. The interviews took place in a conference room at a 

hospital in southwestern Sweden; the conference room had no significant 

meaning to the patients since they had no relation to the room. 

 

Focus group interviews were chosen as a data collection method for Study I 

based on the group dynamics that occur in this kind of group. The size of the 

focus group was determined by factors such as the desire to obtain in-depth 

insight into patients’ experiences. Since the purpose of the study was to 

understand an issue, the group size needed to be smaller [141]. Since the 

question was complex and would provide insights into patients’ experiences, 

fewer patients were recruited, and the size of the focus group was set to five to 

six patients. Patients were selected (screened) based on their living in the area, 

having had breast cancer surgery approximately one year prior, being 

prescribed ET and suffering from side effects. Patients who, after being 

informed of the study and given the opportunity to ask questions, agreed to 

participate signed the informed consent form and were offered a time for a 

group session approximately one to two weeks later. They received a 

confirmation letter with a time and place for the session and details about the 

session. A reminder telephone call was made by the doctoral student the day 

before the session to remind patients of the session and confirm their intention 

to attend. Patients did not need to do any preparation before coming to the 

group session. The questions were developed according to Krueger’s 

questioning route using an opening question, introduction, transition, key 

question and an ending question. Six open-ended questions were formulated 
using a mind map. They were developed to seek insights from both the brain, 

i.e., insights resulting from logical and rational thinking, and the heart, i.e., the 

participants’ feelings, since emotional factors also influence behaviors [141]. 

The questions were ordered as recommended by Krueger, with the more 

negative question after the more positive questions [141]; the questions are 

described in a previous article, Ahlstedt Karlsson, et al. (2019a). A pilot study 

was conducted in autumn 2016. The focus group interview was conducted 

approximately 2–14 days after the request for participation. The aim of the 

study was carefully analyzed when developing the questions, and the questions 

were tested in a pilot study. The doctoral student and an observer performed 

the pilot focus group interview, and four patients contributed. Based on the 

results from the pilot study, there was no need to change the questions due to 
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the answers after a short analysis of the results. Another seven focus group 

interviews were conducted with three to five patients in each group during 

winter 2016/2017. The focus group interviews were conducted by the doctoral 

student accompanied by an additional researcher who wrote down the content 

of the interviews. Snacks and drinks were served during the interviews. 
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DATA ANALYSIS 

Qualitative content analysis [142, 143] was used to achieve a condensed 

description of the phenomenon, focusing on the subject and context and 

emphasizing differences and similarities within the text. Meaning units were 

identified according to the aim of the study, i.e., words and sentences 

containing aspects related to each other. 

 

Step 1: The material was transcribed by the doctoral student and analyzed using 

inductive content analysis [142, 143]. An inductive approach was used, as the 

method is data-driven, to reach a theoretical understanding of the phenomenon 

– experiences with ET. This was also important as the doctoral student worked 

with the group of patients and needed to manage the presumed preconceptions. 

Step 2: The meaning units were condensed and labeled with codes to shorten 

the text but still preserve its content. The authors stayed close to the text to 

achieve more concrete description and abstraction. However, a challenge was 

avoiding surface descriptions and generalizations [143]. 

Step 3: The codes were sorted and abstracted into six subcategories and 

manifest content. 

Step 4: These subcategories were sorted and abstracted into three categories, 

ensuring that the categories closely reflected the experiences of the 

participants. 

 

To ensure the trustworthiness of the categories, the doctoral student and the 

second author worked closely on the analysis, and the third and fourth authors 

validated the text. Categories and subcategories were discussed until consensus 

was reached. Trustworthiness is further described under methodological 

considerations later in this thesis. 
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STUDY II 
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PARTICIPANTS 

The participants in the second study were patients prescribed adjuvant ET, i.e., 

TAM or AIs, after their prior breast cancer surgery. Exclusion criteria were 

<18 years of age, adjuvant chemotherapy, lack of understanding of written or 

spoken Swedish, or dementia. Thirty-nine patients agreed to participate 

approximately four weeks after their prior surgery. They were enrolled using 

consecutive sampling [140] when they attended the clinic for their follow-up 

physician visit to the hospital in connection with their prior surgery at a 

surgical outpatient clinic in southwestern Sweden. At the follow-up visit, the 

surgeon informed patients about the results of their prior breast cancer surgery 

and recommended adjuvant treatments. Twenty-nine of the patients were 

prescribed adjuvant radiation therapy in addition to ET. Five patients were 

born outside Sweden, two patients were born in Iraq, one patient was born in 

Russia, one was born in Hungary, and one was born in Lebanon. Four of the 

five patients not born in Sweden reported how long they had lived in Sweden, 

which ranged from 16-40 years, with a median of 33 years. Twenty-eight of 

the 39 patients were treated with TAM (72%). The median age was 63 years, 

with a mean of 61 years, and the participants ages ranged from 44-90 years. 

Seventy-four percent of the patients were in a relationship, 51% had a 

university degree, and 44% of the patients were retired. Four patients reported 

having “no children”, and four patients had children < 18 years of age. One 

patient terminated ET during the data collection. 
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DATA COLLECTION 

This study aimed to explore stressful events, problems experienced and coping 

strategies used during the first three months of undergoing ET. As ET has been 

suggested to be stressful in the literature [144], as previously described, 

patients prescribed ET were included approximately three weeks after surgery 

when the results from the pathologists were given and suggestions about 

adjuvant therapy were given. Patients were included from February 2017 to 

December 2017 in a surgical outpatient clinic at a hospital in southwestern 

Sweden. The patients were informed about the study and were given the 

opportunity to see the diary. After this, if patients agreed to participate, they 

were asked to provide informed consent. Study II was conducted as a diary 

study using Stone and Neal’s (1984) daily coping assessment daily recording 

of coping with stressful events Daily Coping Assessment (DCA) [145]. The 

patients who agreed to participate were asked to complete a DCA diary for 

three consecutive months starting from the day they started their ET. Each 

diary contained 30 days, and new diaries were sent to the patients with a 

prepaid envelope when it was time to change diaries. 

 

The DCA contains four sections. One question regarding the perceived most 

stressful event of the day was included in the diary. The first section asks 

participants to describe the most stressful event in their own words. The second 

involves describing how stressful the event was on an ordinal scale with a score 

range from one to seven, where one is not bothersome at all and seven is 

extremely bothersome. The third section includes two questions about the 

reactions to the stressful events, including whether the patient had control over 

the stressful event and whether the stressful event was expected. The fourth 

section includes eight categories of strategies to manage the stressful event. A 

Swedish version of the DCA has been developed [146], and this DCA has also 

been used previously with breast cancer patients [147]. 
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DATA ANALYSIS 

This was an intramethod, mixed method study [138], as the diary included a 

section where patients described their experiences in their own words that was 

analyzed qualitatively and one predefined section, which was the quantitative 

part. 

 

The first section was the qualitative part, analyzed and presented according to 

Krippendorf (2012). In the qualitative analysis, the text, described in patients’ 

own words, was split into meaning units that were then condensed into 

subcategories and categories. These categories and subcategories were then 

discussed with two of the coauthors and modified as suited. All categories and 

subcategories were crosschecked against the meaning units, and comparisons 

and cross-checks of the data were made between the three reported months to 

determine similarities or differences. 

 

The analysis of the quantitative data included descriptive statistics to present 

patients’ demographic characteristics. Moreover, the frequency of each 

category and for each patient was calculated and reported as the mean number 

of registrations per month together with the standard deviation (SD). This was 

also performed regarding the reported distress level, control level, level of 

expectation, and coping strategies using Excel (Microsoft, Redmond, WA, 

USA). Coping strategies were calculated and reported as the number and 

percent of patients using each coping strategy [148]. To explore whether there 

were significant differences over time, Friedman’s nonparametric test (IBM 

Corp. Released 2016. IBM SPSS Statistics for Windows, Version 24.0. 

Armonk, NY: IBM Corp.) was used [149]. 
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STUDY III 
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PARTICIPANTS 

The participants in the third study consisted of both patients and professionals 

with different professions. This study was conducted in four phases with 

different numbers of participants in each phase. The groups were assembled, 

and the groups consisted of researchers, a manager, professionals with 

experience of patients receiving ET, and patients prescribed ET, i.e., TAM or 

AIs [150]. Relatives were asked to participate but declined to participate (Table 

3). 

 
Table 3. Inclusion criteria. 

One of these 

criteria 

Be a patient with 

adjuvant endocrine 

therapy 

Have a close 

relative with 

adjuvant endocrine 

therapy 

Be a professional 

and have experience 

at a breast cancer 

clinic for at least 

twelve months, or 

have management 

responsibility in the 

organization 

All these criteria Be aged >18 years 

Understand written and spoken Swedish 

Be willing to participate in focus group interviews and 

workshops 

 

In total, 27 participants, including the four authors, contributed to the 

development of a support model. Again, consecutive sampling was used [140]. 

The patients were approached at a follow-up visit at the surgical outpatient 

clinic. Patients had follow-up for different reasons, i.e., one-year appointment 

after the prior breast cancer surgery or appointment requested by the individual 

patient due to questions regarding their breast cancer. This led to the patients 

included in Study III having a mean of 3.7 years, range 0.5-6 years of 

experience with ET. The professionals at both hospitals were approached by 

email. Those who responded first and fit the inclusion criteria were included. 

The professionals had a mean of 13 years, range of 1.5-25 years, of experience 

with ET. 

 

The research group (n=4): This group included four persons who had 

conducted two previous studies and were responsible for this third study. There 

were three women with professions as nurses and one male with profession as 

a surgeon. 

Advisory group 1 (n=8): This group included one nurse navigator, one 

physiotherapist, one welfare officer, one surgeon and four patients with ET 

experience. All patients were treated at the same hospital in southwestern 

Sweden. All participants were women. Three focus group interviews were 
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conducted, of which the third was conducted via a digital conference system, 

Zoom. 

Advisory group 2 (n=2): This group included one nurse navigator and one 

oncologist in a different hospital in southwestern Sweden. Both participants 

were women. Interviews were conducted via Zoom. 

Advisory group 3 (n=5): This group included five patients treated with ET at 

the same hospital as the patients in Advisory group 1. All patients were women. 

Interviews were conducted via Zoom. One patient preferred to be interviewed 

by telephone. 

Project management group (n=4): This group included one nurse navigator, 

one surgeon, one manager, and one patient. They were all women. All 

participants, except the manager, contributed to the development of the support 

model. 

Scientific reference group (n=4): This group included four persons, including 

three women with professions as nurses and one male with profession as 

surgeon. They all had extensive knowledge and experience in research and 

were employed at different universities in Sweden and Norway. Their research 

experience included breast cancer, ET, action research, PCC, and pedagogy. 
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DATA COLLECTION AND DATA ANALYSIS 

To describe the development of a support model, Bartholomew Eldredge’s 

(2016) first four steps are used and described in this thesis. 

 
Table 4. Intervention mapping, protocol steps included in the thesis, steps 1-4 [120](p 13) 

Step Tasks Project manager group 

Step 1: Logical model of 

the problem 

a) Establish and work with 

the planning group 

b) Conduct needs 

assessment to create a 

logical model of the 

problem 

c) Describe the context of 

the intervention 

d) State the program goals 

a) Literature search 

b) Focus groups 

Step 2: Program outcomes 

and objectives – Logical 

model of change 

a) State the expected 

outcomes for behavior and 

the environment 

b) Specify performance 

objectives and environment 

outcomes 

c) Select determinants for 

behavioral and 

environmental outcomes * 

d) Construct matrices of 

change objectives 

e) Create a logical model of 

change 

a) Literature search 

b) Focus groups 

Step 3: Program design a) Generate the program 

themes, components, scope, 

and sequence 

b) Choose theory- and 

evidence-based change 

methods 

c) Select or design practical 

applications to deliver 

change methods 

a) Literature search 

b) Focus groups 

Step 4: Program 

production 

a) Refine the program 

structure and organization 

b) Prepare plans for 

program materials 

c) Draft messages, 

materials, and protocols 

d) Pretest, refine, and 

produce materials 

a) Workshops 

b) Feasibility study 

*Behavioral and environmental factors are defined by Bartholomew Eldredge et al. [120] as behaviors or 

environments that can cause risk for a person, while the person’s ability to change is referred to as 
personal factors and environmental factors (determinants). These factors can be changed or influenced by 

an intervention. Personal factors constitute knowledge, attitudes, and values. Environmental factors 

constitute norms and social support but could involve the resources and conditions of an organization 

[120]. 
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STEP 1: LOGICAL MODEL OF THE PROBLEM 

In this first step, health problems and behavioral and environmental factors 

were investigated. Furthermore, a literature search was conducted to identify 

the needs and coping strategies during ET. 

 
A research group, including the four authors competent in symptom research, 

education science, and ET from a clinical perspective, was assembled using a 

participatory design [151]. A needs assessment was performed to construct a 

logical model of the problem [152]. 

 

Four advisory groups were formed that included stakeholders with ET 

experience. Advisory group 1 for program development included patients and 

professionals with ET experience from their own professional perspectives. 

Advisory group 2 included experienced professionals from another hospital in 

southwestern Sweden. Advisory group 3 included patients with experience of 

treatment with ET. Finally, advisory group 4 included professionals, one 

patient, and the manager of the surgical outpatient clinic where the model was 

to be implanted later. 

The research group collected data through three semistructured focus group 

interviews [141], which were recorded and transcribed verbatim. Research 

questions for advisory group 1 form the basis for support model version 1 

Table 2. 

 

The interviews lasted for approximately 2 hours each. Snacks and drinks were 

served during the in-person interviews, which were conducted in a conference 

room not formerly known to the patients. Data from advisory group 1 were 

analyzed using constant comparative analysis [110]. The data were compared, 

and overlaps were noted as agreements or disagreements. In cases of 

disagreements, explanations for these were explored, and the disagreements 

were negotiated within advisory group 1 [110]. To ensure the trustworthiness 

of the categories, the doctoral student and two authors worked closely on the 

analysis, and the third author validated the text. Categories and subcategories 

were discussed until consensus was reached. 

    

STEP 2: PROGRAM OUTCOMES AND OBJECTIVES-
LOGICAL MODEL OF CHANGE 
The second stage involved specifying what is needed to improve health and 

quality of life. Expected achievements were reported, and performance 

objectives were defined. Matrices summing up these objectives were formed 

to generate a logical model of change. 
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STEP 3: PROGRAM DESIGN 
In the third stage, the program was conceived and designed. Theory-based 

methods of change and their respective practical applications were selected and 

further described in Study III, Ahlstedt Karlsson, et al. [152]. The theoretical 

and practical methods to achieve change objectives were identified according 

to the TSM [153] and SCT [154], which are further described in the 

Background section of this thesis. To identify an individual patient’s needs and 

desires for education about ET, PCC was applied for the support model. 

 

STEP 4: PROGRAM PRODUCTION 
In the fourth stage, the results of stages 1–3 were integrated to refine the actual 

PSM. The PSM structure was formed, and preparation was performed for the 

planning of the PSM materials. The content of the PSM was validated with 

professionals of a different hospital (advisory group 2) and with patients 

(advisory group 3). 

 

The PSM was validated by the scientific group and advisory group 4 based on 

the following questions: 

1) Is the developed support model applicable in the surgical 

outpatient clinic? 

2) What are the strengths of the support model from an operational 

perspective? 

3) What are the weaknesses with the support model from an 

operational perspective? 

4) What revisions are required to make the support model 

applicable? 

5) Why is the support model applicable? 

 

As the COVID-19 pandemic was ongoing in Sweden beginning in March 

2020, the subsequent three workshops with advisory groups 1, 2, and 3 were 

conducted using Zoom. The data from advisory groups 2, 3, and 4 were also 

analyzed using constant comparative analysis [110]. Similar to the process in 

advisory group 1, the data were compared, and overlaps were noted as 

agreements or disagreements [110]. 
 

 

 

 

 

 

 



 
Susanne Ahlstedt Karlsson 

 

  

 

43 

 
Table 4. Interview guide for focus groups with advisory group 1. 

Main question Follow-up question 

What support do patients want in 

connection to endocrine therapy? 

Do patients and their relatives know what 

support is available today? 

How does the desire for support differ from 

what is offered now? 

Why do patients want this form of support? Why is the support needed? 

Why is the support used? 

Why is the support not used? 

Why do patients continue to use support? 

Why do patients not continue to use 

support? 

What do the professionals feel is the 

greatest need for support, and when is this 

support needed? 

Do patients agree? 

Do the different professionals agree? 

What specific content should the support 

model have? 

From the patient perspective? 

From a relative’s perspective? 

From professionals’ perspective? 

How should the support model be 

communicated? 

Physical meetings? 

Telephone follow-up? 

Diary? 

Electronic? 

Other ways? 

When should the support model be 

initiated? 

 

When is the support model most important? Should the support run over a specific time 

period? 

Should there be certain timeframes for the 

support that are general for patients and 

relatives? 

Should there be individual parts in the 

support? 

Why should the individual parts be 

individual? 

What could the individual parts of the 

support model contain? 

 

Who should decide the content? 

Who should this include? 

Should there be ready-made alternatives for 

the individual parts? 

Should patients initiate contact with 

professionals during the treatment period 

and thus initiate support? 

Should professionals structure the support 

and the contact? 

When should the support model be given?  

Which people do you want the support 

model to include? 

Why should these people be included? 

 



Designing, developing and evaluating a person-centered support model for women with breast 

cancer treated with endocrine therapy 

 

   44 

SYNTHESIZING THE FINDINGS FROM 
STUDIES I, II AND III 
 
To further investigate the concordance in the perceived experience of ET for 

women with breast cancer, before introducing the PSM in a larger setting, 

triangulation was conducted (Figure 3). 

 

 

 
Figure 3. Triangulation to investigate the concordance in the perceived 

experience of ET for women with breast cancer 

 

Creswell and Miller (2000) acknowledged this method as a way to validate 

procedures with a qualitative lens of the researcher. The objective of 

triangulation is to verify the convergence of meaning of data from several 

sources. Triangulation is used to increase trust in the results and is a strategy 

that purports to add validity and profundity to the methodology of a research 
study [155]. The studies included in the synthesis included three qualitative 

studies, and one also included a quantitative method, i.e., an intramethod, 

mixed method (Study II). The data from all three studies were analyzed 

separately, as previously described. 

 

Numerous ways to conduct triangulation have been described, such as 

methodological triangulation by using mixed methods data [156-158], data 

source triangulation, i.e., triangulation using several perspectives of people or 
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using several sources of data [156, 159], and investigator triangulation by 

collaborating and discussing using field notes, memos, and reflexive journals. 

Triangulation can also balance potential bias and enable researchers to reach a 

satisfactory consensus level. Last, theoretical triangulation uses and explores 

different theoretical perspectives, such as the carousel model, to generate 

hypotheses and theory-driven codes [156, 157]. Furthermore, between-method 

triangulation can be used to increase the validity of findings [158] and 

credibility [160]. Methodological triangulation, i.e., between methods, was 

chosen, as several methods were used to study the phenomenon. Using this 

method, Studies I-III can provide confirmation of findings and a more 

comprehensive understanding of the data [158]. 

 

1. As a first step in the chosen method, the findings from each study 

were read several times to gain a sense of the data. 

 

2. The second step included creating a table, with one column for 

each study to organize and visualize the data from the three 

studies. As the data included quantitative data, these data were 

interpreted qualitatively [161]. 

 

3. Then, a table including all data sets from each study was 

constructed, including categories and subcategories from the 

transcripts that answered the question “What is the concordance 

in the perceived experience of ET for women with breast cancer?” 

The data were abstracted as a descriptive theme and two 

subthemes using inductive content analysis. A descriptive theme 

describes the red thread on a latent and interpretative level [143]. 

According to Graneheim and Lundman (2017), both categories 

and themes can be presented simultaneously. However, there 

needs to be a distinct difference between the two, as the degree of 

interpretation and abstraction level differ [143]. 
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STUDY IV 
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PARTICIPANTS 

The participants in the fourth study included 41 patients, all of whom were 

prescribed ET, i.e., TAM or AI. The inclusion criteria were age > 18 years and 

knowledge of written and spoken Swedish. The exclusion criteria were 

receiving adjuvant chemotherapy or having dementia. The patients were 

enrolled using consecutive sampling [140] approximately three weeks after 

their previous breast cancer surgery during their follow-up at a surgical 

outpatient clinic in southwestern Sweden. Twenty patients were included in 

the control group in autumn 2020, and 21 were included in the intervention 

group in winter 2020/spring 2021. The median age in the control group was 

65, with an age range between 50 and 85 years, and in the intervention group, 

the median age was 66 years, with an age range between 47 and 79 years. In 

the control group, 80% of the patients were born in Sweden; of those born 

outside Sweden, one patient was born outside Europe, one was born in one of 

the Scandinavian countries, and one patient was from Europe outside 

Scandinavia. In the intervention group, 86% of the patients were born in 

Sweden. Of the patients who were not born in Sweden, two patients were born 

in Europe, and one was born in Scandinavia. In the control group, 45% of the 

patients had a university degree, and 48% of the patients in the intervention 

group had a university degree. In the control group, 55% of the patients were 

treated with AIs, and 57% of the patients were treated with AIs in the 

intervention group. 
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DATA COLLECTION 

To assess the feasibility of the PSM to identify any changes in the patients’ 

self-efficacy, symptoms, and perceived quality of care, a fourth study was 

conducted. A before-and after design was chosen [162]. From September 2020 

to December 2020, patients in the control group were screened and included. 

From December 2020 to Mars 2021, patients in the intervention group were 

screened and enrolled. 

 

Three instruments were used. 

General Self-efficacy Scale (GSE): This questionnaire was developed by 

Schwarzer and Jerusalem [163] was translated and validated to the Swedish 

population [164, 165]. It is a 10-item psychometric scale assessing self-

believed coping skills for demands in life. The questionnaire has previously 

been used with breast cancer patients [166]. The total score is the mean value 

of participants’ answers to all items. High scores indicate high self-efficacy. 

This questionnaire was selected since the aim of the study was to empower 

patients using a PCC approach, and previous studies have reported that PCC 

can contribute to increased self-efficacy [167, 168]. 

 

The Memorial Symptom Assessment Scale (MSAS) was developed by Portenoy 

and colleagues (1994) to measure the frequency of, severity of, and distress 

associated with 32 physical and psychological symptoms [169]; it has been 

validated in a Swedish population [170]. Each of the 32 symptoms is recorded 

as present or absent. For patients’ ratings, a four-point rating scale is used for 

frequency and severity, and a five-point rating scale is used to assess perceived 

distress during the previous seven days. The MSAS was used to evaluate 

whether symptoms decreased in the intervention group. The instrument was 

chosen based on the assumption that empowered patients can manage side 

effects more effectively. Higher scores indicate higher frequency, more 

severity and higher distress. If a symptom is present, the symptom score is an 
average of the total of all scores within the dimension [170]. 

 

Quality from the Patient’s Perspective (QPP): This validated 32-item 

questionnaire, developed in Sweden by Wilde-Larsson [171], measures four 

dimensions, i.e., medical-technical competence, physical-technical conditions, 

identity-oriented approach, and sociocultural atmosphere [171]. To identify 

patients’ views of whether care was adapted to their needs rather than care 

routines, three items (“I was given the possibility to tell the medical staff how 

I experience my situation”, “I was given the opportunity to participate in the 

planning of my care/treatment” and “I received the information I needed to be 

able to participate in decisions about my own care and treatment”) [172], were 

added that have previously been used by the Swedish SOM Institute [173]. To 
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report the results of the QPP, the percentage in agreement represents the 

number of patients who answered 3 (Mostly agree) and 4 (Fully agree) divided 

by the total number of patients who answered 1-4 on the question. The QPP 

was reported using the percentage in agreement for a selection of QPP 

questions. The method was performed as described by the instrument owner 

[174]. Each question is scored in terms of actual experience and its subjective 

importance on a four-point Likert scale. The execution index score ranges from 

one to seven, where one is an inadequate quality of care from the patient 

perspective and seven is good quality of care [174]. The questionnaire was 

chosen because it gave patients the opportunity to describe their experiences 

of care, i.e., the ability to speak, and it allowed the identification of any 

differences between the intervention and control groups. 

 

The patients completed the three questionnaires at two time points, at baseline, 

i.e., when starting ET, and three months after inclusion. 
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DATA ANALYSIS 

To assess the feasibility of the intervention, the criteria presented in table 5 

were used. The percentages of patients who were eligible to participate, 

consented to participate, and completed follow-up measures were calculated. 

Descriptive statistics and the Mann–Whitney U test were used to identify any 

change in perceived self-efficacy or experience of symptoms. P values below 

.05 were considered statistically significant, and all analyses were performed 

with IBM® SPSS® Statistics version 27 (IBM SPSS Statistics for Macintosh, 

Version 27.0.). 

 

 
Table 5. Study Objectives. 

Classification Feasibility criteria 

Process Recruitment rate 

Rate of retention 

Compliance with the intervention protocol 

Resources Preferred education form 

Education session 

Length of education session 

Length between education sessions 

Distribution of educational material 

Scientific challenges Completion rate 

Treatment effect 
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THE INTERVENTION 

This chapter includes a description of the usual care group and the intervention 

group in Study IV, which is also visualized in table 6. 

 

 

 
Table 6. Description of usual care and the person-centered support model. 

 Usual care group 

 

Person-centered support 

model group 

Target group Patients Patients and relatives 

Aim 

 

To provide the patient with 

information about her health 

and available methods for 

examination, care, and 

treatments. 

To empower the patient to 

manage symptoms and 

problems and illuminate the 

care structure. 

 

Assessment No routine assessment. 

 

Listen to the patient’s needs, 

understanding and 

resources. 

Planning Establish an individual 

written care plan with the 

patient. 

Establish an individual 

learning plan together with 

the patient. 

Content Standardized content for all 

patients. 

 

Information that is selected 

with the patient based on 

her individual needs and 

resources. 
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DESCRIPTION OF USUAL CARE 

The aim of support as part of usual care is to give patients information about 

their health status, available methods for examinations, care, and treatments. 

However, information about when the patient can expect to receive care and 

the possible side effects of prescribed treatment is also provided (Swedish 

Patient Act 2014:821). Usual care is based on patients’ initiative to contact, 

and all patients receive the same written information. 

 

Usual care involves patients being allocated nurse navigators (experienced 

undergraduate nurses or postgraduate nurses in surgical care) according to the 

Swedish Patient Act, giving the patient a statutory right to a permanent contact 

with care (2014:821). This includes a titled nurse navigator, whose name must 

be documented in the patient electronic health record and a written or digital 

individual care plan. The Government and Swedish Association of Local 

Authorities and Regions have agreed on a common general description of the 

nurse navigator’s role and function [175]. The National Swedish Cancer 

Strategy (SOU 2009:11) also corroborates the patient’s right to a nurse 

navigator to increase patient participation in care. 

 

At the surgical outpatient clinic where the study was conducted patients can 

contact their nurse navigators all workdays by telephone or by using a national 

digital tool, 1177.se (http://www.1177.se). It is also possible to write messages 

to the nurse navigator using the digital individual care plan. There are nine 

nurse navigators at the surgical outpatient clinic, who work in pairs. Therefore, 

two nurse navigators share the same telephone number, and one of them returns 

the calls. Sometimes a patient has a large amount of contact with the nurse 

navigator. If so, the specific nurse navigator maintains contact, unless she is 

on holiday or ill. However, if a patient calls the number for the nurse navigator 

with general questions, one of the two returns the call within a day or two. 

 

All patients receive written information, either as a brochure (“My care and 

rehabilitation plan”), as a national digital care plan, or as a PDF of the national 
digital care plan, when diagnosed with breast cancer. During the first visit to 

the surgical outpatient clinic, when patients receive the written care and 

rehabilitation plan or the national digital care plan, the nurse navigator 

documents the cancer-specific information that is available before surgery, 

such as the tumor characteristics and surgery preparations. The written “My 
care and rehabilitation plan” includes general information about all treatments 

that could be offered, including treatments not offered to the individual patient, 

such as chemotherapy. 

 

http://www/
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In 2020, a national digital care plan for breast cancer was launched 

(https://cancercentrum.se/samverkan/cancerdiagnoser/brost/min-vardplan/) to 

increase patient participation in care. However, the national digital care plan is 

still being processed and currently lacks the requisites to record tumor 

characteristics. The national digital care plan includes extensive written 

information about matters of potential interest due to the breast cancer 

diagnosis and its treatments. However, not all information, such as information 

on more specific medical treatments, is available for all patients. Some 

information, such as general information about breast cancer, self-care 

suggestions, and rehabilitation, is available directly. The information also 

contains contact information for the nurse navigator, welfare officers, and 

patient associations. Furthermore, suggestions of internet sites with valid 

information that could be of interest are also available. Other information must 

be “opened” by the nurse navigator. For example, if a patient is prescribed 

radio therapy and TAM as ET after breast cancer surgery, only information 

about these specific treatments is visualized in the national digital care plan in 

addition to the general information described above. However, to obtain access 

to the national digital care plan, the patient must have a bank identification 

number. If the patient lacks a bank identification number, the patient is given 

the written “My care and rehabilitation plan” or PDFs of the national digital 

care plan. There is currently no internet platform for relatives that is similar to 

the one the patient is offered. 

 

 

https://cancercentrum.se/samverkan/cancerdiagnoser/brost/min-vardplan/
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DESCRIPTION OF THE INTERVENTION 

The use of a PCC plan that includes three steps to identify each patient’s needs 

and recourses regarding ET and that acts as a guide when planning the care is 

a foundation of the PSM. In addition to the usual care, a 12-week PSM was 

offered including educational materials and partnership with the nurse 

navigator, further described in Ahlstedt Karlsson, et al. [152]: 

 

 

 

 

 

 
Figure 4. The process of cocreating care in the intervention. 

Abbreviations: ET- endocrine therapy, ILP- individual learning plan. 
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STEP 1- INDIVIDUAL EDUCATIONAL MATERIAL 
Educational material is chosen prior to informational material. This decision is 

made so that the patient, together with the nurse navigator, can be active in the 

learning process [176, 177]. Using a person-centered approach, “Initiating the 

partnership and identifying the person in the narrative”, the patients’ goals for 

the sessions are identified using questions such as “Tell me, what is ET for 
you?” The first steps involve the nurse navigator trying to understand who the 

person was by listening to the narrative. Ricœur (1992) refers to “idem – what” 

and “ipse – who”, two fundamental aspects of the self. Patients undergo a 

process from being anyone in the role as a patient to becoming a person to 

becoming oneself [23]. This not only applies to words that can be spoken but 

also includes visuals of how the patient moves and the narrative. Oral 

narratives permit a dialog between the speaker and listener, where questions 

and their answers can change the direction of the narrative [178]. In this step, 

the individual patient’s resources and needs can be illuminated. The knowledge 

from the narratives is the foundation from which the partnership is built. 

Together with the nurse navigator, the patient identifies what parts of the 

educational materials are relevant and whether supplementary material is 

needed using questions such as “What do you need from me, as a nurse 

navigator, in order for you to understand ET better?” The timing of the 

provision of educational materials depends on the individual patient’s needs 

and resources during the 12-week intervention (Figure 4). When working in a 

partnership, mutual trust is shown, and the relationship is made stronger 

through the assessment of the commonly agreed-upon individualized learning 

plan [179]. 

 

STEP 2 – AN INDIVIDUALIZED LEARNING PLAN (ILP) 
The second step includes encouraging the patient to be as active as she wants 

to be. Ricœur (1992) refers to the capable person as a person who can be 

attributed, and attributes to herself, responsibility for her actions. It can be 

understood as challenging for nurse navigators to demand action from patients. 

However, when the patient becomes active in her own care, cocreated care can 

be achieved. For patients to be active, nurse navigators need to be aware that 

patients’ abilities can vary within a single day as well as from one day to the 

next. In this step, two experts, the patient with her resources and the nurse 

navigator with her expertise on care, cocreate care together and document the 

agreement in the ILP. The aim of ILP is to empower the patient to develop 

knowledge and understanding about ET. 

 
The individual need for knowledge, understanding and acquiring learning 

techniques, for example, reflection, or the use of the patient’s knowledge as a 

starting point to achieve new knowledge determine the setup of the ILP. In 

concert with the educational materials (step 1), a follow-up plan is made 
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through physical meetings and telephone and/or digital follow-ups for patients 

to fill any knowledge gaps and identify their understanding and assimilation of 

the knowledge – working in a partnership. The partnership takes into account 

the human roles and identities (patient, person, inhabitant, partner, receiver of 

care, etc.), as the roles and identities can affect wishes for what knowledge is 

gained. By working in a partnership, existing recourses (curiosity, endeavor, 

engagement, motivation, knowledge seeking, etc.) are identified. Moreover, 

working in a partnership affects what knowledge patients may receive, as this 

knowledge needs to be within the nurse navigator’s expertise and take into 

account the conditions of the care system. Within the partnership, the number 

of follow-up sessions is agreed upon between the patient and the nurse 

navigator, and it is also determined if relatives are to be included. To sustain 

the partnership, goals for the sessions are established and documented by the 

nurse navigator in the patient’s ILP and completed by documenting the 

agreement in the electronic health record; therefore, the goals are accessible to 

both the patient and the professional [179]. Patients can also refuse all 

educational materials and use only the nurse navigator as a support. 

 

Safeguarding the partnership through documentation: The third step in PCC 

includes the safeguarding of the partnership using shared documentation. 

However, the commonly agreed upon learning plan must be revised and 

updated continuously according to changes in the needs and wishes of the 

patient as well as changes in care structures. 

 

STEP 3 – A PERSONALIZED REMINDER LETTER 
The third part of the support program is a personalized reminder letter after 

three months including contact information and an invitation for patients to 

make contact if needed. The personalized reminder letter includes a telephone 

number for the named nurse navigator and a telephone number for the welfare 

officer. Furthermore, the personalized reminder letter includes an enclosed 

self-assessment tool for patients to use as guidance to assess whether contact 

with the nurse navigator is needed. The decision to enclose this tool was made 

since patients in Study III reported difficulties in evaluating symptoms. As the 

patient, in this stage, is assumed to have close contact with the nurse navigator, 

greater responsibility for making contact is placed on the patient. The 

personalized reminder letter can reference initiating a partnership and 

identifying the knowledge needs in the narrative when patients have three 

months of experience with ET. In this case, the ILP must be updated 

accordingly to empower patients to develop knowledge and understanding 

about ET. This implies that the process of cocreating care (Figure 4) could be 

an ongoing process depending on the individual patient’s needs and resources 

rather than clinical routines. However, this step might have to be elaborated in 

a later stage. 
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ETHICAL CONSIDERATIONS 
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ETHICAL CONSIDERATIONS IN STUDY I-IV 
The studies in the thesis involved patients and were conducted in accordance 

with ethical principles of the World Medical Association’s (WMA) 

Declaration of Helsinki [180]; participation was voluntary and could be 

terminated at any time without any consequences. The following ethical 

principles were addressed during the studies. 

 

GENERAL PRINCIPLES 
Efforts were made to maintain the general principles; for example, the research 

was performed with respect to the participants’ rights [180], and it was ensured 

that patients were contacted by a welfare officer if they experienced any harm 

during an interview. Moreover, as the doctoral student was working at the 

surgical outpatient clinic, her dual roles could have an impact on potential 

participants. Patients and professionals could have felt forced to participate, as 

the doctoral student worked at the surgical outpatient clinic where the patients 

were treated for breast cancer, and they might have felt obligated to participate 

due to a relation to the doctoral student. However, it was clearly stated during 

enrollment that patients were not obliged to participate in the studies and that 

not participating in the studies would not affect their care in any way. 

Furthermore, patients who participated might have felt unable to answer 

questions truthfully, as this might have affected their future care. Therefore, it 

was the duty of the doctoral student to protect the health, dignity, integrity, the 

right to self-determination, privacy, and confidentiality of the patients in the 

four studies. To protect patients from harm, the WMA (2013) stresses the 

obligation of professionals to provide care according to the patient’s best 

interest and notes that this obligation exists for all patients. Furthermore, 

another important aspect is that patients may have had a dependent relationship 

with the doctoral student and may have consented under duress [180]. 

 

RISK, BURDENS, AND BENEFITS 
To address any risks, burdens and benefits for patients [180], ethical 

considerations were made when planning the studies, including that all 

participants had to be >18 years to be eligible. Potential participants had to 

independently accept or decline participation. Eligible patients also received 
written information about the study, including information about aims, 

methods, anticipated benefits, and potential risks. As sharing experiences 

about ET was anticipated to result in negative feelings and distress, the welfare 

officers in the department at Sahlgrenska University Hospital were notified 

before the study started. The participants in Studies I and III were informed 

that they could contact the welfare officer if the interview caused distress of 

any kind. 
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SCIENTIFIC REQUIREMENTS AND RESEARCH 
PROTOCOLS, INCLUDING RESEARCH ETHICS 
COMMITTEES 
The WMA states that the research protocol must be submitted for 

consideration, comments, guidance and approval before starting data 

collection [180]. Study I and II were approved by the Regional Ethics 

Committee in Gothenburg, 2016-11-09 approval no 792-16. Study III and IV 

were approved by the Swedish Ethical Review Authority (Study III 2019-10-

23 approval no 2019-05073 and Study IV 2020-08-19 approval no 2020-

03239). 

 

PRIVACY AND CONFIDENTIALITY 
The WMA [180] specifies that every caution must be taken to protect the 

privacy and confidentiality of participants and the confidentiality of their 

personal information. Participants were also assured that their confidentiality 

would be respected throughout the research process. Efforts were made to 

ensure confidentiality when reporting results from the data collection; i.e., 

quotes were deidentified and reported using numbers instead of names, and the 

quantitative results were reported on a group level. Furthermore, 

questionnaires, diaries, and transcribed interviews were stored in secure 

cabinets at the University of Gothenburg, and individual information was 

removed and replaced with codes. The code lists were kept on password 

protected computers. As the doctoral student was externally financed, 

participants were also informed that the board of Sahlgrenska University 

Hospital was responsible for the processing of personal data. The University 

of Gothenburg then took over the responsibility for personal data, which did 

not affect confidentiality. 

 

INFORMED CONSENT 
All participants gave written informed consent. To reduce the risk of patients 

feeling forced to participate, they were not obligated to respond regarding their 

participation in the study immediately but had the opportunity to think about it 
later in their own homes. They were given prepaid envelopes to return their 

signed informed consent form if they decided to participate. There were no 

questions asked if a patient did not return signed informed consent form, and 

no more than two SMS reminders were sent if a participant had not returned 

her questionnaires in Study IV. In Study II, SMS reminders could not be used, 

as the technique was not sufficiently developed at the time. Therefore, 

telephone calls were made to ask if the patient was still participating or if she 

had withdrawn from the study. As Study III included both patients and 
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professionals, patients might have felt inferior. The doctoral student used 

facilities that patients were not familiar with when conducting interviews. 

Additionally, the doctoral student never used her working gown when doing 

interviews with patients only or patients and professionals together. The 

professionals were also urged to wear street clothes to create a more relaxed 

atmosphere. 
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FINDINGS 
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FINDINGS FROM STUDIES I, II, AND III 

In Study I, the patients shared their experiences with ET, and the analysis 

revealed that the ET treatment was distressing and caused discomfort that 

needed to be managed. Furthermore, the results revealed that patients felt 

abandoned, both by their relatives and by professionals. However, the 

described experiences were not only negative, as ET was acknowledged as a 

form of protection, but after further analysis, a deeper meaning was identified 

and categorized as being protected by ET but with reservations. Having 

knowledge about ET could create fear, as the patient’s perceived knowledge 

could led to fear of more severe ET-related symptoms. The patients tried to 

cope with the situation, although their coping strategies sometimes varied. 

 

In Study II, the patients shared their experience of starting ET, and the analysis 

revealed that the participants experienced both “physical problems” and 

“emotional problems”. 

 

The patients reported their perceived most difficult event that specific day in 

their own words. The most reported problem was “physical problems”, and 

other reported problems included sleeping difficulties, pain, and hot flashes. 

Furthermore, patients reported whether the problem or stressful event was 

expected to result in the least expected stressful event or if the experienced 

problem was infection. Hot flashes were a side effect that was expected by the 

patients, but they were associated with the lowest level of control. Prior 

knowledge about ET was also described as hesitation toward ET because of its 

assumed effects, revealing how patients had expectations about hot flashes 

before starting ET. The patients also reported “emotional problems”, i.e., 

anxiety, irritation, and prior knowledge. 

 

In the diaries, the patients reported the second month as the most stressful. The 

timing of the second month was approximately one to two months after being 
prescribed ET and two to three months after their prior surgery. Patients used 

coping strategies that were predefined in the diary, and most used coping 

strategies to accept the problem. 

 

Study III aimed to develop a support program for patients receiving ET after 

their prior breast cancer surgery. The four first steps from IM were used to 

ensure the practicability of the support models, and the methods chosen to 

change behavior were as previously described in the Background section of 

this thesis. As patients had versatile views of ET and had different needs of 

knowledge and understanding, a support model built upon a person-centered 

approach seemed appropriate to meet the various needs. 
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FINDINGS FROM THE SYNTHESIS 

To determine the concordance in the perceived experience of ET for women 

with breast cancer, methodological triangulation was performed (Figure 5). 

When using inductive content analysis, the overall theme emerged as “a variety 

of needs”. Patients described a varied and complex experience of ET and how 

it caused feelings of vulnerability (Table 7). This was not just about the lack 

of information, but how hard it could be to understand the information. 

 

 

 

 

 
Figure 5. Results from the triangulation to investigate the concordance in the 

perceived experience of ET for women with breast cancer. 
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A DIVERSE VIEW OF TREATMENT 

Patients described their individual experiences about ET and how the treatment 

was received. However, patients also described their complex feelings 

regarding ET. 

 

AN EQUIVOCAL TREATMENT 
ET was described as both a protector and an enemy. This category includes 

descriptions of the diverse views of side effects and how they might be 

interpreted; i.e., hot flashes could be interpreted as an indicator that an 

imagined breast cancer cell in the body was defeated. This illustrates how 

negative experiences could be interpreted as positive due to their imagined 

effects. ET has as many interpretations as there are patients. One patient could 

express one opinion during an interview of ET as a form of protection but then 

describe how she was unable to manage the side effects and the impact they 

had on her quality of life, leading to prematurely stopping ET. On the other 

hand, ET could be acknowledged as a form of protection, causing patients to 

just comply with the treatment. However, strong hesitation and resistance 

could be an obstacle to management before patients were able to accept ET. 

 

THE VARIETY OF COGNITIVE STARTING POINTS 
This category describes the subjectivity nurse navigators had to manage when 

caring for patients receiving ET due to the diversity in experiences and needs. 

Some patients needed to know everything about ET, while other patients did 

not want to know anything at all. Patients with knowledge and understanding 

searched for information on the internet. However, patients described the need 

for information without opinions by others. Furthermore, patients described 

how they differed when they were receptive to knowledge and understanding 

and how their individual needs affected how knowledge and understanding 

should be developed. Moreover, the timing of the delivery of learning material 

varied because the needs for knowledge and understanding varied. Patients 

could have no need for knowledge and understanding at one point but search 

eagerly for more knowledge just one day later. 

 

ENDOCRINE THERAPY CAUSES INSECURITY 
Patients expressed how they want to be independent but needed guidance 

regarding the interpretation of symptoms and their management. Patients 

reported how they felt secure and trusted their nurse navigators. Furthermore, 

they expressed a desire for professionals to ask about the experience of being 

treated with ET, not only in case of problems. This indicates that patients 

wanted professionals to take a real interest and acknowledge their perceived 

complex experiences. Patients experienced insecurity regarding how 
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symptoms were though about as problems or not. Patients reported that they 

did not dare to trust themselves in this abnormal situation. 
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CAUSE FEELINGS OF VULNERABILITY 

The analysis revealed how the lack of tailored support led to the development 

of cognitive and emotional vulnerability. Patients treated with ET described 

feeling vulnerable, and the care setting was interpreted as something not 

normal. 

 
DIFFICULTY INTERPRETING INFORMATION 
Emotional vulnerability was caused by patients being expected to find 

knowledge about ET on their own and how they acknowledged ET as 

something abnormal. It was not the lack of information that caused the 

emotional vulnerability but rather the lack of individualized information 

interpreted according to the individual patient’s context. As one patient asked, 

“Do I have to be unable to move before making contact?” (patient in Study 

III). From the patient’s point of view, professionals were considered authorities 

and institutions. This led to patients hesitating to take contact. 

 

THE AMBIGUOUS NEED FOR INDEPENDENCE VS. 
DEPENDENCE  

Patients expressed a wish to be independent, and they wanted to learn how to 

manage their situations and treatment to reduce emotional and cognitive 

vulnerability. However, they expressed contradictory feelings, as they 

apprehended themselves to be excluded from their own care. Furthermore, at 

the same time as the patients wanted to be independent, they also expressed 

the need to be taken care of; i.e., if knowledge and understanding was achieved 

in accordance with the individual needs, independence could be achieved. 

 

INDIVIDUALIZED LEARNING NEEDS 
In accordance with the individual patient’s need for knowledge and 

understanding, the goal of learning differed from one patient to the next and 

needed to be explored in the narratives. Patients had different needs regarding 

how to promote their learning styles, as some patients liked group activities, 

while others preferred to have individual meetings or to discover information 

on internet websites or web-based communities such as social media. 

However, although patients might prefer to find information by themselves, 

the need to interpret the information was crucial. To achieve reduced cognitive 

vulnerability, individually adapted knowledge and understanding about ET 

was necessary. 
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PATIENTS EXPERIENCE A VARIETY OF NEEDS 

Patients described a sprawling and complex view of ET, and ET was perceived 

to be a treatment that must be managed in one way or another. However, the 

results from the synthesis reveal that the lack of tailored follow-up led to unmet 

needs, as the care failed to support patients regarding their complex need for 

knowledge and understanding. These findings validate the need for a support 

model with a starting point in the patient’s experience of ET using a PCC 

approach where the patient provides her narrative as a base for the 

individualized learning plan. The PSM encompasses the various experiences a 

patient might encounter and, together with the nurse navigator, enables care to 

be provided accordingly to ensure that patients feel empowered. 
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Table 7. A selection of the identified subcategories, categories, subthemes and the 

descriptive theme identified in the synthesis of Studies I-III. 

Study I Study II Study III 

Subcategory Category Subtheme Descriptive 

theme 

ET as a 

protector 

 

Trust in the 

professionals 

ET as 

protection 

ET as 

security 

against a new 

breast cancer 

An equivocal 

treatment 

A diverse 

view of the 

treatment 

A variety of 

needs 

Expect side 

effects to appear 

 

Hesitation 

toward 
medicine in 

general 

Fear of ET 

 

 

Fear caused by 

prior 
knowledge 

Scary 

knowledge 

about ET 

 

 

Knowledge 

before treatment 

started 
 

 

 

Lack of desire 

to know 
anything about 

ET 

Prior 

knowledge 

Lack of 

desire to 

know too 
many details 

 

 

Desire to 

know 
everything 

about ET 

Variety of 

cognitive 

starting 
points 

Lack of 

knowledge 

leading to 
unnecessary 

worry 

 

Lack of desire 

to disturb or 
bother the 

professionals 

 

Lack of 

knowledge 

 
 

 

 

No 

participation in 
care 

Patient 

insecurity 

about who to 
contact 

 

Patient 

expectation 

of seeking 
knowledge by 

themselves 

 

Lack of 
desire to 

disturb or 

bother 

professionals 

Ambiguous 

need of 

independence 
vs. 

dependence 

Cause 

feelings of 

vulnerability 
 

Lack of 
knowledge 

Lack of 
knowledge 

Hard to 
interpret 

information 

 

Not a normal 

situation 

Difficulty 
interpreting 

symptoms 

Difficulty 

interpreting 

symptoms 

- Need to be 

included 

 

Difficulty 

interpreting 
symptoms 
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FINDINGS FROM STUDY IV 

This study aimed to test the feasibility of the PSM produced in Study III. In 

the intervention group, twenty patients (95%) completed the study, and 86% 

of the patients in the intervention group responded to the three-month follow-

up questionnaires. The preferred follow-up was by telephone, and one patient 

preferred digital follow-up. One patient included her spouse. Patients preferred 

a median of three (range of two to four) telephone follow-up sessions during 

the 12-week intervention. The first session was performed approximately two 

weeks after starting ET. The educational material, divided into five parts, was 

sent home to 19 of the patients. Some of the patients stated that they did not 

want the educational material until the end of the 12-week intervention, as it 

was important for them to have already experienced ET to ask appropriate 

questions. Some patients used the nurse navigator, i.e., the doctoral student, as 

support only and had no knowledge needs at all. They used the nurse navigator 

for their questions only and felt secure about someone calling them and asking 

how they were doing. Seventy-seven percent of the patients in the intervention 

needed contact during the whole 12-week intervention. 

 

To identify difficulties in following the protocol, a trial log was used by the 

nurse navigator performing the intervention. Experienced difficulties were 

reported by the nurse navigator. One difficulty was patients expressing their 

needs and resources, probably due to their unfamiliarity with playing a lead 

role in their care. This was handled by actively encouraging patients to describe 

their views about ET. Another difficulty was ensuring that the intervention did 

not include any persuasion for patients to accept ET but rather involved only 

listening to the individual patients’ perspectives. 

 

Furthermore, the three questionnaires assessing patient self-efficacy, perceived 

symptoms and quality of care were administered at baseline and after three 

months. Overall, the patients in the control group perceived the quality of care 
to be higher than patients in the intervention group, and there were no 

significant differences in self-efficacy or perceived symptoms between groups. 
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DISCUSSION 
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BEING POWERFUL BUT VULNERABLE 

Patients in both the control and intervention groups in Study IV reported high 

self-efficacy scores but still felt vulnerable. The patients had high education, 

i.e., at a university level, and there was a relationship between high self-

efficacy scores and high education level [181]. However, anxiety and 

depression have also been found to be more common in patients with higher 

education, and a possible explanation is that patients with higher education 

have a greater opportunity to reflect on their disease [182]. Group activities in 

a support group have been suggested to reduce anxiety and depression rates 

[183]. However, patients in Study III hesitated to participate in group activities, 

as they were perceived as time consuming. 

 

Moreover, situational vulnerability is suggested to be an accurate term to use 

concerning powerful patients becoming powerless in the care setting [69]. 

Situational vulnerability is related to emotional vulnerability. Emotional 

vulnerability can be related to the hospital architecture, which can be difficult 

to understand for patients. Additionally, clinical routines can elicit intimidation 

and discomfiture, which can increase the likelihood of further harm due to 

unwillingness to follow treatment regimens [64]. Cognitive vulnerability is 

suggested to manifest when a patient is diagnosed with a severe disease, and it 

relates to emotional vulnerability [64]. Patients expressed this during the 

interviews, as they described a lack of knowledge about whom to contact 

regarding ET, which highlights the presence of emotional vulnerability, as the 

hospital setting is considered confusing. Furthermore, physical, emotional, and 

cognitive vulnerability seems to be manageable by adhering to expert 

knowledge, which reinforces the idea of patients as needy and passive and 

professionals as powerful and active [64]. This indicates that it is possible for 

powerful patients to become powerless and vulnerable in relation to 

professionals. The identified outcome, when developing the support model 

using IM, was to empower patients to reduce their vulnerability when tailoring 
the information according to the individual needs. Knowledge has been 

identified to relate to patient empowerment, as nurse navigators acknowledge 

knowledgeable patients to be in control [184]. However, this unequal situation 

seems to be unwieldy to handle in one step in the whole care chain. A more 

radical reform could be necessary, and previous studies using PCC have 

positive results in perceived self-efficacy when the whole care chain uses PCC 

[167]. Ricœur and Freire refer to humans as subjects who can be responsible 

for their own lives [23, 185] and can be responsible for their own fight for their 

humanity. Dehumanized people, who are oppressed, suffer [185], but patients 

are capable and actively strive for a good life [23]; this was described in the 

studies as patients actively seeking health and wellbeing during ET. 
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PARTNERSHIP TO BECOME EMPOWERED 

Therefore, the question that arises is as follows: How do we educate powerful 

and presumably empowered patients to feel in control when they are 

situationally, cognitively, and emotionally vulnerable? This emerges as a two-

sided relationship between patients and nurse navigators that built on trust, 

where both parties accept not having control and adopt communication 

according to the patients’ needs and resources to cocreate care [21]. It has been 

suggested that people become powerless when being objectified [135], 

indicating that seeing a patient as a capable person could increase patient 

empowerment. It has also been reported that a longer period of illness relates 

to increased levels of empowerment scores [3], indicating that patients might 

learn to live with their illness. For powerless patients to become empowered, 

interaction with others is needed. One study identified that when engaging in 

interaction, patients learn to create strategies. When overcoming obstacles, 

new insights, strengths, and skills lead to a sense of mastery [135]. Patients 

need to become aware of and reflect on their own skills and competence, and 

different aids, such as information materials or internet sites, can be used to 

achieve this [186]. Self-efficacy has been found to be related to empowerment 

[3]. High self-efficacy scores are associated with increased self-esteem, as 

beliefs in one’s ability to perform a behavior contribute to the person’s attitude 

toward himself or herself. However, an alternative interpretation has been 

suggested as follows: the success of a task is based on preexisting self-efficacy 

expectations, and the expectation of success leads to success [187]. It has been 

suggested that culture, age, and socioeconomic resources can influence 

empowerment, but there are also differences in the degree to which different 

people can be and wish to be empowered [188]. Additionally, ethnicity has 

been found to be related to empowerment [3]. Patients can be empowered by 

their nurse navigators through education or counseling. However, patients can 

also empower themselves through self-education, facilitated by the internet, or 

through participation in, for example, patient organizations [188]. Learning in 
self-care groups was previously been examined for patients treated for breast 

cancer, and the study reported that self-care improved recovery [184]. 

However, Studies III and IV showed that some patients do not need to be 

empowered, despite being powerful in other situations, i.e., having a university 

degree. These findings indicate a much more complex situation and the 

necessity for nurse navigators to identify individual patients’ needs. These 

needs can only be identified in patients’ narratives, and nurse navigators must 

be responsive to the patient. 
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UNDERSTANDING ENDOCRINE THERAPY 

In the care setting, it is suggested that professionals stereotype patients, 

acknowledging patients as passive receivers of information, and traditional 

care attitudes can be difficult to change [189]. Freire refers to banking 

education, i.e., where the nurse navigator is the subject who knows everything, 

and the patient is a passive object and receiver [185]. However, to identify the 

individual patient’s need for information, it is essential to listen to her narrative 

[20]. Many of the patients participating in Studies I – IV had higher education, 

which indicates that they had a more positive prognosis in contrast to patients 

with less education. Patients with higher education levels are often diagnosed 

with breast cancer earlier and start their treatment earlier than patients who 

have less education [62]. Using a dialog, patients and nurse navigators can 

learn from each other. Freire refers to this as teacher-student and student-

teacher, where the patients and the nurse navigator become jointly responsible 

for the learning process. When this happens, patients are able to develop their 

abilities to see the care process that they have the power to transform and to 

overcome any false perception of reality [185]. A person's acquired knowledge 

depends on the response to what is being communicated, and for example, 

universal suffrage cannot be successful unless those who vote are educated 

[190]. However, the care process does not always include both patients’ and 

professionals’ experiences and ways of understanding a disease, but it is 

important to identify the two sides of the same phenomenon [191]. There is a 

relationship between coping with issues related to ET and not being able to 

continue ET [192]. High variance in problems related to ET has been reported 

[16, 193, 194], indicating that ET should be considered a problematic treatment 

for patients. However, the diverse experience of ET among patients is also 

problematic for nurse navigators, as it is not possible to assume or predict the 

impact ET will have on the individual patient. 
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SUPPORT FOR VARIOUS NEEDS 

It is clearly stated that the aim of the nurse navigator is to reduce fragmented 

care and to strengthen patients’ involvement in their own care [6]. However, 

the results from this thesis reveal the lack of compliance with the purpose of 

nurse navigators. To meet the versatile challenges with ET, a PSM was 

designed, developed, and tested for its feasibility. 

 

Using a PCC approach, patients’ needs and resources were assessed in their 

narratives and documented in the ILP as a common agreement. Based on a 

listening approach, the timing of education depended on the need for 

knowledge and skills. Patients could also refuse any information and use only 

the nurse navigator as support. A possible fault was that there was no obligation 

for patients to use the suggested coping strategies and report back. Just 

knowing about coping strategies might not decrease symptoms. However, the 

patients in the intervention group rated their perceived symptoms as less 

bothersome and severe than the patients in the control group, but this difference 

was not significant in this underpowered study. A previous study identified 

that PCC positively affected self-efficacy in patients without postsecondary 

education [167]. Barriers to self-efficacy have been identified as lack of health 

literacy, lack of access to care, and lack of formal and informal support 

described as health organization groups, peer groups and family [195]. The 

designed and developed PSM aims to decrease these barriers. To achieve an 

increase in self-efficacy score, it might be appropriate to target patients with 

lower rates than 25, with lack of social support, or with low education 

according to identified barriers. Moreover, letting the individual patient 

identify when an education is important and if it is required could be an 

appropriate way to further develop the intervention. 

 

The preparatory studies (Studies I-II) suggested that even if the patients 

considered themselves to be powerful, the treatment and overall situation was 
referred to as “not normal” and difficult to apprehend and relate to. The 

described apprehension of ET as mandatory could be problematic, and it is 

important to identify the individual goals that patients have. If the patient’s 

goal is “to be free from breast cancer”, applying Dewey’s (2016) pedagogy 

could be a starting point for reflection on how important it is to stay in 

treatment. All participants in the intervention group were asked to describe 

their goals, and every one of them apprehended ET as saving their lives. 

Patients also described coping to be something natural, and they described 

managing experienced side effects without asking for guidance. However, the 

need for guidance when failing in coping skills was stressed. This could be 

addressed more actively in larger-scale interventions. 
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THE PERSON-CENTERED SUPPORT MODEL - 
A COMPLEX INTERVENTION 

In this thesis, a PSM was designed, developed, and evaluated for its feasibility. 

According to Skivington et al. (2021), complex interventions should be 

developed and tested through the phases described in Figure 6. In the first 

development phase, the PSM was designed, and the intervention was planned. 

The researchers chose to test the PSM feasibility in Study IV, which also 

complied with the described development phases [118]. Feasibility testing was 

performed to reduce uncertainty according to the design, i.e., recruitment, data 

collection, and retention (Study IV), but outcomes and analysis could also be 

evaluated [118]. Additionally, the intervention itself could be evaluated based 

on its optimal containment and delivery, acceptableness, adherence, 

probability of cost effectiveness, and needed performance ability to deliver the 

intervention [118]. However, this framework was not known when the 

feasibility of the PSM was evaluated, but before any implementation, this must 

be considered. This is also why economic modeling was not performed in 

Study IV, but this is a very important feature and will be performed in the later 

stages. As the PSM already has been considered to be implemented at a later 

stage, this is suggested to increase the potential of its development to become 

adopted and maintained in the care setting [118]. 

 

 
 

Figure 6.  Framework for developing and evaluating complex interventions 
 The core elements [118] are specified as context, i.e., surgical outpatient clinic; 

development, i.e., intervention mapping (Study III); refinement and (re)testing the 

program theory, i.e., feasibility study (Study IV); engaging stakeholders, i.e., 

action research design; and identification of key uncertainties, i.e., use of the trial 

log. At a later stage, the intervention will be refined, and economic considerations 

will be made. 
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IM as a design method has been reported to be a useful design method, and it 

is now widely used in research. However, a lack of reporting of effect measures 

has been reported [196]. As this thesis project did not include a full-scale study, 

no evaluation of the PSM has been conducted yet. However, the identified 

findings must be considered and reported in future studies. Furthermore, some 

characteristics have been identified and reported as essential descriptors to be 

used in the context of the PSM. The characteristics are the content of the 

intervention, including any techniques used; characteristics of the persons who 

deliver and receive the intervention; the setting for the intervention; how the 

intervention is delivered, i.e., face-to-face, by telephone and so forth; the 

intensity, which is specified as contact time and number of sessions; and the 

adherence to the delivery protocols [197]. 

 

Due to the complexity in the context of the intervention [4], a before-and-after 

design might be more appropriate than a randomized controlled design. 

Moreover, as Study IV used a before-and-after method, the interactive 

components within the intervention and control groups were reduced; this 

quasi-experimental method has previously been recommended for informatic 

interventions [139]. 

 

Furthermore, in this thesis, both “model” and “program” were used as 

outcomes when developing the intervention. Therefore, there is a need to 

clarify the differences. A model provides a statement for the outcome and 

visualizes the tasks to be made to reach the outcome. A program guides the 

planning, management and evaluation [4]. For that reason, a program was used 

to develop a model, which led to the use of both “program” and “model” in 

the development of the PSM in the thesis. 
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EVALUATING THE PERSON-CENTERED 
SUPPORT MODEL 

According to Eldridge et al. (2016), feasibility studies are pieces of research 

that can be done before a main study to identify whether the planned study can 

be performed in a larger setting [119]. Due to the feasibility at this stage, it 

could be problematic that the outcome measures for self-efficacy, symptoms, 

and perceived quality of care were made in Study IV. A more proper way 

would have been to use interviews to assess the intervention further, but this 

was not excogitated when designing Study IV. Nevertheless, as questionnaires 

were used, it seemed fairer to report them than not to report them with respect 

to the patients who contributed to the study. Furthermore, in discussions within 

the research group, it was decided that the questionnaires should be assessed 

for their appropriateness. In the upcoming pilot study, before the larger 

intervention, this assessment will affect how forthcoming instruments are 

chosen, and this is an important lesson learned from this feasibility study. 

However, it is also possible that the intervention should target patients with 

lower education levels, for instance, to increase their self-efficacy. This 

important knowledge would not have been gained if questionnaires had not 

been used. 

 

FUTURE EVALUATION AND IMPLEMENTATION 
This thesis contributed to the design and development of a PSM. Furthermore, 

as a first step, the PSM was tested for its feasibility. To proceed with the 

introduction of the PSM in the clinical context, the next step should include its 

implementation, as described in Figure 6. According to Skivington et al. 

(2021), a process evaluation could be appropriate at a later stage to identify the 

quality of the implementation to clearly state what is implemented and why. 

However, we also identified the change that was achieved during the 

implementation and how the context affected the outcome. Additionally, 

economic considerations involving economic expertise will be conducted at a 

later stage [118]. As a process evaluation, a two-phase framework with five 

stages is described in each framework presented in Figure 7 [198]. This could 

be conducted during the upcoming stages when the intervention is to be 

conducted in a future research project. 
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Figure 7. Framework for process evaluation in complex systems [198]. 

 

In short, phase one is conducted to understand the complex system, which 

includes the system structure, system boundaries, constituent elements and 

their relationships [198]. This is done by starting to describe how the system 

behaves before any interventions and identifying how the intervention might 

change the system. The next step is to decide what method, i.e., for data 

collection, to use to describe the existing system and then to collect data that 

includes key stakeholders, i.e., nurse navigators. During the analysis, the initial 

system structure, elements, boundaries and local rules and the impact they 

might have on the intervention are assessed. The last step describes and 

visualizes the system before the intervention [198]. Phase two involves 

defining questions in relation to the outputs described in step five in phase one. 

In the second step, the study design is flexible to the emergent findings and 

might imply adaptations of the research methods. In the sampling phase, step 

three, samples from a range of system elements and levels are carefully drawn 

after the evaluation of whether the knowledge from phase one implies a 

different or wider sample. At the analysis stage, the theory is refined, and 
efforts are made to understand the changes to the intervention. In the fifth and 

last step in phase two, a system change narrative is produced [198]. This thesis 

has contributed to some understanding of the context where the support model 

is to be delivered. However, these steps in the two phases need to be further 

examined in the forthcoming process evaluation. 

 



 
Susanne Ahlstedt Karlsson 

 

  

 

79 

METHODOLOGICAL CONSIDERATIONS 
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THE THEORETICAL FRAMEWORK 

The theoretical framework for this thesis concerned the person and 

empowerment, with an interim target of knowledge and understanding. When 

the patient cocreates care with the nurse navigator, the patient’s specific needs 

for understanding are illuminated in her narratives, which enables individual 

learning goals to be reached. The concept of coping with symptoms and 

problems related to ET was defined as individual needs for managing ET, 

including individual needs for knowledge about ET and a selection of active 

coping strategies, but could also include just being taken care of, where patients 

could be an active partner in care or passive. 

 

Patients treated with prior breast cancer surgery and adjuvant ET were the 

subjects of all four studies. Patients prescribed ET were the focus of this thesis, 

and the patients were often well educated, which indicates that they already 

had power, as high education is one definition of being empowered. Based on 

this view, the results would have guided the thesis in another direction, where 

patients were presumed to be more in-control. However, the results from the 

four studies revealed another perspective, acknowledging patients to both be 

powerful but feel powerless in the specific care situations. These findings 

could interrelate to Ricœur’s (1992) ethical intention and statement that 

humans aim for “the ‘good life’ with and for others…” (p 172), with his ethic 

intention indicating how humans strive for good relations with other humans. 

However, if these relations are affected, the relational human becomes 

vulnerable [23]. The results from Study IV revealed that the self-efficacy 

scores did not seem to relate to symptom management, which highlighted the 

complexity of feeling powerful but still powerless. This finding was also 

validated by four patients included in Study IV. In addition, this emphasizes 

that by using the PCC as a tool to strive for the good life defined by the patients 

and shared with the nurse navigator in the patient’s narrative, vulnerability can 

be identified and reduced. 
 

An action research design was used in the third study to develop a PSM using 

competences from professionals and patients. The objective of participatory 

design is to use the knowledge of those who have experience with ET. 

Participatory design focuses on exploring the patient’s own knowledge when 

building new systems [151]. Using participatory design, both patients and 

professionals could be seen as partners. 
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PARTICIPANTS AND DATA COLLECTION 

To acquire information on the lived experience of participants prescribed ET, 

four studies were performed regarding the experience of being prescribed ET 

or working experience with ET. In Study I, the main criteria for participants 

were personal experiences of ET to explore their apprehension of the 

treatment. In Study II, there might have been bias due to loss to follow-up, as 

39 patients agreed to participate, but only 25 followed through, and those who 

ended the study prematurely could have been patients with no side effects, 

which might have led to the loss of important views and insights about ET 

[199]. Furthermore, a limitation of Studies I and III is that the participants who 

agreed to participate could have been the patients with side effects, and the 

patients who declined participation could have had fewer problems related to 

ET, which could imply selection bias. Having experience treating patients 

receiving ET was also important for the professionals who were included in 

Study III, as they were asked to describe their experience of meetings with 

patients treated with ET. 

 

Moreover, an inclusion criterion in all four studies was knowledge and 

understanding of written and spoken Swedish, as the questionnaires and 

interviews were conducted in Swedish. However, it was important to gain 

insights into the experience of ET from the whole Swedish population, which 

includes nonnative Swedes. Cultural tailored intervention has been reported to 

be as important, as ethnicity affects, for example, perceptions of benefit/harm 

with ET [200]. According to Merkens (2018), sampling includes key 

informants who have available knowledge and experiences of ET, are capable 

of reflection, are articulate, have time to be interviewed and are also willing to 

take part in a study [201], and this affects who is willing and able to participate 

in a study and the results. Patients in the four studies were not selected due to 

education level or socioeconomic level. If the sample had included other 

patients with less education and lower socioeconomic levels, the results might 
have been different. 

 

The COVID-19 pandemic was ongoing during data collection in Study III and 

Study IV, which impacted data collection and the chosen methods. The 

identified possible challenges could include technical issues, such as facilities 

not working or participants lacking knowledge about computers or not having 

a computer. As these issues were identified prior to the interviews, the 

opportunity was also given to participate by telephone. It should also be 

mentioned that professionals were not used to using technical methods in 

patient meetings, such as digital follow-ups, where the patient and her surgeon 

would meet over the computer. However, the development and use of technical 

solutions in patient meetings increased massively in 2020 in southwestern 
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Sweden. To avoid putting patients or professionals in jeopardy due to the 

COVID-19 virus, interviews from March to September 2020 were conducted 

using the video conference system Zoom. Zoom was chosen as Gothenburg 

University used it, and the doctoral student felt more familiar with it, as it was 

a known system. However, the use of computers for communication in 

oncology care was described two decades earlier in research [202], and online 

focus groups have been suggested to have advantages, as they decrease the 

phenomenon of some people not participating in the discussions, as the 

environment could be apprehended as safer [203]. Zoom, as a video conference 

system, has been suggested to be a useful method for qualitative interviews 

[204]. However, difficulties in establishing connections as well as interruptions 

caused by inadequate home or office setups have also been identified as 

barriers [204]. Overall, the method seemed useful, and only one patient wanted 

to participate by telephone. However, it seemed to be important to offer an 

alternative to also include patients who were not familiar with computers while 

not putting them in danger due to the COVID-19 virus, leading to the solution 

of either interviews by Zoom or telephone. However, notably, only one patient 

in Study IV preferred education and information using Zoom. This indicates 

that digital solutions are not everybody’s first choice and that many well-

educated patients still find it more comfortable to use telephones rather than 

computers, possibly because it requires less preparation. 
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SELECTION OF INSTRUMENTS 

Patient-reported outcomes (PROs) were used in Study IV with the following 

three instruments: 

 

General Self-efficacy Scale (GSE) [187]: This scale was chosen since it has 

been suggested that people with experience of success may have more positive 

self-efficacy expectancy in more situations than people who lack such 

experience. This scale was used based on the assumption that individuals’ past 

experiences in a variety of situations, regardless of whether of they are of 

success or failure, result in a general set of expectations that they use in new 

situations [187]. The highest GSE score was 40, and patients in both the 

intervention and control groups had scores of 30 at both time points, i.e., at 

baseline and after three months, suggesting that a ceiling level was reached. A 

possible explanation is also that the intervention targeted the wrong group of 

patients. The intervention might have had a larger effect size if the participants 

had lower self-efficacy rates and education levels at baseline. 

 

Memorial Symptom Assessment Scale (MSAS) [170]: As previously described, 

the instrument was chosen based on the assumption that empowered patients 

can manage side effects more effectively. This could be achieved by using a 

PCC approach to increase patients’ management abilities regarding ET by 

using their capacities and endeavor. The MSAS was used to evaluate whether 

symptoms decreased in the intervention group. Although no significant results 

were reached, the use of symptoms as endpoints might be useful in a 

forthcoming study. This is because symptoms impact patients’ quality of life, 

and as has been described in this thesis, symptoms impact patients’ ability to 

accept ET. 

Quality from the Patient’s Perspective (QPP) [174]: To identify whether any 

improvement regarding quality of care was experienced by patients in the 

intervention group, the QPP questionnaire was chosen. More patients answered 

this questionnaire in the intervention group, which could have affected the 

presented perceived reality concerning the quality of care. The instrument 

owner also states that fewer than 30 answers to a question should be interpreted 

with caution [174]. However, there was an oversight in this regard when 

choosing the instrument. 
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TRUSTWORTHINESS OF THE QUALITATIVE 
FINDINGS 

Trustworthiness refers to the degree of confidence in the data, interpretation 

and methods used [205] and indicates why the results are worth paying 

attention to [206]. Lincoln and Guba (1985) outline the criteria used by 

qualitative researchers: credibility, dependability, conformability, 

transferability [206], and authenticity [205]. 

 

Credibility, or confidence in the truth in the findings, is noted as the most 

important criterion [205]. Techniques suggested for use are persistent 

observations, peer debriefing, member checking, reflective journaling, and 

iterative questioning of the data, including alternative explanations [207]. In 

Study II, intramethod mixing was used, as the patients provided structured and 

unstructured self-reports in the diaries. The suggestion for persistent 

observations could be considered to be met since 2,224 total observation days 

were reported in the study [208]. Member checks were used in Studies I and 

III when interviewing the participants with ET experience, as the participants 

were asked to develop their reasoning and explain their thoughts, leading the 

researchers to claim that the work adequately presented their own and multiple 

realities [208]. Member checks were also used in Study III, as the method used 

was participatory design, and the participants validated the data and negotiated 

any disagreements. Additionally, using IM could be considered reflective 

journaling, as the data were analyzed and compared during the process and 

validated by a scientific reference group. Moreover, the project included 

workshops where participants other than the participants in advisory group 1 

audited the content in the PSM. In Study IV, reflective journaling was used 

during the intervention by the doctoral student who conducted the intervention. 

This was done after every session, and she also kept a reflective journal 

including her thoughts about how the intervention proceeded and identifying 

pitfalls and facilitators to develop her performance skills. 

 
Dependability, or the stability of the data over time and conditions of the study 

[205], is suggested to be like reliability, but with the understanding that the 

stability of conditions is dependent on the nature of the study. One way to 

ensure trustworthiness could have been to use the representativeness of the 

findings in relation to the phenomena, i.e., letting the participants comment on 

the suggested categories and themes. However, reflexivity and reflection on 

one’s own perspectives using peer debriefing [209] were used to ensure 

trustworthiness. Reflexivity could be described as the knower’s mirror, as the 

researcher affects the research process, which needs to be managed by using 

objectivity. Malterud (2001) uses the term “preconceptions” and differentiates 
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preconceptions from bias [210]. She claims that personal issues can be used as 

a valuable source for relevant research if reflexivity is thoroughly maintained. 

However, she urges investigators to be aware and to not assume that 

knowledge is present in advance. This situation could be avoided by declaring 

one’s beliefs before starting a study or by looking at the data for competing 

conclusions [210]. Moreover, interview guides were developed in Studies I and 

III; the interviews were evaluated by all the researchers to recognize potential 

bias, and any preconceptions were stated before the studies. The doctoral 

student’s preconceptions included assumptions about patients’ feelings or their 

attitudes toward ET. The reliability and consistency of the analytic procedures 

were ensured using transparency and a clear description of the research process 

and discussing codes and categories within the research team, which was also 

previously suggested [209]. 

 

Confirmability is the degree to which findings are consistent and can be 

repeated, also understood as objectivity [205]. This has been suggested to 

include precise notes of all decisions and the analysis as it progresses, which 

prevents biases from only one person’s perspective on the research [207]. As 

the doctoral student also worked with this group of patients as a nurse 

navigator, at least partly, this could have influenced the interpretation. To 

handle this bias, the doctoral student stayed close to the materials and the texts 

using an inductive method. Analytical bias was handled by focusing on the aim 

of the study to avoid looking for data that confirmed personal experience and 

overlooking data that were inconsistent with personal beliefs. However, if the 

data are interpreted by other researchers, they may come to another conclusion 

[211]. To avoid this, a dialog between the authors was used through the 

interpretive phase [212]. The transcribed interviews were administered to all 

researchers, and the codes, subcategories and categories were discussed until 

consensus was reached. 

 

Transferability differs from other aspects of research where the reader could 

determine how applicable the findings are to their situation [205]. 

Transferability is also described as external validity, i.e., the validity of 

applying the results in a context other than the study, as it can be described as 

the range and limitations for applying the study’s findings beyond the study 

context [210]. However, qualitative researchers focus on the informants’ 

narratives and do not acknowledge these narratives as everyone’s story. To 

support transferability, a rich description of the context, location, and the 

people who are studied, as well as a transparent description of the analysis, was 

made [207]. Descriptions about the participants and the context were included 

for this reason. However, there were objections, from reviewers, toward this 

when publishing Study I, and the authors agreed to state the number of 
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participants who had reported each subcategory. Few exclusion criteria were 

also used to increase external validity in effectiveness trials [213]. 

 

Authenticity, a more recent and less widely used set of criteria specifically 

designed for qualitative work, includes the extent to which researchers show a 

range of different realities and realistically convey participants’ lives [205]. 

Selecting appropriate participants for the study sample and providing a detailed 

description of how sampling was performed are suggested as ways to address 

this criterion [207]. Furthermore, informed consent, a trusting relationship, and 

transparent inquiries and reports were available for the participants [208]. Of 

all criteria of authenticity, i.e., fairness, ontological authenticity, educative 

authenticity, catalytic authenticity, and tactical authenticity, fairness is 

considered to be most important. Techniques to ensure fairness include 

member checks and thick descriptions including peer debriefing and auditors. 

The fairness criterion was addressed, as the identified categories in the studies 

were not labeled as truths but as true for the specific group studied [208]. For 

instance, in Study I, all interviews were guided by the same interview guide, 

and the same analysis approach was used; these actions could be considered to 

address fairness [208]. Study III was conducted the same way during the 

interviews, i.e., with the interview guide and the same analysis approach. 

However, peer debriefing was also conducted, as experienced scientists had 

viewpoints on the content of the support model throughout the whole process. 

 

Moreover, using the action research design in Study III could be considered 

appropriate due to tactical authenticity [208]. Action research could also affect 

educative authenticity, as it allows learning from different stakeholders, i.e., 

patients can learn from professionals and vice versa. Furthermore, 

professionals included in the study could learn how the support model benefits 

patients, and this might encourage them later, as it might imply positive 

feelings to further develop it. This also relates to catalytic authenticity, as 

actions can be made among professionals to change practices toward patients 

receiving ET [208]. 

 

In addition to trustworthiness described by Lincoln and Guba (1985), 

additional considerations are ethical implications and how they can affect the 

integrity and usefulness of the results, such as how recruiting is managed to 

include participants who can articulate and describe their experiences. 

Trustworthiness can also be affected by the conducted data analysis [207]. This 

could relate to patients and professionals being interviewed at the same time, 

which could affect the results, as patients might feel threatened and hold back 

in their narratives. This was controlled by the interviewer, who was attentive 

to the speaking time used by the participants, and a cointerviewer, who was 

also vigilant and stressed if the patients were treated unfairly. There were no 
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criteria for the selection of participants outside the inclusion criteria. Patients 

needed to be prescribed ET and know Swedish well enough to understand 

verbal and written questions, as they were formulated in Swedish. Although 

one participant in Study III understood Swedish, she answered the questions in 

English. This was accepted by the other participants, who felt fluent enough in 

English for this arrangement to work. However, this implied that a special 

focus was on determining whether all participants seemed to function well in 

the group. If not, a special arrangement would have needed to be made, but 

using an interpreter in interviews might not have worked smoothly. Moreover, 

the patients needed to be 18 years old or older, but as breast cancer is more 

common in older age, no patients were excluded due to age. 
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TRUSTWORTHINESS OF MIXED METHODS 

In Study II, intramethod mixing was used, as the patients provided structured 

and unstructured self-reports in the diaries. Mixed method research has 

advantages, such as allowing the researcher to achieve both discovery and 

verification [205]. Capturing the complexity in experiences with the ET with 

mixed methods seemed appropriate, as the use of mixed methods contributes 

to understanding behaviors in both breadth and depth. The method used was a 

convergent design [214], as both qualitative and quantitative data were 

collected at the same time and analyzed and reported both qualitatively and 

quantitatively. A convergent design has been suggested to allow stronger 

analysis and interpretation by the researcher. However, to ensure the rigor of 

mixed methods, some elements are important. First, the aim of the research 

must be clearly stated to describe the purpose and the value of the mixed 

method design. Second, mixed method must be included in the title to clearly 

state the chosen methodology. Furthermore, the joint presentation of 

qualitative and quantitative data could be used to offer comparison and to assist 

the reader when integrating the results [214]. Furthermore, there is a checklist 

of questions for designing mixed methods procedures [138], and this checklist 

could be apprehended as addressed. Threats to validity include unequal sample 

sizes, as this may provide less qualitative data than qualitative data [138]. 

However, efforts were made to ensure equal presentation of both qualitative 

and quantitative results in Study II. Furthermore, it is suggested that the use of 

different concepts in qualitative and quantitative reports could lead to 

incomparable findings that are difficult to merge. Additionally, a lack of 

follow-up on conclusions when there are reported differences between scores 

and themes could cause invalidity [138]. 

 

Triangulation is an approach to check and establish credibility. Furthermore, it 

has been suggested that triangulation can be used as a systematic process to 

sort data to illuminate themes and categories when multiple forms of evidence 
are used instead of one [156]. As the triangulation method in this thesis was 

used to combine interviews and diaries, between-method triangulation was 

appropriate, as it uses contrasting methods. The diverse methods provide an 

opportunity to evaluate the extent of the coherent experience with ET. This 

was done by identifying and describing a theme for Studies I-III. 
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CONFIDENCE IN THE QUANTITATIVE FINDINGS 

Internal validity is also accurate for evaluation, i.e., to the extent that the cause-

and-effect relationship cannot be explained by factors other than those in the 

study. Typical information regarding internal validity in studies included 

reports of specific inclusion and exclusion criteria and reports of methods to 

identify the target populations. However, there is also a need to report the 

protocol used in intervention studies, as well as the sample size [215]. To 

ensure internal validity, substantial efforts have been made to explain and 

report the circumstances for the studies. For Study IV and the selection of a 

quasi-experimental design, some threats needed to be evaluated. One threat 

was the COVID-19 pandemic, as it affected society as a whole during the data 

collection. Most distinctively, this was visualized during enrollment, with the 

control group being enrolled using face-to-face meetings with the physician 

and the doctoral student, while the intervention group was enrolled by 

telephone. As it was not possible to know beforehand how the pandemic would 

affect the world, it was not possible to deal with this threat. By being true to 

the selected methods and carefully describing when questions were added to 

the existing questionnaire in Study IV, credibility was maintained. 

 

There could be a Hawthorne effect [216], as having follow-up sessions 

regarding ET could change normal behaviors and make patients in the 

intervention group focus more on symptoms than the patients in the control 

group. To avoid this potential Hawthorne effect, the individual change from 

baseline was calculated and reported. It has been suggested that confounding 

factors are more difficult to reduce in an effectiveness trial because of the 

competing demands of external validity. One way to manage this could be to 

actively ask patients to not read about ET on internet sites. However, as there 

is no way of knowing if patients follow these instructions, this bias is difficult 

to control. One possible way to manage this bias is to use records on the 

number of calls to their regular nurse navigator and an overview of the subjects 
discussed with the nurse navigator. However, this implies demands on the 

surgical outpatient clinic, as it would involve more nurse navigators than those 

conducting the intervention. 

 

Four factors have been identified to impact the response when administrating 

and collecting PROs, i.e., the source of the report and the mode, method and 

setting of administration [217]. The source used was the patients themselves 

without interpretation from someone else. The data were administered using 

self-administration. This is both cost-effective and easy. However, this could 

be more difficult for those with difficulties reading or writing. Although the 

questionnaires included written instructions on how to complete them, there 

were some missing data. Moreover, there might be social desirability bias, as 
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patients might present favorable views of themselves, and acquirement 

response bias, as the patients might tend to agree or disagree with statements 

regardless of the context to deliver a more positive sense of the self [217]. 

Moreover, participants’ background and personalities may affect responses, as 

older age, lower education, and better self-reported health status predicted 

higher satisfaction with hospital care but also the participants’ interpretation of 

the instrument, which can be affected by poor translation resulting in different 

replies from speakers of other languages and cultures. Moreover, generic 

patient-level factors described as significant events to the patients are more 

easily recalled. However, this could also lead to participants misremembering 

an event and reporting it as an event occurred more recently than it did, also 

called “telescoping” [217]. As the QPP had no time parameters, this was most 

likely to have happened and was also validated by the four participants who 

responded to the results. Furthermore, patients’ mood when responding might 

also have affected their responses and the results, as a negative mood makes 

responses be more negative. Response shift is described as when patients 

experience a change in perspective that systematically influences how a health 

state is assessed from one point to another. This may occur due to a change in 

how the patient values certain health domains [217]. These response shifts 

challenge the validity and reliability of PRO assessments, as well as confound 

score interpretation. This suggests that change, reported in PROs, may occur 

due to response shifts as well as treatment effects, or both [217]. 
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CONCLUSION 
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CONCLUSION 
The overall aim of the thesis was to design, develop and evaluate the feasibility 

of a PSM for patients with breast cancer to be empowered regarding complex 

experiences related to ET. 

 

In conclusion, this thesis contributes a support model based on PCC, which 

was shown to be feasible. The PSM gives support depending on the individual 

patient's need for knowledge and understanding of ET. The results of this thesis 

describe patients’ experiences of and complex comprehension of ET. The 

results reveal that comprehension of ET differs from one patient to the next. 

Furthermore, patient experiences of ET indicate that ET is both something that 

needs to be managed as well as a life-saving treatment and an opportunity to 

be free of breast cancer. Because ET experience is diverse, there is a need for 

an individualized support model based on experiences and individual 

comprehension. When using the PCC as an approach, nurse navigators can 

elucidate varied individual experiences with ET and can identify patient’s 

needs and resources. In this thesis project, patients reported their diverse and 

complex experiences with ET. Their reports imply challenges for traditional 

care, as the multifaceted experiences implicate the need for tailored support 

during ET. Moreover, the results of this thesis stress the need to use the 

patients’ views and identify their utilization of coping strategies and not to 

reduce the patient to a victim of side effects. Patients acknowledge themselves 

as capable, although they experience emotional and cognitive vulnerability in 

the care setting due to their unmet needs caused by the variety of needs. 

However, the capable patient can choose or not choose the path to be 

empowered when cocreating care with the nurse navigators. 
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FUTURE PERSPECTIVES 
 
Based on the knowledge from the four presented studies, the continued 

development of the PSM should include evaluation of knowledge needs when 

patients are prescribed ET. 

 

A two-way path including the following could be appropriate: 

1. If the patient is hesitant to start ET or has prior knowledge 

that could affect how the treatment is assessed, this might 

imply the need for PSM immediately at the start of ET. 

2. If the patient has no knowledge at all and does not feel the 

need for knowledge at the time of being prescribed ET, an 

informational invitation letter could be sent approximately 

three months after starting ET, including contact details for 

the patient if she wishes to participate in the study. 

 

As the questionnaires used in Study IV do not seem sufficient, the selection of 

the questionnaires needs some modification. Moreover, the targeted population 

for the intervention might be better specified to meet the individual needs for 

knowledge. It has been reported that there are 49 unique empowerment 

instruments, of which 40 measure empowerment on an individual level [218]. 

The results reveal that there are many variations in the ways in which the 

instruments operationalize empowerment, and the instruments cluster around 

the following categories: parent support, family support, mental health care, 

child care, elderly health care, medical health care, and an ‘other’ category 

[218]. One example is The Health Education Impact Questionnaire (heiQ) 

[219], which was translated to Swedish [220]; it has also been validated for 

breast cancer patients [221], and it could be appropriate for use in future 

studies. Targeting empowerment could be appropriate, as patients clearly state 

cognitive and emotional vulnerability. 

 

Suggested changes in the intervention protocol could include the following: 

1. Targeting patients with lower general self-efficacy scale 
rates. 

2. Translating a specific self-efficacy instrument for patients 

treated with ET for Swedish standards. This has previously 

been developed in breast cancer patients [222]. 

3. Using the heiQ to identify any changes in perceived 

empowerment in relation to vulnerability. The instrument has 

been validated according to Swedish standards, but further 

validation is needed to optimize response categories and 

measurement precision [220]. 
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4. Not using the QPP instrument, as this instrument seems to be 

inappropriate in this setting. 

5. Continuing the development of the PSM to include a PCC 

approach when suggesting and prescribing ET to ensure the 

cocreation of care regarding ET and to avoid patients feeling 

forced to proceed with the treatment. 

6. Evaluating the coping activities used and any effect on ET-

related symptoms. 

7. Having an optional group activity. 

 

To ensure the PSM is accurate, a pilot study, as part of the feasibility study, 

should initiate the intervention. A pilot study as a next step could be 

appropriate, as pilot studies are smaller versions of the main study aiming to 

test whether the elements in the study can work together. Pilot studies focus 

more on processes such as recruitment, randomization, treatment, and follow-

up assessments running smoothly. In pilot studies, primary outcomes are 

measured; a pilot study can be the first phase of the main study [119]. Later, a 

full-scale intervention should be conducted before implementing the PSM at 

the surgical outpatient clinic (Figure 8). A multicenter study could be 

appropriate. 

 

 

 
 

Figure 8.  Conceptual framework using feasibility, pilot, and main studies. 
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