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Highlights  

• This qualitative study provides new insights into how patients with HF perceive their 

treatment goals.  

• “Not getting worse" was perceived by patients as the most important goal of 

treatment 

• Other treatment goals of the participants included decreasing symptoms, improving 

physical function, avoiding readmission, and being able to live a normal life. 

• More research is necessary to develop endpoints that are consistent with the 

perception of patients, useful for clinical practice, and measurable.   
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“Not getting worse” a qualitative study of patients perceptions of 

treatment goals in patients with heart failure 

Abstract 

Background: Knowledge of patient reported outcomes helps to provide personalized care on 

a patient level, optimize care on a population level, and identify the most appropriate patient 

reported outcomes for clinical trials. To be able to provide personalized care to patients with 

HF, it is important to know which treatment goals patients with HF consider the most 

important. This is particularly useful for interventions aimed at improving symptoms, 

functional status, or health-related quality of life.  

Aim: The aim of this study was (1) to explore which treatment goals patients with heart failure 

(HF) perceive as important for their treatment and (2) to identify which treatment goals take 

priority over other treatment goals.  

Methods: The study had a qualitative design and included one focus group interview with 6 

patients with HF. Data were analyzed using qualitative content analysis. 

Results: The overall theme of this study was found to be ‘Not getting worse’. This theme was 

composed of 4 categories that described how the patients perceived the goals of treatment: 

to decrease symptoms, to improve physical function, to prevent readmission, and to live a 

normal life. None of the participants mentioned improved survival or being cured of their HF 

as a treatment goal.  

Conclusion: ‘Not getting worse’ was perceived as the treatment goal that matters to patients 

with HF and is in line with currently used endpoints for the evaluation of a treatment in a 

clinical trial. More research is necessary to develop endpoints that are consistent with the 

perception of patients, useful for clinical practice, and measurable.  

 

Keywords: Cardiovascular, Focus group, Patient centered care, Qualitative, Heart Failure 
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Introduction 

There is a growing recognition of the importance of patient preferences throughout the 

disease trajectory. Recently, patient-reported outcomes have been recognized as powerful 

tools to inform patients, clinicians, and policy-makers about morbidity and patient suffering, 

especially in chronic diseases. Medically defined treatment outcomes, such as readmission 

and mortality, might not be considered as the important outcomes by patients with heart 

failure (HF) and while some patients value survival as most important (Stewart et al, 2010), 

others might consider other outcomes to be of greater importance (I. H. Kraai et al., 2013; I. 

H. Kraai, Vermeulen, Hillege, & Jaarsma, 2016). 

Knowledge about patient-reported outcomes can help to provide personalized care 

on a patient level, optimize care on a population level, and identify the most appropriate 

patient-reported outcomes for clinical trials. This is in particularly useful for interventions 

aimed at improving symptoms, functional status, or health-related quality of life (HR-QoL) 

(Rahimi, Malhotra, Banning, & Jenkinson, 2010). Whereas from a patient’s perspective the 

treatment of HF is aimed at the relief of symptoms and improvement of health-related quality 

of life, trials have been primarily oriented at endpoints that evaluate mortality and 

readmissions (McMurray et al., 2012). 

To be able to provide personalized care to patients with HF, it is important to know 

which treatment goals patients with HF consider to be the most important. The aim of this 

study was (1) to explore which treatment goals patients with HF perceive as important for 

their treatment and (2) to identify which treatment goals take priority over other treatment 

goals. 

 

Methods 

The study had a qualitative design using a focus group interview with 6 patients with HF. Data 

were analyzed using qualitative content analysis. 

 

Participants and sampling 

The participating patients were recruited at a university hospital in the Netherlands between 

February and March 2014. Participants were invited based on their participation in a previous 
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study on patient preferences (I. H. Kraai et al., 2013). In short, the inclusion criteria of the 

previous study were: diagnosis of HF, New York Heart Association functional (NYHA) 

classification I-IV, and age 50 years or older. Patients were excluded in case of impaired 

cognition, inability to speak the Dutch language, or not being able to understand informed 

consent. Demographics and medical history were assessed with a short questionnaire. 

Twelve patients received a phone call from the researchers in which they were invited 

to participate. Six patients declined to participate because they felt participation would be 

too exhausting (n=1); they were unavailable due to conflicting appointments (n=3); they were 

unable to visit the location due to their physical condition (n=1); or they were not interested 

in participating (n=1). A total of 6 patients participated in the focus group session. The mean 

age of the participants was 70 (range 51-80) years (Table 1). The duration of HF ranged 

between 2-10 years, and the most common etiology of the HF was non-ischemic. All of the 

participants were diagnosed with one or more comorbidities. On the day of the focus group 

session, participant P1 suffered from dyspnea during rest and during exertion, experienced 

heart palpitations, tiredness and nocturnal dyspnea (assessed by self-completion 

questionnaire). Participants P5 and P6 also suffered from tiredness on the day of the focus 

group session; participant P5 and participant P4 experienced dyspnea during exertion. Two 

participants (P2 and P3) did not suffer from any of these symptoms on the day of the focus 

group session.  

 

Procedure 

The focus group session took place in a comfortable and quiet conversation room in the 

hospital (Simpson, Farris, Johnson, & Tsuyuki, 2000). The focus group session lasted 

approximately 2.5 hours with a coffee break included. The session was moderated by a 

researcher with a nursing background (XXX). She directed the discussion and facilitated the 

conversation flow. Another researcher (XXX) with a background in quality of life studies 

attended the interviews as an observer, wrote important statements on a flip chart, and 

occasionally asked additional questions in order to gain a deeper understanding of the topics 

discussed. The flip chart provided an overview of the topics raised to the participants during 

the session. 

Before the session started, the participants gave their written informed consent for 

the participation in the study. The session started with a short introduction to make the 
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participants feel comfortable and to introduce the participants to each other. An interview 

guide was used during the session to make sure that all topics were discussed. The main topic 

was the most relevant treatment outcome according to the participating patients with HF. 

They were asked to reflect on the treatment goal that was currently the most important for 

them as well as the treatment goals that might be important in the near future and in other 

(hypothetical) situations (Table 2).  

Open-ended questions were used during the session and sometimes follow-up 

questions were formulated, such as “What is your view on this treatment goal?”; “Do you 

have anything to add?” and “What is your opinion about this?” At the end of the session, the 

moderator summarized the points that were discussed and asked questions, such as “Would 

you like to add something that was not discussed?” and “Have we summarized this correctly?” 

The observer made field notes during the summary. The session was audio-recorded with 

permission of the participants The field notes could be consulted during the analysis in case 

the recordings were not clear. The audio-recording started after the introduction to make 

sure the names of the participants were not recorded. Afterwards, the session was 

transcribed verbatim by XXX. Coughing and remarks not relevant to the discussion were not 

transcribed. The transcription was read and checked for authentication by XXX. Our study 

conforms to the principles outlined in the Declaration of Helsinki. The Medical Ethics 

Committee provided a waiver for the study.   

 

Analysis 

The transcription of the session was read several times by both researchers to be able to 

perform the qualitative content analysis. The qualitative content analysis, as described by 

Graneheim et al. 2004 (Graneheim & Lundman, 2004), uses the categories meaning unit, 

condensation, code, category, and theme. These categories were employed to analyze the 

transcription on its latent meaning. First, we defined the meaning units in the transcription. 

Meaning units are words, sentences, or paragraphs with aspects related to each other 

through their content and context. Second, we shortened the meaning units while preserving 

the core to have the condensation of the transcription. Third, we abstracted the condensed 

text to codes, which is also the label of the meaning unit. Fourth, subcategories and categories 

were created, which are seen as the core features of qualitative content analysis. The fifth 

and last step consisted of identifying the themes. A theme is considered as a thread of an 



5 
 

underlying meaning through, condensed meaning units, codes or categories on an 

interpretative level. An example of the content analysis can be found in Table 3. XXX and XXX 

analyzed the transcription separately and selected those meaning units from the transcription 

that were related to the aim of this study. Subsequently, both researchers discussed the items 

that did not correspond to the aim. All meaning units, condensations, codes, categories, and 

themes were discussed with a third researcher, a HF nurse researcher with experience in 

qualitative research (XXX) and updated until consensus was reached. 

 

Trustworthiness 

Because a discussion during a focus group session always involves multiple opinions and 

entails a certain degree of interpretation, the content analysis was performed by two 

researchers and one independent researcher. During the content analysis, the written 

transcriptions were consulted on a regular basis and coding and categorization were 

discussed with the third researcher (XXX), who did not participate in the focus group session 

but was involved in designing the study and analyzing, interpreting, and drafting the article.  

 

Findings 

Not getting worse 

Not getting worse was found to be the main theme of this study. The participants described 

that having HF meant they had to cope with numerous limitations and often had to make 

sacrifices, but that appropriate treatment could make them stay longer in a stable phase.  

When debating the merits of a miracle pill, participants hoped such a pill would keep 

their condition stable for a longer period of time.  

”Such a pill would be very nice indeed, if my condition were to remain the same.” (P2) 

“That my condition will not worsen further.” (P1) 

“To live independently for as long as possible, just stay calm.” (P1) 

“Just stay calm and keep on going.” (P4) 

 

The main theme of this study was composed of four categories that described how the 

participants perceived the goal of treatment: to decrease symptoms, to improve physical 

function, to prevent readmission, and to live a normal life (Figure 1). None of the participants 
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mentioned improved survival or being cured of their HF as a treatment goal. Furthermore, we 

also asked the participants to assign a weight to the different categories. Participants in our 

focus group were not able to do this because they would like to see their life as a complete 

picture. 

 

To decrease symptoms  

The participants described that they suffered from symptoms associated with HF and wished 

for adequate treatment of their dyspnea and fatigue. 

“I told my cardiologist that if I would stop feeling short of breath, I would hug him. He 

might not like that, but I would be very grateful” (P1) 

“Is that really a goal of treatment for you, to have less dyspnea?” (Interviewer I) 

“Yes, that really matters to me, and also dizziness: I want to feel less short of breath and 

less dizzy.”(P1) 

 

Symptoms impaired participants’ daily functioning; they had, for example, trouble getting 

dressed and undressed and found it difficult to go up the stairs. These symptoms also made 

them feel insecure. 

“I have been in a cardiac rehabilitation program twice to improve my physical condition 

and that went well. But then, at a certain moment, the cardiac rehabilitation program 

ends. And because I feel short of breath so often, I am afraid to do certain things. I also 

feel very dizzy and wobbly, which makes me feel insecure” (P1) 

 

In addition to the physical symptoms, some participants described feelings of anxiety, 

disappointment, and depressive feelings related to their disease. Participants also 

experienced the burden of side effects of medication and worried about the amount of 

medication they have to take.  

 

To improve physical function  

Participants reported that they considered improving their physical function to be an 

important goal of their treatment. Some of the participants had participated in a 

rehabilitation program in the past and reported that such a program had really helped them. 

The program taught them among other things that retaining good physical function is 
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imperative to remain independent. Participants, however, also noticed that their physical 

function declines over time, which worried them. They could not bike as far as they were used 

to, or could no longer walk up as many flights of stairs. 

“I still try to ride my bicycle. Once I got on my bicycle on a windy day. I do not know 

whether you know the city road, but I was cycling there. I thought, is it me or is it the 

bicycle? I was cycling at a really slow pace. But yes, that is the condition, your physical 

capacity is diminished and you have to go up against the wind.”(P4) 

“You are out of shape; you need to build up your stamina.”(P4) 

“Or adapt.”(P6) 

“Yes, my bicycle has not changed. I recently said to my husband: I am not getting back on 

my bicycle. I am not making any progress; my bicycle is just so heavy. I blame the bicycle. 

But it is not the bicycle’s fault.” (P3) 

 

The participants expected that adequate treatment could help them maintain or maybe even 

improve their physical function. They expressed that one aspect of treatment was an exercise 

program offered by a rehabilitation center, a local sports center, or a physiotherapist. They 

were worried about the future because of increased healthcare costs and reduced 

reimbursements. Some participants felt that an important goal of their treatment should be 

to improve their physical function, enabling them to walk longer distances, for example. 

Others preferred a focus on stabilizing their current condition.  

 

To prevent readmission 

Participants reported that being admitted to the hospital was a very stressful experience. 

Although participants in general were content with the treatment and care provided during 

an acute admission, the hospitalization itself but the means of transportation to the hospital 

– via ambulance or sometimes helicopter - caused them a lot of stress. 

“I just cannot stand hearing the siren of an ambulance, it is awful.”(P3) 

“It is awful. Whenever I see such a newly designed ambulance I remember that I was in 

there once, and I still have those images in my head. But the sound, I cannot stand that 

sound, I think it is awful.”(P3) 

 

After being admitted, participants were left to the care of others and were deeply worried 

about themselves and their family members. This had a profound impact on the participants. 
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Consequently, they wanted their treatment to prevent this from ever happening ever again. 

Participants also reported that it was important for them to be able to live independently and 

make their own choices.  

“The announcement of the physician that a readmission is not necessary is very important 

for me. Six months ago, a physician enthusiastically proposed an admission to the hospital 

followed by surgery so that I might live longer. But I would like to be treated with drugs 

and recover gradually, as befits my age.” (P2) 

 

After discharge, participants sometimes felt they were not ready to go home, and they also 

felt at loss with the changes in treatment as well as with their altered physical condition.  

“As soon as you are admitted you want to crawl back home, but when you are discharged 

you want to come crawling back.” (P1)  

“And then you have to take care of all the medication yourself, and they give you all sorts 

of boxes. And when you fill a box, you keep wondering whether you are doing it right. And 

then you start thinking: this pill looks different from the one I took in the hospital.” (P3) 

 

To live a normal life 

Participants expressed the wish to be included in life. Treatment should help them stay 

independent and live as normally as possible. Although the participants realized they could 

no longer perform all the activities they used to perform before being diagnosed with HF, 

they did express the wish to participate in work and social life. Some succeeded in this by 

adapting their work where necessary or by using assistive equipment (e.g., electric bicycle, 

rollator), which helped them to live as normally as possible. 

“It is like I said before, the feeling of disappointment in yourself because this is it, and it is 

not going to change.”(P6) 

“And you really are confronted with yourself.” (P1) 

 “And it is such a shame that you cannot do it anymore.” (P5) 

 

Participants also mentioned that healthcare providers need to stress the importance of 

lifestyle changes and adherence to therapy, especially in the first stage of the HF trajectory. 

Medication was seen as something that could not be avoided and could help in case of 

increasing symptoms of HF. They expressed that being able to take care of themselves and 

being involved in daily life was important, but that their HF makes this difficult. Participants 
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recognized that treatment decreases their suffering and helps them live their life as normally 

as possible within the limits of their HF. HF and comorbidities (e.g., breast cancer, diabetes) 

made them vulnerable to losing their independence.  

 “And my 21% heart function, which is rapidly decreasing.”(P4) 

“Yes that is getting less, isn’t it.” (P6) 

“Well, as long as it does not decrease even further.” (P1) 

“Yes, but when you compare yourself with healthy people.” (P4) 

“Yes, but that is something that we cannot do either.” (P6) 

“Of course you cannot compare us with normal people.” (P6) 

 

 

Discussion 

This qualitative study provides new insights into how patients with HF perceive their 

treatment goals. Not getting worse was found to be the main theme of this study. The 

treatment goals of the participants included decreasing symptoms, improving physical 

function, avoiding readmission, and being able to live a normal life. 

The focus group session demonstrated that what patients consider important 

treatment goals do not always correspond to standard endpoints for the evaluation of a 

treatment in a clinical trial. In most of these trials, hospitalization and death are seen as 

primary outcomes, and health-related quality of life is only a secondary endpoint (McMurray 

et al., 2012; Packer, 2001; Rahimi et al., 2010). Participants in this focus group did not mention 

improving survival as a treatment goal, but they did mention the importance of preventing a 

hospital readmission. This was experienced by the participants as being related to ‘not getting 

worse’ and the fact that the participants experienced an acute readmission as very 

distressing. The chaotic medical environment of an acute readmission is known to influence 

the psychological well-being of patients dramatically (Edmondson, Shimbo, Ye, Wyer, & 

Davidson, 2013). Moreover, after an acute readmission, patients not only need to recover 

from their acute illness, but they are also vulnerable to a wide range of adverse health events 

and suffer from stress from hospitalization, which places them at risk of being readmitted 

within 30 days (Edmondson, Green, Ye, Halazun, & Davidson, 2014; Krumholz, 2013). Another 
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adverse outcome of readmission might that patients become deconditioned, which affects 

their ability to comply with post-discharge instructions (Krumholz, 2013). 

‘Not getting worse’ was reported as an important treatment goal by the participants 

in the focus group. ‘Not getting worse’ i.e. to prevent a patient with a progressive disease 

from worsening is challenging for healthcare providers. Some trial endpoints were identified 

by the participants as being important, while others, for instance, the wish to live a normal 

life, are not always evaluated in clinical trials. The ESC, AHA, and FDA recommend including 

patient- reported outcomes in the evaluation of interventions (Anker et al., 2014; Rumsfeld 

et al., 2013; US department of Health and Human Services Food and Drug Administration, 

2009; Zannad et al., 2013). In a recent statement the ESC also recommended the use of a 

composite endpoint that includes death, hospitalization and another component, for 

example, HR-QoL (Zannad et al., 2013). A recent study, however, has found substantial 

differences between the preferences of patients and investigators regarding the weight of 

individual components in a composite endpoint (Stolker et al., 2014). Our study confirms this 

discrepancy because the participants mentioned the endpoint prevention of readmission in 

relation not getting worse. Although none of the participants mentioned that the goal of 

treatment should be improved survival, we do not want to implicate that this is not important 

to patients (Stewart, 2010). The clinical composite score proposed by Packer includes the 

term ‘not getting worse,’ which was expressed by participants in our focus group. The clinical 

composite score classifies each patient as ‘improved,’, ‘unchanged,’ or ‘worse.’ (Packer, 

2001). The treatment goal of the participants in our focus group was met when the majority 

of patients scored ‘improved’ and ‘unchanged’. A ‘worse’ score meant the treatment goal of 

the patients of ‘not getting worse’ was not met.  

Participants in our focus group were not able to assign a weight to the different 

categories because they would like to see their life as a  complete picture. These findings are 

consistent with another study in which patients with multimorbidity preferred a holistic 

approach to their treatment  (Eckerblad, Theander, Ekdahl, Jaarsma, & Hellstrom, 2015). 

More research is needed to develop endpoints that are measurable as well as consistent with 

patients’ perceptions. 

The concept of HR-QoL was not mentioned by the participants in the focus group. 

However, components that are included in general and disease-specific HR-QoL, such as 

‘decrease in symptoms,’ ‘improve physical function,’ and ‘to live a normal life,’ were seen as 
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important treatment goals by the participants. Further studies are needed to optimize the 

selection of patient- reported outcomes. In addition, this study showed that patients with HF 

wish to remain in a stable condition. It might be interesting to explore which interventions 

can provide stability. Telemonitoring, for example, can be used to monitor the condition of a 

patient at home safely and can reduce HF-related visits to the HF-outpatient clinic (I. Kraai et 

al., 2016). Moreover, telemonitoring offers the possibility to treat progression of the disease 

before the symptoms increase (de Vries et al., 2011). 

This study has several limitations. First, the focus group session took place only once. 

Multiple sessions might lead to other results or confirm the results. Second, another approach 

to data collection (e.g., individual interviews) might have yielded more in-depth results. Third, 

the sample size was small which limits the generalizability of the results. However the data 

was rich, there were a lot of rich discussions and reflections during the focus group and all 6 

patients contributed to the final results. Despite these limitations a strength of the study is 

the design. To our knowledge, this is the first study to use a focus group to explore which 

goals patients with HF perceive as important for their treatment. Furthermore, the design 

included a focus group session because we believe that group interaction has a positive 

influence on the discussion and more items will be discussed in depth. This is only possible 

when there is a pleasant atmosphere in the group, allowing the participants to talk freely. 

During this particular session the atmosphere was good and the participants felt comfortable 

sharing their views.  

 

Conclusion 

This study provides new insights into the perceptions of patients with HF regarding their 

treatment goals. ‘Not getting worse’ was perceived as the treatment goal that matters to 

patients with HF. Although frequently used endpoints in clinical trials, such as decrease in 

symptoms and improvement in physical function, were recognized by the participants as 

important, those endpoints are not always included in the designs of trials. More research is 

necessary to develop endpoints that are consistent with the perception of patients, useful for 

clinical practice, and measurable.   
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