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AbstrACt
Introduction Chronic heart failure (CHF) is a 
heterogeneous condition requiring complex treatment 
from diverse healthcare services. An increasingly holistic 
understanding of healthcare has resulted in contextual 
factors such as perceived quality of care, as well as 
patients’ acceptance, preferences and subjective 
expectations of health services, all gaining in importance. 
How patients with CHF experience the use of healthcare 
services has not been studied within the scope of a 
systematic review in a German healthcare context. 
The aim of this scoping review is therefore to review 
systematically the experiences of patients affected by CHF 
with healthcare services in Germany in the literature and 
to map the research foci. Further objectives are to identify 
gaps in evidence, develop further research questions 
and to inform decision makers concerned with improving 
healthcare of patients living with CHF.
Methods and analysis This scoping review will be based 
on a broad search strategy involving systematic and 
comprehensive electronic database searches in MEDLINE, 
EMBASE, PsycINFO, PSYNDEX, CINAHL and Cochrane’s 
Database of Systematic Reviews, grey literature searches, 
as well as hand searches through reference lists and 
non-indexed key journals. The methodological procedure 
will be based on an established six-stage framework for 
conducting scoping reviews that includes two independent 
reviewers. Data will be systematically extracted, 
qualitatively and quantitatively analysed and summarised 
both narratively and visually. To ensure the research 
questions and extracted information are meaningful, a 
patient representative will be involved.
Ethics and dissemination Ethical approval will not 
be required to conduct this review. Results will be 
disseminated through a clearly illustrated report that 
will be part of a wider research project. Furthermore, it 
is intended that the review’s findings should be made 
available to relevant stakeholders through conference 
presentations and publication in peer-reviewed journals 
(knowledge transfer). Protocol registration in PROSPERO is 
not applicable for scoping reviews.

IntroduCtIon 
Heart failure is a major chronic condition 
affecting a growing number of people in 
Germany, most of whom are older adults.1 
A diagnosis of heart failure (ICD-I50) is the 

second most common cause of death among 
women and is one of the top four causes of 
death among men in Germany.2 Due to the 
bidirectional interplay between somatic and 
psychosocial factors, patients with chronic 
heart failure (CHF) experience both reduced 
survival and quality of life.3 Evidence suggests 
that with increasing severity of clinical symp-
toms, quality of life decreases dispropor-
tionately in hospitalised4 and primary care 
patients.5 

In Germany, approximately € 5.3 billion 
were spent on treating heart failure in 2015.6 
Having doubled over the past two decades, 
it is the most common primary reason for 
hospital admission in Germany2 and is a 
major cause of in-hospital mortality.7

Both the overall economic burden of the 
disease and the individual physical, mental 
and psychosocial impact on CHF patients’ 
lives mean health services must coordinate 
their services well if patients’ complex health-
care needs are to be managed effectively 
and efficiently. However, repeated hospital 

strengths and limitations of this study

 ► This scoping review will be the first to systematically 
map the past 10 years of research activity surround-
ing chronic  heart   failure patients’ experiences of 
using healthcare services in Germany and to genu-
inely explore the consumer perspective.

 ► The research will be limited to Germany but will al-
low the replication of findings for other healthcare 
systems with their specific geographical and institu-
tional healthcare features.

 ► All healthcare settings and study designs will be rel-
evant for inclusion in this review to provide an over-
view of the entire range of German health services.

 ► A patient representative was involved in refining the 
research questions and defining the outcome vari-
ables to be extracted.

 ► Since patient experience is a broad concept, we ex-
pect study heterogeneity to lead to potential difficul-
ties in summarising extracted data.
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admissions following acute decompensation are char-
acteristic of patients with CHF and make it difficult for 
inpatient and outpatient care sectors to coordinate their 
activities.8 9

The management of CHF should be minimally disrup-
tive and involve multidisciplinary healthcare services, 
both in formal healthcare facilities and the patient’s envi-
ronment.10 The European Society of Cardiology has iden-
tified the following as areas in which healthcare provision 
can potentially be improved: discharge planning, lifestyle 
advice, exercise training, follow-up and monitoring, palli-
ative and end-of-life-care as well as self-care in elderly, frail 
or cognitively impaired patients with CHF.10

In modern healthcare systems, patients with CHF find 
themselves managing their condition both at home and, 
when seeking help from the confusing range of health-
care providers and their various services, externally. The 
burden of treatment may be perceived as challenging as a 
result of the need to adhere to complex pharmaceutical 
therapies, manage comorbidities that interfere with CHF, 
physically and psychologically cope with symptoms that 
may severely interfere with everyday life activities, contin-
uously monitor one’s own health status, operate technical 
devices, understand complex disease mechanisms and 
interact with different health professionals.11

To help patients cope with such immense workloads, a 
disease management programme for patients with CHF 
is scheduled for implementation in Germany in 2018.12 
Against this background, this review’s findings may help 
policy makers, healthcare providers and decision makers 
concerned with intersectoral or intrasectoral manage-
ment of care to gain a comprehensive overview of what is 
known about the individual healthcare needs of patients 
with CHF and their experiences and satisfaction with the 
healthcare they receive in Germany.

The literature on measuring quality of care suggests that 
no consensus has yet been reached on which patient-rel-
evant aspects should be included in the development of 
quality indicators.13 Identification of the scope of evidence 
will therefore help to understand what is most important 
to the patient receiving healthcare. Healthcare organisa-
tions concerned with improving the quality of services in 
CHF care may use this knowledge to define what consti-
tutes a positive patient experience and infer factors that 
may improve healthcare provision for this target group.

Furthermore, this knowledge may lay the groundwork 
for the development of a disease-specific assessment tool 
to measure how CHF patients’ experience their treat-
ment in Germany. Different approaches for measuring 
patients’ experiences have been reviewed in literature, 
suggesting that there is no gold standard for such an 
assessment.14 Hence, this evidence map seeks to review a 
wide array of methodological study designs that report on 
patients’ experiences.

Emphasis on a holistic approach for understanding 
healthcare makes it particularly important to review 
the effectiveness of medical interventions and to take 
into account contextual factors such as patients’ lived 

experiences, as well as their acceptance and expectations 
of healthcare services. A meta-synthesis of qualitative 
reviews has found that patients’ experiences along with 
rational choices establish how patients make decisions 
relating to self-care and help-seeking behaviour in the 
management of their complex chronic conditions.15 For 
CHF, prior experiences can be expected to influence 
decisions concerning management of the disease, imple-
mentation of a healthy lifestyle, effective cooperation 
with health professionals and adherence to treatment 
regimens, all of which ultimately affect mortality, quality 
of life and other relevant outcomes.16

However, little is known about the subjective experiences 
of patients with CHF that are specifically confronted with 
the German healthcare infrastructure, and seeking and 
receiving healthcare services. A preliminary search for 
existing and registered reviews revealed no such evidence. 
Although a comprehensive scoping study exploring the 
literature on patients’ experiences is underway, it focuses 
on integrated care settings rather than a country-specific 
healthcare landscape.17 To the best of our knowledge, this 
is the first scoping review conducted to ask what existing 
literature can tell us about the experiences of patients 
with CHF with the entire range of German health services 
in both formal and informal care settings.

MEthods And AnAlysIs
Since standard reporting guidelines such as Preferred 
Reporting Items for Systematic Reviews and Meta-Anal-
yses Extension for Scoping Reviews (PRISMA-ScR) 
are currently being developed,18 the methodological 
procedure followed in this scoping review is based on 
the theoretical framework of Arksey and O’Malley,19 
and the complementary recommendations proposed 
by Levac and colleagues.20 This six-stage approach also 
complies with recommendations on conducting scoping 
reviews published by The Joanna Briggs Institute.21 The 
procedure consists of the following six steps: (1) iden-
tifying the research question; (2) identifying relevant 
studies; (3) study selection; (4) charting the data; (5) 
collating, summarising and reporting the results and (6) 
consultation.

Identifying the research question
The aim of this review is to provide an accessible overview 
of what is known about CHF patients experiences of using 
healthcare services in Germany.

Following on from the above objective, the main 
research questions is:
1. What is the extent and range of available evidence ad-

dressing CHF patients’ experiences of using German 
healthcare services?

In order to understand patients’ journeys through the 
German healthcare system and to shed light on their 
subjective experiences on these journeys, secondary 
research questions are:
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2. What healthcare services and settings, what geograph-
ical contexts and what dimensions of patient experi-
ence are covered?

3. What methodological designs are used to assess pa-
tients’ experiences?

To examine the full range of patients’ experiences, we 
have defined the multidimensional concept of patient 
experience rather broadly. To the best of our knowledge, 
a uniform definition of patients’ experiences does not 
yet exist in the literature. Based on narrative synthesis 
reviews, we have therefore developed the following 
working definition22 23: patient experience consists of the 
multitudinous interactions originating at the interface 
between disease specific, subjective healthcare needs and 
the healthcare services used by patients. They encompass 
various dimensions—whether they be relational, organ-
isational or functional in nature—either obtained from 
the patients themselves, or otherwise accurately reflecting 
the patient’s views.

We applied the (population – concept –
context (PCC)-mnemonic introduced by The Joanna 
Briggs Institute21 to develop the research question. For 
this scoping review, population (P) is defined as adults 
living with CHF. The concept of interest (C) constitutes 
the experiences of patients managing the complex condi-
tion of CHF that result from their disease-specific health-
care needs on the one hand and the healthcare they 
receive on the other. The context (C) of the research 
question includes all formal and informal healthcare 
services provided in all healthcare settings in Germany.

Identifying relevant studies
The search strategy will be broad and will aim to cover liter-
ature, including grey literature, from various academic 
disciplines. This is necessary since investigating patients’ 
experiences in different German healthcare settings may 
involve research fields as diverse as psychology, medical 
sciences, healthcare management, nursing, rehabilitation 
and e-health.

Consequently, we will conduct systematic litera-
ture searches in the following six databases: CINAHL, 
MEDLINE, EMBASE (all via Ovid), PsycINFO, PSYNDEX 
(both via EBSCO) and the Cochrane Database of System-
atic Reviews via Wiley.

Additionally, a non-systematic search of grey litera-
ture will be undertaken using platforms such as Google 
Scholar, Open Grey and ProQuest, since research arti-
cles that have not been peer-reviewed will also be rele-
vant. The same holds true for experts and organisations 
involved in the field of patient-experienced healthcare, 
whom we also intend to contact.

Finally, we will hand search the reference lists of 
included studies and search the indexes of key journals.

A first step in developing the systematic search strategy 
was to use the PCC-mnemonic to brainstorm for search 
terms that well describe the population, the concept 
under investigation and the context of the research 

question. Additional search terms were extracted from 
scans of titles and abstracts in an initial non-exhaustive 
search.

Search strategies for all databases and publication dates 
of coverage are provided in an online supplementary 
file in the appendix. They comprise three search blocks 
that reflect the PCC-scheme. In addition, searches will be 
limited to publications in German and English that have 
been published within the last 10 years (2008 to present). 
Preliminary searches across all databases were conducted 
in April 2018. Final searches are scheduled to be finished 
by the end of 2018 (database searches and grey literature 
searches). Once the search strategy has been refined 
through the incorporation of feedback from our research 
team members and run electronically, identified arti-
cles will be exported and converted into the standard 
file format Research Information Systems (RIS). Subse-
quently, we will merge all identified studies into Covi-
dence software24 for deduplication and the selection of 
further studies.

study selection
Two independent reviewers will screen titles, abstracts and 
full texts of the articles. A majority vote involving a third 
reviewer will resolve any disagreements on which studies 
to include on all levels of the search. The PRISMA flow 
diagram will be used to give an overview of the number of 
studies throughout the study selection process.25

All research articles that address the experiences of 
using healthcare services of adults receiving treatment in 
Germany after a diagnosis of CHF (as defined in the indi-
vidual studies) will be eligible for this review.

All clinical forms of CHF are relevant for inclusion, 
regardless of aetiology or classification of severity. Studies 
dealing with patients with multiple chronic conditions or 
comorbidities will also be eligible for inclusion if patients’ 
experiences specifically relate to CHF.

For the review, patient experience will be defined 
broadly and include neighbouring concepts such as 
patients’ preferences, needs, values, satisfaction, burden 
of treatment and expectations of healthcare services. 
Study designs assessing patients’ experiences indirectly 
that is, expert opinion, routine data that was not obtained 
from patients directly, or came from health professionals, 
will not be eligible for inclusion. On the other hand, 
since informal caregivers play a significant role in shaping 
patients’ experiences of healthcare services, studies that 
report patient experiences from the perspective of a 
patient’s close social network will be eligible for inclu-
sion—especially towards end of life and when patients are 
unable to self-report their experiences.26

All healthcare settings will be considered relevant for 
this review, including traditional settings of inpatient 
and outpatient care, as well as other health services that 
patients use to manage their CHF. As we are aware that 
health systems differ substantially between countries, 
we intend to classify healthcare services based on Busse 
and Blümel’s categorisation of provision of services, as 
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reported in a series published by the European Observa-
tory on Health Systems and Policies.27 In this way, it will 
be possible to draw conclusions from the review’s results 
for healthcare systems in different countries.

We will exclude publications that involve data from 
multiple countries unless the study design allows the 
separate analysis of data for Germany. Studies investi-
gating patients’ experiences of using non-medical and 
social services, as well as non-research publications such 
as online ratings and consumer blogs, will not be consid-
ered eligible for this review. Furthermore, when patients’ 
experiences focus on perceived burden of disease, rather 
than directly relating to the use of healthcare services, 
they will also be excluded.

Charting the data
A data-charting form will be used for all eligible full 
texts. The development of the data-charting forms will 
involve all multidisciplinary research team members. A 
patient representative will also be involved to discuss the 
importance of outcome variables from a healthcare user 
perspective. Data extraction will be piloted using two rele-
vant studies to ensure applicability and will be updated if 
necessary. In the next step, data will be extracted based 
on the three categories listed in table 1.

First, study characteristics will be extracted, including 
data on the first author’s name, year and type of publica-
tion, academic discipline, sample size, study objective as 
well as the main conclusion.

Second, key findings will be extracted, depending 
on their relevance to the research questions. The find-
ings will be described in terms of whether they can be 
categorised as positive, negative or both, the geograph-
ical setting (ie, federal state, area code, urban vs rural 
area), the institutional setting or healthcare service used 
(ie, inpatient hospital care, informal home care, reha-
bilitation services) and the methodology used to assess 
patients’ experiences.

Third, population characteristics will be charted. These 
will include data on age, sex, ethnicity, insurance and 
relationship status, severity of symptoms/NYHA, comor-
bidities, type of CHF as well as therapeutic characteristics 
(ie, implanted device therapy, pharmacological therapy).

Collating, summarising and reporting the results
First of all, information on study and population charac-
teristics from the data-charting form will be summarised 
using basic descriptive statistics and descriptive narra-
tion. Subsequently, key findings including information 
on study methodology, categories of patient experience, 
authors’ conclusions, types of healthcare service, the 
institutional setting under investigation as well as the 
geographical setting of the study will be tabulated and 
summarised narratively.

To visually depict the quantity of research across various 
study designs and healthcare settings, an evidence map will 
be created in a second step. If appropriate, the evidence 
map will be a bubble diagram that includes the following 

reported information: type of studies, number of eligible 
studies, geographical setting, healthcare service and insti-
tutional setting.

Both the visual and narrative presentation of results 
will provide information on the breadth of knowledge 
available on the experiences of patients with CHF with 
German healthcare services. A basic thematic analysis of 
what was reported in eligible studies will be undertaken 
by summarising key findings, while the creation of a 
bubble plot will highlight gaps in the evidence. The kinds 
of study designs that are relevant to the field will be listed 
on the bubble plot’s x-axis, and the types of healthcare 
service relevant to patients with CHF in Germany on the 

Table 1 Data charting form used to extract information to 
answer the scoping review’s questions

Domain Extracted Information

Study characteristics First author

Year of publication

Type of publication

Academic discipline

Sample size

Study objective

Authors’ main conclusion

Key findings Thematic dimension of patient 
experience

Experience: positive/negative/both

Geographical setting (ie, federal 
state, area code, urban vs rural 
area)

Institutional setting or healthcare 
service used (ie, inpatient hospital 
care, informal home care, 
rehabilitation services)

Method used to assess patients’ 
experiences

Population 
characteristics

Age

Sex

Ethnicity

Insurance status

Relationship status

Severity of symptoms (NYHA)

Comorbidities

Type of CHF (in terms of 
localisation, aetiology or 
pathophysiology)

Therapeutic characteristics 
(ie, implanted device therapy, 
pharmacological therapy)

CHF, chronic heart failure; NYHA, New York Heart Association 
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y-axis. These specifications will be refined by research 
staff in consultation with a patient representative.

Consultation
The aim of the review is to provide an accessible over-
view of CHF patients’ experiences of using different kinds 
of healthcare services in Germany, as portrayed in the 
literature.

In line with this objective, we will make use of end-of-
project knowledge translation by incorporating stake-
holders with backgrounds in healthcare research, clinical 
practice, nursing and the organisation of patient support 
groups. These stakeholders will form an advisory board 
that is part of a wider research project, whereby board 
meetings will serve as a platform to elucidate which key 
messages most appropriately address end-users’ informa-
tion needs.

Patient and public involvement
Investigating patients’ experiences requires consultation 
with patients to ensure extraction of both appropriate 
and meaningful outcome variables. A patient represen-
tative was therefore involved in refining the research 
questions and developing a data-charting form, and the 
matrix for a bubble plot. For this purpose, we conducted 
semistructured telephone interviews with the patient 
representative, or sent the representative questionnaires 
with open questions via email. Apart from the speci-
fication of outcome variables and research questions, 
patients will not be involved in the overall design of the 
study, conducting review processes, data extraction and 
the representation of results.

EthICs And dIssEMInAtIon
Using scoping review methodology, we aim to systemat-
ically and comprehensively map available literature on 
CHF patients’ experiences of using healthcare services in 
Germany. The rationale for choosing the scoping review 
methodology and deciding against undertaking a crit-
ical appraisal of included studies is twofold. First, clus-
tering research patterns and gaps in patient-centred CHF 
health services research will provide valuable information 
for the development of further research questions for 
primary research, or full systematic research syntheses, 
regardless of whether they take a qualitative, quantitative 
or mixed-methods approach. Second, decision makers 
and practitioners in healthcare will be provided with a 
comprehensive overview of the extent and nature of the 
past decade’s research activity that relates to their specific 
healthcare context. 

This scoping review will be conducted by a multidisci-
plinary research team that includes members with diverse 
backgrounds such as health services research, psychology, 
healthcare management and public health. This scoping 
review will be embedded within a wider research project 
that aims to develop a clearly illustrated report on current 
structures of CHF management within the German 

healthcare system. As such, its results will be disseminated 
in this report and presented to relevant stakeholders at the 
advisory board meeting. Moreover, we intend to present 
findings from this scoping review at research conferences 
and to publish them in a peer-reviewed journal.
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