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Highlights

Public health relevance—How does this work relate to a public health issue?

e  Genetic cardiomyopathies impose not only clinical but also psychosocial, functional,
and economic burdens on patients and families.

e  Mapping how Quality of Life (QoL) and Health-Related Quality of Life (HRQoL) are
assessed can support more patient-centred approaches in chronic cardiovascular care.

Public health significance—Why is this work of significance to public health?

e  This scoping review highlights the heterogeneity of QoL and HRQoL measurement
tools used in genetic cardiomyopathy research.

e  The findings show that psychosocial, social, and economic dimensions remain incon-
sistently assessed across studies.

Public health implications—What are the key implications or messages for practitioners,
policy makers and/or researchers in public health?

e  Greater conceptual clarity between QoL and HRQoL is needed to improve compara-
bility across studies and clinical settings.

e  Future research should integrate patient-reported outcomes, caregiver perspectives,
and longitudinal designs to inform personalized and equitable care pathways.

Abstract

Genetic cardiomyopathies (GCMs) are chronic heart muscle disorders requiring lifelong
monitoring and treatment. Although quality of life (QoL) and health-related quality of
life (HRQoL) are increasingly recognized as important outcomes in cardiomyopathy care,
their conceptualization and measurement remain inconsistent. This scoping review aims to
(a) identify the tools most commonly used to assess QoL and HRQoL in adults with genetic
cardiomyopathies and (b) map the thematic areas of existing studies, including symptom
burden, psychological distress, diagnostic challenges, and the impact of medical and
psychological interventions. PubMed, Scopus, and PsycINFO were systematically searched,
and the final search was completed in November 2025. Seventeen peer-reviewed studies
met the inclusion criteria and were included in this scoping review. The review followed
the PRISMA extension for Scoping Reviews and included both quantitative, qualitative and
mixed-methods designs. Most studies employed standardized tools such as EQ-5D (N = 5),
SF-36/SF36v2 (N = 5), and the Kansas City Cardiomyopathy Questionnaire (N = 3), while others

Int. ]. Environ. Res. Public Health 2026, 23, 833

https:/ /doi.org/10.3390/ijerph23070833


https://crossmark.crossref.org/dialog?doi=10.3390/ijerph23070833&domain=pdf&date_stamp=2026-06-25
https://creativecommons.org/licenses/by/4.0/
https://creativecommons.org/licenses/by/4.0/
https://www.mdpi.com/journal/ijerph
https://www.mdpi.com
https://orcid.org/0000-0002-6822-9800
https://orcid.org/0000-0002-4342-8459
https://orcid.org/0000-0003-1850-3055
https://orcid.org/0000-0003-0401-2634
https://doi.org/10.3390/ijerph23070833

Int. J. Environ. Res. Public Health 2026, 23, 833 2 of 21

included the Minnesota Living with Heart Failure Questionnaire (N = 2) and disease-specific
or ad hoc measures. The most frequently investigated themes included impairments
in physical functioning, emotional well-being, symptom burden, psychological distress,
and social participation. Several studies showed that patients” perceived QoL was more
closely associated with symptom burden and psychological adjustment than with objective
clinical indicators alone. Clinical interventions showed mixed or limited effects on QoL
and HRQoL outcomes, even when clinical parameters improved. Qualitative research
further emphasized the lived experiences of patients and families, highlighting unmet
needs in care. Less commonly addressed findings concerned caregiver perspectives, patient—
provider communication, treatment adherence, socioeconomic disadvantage, healthcare
costs, productivity loss, and the experiences of patients with rarer cardiomyopathy-related
conditions. The results highlight how QoL and HRQoL are central but still inconsistently
assessed outcomes in cardiomyopathy research. This review calls for greater conceptual
clarity between QoL and HRQoL, greater standardization in measurement tools, broader
inclusion of psychosocial variables, and more patient-centred research approaches to better
support individuals living with cardiomyopathies.

Keywords: genetic cardiomyopathy; QoL measurements; psychosocial factors; patient-centred
approaches; quality of life; health related quality of life; well-being

1. Introduction

Chronic illnesses represent a significant burden for adult patients, not only in terms
of physical health but also in their psychological and social well-being [1-3]. Living
with a chronic condition requires continuous medical management, lifestyle adjustments,
and often long-term adherence to pharmacological treatments. These demands can lead
to increased psychological distress, including anxiety, depression, and feelings of un-
certainty about the future [4-6]. Furthermore, chronic illness can disrupt an individ-
ual’s sense of autonomy, self-efficacy, and social identity, affecting the overall perception
of well-being [7-11].

One of the key constructs used to capture the multidimensional impact of chronic
diseases is quality of life (QoL). The concept of QoL emerged within biomedical practice
in the second half of the twentieth century, alongside the development of clinical trials,
palliative care, and increasing sociological interest in patients’ subjective experiences of
illness. Since then, it has become increasingly relevant in health research, despite the
persistence of different definitions shaped by individual circumstances, cultural norms,
and expectations [12].

QoL is a broad concept that encompasses individuals’ subjective perception of their
well-being, integrating physical, psychological, and social dimensions [13-16]. While sev-
eral definitions exist, the World Health Organization (WHO) defines QoL as individuals’
perception of their position in life within the context of their culture, values, goals, and con-
cerns [17]. In medical and psychological research, health-related quality of life (HRQoL) is
particularly relevant, as it focuses on how a person’s health condition affects their ability to
lead a fulfilling life. HRQoL assessments typically include measures of physical functioning,
emotional well-being, social participation, and disease-related burden [18-20]. Although
QoL and HRQoL are closely related, they should not be considered fully interchangeable:
QoL refers to a broader subjective appraisal of well-being, whereas HRQoL focuses more
specifically on the impact of health status, symptoms, and treatment on daily life. In the
cardiomyopathy literature, however, these terms are often used inconsistently or with
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partially overlapping meanings, making it important to map how they are operationalized
across studies.

In the context of chronic diseases, numerous studies have explored how different med-
ical conditions impact QoL. Research highlights that chronic illnesses often lead to a lower
QoL due to the physical limitations they impose, as well as the associated emotional distress
and social constraints [21-23]. For example, conditions such as diabetes, chronic respiratory
diseases, and heart failure have been consistently linked to decreased QoL scores [24-26].
Understanding and measuring QoL in these populations is crucial for developing targeted
interventions that improve patient well-being beyond clinical outcomes.

Genetic cardiomyopathies (GCMs) are a group of heart muscle disorders caused by ge-
netic defects which can manifest at various ages and lead to progressive structural changes
in hearts that generally appear normal at birth [27-30]. GCMs have a relevant epidemiolog-
ical and clinical impact, although prevalence estimates vary according to disease subtype,
diagnostic criteria, and diagnostic methods. Hypertrophic Cardiomyopathy (HCM) is com-
monly reported as the most frequent inherited cardiomyopathy, with prevalence estimates
ranging from approximately 1:200 to 1:500 individuals [31], while the prevalence estimates
of Dilated Cardiomyopathy (DCM) vary more widely, ranging from approximately 1:250 to
1:2500 individuals in the general population [32,33]. The recent guidelines by the European
Society of Cardiology (ESC) also emphasize that the management of cardiomyopathies in-
volves not only the affected individuals, but also their relatives, through family screening,
genetic counselling, genetic testing, and long-term follow-up [34].

Unlike acquired cardiomyopathies, which develop later in life due to factors such as
hypertension or ischemic heart disease, GCMs are present from early life and often require
lifelong medical follow-up. They should not be confused with “congenital heart disease”
characterized by anatomic malformations occurring during development in utero, which
only rarely have a genetic basis.

These conditions can range from mild, asymptomatic forms to severe cases that lead to
arrhythmias, heart failure, cardiac arrest, or the need for heart transplantation [35,36] and
increased risk of sudden cardiac death [37]. The impact of GCMs extends beyond physical
symptoms, influencing daily activities, emotional health, and long-term life planning.
Adults with GCMs often experience fatigue, exercise intolerance, and limitations in their
social and professional lives, all of which contribute to a reduced QoL [38,39]. Additionally,
the unpredictability of the disease course can lead to heightened anxiety and concerns
about disease progression [40-42].

Although QoL is increasingly recognized as a critical outcome in chronic disease
management, the mapping of how QoL and HRQoL are assessed and conceptualized in
adults with genetic cardiomyopathies remains an unmet need.

Understanding how to measure QoL effectively is essential for improving patient care
and guiding clinical decision-making. This becomes particularly relevant in the present
context of emerging precision cardiology, including initiatives such as projects for the de-
velopment of patient-specific ‘digital twins’ (computational replicas of an individual heart,
integrating clinical, genetic, and patient-reported data), which are opening new avenues
for risk stratification, treatment personalization, and patient empowerment [43—45]. These
innovations further underscore the need for a consistent, valid assessment of quality of
life, enabling HRQoL to serve not only as a secondary outcome but also as a key input in
personalized care pathways.

Exploring the key areas of interest within the literature, such as the impact of symp-
toms, diagnostic challenges, and the effects of medical and psychological interventions, can
provide deeper insight into the lived experiences of individuals with these cardiac condi-
tions. Given the complexity of genetic cardiomyopathies and their broad implications for
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well-being, a thorough examination of how QoL and HRQoL are assessed, operationalized,
and thematically investigated is crucial for advancing both research and clinical practice. To
date, the availability and consistency of data in this specific field remains unresolved. For
this reason, a scoping review is particularly appropriate to map the existing evidence, iden-
tify the measurement tools used, clarify the main thematic areas addressed, and highlight
gaps for future research.

2. The Present Study

Quality of life was specifically chosen as the focus of this investigation as an overarching
construct that captures multiple dimensions of patients’ lived experience, including the
physical, psychological, and social aspects of well-being. Given the partial overlap and
inconsistent use of QoL and HRQoL in the literature on cardiomyopathies, both terms
were considered in this review when referring to studies assessing the perceived impact of
disease, symptoms, treatment, and daily life functioning.

The present scoping review aims to investigate (a) the tools available in the literature
for assessing QoL and HRQoL in patients with genetic cardiomyopathies and (b) to explore
which specific aspects of QoL and HRQoL have been most frequently examined in relation
to cardiomyopathies, such as diagnostic challenges, symptom burden, the impact of medical
and psychological interventions, and other key factors influencing patient well-being.
By addressing these two objectives, this review aims to provide a more comprehensive
understanding of both the methodologies used to measure QoL and HRQoL and the
thematic focus of existing research, thereby identifying current gaps and informing future
research directions.

3. Methods
Search Strategy and Study Selection

The review was conducted and reported according to the PRISMA-ScR guidelines; the
completed PRISMA 2020 Abstract Checklist and PRISMA 2020 Checklist are available in
the Supplementary Materials (Tables S1 and S2).

For this study, the screening and selection process was reported using a PRISMA flow
diagram (Figure 1), in line with the PRISMA extension for Scoping Reviews (PRISMA-ScR):

Inclusion criteria: Studies were considered eligible if they met the following criteria:

(a) Focused on adult genetic cardiomyopathies;
(b) Examined the impact of GCMs on QoL and/or HRQoL of patients;
(c) Published in English in peer-reviewed international journals.

Grey literature was excluded from the present review because the aim was to map peer-
reviewed studies published in international scientific journals, ensuring consistency in the type of
evidence considered.

e  Databases: The literature search was conducted in PubMed, Scopus, and PsycINFO
and it was completed in November 2025. The search identified 890 records before
duplicate removal: 311 from PubMed, 577 from Scopus, and 2 from PsycINFO.

o Keywords: The search query used was “Genetic cardiomyopathy” AND “quality of life”.

The protocol for this scoping review was not prospectively registered. Search strategy,
eligibility criteria, and data extraction procedures were defined by the authors before
study selection.
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Figure 1. PRISMA flow diagram.
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During the development of the search strategy, preliminary exploratory searches were
conducted using alternative terms, including “health-related quality of life”, “HRQoL”,
and “QoL”. However, because QoL and HRQoL are partially overlapping constructs and
because terminology is not used consistently across the cardiomyopathy literature, the
broader term “quality of life” was retained as the main search term. This choice was
intended to maximize the sensitivity of the search and reduce the risk of excluding relevant
studies that addressed HRQoL without using this exact abbreviation or terminology. A
broader retrieval strategy was therefore combined with a more detailed screening process,
during which studies referring to QoL, HRQoL, or health-related quality of life were
considered eligible, provided that they met the remaining inclusion criteria.
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Two authors independently screened the titles and abstracts of the retrieved records
for inclusion. The full texts of potentially eligible articles were then assessed, and dis-
agreements were resolved through discussion until consensus was reached. The screening
process was therefore based on independent assessment followed by a deliberative consen-
sus procedure, rather than on a reviewer-by-reviewer numerical coding matrix designed
for inter-rater reliability analysis. Potentially eligible or uncertain records were discussed
in depth, and full texts were assessed whenever eligibility could not be confidently deter-
mined from title and abstract alone. For this reason, Cohen’s kappa was not calculated, as
independent pre-consensus decisions were not recorded in a numerical format suitable for
agreement analysis. Inclusion and exclusion criteria were established in accordance with
the study’s objectives. Grey literature was excluded to ensure a focus on the current state
of peer-reviewed scientific research. Relevant data from the included studies (e.g., study
design, sample characteristics, outcomes related to QoL or HRQoL) were extracted by two
authors independently using a standardized form created in Zotero, and cross-checked
for accuracy. Consistently with the aims of a scoping review, the extracted data were
synthesized descriptively to map the available evidence, identify recurrent measurement
tools, and summarize the main thematic areas addressed across studies.

4. Results

The database search initially identified 890 records. After removing duplicates,
741 records were screened by title and abstract. At this stage, 650 records were excluded
because they clearly did not meet one primary eligibility criterion: (a) a lack of focus on
adult GCMs, including studies addressing broader, acquired, or non-genetic cardiovascular
conditions without extractable cardiomyopathy-specific data (n = 238), with other studies
including pediatric samples (n = 144); (b) the absence of QoL, HRQoL, or related patient-
reported outcomes (n = 75); (c) ineligible publication type, including reviews, guidelines,
consensus statements, grey literature, or non-published material (n = 193). The remaining
91 reports were considered potentially eligible based on title and abstract screening and
were therefore retrieved and assessed in full text.

Following full-text assessment, 74 reports were excluded because they did not meet
the eligibility criteria upon detailed evaluation. Each excluded report was assigned to one
primary reason for exclusion. A total of 17 studies were therefore included in the final
scoping review (see Figure 1).

4.1. Overview of Included Studies

Table 1 provides a schematic overview of the descriptive characteristics of the
17 studies included in this work.

Table 1. Characteristics of Included Studies.

Country Where the Study

Articles Keywords Was Conducted Journal Target
Armstrong et al. .
(2020) [26] / Canada Jama 789 patients
Barth syndrome; Journal of
Bath et al. (2022) [47] c'ardlomyopathy; qu;}hty of USA Cardiovascular 16 patients and
life; anxiety; depression; Development and 10 caregivers
genetics; psychosocial Disease
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Table 1. Cont.
. Country Where the Study
Articles Keywords Was Conducted Journal Target
Hypertrophic cardiomyopathy,
Quality of life, Heart failure, . Health and Quality .
Capota et al. (2020) [48] Kansas city cardiomyopathy Romania of Life Outcomes 110 patients
questionnaire
Cardiomyopathies, coronary
Chew etal. (2022) [49]  2¥tery bypass, coronary artery USA Circulation 1212 patients
disease, cost-benefit analysis,
costs and cost analysis
- Hypertrophic cardiomyopathy; )
Christiaans et al. . i : American Journal .
(2009) [50] ql.lahty of life; Psychploglcal Netherlands of Medical Genetics 228 patients
distress; genetic testing
hypertrophic cardiomyopathy;
Cox et al. (1997) [51] quality of UK Heart 171 patients
life; patient satisfaction
Giusti et al. (2013) [52] / Brazil Human Gene 13 patients
' Therapy Methods P
Dilated cardiomyopathy, Heart
Hazebroek et al. failure, Intravenous European Journal of .
p(2021) [53] immunoglobulin, Parvovirus Netherlands Heart Failure >0 patients
B19, Endomyocardial biopsy
Hypertrophic cardiomyopathy International
Ingles et al. (2015) [54]  Social determinants of health Australia Journal of 486 patients
Adherence Cardiology
Muscular dystrophies, Journal of
Jensen et al. (2024) [55]  Limb-girdle, quality of life, Norway Neuromuscular 135 patients
sleep quality, fatigue Diseases
UK, USA, Canada,
Australia, Germany,
Sweden, Spain, India,
Israel, Portugal, Cyprus,
Ormondroyd et al. Greece, Czech Republic, European Journal of .
(2024) [56] / Philippines, Mauritius, Human Genetics 634 patients
South Sudan, Pakistan,
Russian federation,
Palestine, Netherlands,
Ukraine, Austria
Rintell et al. (2021) [57] / USA Orhanet ]gurnal of 17 patients and
Rare Diseases 5 caregivers
European Heart
Schoonvelde et al. Journal—Quality .
(2024) [58] / Netherlands of Care and Clinical 000 Patients
Outcomes
Dilated cardiomyopathy;
Steptoe et al. (2000) [59]  quality of life; adjustment; UK Heart 106 patients
well-being
Sweeting et al. Exergse, 11festyl§, 1mplantable ‘ Eumpeqn Journal of .
(2017) [60] cardioverter defibrillator, Australia Cardiovascular 155 patients
inherited heart disease Nursing
Burden of disease, Dilated European Heart
Wiethoff et al. cardiomyopathy, Healthcare Journal—Quality .
(2024) [61] resource utilization, Societal Netherlands of Care and Clinical 550 patients
costs, Quality of life Outcomes
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Table 1. Cont.

Country Where the Study

Articles Keywords Was Conducted Journal Target
8 participants in
. . D the focus group
Lgng-cha1n fatty acid oxidation Therapeutic (4 patients and
1 disorders, multi-method, . .
Williams-Hall et al. . . . Advances in 4 caregivers);
multi-perspective, patient USA . >
(2022) [62] . L . Endocrinology and 5 patients
experience, qualitative, quality boli ..
of life, symptoms Metabolism and 4 clinicians
! for the individual

interviews

The studies were conducted in various countries, namely the Netherlands
(n =4)[50,53,58,61], USA (N = 4) [47,49,57,62], UK (n = 2) [51,59], Australia (n = 2) [54,60],
Romania (n = 1) [48], Canada (n = 1) [46], Brazil (n = 1) [52], and Norway (N = 1) [55]. One
study was conducted through an online survey, involving participants from various coun-
tries (n = 1) [56], specifically the UK, the USA, Canada, Australia, Germany, Sweden, Spain,
India, Israel, Portugal, Greece, Cyprus, Czech Republic, Philippines, Sudan, Mauritius,
Pakistan, Russia, Palestine, the Netherlands, Ukraine, and Austria.

Figure 2 illustrates the historical trend in the scientific literature on this topic.

Number of articles

=
o

(o]

()]

H

Number of articles
N

2021-2024 2010-2020 2000-2009 Before 2000
Time ranges

o

Figure 2. Temporal distribution of included studies.

Most of the studies were published between 2021 and 2024 (n = 9) [47,49,53,55-58,61,62]
reflecting a growing interest in recent years (Figure 2). Five studies were also published
between 2010 and 2020 [46,48,52,54,60], while fewer contributions were published between
2000 and 2009 [50,59].

Notably, only one study was published before 2000 (n = 1) [51].

All studies investigated patients’ perspectives, while only a few addressed the
viewpoints of caregivers/partners or family members [47,57,62], or of physicians [62].
Sample sizes varied considerably across the included studies. Five studies involved
very small groups of 7-16 participants [47,52,57,62], and one study included 40-50 pa-
tients [53]. Five studies included between 106 and 171 participants [48,51,55,59,60], and
two studies included 228-486 patients [50,54]. Four larger studies reported samples of
500-789 patients [46,56,58,61], and one study included more than 1000 participants [49].

Overall, sample sizes ranged from very small groups of fewer than 20 participants
with rare cardiomyopathies to large multicenter cohorts exceeding 1000 patients. This wide
variability, together with the uneven distribution of cardiomyopathy subtypes, resulted in
highly heterogeneous study populations.
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Most of the studies (77%) employed standardized quantitative tools to assess QoL
and/or HRQoL [46,48,49,52-55,58—-61]. Two studies (12%) adopted a mixed-methods de-
sign, combining validated instruments with ad hoc or qualitative components [51,56].
Two studies (12%) relied exclusively on a qualitative approach, one using focus groups and
semi-structured interviews with patients, caregivers, and clinicians [62], while Rintell and
colleagues [57] explored psychosocial aspects of living with cardiomyopathy by employing
semi-structured interviews rather than standardized QoL instruments. Therefore, it was
also classified as qualitative.

The cardiomyopathies investigated in the included studies, based on the inclusion
criteria of the present review, were as follows: hypertrophic cardiomyopathy—HCM
(n=4) [50,51,54,58], idiopathic dilated cardiomyopathy—DCM (n = 4) [48,53,59,61], is-
chemic cardiomyopathy (n = 2) [49,52], transthyretin amyloid cardiomyopathy—ATTR-CM
(n =2) [57,60], heart failure with preserved ejection fraction and subsequent cardiomyopa-
thy (n = 1) [46]. Barth syndrome with associated cardiomyopathy (n = 1) [47]; limb-girdle
muscular dystrophy R9—LGMDR9 with associated cardiomyopathy (N = 1) [55]; unspeci-
fied cardiomyopathy (n = 1) [56]; and long-chain fatty acid oxidation disorders associated
with cardiomyopathy—LC-FAOD (n = 1) [62].

The studies included in this review appear heterogeneous in terms of sample size,
study design, and perspectives considered. While most investigations focused on patients
themselves, only a minority addressed the viewpoints of caregivers or clinicians. In addi-
tion, the distribution of cardiomyopathy subtypes and the publication years was uneven,
with a concentration of contributions in the most recent decade. This heterogeneity sup-
ports the appropriateness of a scoping approach, as the available literature appears broad,
methodologically diverse, and unevenly distributed across cardiomyopathy subtypes and
patient populations.

4.2. Tools for Assessing Quality of Life in Patients with Genetic Cardiomyopathies

The analysis of the instruments used to assess QoL in the 17 included studies revealed a
certain degree of methodological heterogeneity, although some tools were used recurrently.

The EQ-5D (EuroQol-5 Dimensions) questionnaire emerged as one of the most frequently
employed instruments, having been used in five studies [49,53,58,60,61], specifically in its
five-level version (EQ-5D-5L). This tool measures five key dimensions of health (mobility,
self-care, usual activities, pain/discomfort, and anxiety/depression) and is particularly
valued for its simplicity and the ability to derive a composite QoL and HRQoL index.

The Short Form-36 Health Survey (SF-36) was used in four studies [50,51,55,59]. An
updated version, the SF-36v2, was used in the study by Ingles and colleagues [54].
These instruments assess eight domains of perceived health, covering both physical and
mental components.

Two studies [48,52] employed the Minnesota Living with Heart Failure Questionnaire
(MLHFQ), a disease-specific tool developed for patients with heart failure, designed to
capture the impact of the condition on daily living.

The Kansas City Cardiomyopathy Questionnaire (KCCQ), specifically developed for pa-
tients with cardiomyopathies, was used in three studies [46,53,58], focusing on physical
limitations, symptom burden, social functioning, and overall health perception.

Other specialized tools included the Individualized Neuromuscular Quality of Life Ques-
tionnaire (INQoL), used by Jensen and colleagues [55], and the HCM Patient Experience
Scale, used by Ingles and colleagues [54] to assess subjective aspects of living with
hypertrophic cardiomyopathy.

Two studies implemented ad hoc instruments: Cox and colleagues [51] supplemented
the SF-36 with a set of original scales exploring psychological adjustment, disease-related
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worries, involvement in care, and satisfaction with clinical relationships; Ormondroyd
and colleagues [56], on the other hand, designed a 20-item survey addressing everyday
experiences of living with cardiomyopathy, which was analyzed using both qualitative and
quantitative methods.

Finally, one study [62] adopted an exclusively qualitative approach, using focus groups
and semi-structured interviews with patients, caregivers, and clinicians involved in rare
conditions such as long-chain fatty acid oxidation disorders (LC-FAODs).

Alongside assessment tools specifically directed at QoL and HRQoL, most studies
also collected data on domains closely related to patients” quality of life. These included
the burden of physical symptoms, such as fatigue, dyspnea, or sleep disturbances; psycho-
logical well-being, often assessed through validated tools measuring anxiety, depression,
or stress (e.g., the Hospital Anxiety and Depression Scale—HADS, the Depression Anxiety
Stress Scale—DASS); and risk perception, explored through specific items assessing patients’
perceived vulnerability to disease progression or sudden cardiac events.

Several studies also addressed treatment adherence and self-management behaviours,
employing tools such as the Morisky Medication Adherence Scale (MMAS-8), or ad hoc
questions regarding the use of medications and healthcare services. Moreover, the patient—
provider relationship and satisfaction with clinical care were investigated through instru-
ments developed by the authors themselves, targeting aspects such as communication
quality, trust in healthcare professionals, or perceived adequacy of information received
during consultations. These instruments, while not directly measuring QoL or HRQoL,
provide valuable contextual information that contributes to a broader understanding of the
patient’s experience and the psychosocial impact of cardiomyopathies.

Across studies, both measurement use and reporting practices were heterogeneous,
with several QoL domains underreported; overall, the available evidence base was limited
and inconsistent, limiting cross-study comparability and any inference across cardiomyopa-
thy subtypes. This finding is particularly relevant for a scoping review, as it highlights not
only the range of tools currently used, but also the lack of conceptual and methodological
alignment in how QoL and HRQoL are operationalized across studies.

Table 2 summerizes QoL measurement tools and study designs across the studies
included in this scoping review.

Table 2. QoL Measurement Tools and Study Designs Across 17 Included Studies.

Citation Study Design QoL Instruments Other Instruments
L 6-Minute Walk Distance
Armstrong et al., 2020 [46] Quantitative KCCQ-PLS (6MWD)

PedsQL (pediatric QoL),
PROMIS Short Form 8A PROMIS Short Form 8A

Bath et al., 2022 [47] Quantitative (anxiety/depression, (Anxiety and Depression)
caregivers)

NYHA class, eGFR,

Capota et al., 2020 [48] Quantitative MLHFQ echocardiography,
comorbidities
Chew et al., 2022 [49] Quantitative EQ-5D 3-level None specified

HADS, IPQ-R, Risk

Christiaans et al., 2009 [50] Quantitative SF-36 Perception, Satisfaction
Inventory
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Table 2. Cont.

Citation Study Design QoL Instruments Other Instruments
SF-36; HADS; ad hoc scales HADS, Adjustment to
. (Adjustment to HCM, HCM Scale, Worry Scale,
Coxetal, 1997 [51] Mixed methods Worry, Involvement, Involvement Scale, Patient
Patient Satisfaction) Satisfaction Scale
NYHA class, CCS
Giusti et al., 2013 [52] Quantitative MLHFQ classification, treadmill test,
oxygen consumption,
SPECT
NYHA class, LVEF,
Hazebroek et al., 2021 [53] Quantitative EQ-5D-5L; KCCQ Echocardiography,
Clinical variables
o SE-36v2, HADS, HCM .
Ingles et al., 2015 [54] Quantitative Experience Scale MMAS-8, Demographics
Jensen et al., 2024 [55] Quantitative INQoL, SF-36 PSQI, FSS
Ad hoc survey
Ormondroyd et al., 2024 [56] Mixed methods (20 card101py9pathy ttems; None
qualitative and
quantitative analysis)
Semi-structured interviews
with patients and
Rintell et al., 2021 [57] Qualitative caregivers (no DASS, FPAS, FSAS
standardized QoL
instruments)
Schoonvelde et al., 2024 [58] Quantitative EQ-5D-5L; KCCQ None reported
HADS, IPQ-R, Risk
Steptoe et al., 2000 [59] Quantitative SF-36 Perception Scale,
Satisfaction Scales
Sweeting et al., 2017 [60] Quantitative EQ-5D-5L None specified
Wiethoff et al., 2024 [61] Quantitative EQ-5D-5L iIMCQ, iPCQ, DBC codes
for in-hospital care
semistmctmedimtoniows | Focus groups and
Williams-Hall et al., 2022 [62] Qualitative interviews with patients,

with patients, caregivers,
clinicians

caregivers, clinicians

4.3. Key Quality of Life Themes in Cardiomyopathy Research

The analyzed literature on cardiomyopathies and QoL or HRQoL revealed a growing
interest in capturing the lived experiences of patients, not only through traditional clini-
cal outcomes but also through psychosocial and economic lenses. Across the 17 studies
reviewed, QoL and HRQoL were approached from multiple angles, reflecting the hetero-
geneity of cardiomyopathies and their impact on patients’ lives. Table 3 summerizes the
aims of the included studies and the key results.

A prominent group of studies aimed to quantify the impact of genetic cardiomy-
opathies on HRQoL, often using validated questionnaires. These works assessed HRQoL
impairments in patients with hypertrophic cardiomyopathy [48,51], dilated cardiomyopa-
thy [59,61], or limb-girdle muscular dystrophy type R9 [55], highlighting limitations across
physical, emotional, and social domains.
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Table 3. Summary of Study Objectives and Key Results.

Article

Aim of the Study

Results Summary

Armstrong et al., (2020) [46]

To evaluate the efficacy of the soluble
guanylate cyclase stimulator
vericiguat on the Physical Limitation
Score (PLS) of the Kansas

City Cardiomyopathy

Questionnaire (KCCQ).

Vericiguat did not significantly
improve KCCQ-PLS or 6MWD in
HFpEF patients, suggesting limited
HRQoL benefit in this population.

Bath et al., (2022) [47]

To explore the impact of living with
this syndrome, associated with
cardiomyopathy, on patients” quality
of life and overall well-being.

Patient- and caregiver-reported QoL
differed, with caregivers generally
reporting worse outcomes. Findings
supported long-term QoL
monitoring and psychosocial
screening in clinical care.

Capota et al. (2020) [48]

This study evaluated the negative
impact of heart failure (HF) on
HRQOoL in patients with hypertrophic
cardiomyopathy (HCM), and
investigated the main clinical
determinants associated with HRQoL
deterioration in this population.

Patients with HCM and HF showed
moderate HRQoL impairment.
Worse HRQoL was associated with
older age, higher NYHA class, renal
dysfunction, pulmonary
hypertension, female sex, and
structural cardiac abnormalities.

Chew et al. (2022) [49]

To estimate the lifetime costs and
benefits of coronary artery bypass
grafting (CABG) versus medical
therapy (MED), based on
patient-level resource utilization and
clinical outcomes from the

STICH trial.

CABG showed higher initial costs
than medical therapy but greater
long-term value through increased
life expectancy and QoL, especially
in severe ischemic cardiomyopathy.

Christiaans et al. (2009) [50]

To assess long-term QoL and
psychological distress in HCM
mutation carriers, with and without
symptoms, compared to normative
population data; to evaluate the
impact of predictive DNA testing;
and to identify factors associated
with poorer QoL and psychological
distress, including sociodemographic,
clinical, and illness perception. ..

Mutation status alone did not reduce
well-being. Lower HRQoL was
mainly associated with manifest
HCM, symptoms, perceived SCD
risk, and physical comorbidities,
rather than predictive DNA testing
itself.

Cox et al. (1997) [51]

To evaluate HRQoL and
psychological well-being in patients
with hypertrophic cardiomyopathy,
and to examine their associations
with clinical symptoms and
psychosocial factors.

Patients with HCM reported
substantial physical, social, and
psychological limitations. QoL was
more strongly linked to symptoms
and psychological adjustment than to
objective clinical measures.

Giusti et al. (2013) [52]

To evaluate the safety, feasibility, and
clinical and perfusion outcomes of
gene therapy in patients with
refractory angina.

VEGF165 gene therapy was feasible
and safe, with temporary perfusion
benefits and sustained improvements
in symptoms, functional capacity,
and QoL over one year.

Hazebroek et al. (2021) [53]

To investigate the added benefits of
intravenous immunoglobulin (IVIg)
over standard therapy in patients
with idiopathic chronic dilated
cardiomyopathy (DCM) and
persistent parvovirus B19 infection.

IVIg showed no benefit on cardiac
function, functional capacity, or QoL
in chronic idiopathic DCM with
persistent parvovirus B19.
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Table 3. Cont.

Article Aim of the Study

Results Summary

To examine the socioeconomic profile
of patients attending a
multidisciplinary clinic and assess its
impact on clinical outcomes,
psychosocial well-being, and
adherence to treatment.

Ingles et al. (2015) [54]

Socioeconomically disadvantaged
patients were underrepresented in
specialist care and showed poorer
psychological health, disease
understanding, QoL, and

clinical profiles.

The study examined changes in
HRQoL over 14 months in a
Norwegian LGMDR9 cohort,
identifying priority health domains,
Jensen et al. (2024) [55] high-risk subgroups, and key
patient-reported symptoms. It also
assessed the prevalence and
correlates of fatigue and poor
sleep quality.

Patients showed physical, emotional,
and social HRQoL impairments.
Fatigue and weakness predicted
disease burden, with worse outcomes
among females and

homozygous patients.

The study explored patient and

family perspectives on living with
Ormondroyd et al. (2024) [56] cardiomyopathy and their attitudes

toward specific aspects of

genetic therapies.

Patients and families showed strong
support for gene therapy
development, alongside concerns
about future risks, family impact,
counselling, communication, and
equitable access.

The study investigated the diagnostic
journey, symptom burden, and QoL
Rintell et al. (2021) [57] impact experienced by individuals
with rare and frequently
misdiagnosed conditions.

Patients and caregivers with ATTR
reported delayed diagnosis, limited
specialist care, and substantial
emotional and physical burden,
supporting the need for timely
diagnosis and

family-centred support.

The study provided both generic and
disease-specific data on QoL and
examined the healthcare and societal
costs of HCM in a multicenter Dutch
cohort, adopting a holistic,
patient-centred perspective.

Schoonvelde et al. (2024) [58]

Asymptomatic HCM carriers showed
QoL comparable to the general
population, whereas symptomatic,
younger, female, and obstructive
HCM patients reported lower QoL
and greater costs.

The study assessed HRQoL and
psychological well-being in patients
with dilated cardiomyopathy,
examining their associations with
clinical variables and

psychological adjustment.

Steptoe et al. (2000) [59]

Patients with DCM showed severe
limitations in physical functioning,
social relationships, energy, sleep,
and mental health. Psychological
adjustment independently predicted
QoL and distress.

The study examined the impact of
implantable cardioverter

Sweeting et al. (2017) [60] defibrillators (ICDs) on physical
activity levels and identified factors
associated with activity engagement.

ICDs did not reduce physical activity,
but about half of patients did not
meet exercise recommendations.
Shock-related anxiety limited activity,
while device confidence

supported engagement.

The study assessed QoL and societal
Wiethoff et al. (2024) [61] costs in patients with dilated
cardiomyopathy (DCM).

Over 40% of patients with DCM
reported mobility, pain, and daily
activity limitations. Costs and QoL
impairment increased with disease
severity, mainly driven by
productivity losses.
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Table 3. Cont.

Article

Aim of the Study Results Summary

Williams-Hall et al. (2022) [62]

Long-chain fatty acid oxidation
disorders (LC-FAOD) caused
substantial lifestyle limitations and
emotional burden, with episodic
crises affecting social life, schooling,
and work. Patient experience data
highlighted unmet treatment needs.

The study aimed to explore patients’
experiences, focusing on symptom
perception and its impact on quality
of life.

Several studies examined clinical interventions and their impact on QoL and HRQoL.
For example, the therapeutic effects of vericiquat, a prescription medication used to treat
chronic heart failure [46], CABG [49], gene therapy [52], and intravenous immunoglob-
ulin [53] were investigated, revealing mixed outcomes—particularly limited benefit in
HRQoL despite some clinical improvements. In contrast, interventions like cardiac devices
were associated with improved perceptions of safety and better QoL in some groups [60,61].

Another key focus is the psychosocial and mental health burden experienced by
patients and their families. High levels of anxiety and depression were common [47,51,59],
with caregivers often reporting worse perceptions of patient well-being than patients
themselves [47]. Notably, symptom severity and psychological adjustment were frequently
stronger predictors of QoL than clinical severity alone [51,59].

The burden was further compounded by social and economic stressors [54], which
were shown to negatively influence access to care and adherence to treatment.

Several studies explored genetic testing and risk perception, particularly among
carriers of HCM mutations [50]. These findings suggested that the psychological impact
of a genetic diagnosis can vary significantly depending on symptom status and perceived
risk, highlighting the importance of personalized counselling and psychosocial support.

Qualitative and mixed method studies provided unique insights into patient ex-
periences and preferences, particularly regarding the diagnostic journey [57], symptom
perception [62], and attitudes towards genetic therapies [56]. These studies emphasized the
need for multidisciplinary care and the development of patient-reported outcome measures
that capture the complexity of living with cardiomyopathy.

Finally, population-level registries and burden-of-disease studies offered a broader
perspective on the societal impact of cardiomyopathies. Large-scale registries enable com-
prehensive analyses of subtypes and prognostic factors, while economic evaluations [58,61]
stressed the role of productivity loss and care costs, especially in symptomatic and working-
age populations. In sum, the literature underscores the multidimensional nature of QoL
and HRQoL in cardiomyopathy, shaped by medical, psychological, social, and economic
factors. The findings support a shift towards more holistic, patient-centred approaches in
both research and clinical care. At the same time, they also indicate that the conceptual
boundaries between QoL, HRQoL, psychosocial adjustment, symptom burden, and lived
experience are not always clearly defined across studies, reinforcing the need for greater
clarity in future research.

5. Discussion

To our knowledge, this scoping review represents the first attempt to comprehensively
map how QoL and HRQoL in patients with genetic cardiomyopathies have been assessed
and conceptualized in the scientific literature. By examining both the instruments used and
the specific domains explored, the present work offers a contribution at two different levels:
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a methodological overview of QoL and HRQoL measurement approaches to GCMs and a
thematic synthesis of the most frequently investigated aspects of patient experience.

A key finding emerging from this review is the wide heterogeneity of instruments
employed, reflecting a lack of standardization in QoL and HRQoL assessment across car-
diomyopathy studies. Nonetheless, certain tools—such as the EQ-5D, the Short Form Health
Surveys (SF-36, SE-12), and the Kansas City Cardiomyopathy Questionnaire (KCCQ)—have
shown recurrent use, suggesting their perceived utility in capturing key dimensions of pa-
tient well-being. Disease-specific tools like the MLHFQ or the HCM Patient Experience Scale
further demonstrate the growing effort to tailor QoL /HRQoL evaluation to specific patient
populations. The integration of qualitative and ad hoc tools in a minority of studies also
reflects an emerging attention to patient-reported experiences beyond standardized scales,
particularly when addressing rare cardiomyopathies or underrepresented psychosocial
domains. From a scoping review perspective, this heterogeneity should not be interpreted
only as a methodological limitation, but also as an indicator of a field that is still developing
its conceptual and measurement boundaries.

The frequent use of generic instruments such as the EQ-5D-5L and SF-36/SF-36v2,
together with disease-specific tools such as the KCCQ and MLHFQ), also highlights the need
to consider the different functions of these measurement approaches. Differences in the do-
mains assessed, scoring systems, recall periods, and sensitivity to cardiomyopathy-specific
symptoms may partly explain why different QoL /HRQoL tools can lead to heterogeneous
or only partially comparable findings across studies. Generic instruments allow for com-
parisons across diseases, populations, and healthcare settings; in particular, the EQ-5D-5L
can also be used to derive health utility values relevant for health economic evaluations.
However, generic tools may be less sensitive to cardiomyopathy-specific symptoms, func-
tional limitations, and treatment-related concerns. By contrast, disease-specific instruments
such as the KCCQ or MLHFQ may better capture clinically meaningful changes in cardiac
symptoms, physical limitations, and disease-related burden, but they are less suitable
for comparisons across different conditions. Future studies on GCMs should therefore
consider combining generic and disease-specific QoL/HRQoL measures to improve both
comparability and clinical sensitivity.

Importantly, the literature reflects a shift in focus from purely clinical or survival
outcomes to a more holistic understanding of disease burden. This shift is consistent with
earlier and more recent work on QoL, HRQoL, and patient-perceived health status in
cardiovascular disease. Foundational work by Kaplan [63] already emphasized that car-
diovascular outcomes should not be evaluated only in terms of mortality or physiological
indicators, but also in relation to patients’ perceived functioning and well-being. More re-
cent reviews and meta-analyses in chronic cardiovascular conditions have similarly shown
that QoL and HRQoL are shaped by physical limitations, symptom burden, emotional dis-
tress, social participation, and patients’ perceived ability to manage their condition [24,64].

Many studies included in this review underscore the discrepancy between objective
measures of disease severity and patients’ perceived quality of life, highlighting the central
role of psychological adjustment and individual coping mechanisms. This is also in line
with previous evidence suggesting that patient-perceived health status is not only a patient-
centred outcome but may also have prognostic relevance in chronic heart failure and
coronary artery disease [65].

From a thematic perspective, the literature reviewed highlights several key research
directions. Studies have addressed the impact of clinical interventions (e.g., pharmaco-
logical treatments, surgical procedures, gene therapy) on QoL, often revealing limited
gains in well-being despite clinical improvements. This finding partly mirrors broader
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cardiovascular evidence showing that interventions may improve HRQoL, but that effects
vary according to the type of intervention, population, and outcome measure used [66].

Others have explored the implications of genetic testing, patient—provider commu-
nication, and social determinants of health, all of which shape patient experiences in
profound ways. Qualitative studies, in particular, emphasize the importance of lived
experiences, offering rich narratives about diagnostic uncertainty, treatment burden, and
family dynamics—elements that are often overlooked in large-scale clinical trials but that
can be found in qualitative-based sociological and anthropological literature. Anthro-
pological perspectives have further highlighted how cardiac technologies may be-come
deeply embedded in patients’ identities and everyday lives, generating both feelings of
safety and chronic psychological burden, as described in recipients of implantable car-
dioverter defibrillators [67]. Compared with previous reviews on QoL and HRQoL in
broader cardiovascular populations, the present scoping review adds a more specific focus
on genetic cardiomyopathies. These conditions share several features with other chronic car-
diovascular diseases, including symptom burden, functional limitation, emotional distress,
and treatment impact. However, they also involve distinctive psychosocial and familial
dimensions, such as inherited risk, genetic testing, implications for relatives, perceived
risk of sudden cardiac death, and uncertainty about disease progression. These features
may shape QoL and HRQoL in ways that are not fully captured by general cardiovascu-
lar QoL frameworks and support the need for more tailored assessment approaches in
this population.

All these insights can contribute to developing the type of consistent, valid assessment
of quality of life, and HRQoL in particular, to be used as a benchmark and goal for precision
medicine interventions and personalized care pathways, including those based on various
types of digital tools.

From a clinical perspective, this means that QoL and HRQoL assessment should not
be considered only as a research outcome, but also as a routine component of cardiomyopa-
thy care pathways. Brief, validated, patient-reported measures could be administered at
key moments of care, including diagnosis, genetic counselling, treatment changes, device
implantation, and follow-up visits. This would help clinicians identify persistent func-
tional limitations, psychological distress, unmet informational needs, social difficulties, or
family-related concerns, even when clinical parameters appear stable. Routine QoL and
HRQoL monitoring may therefore support shared decision-making, timely referral to psy-
chological or rehabilitation services, and more personalized, patient-centred management
of genetic cardiomyopathies.

Despite the growing body of research, important gaps remain. There is limited
consensus on the most appropriate QoL and HRQoL instruments for different subtypes of
cardiomyopathy, and few studies have used longitudinal designs to track changes over time.
The perspectives of caregivers and healthcare providers are underrepresented, economic
aspects have only recently begun to be addressed, and comprehensive analyses of the
societal costs associated with reduced QoL remain limited. Moreover, the literature appears
unevenly distributed across cardiomyopathy subtypes, geographical contexts, and patient
populations, with limited attention to equity-related variables such as socioeconomic status,
gender, age, access to specialist care, and cultural differences in the experience and reporting
of QoL.

Some limitations of the review process should be acknowledged. The search was
limited to three databases and to peer-reviewed articles published in English, while grey
literature was excluded. In addition, the search strategy was intentionally focused on
genetic cardiomyopathies and quality of life, which may have excluded studies address-
ing related psychosocial outcomes without explicitly using QoL or HRQoL terminology.
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Similarly, the use of the overarching term “genetic cardiomyopathy” may have missed
studies indexed primarily under specific cardiomyopathy subtypes, such as hypertrophic,
dilated, arrhythmogenic, or restrictive cardiomyopathy. Future reviews focusing on in-
dividual cardiomyopathy subtypes may therefore benefit from broader subtype-specific
search strings.

Finally, consistent with the aims of a scoping review, no formal risk of bias assessment
or certainty-of-evidence assessment was conducted.

6. Conclusions and Future Directions

In conclusion, this review underscores the importance of assessing QoL and HRQoL
as a central outcome in cardiomyopathy research and care. It advocates greater method-
ological consistency, increased use of patient-reported outcome measures, and expanded
attention to psychological, social, and economic factors. Consistent with the aims of a
scoping review, future research should first work toward clarifying which QoL and HRQoL
domains are most relevant across different cardiomyopathy subtypes and identifying areas
where current evidence remains fragmented or underdeveloped. More specifically, future
studies should aim to (a) clarify the conceptual boundaries between QoL, HRQoL, psy-
chosocial adjustment, symptom burden, and patient experience in this field; (b) identify a
shared set of generic, disease-specific, and patient-reported measures that could improve
comparability across studies; (c) integrate patients’, caregivers’, and clinicians’ perspectives
to better capture the multidimensional burden of cardiomyopathies; (d) adopt longitudinal
and mixed-methods designs to explore how QoL and HRQoL change across the disease
trajectory; and (e) examine how QoL and HRQoL data may inform shared decision-making,
genetic counselling, and personalized care pathways.

Further scoping work may also be useful to map QoL and HRQoL research within
specific cardiomyopathy subtypes, rare genetic conditions, and underrepresented popula-
tions, as well as to examine whether existing instruments adequately capture culturally,
socially, and economically diverse experiences of living with these conditions.

Ultimately, improving QoL for individuals living with cardiomyopathies requires not
only advances in clinical management but also a deeper understanding of what it means to
live with this complex and multifaceted group of conditions.

Supplementary Materials: The following supporting information can be downloaded at: https:
/ /www.mdpi.com/article/10.3390/ijerph23070833/s1, Table S1: PRISMA 2020 for Abstract Checklist;
Table S2: PRISMA 2020 Checklist. Ref. [68] was cited in Supplementary Materials.

Author Contributions: All authors contributed to the conceptualization of the study, including the
identification of the most appropriate search strategy and the critical revision of the manuscript. L.T.
and E.C. were responsible for the methodology, including the development of the review protocol and
the application of the PRISMA-ScR, and led the screening and selection of eligible studies. F.B. and I.O.
contributed to the investigation and to the clinical and medical aspects of the review, supporting the
definition of inclusion and exclusion criteria and the preliminary literature analysis. L.T., E.C., A.K.
and J.H. contributed to formal analysis and data curation. A.K. and J.H. focused on data synthesis and
results presentation, including the development and refinement of tables and figures, as well as the
reorganization of the results to enhance clarity. L.T. and E.C. were responsible for writing—original
draft preparation, while all authors contributed to writing—review and editing. All authors have
read and agreed to the published version of the manuscript.

Funding: The research was funded by the European Union under GA #101137115. Views and
opinions expressed are however those of the authors only and do not necessarily reflect those of the
European Union or HADEA. Neither the European Union nor the granting authority can be held
responsible for them.

https:/ /doi.org/10.3390/ijerph23070833


https://www.mdpi.com/article/10.3390/ijerph23070833/s1
https://www.mdpi.com/article/10.3390/ijerph23070833/s1
https://doi.org/10.3390/ijerph23070833

Int. J. Environ. Res. Public Health 2026, 23, 833 18 of 21

Institutional Review Board Statement: Not applicable. This study is a scoping review based
exclusively on data from previously published studies. No new data were collected from human
participants or animals. Consequently, ethical approval and informed consent were not required.

Informed Consent Statement: Not applicable. This study is a scoping review based exclusively on
data from previously published studies and did not involve human participants or animals.

Data Availability Statement: No new data were created or analyzed in this study. All data are
available from the original sources cited in the manuscript.

Conflicts of Interest: No conflict of interest is declared by the authors.

References

1. Nasif, J. The emotional impact of chronic illness. J. Psychol. Clin. Psychiatry 2015, 3, 177. [CrossRef]

2. Oris, L.; Luyckx, K.; Rassart, J.; Goubert, L.; Goossens, E.; Apers, S.; Arat, S.; Vandenberghe, J.; Westhovens, R.; Moons, P. Illness
identity in adults with a chronic illness. . Clin. Psychol. Med. Settings 2018, 25, 429-440. [CrossRef] [PubMed]

3. Verhoof, E.J.; Maurice-Stam, H.; Heymans, H.S.; Evers, A.W.; Grootenhuis, M.A. Psychosocial well-being in young adults with
chronic illness since childhood: The role of illness cognitions. Child Adolesc. Psychiatry Ment. Health 2014, 8, 12. [CrossRef]
[PubMed]

4. Bobo, W.V,; Grossardt, B.R.; Virani, S.; St Sauver, ].L.; Boyd, C.M.; Rocca, W.A. Association of depression and anxiety with the
accumulation of chronic conditions. JAMA Netw. Open 2022, 5, €229817. [CrossRef] [PubMed]

5. Clarke, D.M.; Currie, K.C. Depression, anxiety and their relationship with chronic diseases: A review of the epidemiology, risk
and treatment evidence. Med. J. Aust. 2009, 190, S54-560. [CrossRef] [PubMed]

6.  Gerontoukou, E.I; Michaelidoy, S.; Rekleiti, M.; Saridi, M.; Souliotis, K. Investigation of anxiety and depression in patients with
chronic diseases. Health Psychol. Res. 2015, 3, 2123. [CrossRef] [PubMed]

7. Bury, M. Chronic illness as biographical disruption. Sociol. Health Illn. 1982, 4, 167-182. [CrossRef] [PubMed]

8. Bravo, L.; Killela, M.K.; Reyes, B.L.; Santos, KM.B.; Torres, V.; Huang, C.C.; Jacob, E. Self-management, self-efficacy, and
health-related quality of life in children with chronic illness and medical complexity. J. Pediatr. Health Care 2020, 34, 304-314.
[CrossRef] [PubMed]

9.  Hydén, L. lllness and Narrative. Sociol. Health Illn. 1997, 19, 48-69. [CrossRef]

10. Iovino, P; Nolan, A.; De Maria, M.; Ausili, D.; Matarese, M.; Vellone, E.; Riegel, B. The influence of social support on self-care is
mediated by self-efficacy and depression in chronic illness: Key findings from the ‘SODALITY’ observational study. Aging Ment.
Health 2023, 27, 820-828. [CrossRef] [PubMed]

11.  Smith-Morris, C. The Chronicity of Life, the Acuteness of Diagnosis. In Chronic Conditions, Fluid States: Chronicity and the
Anthropology of Illness; Manderson, L., Smith-Morris, C., Eds.; Rutgers University Press: New Brunswick, NJ, USA, 2010.

12.  Timmermans, S.; Tavory, I. Theory Construction in Qualitative Research: From Grounded Theory to Abductive Analysis. Sociol.
Theory 2012, 30, 167-186. [CrossRef]

13. Barcaccia, B. Definitions and domains of health-related quality of life. In Outcomes Assessment in End-Stage Kidney Disease-
Measurements and Applications in Clinical Practice; Bentham Science Publishers: Sharjah, United Arab Emirates, 2013; pp. 12-24.

14. Felce, D,; Perry, ]. Quality of life: Its definition and measurement. Res. Dev. Disabil. 1995, 16, 51-74. [CrossRef] [PubMed]

15. Karimi, M.; Brazier, J. Health, health-related quality of life, and quality of life: What is the difference? Pharmacoeconomics 2016,
34, 645-649. [CrossRef] [PubMed]

16. Theofilou, P. Quality of life: Definition and measurement. Eur. J. Psychol. 2013, 9, 150-162. [CrossRef]

17.  Lavdaniti, M.; Tsitsis, N. Definitions and conceptual models of quality of life in cancer patients. Health Sci. ]. 2015, 9, 1.

18. Bakas, T.; McLennon, S.M.; Carpenter, ].S.; Buelow, ] M.; Otte, ].L.; Hanna, K.M.; Ellett, M.L.; Hadler, K.A.; Welch, J.L. Systematic
review of health-related quality of life models. Health Qual. Life Outcomes 2012, 10, 134. [CrossRef] [PubMed]

19. Sosnowski, R.; Kulpa, M.; Zietalewicz, U.; Wolski, ].K.; Nowakowski, R.; Bakula, R.; Demkow, T. Basic issues concerning
health-related quality of life. Cent. Eur. J. Urol. 2017, 70, 206. [CrossRef] [PubMed]

20. Stenman, U.; Hakama, M.; Knekt, P.; Aromaa, A.; Teppo, L.; Leinonen, J.; Tang, Z. Measurement and modeling of health-related
quality of life. Epidemiol. Demogr. Public Health 2010, 195, 130-135.

21. Alonso, J.; Ferrer, M.; Gandek, B.; Ware, ].E.; Aaronson, N.K.; Mosconi, P; Rasmussen, N.K.; Bullinger, M.; Fukuhara, S.; Kaasa, S.;
et al. Health-related quality of life associated with chronic conditions in eight countries: Results from the International Quality of
Life Assessment (IQOLA) Project. Qual. Life Res. 2004, 13, 283-298. [CrossRef] [PubMed]

22. Mielck, A.; Vogelmann, M.; Leidl, R. Health-related quality of life and socioeconomic status: Inequalities among adults with a

chronic disease. Health Qual. Life Outcomes 2014, 12, 58. [CrossRef] [PubMed]

https://doi.org/10.3390/ijerph23070833


https://doi.org/10.15406/jpcpy.2015.03.00177
https://doi.org/10.1007/s10880-018-9552-0
https://www.ncbi.nlm.nih.gov/pubmed/29468569
https://doi.org/10.1186/1753-2000-8-12
https://www.ncbi.nlm.nih.gov/pubmed/24735489
https://doi.org/10.1001/jamanetworkopen.2022.9817
https://www.ncbi.nlm.nih.gov/pubmed/35499825
https://doi.org/10.5694/j.1326-5377.2009.tb02471.x
https://www.ncbi.nlm.nih.gov/pubmed/19351294
https://doi.org/10.4081/hpr.2015.2123
https://www.ncbi.nlm.nih.gov/pubmed/26973961
https://doi.org/10.1111/1467-9566.ep11339939
https://www.ncbi.nlm.nih.gov/pubmed/10260456
https://doi.org/10.1016/j.pedhc.2019.11.009
https://www.ncbi.nlm.nih.gov/pubmed/32107073
https://doi.org/10.1111/1467-9566.00040
https://doi.org/10.1080/13607863.2022.2056877
https://www.ncbi.nlm.nih.gov/pubmed/35416091
https://doi.org/10.1177/0735275112457914
https://doi.org/10.1016/0891-4222(94)00028-8
https://www.ncbi.nlm.nih.gov/pubmed/7701092
https://doi.org/10.1007/s40273-016-0389-9
https://www.ncbi.nlm.nih.gov/pubmed/26892973
https://doi.org/10.5964/ejop.v9i1.337
https://doi.org/10.1186/1477-7525-10-134
https://www.ncbi.nlm.nih.gov/pubmed/23158687
https://doi.org/10.5173/ceju.2017.923
https://www.ncbi.nlm.nih.gov/pubmed/28721291
https://doi.org/10.1023/b:qure.0000018472.46236.05
https://www.ncbi.nlm.nih.gov/pubmed/15085901
https://doi.org/10.1186/1477-7525-12-58
https://www.ncbi.nlm.nih.gov/pubmed/24761773
https://doi.org/10.3390/ijerph23070833

Int. J. Environ. Res. Public Health 2026, 23, 833 19 of 21

23.

24.

25.
26.

27.

28.

29.

30.

31.

32.

33.

34.

35.
36.

37.

38.

39.

40.

41.

42.

43.

44.

45.

46.

Strine, TW.; Chapman, D.P.; Balluz, L.S.; Moriarty, D.G.; Mokdad, A.H. The associations between life satisfaction and health-
related quality of life, chronic illness, and health behaviors among US community-dwelling adults. . Community Health 2008,
33, 40-50. [CrossRef] [PubMed]

Banik, A.; Schwarzer, R.; Knoll, N.; Czekierda, K.; Luszczynska, A. Self-efficacy and quality of life among people with cardiovas-
cular diseases: A meta-analysis. Rehabil. Psychol. 2018, 63, 295. [CrossRef] [PubMed]

Mayou, R.; Bryant, B. Quality of life in cardiovascular disease. Br. Heart ]. 1993, 69, 460. [CrossRef] [PubMed]

Pinheiro, L.C.; Reshetnyak, E.; Sterling, M.R.; Richman, ].S.; Kern, L.M.; Safford, M.M. Using health-related quality of life to
predict cardiovascular disease events. Qual. Life Res. 2019, 28, 1465-1475. [CrossRef] [PubMed]

Brieler, ].A.Y.; Breeden, M.A.; Tucker, J. Cardiomyopathy: An overview. Am. Fam. Physician 2017, 96, 640-646. [PubMed]
Liischer, T.F. Cardiomyopathies: Definition, diagnosis, causes, and genetics. Eur. Heart J. 2016, 37, 1779-1782. [CrossRef] [PubMed]
McKenna, WJ.; Judge, D.P. Epidemiology of the inherited cardiomyopathies. Nat. Rev. Cardiol. 2021, 18, 22-36. [CrossRef]
[PubMed]

North, K.N.; Wang, C.H.; Clarke, N.; Jungbluth, H.; Vainzof, M.; Dowling, ].J.; Amburgey, K.; Quijano-Roy, S.; Beggs, A.H.; Sewry,
C.; etal. Approach to the diagnosis of congenital myopathies. Neuromuscul. Disord. 2014, 24, 97-116. [CrossRef] [PubMed]
Wolf, C.M. Hypertrophic cardiomyopathy: Genetics and clinical perspectives. Cardiovasc. Diagn. Ther. 2019, 9, S388-5415.
[CrossRef] [PubMed]

McNally, E.M.; Mestroni, L. Dilated cardiomyopathy: Genetic determinants and mechanisms. Circ. Res. 2017, 121, 731-748.
[CrossRef] [PubMed]

Myers, M.C.; Wang, S.; Zhong, Y.; Maruyama, S.; Bueno, C.; Bastien, A.; Fazeli, M.S.; Golchin, N. Prevalence of genetically
associated dilated cardiomyopathy: A systematic literature review and meta-analysis. Cardiol. Res. 2024, 15, 233-245. [CrossRef]
[PubMed]

Arbelo, E.; Protonotarios, A.; Gimeno, J.R.; Arbustini, E.; Barriales-Villa, R.; Basso, C.; Bezzina, C.; Biagini, E.; Blom, N.A.; de Boer,
R.A; et al. 2023 ESC Guidelines for the management of cardiomyopathies: Developed by the task force on the management of
cardiomyopathies of the European Society of Cardiology (ESC). Eur. Heart J. 2023, 44, 3503-3626. [CrossRef] [PubMed]

Chan, K.; Harper, A.R.; Ashrafian, H.; Yavari, A. Cardiomyopathies. Medicine 2018, 46, 606—617. [CrossRef]

Elliott, P.M.; Anastasakis, A.; Asimaki, A.; Basso, C.; Bauce, B.; Brooke, M.A.; Calkins, H.; Corrado, D.; Duru, F,; Green, K.J.;
et al. Definition and treatment of arrhythmogenic cardiomyopathy: An updated expert panel report. Eur. |. Heart Fail. 2019,
21, 955-964. [CrossRef] [PubMed]

Klarich, K.W,; Jost, C.H.A.; Binder, J.; Connolly, H.M.; Scott, C.G.; Freeman, WK.; Ackerman, M.].; Nishimura, R.A.; Tajik, A.J.;
Ommen, S.R. Risk of death in long-term follow-up of patients with apical hypertrophic cardiomyopathy. Am. J. Cardiol. 2013,
111, 1784-1791. [CrossRef] [PubMed]

Apers, S.; Kovacs, A.H.; Luyckx, K.; Thomet, C.; Budts, W.; Enomoto, J.; Sluman, M.A.; Wang, ].-K,; Jackson, J.L.; Khairy, P; et al.
Quality of life of adults with congenital heart disease in 15 countries: Evaluating country-specific characteristics. J. Am. Coll.
Cardiol. 2016, 67, 2237-2245. [CrossRef] [PubMed]

Moons, P; Van Deyk, K.; Marquet, K.; Raes, E.; De Bleser, L.; Budts, W.; De Geest, S. Individual quality of life in adults with
congenital heart disease: A paradigm shift. Eur. Heart ]. 2005, 26, 298-307. [CrossRef] [PubMed]

Eslami, B.; Sundin, O.; Macassa, G.; Khankeh, H.R.; Soares, ].J. Anxiety, depressive and somatic symptoms in adults with
congenital heart disease. |. Psychosom. Res. 2013, 74, 49-56. [CrossRef] [PubMed]

Kovacs, A.H.; Luyckx, K.; Thomet, C.; Budts, W.; Enomoto, J.; Sluman, M.A.; Lu, C.-W,; Jackson, J.L.; Khairy, P.; Cook, S.C.; et al.
Anxiety and depression in adults with congenital heart disease. J. Am. Coll. Cardiol. 2024, 83, 430-441. [CrossRef] [PubMed]
Stanca, A.; Carella, M.C.; Basile, P.; Forleo, C.; Ciccone, M.M.; Guaricci, A.I. Cardiomyopathies and Psychiatric Disorders: An
Overview and General Clinical Recommendations. Cardiol. Rev. 2024, 34, 289-299. [CrossRef] [PubMed]

Gu, F; Meyer, A].; Jezek, E; Zhang, S.; Catalan, T.; Miller, A.; Schenk, N.A; Sturgess, V.E.; Uceda, D.; Li, R.; et al. Identification
of digital twins to guide interpretable Al for diagnosis and prognosis in heart failure. npj Digit. Med. 2025, 8, 110. [CrossRef]
[PubMed]

Panichella, G.; Garofalo, M.; Sasso, L.; Milazzo, A.; Fornaro, A.; Pioner, ].M.; Bueno-Orovio, A.; van Gils, M.; Koivu, A.; Mainardi,
L.; et al. Artificial intelligence applications in hypertrophic cardiomyopathy: Turns and loopholes. Eur. Heart ].-Digit. Health 2025,
6, 853-867. [CrossRef] [PubMed]

Sel, K.; Osman, D.; Zare, F.; Masoumi Shahrbabak, S.; Brattain, L.; Hahn, J.O.; Inan, O.T.; Mukkamala, R.; Palmer, ].; Paydarfar, D.;
et al. Building digital twins for cardiovascular health: From principles to clinical impact. J. Am. Heart Assoc. 2024, 13, e031981.
[CrossRef] [PubMed]

Armstrong, PW,; Lam, C.S.; Anstrom, K.J.; Ezekowitz, J.; Hernandez, A.F.; O’Connor, C.M.; Pieske, B.; Ponikowski, P; Shah, S.J.;
Solomon, S.D.; et al. Effect of vericiguat vs placebo on quality of life in patients with heart failure and preserved ejection fraction:
The VITALITY-HFpEF randomized clinical trial. JAMA 2020, 324, 1512-1521. [PubMed]

https://doi.org/10.3390/ijerph23070833


https://doi.org/10.1007/s10900-007-9066-4
https://www.ncbi.nlm.nih.gov/pubmed/18080207
https://doi.org/10.1037/rep0000199
https://www.ncbi.nlm.nih.gov/pubmed/29878834
https://doi.org/10.1136/hrt.69.5.460
https://www.ncbi.nlm.nih.gov/pubmed/8518075
https://doi.org/10.1007/s11136-019-02103-1
https://www.ncbi.nlm.nih.gov/pubmed/30632050
https://www.ncbi.nlm.nih.gov/pubmed/29431384
https://doi.org/10.1093/eurheartj/ehw254
https://www.ncbi.nlm.nih.gov/pubmed/27317096
https://doi.org/10.1038/s41569-020-0428-2
https://www.ncbi.nlm.nih.gov/pubmed/32895535
https://doi.org/10.1016/j.nmd.2013.11.003
https://www.ncbi.nlm.nih.gov/pubmed/24456932
https://doi.org/10.21037/cdt.2019.02.01
https://www.ncbi.nlm.nih.gov/pubmed/31737545
https://doi.org/10.1161/CIRCRESAHA.116.309396
https://www.ncbi.nlm.nih.gov/pubmed/28912180
https://doi.org/10.14740/cr1680
https://www.ncbi.nlm.nih.gov/pubmed/39205965
https://doi.org/10.1093/eurheartj/ehad194
https://www.ncbi.nlm.nih.gov/pubmed/37622657
https://doi.org/10.1016/j.mpmed.2018.07.014
https://doi.org/10.1002/ejhf.1534
https://www.ncbi.nlm.nih.gov/pubmed/31210398
https://doi.org/10.1016/j.amjcard.2013.02.040
https://www.ncbi.nlm.nih.gov/pubmed/23540548
https://doi.org/10.1016/j.jacc.2016.03.477
https://www.ncbi.nlm.nih.gov/pubmed/27173035
https://doi.org/10.1093/eurheartj/ehi054
https://www.ncbi.nlm.nih.gov/pubmed/15618044
https://doi.org/10.1016/j.jpsychores.2012.10.006
https://www.ncbi.nlm.nih.gov/pubmed/23272988
https://doi.org/10.1016/j.jacc.2023.10.043
https://www.ncbi.nlm.nih.gov/pubmed/38233017
https://doi.org/10.1097/CRD.0000000000000693
https://www.ncbi.nlm.nih.gov/pubmed/38602404
https://doi.org/10.1038/s41746-025-01501-9
https://www.ncbi.nlm.nih.gov/pubmed/39966509
https://doi.org/10.1093/ehjdh/ztaf086
https://www.ncbi.nlm.nih.gov/pubmed/40985002
https://doi.org/10.1161/JAHA.123.031981
https://www.ncbi.nlm.nih.gov/pubmed/39087582
https://www.ncbi.nlm.nih.gov/pubmed/33079152
https://doi.org/10.3390/ijerph23070833

Int. J. Environ. Res. Public Health 2026, 23, 833 20 of 21

47.

48.

49.

50.

51.

52.

53.

54.

55.

56.

57.

58.

59.

60.

61.

62.

63.

64.

65.

66.

Bath, A.; Akbilgic, O.; Wilbanks, D.; Patel, J.; Wallen, M.; Haji, S.; Das, A.; Alexander, J.; Pour-Ghaz, I.; Alkhatib, D.; et al. Barth
Syndrome: Psychosocial Impact and Quality of Life Assessment. J. Cardiovasc. Dev. Dis. 2022, 9, 448. [CrossRef] [PubMed]
Capota, R.; Militaru, S.; Ionescu, A.A.; Rosca, M.; Baicus, C.; Popescu, B.A.; Jurcut, R. Quality of life status determinants in
hypertrophic cardiomyopathy as evaluated by the Kansas City Cardiomyopathy Questionnaire. Health Qual. Life Outcomes 2020,
18, 351. [CrossRef] [PubMed]

Chew, D.S.; Cowper, P.A.; Al-Khalidi, H.; Anstrom, K.J.; Daniels, M.R.; Davidson-Ray, L.; Li, Y.; Michler, R.E.; Panza, ].A,;
Pina, I.L.; et al. Cost-effectiveness of coronary artery bypass surgery versus medicine in ischemic cardiomyopathy: The STICH
randomized clinical trial. Circulation 2022, 145, 819-828. [CrossRef] [PubMed]

Christiaans, I.; Van Langen, I.M.; Birnie, E.; Bonsel, G.J.; Wilde, A.A.; Smets, E.M. Quality of life and psychological distress in
hypertrophic cardiomyopathy mutation carriers: A cross-sectional cohort study. Am. J. Med. Genet. Part A 2009, 149, 602-612.
[CrossRef] [PubMed]

Cox, S.; O'Donoghue, A.C.; McKenna, W.J.; Steptoe, A. Health related quality of life and psychological wellbeing in patients with
hypertrophic cardiomyopathy. Heart 1997, 78, 182-187. [CrossRef] [PubMed]

Giusti, LI; Rodrigues, C.G.; Salles, EB.; Sant’Anna, R.T.; Eibel, B.; Han, S.W.; Ludwig, E.; Grossman, G.; Prates, PR.L.; Sant’ANna,
J.RM.; et al. High doses of vascular endothelial growth factor 165 safely, but transiently, improve myocardial perfusion in
no-option ischemic disease. Hum. Gene Ther. Methods 2013, 24, 298-306. [CrossRef] [PubMed]

Hazebroek, M.R.; Henkens, M.T; Raafs, A.G.; Verdonschot, ].A.; Merken, ].].; Dennert, RM.; Eurlings, C.; Hamid, M.A.A.; Wolffs,
PF,; Winkens, B.; et al. Intravenous immunoglobulin therapy in adult patients with idiopathic chronic cardiomyopathy and
cardiac parvovirus B19 persistence: A prospective, double-blind, randomized, placebo-controlled clinical trial. Eur. J. Heart Fail.
2021, 23, 302-309. [CrossRef] [PubMed]

Ingles, J.; Johnson, R; Sarina, T.; Yeates, L.; Burns, C.; Gray, B.; Ball, K.; Semsarian, C. Social determinants of health in the setting
of hypertrophic cardiomyopathy. Int. J. Cardiol. 2015, 184, 743-749. [CrossRef] [PubMed]

Jensen, S.M.; Friborg, O.; Mellgren, S.I.; Miiller, K.I; Bergvik, S.; Arntzen, K.A. Health-Related Quality of Life in FKRP-Related
Limb-Girdle Muscular Dystrophy R9: The Norwegian LGMDR9 cohort study (2020). J. Neuromuscul. Dis. 2024, 11, 59-74.
[CrossRef] [PubMed]

Ormondroyd, E.; Grace, C.; Borsari, W.; Goel, A.; McDonough, B.; Rose, J.; Seidman, C.; Watkins, H. Genetic therapies for
cardiomyopathy: Survey of attitudes of the patient community for the CureHeart project. Eur. J. Hum. Genet. 2024, 32, 1045-1052.
[CrossRef] [PubMed]

Rintell, D.; Heath, D.; Braga Mendendez, E; Cross, E.; Cross, T., Knobel, V.; Gagnon, B, Turtle, C.; Cohen, A,
Kalmykov, E.; et al. Patient and family experience with transthyretin amyloid cardiomyopathy (ATTR-CM) and polyneuropathy
(ATTR-PN) amyloidosis: Results of two focus groups. Orphanet J. Rare Dis. 2021, 16, 70. [CrossRef] [PubMed]

Schoonvelde, S.A.; Wiethoff, I.; Zwetsloot, P.P.; Hirsch, A.; Knackstedt, C.; Germans, T.; Sikking, M.; Schinkel, A.FL.; van
Slegtenhorst, M.A.; Verhagen, ].M.A.; et al. Loss of quality of life and increased societal costs in patients with hypertrophic
cardiomyopathy: The AFFECT-HCM study. Eur. Heart ].-Qual. Care Clin. Outcomes 2024, 11, 174-185. [CrossRef] [PubMed]
Steptoe, A.; Mohabir, A.; Mahon, N.G.; McKenna, W.]. Health related quality of life and psychological wellbeing in patients with
dilated cardiomyopathy. Heart 2000, 83, 645-650. [CrossRef] [PubMed]

Sweeting, J.; Ball, K.; McGaughran, J.; Atherton, J.; Semsarian, C.; Ingles, J. Impact of the implantable cardioverter defibrillator
on confidence to undertake physical activity in inherited heart disease: A cross-sectional study. Eur. J. Cardiovasc. Nurs. 2017,
16, 742-752. [CrossRef] [PubMed]

Wiethoff, I.; Sikking, M.; Evers, S.; Gabrio, A.; Henkens, M.; Michels, M.; Verdonschot, ].; Heymans, S.; Hiligsmann, M. Quality
of life and societal costs in patients with dilated cardiomyopathy. Eur. Heart J.-Qual. Care Clin. Outcomes 2024, 10, 334-344.
[CrossRef] [PubMed]

Williams-Hall, R.; Tinsley, K.; Kruger, E.; Johnson, C.; Bowden, A.; Cimms, T.; Gater, A. Qualitative evaluation of the symptoms
and quality of life impacts of long-chain fatty acid oxidation disorders. Ther. Adv. Endocrinol. Metab. 2022, 13, 20420188211065655.
[CrossRef] [PubMed]

Kaplan, R.M. Health-related quality of life in cardiovascular disease. J. Consult. Clin. Psychol. 1988, 56, 382-392. [CrossRef]
[PubMed]

Moradi, M.; Daneshi, F.; Behzadmehr, R.; Rafiemanesh, H.; Bouya, S.; Raeisi, M. Quality of life of chronic heart failure patients:
A systematic review and meta-analysis. Heart Fail. Rev. 2020, 25, 993-1006. [CrossRef] [PubMed]

Mommersteeg, PM.C.; Denollet, ]J.; Spertus, J.A.; Pedersen, S.S. Health status as a risk factor in cardiovascular disease:
A systematic review of current evidence. Am. Heart J. 2009, 157, 208-218. [CrossRef] [PubMed]

Rashidi, A.; Whitehead, L.; Newson, L.; Walthall, H.; Van Miert, C.; Kemp, V.; Jones, I. The effects of interventions on health-related
quality of life of people living with cardiovascular disease: A systematic review. J. Clin. Nurs. 2025, 34, 2067-2074. [CrossRef]
[PubMed]

https://doi.org/10.3390/ijerph23070833


https://doi.org/10.3390/jcdd9120448
https://www.ncbi.nlm.nih.gov/pubmed/36547445
https://doi.org/10.1186/s12955-020-01604-9
https://www.ncbi.nlm.nih.gov/pubmed/33126893
https://doi.org/10.1161/CIRCULATIONAHA.121.056276
https://www.ncbi.nlm.nih.gov/pubmed/35044802
https://doi.org/10.1002/ajmg.a.32710
https://www.ncbi.nlm.nih.gov/pubmed/19253387
https://doi.org/10.1136/hrt.78.2.182
https://www.ncbi.nlm.nih.gov/pubmed/9326995
https://doi.org/10.1089/hgtb.2012.221
https://www.ncbi.nlm.nih.gov/pubmed/23944648
https://doi.org/10.1002/ejhf.2082
https://www.ncbi.nlm.nih.gov/pubmed/33347677
https://doi.org/10.1016/j.ijcard.2015.03.070
https://www.ncbi.nlm.nih.gov/pubmed/25827935
https://doi.org/10.3233/JND-221629
https://www.ncbi.nlm.nih.gov/pubmed/37927270
https://doi.org/10.1038/s41431-024-01660-5
https://www.ncbi.nlm.nih.gov/pubmed/38972962
https://doi.org/10.1186/s13023-021-01706-7
https://www.ncbi.nlm.nih.gov/pubmed/33557882
https://doi.org/10.1093/ehjqcco/qcae092
https://www.ncbi.nlm.nih.gov/pubmed/39520534
https://doi.org/10.1136/heart.83.6.645
https://www.ncbi.nlm.nih.gov/pubmed/10814621
https://doi.org/10.1177/1474515117715760
https://www.ncbi.nlm.nih.gov/pubmed/28613082
https://doi.org/10.1093/ehjqcco/qcad056
https://www.ncbi.nlm.nih.gov/pubmed/37709575
https://doi.org/10.1177/20420188211065655
https://www.ncbi.nlm.nih.gov/pubmed/35035873
https://doi.org/10.1037//0022-006X.56.3.382
https://www.ncbi.nlm.nih.gov/pubmed/3294264
https://doi.org/10.1007/s10741-019-09890-2
https://www.ncbi.nlm.nih.gov/pubmed/31745839
https://doi.org/10.1016/j.ahj.2008.09.020
https://www.ncbi.nlm.nih.gov/pubmed/19185627
https://doi.org/10.1111/jocn.17770
https://www.ncbi.nlm.nih.gov/pubmed/40296441
https://doi.org/10.3390/ijerph23070833

Int. J. Environ. Res. Public Health 2026, 23, 833 21 of 21

67. Barlocco, F. The friend within? The implantable cardioverter defibrillator between saving lives and chronically impairing them.
Anthropol. Med. 2022, 29, 61-75. [CrossRef] [PubMed]

68. Page, M.J.; McKenzie, J.E.; Bossuyt, PM.; Boutron, I.; Hoffmann, T.C.; Mulrow, C.D.; Shamseer, L.; Tetzlaff, ] M.; Akl, E.A,;
Brennan, S.E.; et al. The PRISMA 2020 statement: An updated guideline for reporting systematic reviews. BM]J 2021, 372, n71.
[CrossRef] [PubMed]

Disclaimer/Publisher’s Note: The statements, opinions and data contained in all publications are solely those of the individual
author(s) and contributor(s) and not of MDPI and/or the editor(s). MDPI and/or the editor(s) disclaim responsibility for any injury to
people or property resulting from any ideas, methods, instructions or products referred to in the content.

https://doi.org/10.3390/ijerph23070833


https://doi.org/10.1080/13648470.2022.2041548
https://www.ncbi.nlm.nih.gov/pubmed/35410540
https://doi.org/10.1136/bmj.n71
https://www.ncbi.nlm.nih.gov/pubmed/33782057
https://doi.org/10.3390/ijerph23070833

	Introduction 
	The Present Study 
	Methods 
	Results 
	Overview of Included Studies 
	Tools for Assessing Quality of Life in Patients with Genetic Cardiomyopathies 
	Key Quality of Life Themes in Cardiomyopathy Research 

	Discussion 
	Conclusions and Future Directions 
	References

