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INTRODUCTION

Adults with congenital heart disease (CHD) repre-
sent a growing population of cardiac patients.
Because patients with CHD of moderate to great
complexity are not cured, CHD is considered to
be a chronic medical condition to which patients
are expected to adapt throughout their lives. One
common adult-onset development is heart fail-
ure,1 and approximately 1 in 4 adults with CHD
die of heart failure.2,3 An exclusive focus on med-
ical symptoms and treatment neglects the broader

psychosocial and quality-of-life (QOL) implications
of living with CHD and heart failure. The 3 aims of
this article are (1) to summarize what is currently
known about the psychosocial functioning and
QOL of adults with CHD, (2) to summarize what
is known about the psychosocial functioning and
QOL of adults with heart failure associated with
acquired heart disease, and (3) to generate a dis-
cussion regarding the psychosocial and QOL im-
plications of managing heart failure associated
with CHD.

The authors have nothing to disclose.
a Toronto Congenital Cardiac Centre for Adults, Peter Munk Cardiac Centre, University Health Network, 585
University Avenue, 5-NU-523, Toronto, Ontario M5G 2N2, Canada; b Department of Psychiatry, Faculty of Med-
icine, University of Toronto, 250 College Street, 8th Floor, Toronto, Ontario M5T 1R8, Canada; c Department of
Public Health and Primary Care, KU Leuven, Kapucijnenvoer 35 PB 7001, Leuven 3000, Belgium; d Division of
Congenital and Structural Cardiology, Department of Cardiovascular Sciences, University Hospitals Leuven,
Herestraat 49, Leuven 3000, Belgium; e The Heart Centre, Copenhagen University Hospital, Blegdamsvej 9,
Copenhagen 2100, Denmark
* Corresponding author. Toronto Congenital Cardiac Centre for Adults, Peter Munk Cardiac Centre, University
Health Network, 585 University Avenue, 5-NU-523, Toronto, Ontario M5G 2N2, Canada.
E-mail address: adrienne.kovacs@uhn.ca

KEYWORDS

� Adult � Heart defects � Congenital � Quality of life � Psychosocial � Heart failure

KEY POINTS

� North American adults with congenital heart disease (CHD) are at increased risk of psychosocial
difficulties, including depression and anxiety. This finding has been less consistently shown in Eu-
ropean studies.

� Data regarding the quality of life (QOL) of adults with CHD are inconsistent, likely because of differ-
ences in study methodology.

� Adults with heart failure associated with acquired heart disease are likely to experience impaired
psychosocial functioning and QOL.

� Although research is limited, it is reasonable to predict that adults with CHD who develop heart fail-
ure are vulnerable to psychosocial and QOL impairment.

� An interdisciplinary approach to clinical care and research is recommended in order to attend to the
broader psychosocial and QOL implications of living with CHD and heart failure.
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Psychosocial functioning and QOL are interre-
lated, both in CHD and heart failure,4–7 although
they are distinct entities. Psychosocial functioning
is an umbrella term that includes both psychologi-
cal and social factors, aswell as their interplay.Psy-
chological factors include mood, anxiety, and
cognitive functioning, and examples of social fac-
tors include social support and social role fulfillment
(eg, employment). Psychosocial factors have been
shown to affect QOL among adults with CHD.8,9

QOL is also sometimes used as an umbrella term,
in that it encompasses psychosocial functioning
as well as other factors such as health symptoms
and functional status, lifestyle, and life conditions.10

It is this broadness that has hampered a solid un-
derstanding of the concept of QOL, because it
has led to multiple conceptualizations and defini-
tions, each of which is a subject for debate.8 How-
ever, concept analyses, concept clarifications, and
structural equation modeling have shown that it is
most appropriate to define QOL in terms of life
satisfaction.8,11–14 As a reflection of this conceptual
foundation, the following definition for QOL has
been proposed: “the degree of overall life satisfac-
tion that is positively or negatively influenced by in-
dividuals’ perception of certain aspects of life
important to them, including matters both related
and unrelated to health.”15 Life satisfaction is being
increasingly used in QOL studies of CHD, whereas
heart failure studies have typically defined QOL
from a functional or health status perspective.
Nonetheless, health status and QOL are related,
albeit distinct, concepts, and therefore should not
be used interchangeably.16

ADULTS WITH CHD: PSYCHOSOCIAL AND
QOL CONSIDERATIONS
Psychosocial Functioning of Adults with CHD

International guidelines for the care of adults with
CHD underscore the importance of attending to
patient psychosocial needs.17–19 Approximately
1 in 3 North American adults with CHD experience
difficulties with depression and/or anxiety,20–23

and this includes patients considered to be well-
adjusted by their cardiologists.21 However,
European data regarding psychological outcomes
are less consistent. In a series of Dutch studies,
the emotional functioning of adults with CHD was
observed to be similar, and occasionally superior,
to reference norms.24,25 A recent Italian study simi-
larly concluded that patient psychological well-
being was comparable with reference norms.26

German patients have been shown to be similar
to reference norms in trait anxiety, although their
rates of state anxiety were increased.27 However,
Portuguese adolescents and adults with CHD

have been shown to be at increased risk of
psychopathology.28

Regardless of the presence or absence of
formal psychiatric diagnoses, many adults with
CHD of moderate to great complexity face typical
adult stressors, such as managing careers, rela-
tionships, and finances, in addition to a unique
set of stressors related to living with a chronic
medical condition. It has been noted that, “psy-
chosocial challenges are part of the everyday lives
of adults with CHD, yet they are rarely addressed
as part of routine medical care.”29 Intrapersonal
concerns include dealing with uncertainty, bal-
ancing goals with limits, and people accepting a
health condition without letting it define them;
CHD has been described as the “worst part time
job.”29 Interpersonal concerns include feeling
different from peers, body image concerns, social
isolation, overprotection from parents and teach-
ers, and ongoing medical surveillance and
interventions that disrupt lives. Although it is im-
portant to avoid generalizations because there
are many high-achieving adults with CHD, as a
group, they seem less likely to pursue higher edu-
cation or secure employment.25,30,31

The impact of CHD complexity on psychosocial
outcomes remains unclear. Some researchers
have observed that psychosocial functioning is
poorer among patients with more complex
CHD,21,28,32 whereas others have not detected
this relationship.20,23,33,34 Most likely, there are
multiple factors that interact to contribute to higher
or lower psychosocial functioning. The following is
a list of correlates of poorer psychological func-
tioning in adults with CHD:

� Female sex28,32

� Lower exercise capacity32,35,36

� Restrictions placed by physicians32

� Body image/patient perceptions of
scarring32,37

� Perceived health status or disease
severity23,26,38

� Poor social support/loneliness/social anxiety/
poor social problem solving23,28,39

� Poorer academic performance28

� Perceived financial strain40

Most adults with CHD with significant depres-
sion or anxiety do not receive appropriate mental
health treatment.22,23,33 There are also no empiri-
cally evaluated psychosocial interventions for
adults with CHD.41 This is in contrast with the ex-
istence of dozens of psychological intervention tri-
als for adults with acquired heart disease.42 A
survey of adults with CHD revealed that half report
high interest in at least one area of psychological

Kovacs & Moons36



Download English Version:

https://daneshyari.com/en/article/3473478

Download Persian Version:

https://daneshyari.com/article/3473478

Daneshyari.com

https://daneshyari.com/en/article/3473478
https://daneshyari.com/article/3473478
https://daneshyari.com

