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Factors influencing satisfaction and well-being among
parents of congenital heart disease children:
development of a conceptual model based on the
literature review

Aim and method: The treatment and management of con-
genital heart disease (CHD) has improved dramatically
over the past 25 years, necessitating re-evaluation of sat-
isfaction with care and well-being among CHD children
and their parents (PCCHD). The present study reviews the
published literature over the past 25 years on parental
satisfaction with the paediatric care of CHD and well-being
among the parents, with the specific aim of: (a) assessing
the extent of psychosocial problems and grade of satisfac-
tion with care and (b) modelling factors associated with
satisfaction and well-being among the parents.

Results: There is general agreement in the literature that
PCCHD experience psychosocial morbidity to a higher
degree than parents of children with other paediatric
conditions and parents of healthy children. The research
on satisfaction with care among PCCHD is not conclusive,

though there is considerable agreement that a substantial
proportion of PCCHD may not be receiving adequate
information regarding the ill-child’s condition, treatment
and medical prognosis. Finally, based on the review of
factors affecting satisfaction and well-being, a model is
generated indicating that interactions between parental
perception of CHD, psychosocial resources and social vul-
nerability may account for differences in well-being among
PCCHD, which in turn may explain differences in satis-
faction with care among them.

Conclusion: A holistic approach to the care of CHD that
acknowledges the role of parents’ perception of CHD, need
for psychosocial resources and social vulnerability in the
adaptation process is recommended to improve parental
satisfaction with the care of CHD.

Keywords: congenital heart disease, parents, satisfaction,
well-being, psychosocial resources, social vulnerability,

family health, review.
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Introduction

Steady technological advancement in the care of children
with congenital heart disease (CHD) has rapidly reduced
infant, adolescent and teenage mortality attributed to the
disease. Only within two and a half decades, survival to
adulthood among patients with CHD has increased
dramatically from a mere 15% to 85% (1), creating a
relatively new and potentially growing patient group,
grown-ups with CHD (2). Advances in medical technology
notwithstanding, data indicate that CHD children and
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adults continue to exhibit significant psychosocial mor-
bidity manifested in behavioural, emotional, psychological
and social adjustment problems (3-6). One of three chil-
dren and adults with CHD will meet the criteria for clinical
depression (7), which is about three times the ratio
observed among peers in the general population (8-11).
Parental and specialist psychosocial care of CHD, therefore,
is expected to persist despite tremendous achievements in
managing the initial physical handicap.

Though medical care of CHD is primarily the responsi-
bility of paediatric personal, the psychosocial care is a
responsibility shared by both the main custodian to the
child and paediatric personal. With several reforms taking
place in health care in the developed countries, for
example, staff reductions and increased liberalization of
health care in some parts of Europe (12-14), children’s
professional psychosocial care will increasingly be trans-
ferred to the main custodian, the parents in most cases.
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The excessive care burden, coupled by other detrimental
factors related with parenting a child with severe chronic
illness (e.g. social isolation) is likely to affect familial well-
being and quality of life.

The present study reviews the literature on parental
satisfaction with paediatric care of CHD and well-being
among the parents. The review aims at shedding some
light on critical issues with implications for the care of CHD
children and their families. More specifically, the study
will address the following issues: (a) Are parents satisfied
with the care of CHD? (b) Does CHD in children affect their
parents” well-being? (c) What are the factors affecting
well-being and satisfaction with care among PCCHD? A
conceptual model with implications for clinical practice is
developed based on the last question.

Method

The research publications/abstracts used in this review
were retrieved from medical databases, i.e. Medline,
PubMED and CINAHL, a psychological database, i.e.
Psychinfo and other general search motors, e.g. Google
and findarticles.com. Keywords including Congenital
Heart Disease (CHD), Parenting, Wellbeing, Care of CHD,
Quality of Life, Social support, Satisfaction with paedi-
atric care, Psychosocial factors and combinations between
such terms were used to retrieve relevant material. The
material was restricted to the English language and
selected with a preference for studies over the past
25 years, owing to the improved prognosis of CHD over
the past two and a half decades. About 80 publications/
abstracts relevant for this study were retrieved in this
manner, with the majority particularly relevant to CHD
in general, while others were relevant for introducing
and discussing the concepts of primary focus in this
study (e.g. satisfaction with care and psychosocial well-
being).

The retrieved articles were divided according to the
research questions and independently reviewed. Thus, as
reflected in the headings of the results, the following
four areas were of interest: satisfaction with care,
determinants of satisfaction with care, psychosocial well-
being and determinants of psychosocial well-being.
Based on the overall review, a conceptual model was
developed.

Results and discussion

In this section, the results will be presented and conse-
quently discussed to simplify for the readers to follow the
arguments for each finding/sets of findings. For the same
reason, summaries are presented at relevant parts of this
section. Finally, based on the findings and discussion, a
model of adaptation is proposed and its implication for
intervention discussed.

Satisfaction with children’s care

Because the health care professionals’ evaluation of the
care they offer to patients is supposedly biased towards
their own perspective (15), the patient’s perception of his/
her care has received increased recognition in the evalu-
ation of the quality of health care (16-20). Certain patient
groups (e.g. mentally impaired persons and children) may
lack the cognitive capacity to identify and evaluate their
care needs and outcome, rendering their evaluation
unreliable. With regard to ill-children therefore, the views
of the main custodian may act as a proxy. Parental satis-
faction with their ill-child’s care, therefore, qualifies as a
marker for the quality of paediatric care.

Several reports on paediatric care signify domains of care
that the parents consider important. Among the most
important domains identified in the literature are medical
care, professional support in terms of communication and
information and the parents own role in paediatric care
(21-32). Relatively fewer studies, however, have investi-
gated whether parents are satisfied with these domains of
care, when in fact it is parental/client satisfaction that will
have a bearing on strategies to improve the quality of care.

The findings on PCCHD’s satisfaction with children’s
care seem rather inconsistent (Table 1). A recent study
suggested that PCCHD may be more satisfied with paedi-
atric care in general and particularly with medical care and
duration before treatment than peers with children suf-
fering from noncardiac illnesses (33). In another recent
study (34), it was found that up to 95% of PCCHD who
were present during the medical treatment of their CHD
child expressed satisfaction with it. In contrast, Young et al.
(35) found PCCHD to report low levels of confidence in
their ill-child’s primary care doctor. This could be reflecting
the general practitioners lack of knowledge in this special
field 20 years back. Indeed, while the later study was
carried out way back in 1994, the former studies have only
been recently published.

Despite these controversies, there is considerable
agreement in the literature that a substantial proportion of
PCCHD (18-36%) may not be receiving adequate infor-
mation regarding the ill-child’s condition, treatment and
medical prognosis (31, 36-38; Table 1), yet the significance
of such information in moderating distress and increasing
satisfaction with care has been demonstrated (39).

Possible determinants of satisfaction with care

While findings regarding whether PCCHD are satisfied or
not with paediatric care are inconsistent, there is a con-
sensus in the few studies assessing possible determinants of
satisfaction. Some studies have underscored the role of
psychosocial resources for parental satisfaction with chil-
dren’s care. In their cross-sectional study, Lawoko and
Soares (33; Table 2), found significant association between
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Table 2 (contd)
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Remarks

Results

Candidate determinants

Outcome variable

Design (method)

Sample

Authors/country

Consistent findings regarding

Social support Adjusting for family

Longitudinal Stress

143 and 153 parents of

Viskonti et al. (75)/

association between social

socioeconomic status, less

Socioeconomic status

(correlation analysis,
linear regression)

CHD with transposition

USA

support and stress both at 1

and 4 years

social support correlated

of the great arteries at
age 1 and 4 years

respectively

with high stress both at 1

and 4 years

Religion seems to have a

Young mothers and

Demographics
Social class

Depression and

anxiety

Cross-sectional

108 mothers of CHD

Rona et al. (77)/UK

bearing on parental

nonprotestants at higher risk

of anxiety

(logistic regression)

children <1 year old. In 3

groups: confirmed
unconfirmed and

well-being, i.e. PCCHD

belonging to religious

Religion (i.e. protestant,

High fares to cardiologist

other and none)
Cost of fare to cardiologist

minorities at heightened risk

of psychological problems

undetected CHD during

pregnancy

CHD, congenital heart disease.

parental dissatisfaction with care and psychological dis-
tress/hopelessness symptoms among the parents. They
warned, however, that the direction of causality could not
be determined due to the cross-sectional design of the
study. Clarifying these results further in a study with a
more powerful design (i.e. interventional randomized-
control study), Chan and Molassiotis (39; Table 2) dem-
onstrated that the association between parental psycholo-
gical distress and satisfaction with care was mediated via
information dissemination. They indicated that a psycho-
education intervention emphasizing, among other things,
information about the CHD diagnosis, its treatment and
expected outcome would successfully reduce parental
anxiety and increase their satisfaction with care. Together,
these findings support the utility of psychosocial inter-
ventions in promoting parental satisfaction with children’s
care.

The age of the CHD child has been found to correlate
with parental satisfaction, i.e. parents of younger children
seem more prone to report dissatisfaction with the care of
CHD than peers with older children (33; Table 2). Since
most CHD diagnoses are confirmed during the first year of
birth, it is highly plausible that age may be reflecting the
time since diagnosis of CHD. Thus, time effects, such as
gradual acceptance of care, development of coping strat-
egies to counter disease-related distress and information
dissemination may account for higher satisfaction among
parents to older CHD.

Finally, the economic burden of care experienced by
PCCHD has been suggested as a possible eliciting factor of
dissatisfaction with care. PCCHD reporting high economic
burden of care tend to report lower satisfaction than peers
reporting low financial burdens of care, and this inde-
pendently of the children’s clinical severity (33; Table 2).

In summary, the literature on parental satisfaction with
the care of CHD seem inconsistent which could be por-
traying the way paediatric care is organized in different
societal context, or differences in methods of assessment.
There is, however, a consensus that parental information
on CHD may be insufficient, and data suggesting a link
between information dissemination and satisfaction with
care. The review implies further that psychosocial and
socioeconomic support may be beneficial in promoting
parental satisfaction with children’s care. Finally, there is
some implication that the time since diagnosis, reflected in
the ill-child’s age, may in part account for parental adap-
tation to and satisfaction with the care of CHD. These
factors thus may have implications for interventions to
improve the quality of paediatric care of CHD.

Psychosocial well-being of PCCHD

The main body of research on psychosocial well-being has
focussed primarily on psychological domains, though few
studies on broader psychosocial factors incorporating
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psychological, physical and social factors (e.g. quality of
life) are beginning to emerge. There is wide consensus in
the literature that PCCHD are faced with psychosocial
problems (Table 1). PCCHD report concerns about their ill-
children’s psychosocial adaptation, medical prognosis,
financial and caregiving burdens associated with the illness
(30, 40-44). When contrasted with other parental groups,
PCCHD are more likely to manifest symptoms of negative
affectivity and distress (45, 46), including marital distress
(47), than parents of healthy children. In addition, they
exhibit symptoms of depression, anxiety and hopelessness
(48) and are fearful, angry and sad (49-51) to a higher
degree than peers with healthy children. The same trend
seems to unfold when compared to parents of children
with other paediatric conditions. PCCHD report more
psychological distress compared to peers having children
with cystic fibrosis (52) and children with other noncardiac
diseases (48). In addition, they are at higher risk of distress
in relation to marital problems than parents of children
with asthma, developmental/cognitive/speech disabilities,
emotional problems and limb/digit malformation (47).

Though other subjective psychosocial variables such as
quality of life are receiving increasing acknowledgement as
integral indicators of bio-psychosocial outcome (53-58),
few studies among PCCHD have addressed these issues.
Considering that quality of life encompasses physical,
psychological and social functioning, it provides a broader
perspective as an assessment instrument of patient out-
come than most other measures. Moreover, data suggest
that impaired physical and mental functioning may not
necessarily imply a poor quality of life in general (59, 60),
motivating its potential utility as a measure of health
outcome on its own right.

Only one study was identified in the literature among
PCCHD that investigated a compound measure of quality
of life integrating all its three domains (i.e. physical, psy-
chological and social; 61). The authors compared PCCHD
with parents of children with other paediatric illnesses
(predominantly chronic) and parents of healthy children
on the compound quality of life measure as well as its
subdomains. They found PCCHD to report lower quality of
life on both the compound measure and specific dimen-
sions than parents of healthy children.

Another aspect of quality of life that has received scant
attention in the literature is social support. Social support
has often been viewed as an intervening variable medi-
ating or moderating between a potential stressor and bio-
psychosocial outcome (62-65). However, some authors
have also emphasized that social support/isolation be
viewed as an outcome of stressful life events on its own
right (66-68). Research viewing social support/isolation as
an outcome of psychosocial stressors among PCCHD is
scarce and not without contradiction. While some
researchers (Table 1) suggest that PCCHD may be faced
with social isolation problems in general (69) and more so

than peers with healthy children (70), others have not
found any significant differences between PCCHD and
their peers with healthy children and children with other
noncardiac diseases regarding availability of a social net-
work (68). The discrepancy perhaps is a result of differ-
ences in the operational definition of social support used in
the studies. While the later study focussed on the size of
the network, the former studies investigated the perceived
meaning of the network. Considering that availability of a
large network does not necessarily imply it is supportive,
differences may be expected. With regard to the role of
social support as a health determinant on the other hand,
both large size (68) and meaningful content (71, 72) of a
network seem to have positive impact on health outcome
among PCCHD.

In summary, most studies on well-being among PCCHD
tend to concentrate on psychological domains while other
aspects such as quality of life, which covers a wider scope,
have only received scant attention in the literature. There
is, however, considerable agreement that PCCHD may
experience psychosocial morbidity to a higher degree than
peers with healthy children and with children suffering
from other diseases. The findings regarding social support/
isolation as an outcome of stresstul life events are contra-
dictory, though methodological issues may account for the
differences. Further investigation, particularly with regard
to quality of life and social support, however, is warranted
among PCCHD.

Possible determinants of psychosocial well-being among PCCHD

Children’s clinical situation. While the relatively older
research (Table 2) suggests that the children’s clinical
severity may play an important role for parents well-being
(47, 73) the more recent findings seem to entail that it may
not (30, 33, 48, 50, 61, 71, 72, 74). The exceptional
improvements in treatment and management of CHD over
time may account for part of the discrepancy. If clinical
severity is being measured using objective measure such as
survival statistics of given diagnosis, as is often the case
(e.g. 33, 48, 61, 71), then this trend would be expected
considering that most children survive to adulthood today
(85%) when compared with only two and a half decades
ago (15%; 1).

On the other hand, parental subjective assessment of
their ill-child’s situation, rather than clinical severity, may
be responsible for the parents” well-being. If parents per-
ceive the illness as severe, regardless of the diagnosis and
illness trajectory, then it is likely to affect their well-being
negatively. Indeed, the single study identified in the lit-
erature among PCCHD (35; Table 2), in which mothers’
perception of the disease was the indicator for illness
severity, seems to support this hypothesis. Parental per-
ceptions of their children’s disease have often been
expressed in terms of the psychological, social and
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economic impact of the disease on the family unit (30, 40—
46), and studies indicate that these factors, other than
clinical severity, may impact significantly on parental sat-
isfaction and well-being (33, 48, 61, 71; Table 2). Thus, the
distinction between parental and professional views of
children’s illness seems paramount when assessing the role
of children’s illnesses on parental well-being.

The role of psychosocial resources.
resources for parental adaptation to a potential family

The role of psychosocial

stressor has been consistently demonstrated in the litera-
ture review of PCCHD (Table 2). Studies have found social
support to concurrently correlate with psychosocial out-
come, indicating its protective function as a coping facili-
tator (61, 71, 72, 75). Others have confirmed the role of
intervening resources, e.g. social support and coping
resources in moderating/mediating between CHD-related
distress and bio-psychosocial outcome (71, 74). It has also
been suggested that educational interventions may be
beneficial in mediating between disease-related distress
and parental well-being on the one hand, and satistaction
with care on the other (39, 76).

Social disadvantage. The literature review indicates a cor-
relation between social disadvantage and psychosocial
well-being (Table 2). PCCHD belonging to ethnic (48) and
religious minorities (77) and of female gender (48, 61)

have been suggested as being particularly at heightened
risk of psychosocial morbidity. In addition, low educated
(73, 74), unemployed and financially strained (33, 48, 61)
PCCHD tend to report psychosocial problems to a higher
degree than their more advantaged peers. These findings
indicate that social disadvantage, above those directly
related to child illness, are likely to act as an additive str-
essor increasing parental vulnerability for psychosocial
problems.

A conceptual model demonstrating factors influencing
satisfaction and well-being among PCCHD

In summary, the findings in Table 2 depict the factors
possibly influencing bio-psychosocial outcome among the
parents and consequently parental satisfaction with the
care of CHD, summarized in the conceptual model in
Fig. 1. According to the model, the interaction between
parents’ perception of CHD in children, intervening vari-
ables and external exacerbating variables (i.e. those not
directly related to the disease) will prove crucial in deter-
mining parents’ bio-psychosocial outcome and thereby,
satisfaction with care. Parents form a perception of CHD
based on, for example, information about the disease (36—
38), caregiving and financial burdens of the disease (40,
48, 61). A positive perception of the disease is likely to
affect psychosocial outcome positively (following pathway

Factors affecting percepfions

e.g.
. Information
. Caring burden

V B\ C
Percsptions of GHD

Having a Negative perception
child with e.g. Demanding and
CHD Distressful

Psychosocial resources

e.g.
. Social support
. Psycho-education

/
F /
/
/ Positive outcomes e.g.

4\ Bio-psychosocial outcome

/

/ Negative outcomes e.g.
/ Hopelessness, psychological and
social adjustment problems

Positive perception
e.g. acceptance of the
disease and restored
hope in the future

. Female gender
. Ethnic minority
. Low education
.Unemployment

External exacerbating variables
e.. Soclel disadvantage

>
\ 4

Psychological and Physical
/ functioning, Good quality of Life
/ and Social functioning

]
|
|
|
|
|
|
]
|
|
v

G

Degree of
Satisfaction with care

Figure 1 A conceptual model demonstrating factors influencing satisfaction and well-being among PCCHD.
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ABF). On the other hand, negative perceptions (e.g. dis-
tressful, demanding, etc.) may affect health outcome
negatively (35, 40, 48, 61). Psychosocial resources, how-
ever, may act as intervening variables aimed at maintain-
ing psychosocial balance. This could happen in two ways.
(1) Resources such as social support may facilitate coping
with negative perceptions/effects of the disease (61, 71, 72,
75) thereby maintaining psychosocial balance (following
pathway ABCD).

(2) Resources such as psychoeducation (e.g. providing
sufficient information on the disease) are likely to modify
negative perceptions of the disease (39, 76) leading to
psychosocial adaptation (following pathway ABCEBF).

However, social disadvantage may act as an exacerbating
factor increasing vulnerability for ill-health (48, 73, 74,
77), independently of perceptions of disease and psycho-
social resources to counter disease-related distress (33, 61,
68). This variable thus is likely to hinder adaptation at
points F and D.

The bio-psychosocial outcome among PCCHD is likely to
affect the degree of satisfaction with the care of CHD (link
G in Fig. 1). Parents’ experience of hopelessness/anxiety
and social dysfunction (33, 39), for example, are likely to
lead to dissatisfaction with care. However, interventions
(e.g. psychoeducation) have been demonstrated to reduce
psychological symptoms (e.g. 39) and thereby successfully
increasing satisfaction with care.

The model generated here is in some regards similar to
that reported earlier by Hill (78), emphasizing the signifi-
cance of psychosocial and coping resources for parental
adaptation, and later modified by McCubbin and Petterson
(64) to incorporate the role of additional stressor, over
time, related to child illness (e.g. financial burden of ill-
ness) in the adaptation process. However, exacerbating
factors beyond those related to the disease (i.e. social dis-
advantage) have, to the best of my knowledge, not previ-
ously been integrated in parental conceptual adaptation
models on their own right. Yet, they have a bearing on
clinical practice to alleviate suffering and promote well-
being and satisfaction among PCCHD. In addition, the
association between well-being and satisfaction with care
has previously been excluded in adaptation models, a link
consistently demonstrated in the review.

Conclusion and implications for paediatric care

In conclusion, PCCHD face psychosocial problems to a
higher extent than parents of children with other diseases
and parents of healthy children. The review on the level of
satisfaction with care among PCCHD in general did not
yield conclusive results, though a consensus is reached
indicating that a considerable proportion of the parents
may not be receiving sufficient information on the disease.
With regard to determinants of satisfaction and well-being
the findings were more consistent and it can be concluded

that the interaction between parents’ perception of CHD,
psychosocial resources and social vulnerability are para-
mount for parental adaptation to CHD in their child, which
in turn may influence satisfaction with the care of CHD.

The review implies a holistic approach in the paediatric
care of CHD children and their families, where the inter-
actions suggested herein are taken into consideration. The
challenge therefore is for care professionals to acknow-
ledge these aspects in their recent work to improve the
quality of paediatric care. The model generated here could
be helpful in initiating this effort.

Limitations

The reviewed material revealed some gaps apparent in the
literature. All studies identified with regard to satisfaction
and well-being (Table 1), are based on data from high-/
middle-income countries, particularly from North America
and Europe. The cultural validity of the findings and the
model may thus be put at jeopardy. Because the benefits of
technological advancement in the treatment and manage-
ment of CHD is not yet being enjoyed in low-income
countries, it is likely that the picture portrayed in this study
may not be relevant for these countries. Efforts to study this
hypothesis, however, have been futile owing to the lack of
research in the field in low-income countries. Finally, most
findings with regard to determinants are based on studies
with a cross-sectional design, making it difficult to draw
inference on cause and effect. For example, the association
between well-being and psychosocial resources may be
reciprocal. While resources may act as protective agents
againstill-health, itis also plausible that ill-health may affect
parental ability to acquire and meaningfully utilize psy-
chosocial resources. More studies with longitudinal design
are necessary to confirm causal links. Owing to these limi-
tations, the model generated here should be seen as a first
stepin the development of a conceptual model of satisfaction
with care and well-being among PCCHD.
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