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Abstract
Purpose To identify psychoeducational interventions that target parents of children with congenital abnormalities (CA) and 
evaluate their impact on quality of life (QoL).
Methods The search was conducted in six electronic databases, complemented by references of the studies found, studies of 
evidence synthesis, a manual search of relevant scientific meetings’ abstracts and contact with experts. We included primary 
studies on parents of children with CA that studied psychoeducational interventions versus standard care. We assessed the 
risk of bias using Cochrane Collaboration’s tool.
Results We included six studies focusing on congenital heart defects (CHD). They described four different psychoeducational 
strategies. In four studies, statistically significant differences were found. For clinical practice, we considered three interven-
tions as more feasible: the Educational program for mothers, with a group format of four sessions weekly; CHIP-Family 
intervention, which includes a parental group workshop followed by an individual follow-up booster session; and WeChat 
educational health program with an online format.
Conclusions This review is the first that assesses the impact of psychoeducational interventions targeted at parents of children 
with CA on their QoL. The best approach to intervention is multiple group sessions. Two essential strategies were to give 
support material, enabling parents to review, and the possibility of an online program application, increasing accessibility. 
However, because all included studies focus on CHD, generalizations should be made carefully. These findings are crucial 
to guide future research to promote and improve comprehensive and structured support for families and integrate them into 
daily practice.

Keywords Psychoeducational interventions · Quality of life · Parents · Children · Congenital abnormalities · Congenital 
heart defects
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Introduction

The World Health Organization (WHO) defines congenital 
abnormalities (CA) as structural or functional abnormali-
ties that occur in the prenatal period [1]. Their diagnosis 
can be made in the prenatal period, at birth or only later 
[1]. The WHO estimates that almost 300,000 newborns 
die every year in the first 28 days of life due to CA [1]. 
CA also contribute to long-term disability, significantly 
impacting individuals and their families [1].

Congenital heart defects (CHD) represent one third of 
all CA, making them the most common [2]. Their preva-
lence varies between 6.9 per 1000 live births in Europe 
and 9.3 in Asia [3]. Over one third of infants undergo 
surgery in the first months of life, and more than 60% of 
parents are affected by stress or depression [4].

The diagnosis of a child’s CA challenges the parents’ 
expectations of a healthy baby and defines the dynamics 
and functioning of the family [5]. Parents face additional 
demands on the level of care they must provide, high lev-
els of psychological distress, economic consequences, 
and an impact on their quality of life (QoL) [5–7]. These 
circumstances influence the entire family and impose 
the restructuration of their responsibilities and purposes 
[6, 8]. In the absence of an adequate response, parents 
present high levels of psychological symptoms, namely 
anxiety and depression, and a severe impact on their QoL 
[8]. Numerous reports account for a lower QoL in par-
ents of children with a CA, which may negatively impact 
the children [5–9]. The literature also suggests that fam-
ily adaptation, coping strategies, and general functioning 
significantly influence children’s adaptation to the condi-
tion and treatment, affecting the therapeutic inclusively 
[8]. Social support is essential to protect against stress, 
promote psychosocial integration, and improve QoL [10]. 
Nevertheless, until now, the research focus has been on 
children’s QoL, and parents have been forgotten.

Family-oriented psychosocial interventions must inte-
grate the rehabilitation paradigm. Empowering parents, 
physically and mentally, improves their capability and 
affects chronically ill children’s well-being and develop-
ment [8, 9, 11]. Lazarus and Folkman’s (1984) theory of 
stress and coping distinguishes two primary coping forms: 
problem focused and emotion focused [12]. Fonseca et al. 
(2012) reported that parents searching for information 
after diagnosing a CA is an essential coping mechanism 
[6]. Considering Griffin’s work (2002), mothers with chil-
dren with CHD need more information which increases 
their confidence and self-esteem [10]. As defined by 
Lukens (2015), psychoeducation “is a flexible strengths-
based approach to care that incorporates both educational 
and therapeutic techniques and can be adapted to serve 

those with various medical, psychiatric, and other life 
challenges” [13]. The educational element delivers criti-
cal knowledge and treatment approaches regarding sick-
ness or life challenges [13]. It can be offered individually 
or in groups [13]. The group setting allows the exchange 
of stories, knowledge, and collective assistance, which 
can enrich the involvement of participants [13]. The psy-
chotherapeutic element provides to participants security, 
structure, comment, and a moment to integrate the data 
that may be different and intriguing, which can lead to 
complex emotions [13].

One cannot find an ideal definition of psychoeducation 
but must agree to incorporate the following principles: (1) 
a discussion between professionals and participants; (2) an 
organization that makes it simple and easy for participants 
to attend without significant constraints and to get the nec-
essary information, either general information about stress 
and illness-specific information; (3) programmed time for 
handling material and feelings; (4) strategies to improve 
functioning and QoL and to lessen burden and stigma; (5) 
watchful consideration to the adjustment of information and 
timing, and process grounded on social setting [13]. Differ-
ent studies report a relationship between parents’ QoL and 
psychopathological symptoms with the clinical state of their 
ill children and vice versa. These data support the implemen-
tation of interventions directed to parents’ mental health and 
QoL, consequently helping in the recovery and well-being 
of these patients [6, 7, 14–17]. This knowledge encourages 
creating psychoeducation groups and a family approach as 
an essential focus in treating ill children [8].

The primary aim of this systematic review was to assess 
the impact of psychoeducational interventions targeted at 
parents of children with CA on their QoL.

This study is part of a research project aiming to evaluate 
the impact of a psychoeducational intervention on the QoL 
of parents of patients with CHD (ClinicalTrials.gov Identi-
fier: NCT03724006).

Methods

Search

The search was conducted in the bibliographic data-
bases: MEDLINE (Pubmed), SCOPUS, Web of Science, 
Cochrane Central Register of Controlled Trials (CEN-
TRAL), and PsycINFO by one investigator (JDR). To 
identify ongoing clinical trials, he also searched Clini-
calTrials.gov. The development of the query search was 
an iterative process in which controlled vocabulary, free 
text, synonyms, and related terms were used, connected by 
Boolean operators. We used four main concepts: parents, 
CA, QoL, and education. The query search and respective 
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adaptations to different databases are presented in Attach-
ment 1 (electronic supplementary material). The last 
search was performed on 14th May 2022. No restriction 
on language or date of publication was applied.

The search was complemented by references to the stud-
ies found and studies of evidence synthesis. In addition, 
we conducted a manual search of abstracts of relevant con-
gresses and scientific meetings held in the last eight years 
(Attachment 1—electronic supplementary material).). 
Lastly, experts in this area of knowledge were contacted, as 
well as the authors of the articles found, in case additional 
clarifications were required.

Study selection

The inclusion criteria considered were (1) primary studies 
on parents of children with CA; (2) assessing psychoeduca-
tional interventions versus standard care; (3) defining as a 
primary outcome the QoL of parents of children with CA; 
and (4) using quantitative comparative observational or 
experimental designs.

Other studies like non-comparative observational stud-
ies, qualitative studies, letters, systematic reviews, narrative 
reviews, and case reports were excluded.

In the screening phase, we analyzed the articles’ titles 
and abstracts. During the inclusion phase, all papers were 
selected by reading their integral text. Both steps were car-
ried out by two reviewers (MGR and JDR) blindly and inde-
pendently. The reason for exclusion was recorded using an 
eligibility checklist—Attachment 2 (electronic supplemen-
tary material). A third reviewer solved the disagreements 
(MMS). The reproducibility of the selection process was 
evaluated using the proportion agreement.

Data extraction

Data were collected through a specific form that was sub-
jected to a pilot study. We extracted the following character-
istics: general characteristics of the study (aim, study design, 
time frame, setting, sample size, and sampling); sociode-
mographic characteristics of the sample (sex, age, marital 
and socioeconomic status); children’s features (age, type of 
CA and their severity); description of the psychoeducational 
intervention and respective duration as well of the stand-
ard care; methods of assessment; and the results obtained 
in QoL. Whenever possible, QoL scores and respective 
estimations of precision were extracted (when necessary, 
the authors were contacted). As in the selection phase, the 
extraction was carried out by two reviewers (MGR and JDR) 
blindly and independently, and a third reviewer (MMS) was 
used to solve disagreements.

Risk of bias (quality) assessment

We evaluated the risk of bias/quality of the studies using 
Cochrane Collaboration’s tool for assessing risk of bias 
[18]. Two reviewers (MGR and JDR) did the quality evalu-
ation blindly and independently. A third reviewer solved the 
disagreements (MMS).

Strategy for data synthesis

The qualitative synthesis aimed to identify the psychoedu-
cational interventions described in the literature and assess 
their effectiveness in improving parental QoL. This analysis 
was organized by study design, CA, psychoeducational inter-
vention, and QoL assessment method.

The quantitative data extracted from the primary studies 
were analyzed to decide whether it was suitable to perform 
quantitative synthesis through a meta-analysis. Heterogene-
ity was assessed using the Cochran Q test (significance level 
of 0.05), supplemented by the I2 statistic. We used the Ran-
dom Effects Model. When it did not make sense to compute 
and present a meta-analytic measure of the effect size of 
psychoeducational interventions (I2 > 40–50%), the exercise 
of an explanatory attempt of variability was carried out. To 
compute the effect size, we used Cohen’s d. The interpreta-
tion of effect size values was made considering the cut-offs 
presented by Cohen in 1988 [19]. Values of 0.20, 0.50, and 
0.80 for Cohen’s d are commonly considered to be indicative 
of small, medium, and large effects [19].

EndNote® software was used for reference management. 
Covidence® software was used in the selection phase and 
data extraction. With the help of Open Meta-Analyst® soft-
ware, quantitative data were analyzed.

This study followed the orientations included in the 
Cochrane Handbook for Systematic Reviews of Interventions 
and PRISMA Statement [18, 20].

The protocol of this review was registered in PROSPERO, 
an international prospective register of systematic reviews, 
with the number PROSPERO 2017 CRD42017079534.

Available from: https:// www. crd. york. ac. uk/ prosp ero/ 
displ ay_ record. php? ID= CRD42 01707 9534

Results

Search

Figure 1 presents the flow chart of the selection process 
with the mention of the reasons for exclusion. We found 
7567 records, 7564 from the bibliographic databases, and 
three from other sources. From these, 1393 were identified 

https://www.crd.york.ac.uk/prospero/display_record.php?ID=CRD42017079534
https://www.crd.york.ac.uk/prospero/display_record.php?ID=CRD42017079534
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as duplicates and removed. We did the screening of 6174 
records and excluded 6158 of them. The agreement propor-
tion of the screening phase was 0.99.

In the inclusion phase, we reviewed the full text of 16 
records and excluded 9, with a proportion of agreement of 1. 
So, we identified seven reports that met the inclusion criteria 
[7–9, 21–26]. Because our unit of analysis is the study and 
not the papers, we included six studies [7, 8, 21, 23–26] (one 
paper was a companion report of the same research) [21].

Description of studies

In Table 1, we present a summary of the included studies. 
A detailed characterization of the research question using 
PICOS structure (P—Population; I—Intervention; C—Con-
trol; O—Outcome; and S—Study type) of included studies 
is shown in Table 2.

The included studies were published from 2014 through 
2021 and were performed in four countries that correspond 
to three continents—Europe [22], North America [21], 
and Asia [7, 24–26]. Considering the type of study, we 
included six experimental studies (randomized controlled 
trials—RCT) [7, 21, 23–26]. A total of 566 participants 
were assessed (ranging from 38 to 168 per study). Four 
studies included fathers and mothers [8, 23–26], and the 
other two had considered merely mothers [7, 21]. The 
included studies focused on the most frequent type of CA, 
CHD. Children’s age ranged from 0 to 8 years old.

We identified three different QoL assessment tools: 
SF-36 Health Survey (SF-36) [7, 23], WHOQOL-Bref [24, 
25], and PedsQL Family Impact Module (PedsQL FIM) 
[21, 26]. SF-36 and WHOQOL-Bref are generic measures 
of individual QoL. In contrast, PedsQL FIM is a generic 
tool to assess family QoL. It measures the impact of pedi-
atric chronic health conditions on parents’ HRQOL and 
family functioning.

Fig. 1  Flow chart illustrat-
ing study selection process 
following PRISMA (Preferred 
Reporting Items for Systematic 
Reviews and Meta-Analyses) 
Statement

Records iden�fied trough database 
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- Pubmed: 2657
- SCOPUS: 1438
- Web of Science: 577
- CENTRAL: 72
- PsycINFO: 2820

Addi�onal records iden�fied
trough other sources (n=3)

Records a�er duplicates removed (n=6174) 

Records screened (n=6174) Records excluded (n=6158)
- Study design: 3193
- Popula�on: 2625
- Interven�on VS Comparator: 312
- Outcome: 28

Full-text ar�cles assessed for 
eligibility (n=16)

Full-text ar�cles excluded (n=9)
- Study design: 3
- Interven�on VS Comparator: 4
- Outcome: 1

Ar�cles included in the review
(n=7)

Se
ar

ch
Sc

re
en

in
g

El
ig

ib
ili

ty
In

cl
us

io
n

Studies included in the review
(n=6)

Ar�cles excluded (n=1)
- Companion reports (same study): 1



3031Quality of Life Research (2023) 32:3027–3037 

1 3

Psychoeducational interventions

The included studies described four different interven-
tions, of which description, QoL results, and effect sizes 
estimation are summarized in Attachment 3 (electronic 
supplementary material).

Edraki et al. (2014) evaluated the effect of an Educa-
tional program on mothers of infants with CHD [7]. The 
training was performed in a small group setting (four sub-
jects) through four 90-min sessions over four weeks. The 
themes presented were information about the disease: its 
types, causes, symptoms, diagnostic tests, and treatments; 
its effect on the infant and family; coping methods; tak-
ing care of such infants at home; nutrition; preventing 

infection; vaccination; and medication. Participants 
received a booklet on the approached themes.

Significant differences were observed between the study 
and control groups regarding the mean QoL assessed imme-
diately after [PCS 47.6(28.1); MCS 45.33(25.6) vs PCS 
46.1(29.2); MCS 26.6(27.2)], and 2 months after the training 
[PCS 47.2(27.9); MCS 41.4(26.0) vs PCS 45.6(29.9); MCS 
26.7(26.0)] with p value = 0.001. The study group obtained 
higher SF-36 scores that correspond to better QoL. The 
Cohen’s d of MCS was 0.71 and 0.57 between the end and 
2 months after the intervention. These values correspond to 
a medium effect size.

Hancock et  al. (2018) described an Early structured 
pediatric palliative care that consists of an intervention 

Table 1  Description of included studies by country, study design, sample size, number of parents, type of congenital abnormalities, range of 
children’s age, psychoeducational intervention, and parental QoL assessment tool

NR not reported, SF-36 SF-36 Health Survey, PedsQL FIM Pediatric Quality of Life Inventory Family Impact Module, WHOQOL-Bref World 
Health Organization Quality of Life Bref
a Companion reports (same study): van der Mheen et al. (2018) and van der Mheen et al. (2019)

Study Country Study design Sample size No. of parents,
(% mothers)

Congenital 
Abnormalities

Children’s age 
range

Psychoe-
ducational 
intervention

Parents’ QoL 
assessment tool

Experimental
 Edraki et al. 

[7]
Iran Randomized 

controlled 
trial

56 56 (100) Congenital 
heart disease

 < 1 year Educational 
program for 
mothers

SF-36

 Hancock 
et al. [21]

USA Randomized 
controlled 
trial

38 38 (100) Congenital 
heart disease

Neonates Early 
structured 
pediatric pal-
liative care 
intervention

PedsQL FIM

 van der 
Mheen 
et al. [22]a

Netherlands Randomized 
controlled 
trial – study 
protocol

Target: 90 90 (NR) Congenital 
heart disease

4 to 7 year CHIP-Family SF-36

 van der 
Mheen 
et al. [23]

Netherlands Randomized 
controlled 
trial

154 154 (52.6) Congenital 
heart disease

2 to 8 year CHIP-Family SF-36

 Zhang et al. 
[24]

China Randomized 
controlled 
trial

70 70(NR) Congenital 
heart disease 
(restrictive 
ventricu-
lar septal 
defects)

 < 1 year WeChat-
assisted 
pre-operative 
health edu-
cation

WHOQOL-Bref

 Zhang et al. 
[25]

China Randomized 
controlled 
trial

168 168(50) Congenital 
heart disease

 < 1 year WeChat-
assisted 
post-opera-
tive health 
education

WHOQOL-Bref

 Xie et al. 
[26]

China Randomized 
controlled 
trial

80 80(NR) Congenital 
heart disease 
(unrestric-
tive ventric-
ular septal 
defects)

 < 6 months WeChat-
assisted 
post-opera-
tive health 
education

PedsQL FIM
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for mothers of neonates with CHD (single-ventricle heart 
disease) performed during their hospitalization for elective 
surgery (before the first-stage palliative surgery) [21]. They 
made an initial palliative care consultation and one to four 
weekly follow-up appointments. The main topics commu-
nicated were parental knowledge regarding diagnosis and 
life impact; apprehensions concerning the child’s physical 
manifestations; social care and other life anxiety factors; 
outlooks and faiths for their child’s medical attention; and 
worries adjacent to their child’s diagnosis and treatments. 
Every intervention focused on these topics and emphasized 
three critical questions: “What is your understanding of 
your baby’s diagnosis and how it might affect his/her and 
your family’s lives?”; “What are you and your family hop-
ing for?”; and “What are you most worried about?” [21]. 
The answers were fundamental to program the subsequent 
intervention, namely the number and length of the follow-
ing appointments. There were no statistically significant 
differences between groups in total PedsQL FIM score 
[study group 60.0(13.9) vs control group 60.2(20.5)]; fam-
ily functioning summary [study group 65.4(18.6) vs con-
trol group 68.4(23.4)] and parent HRQOL summary [study 
group 57.2(16.7) vs control group 60.5(24.6)]. The effect 
size between groups was insignificant (Cohen’s d < 0.2). 
Nevertheless, the results indicated a beneficial difference in 
the scores of communication and family relationships scales 
for the PedsQL FIM [21].

The first psychosocial intervention mainly focused on 
parents and children with CHD—CHIP-Family interven-
tion—was performed by van der Mheen et al. [23]. Parents 
attended the first workshop, directed to psychoeducation, 
problem prevention, general and specific skills, plus an indi-
vidual follow-up booster session four weeks later. The lunch 
break was viewed as an opportunity to interact and share 
experiences. They also received a handbook summary of the 
subjects covered throughout the meeting and a home assign-
ment directed to problem prevention therapy. About four 
weeks later, the parents received the individual follow-up 
booster session. Questions that arose after the first meeting 
about their ill child or their family members were answered, 
and the problem prevention home assignment was reviewed. 
Considering parental QoL, no statistically significant dif-
ferences between the intervention and control groups were 
found [23]. We found a small effect size in mothers’ MCS 
(Cohen’s d 0.22) and fathers’ PCS and MCS (0.32 and 0.44, 
respectively).

Zhang et al. [24] studied WeChat-assisted pre-operative 
health education. Zhang et al. [25] and Xie et al. [26] inves-
tigated WeChat-assisted post-operative health education. 
Both programs included two modules: education and ques-
tion and answer. The first one focuses on CHD knowledge, 
pre- or post-operative care, family care, feeding, and com-
plications’ management. Parents could view the module and 

learn at any convenient time. In the question-and-answers 
module, one medical staff member of the team was on duty 
every day and was online in the WeChat group from 18:00 to 
22:00 h to address parents’ problems. The medical staff also 
guided the family members in the WeChat group to commu-
nicate, discuss, share experiences, and support each other.

In Zhang et al. (2021) research, WHOQOL-Bref results of 
the two groups had a statistically significant difference in the 
pre-operative period [study group: Physiological 12.5(1.9); 
Psychological 14.8(2.8); Social 14.3(2.4) and Environment 
13.5(2.2) vs control group: Physiological 9.7(1.3); Psy-
chological 10.2(1.5); Social 10.6(1.2); and Environment 
9.9(1.6)] [24]. For all the WHOQOL-Bref domains, Cohen’s 
d was > 0.8, which traduces a large effect size.

In Zhang et al. (2021) study, WHOQOL-Bref results from 
one month after surgery presented statistically significant 
differences between the two groups [study group: Physio-
logical 15.6(3.1); Psychological 16.2(2.9); Social 16.5(3.0) 
and Environment 15.8(2.8) vs control group: Physiological 
10.8(3.3); Psychological 10.2(3.5); Social 9.7(3.6); Environ-
ment 9.9(3.1)] [25]. These results traduce a large effect size 
(Cohen’s d > 0.8) in all domains except in the Physiological 
one, which is medium (Cohen’s d 0.75).

Xie et al. (2021) found in their work a statistically sig-
nificant difference between the groups [study group: Total 
impact score 70.8(7.1); Family functioning summary 
70.6(13.1) vs control group: Total impact score 62.6(6.3); 
Family functioning summary 63.0(15.7)] with a p value 
of < 0.001 and 0.013, respectively [26]. For the Total impact 
score, the size effect was 1.22 (large), and the Family func-
tioning summary corresponded to an effect size of 0.53 
(medium).

Risk of bias (quality) assessment

In Table 3, we present the results of the quality evaluation. 
Five included studies have at least one parameter classified 
as High risk [8, 21, 23–26], and one study has two param-
eters classified as Unclear [7]. 

Hancock et al. (2018), van der Mheen et al. (2019), Zhang 
et al. (2021), Zhang et al. (2021), and Xie et al. (2021) 
researches were evaluated as High risk for blinding partici-
pants and personnel [21, 23–26].

Hancock et al. (2018) and Zhang et al. (2021) investiga-
tions were considered High risk for blinding outcome assess-
ment [21, 24]. Finally, Edraki et al.’s (2021) investigation 
risk assessment was classified as Unclear for blinding par-
ticipants and personnel plus outcome assessment [7].

We did not perform quantitative synthesis because the 
interventions identified were very heterogeneous. In addi-
tion, the instruments/tools used to assess the outcome QoL 
were not comparable, and the small number of studies 
included did not allow us to do subgroup analysis. However, 
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we presented the QoL results and the effect size estimation 
in Attachment 3.

Conclusions

We included six studies and identified four psychoeduca-
tional interventions. The interventions described were very 
heterogeneous, although they all aimed to improve the adap-
tation to the diagnosis and management of the disease and 
increase health outcomes for the whole family. They differed 
in duration, content, target population, and QoL assessment 
instrument.

Relatively to the duration of the psychoeducational 
interventions, Edraki et al. (2014) described four weekly 
90-min sessions [7]; Hancock et al. (2018) between 2 and 
8 consultations (with a median of 3) [21]; van der Mheen 
et al. (2019) a 6-h group workshop followed by an indi-
vidual booster session [23]. Zhang et al. (2021), Zhang et al. 
(2021), and Xie et al. (2021) evaluated a WeChat health 
education program in which parents could watch and learn 
at any convenient time [24–26]. So, the four interventions 
were implemented in the ambulatory context and could be 
divided according to their duration into short [22] versus 
long [7, 21, 24–26].

For clinical practice, we considered three of the described 
interventions as more feasible: (i) the Educational program 
for mothers [7], with a group format of four sessions weekly; 
(ii) CHIP-Family intervention [23], which includes a paren-
tal group workshop followed by an individual follow-up 
booster session, and (iii) WeChat educational health pro-
gram with two components: educational module and ques-
tion-and-answer module [24–26].

Nevertheless, we can point out the strong and weak 
aspects of the three approaches. On one side, the format 
of several group sessions in the Educational program for 

mothers allows participants to develop a sense of group iden-
tity, share worries and doubts, and learn, practice, and ask 
questions during the intervention. However, the four meet-
ings increase the probability of dropouts, and the group for-
mat could not be the best approach for all. On another side, 
CHIP-Family intervention that uses two kinds of techniques, 
group and individual, has both benefits. The short duration 
of intervention, one group workshop and an individual fol-
low-up booster session reduce the occurrence of dropouts. 
However, the group workshop is very long (6 h), which 
could be exhausting. Being a single group session may be 
difficult for some parents to share experiences, thoughts and 
worries with the group. Lastly, in the WeChat education pro-
gram, the parents could complete it at the most convenient 
time, according to their availability. Additionally, because it 
is an online program, it avoids the inconvenience of disloca-
tion and allows access to the program to rural populations 
that live away from hospitals. However, some parents could 
not feel comfortable sharing their experiences online.

Although the target population of all included studies 
was parents of children with CHD, the most prevalent form 
of CA, the spectrum of CHD severity was very wide. On 
one extreme, we had the work of Edraki et al. (2014), who 
studied mothers of children with mild CHD; on the opposite 
extreme, we had Hancock et al. (2018), whose population 
studied was composed of mothers of children with severe 
CHD. Because the included studies focused on parents of 
children with CHD, our conclusions could not be general-
ized to CA without extreme caution, representing a limita-
tion of the present systematic review.

Another aspect to consider was the range of children’s 
age, from less than one year to 8 years old.

Moreover, two of the studies included mothers exclu-
sively, whereas the other four included mothers and fathers. 
The literature described different patterns of adaptation 
to the diagnosis of a child’s CA by mothers versus fathers 

Table 3  Risk of bias (quality) assessment of included studies

Companion reports (same study): van der Mheen et al. (2019) and van der Mheen et al. (2018)
a Study protocol; NA not assessed

Cochrane Collaboration’s tool for assessing risk of bias [31]

Domain Random 
sequence gen-
eration

Allocation 
concealment

Blinding of partici-
pants and personnel

Blinding of out-
come assessment

Incomplete 
outcome data

Selective reporting

Edraki et al. [7] Low risk Low risk Unclear Unclear Low risk Low risk
Hancock et al. [21] Low risk Unclear High risk High risk Low risk Low risk
van der Mheen et al. [22] Low risk Low risk High risk Low risk Low risk Low risk
van der Mheen et al. [23]a Low risk Unclear High risk Low risk NA NA
Zhang et al. [24] Low risk Unclear High risk High risk Low risk Low risk
Zhang et al. [25] Low risk Low risk High risk Unclear Low risk Low risk
Xie et al. [26] Low risk Unclear High risk Unclear Low risk Low risk



3036 Quality of Life Research (2023) 32:3027–3037

1 3

[4, 27, 28]. Despite the gender differences reported in the 
adjustment process, assessing the impact of diagnosis and 
interventions that promote successful adaptation should ide-
ally target both parents [28, 29].

It is essential to reflect on the design of studies to decrease 
some sources of bias. Although all included studies are RCT, 
the nature of the intervention studied makes it hard to control 
some aspects that increase the risk of bias, like blinding.

Three instruments were used to assess QoL outcome: 
SF-36, PedsQL FIM, and WHOQOL-Bref. This variety 
makes difficult the presentation of a quantitative analysis 
of the results. The SF-36 is a generic measure of functional 
health and well-being, whose results could be reported in 
two scores, the physical and the mental component summary 
(PCS and MCS, respectively). The PedsQL FIM measures 
the impact of pediatric chronic health conditions on parents’ 
HRQOL and family functioning. It scores parental HRQOL 
summary and family functioning summary along with the 
total impact score. WHOQOL-Bref is a generic QoL assess-
ment tool that evaluates physical, psychological, social, and 
environmental domains.

From a practice perspective, PedsQL FIM has advan-
tages relative to SF-36 and WHOQOL-Bref because it is 
a tool specially designed to assess parents with chronically 
ill children.

The reported results about the effectiveness of psych-
oeducational interventions on parental QoL were not uni-
form. However, the majority—Edraki et al. (2014), Zhang 
et al. (2021), Zhang et al. (2021), and Xie et al. (2021)—
showed significant differences between the study and the 
control groups. In contrast, Hancock et al. (2018) and van 
der Mheen et al. (2019) did not find significant differences. 
This evidence suggests that multiple group sessions are the 
best approach to psychoeducational intervention for parents 
with children with CHD. It is hard to draw the program’s 
content from these data, limited to a few studies. An impor-
tant strategy is to give support material on the most critical 
themes enabling parents to review them.

The literature supported the implementation of inter-
ventions that focus on the whole family system [30, 31]. 
Smith and Grzywacz’s (2014) results were consistent with 
previous works that corroborate the resilience framework. 
Through protective factors, such as parents’ sense of control 
and social support, parents of children with special health 
care needs can thrive despite additional challenges associ-
ated with the parenthood of a child with special health care 
needs. So, it is essential to implement interventions that 
increase support for these families.

The present review is the first to assess the impact of psy-
choeducational interventions targeted at parents of children 
with CA on their QoL. The results highlight a gap in the con-
tent and design of psychoeducational interventions targeted 
to this population. This finding is essential to direct future 

efforts to research this subject in order to allow compre-
hensive and structured support to these vulnerable families 
based on solid evidence.
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