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What is important in family counseling in cases of fetuses with 
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INTRODUCTION
Fetal medicine has opened up new ways to examine, diagnose, 
and treat the fetus. The increased demand for fetal ultrasound has 
helped increase the number of congenital malformations diagnosed. 
Since congenital heart disease (CHD) is the most common fetal 
malformation1 and considering the great evolution of congenital 
heart surgery worldwide, adequate therapeutic planning should be 
required with the goal of always reducing the risk of infant mor-
bidity and mortality2. Therefore, good counseling of these fam-
ily members during the prenatal period is essential3 because this 
emotional support helps the parents make decisions that allow for 
better birth planning and more favorable neonatal care.

EMOTIONAL STATE OF 
PREGNANT WOMEN RECEIVING 
A FETAL DIAGNOSIS OF 
CONGENITAL HEART DISEASE
The prenatal diagnosis of a fetal anomaly is a traumatic event in 
the life of future parents, resulting in intense grief and psycho-
logical distress. Therefore, good counseling is important because 
this emotional support strengthens not only the doctor–patient 
relationship but also the trust between family members and 
health care professionals. This process provides security in the 
therapeutic management and guides the parents in making any 
decision, whether or not to interrupt the pregnancy, depending 
on the laws and sociocultural characteristics of the country4,5.

Following the diagnosis, prospective parents express a need for 
ongoing support and information as they are concerned about the 

future of this child6. Particularly at the first visit, the initial reac-
tions of shock and sadness to an abnormal finding can inhibit the 
parents’ ability to retain information, making the initial consulta-
tion challenging. It is necessary to explain potentially complex ana-
tomical details to a family when stress levels are very high. Ideally, 
there will be an opportunity for follow-up appointments to ade-
quately complete the counseling and to reinforce points that may 
have been missed in the midst of an emotional first encounter7.

However, such counseling is not free of difficulties and eth-
ical dilemmas. This is mainly because we have to inform very 
distressed parents about the nature and consequences of CHD, 
early and late outcomes, possible complications at the time 
of delivery, the need or not for medical treatment, the timing of 
surgical or hemodynamic intervention, and the risks associated 
with each step of the procedures. Sometimes, the information 
obtained from the fetal examination is incomplete or refers 
to injuries that may evolve during the gestational period to 
improve or worsen the prognosis8. In addition, the informa-
tion provided cannot take into account possible therapeutic 
advances that may occur in the future, as they may alter the 
quality of life and outcomes of affected individuals.

In view of the above, adequate family counseling should be 
considered a fundamental step in the management of CHD in the 
fetus, requiring health care professionals’ skills and abilities beyond 
the confirmation of the heart disease and also including continuous 
monitoring that guarantees the welcoming and safe outcomes needed 
for each case. Therefore, specialists in fetal cardiology have an ethical 
obligation to keep their theoretical knowledge and practical skills 
up to date to ensure good counseling for these family members9.
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IMPORTANCE OF FAMILY COUNSELING
Family counseling involves guiding fetal heart disease. It is 
therefore a complex skill that requires in-depth knowledge of 
normal cardiac physiology and CHD, treatment and prognosis 
data, communication skills, and emotional intelligence. It is 
pervasive in describing the heart disease, the child’s expected 
course, typical outcomes, and genetic associations and com-
municating the most evidence-based data related to prenatal 
and postnatal outcomes10.

Studies show that family members who receive informa-
tion about a fetal anomaly immediately have less understanding 
of the information and an inability to manage their feelings11 
and show more anxiety and depression compared to family 
members who receive the postnatal diagnosis12. These charac-
teristics emphasize the importance of family counseling from 
the detection of the first sign of alteration in the fetus, and it 
is also very important to consider the self-medication experi-
ence for the relief of anxiety and stress of these mothers12, giv-
ing more time for family members to understand about heart 
disease and the necessary neonatal care. Some reports show an 
improvement in the bond between the pregnant woman and 
her partner, and between the parents and the child, with the 
awareness of their cardiological condition13.

Other members of the affected family may want to be 
involved in the decision-making process. In addition, health 
care professionals, with their sociocultural beliefs, may influence 
family members by taking into account the emotional burden 

on the family, possible surgical procedures, future hospitaliza-
tions, the risk of complications, and the financial costs that the 
family may need during this period14. Therefore, care must be 
taken to ensure that counseling of these family members is done 
impartially by the welcoming team, as all of these factors can 
interfere with the free will of parents and family members14.

Prenatal counseling of families with CHD is one of the main 
tasks of fetal cardiologists or maternal-fetal medicine specialists 
after diagnosis15. However, we consider the need for the pres-
ence of other health care professionals in this emotional sup-
port, considering that we must holistically help these families, 
knowing that, in addition to the medical aspects, there are psy-
chological and sociocultural conditions that must be addressed.

Lee7 presents important elements for prenatal counseling 
for these family members. She describes important topics for 
communicating information about the diagnosis of CHD, 
considering possible complications and necessary treatments. 
This model promotes a more assertive follow-up by presenting 
important aspects that should be part of the counseling of the 
pregnant woman. A proposed model of emotional support for 
pregnant women who receive a diagnosis of fetal heart disease 
is presented, taking into account the point of view defended 
by the authors with a multidisciplinary approach (Table 1).

The abovementioned elements help the professionals of 
the multidisciplinary team carry out family counseling, cov-
ering different dimensions of management, from the technical 
guidance on the disease to the basic and complex requirements 

Table 1. Multidisciplinary counseling for family members diagnosed with congenital heart disease.

Medical aspects

1)	Medical explanation of the diagnosis.
2)	Medical clarification on follow-up.
3)	Medical clarification on the treatment.
4)	Preparation for favorable and unfavorable outcomes in the case of evolution or termination of pregnancy.
5)	Suggestion of preventive treatment for new pregnancies.
6)	Medical clarification on the association with genetic alterations.

Psychological aspects

1)	Anamnesis and post-diagnosis reception.
2)	Verification of the degree of understanding and adherence to the medical information suggested in the case.
3)	Verify the psychic structure for the treatment and the experience of the outcomes of the case.
4)	Emotional follow-up support for the pregnant woman and her family.
5)	Clarification for the multidisciplinary team about the follow-up of the case.

Social aspects

1)	Provide written materials on the diagnosis and treatment of CHD.
2)	Provide information about support groups.
3)	Check family financial issues and psychological support.
4)	In case of hospital discharge, check the medications, the possible need for home monitoring, and the outpatient follow-up of the pregnant woman.
5)	In matters of long-term surgical interventions, consider cardiological follow-up in the other phases of life.

Adapted from Lee7.
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that are expected to be promoted in facing the crisis situation: 
the essential emotional embrace. Therefore, it is necessary to 
appreciate the role of each professional, including doctors, psy-
chologists, and social workers.

In view of the above, we would like to make a small reflec-
tion on the kind of advice we give to these family members: 
are we really welcoming these pregnant women?

We must consider that we are not facing an isolated prob-
lem, especially when we talk about parental relationships. 
Because when the mother makes this decision alone, whether 
without the father of the child or considering the extension of 
the family, for example, grandparents, aunts, uncles, and sib-
lings, communication is fundamental and must be taken into 
account so that the decision is assertive, precise, and clear. In 
any case, opinions and positions must be taken into account, 
especially if one or more family members close to the parents 
concerned have a very strong opinion about how the preg-
nancy should proceed16.

PSYCHOLOGICAL AND SOCIAL 
ASPECTS OF FAMILY COUNSELING 
WITH FETAL DIAGNOSIS OF 
CONGENITAL HEART DISEASE
Psychological counseling is an intervention by a health care pro-
fessional that differs from clinical intervention in certain aspects, 
such as it is situational in nature, it is focused on solving the sub-
ject’s problems, it is an intervention focused on the present, it has a 
shorter duration, and it is more action-oriented than reflection-ori-
ented. It consists of a helping relationship that aims to facilitate the 
subject’s adaptation to the situation in which he finds himself by 
optimizing his personal resources, self-knowledge, self-help skills, 
and autonomy in facing his difficulties and problems17.

There are several theoretical perspectives of psychological 
counseling such as psychodynamic, humanistic, cognitive-be-
havioral, phenomenological-existential, feminist, constructivist, 
and systemic. The cognitive-behavioral perspective is the most 
recommended in the context of health and illness because it 
is the one that best fits the context and rhythm of health care.

Parents’ cognitive activity after receiving the diagnosis can 
influence their behavior and emotions, which can lead to psy-
chological disorders resulting from cognitive distortions, the 
way parents understand events and make them their central 
beliefs, which are not very adaptive and invariant to change.

Therefore, the cognitive-behavioral theory can help the 
patient adhere to the treatment by offering emotional support 
and improving quality of life18. In this way, the goal is to show 
that the influence on us is not directly the daily events and 

situations, but the way we interpret each of these situations so 
that we can act consciously, elaborating feelings and emotions 
in the promotion of new behaviors within a broader view of 
the internal and external world.

Counseling for pregnant women who receive a fetal diag-
nosis of CHD can be conceptualized as the process by which 
affected parents go through a grief response with the familiar 
components of sadness, shock, denial or disbelief, anger, guilt 
or shame, and grief with a sense of being alone. There is also a 
desire, or “negotiation”, for a delay with the miraculous loss of the 
problem, followed by eventual resolution and reconstruction16.

One of the first goals of the cognitive-behavioral approach 
in the process of accepting a diagnosis is to identify the patient’s 
interpretations of their health-disease process in order to begin 
to restructure dysfunctional thoughts, adopting interpretations 
that are based on existing evidence in reality rather than con-
sidering irrational premises19.

Most cognitive therapists begin the client’s treatment by 
identifying automatic thoughts and cognitive distortions in the 
face of a crisis and, in the long term, by examining intermediate 
beliefs. In this way, cognitive therapy demonstrates the impor-
tance of developing the patient’s autonomy, which is achieved 
through the process of training the patient to have the skills to 
modify dysfunctional thoughts, behaviors, and/or emotions18.

The role of the therapist, at this point, is to help the patient 
think and act in a more realistic and adaptive way considering 
his psychological problems and, in this way, reduce the symp-
toms20. Therefore, it is up to the psychologist to analyze the 
variables that interfere with the life of each patient in order to 
understand how these variables influence their behavior and 
feelings in the face of the new situation and possible illnesses 
such as depression and anxiety.

In clinical practice, we have observed social difficulties that 
should be considered important. The first observation is the 
language barrier: the lack of understanding of the cardiologic 
situation due to the lack of fluency in the foreign language, 
which requires the presence of an interpreter to help clarify the 
issue21. Another very important concern is to provide infor-
mation about the disease in a didactic way, using drawings, 
templates, or reliable information websites21. Professionals 
must avoid using confusing medical terms, as many family 
members, especially those with less education, have difficulty 
understanding CHD22. Contact with other family members 
with similar diagnoses can provide emotional support during 
the stages of this process. Family situations such as lack of emo-
tional or financial support can make it difficult for this preg-
nant woman to progress to more appropriate treatment, for 
example, when there is a need for transfer. The cultural and 
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religious aspects can help with the acceptance of the fetus with 
heart disease23. There are countless social conditions that can 
influence this decision-making process, so there is also a need 
for good social support.

We suggest that family counseling in these cases of fetal 
diagnosis of CHD should follow a biopsychosocial approach, 
that is, it should consider health status, psychological well-be-
ing, and social skills, promoting the combination of specialized 
psychosocial intervention with medical intervention24. The his-
tory of the pregnant woman, her environmental conditions, 
personal experiences, and religious and financial aspects must 
be taken into account, as they are questions to be therapeuti-
cally elaborated, the source of which will present the solution 
to promote the psychic and emotional balance of coping with 
the demand now manifested, in this case, the heart disease of 
the child.

CONCLUSION
Counseling family members who receive a diagnosis of congen-
ital heart disease during pregnancy is complex, mainly because 

of the positive focus on health rather than disease. In this 
regard, we support the idea that a multidisciplinary team is 
necessary for good counseling, as we must be able to meet the 
medical, psychological, and social needs of these individuals. 
It is also worth mentioning that it is important to evaluate the 
way this counseling is done and to observe its results, under-
standing that this is a contemporary issue and that we have a 
learning curve to develop.
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