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What are they considering when they face ==

a fetus with birth defects? A qualitative study
on ethical attitudes of health professionals
in China
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Abstract

Background Birth defects are the leading cause of mortality in newborn babies and children under five years old. In
response, the Chinese government has implemented a three-tiered prevention strategy, which has brought ethical
concerns about fetuses with birth defects. This study aims to explore the attitudes toward fetuses with birth defects
among health professionals engaged in maternal and child health services.

Methods A qualitative study was conducted among 13 health professionals engaged in maternal and child health
services in Hunan Province, China. The questions were designed to elicit the participants work experience and atti-
tudes toward fetuses with birth defects. The data were collected through in-depth semi-structured interviews,

and NVivo 12 was used for data coding and analysis. A thematic analysis approach was employed following the SROR
checklist.

Results Five themes and 13 attributes were generated regarding health professionals’ perspectives on fetuses

with birth defects. The five themes included: (1) severity and curability of diseases (two attributes), (2) family rela-
tions (four attributes), (3) medical assessments (two attributes), (4) social situations (three attributes), (5) self-value
orientations (three attributes). The findings showed that the majority of health professionals held the view that a fetus
with a curable disease could be born, whereas a fetus with severe disability and teratogenesis should be terminated.
Twelve out of the 13 health professionals believed that parents should be the decision-makers, while only one
thought that the family should make a decision together.

Conclusions Attitudes toward birth defects were influenced by various factors, indicating the complexity of real-
world cases identified in this study. The findings highlight the dilemmas faced by both families and health pro-
fessionals regarding birth defects. Adequate medical knowledge and support from society are crucial to inform
decision-making among family members. Additionally, standardized norms and policies for birth defects are needed.
Establishing an ethics committee for prenatal diagnosis is necessary to address current ethical issues in this field.

Keywords Birth defects, China, Health professionals, Perspectives, Qualitative study

*Correspondence:

Dan Luo

luodan_csu_2011@126.com

Full list of author information is available at the end of the article

©The Author(s) 2024. Open Access This article is licensed under a Creative Commons Attribution 4.0 International License, which
permits use, sharing, adaptation, distribution and reproduction in any medium or format, as long as you give appropriate credit to the
original author(s) and the source, provide a link to the Creative Commons licence, and indicate if changes were made. The images or

other third party material in this article are included in the article’s Creative Commons licence, unless indicated otherwise in a credit line
to the material. If material is not included in the article’s Creative Commons licence and your intended use is not permitted by statutory
regulation or exceeds the permitted use, you will need to obtain permission directly from the copyright holder. To view a copy of this
licence, visit http://creativecommons.org/licenses/by/4.0/.


http://creativecommons.org/licenses/by/4.0/
http://crossmark.crossref.org/dialog/?doi=10.1186/s41256-024-00370-1&domain=pdf
http://orcid.org/0000-0002-8099-0301

Liu et al. Global Health Research and Policy (2024) 9:27

Background

Birth defects include structural or functional anomalies
and metabolic disorders that occur during intrauterine
life. These conditions develop prenatally and may be iden-
tified before birth, at birth, or later in life [1]. Each year,
an estimated 6% of babies worldwide are born with birth
defects, resulting in approximately 295,000 newborn
deaths within the first four weeks of life. Birth defects are
also a major cause of child mortality in the first five years
of life [2]. In China, the prevalence rate of birth defects
is about 56 per 1000 live births [3]. In 2020, according to
the data from World Health Organization (WHO), the
number of deaths from birth defects accounted for 0.38%
of total deaths, reaching 36,613 cases [4]. Hunan prov-
ince has a high prevalence of birth defects, with two out
of every 100 newborns diagnosed with birth defects from
2005 to 2014 [5].

In order to prevent birth defects, China has imple-
mented a three-tiered prevention strategy that aligns
with its national context. The primary prevention aims to
decrease the occurrence of birth defects before marriage
and pregnancy. The secondary prevention focuses on
reducing the occurrence of severe birth defects, primarily
during the prenatal period. The tertiary prevention aims
to reduce the incidence of congenital disabilities in the
neonatal period [6]. According to the Law of the People’s
Republic of China on Maternal and Infant Health Care
[7], if a fetus is diagnosed with a severe genetic disease,
defect, or a disease that endangers the life or health of
the pregnant woman during prenatal diagnosis, doctors
are required to inform both spouses and recommend ter-
minating the pregnancy. Therefore, the most prominent
ethical issue arises in the secondary prevention of birth
defects [8]. The debate over 'Should a defective fetus be
born? has become a highly contentious issue within the
domain of bioethics.

In terms of fetuses with birth defects, opinions diverge
among experts. Panicola emphasizes the importance
of treating fetuses with birth defects and assessing their
future quality of life [9]. Clark proposes that priority
treatment should be given to fetuses who are treatable
or correctable [10]. Clark advocates for taking the moral
criteria proposed by McCormick into consideration apart
from the disease’s nature and relevant circumstances
[11]. Therefore, we should consider not only the fetuses’
future quality of life but also family, social, religious, cul-
tural, emotional, and financial factors [10].

In medical ethics, the term ’rights of a pregnant woman’
refers to applying clinical practices that align with her
wishes [12]. Therefore, it is argued that health profes-
sionals should honor the decisions made by pregnant
women [12]. In China, the Law on Maternal and Infant
Health Care states that the termination of pregnancy
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requires explicit consent and signature from the pregnant
woman. In cases where pregnant women cannot make
legal decisions, their legal guardian may provide consent
on their behalf [7]. The law also emphasizes that health
professionals should offer medical advice before parents
or other family members make the final decision. Con-
sequently, shared decision-making between parents and
other family members is recommended [13]. Shared
decision-making among all family members is common
in Chinese culture [14]. However, there are concerns
that parents and other family members may lack medi-
cal knowledge, highlighting the need for health profes-
sionals to provide professional guidance and suggestions
[12]. In Western countries, the decision-making process
may involve the hospital’s ethics committee and even the
court [13].

Different levels and categories of medical institutions
play various roles in the three-tiered prevention strat-
egy for birth defects in China [13]. Primary care centers
should screen families at high risk of birth defects and
refer them to higher-level medical institutions. Prenatal
diagnosis centers are generally located within provincial
or municipal medical institutions, where health profes-
sionals monitor birth defect cases and provide relevant
recommendations and treatment [6]. Consequently,
the attitudes of these health professionals toward birth
defects directly reflect the ethical challenges in the pre-
vention and treatment of birth defects.

This study used qualitative research methods to explore
the ethical attitudes of health professionals toward
‘Should a defective fetus be born?’ The findings will pro-
vide empirical data and real-world evidence for formulat-
ing ethical principles for the prevention and treatment of
birth defects.

Methods

Study design

The qualitative study used semi-structured interviews
with health professionals working in maternal and child
health services to explore their perspectives on birth
defects. The study was reported following the Standards
for Reporting Qualitative Research (SRQR) [15].

Setting

We selected a highly-developed city (Changsha City) and
a less-developed city (Huaihua City) among 14 prefec-
ture-level cities in Hunan Province as our sampling cities
based on the gross domestic product (GDP) levels [16].
A purposive sampling method was employed to recruit
health professionals from three levels (primary, munici-
pal, and provincial) of medical institutions related to
maternal and child health in each city.
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Participants

We selected health professionals from various hospital
levels with different professional titles who are working
in various fields of maternal and child health services to
maximize sample diversity. Only health professionals
with working experience with fetuses and their families
and those who were able and willing to be interviewed
were included. Following the principle of information
saturation in qualitative research [17], this study achieved
saturation after recruiting 13 health professionals for
interviews.

Interview guide development

The interview guide includes general information about
the health professionals and seven primary questions (see
Appendix 1). These questions explore health profession-
als” work experiences and attitudes toward birth defects.
The questions aim to address the following issues: Should
a defective fetus be born? What types of fetuses with
birth defects should be born? Whether the decision-mak-
ing of a defective fetus should be shared among the fam-
ily members.

Data collection

Health professionals were enrolled from February 2021
to January 2022. The semi-structured interviews were
conducted in Mandarin by two researchers from the
study team. Both researchers had extensive knowledge of
bioethics and policies related to birth defects and consid-
erable expertise in qualitative research. The average dura-
tion of each interview was 40 minutes. One researcher
posed the interview questions to the health profession-
als, while the other took notes and asked supplementary
questions. To ensure the confidentiality of health profes-
sionals and encourage candid responses, the researchers
audio-recorded the interviews after obtaining informed
consent and permission from the participants. The audio
recordings were transcribed by researchers, with all per-
sonal identifiers removed. The interview transcripts were
uploaded to NVivo data analysis software version 12. A
coding system was established using first and second-
cycle coding and qualitative software, and inter-rater
coding was employed to ensure reliability [18].

Thematic analysis

Thematic analysis was conducted to analyze the data
from March 2022 to May 2022. This analysis combined
both deductive and inductive approaches to identify
original themes [19]. Firstly, one researcher (Y.L) devel-
oped an initial structural and content code book, which
included code definitions, inclusion and exclusion cri-
teria, and examples [20]. The researcher (Y.L.) coded
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approximately 80% of all transcripts, which were then
verified by another researcher (D.L.) to ensure agree-
ment. Any discrepancies in the coding were resolved
through discussion until a consensus was reached. The
coding process yielded five themes that emerged from
the interview questions. A content analysis approach was
applied in the iterative process [21].

In this study, participant quotations were identified
using the coding system. Each quotation was first labelled
with the participant number (1-13), followed by the
participant’s sex (M=male, F=female), and finally, the
participant’s professional title (I=junior title, II=inter-
mediate title, [II=associate senior title, [V =senior title.
For example, the 1.EIII signified a quotation from a
female health professional with an associate senior title.

Trustworthiness

The researchers referred to their field notes during the
data analysis process to enhance the credibility, transfera-
bility, dependability, and confirmability of the results [22].
The interviews were peer-reviewed by the research team
after being coded, and external reviews were conducted
by a faculty member and a Master’s student who were
not part of the research team. Two health professionals
were randomly selected from the participants to review
the data and confirm the accuracy of the results. Purpo-
sive sampling with maximum diversity was employed to
enhance the transferability of the data [20]. The report
included detailed descriptions of all phases regarding
the analysis process, and participants’ quotations were
recorded to substantiate the veracity of the findings.

Results

Demographic characteristics

Thirteen health professionals were interviewed, with
twelve of them being female. Six professionals worked in
municipal medical institutions, four in provincial medi-
cal institutions, and three in community health service
centers (Table 1).

Perspectives toward fetuses with birth defects

In addressing the question 'Should a defective fetus be
born?, health professionals proposed several different
opinions. Five themes and 13 attributes were identified,
including the severity and curability of diseases, family
relations, medical assessments, social situations, and
self-value orientations. A thematic analysis summary
of illustrative quotations from participants is shown in
Table 2.



Liu et al. Global Health Research and Policy (2024) 9:27 Page 4 of 12
Table 1 Characteristics of 13 study participants
Characteristics Value (%)
Gender
Female 12 (92.31%)
Male 1 (7.69%)
Subordinate levels and categories of medical institutions
Provincial maternity and child health hospital 2 (15.38%)
Provincial general hospital 2(15.38%)
Municipal maternal and child health care hospital 4(30.77%)
Municipal general hospital 2 (15.38%)
Community health service center 3 (23.08%)
Professional fields
Health care related fields 6 (46.15%)
Genetic counseling related departments 3 (23.08%)
Obstetrics and gynecology 3(23.08%)
Pediatric cardiac surgery 1(7.69%)
Professional titles
Junior titles 3(23.08%)
Intermediate titles 2 (15.38%)
Associate senior titles 6 (46.15%)
Senior titles 2 (15.38%)

Theme 1. Severity and curability of diseases

Health professionals held disparate views on the classi-
fication of birth defects, which differed according to the
types and severity of defects. Some argued that fetuses
with severe disabilities and malformations should be
terminated, while those with minor birth defects should
receive treatment. One health professional (2.E.III) sug-
gested that fetuses with chromosomal disorders, such
as Down syndrome, should not be born. However, she
recommended that fetuses with conditions that could
either heal on their own or be surgically repaired, such
as mild congenital heart disease or cleft lip and palate,
should be born. Eleven out of the 13 health professionals
agreed that a fetus with a treatable disease could be born,
whereas a fetus with an untreatable disease should not be
carried to term.

The health professionals assessed the impact of birth
defects on children’s physical function and develop-
ment, including future physical function, quality of life,
independence, appearance, and intelligence. One health
professional (4.E.III) expressed that children with severe
health problems should not be born as they might not
survive and would require dependence on others to live
a normal life. Furthermore, another health professional
(13.EII) emphasized the importance of examining the
impact of birth defects on fetal development.

Theme 2. Family relations

Health professionals pointed out that the degree of
acceptance of birth defects varied considerably between
families. For instance, families with religious beliefs
may be more accepting of a fetus with birth defects and
believe that they should embrace and care for their chil-
dren regardless of any imperfection. Some families may
encounter difficulties in accepting the diagnosis, influ-
enced by their relationships, financial status, and medical
knowledge. One health professional (5.FIV) suggested
that families with limited financial resources might
choose to terminate the pregnancy. Similarly, one health
professional (7.EIII) noted that families with insufficient
knowledge of fetal defects might also consider terminat-
ing the pregnancy.

Birth defects had both positive and negative effects
on families. The negative impacts of a defective fetus on
families included financial, caregiving, and psychological
burdens. Furthermore, it could have a detrimental impact
on family relationships. Conversely, viewing a fetus as a
precious member of a family may bring about positive
changes and growth within the family. The health pro-
fessionals suggested that a fetus could reinforce family
bonds and support if it were hard-won, such as through
vitro fertilization, or if its mother was of advanced mater-
nal age. Given that a pregnant woman is most closely
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associated with a fetus, a fetus with birth defects could
negatively affect the mother’s physical and psycho-
logical health due to excessive worry about the fetus’s
conditions.

Theme 3. Medical assessments

During communication with families, health profes-
sionals provided detailed information about the specific
circumstances of birth defects and offered appropriate
medical advice. In cases where induced labor was clearly
indicated due to a disease, the medical advice was typi-
cally consistent. Nevertheless, for controversial diseases
or when counseling clients with different backgrounds,
the medical advice may vary.

A primary-level health professional (11.FI.) recom-
mended that families should be referred to a higher-level
medical institution, such as a provincial maternity hos-
pital or a provincial children’s hospital, where prenatal
diagnosis could be performed. Additionally, primary-
level health professionals provided medical counseling in
accordance with the directions of their supervisors.

Another primary level health professional (6.F.I.) indi-
cated that when advising friends and relatives, health
professionals often provided guidance based on the pre-
sumption of 'if it were my child’ However, health profes-
sionals at provincial hospitals tended to adopt a more
conservative approach. A health professional (5.EIV)
stated that she offered advice based on her expertise and
medical knowledge, while another health professional
(3.M.IV) emphasized that medical advice should be con-
sidered alongside other factors.

The limitations of current treatment options for birth
defects were also considered. One health professional
(1.EIII) believed that future medical advancements might
allow for treating specific diseases, thereby rendering
childbirth possible. Another health professional (4.F.III)
noted the difficulty in communicating with families due
to limited medical development and families’ lack of
knowledge about birth defects.

Theme 4. Social situations

The health professionals highlighted the increased
demand for medical resources occasioned by fetuses
with birth defects could potentially result in a rise in
social burdens. Moreover, it was necessary to consider
the social norms and protections provided to the affected
fetuses and their families. One health professional
(3.M.IV) argued that society was structured according
to specific rules and norms, including religious and legal
aspects, which may influence decisions on fetuses with
birth defects. Clarification of laws and regulations was
essential to maintain social order and safeguard the legal
rights of individuals.
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Another health professional (4.EIII) highlighted that
birth defects had social implications that needed to be
considered in terms of social security. One health profes-
sional (3.M.IV) raised concerns regarding the influence
of fetuses with birth defects on the overall quality and
diversity of the population. It was highlighted that the
society comprised individuals with various characteris-
tics, including those with birth defects.

Theme 5. Self-value orientations

The concept of ’self-value orientations’ included the
‘respect for families’ decision’ and the ’individuals’ atti-
tudes toward fetuses with birth defects! One health pro-
fessional (1.FIII) demonstrated a profound respect for
families who maintained consistent decisions regard-
ing fetuses with birth defects. Another health profes-
sional (3.M.IV) suggested that attitudes toward fetuses
with birth defects might vary, depending on the views of
health professionals or the individuals’ values. Some indi-
viduals exhibited a high degree of caution, even toward
the smallest creatures, while others adopted a more indif-
ferent stance on life and death.

Decision-making on a defective fetus

Among the 13 health professionals interviewed, 12
expressed that parents of a defective fetus should be the
primary decision-makers, while only one health pro-
fessional believed that the decision should involve the
entire family ( Fig. 1). Nine of the 12 health profession-
als indicated that pregnant women should make the final
decision. Those nine health professionals emphasized
that mothers had more authority than fathers in making
such decisions. However, four health professionals noted
the importance of considering fathers’ roles, as fathers
were expected to support mothers and share caregiving
responsibilities. Three health professionals reported that
other family members were involved in the consent pro-
cess, but parents or pregnant women ultimately made
the final decision by signing the relevant documents. The
interviewed health professionals believed that involving
other family members was also important for decision-
making on fetuses with birth defects.

Although most health professionals indicated that par-
ents should make the final decision, all 13 health profes-
sionals reported encountering instances where the entire
family ultimately made the final decision. It includes two
different scenarios. In the first scenario, the parents are
unable to make the decision. For example, the parents are
a deaf couple unable to communicate in the usual man-
ner. Thereby, the children’s grandparents have to com-
municate with the doctors and make the final decision.
In the second scenario, when parents are faced with the
possibility of a defective fetus, they frequently require
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Families making the decision

.Parents making the decision
Fig. 1 The decision-making of a defective fetus

assistance from their families since the entire fam-
ily shares the responsibility of raising a child with birth
defects. In such cases, a respectful and influential elder
within a family often makes critical decisions. The status
of women within the entire family also affects decision-
making. For example, women with low levels of educa-
tion and those who are housewives may not have priority
in decision-making, especially in rural areas.

Discussion

Our study revealed that most health professionals
believed that a fetus with a curable disease could be
born, while a fetus with severe disability and teratogen-
esis should be terminated. This finding aligns with a Chi-
nese study showing that fetuses with severe disability
and teratogenesis might have impaired cognitive func-
tion and struggle to live fulfilling lives [8]. Savulescu also
argued that children with birth defects might endure a
life of constant pain, limited movement and sensation,
and impaired social function, which could be worse than
death [23]. The WHO Report on Ethical Issues in Medi-
cal Genetics further supports the timely termination of
pregnancy in cases involving severely disabling and tera-
togenic fetuses as a measure in line with medical ethics
[24]. Furthermore, Savulescu acknowledges that mild to
moderate intellectual disability may be a distinct condi-
tion [23]. Consequently, the decision to bring children
with such a disability into the world should depend on
whether their lives would be worth living.

In the field of birth defect prevention and treatment,
health professionals often encounter situations where
the condition of a fetus with birth defects cannot be
accurately diagnosed due to limitations in current medi-
cal technologies. Additionally, assessing the prognosis
of a fetus with birth defects, including its potential for
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Pregnant women making the final decision
Families involved in the decision-making

recovery, can be challenging. Consequently, health pro-
fessionals must consider multiple factors before provid-
ing counseling to parents on whether or not the fetus
should be born. These considerations include the nature
of the fetus’s illness, the family’s circumstances, and vari-
ous medical and social factors.

It is, therefore, imperative to establish ethical norms
related to birth defects to guide health professionals in
delivering ethically sound services. Additionally, it is rec-
ommended that ethical training for health professionals
engaged in the field of birth defect prevention and treat-
ment should be enhanced. For medical institutions quali-
fied for prenatal diagnosis, it is of utmost importance
to reinforce the construction of ethics committees. To
address the ethical issues in this field, it is recommended
that prenatal diagnosis ethics committees be established
in medical institutions and that the specific circum-
stances of each institution be considered. When health
professionals encounter cases with evident ethical impli-
cations, it is essential to have appropriate responses and
establish broader ethical norms or systems within prena-
tal diagnosis facilities. Medical institutions should refer
cases that raise significant ethical concerns to their eth-
ics committees for review. Such cases include instances
where doctors consider the fetus viable, yet a woman and
her family desire an abortion, or the converse.

Regarding diseases of fetuses, the interviewed health
professionals believed that the severity and curability of
diseases should be considered. This perspective is sup-
ported by Clark and Lu et al. [10, 25]. In determining
whether a fetus with birth defects should be carried
to term, it is necessary to consider factors such as the
fetus’s self-awareness and future ability to live indepen-
dently. Family relations are also an important consider-
ation. The occurrence of birth defects has a significant
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impact on families [26]. In addition to the financial
burden attributable to diseases [27], the psychologi-
cal burden on family members should also be consid-
ered [28]. Therefore, it is crucial to acknowledge the
impact of diseases on families. Given that a fetus with
birth defects will become a family member after birth,
it is essential to consider the treatment and attitudes
of families toward the fetus. The findings indicate that
the efficacy of treatment and recovery for a fetus with
birth defects is closely related to families’ involvement
and support. The level of support provided by fami-
lies is contingent upon the value placed upon fetuses,
which ultimately affects the effectiveness of post-birth
treatment [27]. Additionally, when a fetal disease poses
a significant risk to a pregnant woman’s life, it is rec-
ommended that her interests should be prioritized in
decision-making [29].

The interviewed health professionals highlighted two
medical factors: advancements in medical technologies
and advice provided to families regarding birth defects.
Over the years, numerous birth defects have been effec-
tively treated and managed, enabling individuals to live
normal lives [30]. However, certain complex and unpre-
dictable conditions still pose challenges for health pro-
fessionals in terms of diagnosis and prognosis due to
the limitations of available diagnostic techniques. Nev-
ertheless, it is of utmost importance that those work-
ing in medicine have a comprehensive understanding
of the diseases in question to provide the best possi-
ble support to the affected families [27]. Therefore, the
capacity of health professionals who are furnished with
precise and comprehensive medical counseling exper-
tise also influences the decision on a fetus’s birth [12].
Despite clear principles of medical ethics regarding
providing information about healthcare, there are still
instances of insufficient or uninformed information
in practice [12, 24]. To address this, the interviewed
health professionals proposed the development of
more precise and effective principles or procedures for
delivering medical information in healthcare. This can
ensure that parents and families are better informed
and have access to accurate medical resources. Fur-
thermore, it is necessary to pay attention to the ethics
committees in medical institutions. Such committees
can assist health professionals when they are uncertain
about the diagnosis of birth defects and provide timely
support to families in need.

From a sociological perspective, the interviewed health
professionals considered whether society could protect
families with fetuses with birth defects to alleviate the
burden on families. Others also contemplated whether
the birth of a fetus with birth defects would be a bur-
den to society. Moreover, the long-term impact of birth

Page 10 of 12

defects on the offspring’s physical development could
affect society’s overall health. Some studies have pre-
sented a different viewpoint, arguing that such a per-
spective disregards the life of a fetus and is inconsistent
with the principles of medical treatment and fundamen-
tal ethical principles [24]. In 2021, China implemented a
policy promoting eugenics, emphasizing the importance
of preventing and treating birth defects to improve the
overall population health quality and promote healthy
and balanced development of our society [31]. It is also
important to note that this policy may potentially lead to
increased pressure and discrimination against individuals
with disabilities and genetic disease carriers. It is crucial
to consider the differing attitudes of the general pub-
lic toward fetuses with birth defects, whether these are
inclusive or exclusive. The attitudes of the general public
toward fetuses with birth defects vary between Western
and Eastern countries due to differences in social-cul-
tural contexts and individual values [32]. Western coun-
tries emphasize individualism and self-actualization,
while Eastern countries, influenced by Confucianism cul-
ture, prioritize collectivism and familial values [33]. Con-
sequently, when addressing birth defects, individuals in
Eastern countries prioritize societal benefits, considering
factors such as population quality and social diversity. It
is recommended that health professionals consider both
individual and societal perspectives comprehensively.

Most of the 13 health professionals believed that par-
ents should make the decision on birth defects. How-
ever, a minority argued that pregnant women or families
should decide together. This perspective aligns with a
Chinese study [25]. However, it contradicts the principle
of medical ethics, which emphasizes respecting mothers’
reproductive rights [24]. The complexity of the situation
surrounding a fetus with birth defects necessitates a col-
laborative decision-making process involving parents and
other family members, particularly in comparison to the
birth of a normal fetus.

In examining real-world cases, all health profession-
als acknowledged experiencing situations where families
played a role in making the final decision. Nevertheless,
seven health professionals indicated that, in practice,
they would insist on obtaining the parents’ signatures on
the decision. In certain situations, other family members
bear the responsibility of making decisions regarding
a fetus with birth defects. This can occur when parents
cannot decide by themselves or authorize a family mem-
ber to decide on their behalf. Factors such as financial
constraints and reliance on family support can influence
families’ decision-making process. Due to traditional
Chinese culture, it is customary for family members to
share decision-making about important events. Some
studies propose that families should be a fundamental
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unit for reproductive decisions [34] and that Chinese
families always raise their children through joint par-
ticipation in their care and upbringing [14]. Similarly, in
clinical medical decisions, it is common for family mem-
bers to make the decision collectively [14, 35]. Therefore,
when a family is faced with a decision, grandparents or
other family members are involved in the decision-mak-
ing process.

It is important to recognize the roles of pregnant
women in the pregnancy process, as they have primary
experience. According to the interviewed health profes-
sionals, the status of pregnant women plays a significant
role in their decision-making and reproductive rights.
Some health professionals argued that some pregnant
women faced disadvantages due to their family status,
while some believed that pregnancy could lead to an
increased sense of independence and improved fam-
ily status of the women. Consequently, the concept of
shared decision-making not only encompasses the idea
of relational autonomy but also serves to balance the
relationships among women, family members, society,
and authority represented by doctors and national fer-
tility policies [36]. Medical knowledge can also assist
families in reaching a consensus regarding the decision
about a fetus. Furthermore, the provision of social pro-
tection policies or clear guidelines on the prevention
and treatment of birth defects can assist families in their
decision-making process and alleviate the potential bur-
den of caring for a fetus with birth defects. Similarly, in
Western countries, an ethics committee is involved in the
decision-making process [13]. Medical institutions could
enhance the establishment of ethics committees, includ-
ing specific committees for prenatal diagnosis, especially
in qualified prenatal diagnostic institutions, to assist fam-
ilies in making decisions.

This study has some limitations. Firstly, the study solely
explored the question of whether fetuses with birth
defects should be born without addressing the ethical
issue of whether these fetuses have the same rights to
live as normal fetuses. Secondly, the study was conducted
with professionals, possibly leading to a social expecta-
tion bias. Health professionals frequently adopt a medi-
cal practitioner’s perspective and prioritize the principle
of saving lives when addressing these questions. This
study prompted the question of "Should a defective fetus
be born?! However, the broader ethical considerations
related to birth defects remain to be addressed.

Conclusions

It is important to consider the input of health profession-
als who are in a position to address several related issues,
including diseases, family dynamics, medical aspects,
societal factors, and self-value orientations. While many
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health professionals believed that the decision-making
regarding birth defects should primarily rest with preg-
nant women and then involved a fetus’s father and other
family members, real-world cases often present more
complex scenarios. Hence, health professionals should
be furnished with standard norms or policies regarding
birth defects to offer informed suggestions. It is crucial
to establish ethics committees, including a committee on
prenatal diagnosis, to address current ethical issues in
the prevention and treatment of birth defects. Further-
more, it is of paramount importance to provide families
affected by birth defects with both medical knowledge
and societal support.
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