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Introduction: Reports indicate many parents are negatively impacted by their child’s birth
defect, experiencing feelings of anxiety, shame, and blame. These reactions have been
documented for several conditions, but not hypospadias. We surveyed parents of boys with
hypospadias to determine their concerns.

Materials: The validated Impact of a Child with Congenital Anomalies on Parents (ICCAP)
questionnaire was administered to parents recruited through social media.

Results: There were 260 respondents (80% female, average age 35 years): 86% said they had
never heard of hypospadias before their son’s diagnosis; 57% of mothers and 38% of fathers
wondered if they were to blame for the hypospadias. This increased to 78% among women given
progesterone during pregnancy. Sixty-four percent reported they worry “a great deal”” about their
son’s health, despite successful repair, which increased to 88% when surgery was not successful.
Twenty percent responded that the surgeon did not spend enough time with them.
Conclusion: Most parents of newborns with hypospadias have never previously heard of the
condition. Many wondered if they are to blame for the birth defect, and most reported that
they worry “a great deal” about their son’s future health, whether or not repair was success-
ful. One in five said surgeons did not spend enough time to discuss these concerns, and one
in four said their explanations were unclear. Awareness of these concerns is important for
urologists since they are the primary caregivers for patients with hypospadias.
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Introduction

Among the first questions new parents ask are if their newborn is a boy or a girl,
and is their child healthy. Hearing their infant has a birth defect is distressing. There
is often fear of the unknown, as parents may have never heard of the condition.
Additionally, they are concerned about treatment and the impact the defect and its
management will have on their child’s life." Parents may blame themselves for the
problem, assuming they must have done, or failed to do, something that resulted in
the birth defect. Some may experience the various stages of grief, mourning the loss
of the normal child they expected.”

The impact of a birth defect on parents has been explored for a variety of conditions,
including congenital heart defects,” Down’s syndrome,” cleft lip and palate,’ and spina
bifida.® Although hypospadias is more common than most of these, there are no reports
concerning parent concerns about their son’s genital anomaly. We surveyed parents of
boys with hypospadias to determine their reactions to this diagnosis.

Materials and Methods

For this descriptive study, parents of boys with hypospadias were recruited from
online social networks and provided a link to a voluntary, anonymous survey with
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Institutional Review Board Approval (IntegReview,
Austin, TX) in accordance with the ethical principles of
the Declaration of Helsinki. Social media groups were
found via the search term Hypospadias. All were closed
private groups, meaning that members had to be approved
by the administrator(s) according to inclusion criteria,
including having a son with hypospadias. The group
administrators were contacted about the study and pro-
vided the survey link, which was posted at their discretion.
Survey participation  provided implied consent.
Demographic information was acquired, and the validated
Impact of a Child with Congenital Anomalies on Parents
(ICCAP) questionnaire was administered.” The ICCAP
includes Likert scale questions designed to identify parents
of a child with a birth defect at risk for stress and threa-
tened quality-of-life. It addresses domains including child
acceptance, social support, contact with medical providers,
and parental fears/anxiety. Answers were coded as
Strongly Agree, Agree, Disagree, Strongly Disagree, and
Not Applicable. The number and percentage of caregivers
responding Strongly Agree/Agree or Strongly Disagree/
Disagree are reported.

Basic questions were asked about their child’s hypos-
padias, including the type of hypospadias (distal, proximal,
or unknown); if surgery had been performed, and, if yes,
how many surgeries and how long ago; and if surgery was
considered successful according to the caregiver answer-
ing the survey — defined as a straight penis with an open-
ing at the tip and a normal appearance. In addition, free
text responses were requested for the question “What can
doctors do to better help you when your son is diagnosed

with hypospadias?”

Results
There were 260 respondents, of whom 80% were female
(average age 35 years) and 20% male (average 36 years).
Of these, 86% stated they had never heard of hypospadias
before their son was diagnosed. If their son had not had
hypospadias, 159 (61%) planned a circumcision, 83 (32%)
did not want a circumcision, and 18 (7%) were undecided.
Fifty-seven percent of mothers and 38% of fathers won-
dered if they are to blame for the hypospadias. This increased
to 78% among women given progesterone during pregnancy.
Overall, 58% reported feeling sad, 24% feeling angry, and
49% expressed “fear about my son’s expectations for the
future”, similar between mothers and fathers. In addition,
64% “worry a great deal about my son’s health”, 23% feel

their son is different from other boys, but only two (1%)
“wish my son had never been born”.

Hypospadias was reported as distal in 48%, proximal
in 41%, and unknown in 11% by the caregivers. Results
stratified by severity are presented in Table 1. Parents of
boys with proximal hypospadias reported more feelings of
fear/anxiety than those of boys with distal hypospadias,
but had similar responses in the domains of social support
and interaction with medical providers.

Of the sons, 14% had no surgery (including those with
hypospadias not recommended for repair, and others
recommended to undergo repair whose parents elected
not to), 33% had one operation, 22% had two operations,
and the remainder three or more operations. In those who
underwent surgery, the average survey response was 2
years (range <6 months to 10 years) after the last opera-
tion. Among the 25 who were unsure of the severity of
their son’s hypospadias, five were awaiting surgery and the
others reported an average of 1.8 operations, compared to
the 1.4 and 2.7 repairs for those with distal and proximal
hypospadias, respectively. Surgical success, defined as
a straight penis with a normal appearance, was reportedly
achieved in 68%, not achieved in 17%, and caregivers
were uncertain in 12%. “Worry a great deal about my
son’s health” increased to 88% among the 34 in whom
surgical success was not achieved.

Among the 260 caregivers, 17% were not satisfied about
their contact with doctors, and 20% reported there was not
enough time spent with the surgeon to answer questions and
address their concerns. This was particularly true in 12/34
(35%) with unsuccessful surgery compared to 17/136 (12%)
with a successful outcome. Twenty-three percent reported
doctors did not explain things clearly (38% unsuccessful/
16% successful), and 39% wondered if their child will ever
be healthy (76% unsuccessful/26% successful).

Free text comments were made by 164 (63%) respon-
dents. The most common was that parents wanted more
information regarding etiology, treatment options, includ-
ing prepucioplasty, and expected results from surgery,
including no surgery options. They also wished surgeons
spent more time, were more honest about their capabilities
and results, and showed greater empathy during consulta-
tions. Several requested hypospadias support groups. Free
text comments are reported in the Appendix.

Discussion
Even though hypospadias is one of the most common birth
defects, there is little public awareness of the condition. Not
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Table | Caregiver Responses to Demographic Questions and ICCAP Statements for Boys with Distal and Proximal Hypospadias.

ICCAP Statements are Listed in the Order They Appear in the Questionnaire

Distal Hypospadias
(n=127)

Proximal
Hypospadias(n=108)

Demographic questions

Average age of child at the time of survey

3.3 years (SD=3.0)

5.1 years (SD=4.6)

Average number of surgeries related to his hypospadias 1.4 (SD=1.3) 2.7 (SD=1.6)
Was the final outcome of his surgery successful, defined as a straight penis with a normal Yes: 64% Yes: 44%
appearance?

No: 6% No: 20%

Unknown: 1%

Unknown: 24%

Not applicable: 19%

Not applicable: I1%

Before your child was born, had you ever heard of hypospadias? (% Yes)

13%

18%

If your son had surgery, how long ago was his last repair?

1.9 years (SD=1.7)

2.0 years (SD=2.2)

The total time the surgeon spent discussing my son’s hypospadias condition with me on the
first visit was approximately:

22 minutes (SD=15)

26 minutes (SD=16)

ICCAP statements: % reporting agree/strongly agree

| feel sad. 49% 68%
My son faces a difficult life. 1% 44%
| expect my son will be able to function well. 97% 85%
Hypospadias is a heavy burden on my son. 21% 45%
| wonder whether my child will ever be healthy. 27% 47%
My son is facing a difficult period. 18% 53%
My son is the same as other boys. 85% 67%
| feel angry. 19% 28%
Doctors clearly explain things. 78% 76%
Doctors take enough time to listen to me. 83% 86%
| wonder if | am to blame for my son’s hypospadias. 52% 68%
| worry a great deal about my son’s health. 55% 74%
My friends support me. 80% 75%
| can share worries with my family. 87% 90%
My son will be able to have a normal life later. 95% 80%
| am satisfied about my contacts with doctors. 81% 84%
| feel guilty. 44% 48%
I wish my son had never been born. 0 3%
The time the surgeon spent with me was sufficient to answer my questions and discuss my | 76% 81%
concerns.
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surprisingly, 86% of respondents had not previously heard of
this congenital abnormality. This lack of awareness, added to
reluctance to discuss a penis defect with others, can create
a sense of isolation for parents. Many have told us several
years after their son’s repair that they did not talk about the
condition or surgery with others, such as friends and even
relatives, who otherwise give them support, but instead faced
the uncertainty of reconstruction alone. While 77% responded
that “my friends support me”, most of the remaining 23%
responded “Not Applicable”, implying they chose not to dis-
cuss this with friends as seen in the free text responses. This is
important information that our professional societies might use
to create awareness campaigns, and it also underscores the
need for support groups as requested by several families.

Parents of children with birth defects often blame
themselves, wondering what they did, or failed to do,
that caused the anomaly.” In this validated ICCAP survey,
over half the mothers and a third of fathers indicated they
had this concern. For mothers given progesterone during
pregnancy, the fear that they were responsible for their
son’s hypospadias increased to 78%.

While an occasional parent may directly ask if they some-
how caused the condition, more often this worry is concealed
behind the question of what causes hypospadias. In addition
to factual information the urologist might provide, specialists
should realize this underlying concern and acknowledge that
the parents might be blaming themselves to provide them the
opportunity to discuss their fears. Furthermore, during con-
sultations which often focus on surgical repair, parents may
not think there is time to mention their concern, and so
urologists could consider incorporating this topic into their
routine overview of hypospadias.

All parents think about their child’s future, and those whose
child has a birth defect naturally worry what impact it will
have. Most of the boys of parents responding to this survey had
already undergone repair, and it is not surprising that 88% of
parents whose sons had unsuccessful surgery “worry a great
deal” about his future. This response likely relates to a previous
report that complications are strongly associated with decisio-
nal regret in parents of boys with distal hypospadias.®

However, we also found that two-thirds of parents
whose sons had successful repair still worry a great deal
about their son’s future health. Social networks warn of
scarring, decreased penile sensation, and new complica-
tions at puberty, which may contribute to parent anxiety.
Awareness that many parents have these concerns even
after successful surgery will help urologists anticipate
them in their perioperative counseling.

Although most respondents were satisfied by their encoun-
ters with surgeons, one in five said that not enough time was
allotted during office visits to discuss their concerns, and one in
four reported their urologist’s explanations were not clear. We
have changed our practice and now schedule more time for
hypospadias consultations. This enables discussion of more
than the anticipated surgery and outcomes given what we have
learned of these parent concerns and the impact the condition
has on the entire family.

Our survey also found that a third of respondents did
not want their boy to be circumcised, and free text com-
ments by several emphasized their desire that prepucio-
plasty be offered. Because surgical outcomes for distal
hypospadias are the same when either circumcision or

prepucioplasty are done,”'’

urologists should provide the
option that parents prefer, or refer to a colleague who will
perform foreskin repair. Lorenzo et al® similarly reported
that the desire to avoid circumcision was a significant
factor in decisional regret after distal hypospadias repair.

Finally, many free text comments called for greater trans-
parency from surgeons regarding their personal results. We
have observed that it is parents of sons with distal hypospadias
who most commonly express frustration that they were not
adequately prepared for complications. Instead, many say they
were given the impression from various caregivers that the
defect was “minor” and surgery to correct it was nearly always
successful. When complications occurred, they felt misled.
These feelings can be reinforced by social media networks
which indicate their experience is not unique.

There are several limitations to our study. Because this was
an open recruitment survey from caregivers on social media
(parental hypospadias support groups), we cannot report the
specific survey response rate. It is possible that parents either
highly satisfied or highly dissatisfied were more likely to
respond, skewing the results. This might also explain the
greater proportion of responses from parents whose sons had
proximal hypospadias than would be expected on the basis of
its prevalence. Another limitation is that since it was comple-
tely anonymous, we were unable to control for responses from
the same household, for instance if both parents participated in
the survey, which could potentially impact results.
Nevertheless, mothers and fathers may have different percep-
tions about their child’s birth defect and so this limitation does
not invalidate results. Finally, the ICCAP was originally admi-
nistered to parents when their children were 6 weeks and 6
months of age. While responses were similar at both time
points, they did tend to improve slightly over time.

Therefore, it is possible that the results we report from our

76 submit your manuscript

Dove

Research and Reports in Urology 2021:13


http://www.dovepress.com
http://www.dovepress.com

Dove

Snodgrass et al

survey underestimate the impact of congenital hypospadias
that would have been seen had we been able to measure earlier.

Altogether, our observations are similar to ICCAP
findings from other birth defects,' demonstrating that the
majority of caregivers of children with birth defects have
such concerns. Furthermore, the high number of respon-
dents shows these findings are pervasive, even among
those with reportedly successful repairs. As mentioned
above, these results regarding parent reactions to compli-
cations, and circumcision when that was not their prefer-
ence, agree with the decisional regret reported by Lorenzo
et al.®

Because of their knowledge of hypospadias, including
its causes, management, and outcomes, pediatric urologists
are the primary physicians for the condition and parents
rely on them for most of their medical information. Results
of this survey suggest we expand our discussions beyond
an emphasis on surgery to also acknowledge parental
feelings of fear and blame regarding this birth defect,
and worries for their son’s future even when repair is
successful.

Conclusions

Most parents have never heard of hypospadias when told
their newborn son has the condition, which presents
a challenge to professional societies to increase public
awareness. Both mother and father may worry that they
were to blame for the birth defect, and urologists can
provide reassurance in addition to their scientific explana-
tions regarding hypospadias etiologies. While it could be
expected that parents of boys with complications were
concerned about their son’s future, it has not previously
been reported that nearly two-thirds had a similar concern
even when surgery was successful. Discussing future prog-
nosis during perioperative consultations could help reduce
such anxiety. One in every five parents reported the sur-
geon did not spend enough time to answer their questions
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and respond to their concerns, and one in four said that
their urologist’s explanations were not clear. Knowledge of
these criticisms can lead to improved communication
between urologists and parents of boys with hypospadias.
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