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Abstract

Purpose: To evaluate demographic, financial, and support predictors of distress for parents of
young children with Disorders of Sex Development (DSD) including atypical genital development,
and to characterize early parental experiences. This extends our previous findings to identify those
parents at risk for distress.

Materials and Methods: Participants included mothers (7= 76) and fathers (n= 63) of a child
(n=T78) diagnosed with DSD characterized by moderate to severe genital atypia. Parents
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completed a demographic questionnaire, measures of anxious and depressive symptoms, quality of
life, illness uncertainty, and posttraumatic stress symptoms, and rated their satisfaction with the
appearance of their child’s genitalia.

Results: Caregivers’ depressive and posttraumatic stress symptoms were comparable to
standardized norms while anxious symptoms were below norms. A subset of parents reported
clinically elevated symptoms. Twenty-six percent of parents endorsed anxious symptoms, 24%
endorsed depressive symptoms, and 17% reported posttraumatic stress symptoms. Levels of illness
uncertainty were lower when compared to parents of children with other chronic illnesses.
Differences by parent sex emerged, with mothers endorsing greater distress. Lower income,
increased medical care and travel expenses, and having no other children were related to increased
psychosocial distress.

Conclusions: Early psychosocial screening is recommended for parents of children with DSD.
Clinicians should be aware that financial burden and lack of previous parenting experience are risk
factors for distress.
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Disorders of sex development (DSD) are a set of congenital medical conditions that are
collectively rare, with combined prevalence rates ranging from 1:100 to 1:5,000,13 while
rates of individuals with secondary atypical genitalia are approximately 1:5000.# Compared
to other rare conditions, the psychosocial aspects associated with DSD, including parental
outcomes, remain understudied.® It is known that some parents are at risk for experiencing
psychosocial distress after their child’s DSD diagnosis, including symptoms of depression,
anxiety, and posttraumatic stress.>~7 Uncertainty about gender assignment, barriers to
understanding complex medical information, and worries about stigma pose unique
challenges for parents.8:9 Psychosocial functioning is differentially affected by parent sex,
with mothers experiencing greater anxious and depressive symptoms than fathers.’-10
Additionally, parents report worse health-related quality of life for boys than girls on proxy
measures of child functioning.8

Though data on parental and family adjustment to having a child with DSD are emerging,
interpretation is limited due to retrospective study design, small sample sizes, and failure to
include fathers. The aim of this paper is to characterize parent psychosocial distress and
evaluate early predictors of distress for mothers and fathers of children with DSD including
atypical genital development who are participating in a prospective multisite study. Such
information is crucial as parents are expected to participate in shared decision-making with
their child’s healthcare team on how best to treat genital atypia.1! This report expands our
preliminary findings that a significant minority of parents (16% to 25%) reported anxious
and depressive symptoms, lower quality of life, and symptoms of illness uncertainty and
posttraumatic stress.12 Given the study’s exploratory nature, specific hypotheses are not set
forth. However, because financial burden,12 support,13 and family variables (e.g., previous
parenting experiencel3) have been linked to distress, we expect to identify relationships with
these variables.
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Methods

Participants

Participants included mothers (n7= 76), and fathers (r7= 63) of a child (n7= 78) diagnosed
with DSD including moderate to severe genital atypia. A subset (8 mothers, 12 fathers) only
completed demographic questionnaires and cosmetic ratings, electing not to complete
measures of psychosocial functioning, leaving 68 mothers and 51 fathers. There was no
significant difference between this subset of 20 parents and the rest of the sample. Parents
were recruited at 12 DSD clinics across the US within two years of the child’s birth (Mg, =
9.36 months, SD = 6.94) and prior to genitoplasty (if the child underwent surgery) between
September 2013 and November 2017. Families were ineligible if the child had other organ
system complications. Families were invited to participate regardless of the medical and/or
surgical treatments they opted for their child (non-surgery =7 children; 9%). A Prader rating
of 3-5 in children with 46,XX DSD or a Quigley rating 3-6 in children with 46,XY DSD or
45,X0/46,XY sex chromosome DSD, was used to classify the degree of atypical genital
development at enrollment. For further child information, see our previous report concerning
diagnoses, phenotype, and sex of rearing.14

Materials

A demographic questionnaire included child’s age, sex of rearing, type of DSD, and parent
age, sex, marital status, race/ethnicity, education, employment status, number of other
children, and income.

The Cosmetic Appearance Rating Scale is a measure of satisfaction with the appearance of
the child’s genitals at study enrollment. It utilizes a single item 4-point Likert-scale from
“good”to “very dissatisfied”. Parents and physicians completed this scale.

The Beck Anxiety Inventory (BAI)'S is a 21-item, multiple-choice self-report measure of
anxious symptoms. Item scores range from 0 to 3 (higher scores represent greater anxiety).
Normed total scores of 0-7 represent minimal, 8-15 mild, 16-25 moderate, and 26-63 severe
anxiety, with scores of 14 or greater deemed clinically significant.1® Internal consistency in
the current sample was excellent (a = .92).

The Beck Depression Inventory-11 (BDI-1I)1" is a 21-item, multiple-choice self-report
questionnaire assessing depressive symptoms. Item ratings range from 0 to 3 (higher scores
represent greater depressive symptoms). Normed total scores of 0-13 indicate minimal,
14-19 mild, 20-28 moderate, and 29-63 severe depression. Scores of 14 or greater are
clinically significant.1® Cronbach alpha for the current sample was good (a = .89).

The SF-3619 is a 36-item self-report measure of health-related quality of life (QoL). ltem
responses are provided on a variable Likert-scale (higher scores indicate better health-related
QoL). Two composite scores can be calculated (i.e., physical and mental health). Mental
health scores <42 are clinically significant. Cronbach alpha for the current sample was
excellent (a = .92).
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The Parent Perception of Uncertainty Scale (PPUS) is a 31-item, parent self-report scale
assessing uncertainty (e.g., ambiguity, unpredictability) concerning their child’s DSD (e.g.,
“It is unclear how bad my child’s physical discomfort will be”). Responses are provided on a
5-point Likert-scale (higher scores indicate greater uncertainty). Parents of children with
other illnesses have reported mean scores of 70.3 or greater.2! The Cronbach alpha for the
current sample was excellent (a = .91).

The /mpact of Events Scale (IES-R)? is a 22-item, self-report measure of posttraumatic
stress symptoms (PTSS). Parents are instructed to consider their child’s illness when
responding to items. Responses are provided on a 5-point Likert-scale (higher scores
indicate greater PTSS). A score >33 is considered clinically significant. Internal consistency
for the current sample was excellent (a = .94).

Approval was obtained from each site’s institutional review board. Families were consented
and enrolled at scheduled clinic visits. Participants were compensated $50 for their
participation.

Statistical Analysis

Results

Statistical analyses were conducted in SPSS 24. Mean scores for each measure were
compared to standardized norms (BAI and BDI-II nonclinical norms, PPUS and IES-R
cancer parent norms). Bivariate correlations were conducted between continuous
demographics (parent age, child age, household income, distance to urologist) and all
outcome variables. Dependent samples t-tests analyzed caregiver gender differences with
each outcome. Analysis of variance evaluated whether child received a diagnosis, child sex
of rearing, parent race/ethnicity, levels of support, financial burden, other children in the
home, and increased expenses were related to caregiver distress levels. The above analyses
included all participants; however, as the current sample included a small group of parents
who opted for no surgery, exploratory descriptive analyses were conducted.

Parent demographics are presented in Table 1. A comparison of the current sample’s
outcomes to norms is in Table 2, and surgery versus no surgergy parent outcomes in Table 3.
Parental distress symptoms were correlated (see Table 4). Outcome predictor analyses are
presented in Table 5. Child sex of rearing was primarily concordant with karyotype (94%);
therefore, analyses utilized child sex of rearing.

Parental Outcomes

The average parent rating of satisfaction with their child’s genital cosmetic appearance was
2.68 (SD = .96; Table 2), with 20 (15%) rating appearance as good, 32 (23%) satisfied, 58
(42%) dissatisfied, 28 (20%) very dissatisfied. Physicians (n= 14) reported greater
dissatisfaction than mothers ({73) = -4.26, p <.001) and fathers ({61) = -5.45, p<.001),
with physicians rating 4 (5%) good, 2 (3%) satisfied, 38 (49%) dissatisfied, 32 (41%) very
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dissatisfied. Physician satisfaction with cosmetic appearance did not differ for children
based on sex of rearing.

Anxious symptoms in parents were significantly lower than population norms16 (/7= 8.19,
SD = 8.88). Seventy-four (62%) parents presented with minimal, 20 (17%) with mild, 18
(15%) with moderate, 6 (5%) with severe anxious symptoms, and 1 (1%) parent had missing
data. Thirty-one (26%) parents exceeded the cutoff for clinical symptoms.

The average reported depressive symptoms for parents was comparable to population norms
(M= 8.93, SD = 9.50).23 Eighty-four (75%) parents reported minimal, 10 (9%) reported
mild, 13 (12%) moderate, 5 (4%) reported severe symptoms, and 7 (6%) had missing data.
Twenty-eight (24%) parents exceeded clinical cutoff.

The average score for parental health-related QoL was 46.40 (SD = 10.97) for mental health
and 55.54 (SD = 6.48) for physical health. Twenty-six (27%) parents scored at or below the
clinical cutoff for diminished mental health QoL, and 23 (19%) parents had missing total
scores.

IlIness uncertainty was significantly lower (M= 65.21, SD = 15.90) than other childhood
ilinesses, 2! yet 45 (38%) caregivers endorsed symptoms equal to or greater than the average.

Parents reported PTSS with a mean of 17.31 (SD = 16.42), which is comparable to
standardized norms.24 Twenty (17%) scored at or above the clinically significant range, with
2 (2%) parents missing data.

Exploratory Analyses of Non-Surgery Group

Seven children did not receive early genital surgery (see Table 1 for demographics). While
this small sample is underpowered to perform statistical comparisons (7 mothers and 4
fathers), the following are surgery and non-surgery means respectively (see Table 3 for
means and standard deviations): cosmesis (2.75 and 1.91), anxious (8.19 and 8.10),
depressive (8.88 and 9.44), uncertainty (65.22 and 65.10), and PTSS (17.45 and 15.80).

Predictor Analyses

Family predictors.—Forty-seven (60%) children were being reared as a girl, 27 (35%) as
a boy, and two (3%) children had no assigned sex of rearing per parent report. Nineteen
children (24%) had no identifiable etiology underlying their DSD. Forty-three (55%)
mothers and 34 (44%) fathers had other children. Mothers rated greater dissatisfaction with
cosmetic appearance of their child’s genitals than fathers ({60) = 2.12, p=.039). Mothers
also reported more anxious symptoms (448) = 2.94, p=.005), depressive symptoms (#46) =
3.85, p<.001), PTSS (£48) = 4.33, p<.001), and worse mental health QoL (438) = -3.63, p
=.001). No difference was identified between mothers’ and fathers’ physical health ({38) =
-.036, p=.971) or illness uncertainty ({45) =.042, p=.967). Older fathers reported lower
levels of anxious symptoms (p = .005). No significant difference was found based on child
sex of rearing. Fathers reported greater PTSS with an unknown diagnosis (A1,46) = 7.31, p
=.010). Mothers reported more dissatisfaction with the appearance of their child’s genitalia
(A1,73) = 6.86, p=.011), higher levels of anxious symptoms (A1,65) = 4.18, p=.045), and
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greater illness uncertainty (A1,62) = 5.36, p=.024) if they had no other children. Driving
distance to the DSD clinic was not related to distress or uncertainty.

Financial predictors.—Twenty-eight percent of parents reported household income
below $20,000 (19% of families). Due to their child’s diagnosis, 34% of parents reported
increased mental health expenses, 37% increased medical expenses, and 58% increased
travel expenses. For fathers, higher household income was related to lower anxious
symptoms (o = .002), lower depressive symptoms (p = .003), lower PTSS (p=.018), and
better physical health-related QoL (p = .024). Household income was not related to mothers’
distress. However, mothers reporting financial concerns endorsed significantly greater
depressive symptoms (A2,59) = 6.28, p=.003) and lower mental health-related QoL
(A2,50) = 6.30, p=.004) than those with no financial concerns. For mothers, greater
medical expense were associated with greater dissatisfaction with their child’s genital
appearance (H1,73) = 4.26, p=.042). Mothers with increased travel expenses reported
greater depressive symptoms (A1,62) = 6.97, p=.010) and worse mental health-related
QoL (A1,51) = 7.06, p=.011). Whereas, fathers with increased travel expenses endorsed
higher PTSS (H1,48) = 4.33, p=.043). Mental health expenses were not related to levels of
distress.

Support predictors.—The most helpful support parents received since their child’s
diagnosis was emotional support (35%), help caring for their child (29%), and financial
support (6%). Mothers who reported help with expenses reported better mental health-
related QoL (AH1,51) =5.27, p=.026). No other levels of support were related to parental
outcomes.

Discussion

The current study evaluated predictors of psychosocial distress in parents of young children
with moderate to severe genital atypia due to DSD and includes both fathers and mothers, as
well as parents who opted for early genitoplasty for their affected child and those who did
not.

As a group, caregivers reported symptoms comparable to norms (i.e., depressive symptoms,
PTSS) or below norms (i.e., anxious symptoms and illness uncertainty).16:21.23.24 However,
a subset reported anxious, depressive, and posttraumatic stress symptoms in the clinical
range. Moreover, parents with high symptoms of distress in one domain were likely to
experience distress in another (e.g., greater anxious and depressive symptoms). It is not
known to what extent parents received mental health care, or if the lower distress scores are
representative of psychosocial interventions throughout their child’s care. However, parents
experiencing greater distress received care for their child across sites.

Overall, mothers are at greater risk of distress than fathers, which is consistent with parents
of children with cancer (another complex illness) shortly after diagnosis.1® Mothers also
endorsed greater dissatisfaction with their child’s genital appearance than fathers, and
physicians rated even greater dissatisfaction. It is unknown if physician opinion influenced
parents’ satisfaction, distress, or decision making. Although parent sex predicted distress,
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child sex of rearing did not, which differs from previous studies with smaller sample sizes.1°
Mothers with no other children were at greater risk of distress. The extant literature on
postpartum depression and anxiety has conflicting results as to whether distress is higher in
first-time mothers or experienced mothers.2® It is possible that some anxious symptoms are
due to postpartum anxiety, which occurs in about 8.5% of mothers.28 Further examination of
how the child’s DSD impacts new mothers mental health is certainly needed.

Financial burden predicted both maternal and paternal distress. Parent financial concerns
should be evaluated, in addition to income, for families attending DSD clinics, as parents
with higher income also experienced distress. Although referral to specialty DSD clinics is
recommended by professional societies,2”-28 due to expert multipledisciplinary support, it is
not known whether travel and financial constraints is assessed as a risk factor.

Limitations and Strengths

The current study included an ethnically homogenous sample of caregivers with high
incomes and high levels of formal education. Therefore, these results may not generalize to
all parents, and future studies should evaluate whether distress differs in parents with other
incomes and educational backgrounds. Furthermore, the extent of mental health services
provided prior to the birth of their child or after, is not known for this sample of parents.
Future studies should evaluate the benefits of DSD-specific psychosocial interventions, as
well as risk or protective factors for parents already receiving mental health services. Lastly,
the current study included a small sample of parents who opted for no surgery for their child.
Although the current results indicate lower (better) cosmesis ratings in the non-surgery
group than the surgery group, the small sample size limits speculation as to whether this is a
clinically meaningful difference. Future studies of families electing no surgery are needed as
biomedical policies evolve concerning early genital surgery in children with DSD.2°

Conclusion

Overall, parent psychosocial functioning is similar to the general population; however, a
subset report clinical anxious and depressive symptoms, PTSS, and impaired QoL.
Demographics are associated with distress in ways previously undescribed. Knowledge of
parent mental health status, including predictors of parent distress, is needed to assist
caregivers as they participate in decisions concerning complex treatment plans for their
children. Therefore, interdisciplinary care including psychological screening®3C of parents,
with consideration of financial resources and previous parenting experience, is
recommended.
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Table 1.

Parent Demographics

Complete Sample Surgery Sample Non-Surgery Sample

Mothers Fathers Mothers Fathers Mothers Fathers

N 76 63 69 59 7 4
Age M (SD) 31.3(56) 344(82) 317(53) 34.7(8.1) 27.6(6.6) 29.3(10.0)
Race/Ethnicity N (%)
Hispanic 17 (22) 8 (13) 14 (20) 8 (14) 3(43) 0 (0)
Black/African American 6 (8) 5(8) 6 (9) 5(8) 0(0) 0(0)
White/Caucasian 52 (68) 41 (65) 46 (65) 38 (64) 6 (86) 3(75)
Asian/Pacific Islander 4 (5) 4 (6) 3(4) 4(7) 1(14) 0 (0)
Multiracial 3(4) 1(2) 3(4) 1(2) 0(0) 0(0)
Other 5(7) 6 (10) 5(7) 6 (10) 0 (0) 0 (0)
Marital Status N (%)
Single, Never Married 13 (17) 3(5 11 (16) 3(5 2 (29) 0 (0)
Divorced 2(3) 1(2) 2(3) 1(2) 0 (0) 0 (0)
Married to Parent of Child with DSD 59 (78) 51 (81) 55 (76) 49 (83) 4(57) 2 (50)
Living with Parent of Child with DSD 8 (11) 10 (16) 7(10) 9 (15) 1(14) 1(25)
Partner Parent of Child with DSD 1(1) 0 (0) 1(1) 0 (0) 0 (0) 0 (0)
Highest Education Attained N (%)
Some High School or Less 3(4) 2(3) 2(3) 2(3) 1(14) 0 (0)
Finished High School/GED 9(12) 8 (13) 7 (10) 7(12) 2(29) 1(25)
Some College or Associates Degree 23 (30) 21 (33) 20 (28) 13 (22) 3(43) 2 (50)
Bachelor’s Degree 24 (32) 18 (29) 23 (32) 18 (30) 1(14) 0(0)
Graduate Degree 16 (21) 11 (17) 16 (23) 11 (19) 0 (0) 0 (0)
Employment Status N (%)
Part-Time 10 (13) 5(8) 8(12) 5(8) 2(29) 0(0)
Full-Time 39 (51) 49 (78) 34 (49) 46 (78) 1(14) 3(75)
Part-Time Student 2(3) 2(3) 2(3) 2(3) 0 (0) 0 (0)
Full-Time Student 3(4) 2(3) 2(3) 2(3) 1(14) 0 (0)
Stay at Home 26 (34) 3(5) 23 (33) 3(5) 3(43) 0 (0)
Unemployed 6 (8) 1(2) 5(7) 1(2) 1(14) 0 (0)
Other 4(5) 1(2) 4(6) 1(2) 0(0) 0(0)
Household Income N (%)
0-19,999" 14 (18) 6 (10) 9(25) 5(8) 5(71) 1(25)
20,000 — 39,999 13 (17) 10 (16) 13 (18) 10 (17) 0(0) 0(0)
40,000 — 59,999 7(9) 6 (10) 7(10) 6 (10) 0 (0) 0 (0)
60,000 — 79,999 8 (11) 7(11) 8 (11) 7(12) 0 (0) 0 (0)
80,000 — 99,999 8(11) 7(11) 7(10) 6 (10) 1(14) 1(25)
100,00 + 25 (33) 23 (37) 24 (34) 22 (37) 1(14) 1(25)

Note. The sum for participant race is greater than the sample due to participants being able to select Hispanic as ethnicity as well as a race. The sum
for marital status and education are additionally greater than the sample size due to the opportunity to select more than one option. The sample of
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no surgery parents (7= 11) is underpowered for statistical analysis. The above demographics are a description of the surgery and no surgery
parents.

fBeIow the federal poverty line for a family of 3.
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Table 2.

Parental Outcome Measures with Comparison to Published Norms

Sample Norms Mothers Fathers
Measure Mean + SD Mean + SD Mean + SD Mean + SD
Child’s Cosmetic Appearance 2.68 +.96 Not Applicable 2.79+.93 259+ .94
BAI 819+888  9.89+876  088+844  553+825
BDI-II 8.93£9.50 839+6.89%8 1150+11.35 5.30+6.40
SF-36 physical health 5554+ 648 .  500£100  5534+730 5538558
SF-36 mental health 1640+1097 F  500+£100  43.36+1152 5127+8.42
PPUS 65.21+1590  703+14527 65.46+1544 6537 +16.47
IES-R 17.31 £ 16.42 185+16.12 2153+1815 11.72+11.98

Page 12

Note. Standardized norms reflect a combination of males and females; therefore, parent means are combined for a total sample comparison. BAI =
Beck Anxiety Inventory; BDI-11 = Beck Depression Inventory-11; SF-36 = Health related quality of life; PPUS = Parent Perception of Uncertainty;

IES-R = Impact of Event Scale-Revised.
*
p<.05,
Ak
p<.01,

p<.001

fNorms based off parents of children with Leukemia.
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Table 3.

Outcome Measures of Surgery and Non-Surgery Parents

Surgery No Surgery
Measure Mean + SD Mean + SD
Parent Rating of Cosmetic Appearance 275+ .94 1.91+.83
Physician Rating of Cosmetic Appearance 3.41 + .60 2144122
BAI 8.19 £8.67 8.10+11.48
BDI-II 8.88 +9.64 9.44 + 8.16
SF-36 physical health 55.48 + 6.59 56.14 + 5.53
SF-36 mental health 46.57 £10.81 4455+ 13.25
PPUS 65.22 +15.99 65.10 + 15.75
IES-R 17.45+16.19 15.80 +£ 19.63

Page 13

Note. The sample of no surgery parents (n= 11) is underpowered for statistical analysis. The above means are an exploratory description of the
surgery and no surgery parents. BAl = Beck Anxiety Inventory; BDI-II = Beck Depression Inventory-11; SF-36 = Health related quality of life;

PPUS = Parent Perception of Uncertainty; IES-R = Impact of Event Scale-Revised.
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Table 4.
Correlations of Parental Distress
Cosmesis  BAI BDI-Il  PCS MCS  PPUS

Cosmesis -

BAI .055 -

BDI-II 022 676" -

PCS 130 -175  _418™" -

MCs 031 -507" " 807 305 -

PPUS 009 259" om™ —202™ -z -

IES-R 226° 565 m57 149 _5gg” 347"

Note. Negative numbers occur on physical health related quality of life (PCS) and mental health related quality of life (MCS). This demonstrates
that quality of life decreases as the other distress variable increases. BAl = Beck Anxiety Inventory; BDI-Il = Beck Depression Inventory-11; PCS =
Physical health related quality of life; MCS = Mental health related quality of life; PPUS = Parent Perception of Uncertainty; IES-R = Impact of
Event Scale-Revised.

.10 to .30 = small correlation; .30 - .50 = moderate correlation; = .50 = large correlation
A A
p<.01,

*
p<.05.
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Table 5.

Analyses for Predictors of Cognitive Appraisals and Distress

Page 15

Means SF-36 Physical SF-36 Mental
Mother (Father) Cosmesis BAI BDI-II Health Health PPUS IES-R
Parent Gender
Female 279" 9.9 2.0 55.3 434 65.5 2147
Male 259" 55™" 547 55.4 51.3*7 65.4 118"
Child Gender of Rearing
Girl 2.7 (2.4) 105 (6.2) 12,6 (5.3) 57.1 (55.2) 41.8 (50.0) 64.2(63.3)  19.9(9.7)
Boy 2.9 (2.9) 11.0 (4.1) 11.1(5.7) 53.0 (55.1) 42.2 (54.8) 68.2(67.8)  26.2(14.4)
Unsure 1.5 (2.0) 1.5 (3.5) 5(2.0) 56.2 (57.3) 55.9 (52.5) 62.5(72.0) 7.0 (14.0)
Diagnosis
Known 2.8(2.5) 10.6 (5.2) 12.8 (4.8) 57.0 (55.6) 41.3 (51.3) 64.0 (63.9) 21.9 (9_0*)
Unknown 2.9 (2.9) 10.4 (6.2) 9.5 (7.4) 53.5 (54.0) 46.3 (51.1) 67.1(68.3) 24.3(18.8"%
Other Children
No 3177  1287(45) 13.2 (4.6) 55.6 (55.2) 42.3 (51.9) 70.4%(66.4)  25.6 (13.0)
Yes 257(2.5) 8.47(6.0) 105 (5.9) 56.0 (55.3) 42.5(50.7) 61.5%(63.8) 18.6(10.4)
Financial Concerns
A Lot of Concerns 2.5 (2.4) 13.8 (6.6) 20.37%(7.3) 53.9 (55.2) 49.9*%(49.7) 64.1(74.1)  23.8(17.6)
No Concerns 2.9 (2.6) 6.8 (4.1) 6.5 (2.4) 57.4 (54.4) 34.977(56.7) 60.0 (54.9) 17.4 (8.6)
Increased Expense
Mental Health
Yes 2.8(2.6) 106 (2.7) 13.6 (4.4) 56.7 (54.8) 40.0 (50.8) 63.5(64.4)  23.5(10.8)
No 2.8 (2.6) 10.2 (6.7) 10.6 (5.8) 55.2 (55.5) 43.9 (51.6) 66.5(65.3)  20.5(12.0)
Medical
Yes 3.1 *(2,3) 8.7 (5.0) 11.0 (5.3) 56.4 (55.2) 44.2 (50.1) 66.4 (66.9) 24.2 (12.1)
No 267  113(55) 12.1(5.3) 55.4 (55.2) 41.4 (52.0) 64.8(63.7)  20.1(11.3)
Travel
Yes 2.6 (2.6) 115(6.7) 14.17(5.3) 55.4 (54.7) 40.0”(50.9) 65.2(65.9) 21.2(15.07
No 3.0(25) 8.1(3.7) 717(5.3) 56.9 (55.7) 48.77(51.6) 658 (64.1)  22.4(8.67)
Support Received
Money for Expenses
Yes 3.3(23) 6.4 (1.3) 8.8 (1.3) 59.6 (56.8) 54.5% (56.4) 60.0(52.0)  11.8(8.3)
No 2.7 (2.6) 10.7 (5.6) 11.9 (5.6) 55.5 (55.1) 4157 (50.9) 65.7 (65.5)  22.4(11.8)
Emotional Support
Yes 2.9 (2.5) 9.3(5.9) 10.8 (5.7) 55.1 (54.0) 45.2 (52.3) 64.3 (67.9) 21.2(10.4)
No 2.7 (2.6) 11.0 (5.1) 12.2 (4.4) 56.2 (55.8) 40.8 (50.9) 66.0 (63.9)  21.8(12.1)
Help Caring for Child
Yes 2.9 (2.5) 10.4 (5.7) 11.8 (4.9) 56.0 (54.4) 42.4 (52.1) 69.0 (70.4)  22.9 (12.2)
No 2.7(2.6) 10.4 (5.2) 11.6 (5.4) 55.7 (55.6) 41.7 (50.9) 64.1 (63.0) 21.1(11.3)
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Means SF-36 Physical SF-36 Mental
Mother (Father) Cosmesis BAI BDI-11 Health Health PPUS IES-R
Household Income (9 15(24)  -18(-42™9 -16(-42™9 11(.35% .26 (.29) 002 (-04) -04(-34%
Distance to Urologist () .004 (.08) -.03 (.42) -.07 (.01) .02 (-.10) .24 (-.26) 16 (-.12) -.11(-.24)
Parent Age (1) 06(11) -22(-40" -10(-14) -.24 (.04) .23 (.19) -.05 (.19) -.09 (-.12)
Child Age (1) .14 (-.10) .14 (.09) -.01 (-.05) .05 (-.19) .02 (-.04) -12(-.20) -.02(-.07)

Note. Mother and father mean scores presented unless the predictor is a continuous variable, in which case the Pearson correlation coefficient is

reported (7). Significant relationships reported in bold.
*
p<.05,
Ak
p<.01

HokA

p<.001
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