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In 2005, an international group of health-care experts,
researchers, and patient advocates convened in
Chicago to formulate a consensus on the clinical care
of persons born with intersex conditions. The
Consensus Statement on Management of Intersex
Disorders, published in 2006, recommended eliminat-
ing confusing and potentially stigmatizing terms such
as “intersex,” “pseudohermaphroditism,” “hermaph-
roditism,” and “sex reversal” to refer to these condi-
tions. The conference summary (hereafter referred to
as the Consensus Statement)—adopted by the
American Academy of Pediatrics as a policy statement—
incorporated all variations in somatic sex development
under the umbrella term Disorders of Sex
Development (DSD), defined as “congenital condi-
tions in which development of chromosomal, gonadal,
or anatomic sex is atypical” (Lee, Houk, Ahmed,
Hughes, & in collaboration with the participants in
the International Consensus Conference on Intersex
organized by the Lawson Wilkins Pediatric Endocrine
Society and the European Society for Paediatric
Endocrinology, 2006). In the majority of the cases,
DSD are detected at birth owing to atypical genital ap-
pearance; in other cases, the condition only becomes
apparent at the time of puberty (e.g., failure to men-
struate in girls with a 46,XY karyotype and Complete
Androgen Insensitivity syndrome, CAIS). In both
early- and late-diagnosed cases, one or more aspects of
sex determination or differentiation is/are atypical.
“Sex determination” refers to differentiation of the
bipotential gonad into either testis or ovary and “sex
differentiation” involves formation of the internal

reproductive anatomy and external genitalia under the
influence of peptide hormones and sex steroids synthe-
sized by a normal functioning gonad (Achermann &
Hughes, 2011).

DSD are classified based on the number and visual
appearance of the karyotype: Sex chromosome DSD
encompasses differences in the typical number of sex
chromosomes (e.g., 45,X—Turner syndrome and its
variants; 47,XXY—Klinefelter syndrome and its vari-
ants), or when a person has more than one cell popula-
tion, that is, mosaicism (e.g., 45,X/46,XY—mixed
gonadal dysgenesis); 46,XY DSD are the consequence
of disorders of testis development, disorders of andro-
gen synthesis or action, and other conditions. 46,XY
DSD can present as subtle variations in genital devel-
opment, such as in uncomplicated distal hypospadias
(i.e., in which the urinary opening appears just below
the glans, rather than at the tip of the penis), to more
significant atypicality, such as in CAIS in which a per-
son with XY chromosomes is completely insensitive to
the action of androgens, resulting in female-typical ex-
ternal genitalia. Finally, 46,XX DSD can result from
disorders of ovary development, disorders of androgen
synthesis, or other conditions, including exposure to
exogenous androgens during sensitive periods of sex
development. Congenital adrenal hyperplasia (CAH),
a treatable but potentially life-threatening condition,
is the most common cause of atypical genitalia in
46,XX newborns. Variations in genes responsible for
adrenal gland steroid synthesis result in insufficient
cortisol and aldosterone (i.e., salt-retaining hormone),
but with associated excess androgen production
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responsible for masculinization of the genitalia in
females.

An inclusive definition of DSD, including Turner
and Klinefelter syndromes and hypospadias, has an es-
timated occurrence of approximately 1 in 100 live
births (Arboleda, Sandberg, & Vilain, 2014).
Additional details about DSD classification and princi-
ples of clinical management can be found in the
Consensus Statement (Lee et al., 2006) and in its re-
cent update (Lee et al., 2016). Achermann and Hughes
(2011) provide a comprehensive review of the underly-
ing genetics and pathophysiology of DSD.

The birth of a child with DSD, and attendant uncer-
tainty about the child’s gender and future psychosocial
and psychosexual development, is recognized as being
extraordinarily stressful for families (Duguid et al.,
2007; Pasterski, Mastroyannopoulou, Wright, Zucker,
& Hughes, 2014; Wisniewski & Sandberg, 2015).
Potential stressors include the parents’ need to gather
complex medical information, make decisions about
gender assignment, medical or surgical interventions,
cope with medical treatments and the possibility of mul-
tiple operations, and handle strains on social support be-
cause of the attendant perceptions of stigma associated
with DSD. These challenges are compounded for fami-
lies in which DSD are a consequence of a chronic and
life-threatening medical condition (e.g., CAH) for which
the patient and family have the additional burden of
life-long medication management. Stress for patients
and families also potentially derives from controversy
surrounding clinical management strategies in DSD (Lee
et al., 2016, p. 176). For health-care providers, atypical
genitalia or discordance between genotype and pheno-
type (internal reproductive structures and external geni-
talia) can be the most challenging aspect of an already
complex medical condition.

A catalyst for this special section was a research
workshop—Growing up with DSD: Critical
Developmental Issues for Children and Families
Affected by Disorders of Sex Development—convened
by the National Institute of Child Health and Human
Development (NICHD) and affiliated National
Institutes of Health offices in Bethesda, MD, in March
2014. Clinical and research experts from a wide range
of disciplines were brought together, along with repre-
sentation from an “umbrella” patient advocacy orga-
nization, to generate multidisciplinary discussions
serving to inform the NICHD about research priorities
in the area of DSD. The topics covered included (a)
knowledge of DSD etiologies as well as current models
of clinical care for children and adolescents with DSD
and their families; (b) knowledge gaps and research
needs required to better inform all aspects of care for
affected individuals and families; and (c) specific re-
search questions to advance the field. The proceedings
were published in a special issue of the journal

Hormone and Metabolic Research (Freund, Taymans,
Wehr, & Stratakis, 2015).

In the 40 years since publication of the first issue of
the Journal of Pediatric Psychology, there appears to
have been no more than six papers published with a
focus on DSD: four primary research reports on the
topic of psychosocial outcomes associated with hypo-
spadias and its clinical management (Mureau, Slijper,
Slob, & Verhulst, 1997; Sandberg et al., 2001;
Sandberg, Meyer-Bahlburg, Aranoff, Sconzo, & Hensle,
1989; Sung, Han, Chung, Lee, & Cho, 2014); a system-
atic review of outcomes in hypospadias (Schönbucher,
Weber, & Landolt, 2008); and one case report of a
woman with “male pseudohermaphroditism” (i.e.,
46,XY DSD) (Quattrin, Aronica, & Mazur, 1990). The
primary research all used quantitative research methods.
This first special section in the Journal of Pediatric
Psychology dedicated to the topic of DSD—including five
papers, with two using qualitative research methods—
comes close to doubling the number of publications.

The five papers comprising this special section are
diverse in focus and methodologies. The authors are
from Germany, Norway, the United Kingdom, and
the United States. The topics range from parent and
patient education about CAH (Lundberg, Lindstrom,
Roen, & Hegarty, 2016), to recalled experiences in
the home and health-care environments of adults with
diverse DSD (Meyer-Bahlburg, Khuri, Reyes-Portillo,
& New, 2016; Schweizer, Brunner, Gedrose,
Handford, & Richter-Appelt, 2016), to a review of
studies examining procedures adopted in genital ex-
aminations and strategies designed to mitigate poten-
tial negative psychological consequences (Tishelman,
Shumer, & Nahata, 2016). Finally, the section includes
a paper describing the development of parent-proxy
and parent self-report measures that focus on issues spe-
cific to, and shared by, young patients with DSD and
their families, that are not otherwise captured by generic
health-related quality of life (HRQoL) measures
(Alpern, Gardner, Kogan, Sandberg, & Quittner, 2016).

Factors Potentially Mediating or Moderating the
Relationships Between DSD and Quality-of-Life
Outcomes

Cheryl Chase (aka Bo Laurent), the founder of the
(now defunct) Intersex Society of North America,
identified “stigma and emotional trauma” (and not
“gender”) as the primary challenges of intersexuality
(Chase, 2003). It is only in recent years, however, that
the role of stigma in DSD, and how it relates to clinical
care and well-being, has been taken up as a focus of
formal investigation. Anticipated or experienced stigma
is recognized as a barrier to health-care delivery and
quality of life in general and, in particular for people
with DSD and their families (Earnshaw & Quinn,
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2012; Rolston, Gardner, Vilain, & Sandberg, 2015;
Sanders, Carter, & Goodacre, 2012). A theoretical per-
spective that assesses the existence of health-related
stigma and brings together both individual and social
dimensions of this complex phenomenon is lacking. A
supportable theory would aid researchers and clinicians
in development of a comprehensive measurement tool
for stigma, and inform design, monitoring, and evalua-
tion of anti-stigma interventions, in particular in the
healthcare setting (Deacon, 2006).

Autobiographical accounts by adults affected by
DSD recollecting how, as children and adolescents,
they have experienced some medical procedures as
stigmatizing, have not always stimulated systematic
investigation—perhaps, paradoxically, because the
medical treatment of DSD has been motivated by an
interest in reducing stigma (Baratz & Karkazis, 2015;
Dreger, 1998; Mouriquand et al., 2016; Preves,
2003). In children with CAH, specialists monitor the
adequacy of glucocorticoid replacement therapy in
suppressing excess endogenous androgen production
via laboratory testing, physical examinations, and, in
some circumstances, medical photography. When re-
ceiving care in academic medical settings, some adults
recall having felt obliged to allow learners to view
their genitalia because of the rarity of their condition
and the perceived responsibility in educating health-
care providers about CAH (Engberg, Möller,
Hagenfeldt, Nordenskjöld, & Frisén, 2016). Despite
providers’ intentions to promote feelings of normality
and reduce psychological distress during follow-up ex-
aminations, the scrutiny associated with genital exam-
inations, teaching demonstrations, or medical
photography (Creighton, Alderson, Brown, & Minto,
2002), for some, fortified feelings of being abnormal
(Engberg et al., 2016).

The report by Meyer-Bahlburg et al. (2016) is a ret-
rospective qualitative study of adult women (18–51
years) with CAH focusing on the contexts and factors
that contributed to and amplified the perceived influ-
ence of childhood and adolescent genital examinations
on experiences of stigma. A total of 63 women partici-
pated in comprehensive (8–10 hr) evaluations (inter-
views and questionnaires) assessing long-term
outcomes. While explicitly avoiding a focus on
“stigma” or “differentness,” the open-ended format of
the interviews was worded to facilitate reports of
stigma-related experiences and associated feelings.
Most of the women had undergone genital surgery,
many more than one. Approximately one-quarter of
the participating women reported genital exams in
childhood and adolescence as adverse events contrib-
uting to an undesired sense of differentness.

The narrative data the authors provide are compel-
ling and useful for sensitizing health-care providers to
the importance of adequate preparation and

cooperation of the patient before genital exams.
Despite the fact that genital exams should be a part of
each well-child visit (American Academy of Pediatrics
& Committee on Practice Ambulatory Medicine, 2011;
Bright Futures/American Academy of Pediatrics, 2016),
they are often omitted. Because of this, the experience
for patients with DSD can be particularly salient and
anxiety-provoking. While repeated genital examina-
tions of the child with atypical genitalia may be neces-
sary for a variety of reasons, this manuscript
importantly highlights that this procedure requires
compassion, sensitivity, and discretion, and should not
be undertaken without careful consideration of the
child’s understanding and reactions that may contribute
to internalized stigma. The question that providers
need to ask themselves before performing a genital ex-
amination seems to be “will my findings ultimately in-
fluence my management?” (Quigley, 2016).

Among the questions unanswered by this study is
how the group of women who reported stigma in med-
ical settings differs from the majority who did not re-
port such experiences. Given the wide age range of
participants and the only relatively recent admonition
in the broadly disseminated Consensus Statement that
genital examinations and medical photography can be
experienced as shaming (Lee et al., 2006), age cohort
effects may be evident. Although not a substitute for
better controlled investigations, this article highlights
that experienced, anticipated, and internalized stigma in
medical settings may be important factors mediating the
relationship between atypical genitalia and negative psy-
chosocial outcomes in populations with DSD.

In an effort to identify additional factors that po-
tentially modulate outcomes in DSD, Schweizer and
colleagues (2016) considered the quality of parental
care and social support. In recent decades, findings
from studies of psychological adjustment in individ-
uals with DSD have influenced the development of
psychosocial services within the interdisciplinary team
approach to clinical management (Pasterski, Prentice,
& Hughes, 2010). At the heart of this component of
improved patient care lies recognition of the complex-
ity of DSD as well as the life-long implications second-
ary to early treatment-related decisions. While
decisions about an early irreversible surgery have been
challenged (Feder, 2014), the need for psychological
and emotional support remains, regardless (Liao,
Wood, & Creighton, 2015). Further, the need for sup-
port of parents in their own decision-making has come
to the fore (Siminoff & Sandberg, 2015). In their re-
port, Schweizer et al. (2016) recognize the role parents
play as “first agents” in nurturing a child with DSD.
They have also considered the role other sources of
support may play in psychosocial outcomes. To this
end, the authors used an exploratory approach to as-
sess interrelationships between medical, familial, and
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social childhood experiences, as they relate to out-
comes in adulthood.

In a retrospective, cross-sectional questionnaire sur-
vey of 69 men and women (aged 16–60 years) with di-
verse DSD recruited from “medical doctors (e.g.,
gynecologists, endocrinologists), the main German in-
tersex support groups, a website informing about the
study, and publicity material distributed at scientific
conferences” (recruitment details described in
Schönbucher et al., 2012), Schweizer and colleagues
found evidence of treatment-related experiences that
predicted worse psychological outcomes. For example,
repeated genital surgeries were associated with re-
duced satisfaction with physical appearance in later
life. However, the authors also contributed to our un-
derstanding of “protective” factors, which warrant at-
tention in adopting a holistic care approach. That is,
they found that reports of positive parenting experi-
ences were related to reduced psychological distress
and improved self-perceptions of attractiveness.
Furthermore, they showed that having a childhood
“confidant” also improved self-perceptions of attrac-
tiveness, reduced body-related insecurities, and re-
duced prevalence of suicidal thoughts. In sum, while
Schweizer et al. (2016) corroborated the long-held no-
tion that medical interventions must be considered
with the utmost caution and care, they were able to
point to contextual or background factors that poten-
tially attenuate difficulties associated with DSD.

Education Beyond the Facts

Educating parents about details of their child’s medical
condition and strategies to facilitate adaptive coping
and self-management is a core principle of patient- and
family-centered pediatric care. Yet, there potentially re-
main gaps in the matching of the information provided
and parents’ (and, when older, the patient’s) under-
standing of how to apply the knowledge learned. In the
study by Lundberg and colleagues (2016), 20 parents
of 22 children (16 daughters and 6 sons, 1–20 years)
with CAH from the United Kingdom and Sweden were
interviewed about experiences related to CAH.
Interview transcripts were summarized generating
themes along a timeline corresponding with their prom-
inence in the child’s development. Following the defini-
tions of Pols (2013), this article focuses on the
“different kinds of knowing” about a medical condi-
tion in the context of three themes that emerged from
the interviews: Making Sense of the Situation,
Attending to Medical Needs, and Building
Independence. The first two forms of “knowing”—
knowing “what” and “how”—will perhaps be the
most familiar to health-care providers because they
deal with the facts about the medical condition and the
actions required to ensure the child’s physical health,

that is, what is CAH and what medications are required
and when they are to be administered. But even here,
there is the nuance of parents knowing how to openly
talk about CAH with their child; parents can struggle
mightily with discussing the topic of atypical genital ap-
pearance with daughters, irrespective of whether geni-
tal surgery has been performed. In the case of girls with
a urogenital sinus (i.e., common channel for the urethra
and vagina instead of them being normally separate),
vaginal dilation (with or without surgery) will fre-
quently be needed during adolescence or young adult-
hood among those wishing to experience sexual
intercourse (Auchus & Quint, 2015). Similarly, prepar-
ing the youth to share details of their condition with se-
lect others is critical, as failing to do so with even the
closest of friends may augment feelings of shame.
Although the focus of this study is CAH, the lessons
learned translate well to other DSD. An outstanding pa-
per by a parent of a daughter with Partial Androgen
Insensitivity syndrome captures precisely the varied
forms of knowledge that parents of children with DSD
need, even if they do not directly request it (Magritte,
2012). The behavioral health member of the DSD inter-
disciplinary health-care team is optimally positioned—
by virtue of training and availability for extended
clinical interactions—to champion the topic of such
deep “knowing” by both parents and patients.

Mitigating Potential Harm

As clearly illustrated in the paper by Meyer-Bahlburg
et al. (2016), and as noted in several other sources
(Creighton, Alderson, Brown, & Minto, 2002;
Crissman et al., 2011; Lossie & Green, 2015; Money
& Lamacz, 1987), the genital examination can be ex-
perienced as an adverse and stigmatizing event with
long-term negative consequences for the relationship
between the patient and their health-care providers.
The Consensus Statement notes that “repeated exami-
nation of the genitalia, including medical photogra-
phy, may be experienced as deeply shaming”
(p. e493), but provides limited guidance regarding
how negative consequences of these procedures can be
mitigated or avoided. Systematic research on the pro-
cedures used and emotional reactions to genital exam-
inations or medical photography that can be used to
inform best practices in DSD care is lacking. In this is-
sue, Tishelman and colleagues (2016) provide sugges-
tions for provider behavior, based on a selective
review of studies of youth undergoing genital exami-
nation related to investigations of child sex abuse
(CSA). This literature illustrates the importance of ad-
equate preparation of the child and the caregiver for
the procedures. The value of providing the caregiver
with guidance on how to communicate with their
child about the purpose for, and description of, the
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impending procedure is unquestionably also relevant
to DSD. Increased child knowledge about the exam is
associated with reduced distress during and following
CSA exams, as are procedures such as distraction and,
when possible, offering the child control over aspects
of the exam. Characteristics of the provider (e.g.,
“perceived kindness”), use of participant modeling
films and psychoeducational videotapes providing in-
formation regarding the procedure and coping strate-
gies have all been shown to reduce anxiety. In general,
the literature reviewed established that distress related
to genital exams is not inevitable and, when observed,
is related to potentially modifiable factors. Attesting
to the transferability of the strategies shown to be
helpful in reducing distress stemming from CSA geni-
tal exams, the authors point out that many of these
same procedures are recommended by the American
Heart Association to prepare children and adolescents
for invasive cardiac procedures (LeRoy et al., 2003).
Tishelman et al. (2016) conclude with several practical
recommendations, which can immediately be applied
to the DSD clinic setting.

Measurement of HRQoL in DSD

A consensus has emerged that disease/category-
specific HRQoL measures are more sensitive to
smaller differences and smaller changes over time than
generic measures and are viewed as more relevant by
respondents (Matza, Swensen, Flood, Secnik, &
Leidy, 2004; Quittner, Cruz, Modi, & Marciel, 2009;
U. S. Food and Drug Administration, 2009). In the fi-
nal paper of this special section, Alpern and colleagues
(2016) describe the development of parent-proxy and
parent self-report HRQoL measures targeting children
�6 years with DSD. Although DSD is an umbrella
term for multiple discrete conditions and syndromes,
they share physical, clinical management, and social
and emotional sequelae. Following as closely as possi-
ble the guidance of the Food and Drug
Administration’s regulatory guidance on the develop-
ment of patient-reported outcomes (PROs) (U. S. Food
and Drug Administration, 2009), as well as the
Journal of Pediatric Psychology “author checklist” for
measure development and validation manuscripts
(Holmbeck & Devine, 2009), the Quality of Life DSD
Proxy (QOL-DSD-Proxy) and Parent Report (QOL-
DSD-Parent) meet stringent standards for methods
construction. Because young children are unable to re-
port for themselves, proxy reports have become essen-
tial in the assessment of function and adaptation in
the early years (Quittner, Cejas, & Blackwell, 2013).
Accordingly, the QOL-DSD-Proxy (2–6 years) uses
parents (or other primary caregivers) as informants.
The QOL-DSD-Parent assesses parents’ HRQoL in
relation to their child with DSD (birth–6 years). The

importance of tapping the effects of the child’s DSD
and his/her clinical management on the parents stems
from the prominent role that caregivers take in early
clinical decisions, some of which are elective, but irre-
versible (i.e., next-generation genetic sequencing with
its associated difficulties in interpeting results or in
reporting nonrelated “incidental” findings, genital
surgery, or removal of the gonads). The QOL-DSD-
Parent provides a means for assessing parent/family
status in multiple domains, many of which may be
pertinent to early decision-making and in the tracking
of reactions to decisions over time.

These measures promise to enhance health care by
identifying children’s and parents’ immediate informa-
tional, emotional, and social needs; alerting clinicians
to problems that arise; and evaluating benefits of new
medical or psychosocial interventions.

Recommendations for Future Research

Sampling Strategies
Attention to the source of participants in DSD studies
needs to be aggressively addressed in future studies.
Not infrequently, participants are recruited through
patient support organizations (for example, as in the
Schweizer et al. paper in this issue) without consider-
ation that data from these self-selected samples may
substantially vary in their experiences from those sys-
tematically recruited through medical centers (e.g.,
Zucker, 2002). Patient participation rates in peer sup-
port networks have been reported to be <10% and lit-
tle is known about determinants of interest and
engagement (Baratz, Sharp, & Sandberg, 2014).

Optimal Recall Period for HRQoL Measures
in DSD
What constitutes a suitable recall period for PROs is
debatable and hinges on several factors, including the
purpose and intended use of the measure, the charac-
teristics of the condition under study, the intervention
being evaluated, and informant ability to accurately
recall the information requested (Stull, Leidy,
Parasuraman, & Chassany, 2009). Clinical experience
suggests that the challenges associated with DSD can
be episodic rather than uniform; a short recall period
may underestimate symptom burden. On the other
hand, longer recall intervals can result in increased er-
rors, making it more difficult to demonstrate differ-
ences between treatment groups in a clinical trial.
Depending on the purpose of the assessment, examin-
ing different aspects of experiences associated with
DSD may require different recall periods.

Decision-Making for Surgery
In considering the many challenges facing the par-
ents/caregivers of a child diagnosed with DSD,
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decision-making with respect to surgical intervention
is perhaps the most difficult. The decision itself is
paradoxical in that it often pertains to the future sta-
tus of an individual that cannot be known until later
in life (e.g., gender identity, sexual orientation, psy-
chosexual functioning, and the person’s sense of au-
thenticity [Pachankis, 2007; Quinn & Chaudoir,
2009]). Historically, decisions about surgical inter-
vention have centered on “sex-assignment” of the
child, with obvious far-reaching implications when
assignment implied irreversible surgical intervention.
More recently, however, the carefully considered dis-
tinction of “social” gender assignment at birth has al-
lowed for a deferment of nonessential surgical
intervention(s) until the child has reached the age of au-
tonomy. Nevertheless, a categorization of all surgeries
as elective may cause distress for parents where particu-
lar interventions are genuinely medically necessary. In
addition, guidance and criticism on the issue has come
from a diversity of nonmedical stakeholders, adding to
the already complex process. For example, blanket
opinions on urogenital surgical intervention have been
issued by medical ethicists (Earp, 2015), social anthro-
pologists (Fortier, 2016), and political bodies such as
the United Nations (Méndez, 2013), with domain-
bound perspectives that may not appreciate condition-
specific complexities. While these perspectives may have
broad implications, they should build on specific
evidence-based guidance. Given the heterogeneous pre-
sentation of DSD and rarity of individual conditions,
there is, to date, no definitive consensus regarding indi-
cation, timing, procedure, or evaluation of outcome
that spans the category DSD (Mouriquand, Caldamone,
Malone, Frank, & Hoebeke, 2014; Mouriquand et al.,
2016).

Despite a growing body of evidence on technologi-
cal advancements in surgical procedures and func-
tional and cosmetic outcomes, and suggestions that
the frequency of genital surgery may be declining
(Michala, Liao, Wood, Conway, & Creighton, 2014),
many studies assessing functional outcomes of early
genital surgery are based on outdated surgical tech-
niques in older participants and/or small samples of
unoperated participants. With respect to the latter
point, much of the argument against surgical interven-
tion is predicated on “counterfactual thinking”
(Kahneman & Tversky, 1982). That is, considering
negative outcomes only, as they relate to surgery,
without allowing for potential distress and/or dysfunc-
tion that may result from withholding DSD-related
surgical interventions. For example, a recent study of
91 women with DSD (64% having received surgery)
found that two-thirds of these women were at risk of
developing a sexual dysfunction regardless of
whether they had surgery (Callens et al., 2012). They
concluded that surgery did not improve or harm this

aspect of functioning; however, future studies consid-
ering these and other aspects of overall well-being in
patients (and their parents) may shed additional light
on the motivations for, and impact of, such decisions.
Finally, and as mentioned earlier, further potential
confounds in existing reports of outcome include se-
lection bias of study participants (e.g., self-selection)
and potential researcher bias, depending on beliefs
about urogenital surgery, which may shape the ap-
proach to answering research questions. There remains
a critical need for prospective, condition-specific studies
using larger and more representative samples adopting
rigorous protocols of evaluation. To prevent the possi-
bility of particular stakeholder groups dismissing out of
hand results of future studies, the design of such in-
vestigations would ideally involve the input of all
stakeholder groups invested in enhancing health and
quality-of-life outcomes in people with DSD (Vayena
et al., 2016).

Final Thoughts
The Director of the National Institute on Minority
Health and Health Disparities recently announced
that sexual and gender minorities (SGMs) are now
designated as health disparity populations for NIH re-
search. The term SGM encompasses “lesbian, gay, bi-
sexual, and transgender populations, as well as those
whose sexual orientation, gender identity and expres-
sions, or reproductive development (read: DSD) varies
from traditional, societal, cultural, or physiological
norms” (National Institute on Minority Health and
Health Disparities (NIMHD) & Director’s Office,
October 6, 2016). It is hoped that with its new desig-
nation as a “disparity population for research,” DSD
will attract the attention of the pediatric psychology
community to fill gaps in our knowledge of factors
influencing developmental trajectories and outcomes.
To date, the topic of DSD has been examined by a rel-
atively small community of social scientists. Perhaps
this stems from perceptions that DSD are extraordi-
narily rare or that their psychosocial consequences are
so different from other congenital conditions such that
pediatric psychologists have come to believe that
studying DSD would be impractical or require exten-
sive additional training. While it is true that discrete
DSD syndromes are rare, they are prevalent in the ag-
gregate (Arboleda et al., 2014). There is also a strong
argument to be made for adopting a “noncategorical”
approach to the study of DSD that takes into account
the unique aspects of the child’s medical condition,
while also considering the total life experience of the
child, family, and broader social context (Sandberg &
Mazur, 2014). One example of the commonality that
DSD share with other conditions concerns the risks
versus benefits of educating the child or adolescent
with DSD about particular details of their condition
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(e.g., sex chromosomes discordant with gender of
rearing and identity; Sisk, Bluebond-Langner, Wiener,
Mack, & Wolfe, 2016). The Consensus Statement
noted the proven value for positive psychological ad-
justment of openness as learned from different condi-
tions and circumstances, including pediatric HIV
(American Academy of Pediatrics, 1999). The argu-
ment has been made that lessons relevant to DSD clini-
cal research and health-care delivery can potentially
be learned from studies of peer relations in physically
typical children (Bukowski, McCauley, & Mazur,
2015) and from children with other congenital condi-
tions (Holmbeck & Aspinall, 2015). Progress in DSD
research will benefit greatly when investigators from
other areas of child development (typical and atypical)
and other social scientists direct their methodologies
and research strategies toward the issues confronted
by these patients and their families.
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