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Commentary

US medical providers have historically tried to prevent 
the harms of stigma by “normalizing” the sex of chil-
dren with intersex variations/differences of sex develop-
ment (I/DSD),1 also called variations of sex 
characteristics (VSC).1,2 Meanwhile, adults with I/DSD 
have reported suffering resulting from even well-mean-
ing pediatric protocols.1,3-5 Revised care models, 
intended to be informed by bioethics, were designed 
with the intention to avoid this suffering. However, if 
clinical ethics cannot imagine a future in which sex 
diversity is accepted and affirmed, clinical care risks 
enacting the future it aims to avert: an adult struggling 
with trauma, shame, and internalized stigma. US inter-
sex adults have reported poor general and mental health6 
and sexual well-being.7 In a community survey of US 
adults with I/DSD, 61.7% screened positive for depres-
sive symptoms, and 31.8% reported a lifetime suicide 
attempt,6 markedly higher than the US lifetime preva-
lence of 4.6%.8 In service of the Pediatric Endocrine 
Society’s goal to “support efforts to raise resilient indi-
viduals who have genital differences,”9 a paradigm that 
radically destigmatizes I/DSD is overdue.

Fortunately, there is increasing recognition of the 
need to accept sex diversity.10 Nonetheless, significant 
challenges hinder this shift. This article reviews how 
affirmation of sex diversity has been neglected when 
applying bioethical principles to I/DSD care. It then out-
lines an alternative paradigm that affirms sex diversity 
and accompanying psychosocial challenges. In the ser-
vice of destigmatizing I/DSD, herein, we will predomi-
nantly use the terminology intersex/variations of sex 
characteristics (I/VSC),2 while at times using I/DSD to 
reflect terminology in the referenced texts.

An international consensus statement defines I/DSD 
as “congenital conditions in which development of chro-
mosomal, gonadal, or anatomic sex is atypical.”11 Here, 
we focus on pediatric persons with I/VSC for whom 
medical care has commonly involved early interven-
tions on primary sex traits (eg, genitoplasty, gonadec-
tomy). This includes infants and children born with 
genital difference (“ambiguity”), gonads discordant 
with assigned gender, and/or dysgenetic gonads. 
Intervention refers to treatments, including surgeries, 

that can be safely deferred until the patient is older, not 
interventions that are urgently necessary to prevent 
imminent physical harm. Table 1 offers definitions of 
other key terms.

Recent Clinical Intersex/Variations 
of Sex Characteristics Care

Principlism upholds autonomy, beneficence, non-
maleficence, and justice as primary moral principles in 
bioethics.12 In pediatric clinical ethics, surrogate deci-
sion-makers (most often parents) serve as proxies for 
pre-autonomous patients. The American Medical 
Association’s Council on Ethical and Judicial Affairs 
found that surrogate decision-making with shared deci-
sion-making was the most ethical strategy for children 
with I/DSD.13 Although a vast improvement over the 
doctor-driven 20th-century approach, this revised par-
adigm applies principlism through a medicalizing 
lens14 shaped by cisnormative and heteronormative 
attitudes. Failure to critically evaluate the role of these 
biases, particularly in the analyses of beneficence and 
non-maleficence, may perpetuate stigma, shame, and 
trauma.

Consider a hypothetical child born with genital dif-
ference associated with 46, partial androgen insensitiv-
ity syndrome (PAIS) and assigned female at birth. To 
align anatomy with assigned sex, physicians offer geni-
toplasty to shorten the child’s clitoris and to create a 
vulva. Informed consent, including the risk-benefit dis-
cussion about the surgery, is grounded in medical infor-
mation about protection from stigma and rates of 
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reoperation, urinary or sexual dysfunction, fertility, and 
“gender incongruence.”9 The unspoken background to 
the conversation is a set of normative assumptions about 
gender, sex, and sexuality, described in Table 2.4,14,15

“Stigma” is thus shorthand for uncertainty about 
whether the child will meet criteria for “normal” and 
risk of social rejection. Compounding this uncertainty 
are unknowns regarding the child’s future gender and 
sexual development. Discomfort with these unknowns 
can exacerbate parental distress16,17 and create urgency 
to attempt to resolve, rather than accept, them.2,18 In this 
context, a natural conclusion is that it is in the child and 
family’s best interest to assign a binary sex and cisgen-
der of rearing and to align the child’s genitals with that 
assignment. However well-intentioned, “correcting” a 
child‘s genitalia to avoid stigma has been identified as 
enactment of stigma in a medical context,15,19,20 lacks 
robust evidence of psychosocial benefit,21 and may be a 
mechanism by which patients experience harm into 
adulthood.22,23 It is on this basis that early genital sur-
gery, which presumes that sex diversity is a problem in 
need of treatment, has been likened to sexual orientation 
change efforts.24 In other words, as has been detailed 

elsewhere,1,4,5 the medical community has treated 
“ambiguous genitalia” as a social emergency requiring 
urgent surgery, for which truly informed consent often 
has not been obtained,5 when the reality is that surgeries 
that serve merely to alter sex features are elective and 
medically safe to defer until the concerned individual 
can participate in the decision.1,4,5

We do not dispute that stigma associated with I/VSC 
is real and harmful.16,25-27 A goal of ethical intersex care 
should be to reduce the impact of stigma on a person’s 
life. However, the oft-cited rationale for recent care 
approaches of “avoid[ing] stigmatization related to 
atypical anatomy”28 is dangerous and insufficient when 
cisnormativity and heteronormativity are foregrounded 
in the analyses of beneficence and non-maleficence.15

Because cisnormative and heteronormative biases 
are part of the societal air we breathe, most clinicians 
and parents/guardians are influenced by these attitudes 
and are unaware of how they may impact clinical deci-
sion-making. Allaying stigma-related parental distress is 
a central goal of care.16,17 However, clinicians influence 
parents’ perceptions of stigma, including how parental 
views of children’s genitals,29,30 and understandings of 

Table 1.  Definitions of Relevant Terms.

Term Definition

Sex A label that describes the combination of primary sex traits (internal and external genitalia, genes/
chromosomes, and/or reproductive hormones) and secondary sex traits with which a person us born or 
which develop during puberty

Gender The sociocultural experience and/or expression of being male, female, both, neither, or another gender
Sexuality One’s preferences, feelings, and behaviors related to sexual relations, including to whom one is attracted 

(men, women, both, neither, or another gender—ie, sexual orientation)
Intersex/VSC VSC=Variation of sex characteristics; Any combination of external genitalia, internal genitalia, genes/

chromosomes, reproductive hormone production and responsiveness that does not align with the typical 
and binary biomedical characterizations of male or female sex

DSD Differences of sex development; we use intersex/VSC and DSD interchangeably, acknowledging that 
preferred terminology varies

Heteronormative Assumption that heterosexuality (i.e., opposite sex relations, as opposed to same sex relations) is normal 
and universal, and that sexuality is determined by differences between a male-sexed human and female-
sexed human and their gender roles (based on the American Psychology Association’s definition: https://
dictionary.apa.org/heteronormativity)

Transgender Having a gender identity that differs from assigned sex at birth—for example, a transgender female is a 
person who has a female gender identity and was assigned male at birth

Cisgender Having a gender identity that is the same as assigned sex at birth—for example, a cisgender female is an 
person who has a female gender identity and was assigned female at birth

Cisnormative Assumption that being cisgender is normal and universal, and that sex traits always align with gender 
identity and expression

Sexual and gender 
diversity

The breadth of combinations of sex characteristics with which people can be born, sexualities that people 
can experience, and gender identities with which people identify

Sexual and 
gender minority 
populations

People whose sexes, genders, and/or sexualities do not meet heteronormative and cisnormative 
assumptions, including, but not limited to, people who identify as intersex, lesbian, gay, bisexual, asexual, 
transgender, queer, non-binary

LGBTQ, LGBT Acronyms that, respectively, stand for lesbian, gay, bisexual, transgender, queer; and lesbian, gay, bisexual, 
transgender

https://dictionary.apa.org/heteronormativity
https://dictionary.apa.org/heteronormativity
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what constitutes abnormal, normal,31 and suffering.15,32 
Difficulty processing information in the setting of dis-
tress can exacerbate this dynamic,18,33 and some parents 
have reported agreeing to surgery upon feeling pressure 
from clinicians.4 This reveals how heavily the percep-
tion of a child’s best interest is influenced by the specter 
of stigma toward sex variation. In this way, the opportu-
nity to reduce the impact of stigma is missed and iatro-
genic stigma is introduced.

In summary, the early 21st-century treatment 
approach is built on an assumption that “accurate” sex 
assignment and surgery eradicate stigma and prevent 
suffering. Affirmation of sex diversity has been missing 
from the application of the principlist paradigm. Yet, 
major shifts in I/VSC care in the early 2000s,11,34 and 
increasing general acceptance of sex and gender diver-
sity,21 suggest that sex diversity need not be forever de 
facto stigmatized by clinicians.

Emerging Alternative Approach

Affirmation of sex diversity demands a radical reimagi-
nation of I/VSC medical care. Providers must examine 
and reduce the influences of heteronormativity, cisnor-
mativity, and medicalization on their upbringing recom-
mendations and surgical counseling. This aligns with the 
2020 position statement of the Pediatric Endocrine 
Society, which “advocates for advances in acceptance 
by the broader society of individuals with physical dif-
ferences and/or non-binary gender expression.”9

Creating an Open Future

To illustrate this alternative, let us revisit the hypothet-
ical infant with 46,XY PAIS and apply an affirming 
model, delineated in Table 3. The clinicians character-
ize genital difference as one aspect of the spectrum of 

human variations,35,36 explaining that all genitals 
vary37-39 and that genitals do not single-handedly define 
well-being or gender identity. Absent urgent physical 
health need, the clinicians observe that there is little 
advantage to altering the child’s genitals in early 
childhood.

The clinicians may encourage a non-binary—or at 
least flexible—social gender of upbringing in support of 
an open future.40 They emphasize the inability to predict 
the child’s eventual gender identity or sexuality. The par-
ents are encouraged to avoid assumptions that may turn 
out to be false, allowing the child to be free to explore 
gender, and eventually sexuality, on their own terms.

The clinicians do not ignore negative impacts of soci-
etal stigma. In fact, the clinical team acknowledges and 
validates the potentially distressing uncertainties of rais-
ing a child with genital difference.18 Rather than offering 
a surgical solution to a psychosocial problem, the clini-
cians facilitate professional and peer psychosocial sup-
port and emphasize prioritizing the child’s well-being 
over societal expectations. The clinicians draw from 
queer and disability ethics-informed practices that 
affirm differences rather than erase or “fix” them.41,42 
Clinicians use evidence from sexual and gender minor-
ity populations that stigma-related problems are miti-
gated by social acceptance and support21 to frame 
affirming psychosocial support as a tool to promote 
well-being. Indeed, condition openness and peer support 
have been shown to improve well-being19,43 and further 
normalize sex and gender diversity.2,44-46 Peer support 
includes connecting patient and families with commu-
nity groups (eg, interACT, InterConnect, and Beautiful 
Your MRKH Foundation) which parents and patients 
report as being uniquely beneficial.2,23

As the child grows, their clinicians orient interven-
tions toward affirming bodily diversity and promoting 
autonomy in a way that is conscious of—but not driven 
by—societal stigma. They educate the child about their 
anatomy on the spectrum of genital diversity seen among 
all people.37-39 Psychosocial interventions expose the 
child to language, relationships, and role models that 
affirm difference and empower the child to navigate 
social stigma. Adolescent anxiety about sexual experi-
ences is buffered by having grown up in an environment 
of positivity around body, sexual, and gender diversity, 
and is explicitly normalized by teaching that all people 
have apprehensions about sex.47 Anxieties about infertil-
ity could also be addressed in adolescence to build future 
resilience.46 Perhaps, our adolescent even feels prepared 
to decide about interventions that are in the service of 
their own gender, sexual, and fertility goals, rather than 
in response to what they think is “normal.”

Table 2.  Cisnormative, Heteronormative, and Medicalized 
Assumptions Embedded in the Traditional Model of I/DSD 
Care.

Sex variation is abnormal
Genitals always align with gender identity
Gender is binary, fixed, and predictable
Penovaginal intercourse is necessary and other forms of sex 

are unimportant
Children with sex, gender, and sexuality variation will be 

ostracized and distressed
Normative genitals will protect children from social stigma
Parental distress about their child must be treated with 

intervention on their child
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Shifting to a New Intersex/Variations of Sex 
Characteristics Clinical Care Paradigm

This hypothetical scenario illustrates how affirmation of 
sex diversity can actively reject reproduction of stigma. 
Within this model, decisions on sex and gender identity, 
and surgery are driven by the individual with I/VSC, 
rather than proxy decision-makers, which more fully 
respects the future autonomy of pediatric individuals 
with I/VSC and counters stigma.

Counterarguments and Anticipated 
Challenges

Critics might rightly point out the lack of research sup-
porting this approach. Perhaps as an artifact of stigma, I/
VSC care has primarily focused on early surgeries, 
although there is emerging work on implementation and 
outcomes of other approaches.21,48,49 We acknowledge 
this limitation, and suggest that absence of evidence is 
not evidence of absence of benefit.

Raising a child without a binary gender may be 
admittedly challenging in a society defined by binary 
gender roles and language.50 However, many cultures 
have seen increasing acceptance of non-binary genders 
over time.51,52,53 In the United States, large segments of 
the population have generally become more accepting 
of steering children toward activities stereotypically not 

associated with their gender,53 of LGBT (lesbian, gay, 
bisexual, transgender) individuals,21 and of non-binary 
gender identities,54 and there are rising levels of youth 
openly identifying as trans and non-binary.21 In addi-
tion, the US federal government allows passports to 
carry an unspecified gender marker,55 and many have 
argued for alternatives sex designations for state-level 
vital statistics.56-58

Perhaps, the greatest challenge to this approach is 
stigma-related clinical knowledge and skills deficits. 
Most clinicians were taught to think of sex as binary, 
lack practice in communicating positively about 
bodily, sex, and gender differences, and learn little—if 
at all—about sex variation.18,59-61 Medical education 
trains clinicians to prioritize patient deficits relative to 
an ideal of healthy and “normal.” In I/VSC care, this 
manifests as training in sex disorders, rather than sex 
variation, in which a perspective of pathological dif-
ferences is reinforced by heteronormative and cisnor-
mative biases.2 However, unlearning societal norms 
and stigma can be done. Recent work in I/VSC care 
has explored surgical delay and non-binary gender/sex 
recommendations,48,49 aligning with medical trends 
toward affirmation of LGBTQ+ (lesbian, gay, bisexual, 
transgender, queer) experiences,41 as well as rejection of 
race-based medicine.62

To counter these challenges, advocates and clinicians 
must work together to support necessary shifts in 

Table 3.  Comparison of the Traditional and Affirming Models.

Traditional model Affirming model Example language

Sex variation is abnormal Sex variation is natural, part of 
human diversity

“Like height, hair texture, or skin color, sex is a 
spectrum in biology”

Genitals always align with 
gender identity

Genitals do not single-handedly 
define well-being or gender 
identity

“There is wide variation and diversity in genital 
appearances”

“Genitalia are just one part of how we 
understand our gender identity”

Gender is binary, fixed, and 
predictable

Gender can be non-binary, 
flexible, and exploratory

“We can’t know for sure how your child will 
feel as an adult; being flexible now will give 
them the most options later”

Penovaginal intercourse is 
necessary and other forms 
of sex are unimportant

A wide range of sexual activity 
is pleasurable and normal

“All people can feel nervous about having sex, 
and there are lots of ways to experience 
pleasure with and feel close to a partner”

Children with sex, gender, 
and sexuality variation will 
be ostracized and distressed

Children can be prepared and 
supported in their variation

“Talking to professionals or other families can 
help you support your child”

Normative genitals will 
protect children from social 
stigma

Support, affirmation, and 
openness can mitigate the 
harms of social stigma

“Having a supportive family and being open 
with your child about their condition will help 
your child”

Parental distress about their 
child must be treated with 
intervention on their child

Parental distress can be 
validated and coped with 
through psychosocial support

“These situations and the uncertainty 
associated with them can create distress for a 
lot of people; professionals and other families 
can help you cope with those feelings”
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mindset and culture toward humility and acceptance of 
the unknown.2,15,23 Clinicians can access extant resources 
developed by intersex activists to assist in this work.63-65 
Clinicians can take advantage of published narratives by 
individuals who have overcome stigma and shame66,67 
and support efforts to expand the evidence base. Close 
collaboration between clinicians and individuals with I/
VSC can uncover and challenge false assumptions, work 
that may also benefit any patient who has anxieties 
about their body.68 For example, clinicians can chal-
lenge parental assumption that clitoromegaly is undesir-
able and makes one “less female” by affirming that 
genital variation is natural and that individuals who 
identify as female have a diversity of genitalia, while 
patient narratives can illustrate positive experiences 
with clitoromegaly.3

Clinicians may question the ability of this approach 
to work cross-culturally, especially within communities 
that have more rigid constructions of or taboos around 
sex, gender, and sexuality. Clinicians may even wonder 
whether this approach is cultural imperialism. We 
observe that the wish to protect a child from harm is 
universal, and that culturally responsive strategies can 
help clinicians elicit a family’s concerns and develop a 
solution that suits the family’s culture. For example, a 
devoutly religious family may find reassurance in a nar-
rative that their child’s body was created by God and is 
sacred.2,69 For families from cultures with rigid gender 
binaries, a binary, yet flexible gender of upbringing may 
be an adaptive solution.

Conclusion

To achieve the goals of promoting well-being and 
reducing the impact of stigma on health in I/VSC care, 
clinicians must embrace the complexity of sex diver-
sity, even despite ones’ stigmatizing cultural and medi-
cal training. A model of care that affirms sex diversity 
and dismantles stigma is slowly emerging, but faces 
barriers. This model necessitates actively rejecting (1) 
dominant narratives that restrict the human body to sex 
binaries and (2) cisgender and heterosexual views of 
human identities and desires. In the clinic, this can be 
achieved by normalizing bodily, sexual, and gender 
diversity and avoiding assumptions. This approach 
respects the future autonomy of pediatric individuals 
with I/VSC and resists reproduction of internalized 
stigma and shame.

Acknowledgments

The authors acknowledge the significant input from Lance 
Walhert in the early stages of conceptualizing and drafting this 
manuscript and thank him for his guidance and insights.

Author Contributions

CK conceptualized the piece with significant input from KBD. 
CK drafted the initial manuscript which was heavily revised 
by KBD. CK and KBD reviewed and revised the manuscript to 
achieve its final form.

Data Availability

Data availability is not applicable to this article as no data sets 
were generated or analyzed.

Declaration of Conflicting Interests

The author(s) declared no potential conflicts of interest with 
respect to the research, authorship, and/or publication of this 
article.

Funding

The author(s) disclosed receipt of the following financial sup-
port for the research, authorship, and/or publication of this 
article: CK was supported by the NIH grant T32 DK063688 
from the National Institute of Diabetes and Digestive and 
Kidney Diseases while working on this manuscript. The NIH 
had no role in the (1) design, (2) the collection, analysis, and 
interpretation of data, (3) the writing of the report, and (4) the 
decision to submit the paper for publication.

ORCID iD

Camilia Kamoun  https://orcid.org/0000-0003-1794-9514

References

	 1.	 Reis E. Bodies in Doubt: An American History of Intersex. 
Baltimore, MD: JHU Press; 2021.

	 2.	 Horowitz K, Zayhowski K, Palmour N, Haghighat D, Joly 
Y. Navigating the disclosure landscape: parents’ perspec-
tives on healthcare professionals’ role in supporting inter-
sex children and families [published online ahead of print 
September 9, 2024]. J Genet Couns. doi:10.1002/jgc4.1962

	 3.	 Dreger AD. Intersex in the Age of Ethics. Hagerstown, 
MD: University Publishing Group; 1999.

	 4.	 Karkazis K. Fixing Sex. Durham, NC: Duke University 
Press; 2008.

	 5.	 Hart B, Shakespeare-Finch J. Intersex lived experience: 
trauma and posttraumatic growth in narratives. Psychol Sex. 
2021;13(2):1-19. doi:10.1080/19419899.2021.1938189.

	 6.	 Rosenwohl-Mack A, Tamar-Mattis S, Baratz AB, et al. A 
national study on the physical and mental health of inter-
sex adults in the U.S. PLoS ONE. 2020;15(10):e0240088. 
doi:10.1371/journal.pone.0240088.

	 7.	 Köhler B, Kleinemeier E, Lux A, et al. Satisfaction with 
genital surgery and sexual life of adults with XY disorders 
of sex development: results from the German clinical eval-
uation study. J Clin Endocrinol Metab. 2012;97(2):577-
588. doi:10.1210/jc.2011-1441.

	 8.	 Nock MK, Borges G, Bromet EJ, et  al. Cross-national 
prevalence and risk factors for suicidal ideation, plans and 
attempts. Br J Psychiatry. 2008;192(2):98-105.

https://orcid.org/0000-0003-1794-9514


758	 Clinical Pediatrics 64(6)

	 9.	 Pediatric Endocrine Society. Position statement on geni-
tal surgery in individuals with differences of sex devel-
opment (DSD)/intersex traits. Published 2020. Accessed 
October 20, 2020. https://pedsendo.org/wp-content/
uploads/2020/10/44-DSD-paperPosition-Statement-
DSD-SIG.pdf

	10.	 Weidler EM, Grimsby G, Garvey EM, et al. Evolving indica-
tions for surgical intervention in patients with differences/
disorders of sex development: Implications of deferred 
reconstruction. Semin Pediatr Surg. 2020;29(3):150929. 
doi:10.1016/j.sempedsurg.2020.150929.

	11.	 Lee PA, Houk CP, Ahmed SF, Hughes IA. Consensus state-
ment on management of intersex disorders. International 
Consensus Conference on Intersex. Pediatrics. 2006; 
118(2):e488-500. doi:10.1542/peds.2006-0738.

	12.	 Beauchamp TL, Childress JF. Principles of biomedi-
cal ethics: marking its fortieth anniversary. Am J Bioeth. 
2019;19(11):9-12.

	13.	 American Medical Association. American medical asso-
ciation council on ethical and judicial affairs. CEJA report 
3-I-18, amendment to E-2.2.1, pediatric decision making. 
Accessed November 6, 2024. https://www.ama-assn.org/
system/files/2019-12/i18-ceja-report-3.pdf

	14.	 Dalke KB, Baratz AB. The microethics of informed con-
sent for early feminizing surgery in congenital adrenal 
hyperplasia. J Pediatr Ethics. 2021;1(4):150-161.

	15.	 Davis G. Contesting Intersex: The Dubious Diagnosis. 
New York, NY: NYU Press; 2015.

	16.	 Rolston AM, Gardner M, Vilain E, Sandberg DE. Parental 
reports of stigma associated with child’s disorder of 
sex development. Int J Endocrin. 2015;2015:980121. 
doi:10.1155/2015/980121.

	17.	 Roberts CM, Sharkey CM, Bakula DM, et  al. Illness 
uncertainty longitudinally predicts distress among 
caregivers of children born with DSD. J Pediatr 
Psychol. 2020;45(9):1053-1062. doi:10.1093/jpepsy/
jsaa069.

	18.	 Tamar-Mattis A, Baratz A, Baratz Dalke K, Karkazis K. 
Emotionally and cognitively informed consent for clini-
cal care for differences of sex development. Psychol Sex. 
2014;5(1):44-55.

	19.	 Schweizer K, Brunner F, Gedrose B, Handford C, Richter-
Appelt H. Coping with diverse sex development: treatment 
experiences and psychosocial support during childhood 
and adolescence and adult well-being. J Pediatr Psychol. 
2017;42(5):504-519. doi:10.1093/jpepsy/jsw058.

	20.	 Tamar-Mattis A. Exceptions to the rule: curing the law’s 
failure to protect intersex infants. Berkeley J Gender L & 
Just. 2006;21:59.

	21.	 National Academies of Sciences Engineering and 
Medicine. Understanding the Well-Being of LGBTQI+ 
Populations. Washington, DC: The National Academies 
Press; 2020.

	22.	 Wang JC, Dalke KB, Nachnani R, Baratz AB, Flatt JD. 
Medical mistrust mediates the relationship between non-
consensual intersex surgery and healthcare avoidance 
among intersex adults. Ann Behav Med. 2023;57(12):1024-
1031. doi:10.1093/abm/kaad047.

	23.	 Haghighat D, Berro T, Torrey Sosa L, Horowitz K, 
Brown-King B, Zayhowski K. Intersex people’s per-
spectives on affirming healthcare practices: a qualitative 
study. Soc Sci Med. 2023;329:116047. doi:10.1016/j.soc-
scimed.2023.116047.

	24.	 On Intersex Awareness Day. U.S. Department of State. 
Published 2023. Accessed November 6, 2024. https://
www.state.gov/on-intersex-awareness-day-2/

	25.	 Meyer-Bahlburg HF, Reyes-Portillo JA, Khuri J, Ehrhardt 
AA, New MI. Syndrome-related stigma in the general 
social environment as reported by women with clas-
sical congenital adrenal hyperplasia. Arch Sex Behav. 
2017;46(2):341-351. doi:10.1007/s10508-016-0862-8.

	26.	 Meyer-Bahlburg HFL, Khuri J, Reyes-Portillo J, Ehrhardt 
AA, New MI. Stigma associated with classical congeni-
tal adrenal hyperplasia in women’s sexual lives. Arch Sex 
Behav. 2018;47(4):943-951. doi:10.1007/s10508-017-
1003-8.

	27.	 Meyer-Bahlburg HFL, Khuri J, Reyes-Portillo J, New 
MI. Stigma in medical settings as reported retrospectively 
by women with congenital Adrenal hyperplasia (CAH) 
for their childhood and adolescence. J Pediatr Psychol. 
2017;42(5):496-503. doi:10.1093/jpepsy/jsw034.

	28.	 Mouriquand PD, Gorduza DB, Gay CL, et al. Surgery in 
disorders of sex development (DSD) with a gender issue: 
if (why), when, and how? J Pediatr Urol. 2016;12(3):139-
149. doi:10.1016/j.jpurol.2016.04.001.

	29.	 Nokoff NJ, Palmer B, Mullins AJ, et  al. Prospective 
assessment of cosmesis before and after genital surgery. 
J Pediatr Urol. 2017;13(1):28.e1-28.e6. doi:10.1016/j.
jpurol.2016.08.017.

	30.	 Streuli JC, Vayena E, Cavicchia-Balmer Y, Huber 
J. Shaping parents: impact of contrasting profes-
sional counseling on parents’ decision making for chil-
dren with disorders of sex development. J Sex Med. 
2013;10(8):1953-1960. doi:10.1111/jsm.12214.

	31.	 Catita M, Águas A, Morgado P. Normality in medi-
cine: a critical review. Philos Ethics Humanit Med. 
2020;15(1):1-6.

	32.	 Shakespeare T. Disability, normality, and difference. In: 
Cockburn J, Pawson ME, eds. Psychological Challenges 
in Obstetrics and Gynecology: The Clinical Management. 
London, UK: Springer; 2007:51-59.

	33.	 Wisniewski AB. Psychosocial implications of dis-
orders of sex development treatment for parents. 
Curr Opin Urol. 2017;27(1):11-13. doi:10.1097/
MOU.0000000000000344.

	34.	 Meyer-Bahlburg HF, Baratz Dalke K, Berenbaum SA, 
Cohen-Kettenis PT, Hines M, Schober JM. Gender 
assignment, reassignment and outcome in disorders of 
sex development: update of the 2005 consensus con-
ference. Horm Res Paediatr. 2016;85(2):112-118. 
doi:10.1159/000442386.

	35.	 Blackless M, Charuvastra A, Derryck A, Fausto-
Sterling A, Lauzanne K, Lee E. How sexually dimor-
phic are we? Review and synthesis. Am J Hum 
Biol. 2000;12(2):151-166. doi:10.1002/(SICI)1520-
6300(200003/04)12:2<151::AID-AJHB1>3.0.CO;2-F.

https://pedsendo.org/wp-content/uploads/2020/10/44-DSD-paperPosition-Statement-DSD-SIG.pdf
https://pedsendo.org/wp-content/uploads/2020/10/44-DSD-paperPosition-Statement-DSD-SIG.pdf
https://pedsendo.org/wp-content/uploads/2020/10/44-DSD-paperPosition-Statement-DSD-SIG.pdf
https://www.ama-assn.org/system/files/2019-12/i18-ceja-report-3.pdf
https://www.ama-assn.org/system/files/2019-12/i18-ceja-report-3.pdf
https://www.state.gov/on-intersex-awareness-day-2/
https://www.state.gov/on-intersex-awareness-day-2/


Kamoun and Dalke	 759

	36.	 Joel D. Beyond the binary: rethinking sex and the brain. 
Neurosci Biobehav Rev. 2021;122:165-175. doi:10.1016/j.
neubiorev.2020.11.018.

	37.	 Kreklau A, Vâz I, Oehme F, et  al. Measurements 
of a ‘normal vulva‘ in women aged 15-84: a cross-
sectional prospective single-centre study. BJOG. 
2018;125(13):1656-1661. doi:10.1111/1471-0528.15387.

	38.	 The Labia Library. Women’s Health Victoria. Accessed 
May 3, 2022. http://www.labialibrary.org.au

	39.	 King BM. Average-size erect penis: fiction, fact, and the 
need for counseling. J Sex Marital Ther. 2021;47(1):80-
89. doi:10.1080/0092623X.2020.1787279.

	40.	 Kon AA. Ethical issues in decision-making for infants 
with disorders of sex development. Horm Metab Res. 
2015;47(5):340-343. doi:10.1055/s-0035-1547269.

	41.	 Wahlert L, Fiester A. Repaving the road of good inten-
tions: LGBT health care and the queer bioethical 
lens. Hastings Cent Rep. 2014;44(suppl 4):S56-65. 
doi:10.1002/hast.373.

	42.	 Guidry-Grimes L. Disability bioethics and the commit-
ment to equality. Theor Med Bioeth. 2022;43(4):209-220. 
doi:10.1007/s11017-022-09575-2.

	43.	 Van De Grift TC. Condition openness is associated 
with better mental health in individuals with an inter-
sex/differences of sex development condition: struc-
tural equation modeling of European multicenter data. 
Psychol Med. 2021;53(6):2229-2240. doi:10.1017/s0033 
291721004001.

	44.	 Lossie A, Green J. Building trust: the history and ongo-
ing relationships amongst DSD clinicians, research-
ers, and patient advocacy groups. Horm Metab Res. 
2015;47(5):344-350.

	45.	 Baratz AB, Sharp MK, Sandberg DE. Disorders of sex 
development peer support. Endocr Dev. 2014;27:99-112. 
doi:10.1159/000363634.

	46.	 Van de Grift T, Dalke K, Yuodsnukis B, Davies A, 
Papadakis J, Chen D. Minority stress and resilience expe-
riences in adolescents and young adults with intersex vari-
ations/differences of sex development[published online 
ahead of print February 2024.]. Psychol Sex Orientat 
Gend Divers. doi:10.1037/sgd0000690

	47.	 Nagoski E. Come as You Are: The Surprising New Science 
That Will Transform Your Sex Life. 2nd ed. New York, 
NY: Simon and Schuster; 2021.

	48.	 Bougnères P, Bouvattier C, Cartigny M, Michala L. 
Deferring surgical treatment of ambiguous genitalia into 
adolescence in girls with 21-hydroxylase deficiency: a fea-
sibility study. Int J Pediatr Endocrinol. 2017;2017(1):1-3. 
doi:10.1186/s13633-016-0040-8.

	49.	 Lee P, Gardner M, Mauger D, et al. Pediatric endocrinolo-
gist care recommendations in 46, XX classic congenital 
adrenal hyperplasia (CAH): changes over time. Paper 
Presented at the Pediatric Endocrine Society 2022 Virtual 
Annual Meeting; May 1, 2022; Online.

	50.	 Stahlberg D, Braun F, Irmen L, Sczesny S. Representation 
of the sexes in language. Soc Commun. 2007:163-187.

	51.	 Gustafsson Sendén M, Bäck EA, Lindqvist A. Introducing 
a gender-neutral pronoun in a natural gender language: 

the influence of time on attitudes and behavior. Front 
Psychol. 2015;6:893. doi:10.3389/fpsyg.2015.00893.

	52.	 Krege S, Eckoldt F, Richter-Unruh A, et  al. Variations 
of sex development: the first German interdisciplinary 
consensus paper. J Pediatr Urol. 2019;15(2):114-123. 
doi:10.1016/j.jpurol.2018.10.008.

	53.	 Horowitz JM. Most Americans see value in steering 
children toward toys, activities associated with opposite 
gender. Pew Research Center. Accessed April 28, 2022. 
https://www.pewresearch.org/fact-tank/2017/12/19/most-
americans-see-value-in-steering-children-toward-toys-
activities-associated-with-opposite-gender/

	54.	 Graf N. About four-in-ten U.S. adults say forms should 
offer more than two gender options. Pew Research Center. 
Accessed April 28, 2022. https://www.pewresearch.org/
fact-tank/2019/12/18/gender-options-on-forms-or-online-
profiles/

	55.	 Selecting your Gender Marker. Travel.State.Gov. Updated 
April 19, 2024. Accessed July 4, 2024. https://travel.state.
gov/content/travel/en/passports/need-passport/selecting-
your-gender-marker.html

	56.	 Shteyler VM, Clarke JA, Adashi EY. Failed assignments-
rethinking sex designations on birth certificates. N Engl J 
Med. 2020;383(25):2399-2401.

	57.	 American Medical Association. Removing the sex 
designation from the public portion of the birth cer-
tificate (resolution 5-I-19). Updated June 15, 2021. 
Accessed November 6, 2024. https://www.ama-assn.
org/system/files/2021-05/j21-handbook-addendum-
ref-cmte-d.pdf

	58.	 Viau-Colindres J, Axelrad M, Karaviti LP; Texas 
Children‘s Hospital Gender Medicine Clinic. Bringing back 
the term “intersex.” Pediatrics. 2017;140(5):e20170505. 
doi:10.1542/peds.2017-0505.

	59.	 Callens N, Kreukels BPC, van de Grift TC. Young voices: 
sexual health and transition care needs in adolescents with 
intersex/differences of sex development-a pilot study. 
J Pediatr Adolesc Gynecol. 2021;34(2):176.e2-189. 
doi:10.1016/j.jpag.2020.11.001.

	60.	 Rutter MM, Britt AK, Schafer-Kalkhoff T, et  al. 
Optimizing delivery of care for patients with differences 
of sex development (DSD): perspectives of patients, par-
ents, providers and other professionals. Paper Presented 
at the Pediatric Endocrine Society 2022 Virtual Annual 
Meeting; May 1, 2022; Online.

	61.	 Grimstad F, Kremen J, Streed CG, Jr, Dalke KB. The 
health care of adults with differences in sex development 
or intersex traits is changing: time to prepare clinicians 
and health systems. LGBT Health. 2021;8(7):439-443. 
doi:10.1089/lgbt.2021.0018.

	62.	 Wright JL, Davis WS, Joseph MM, et  al. Eliminating 
race-based medicine. Pediatrics. 2022;150(1):1-10. 
doi:10.1542/peds.2022-057998.

	63.	 Intersex brochures and guides. Interact Advocates. 
Accessed October 3, 2024. https://interactadvocates.org/
resources/intersex-brochures/

	64.	 Resources on intersex and genital development for medi-
cal curricula. Intersex Justice Project. Accessed October 

http://www.labialibrary.org.au
https://www.pewresearch.org/fact-tank/2017/12/19/most-americans-see-value-in-steering-children-toward-toys-activities-associated-with-opposite-gender/
https://www.pewresearch.org/fact-tank/2017/12/19/most-americans-see-value-in-steering-children-toward-toys-activities-associated-with-opposite-gender/
https://www.pewresearch.org/fact-tank/2017/12/19/most-americans-see-value-in-steering-children-toward-toys-activities-associated-with-opposite-gender/
https://www.pewresearch.org/fact-tank/2019/12/18/gender-options-on-forms-or-online-profiles/
https://www.pewresearch.org/fact-tank/2019/12/18/gender-options-on-forms-or-online-profiles/
https://www.pewresearch.org/fact-tank/2019/12/18/gender-options-on-forms-or-online-profiles/
https://travel.state.gov/content/travel/en/passports/need-passport/selecting-your-gender-marker.html
https://travel.state.gov/content/travel/en/passports/need-passport/selecting-your-gender-marker.html
https://travel.state.gov/content/travel/en/passports/need-passport/selecting-your-gender-marker.html
https://www.ama-assn.org/system/files/2021-05/j21-handbook-addendum-ref-cmte-d.pdf
https://www.ama-assn.org/system/files/2021-05/j21-handbook-addendum-ref-cmte-d.pdf
https://www.ama-assn.org/system/files/2021-05/j21-handbook-addendum-ref-cmte-d.pdf
https://interactadvocates.org/resources/intersex-brochures/
https://interactadvocates.org/resources/intersex-brochures/


760	 Clinical Pediatrics 64(6)

4, 2024. https://www.intersexjusticeproject.org/intersex-
for-medical-students.html

	65.	 Learning resources intersex health. LGBTQIA+ Health 
Education Center. Accessed October 9, 2024. https://www.
lgbtqiahealtheducation.org/resources/in/intersex-health/

	66.	 Zieselman K. XOXY. London, UK: Jessica Kingsley 
Publishers; 2020.

	67.	 Viloria H. Born Both: An Intersex Life. New York, NY: 
Hachette Books; 2017.

	68.	 Brochmann N, Dahl ES. The Wonder Down Under: A 
User’s Guide to the Vagina. Manchester, UK: Yellow 
Kite; 2018.

	69.	 Ness PV, DeFranza M. Stories of Intersex and Faith. 
Boston, MA: Center for Mind and Culture; 2019.

https://www.intersexjusticeproject.org/intersex-for-medical-students.html
https://www.intersexjusticeproject.org/intersex-for-medical-students.html
https://www.lgbtqiahealtheducation.org/resources/in/intersex-health/
https://www.lgbtqiahealtheducation.org/resources/in/intersex-health/

