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Summary

Introduction.—Utilizing a qualitative phenomenological design, the Defining Successful
Outcomes and Trade-offs study examined stakeholder perspectives regarding optimal healthcare
delivery and outcomes for individuals with a difference/disorder of sex development (DSD).

Objective.—We describe study methods and provide an overview of themes and subthemes.
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Study design.—Interviews were conducted with individuals with a DSD (n=24), parents of
those with a DSD (n=19), healthcare providers (n=37), and others (n=30). Primary questions
regarding clinical management of patients with DSD were: “What is a successful outcome?” and
“How do you achieve it?”

Results.—Themes included: understanding of DSD diagnosis and self-efficacy in management is
necessary but complex; patient and family psychological well-being; support from others versus
being stigmatized; affected person experiences physical health and accepts the implications of
their condition; complexities in DSD decision making, roles and expectations; and knowledgeable
providers and multidisciplinary teams are essential, notwithstanding persisting barriers (See
Summary Figure). Participants recognized competing values potentially forcing trade-offs in
decision making.

Discussion.—Recognition of diverse and sometimes conflicting perspectives regarding optimal
pathways of care and outcomes — both within and among those with DSD and their providers —
promises to enhance shared decision making.

Conclusion.—Diverse perspectives and perceptions of trade-offs associated with DSD
healthcare emphasize the need to tailor care for patients and families.

Keywords

disorders of sex development; differences of sex development; intersex; healthcare; outcomes;
shared decision making

Introduction

A central feature of patient/family-centered care involves engagement in decision making
[1]. Shared decision making (SDM) in pediatrics is a collaborative process encouraging
patients, parents/caregivers, and providers to make healthcare decisions by taking patient
and family values and preferences into account alongside available evidence. In differences/
disorders of sex development (DSD)l, competing values may complicate decisions; e.g.,
parents of infants may emphasize experienced or anticipated stigma associated with atypical
genital appearance, while affected adults may prioritize genital sensitivity and sexual
function [2-6]. Further, decisions are frequently associated with trade-offs where projected
positive outcomes in one domain are associated with potential negative outcomes in another;
e.g., decisions to perform genital surgery in infancy may address worries about outsiders
recognizing the child’s physical differences, while potentially threatening adulthood genital
sensitivity [7, 8].

Adding to complexities of decision making in DSD, clinical opinion regarding what
constitutes optimal care is in a state of flux. Differing perspectives exist within and
between healthcare providers, advocacy groups, and patient communities. Controversies
are documented in medical literature [9-11], by activist groups [12, 13], human rights

1The Consensus Statement on Management of Intersex Disorders [20] coined the term disorders of sex development, which some
perceive as stigmatizing. Others prefer differences of sex development, intersex, or their medical diagnosis. We utilize the acronym
DSD to maintain person-first language.
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organizations [14, 15], and courts of law [16, 17]. The medical literature on DSD generally
reflects single-specialty foci (e.g., urology, gynecology, endocrinology, psychology,
bioethics) or patient lived-experience perspectives, each outlining different pathways to
better outcomes. Systematic evaluation of differing valuations regarding processes and
outcomes in DSD care is lacking.

The Defining Successful Outcomes and Trade-offs (DSOT) study seeks to identify unique
and overlapping perspectives of key stakeholder groups regarding the differential valuation
of clinical practices and outcomes in DSD. The study comprises three phases: (1) identifying
what constitutes successful clinical management practices and outcomes through in-depth,
semi-structured interviews with members of diverse stakeholder groups; (2) ascertaining
trade-offs that stakeholders make (e.g., between genital appearance and sexual function)
using quantitative best-worst scaling methods [18]; and (3) designing provider educational
content, informed by Phases 1 and 2, that clarify and integrate medical evidence with values
and preferences to facilitate SDM. This initial report aims to describe Phase 1 methods and
provide an overview of how stakeholders draw from their experiences to describe optimal
DSD healthcare delivery and desired short- and long-term outcomes.

Material and methods

Participants

Purposeful sampling to maximize variation in respondent values, preferences, and priorities
was employed to recruit stakeholders from multiple communities: adolescents and adults
with a DSD, parents of individuals with a DSD, DSD healthcare specialists, and other
stakeholders. Whenever possible, stratified random sampling was used within groups

to maximize perspective representation. Patient and parent participants were categorized
and selected by patient age, diagnosis, gender, race, ethnicity, and region of residence.
Healthcare providers were stratified by specialty, gender, and region of practice. Other
stakeholder representatives were stratified by group. Given cross-national differences in

the organization of healthcare systems, recruitment was limited to North America. Each
recruitment site obtained institutional review board approval. Participants were offered a $20
honorarium.

Adolescents and adults (15-40 years) with DSD and parents with a DSD-affected child
(newborn to 25 years), were recruited through three U.S. pediatric medical centers or
through patient support and advocacy organizations (SAO), assisted by Accord Alliance,

a non-profit convener of stakeholders in DSD care [19]. Participants with a diagnosis
categorized as sex chromosome DSD, 46,XY DSD or 46,XX DSD were eligible. Individuals
with Klinefelter or Turner syndromes were eligible only in the case of accompanying
urogenital atypicality.

Healthcare providers represented “pediatric specialties ideally involved in the care of
those with DSD (endocrinology, genetics, gynecology, neonatology, psychology, surgery
and urology) and others (nursing, primary care and adolescent medicine, child life)”

[20]. Participants were identified by reviewing professional organization roster, identifying
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lead authors of DSD-related publications, reviewing webpages of leading medical centers
offering DSD services, and through a peer nomination/snowball sampling technique [21].

Other stakeholder groups included non-physician DSD clinical researchers, healthcare
administrators, lawyers, medical ethicists, SAO leaders, and social scientists. Eligibility was
restricted to those with active involvement in scholarship, advocacy, or other professional
DSD-related work. Other stakeholders were identified by reviewing DSD publication
authors, by reaching out to SAQO leadership, through membership or participation on DSD-
related committees, groups, or boards, and through peer nomination/snowball sampling.
Clergy involved in hospital-based chaplaincy/pastoral care were added following review of
initial interviews.

Adopting a qualitative phenomenological study design [22], an interviewer/moderator led
individual or small-group interviews. Interviews were held by phone or conducted in-
person, audio-recorded, and limited to roughly one-hour. Group interviews were limited

to individuals from the same stakeholder group. Study investigators and consultants

created a semi-structured interview guide. Participants were asked to draw upon their
experiences to define successful outcomes for those with DSD through various life

stages, and to outline steps needed to achieve those outcomes (see Appendix A for
interview). In addition to soliciting opinion on the two main open-ended questions (i.e.,
“What is a successful outcome?” and “How do we achieve it?” [labelled “outcome” and
“process,” respectively, in Results and Discussion]), interviewers introduced specific topics
identified in the research literature or by earlier participants. Participants completed surveys
regarding sociodemographic characteristics. Interviewer training involved selected readings
and completing practice interviews. To ensure adequate capture of emergent themes,

audio recordings were reviewed on an ongoing basis to refine existing questions, add

new ones, and remove those not generating new information. Recruitment of stakeholder
group representatives continued until reaching thematic saturation — provided two to three
representatives per group had participated.

Data Management and Analysis—Interviews were transcribed, de-identified, and
coded to: identify common and divergent themes among participants; ascertain instances in
which mutually exclusive goals or strategies were sought or recommended by participants;
and inform curricula development. The research team developed an inductive codebook
[23] to identify emergent themes based on study aims, the interviewer/moderator guide,

and preliminary transcript readings. A member of the research team not involved in
codebook creation validated the initial codebook. The codebook was iteratively modified
based on ongoing coding. Overarching codes (themes) were defined and differentiated into
subthemes reflecting more discrete topics. Through these data-reduction steps, descriptions
of experiences living with, managing, or supporting those with DSD were developed.
Transcripts were coded by two co-authors (KSJ and AB) at the paragraph level using NVivo
12 [24]. Inter-rater reliability (92% agreement) was established by double-coding 25% of
transcripts beginning at the start of coding and intermittently thereafter. Disagreements were
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resolved through discussion. Quotes were included if they: 1) provided a theme/subtheme
summary; or 2) highlighted a barrier, trade-off, or inconsistency.

Participants (N=110) included individuals with DSD (n=24, mean age 22 years), parents

of individuals with DSD (n=19; mean age 38 years), DSD healthcare specialty providers
(n=37; mean age 46 years), and others (n=30; mean age 50 years; Tables 1 and 2).

Most identified as women (71%), Caucasian (83%), non-Hispanic (92%), and heterosexual/
straight (86%). A range of DSD conditions was represented (Table 2).

Processes and Outcomes

Themes

Despite efforts to have participants distinguish “processes” and “outcomes” through
interview prompts, coding revealed consistent overlap between these aspects. Accordingly,
themes should be viewed as elements of successful outcomes. Seven major themes were
identified (Table 3). Subthemes are italicized and bolded.

Understanding diagnosis and self-efficacy in management are necessary but
complex—Although all stakeholder groups stressed the necessity of having knowledge and
understanding of one’s condition, it was not always clear when, how, or what information
to share. Although some individuals with a DSD reported a good understanding of their
condition, others experienced knowledge gaps. Understanding one’s condition resulted in
self-efficacy for living with a DSD. With intentions of promoting openness with their child,
some parents emphasized candidness: “With our girls, we never lied to them. We have
always been upfront and honest.” Withholding information, typically with the intention of
shielding children from “harm,” was noted by others.

For some, receiving a definitive genetic diagnosis contributed to feeling more informed
about the condition; knowing the underlying genetic cause was necessary for peace of mind
and informing future decision making: “/ just wanted to know what [was] going on with
me instead of people just telling me what they think. 1 like to actually know instead of

Just assume” (adult with DSD). Others who had received a genetic diagnosis believed the
implications of the condition were more relevant, obviating the need to identify a specific
etiology.

Patient and family psychological well-being—Stakeholders agreed that quality of
life or general well-being of individuals with DSD was a feature of successful outcomes.
Additionally, it was repeatedly emphasized that those with a DSD felt “normal,” despite
having a medical condition. Similarly, parental satisfaction and well-being were frequently
mentioned. Stakeholders consistently indicated parents should be supported, especially early
in the young child’s diagnostic process: “Early on, the most important outcome to me is that
the family is aware of and comfortable with the diagnosis” (geneticist). Some parents noted
they would have appreciated more emotional support from healthcare providers. Despite
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acknowledging family well-being as one aspect of successful outcomes, stakeholders did not
prioritize this outcome at the possible expense of jeopardizing long-term outcomes for the
person with the DSD (e.g., child undergoing early genital/gonadal surgery to relieve parental
anxiety).

Overall mental health was similarly noted as a central element of successful outcomes.
Stakeholders valued having a therapist/counselor in comprehensive patient care. This
perspective was balanced with perceptions that barriers exist to receiving these services,
most often citing lack of access or parent/patient disinterest.

Parental comfort with the child’s gendered behavior and, as they grow older, patient
comfort with their gender identity were noted as important. The risk of the child
developing gender dysphoria was considered a threat to successful outcomes. Since parents
of infants with DSD sometimes decide on their child’s gender of rearing in infancy (i.e.,
before children can express preferred gender identity), stakeholders worried about the
possibility “someone might [be] assigned the wrong gender” (adult with DSD) — at the
same time recognizing societal trends toward greater acceptance of gender fluidity. One
parent reported this perspective helped them cope with uncertainties about their child’s
future gender identity. Healthcare providers and chaplains emphasized complexities and
misunderstandings surrounding the concepts of gender, resulting in challenges in effective
communication and barriers to family acceptance.

Furthermore, stakeholders generally reported a preference for the individual with a DSD to
feel comfortable with their sexual orientation. The individual’s sexual orientation, whether
heterosexual, homosexual, or other, was less important.

Support from others versus being stigmatized—Many stakeholders believed
successful outcomes are reflected in the person being comfortable and confident in their
interactions with others, especially peers. This meant that the individual did not experience
shame or stigma related to their condition. Parents, in particular, worried about social
implications of a DSD diagnosis for their child, with specific concern about teasing:
“Definitely my biggest fear is adolescence, because kids are so harsh.”

Mixed opinions existed regarding whether a person with a DSD should share information
about their medical condition with others. Some with a DSD expressed uncertainty about
whether communicating their diagnosis to others would be beneficial, predicting outcomes
could include increased intimacy or rejection. Parents also expressed concerns regarding
their child sharing information with peers: “Kids, at her age, can be very mean if it got out.
So trying to get her to understand that, ‘I understand you want to tell your best friend, but
[...] what if they are not your best friend next week?’”

Family support was voiced as critical: “Just support. Love and support” (parent). However,
some patient stakeholders reported not having received support from their family.

Peer support, either individually or as part of a group, was identified by a number of
stakeholders as a central element to achieving successful outcomes. Notwithstanding strong
endorsement, many did not personally choose to seek peer support.
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Patient has good physical health and accepts the implications of their
condition for their body—~Physical health was repeatedly identified as an important
index of successful outcomes for those with a DSD. Stakeholders recognized the role
diagnosis-specific therapies (e.g., hormone replacement) played in maintaining physical
health. Nevertheless, stakeholders recognized that other outcomes, such as fertility
preservation, may require accepting some degree of health risk (e.g., germ cell tumor).

Fertility preservation was identified as a complex and emotionally-laden feature of
successful outcomes; with risks and benefits of gonadal removal carefully weighed.
Providers spoke about their approaches to coaching parents on discussing infertility with
their child, including alternative ways of building a family.

When specifically asked about the importance of physical appearance, especially of the
genitalia, stakeholders generally minimized it. Some stakeholders were willing to trade-off
cosmesis to secure genital tissue sensitivity or urogenital function. However, as one child
life specialist pointed out, physical appearance can impact self-confidence and well-being:
“l think that, as a mental component, because regardless of the physical appearance, if

that person or patient is comfortable with how things look [...] physically -- because
everyone defines what is normal for them. So I guess just being comfortable in their own
physical appearance or physical features involved with the DSD.” Some stakeholders viewed
urogenital surgery as part of a successful outcome; others did not.

Complexities in DSD decision making—Stakeholders expressed the view that
families, and especially patients, should be involved in medical decision making.
Informed consent/assent was noted as necessary for the decision making process. However,
stakeholders reported that signing a document alone was not adequate to ensure informed
consent. Stakeholders mentioned several factors that can influence decision making within
DSD, including perceived or experienced stigma, gathering narratives from peer support
groups, and agreement between provider and family/patient perspectives.

Decision making around genital and gonadal surgery were frequent topics, including
whether surgery should be performed and whether the child should be the ultimate
decision-maker. Evidence of internal conflict was observed in cases where a parent or
person with the DSD expressed satisfaction with care they received, but recommended
something different for others; e.g., one patient maintained that children should not undergo
surgery at a young age while believing her parents acted correctly by choosing early surgery.

Explicitly choosing to wait to pursue urogenital surgery constituted a success for some.
However, this decision, too, was qualified: “My biggest worry coming out of this is that
she is going to be mad at us that we dian’t do the surgery” (parent). Others pointed to
potential negative trade-offs in postponing surgery until the individual was older (e.g., no
health insurance as an adult). Contextual circumstances impacting decision making were
also discussed, for example, frequent mention of controversies related to genital surgeries,
including proposed legislation in some states banning elective procedures.
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Roles and Expectations—It was generally felt the primary role and responsibility for
parents and providers was supporting DSD-affected children. For providers, an additional
role was supporting children’s families. Parental expectations were discussed as elements
contributing to, or preventing, successful outcomes; e.g., a neonatologist noted parents’
expectations about their child’s sex before birth can make adjustment to the newborn’s DSD
more difficult.

Knowledgeable providers and multidisciplinary teams are essential, but
barriers persist—Receiving care at a center of excellence from specialists working

in multi/interdisciplinary teams was valued by most stakeholders. However, barriers to
receiving this type of care were also noted, including distance to centers and some
stakeholders noting that meeting with a team of providers could be “overwhelming.”
Regardless of the model of care, stakeholders noted it was essential for patients to

have access to highly knowledgeable and experienced providers. Candid and open
communication, among healthcare providers and between providers and families/patients,
was consistently mentioned, although this was not always achieved in practice. Stakeholders
consistently valued a positive, supportive relationship between patients, families, and
providers, emphasizing the importance of providers caring for families and patients over
time. A major gap in services involved continuity of DSD care into adulthood.

Discussion

Stakeholder interviews yielded numerous strategies for achieving successful outcomes that
included roles and expectations of families and providers, attributes promoting a supportive
model of clinical care, and factors that can impact decision making. Stakeholder agreement
was observed in several areas (e.g., physical health and well-being were universally valued);
lack of consensus was expressed in others (e.g., importance of surgical intervention or
patient involvement in decision making). Differing perspectives are echoed in the literature:
consensus statements [20, 25] recommend early surgical intervention in some instances,
but other sources claim these practices are harmful because they are elective and because
patients are not involved in decision making [14]. Distinctions blurred between whether

a theme was viewed as a successful outcome or as a process to achieve a successful
outcome. Additionally, stakeholders did not necessarily maintain the same valuation of an
element when talking about their own care versus a hypothetical other. For example, some
proclaimed the importance of seeking social support through DSD-specific support groups,
sharing medical information with close others, or working with mental health professionals,
yet had not personally done so, nor wished to. The extant literature recommends support
groups, sharing information with others, and mental health services [20, 26], but patients
and parents are less likely to partake in these activities in practice [27-31]. Finally,
consistent with complexities of DSD decision making [20], numerous potential trade-offs
were identified that required compromising one desired outcome or process in favor of
another (e.g., removing the risk of gonadal cancer balanced against the loss of fertility with
gonadectomy).

Controversies surround the delivery of DSD care [14, 32-34]. Differences of opinion, both
within and across stakeholder groups underscore the challenges of providing comprehensive
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care for individuals with DSD that considers the breadth of stakeholder values. An
interdisciplinary care model, affirmed by most stakeholders in our study as a key ingredient
to achieving successful outcomes, and supported by consensus statement guidelines [20,

26], can present challenges given that those involved may hold different assumptions and
expectations about the goals of care. This strongly indicates the need for training DSD teams
in the operations of SDM. Numerous SDM training programs exist within adult health [35,
36], but availability of similar pediatric trainings is limited [35, 37]. Parents may also benefit
from decision coaching (see [38]) to help prepare for conversations with providers.

This project is the first to systematically explore processes and outcomes promoting success
for those with DSD from a wide range of stakeholder perspectives. Iterative evaluation of
responses and refinement of interview questions until achieving thematic saturation ensured
the capture of a comprehensive range of perspectives. Established qualitative research
methods delivered rigor in completing this study [23, 39] and reporting of results [40].
Recruiting participants from numerous stakeholder groups resulted in a large and diverse
study sample. However, despite efforts at purposeful sampling [41], most participants were
Caucasian women. As in other pediatric research, the majority of parents were mothers [42].

Furthermore, themes and quotes represent multiple viewpoints - some controversial. Single
participant quotes may not represent the larger stakeholder group. Nevertheless, they are
presented to document the range of opinions, even if important to a small number of
participants. For readers, genital and gonadal surgical views are a notable area of caution.
In Phase 2 of the DSOT study, utilizing best-worst scaling, different stakeholder group
representatives will prioritize the various attributes of care delivery and outcomes from
Phase 1. Therefore, Phase 2 will provide a better understanding of the importance of each
attribute.

Conclusions

This study, the first within a three-phase project, systematically examined processes
and outcomes of DSD care from multiple stakeholder perspectives. Although there was
consensus in some areas, important differences were identified both across and within
groups related to what outcomes were valued and what approaches should be taken to
achieve a “successful outcome.”
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Appendix A.

Semi-Structured Interview: Examples of prompts
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Overall Question #1: What are Successful Outcomes in Conditions

Affecting Reproductive Development?

A. What is a “successful outcome” of care for those who have medical conditions that
affect genital appearance or reproductive function?

a.

First, please imagine what a successful outcome for a person born with [DSD /
genital anomalies / (use the term the participant favors)] would look like at
different stages of the person’s development (childhood, adolescence, young
adulthood and beyond).

i. ...take into account success in terms of well-being, quality of life,
social relationships, physical function and any other aspect that you
believe is part of a successful outcome.

[wait a moment and then ask]: Are you having any difficulties in imagining what
a successful outcome looks like?

i [if the interviewee reports being clear on the task]: Now that you have
the image of a successful outcome in your mind, can you think of what
would be a “successful outcome”...

1. [or] What do you think of as a “successful outcome”...

2. [or] How would you define a “successful outcome” for
a person born with a condition affecting reproductive
development?

ii. [if unclear, add prompts like this before asking them to describe what
they’re envisioning]: When | use the word “outcome,” | mean physical,
emotional, and mental outcomes of the condition and its treatment...

How about in the short-term -- what is a successful outcome in the short-term?
How about in the long-term? What about mid-range? [define what short-term and
long-term are: hours, days, weeks, months, years, etc...]

What are successful outcomes in infancy? Early childhood? Mid? Late? Teenage
years? Young Adulthood? Etc...

As in the case of most things in life, decisions can have both positive and
negative features; benefits and risks; pros and cons; upsides and downsides. Is it
possible that success in one area might compete with success in another? Do you
think it’s possible that a good outcome in one area might mean not such a good
outcome in another area?

i If yes, can you think of some example of these decisions in conditions
affecting reproductive development?

ii. How do you decide to weigh the risks and benefits?
iii.  What is absolutely essential? What is most important to you?

iv. What is of secondary importance?
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B. Inquire about specific issues and ask where they fit into participants’
conceptualization of a successful outcomes (i.e., probe for thoughts about issues that
haven’t yet been brought up in the group)

a. Specific issues: Overall quality of life; appearance of external genitals;
stigmatization; sharing information with others; reproductive function / fertility;
sexual function; gender identity (feeling like a girl / woman or boy / man);
gender role (behaving like a “typical” girl / woman or boy / man); sexual
orientation; religious / spiritual values and beliefs; physical health; cancer risk

b.  Prompts:

iv.

C. Tell me more about...

Can you tell me about [Issue] ...?
Is it a part of achieving a successful outcome?

How important do you consider [Issue] in relation to successful
outcomes?

Where does [Issue] rank on your list of successful outcomes?

a. Goal: refine and confirm themes and attributes mentioned by participants.

b. Reflect participants’ statements back to ensure accuracy & understanding; add
these to the list of other follow-up questions in subsequent interviews.

c.  Prompts:

Vi.

Tell me more about [topic suggested by participany ...
| heard you say [reflect topic suggested by participany ...

[Summarize what participants have stated about successful outcomes;,
if you had to rank these in most to least important, what is at the top of
the list? The bottom?

1. Is [one thing mentioned by participanf] more or less important
than [other thing mentioned by participani]?

Based on our conversations so far (both with you and with other
people), I’d like to ask your opinion about something that has come
up — it’s the relationship between the patient’s overall well-being and
the family’s well-being.

If you had to make a trade-off between them (like if a decision might
make things a bit better for one and a bit worse for the other), how
would you choose between them? Which would “win” over the other?

What haven’t we talked about yet in terms of “successful outcomes?”
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Overall Question #2: How do we Achieve Successful Outcomes in
Conditions Affecting Reproductive Development?

A. What goes into creating a “successful outcome?”

a. Now that we’ve talked about what a successful outcome looks like, 1’d like you
to focus on the concrete things you believe need to occur in order to achieve
successful outcomes in [DSD / genital anomalies / (use the term the participant
favors)).

i What are some concrete things a person should do to have a successful
outcome?

ii. What are the steps a person should take to help ensure a successful
outcome?

iii.  What would you do? ...avoid doing?

iv. Are there others who are involved -- or should be involved? And what
should they do/not do?

b. What’s important?
i. Most? Least?

c. What about trade-offs? [/deally, use the elements they mentioned above. If they
did not provide elements which might be in conflict, then use an example, e.g.,
early genital surgery may make the genitals appear more typical, but there iIs the
risk that this is accomplished at the expense of later genital sensitivity. Another
example might be the degree of openness one shares with family or friends about
the details of your child’s condition, in an effort to preserve your child’s privacy
might others suspect there is a secret you are keeping leading to rumors being
created?]

i What trade-offs are there in the ways we go about treating conditions
affecting reproductive development?

ii. How do you decide to make one more of a priority than another?
iii.  What is most important to you?
iv. What’s less important?
d. What’s most important in decision making?
i What’s most important in decision making on behalf of children?
B. Inquire about specific issues and ask where they fit into participants’

conceptualization of how to create successful outcomes (i.e., probe for thoughts about
issues that haven’t yet been brought up in the group).

a. Specific Issues: Not telling others about it (patient privacy / stigma) vs talking
to others; surgery; timing of surgery; appearance; urogenital function; fertility;
wait for patient to be old enough to make their own decisions; having a
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precise genetic diagnosis; seeking care from a large academic medical center
(“Center of Excellence™); involvement in patient support, resource, or advocacy
organizations; providers presenting a single treatment plan vs telling families
about all the options and the pros and cons of each; using words like “DSD”

or “intersex” or “condition affecting reproductive development”; communication
within the team.

Prompts:
i Can you tell me about [Issue] —
ii. Is it a part of how to achieve a successful outcome?
iii.  How important do you consider [Issue] in relation to [other issue]?

iv. If participants have not mentioned the specific issues noted above on
their own, ask about them (note: some participants may say that a
certain factor isn’t important to a successful outcome and that’s why
they didn’t mention it < and that’s finel):

V. In addition to what we’ve covered, other people have mentioned a few
other ideas. 1’d like to hear your thoughts on them.

C. Tell me more about...

a.

b.

g.

Goal: refine and confirm themes and attributes mentioned by participants.

Reflect participants’ statements back to ensure accuracy & understanding; add
these to the list of other follow-up questions in subsequent interviews.

Tell me more about [Zopic suggested by participany] ...
I heard you say [reflect topic suggested by participany ...

We’d like to get your thoughts on how you discuss the diagnosis and what it
means with (your patients / your child / your peers, etc).

[Potential prompts — use whichever fits the flow of your conversation best (or use
your own variations)]:

i What are some of the things you say to patients and when?

ii. What are some of the things you’ve said to your patient / your child
about his / her condition? How old were they then?

iii.  Canyou remember some of the wording you’ve used when you’ve
talked to your patients / child?

iv. Okay, so, say at age 5, what are some of the words you might use to
explain a patient’s CAH (or MRKH, hypospadias, etc...) to them? At
10? 157 20?

V. When do you start talking about biology? Genetics? Karyotype?
Fertility? Sexuality? Relationships?

Prompts for clinicians / those involved in clinical decisions and treatments:
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i Can you think of an example of a decision that you had to make about
care / treatment that you might be willing to share?

1 What are some of the things you had to think about or struggle
with at the time? How did you come to a decision in the
end? Looking back, what have you learned from that decision
process? What did you learn / can you teach us?

ii. As a provider, what do you see as your role / responsibility in ensuring
successful outcomes for patients?

1 [Consider prefacing this next question to acknowledge that it
may be difficult, but is also important]: How would you know
if you achieved success?; How would you know if you failed a
patient?

h. Prompts for mon-medical stakeholders, like Bioethicists:

i Can you think of an example of a difficult decision / issue faced by
a patient or family with DSD that your team was (or that you were)
consulted on or involved with? What did you learn / can you teach us...?

i Prompts for patients / families:

i Looking back, can you think of an example of a difficult decision
you (your parents) had to make that was relevant to your child’s
(your) condition? What are some things you (they) had to think about /
struggle with? What helped? What didn’t help? What can we learn from
you? What would you like medical providers who care for people with
DSD to learn or know?

ii. As a parent, what do you see as your role / responsibility in ensuring a
successful outcome for your child?

iii.  [Summarize what participants have stated about successful outcomes];
if you had to rank these in most to least important, what is at the top of
the list? The bottom?

1. Is [one thing mentioned by participanf] more or less important
than [other thing mentioned by participani]?

iv. What haven’t we talked about yet in terms of ways of achieving those
outcomes?
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