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Introduction. Informed consent for urogenital surgery in young children with differences of sex development (DSD) is complex due to the elective nature of some procedures, uncertain short- and long-term outcomes, and controversies about the authority of parents to make these decisions. This project aimed to examine contemporary informed consent processes.

Methods. Members of the Societies for Pediatric Urology (SPU; n=142) and the Pediatric Endocrine Society (PES; n=111) completed an online survey in 2020 about clinical decision-making in DSD, where a section focused on informed consent. A literature review and discussion with key stakeholders generated four statements for inclusion in informed consent documents. Providers were asked to rate their level of agreement (1=Strongly Disagree; 4=Strongly Agree) for statements to be included. Then, if clinicians indicated they performed genital surgeries on patients with a DSD or were a member of a DSD team that offered genital surgery, they were asked whether the four statements were listed on surgical consent forms currently in use. Statements (paraphrased) included: 1) there is an on-going debate whether surgery is in the best interest of the child; 2) genital anomalies may involve multiple procedures to correct; 3) in the future, your child may disagree with their assigned gender and request surgery to reverse the current surgery; and 4) alternatives to the surgical procedure (including rejecting all surgery) have been fully explained. Participants were also able to provide additional comments at the end of the survey.

Results. Percent agreement and uptake (% reporting their practices’ informed consent document includes each statement) are included in Table 1. Endocrinologists showed significantly greater agreement that the statements “there is presently an on-going debate as to whether or not surgery is in the best interest of the child” and “in the future your child may have conflict with their assigned gender and therefore request further surgery to reverse the current surgery” should be included in an informed consent document compared to urologists; t(251) = 3.5, p = .001 and t(249) = 2.9, p < .05, respectively. Chi square testing also revealed that, despite being a member of DSD team that offered genital surgery, significantly more urologists were familiar with whether or not specific statements were included in the informed consent documents compared to endocrinologists (e.g., “I don’t know” versus “yes/no;” p < .001 across all 4 statements).

Discussion. In an area of healthcare where parent-proxy decision-making is contentiously debated, the discrepancy between what providers identify as desirable versus actual practice with regard to informed consent is notable. Furthermore, urologists were more familiar than endocrinologists about the content of informed consent documents, likely due to urologists direct involvement in the surgical procedures. However, as part of multidisciplinary DSD teams, all specialists should be familiar with the contents of informed consent documents to ensure consistent messaging to parents.
Table 1. Percent agreement and uptake.
	
	“Strongly agree” / “agree” that the informed consent document should include
	The informed consent document does include

	
	Endocrinologists
	Urologists
	Endocrinologists
	Urologists

	
	%
	%

	There is presently an on-going debate as to whether or not surgery is in the best interest of the child.
	94.7
	85.9
	50.7
	56.0

	Genital abnormalities may take more than one procedure to correct and may in fact involve multiple procedures.
	99.1
	97.2
	57.5
	82.8

	In the future your child may have conflict with their assigned gender and therefore request further surgery to reverse the current surgery.
	97.4
	87.2
	45.2
	55.2

	The alternatives to the recommended surgical procedures have been fully explained to parents and they have been informed that one of these alternatives is to refuse surgical options altogether.
	100.0
	97.2
	56.2
	83.6
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