[bookmark: _Hlk111036804]Medical interventions on children with intersex variations in Aotearoa New Zealand: Reply to the issues relating to the United Nations Committee on the Rights of the Child sixth periodic report [footnoteRef:1] [1:  This document was submitted on 10th August 2022. The authors of this submission are Professor Katrina Roen, Professor Claire Breen and Ashe Yee. Professor Katrina Roen (Corresponding author: kroen@waikato.ac.nz) is a Professor of Sociology in the School of Social Sciences at the University of Waikato in Aotearoa New Zealand. Her expertise is in LGBTIQ health and well-being, with a focus on psychosocial approaches. Professor Claire Breen is a Professor of Law at Te Piringa Faculty of Law at the University of Waikato, in Aotearoa New Zealand. Her area of expertise is in national and international human rights law, with a particular focus upon the rights of the child. Ashe Yee is a researcher at the University of Waikato, in Aotearoa New Zealand. She contributed to the analysis of Ministry of Health data that underpins this submission.] 



Introduction

This submission is based on the authors’ analysis of New Zealand Ministry of Health surgical data relating to genital and reproductive surgery on minors. Our findings from this analysis inform our response to parts of the LoIPR relating to intersex children’s rights, and we make recommendations accordingly. This submission has been developed in dialogue with with the Incentive Working Group and Intersex Aotearoa. We have shared this submission with Children’s Rights Alliance Aotearoa New Zealand with a view to strengthening dialogue.

This submission examines what has been done to uphold and promote the rights of children with intersex variations in Aotearoa New Zealand since 2016. The authors’ view is that if Aotearoa New Zealand is to effectively realise its legal obligations around rights of intersex children it must develop a clearer understanding of: (i) what surgical and medical interventions are taking place; and (ii) why such interventions are taking place. Such understandings must be informed by culturally sensitive medical, psychosocial, and legal research. 


Harmful medical practices concerning intersex children (para 17(b))

17.	Please provide information on the measures taken to: 
(b)	Develop and implement a rights-based health-care protocol for intersex children to ensure that no child is subjected to unnecessary surgery or treatment and that the child’s free, prior and informed consent is obtained for necessary interventions and educate medical and psychological professionals on the negative consequences of unnecessary medical interventions on intersex children.[footnoteRef:2] [2:  CRC, List of Issues Prior to Submission of the Sixth Periodic Report of New Zealand, ¶17(b), U.N. Doc. CRC/C/NZL/QPR/6 (21 July 2020).] 


New Zealand has not taken substantive steps towards developing a child rights-based healthcare protocol for intersex children. Although a working group (Clinical Reference Group) was set up to focus on the healthcare of people with intersex variations aged 0 to 18 years, the work programme could not be carried out due to the challenges of bringing together medical perspectives and human rights perspectives on this area of healthcare. After 2 years of dialogue the Clinical Reference Group came to the end of its agreed time, having produced a resource guide to neonatal health professionals through the first 24 hours after the birth of a child with a visible genital variation.[footnoteRef:3] This resource emphasises the importance of using appropriate language and providing psychosocial support, but it does not mandate any substantive changes to the medical practices of concern. [3:  STARSHIP, DIFFERENCES OF SEX DEVELOPMENT - ATAWHAI TAIHEMAHEMA (Starship Child Health. 2020). https://starship.org.nz/guidelines/differences-of-sex-development-atawhai-taihemahema/] 


With regard to issues set out in the fifth periodic report: there is currently inadequate provision of counselling/support to families with intersex children; incidents of surgical and other medical treatment have not been investigated; and, there has been no consideration of providing redress to victims of such treatment; there has been some preliminary work to establish what training is available to health professionals in relation to intersex healthcare, but there has been no consideration of developing training specifically on the consequences of unwanted interventions relating to intersex variations.

Data on what surgery was undertaken and why it was undertaken raises the question of consent to such treatment. Informed consent in Aotearoa New Zealand means consent given after the provision of all the information regarding the health condition in question and the research-based interventions available, including the option to postpone intervention or not to intervene at all. There is a cultural element to these questions, especially as much of the terminology, and analysis thereof, is largely a continuation of Western/Pākehā narratives of medicine, and sex characteristics.


Data relating to medical interventions on the genitalia of intersex children (para 38(b))

38.	Please provide data … on the following:
(b)	The number of intersex children who have undergone surgery or treatment related to their sexual characteristics.[footnoteRef:4] [4:  LoIPR, supra note 2, para 38(b).] 


Although Aotearoa New Zealand was requested to provide data on intersex children and genital surgery, we note that data have not been provided. We have undertaken our own investigation of publicly available hospital discharge data with a view to estimating how many children with intersex variations undergo surgery on their genital or reproductive organs each year in Aotearoa New Zealand.

All the data in this document are freely available on New Zealand’s Ministry of Health website,[footnoteRef:5] though the interpretation is our own. [5:  Ministry of Health, Publicly funded hospital discharges – series (Wellington, 2019),
 https://www.health.govt.nz/nz-health-statistics/health-statistics-and-data-sets/publicly-funded-hospital-discharges-series/publicly-funded-hospital-discharges-series/publicly-funded-hospital-discharges-series] 


Ministry of Health data follows ICD terms and, as such, only makes generic references to incision, excision, repair, or categories such as “other procedures”. This means that most of the data cannot be interpreted or mapped onto specific variations in sex characteristics so that many interventions undertaken on children with variations in sex characteristics[footnoteRef:6] tend not to be distinguishable from other interventions documented in Ministry of Health surgery data. Such gaps in the data present difficulties in determining the number of intersex children who have undergone surgery or treatment related to their sex characteristics. Our estimate of the number of surgical procedures undertaken on the sexual and reproductive organs of children is conservative.[footnoteRef:7]  [6:  The term variations in sex characteristics opens the way for considering naturally occurring bodily diversity and acknowledges that not everyone with a variation considers themselves to be intersex.]  [7:  Katrina Roen, Claire Breen & Ashe Yee, (2022). [Unpublished research report that can be shared on request.]] 


[bookmark: _Hlk108451928]What we can say is that the following data excerpts give clear evidence that such surgery is occurring annually, and that some of the children undergoing surgical interventions have variations in sex characteristics. For children and young people aged 0 – 9 years in the period studied (2015 – 2019)[footnoteRef:8] there was an annual average of 563 surgical interventions on genital or reproductive organs.[footnoteRef:9] [8:  Ministry of Health data spans 0 to 19 years but the focus of the current research spans 0 to 9 years, as adolescence may be a time of during which a wide range of other interventions may take place.]  [9:  The interventions included in this calculation are coded, in the ICD system, WHO, THE INTERNATIONAL CLASSFICATION OF DISEASES (ICD)   (WHO. 2022). The interventions are as follows: 1198 Repair of hypospadias, 1184 Orchidectomy, 1200 Other Repair Procedures on Penis, 1195 Destruction Procedures on Penis, 1115 Incision Procedures on Urethra, 1118 Other Excision Procedures on Urethra, 1116 Destruction Procedures on Urethra, 1119 Closure of Fistula of Urethra, 1121 Urethroplasty, 1197 Chordee of the Penis, 1175 Repair procedures on scrotum or tunica vaginalis, 1188 Revision Procedures on Testis, Vas Deferens, Epididymis, or Spermatic Cord, 1178 Incision Procedures on Testis, Vas Deferens, Epididymis, or Spermatic Cord, 1243 Oophorectomy, 1252 Salpingo-oophorectomy, 1287 Reconstruction Procedures on the Vagina, 1284 Repair of Vagina Fistula, 1286 Other Repair Procedures on Vagina, 1290 Incision procedures on Vulva or Perineum. 1294 Repair procedure on Vulva or Perineum, 1295 Other Procedures of the Vulva or Perineum, 1299 Other Procedures on Female Genital Organs, 1288 Other Procedures on Vagina.] 


The most frequently occurring variation in sex characteristics is a penile variation (hypospadias) that often results in surgery during the first years of life. Hypospadias surgery takes place for reasons that do not have a biomedical basis and therefore contravenes human rights statements in relation to genital surgery on children with intersex variations. Our reading of the Ministry of Health data suggests that almost all children born with hypospadias in Aotearoa New Zealand undergo penile surgery during early childhood. It appears that this surgery continues to be carried out most often between the ages of 0 and 4 years. An annual average of 197 hypospadias operations are undertaken on children aged 0 – 9 years. Of children who underwent hypospadias surgery, approximately 17% were Māori and 11% were Pasifika.

In Table 1, we present hypospadias surgery data for four years showing that more than 200 operations are typically carried out per year on minors in Aotearoa New Zealand.



Table 1
Hypospadias Procedures
	Procedures
	Age
	2015/16
	2016/ 17
	2017/ 18
	2018/19

	Hypospadias surgery
	0 to 4
	200
	176
	175
	133

	
	5 to 9
	33
	22
	17
	12

	
	10 to 14
	7
	13
	11
	3

	
	15 to 19
	2
	4
	3
	0

	
	Total
	242
	215
	206
	148




With the exception of hypospadias surgery, it is impossible to know from the data available which of the children who underwent genital surgery might have had a variation in sex characteristics, and which of these interventions could have been delayed until the child was older. 

The tables in the Appendix give examples of diagnostic categories that may fall under the umbrella of intersex variations (Table 2). We then give examples of data showing the number of surgical interventions carried out on the genital and reproductive organs of minors. The examples we give address gonadectomy (Table 3), surgery on the vagina and vulva (Table 4) and surgery on the penis, scrotum and urethra (Table 5). We understand that some of the minors who undergo the interventions described here have variations in sex characteristics, but the available data does not tell us how many this applies to. 

Three determinations can be made from this data.

One, the lack of transparency around specific interventions makes it difficult to determine the actual prevalence of surgery on children with variations in sex characteristics in Aotearoa New Zealand.

Two, in spite of the development of clinical guidelines and statements that recommend against early interventions, it is clear that many of the surgical interventions carried out on minors in recent years have not been immediately required for biomedical reasons and, therefore, have implications for the CRC Committee’s call for the prohibition of unnecessary surgeries.

Three, the lack of clear data presents wider human rights concerns. States are obliged to collect data as an aspect of determining the extent to which rights are being realised and what progress is being made towards implementation. Accurate and transparent data collection would clarify which of these surgical interventions have been undertaken on the basis of biomedical concerns that cannot wait until the child is old enough to consent. Clearer data collection would reveal which surgery is undertaken so as to avoid children having to grow up with functional or cosmetic differences. That is, clearer data reporting would make it possible to discern which surgical interventions are principally carried out for psychosocial reasons that are not substantiated by psychosocial research.[footnoteRef:10] That the surgical rationale can be challenged by psychosocial research raises questions regarding the requirement of informed consent to such surgical treatments. [10:  Katrina Roen, Hypospadias Surgery: Understanding Parental Emotions, Decisions and Regrets, INTERNATIONAL JOURNAL OF IMPOTENCE RESEARCH 1 (2022).] 


The publicly available data in New Zealand does not answer these questions. The onus is upon health service decision-makers in Aotearoa New Zealand to give rationales for interventions such as gonadectomy, clitoral surgery, vulval surgery, vaginal construction, urethral surgery and penile surgery, especially when these interventions take place on people too young to consent. 


Recommendations

 To address the concerns raised about surgical interventions on children with intersex variations in Aotearoa New Zealand we recommend:

1. A clear statement be drawn up, setting out which surgical and medical interventions on minors with variations in sex characteristics raise human rights concerns and under which conditions.
2. Human-rights-based protocols be established and followed for the healthcare of minors with variations in sex characteristics.
3. Working from human-rights-based protocols would mean that whenever children with variations in sex characteristics are identified by health professionals, a genuinely multidisciplinary approach must be taken. This is a healthcare approach that centrally involves psychosocial input and does not foreground surgery.
4. Guidance to parents should explicitly include non-surgical care pathways with specific access to psychosocial input and peer support at intervals in the child’s development.
5. Data collection on surgery on the sexual and reproductive anatomies of children in Aotearoa New Zealand needs to be more consistent and more detailed so as to respond to the question of what surgical interventions were undertaken and why they were necessary. 
6. The adoption of an interdisciplinary approach to research and teaching in the areas of medical and psychosocial training to ensure health professionals are competent to address the topic of variations in sex characteristics without relying on pathologising ways of understanding bodily variation. We believe this would strengthen the effectiveness of changes to law and policy around interventions and related data collection. 
7. All changes must take into account culturally sensitive medical, psychosocial, and legal research in the provision of health care services in Aotearoa New Zealand, to counter the dominance of Western/Pākehā narratives regarding variations in sex characteristics and to respect Indigenous Māori children and young people’s rights to health and well-being.
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