Intersex Round Table

Auckland, February 2010
 - convened by the Human Rights Commission

Introduction

Commissioner Joy Liddicoat opened the discussion by reiterating the concluding comments from the intersex chapter in the Transgender Inquiry’s final report. The report identified the need to hear from more intersex people, family members of children with intersex medical conditions and health professionals specialising in this field. Today was an opportunity to bring more voices to the table.

Participants

This second roundtable was attended by 20 people including five intersex people, two people representing families of children with intersex medical conditions, six health professionals from five disciplines (counselling, midwifery, paediatric endocrinology, sexual health and neonatal nursing), two academics and a government agency. Both New Zealand organisations providing information and education around intersex issues (IANZ and CAHNZ) were represented.  
Commissioner Joy Liddicoat facilitated the discussion, which was also attended by Commissioner Karen Johansen and two Commission staff members.  Warren Lindberg who had initiated the Commission’s work in this area during his time as a Commissioner attended for part of the afternoon session.  
Apologies

Apologies were received from two further paediatric endocrinologists and the Office of the Health and Disability Commissioner.  
Terminology

All participants had received notes from the initial roundtable meeting which highlighted the difficulties in finding common language and terminology to discuss intersex issues. 

Participants at this roundtable reiterated concerns about terms considered to be pathologising (such as ‘disorder’) and noted instead a preference for talking about variance or variations. Older children and adults have the right to find language that fits them, which may involve resisting any labels, including the word ‘intersex’. The discussion concluded that by suggesting the need to acknowledge and then accept that language in this area is currently uncomfortable and contested.

Support for intersex people and their parents
There has been a world-wide grassroots movement of support groups, particularly on the internet. However it can be difficult to publicise groups and their availability for referrals, particularly if health professionals do not facilitate access to such information. 
Parents’ Needs  
It was acknowledged that when a baby is born with an intersex medical condition there is often a huge grieving process for parents. Having  a child with an intersex condition may raise specific issues for a parent, so support from other extended family members is very valuable. 

The various stages of grief may include shock, numbness, confusion, denial and anger. It can be particularly hard for parents to deal with uncertainty, when decisions are being delayed in the best interests of the child. Sometimes this means a parent literally cannot hear what a health professional is telling them “All I could see was his mouth opening and closing”. Parents need:
· a physician with good information or who is able to make a referral to someone else who is more informed 
· information and resources as a bridge over this space of numbness, confusion and shock, and time to sift through it
· a resource that provides answers to the typical questions asked by family members, schools, etc 

Education typically has two components:

a) the clinical information about various conditions and
b)  the framework within which that information is provided

The context in which intersex issues are discussed is important including whether it builds understanding about diversity of bodies and sexes. Parents often have concerns about how their intersex adolescent’s sense of themself sexually might be affected if they have a body that is not definitively male or female. Being able to talk about diversity of sexes, gender identities and sexual orientation may help reduce the stigma associated with having an intersex medical condition. 

Intersex adults’ needs
There is a significant group of people with negative past experiences. What support do they need? Is it important to acknowledge past mistakes, for example through some type of formal apology, as has been proposed in North America? 

For some intersex adults there are significant unanswered questions including around:

· the nature of their medical condition and whether it  was classified as an intersex condition (e.g. some forms of Hypospadia were deemed to be cosmetic surgery).  

· the extent of medical or surgical interventions performed when they were young (particularly when medical records are not available)

· whether hormones such as Stilbestrol can be historically linked to the incidence of intersex medical conditions. 

Typically follow-up has been appalling and yet it is essential in order to know long term outcomes. Follow-up is hampered by funding structures which require patients to move from adolescent services to adult services. Some conditions only emerge later in life and/or young people may not feel able to speak up about their personal wishes whilst still dependent on their parents
More qualitative data is needed which asks intersex adults to describe the long term outcomes of having, or not having, medical and surgical intervention. 

Access to the Special High Cost treatment pool funding for corrective surgeries is only available via a DHB specialist. This can be a barrier for an intersex person if they do not have support from medical professionals. 
Education for health professionals
Given relatively low numbers, paediatricians and physicians may not have any prior experience, and treatment can be based on personal views and/or biases. Medical practice remains highly variable. There is a need for:

· national resources and ways to share them more easily, including through websites 
· resources available to the current health workforce that then get incorporated into the teaching curriculum for new nurses, social workers and other health professionals
· knowledge about specific health issues and medical care required for intersex people as they age (for example health issues due to long term use of hormones and/or arising from having a body that is different)
· a stronger focus on psychological issues particularly for those who do not fit easily within binary sex categories of male or female.

· clarity about differences between the health issues for trans people and those related to intersex medical conditions. While there can be overlap for some people, the distinctions are very important.

Even for an informed health professional, these are still incredibly hard conversations to have with new parents. Early reactions from parents and health professionals are very important.

How can parents and health professionals be supported so they are able to react in ways that are affirming for children born with diverse bodies and/or with intersex medical conditions? Suggestions included: 

· providing midwives with opportunities to do role plays about those important ‘first words’ 

· learning from advocates’ personal experiences either directly or through documentaries about and interviews with intersex people 

· drawing from what happens at the Royal Children’s Hospital in Melbourne, where specialists and advocates work together to give families information needed to identify possible options.
Legal Issues
Legal recognition

· having sex details listed as X or indeterminate is currently seen as a temporary status (e.g. on passport), used by trans people early on in their transition. However for some intersex and/or trans people it is their preferred long term sex. 
· it is hard to access clear information about the options for intersex people wanting to change sex details (and how these differ for those under the age of 18 compared to adults) or to correct details on a birth registration. 

· more flexibility is needed in the legal recognition process so that families do not have to go back to the Family Court  multiple times as a child’s sex / gender identity becomes clearer

· in a recent Family Court case an intersex person was able to have their birth certificate corrected to indeterminate. What are the legal implications for sex-specific legislation including the right to marry?  
· there is value in educating Family Court staff about issues for intersex people 

· for some intersex people, having a third ‘other’ or ‘indeterminate’ option on other forms is the preferred option too. 
· When might it be useful for intersex people to have the option of identifying themselves on such forms? How could that information be collected in a way that protects people’s privacy and potentially identifies health and other needs for this population group?  

Informed consent 

· Capacity to consent changes over time. There is a notion of ongoing consent especially as someone obtains more information and/or is better able to understand information they receive.

· Another distinction can be made between informed consent and the term ‘informed choice’ which requires sufficient information and time for someone to consider a range of alternatives.

· The assumption can be that parents have full information, whereas that is not always the case. 

· Issues of informed consent / choice place a huge burden on parents who are trying to make the best decision for their child. Parents have to live with their choice. 

· When a parent is traumatised and unsupported, how does that impact on their ability to give informed consent? 
· If surgery is performed in Melbourne, does that fall under New Zealand or Australian law? Some units in Australia won’t do any surgery if the patient is less than 15 years old, whereas others such as the Royal Children’s Hospital in Melbourne may do surgery if someone has Congenital Adrenal Hyperplasia (CAH).
Parents’ rights and children’s rights
The questions raised in this discussion suggest there would be value in having further dialogue about the rights of the child, particularly those instances where this is potential conflict between the child’s and the parent/s’ rights 

· A parent is the key focus at a birth and is the child’s world - however parental consent is not the sole consideration.

· Who focuses on the specific rights of the child - particularly in instances where there may be conflict with the needs or views of the parent/s? One example might be parents not wanting a medical practitioner to disclose information to their intersex child.

· When can a third party usefully clarify these issues?

· Is there a role for intersex advocates in presenting the full range of options e.g. that while most children and young people with CAH will choose to be raised as female, there may be a minority who do not want any feminising surgery. 

· Is it ever appropriate to not give parents the option of surgery? Or do parents always have a role in making this decision as part of their parental responsibility?
· How do parents respond if they are encouraged to delay surgery or are told that surgery is not an option?  

Discrimination

· It is unlawful to discriminate against intersex people in areas of public life including when they are accessing health services.  

Female genital mutilation is a crime  
· Sections 204A and B of the Crimes Act 1961 criminalise female genital mutilation. Could it also criminalise some forms of genital surgery?  
· Section 204A does not apply to a medical or surgical procedure that is performed by a medical practitioner for the benefit of that person’s physical or mental health. 

· Section 204A states that cultural or religious beliefs or other custom or practice about “what is necessary or desirable” shall not be taken into account when determining if such a procedure should be performed.   

· Prior to 1996 when these sections were added, the only issue was whether or not a patient had consented to the procedures. 

Research / Resources 
An Auckland neonatal nurse specialist identified there were no resources available for parents when their baby’s sex / gender was uncertain at  birth. She undertook Masters research on parents’ information needs and found that CAHNZ was the only support group that parents knew about and only a few were told about its existence when their child was born. People typically turned to the internet for material, where they often found very raw, terrifying, worst-case scenarios.

Based on this research, she has developed:

· an information kit for parents whose child is born with CAH and

· a brochure for parents when their baby’s gender is uncertain at birth. 

CAHNZ noted how valuable it is for parents to have this tangible, practical resource. The 'Is It a Girl or a Boy' brochure is available on the CAHNZ website (www.cah.org.nz ), where there are also contact details if people would like to order a copy of the information kit.
Mani Bruce Mitchell from IANZ has placed her details with Starship Hospital since the 1990s,No referrals have been made over that time and clinicians at this roundtable had been unaware that Mani was available as a contact for parents..
Geraldine Christmas is doing a PhD on the clinical management of intersexuality, looking at what people want in terms of health outcomes. Geraldine has been emailing clinicians in NZ to obtain a sense of the number of patients coming forward with specific intersex conditions. She  then hopes to undertake qualitative research with some intersex people. Geraldine is undertaking this PhD part-time and hopes to have it completed by August 2011.

At the last roundtable there was some interest in sharing bibliographies about intersex human rights issues. This time roundtable participants suggested that it could be useful to encourage more NZ research on intersex issues and possibly a process for researchers to indicate their relevant areas of interest. 

Health / Medical Issues

Roundtable participants contributed the following suggestions and examples of current better practice after a baby is born with a possible intersex medical condition. People considered it is necessary to continue developing better practice that is flexible enough to encompass diverse needs and intersex adults’ knowledge of longer term outcomes,
Initial support 
· acknowledge and provide support to families 

· the support needed is not just medical but also counselling and psychological support, including from someone else who has been through the experience themselves (another parent, an adult with a similar medical condition)
· allow time to get a diagnosis
· do not medically classify a child if there is any doubt about the sex that the child should be reared as. For some intersex medical conditions it is very difficult to predict how children will wish to be raised. Even for other conditions, there are likely to be a range of different decisions.
· In the interim, given we live in a binary world, parents often assign a name for practical purposes, including the birth notice and a sex / gender to use when necessary

Providing information to a child
“Being told by my parents what had happened would have totally changed things.”

· support parents so that hopefully they will talk about the medical condition naturally from an early age i.e. help the child know and accept  they are different 
· generally parents will take a health professional’s advice about disclosure but it can be more complex if there are multiple health professionals
· preferably there is no lower age limit for talking with a child, so that   information can be added sequentially at a level and time that a child can cope

· increase the complexity of information as a child becomes a teenager
· from intersex peoples’ experiences, broader conversations outside the family are important, especially if the family dynamic discourages talking about bodies or sex, or if the child is taught to hide their body
· the Royal Children’s Hospital in Melbourne collates comprehensive medical files that can be available to an intersex person later in life. This is self-empowering and very helpful if corrective surgery is wanted at a later date. It also helps to fill in gaps as it is very hard for parents to remember ever detail over time. 
Avoid / delay all but life-saving surgery 

· generally avoid any surgical interventions until the child is old enough to give informed consent e.g. don’t remove gonads (whereas this used to be standard practice)

· the exceptions are where surgical intervention is necessary to preserve a life  e.g. if an obstruction is causing kidney damage 
· initial discussions in this roundtable discussion identified a range of perspectives on when surgery might be medically necessary and whether newer surgical techniques still reduce sensation (especially in the absence of longer term follow-up studies once a person is sexually active).

Establishing a Response Network 

Many roundtable participants were interested in working together to coordinate care available and to ensure more consistent adoption of better practice. It was envisaged this would involve a multi-disciplinary team including intersex advocates that could receive referrals and provide follow-up support to families. This would include directing people to advocacy groups.

Some initial discussion points were:
· The value of learning from the experience of multi-disciplinary teams overseas. These often operate from a central location or centre of excellence. However a ‘network of excellence’ is likely to be more feasible in New Zealand, linking people from around the country. The increasing availability of health records in electronic format makes coordinating care easier across distances. 
· What would be the scope of such a group? There are always likely to be definitional issues about which medical conditions are defined as ‘intersex’. Greater understanding about the diversity of intersex conditions (and people’s differing experiences of the same condition) would ideally mean referrals were widely available for any child or adult requiring support. 

· Such a network would require some funding from the Ministry of Health to set it up and then need to be promoted to health professionals in order to receive referrals. Centralised bulk funding sources may be an option, with referrals from those DHBs that don’t have experience in this field. 

· A contact list was circulated and one of the clinicians offered to be the first point of contact, without assuming that the process will be medically led. The next step would probably be an initial teleconference. The Commission’s video-conference facilities in its Auckland, Wellington and Christchurch offices could possibly be available, and also allow up to five further sites to be linked in by phone. 
Two Opportunities 

The Commission is updating its 2004 report on the status of human rights in New Zealand. Human Rights in NZ Today 2010 will include a chapter looking at the separate but related human rights issues around diverse sexes, sexual orientations and gender identities. It will be an opportunity to highlight the most pressing human rights issues for intersex people. A draft chapter will be put on the Commission’s website in early to mid August, for a six week consultation period. A copy can also be sent directly to any interested roundtable participants. 

The Asia Pacific OutGames in Wellington in March 2011 will include a human rights conference. There is the option of proposing presentations, panels or workshops on intersex human rights issues.
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