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7. 
Intersex People


Te Ruaruanga Taha Wahine, Taha Tāne

Sometimes I wonder about our rights as intersex people because it takes so long for other people to actually understand or listen to us. (Intersex person)

While the Inquiry's terms of reference were limited to trans people, intersex people made submissions that have raised significant human rights issues.  These require urgent consideration and will require broader consultation with intersex people and their families, relevant government agencies and health professionals.

Intersex people's experiences

7.1 The Inquiry heard that the secrecy and shame associated with intersex conditions left intersex people, especially children, vulnerable to discrimination and abuse. This section documents major concerns expressed by intersex

people about medical interventions, access to and retention of medical records, standards of care, corrections/reversal procedures as adults, legal recognition, and the ability to obtain appropriate state-issued documents.
7.2 ‘Intersex’ is an umbrella medical term that covers a variety of diagnoses and conditions where a person is born with reproductive or sexual anatomy that does not fit the typical biological definitions of female or male or where

these conditions appear later in life. Various terms, such as ‘hermaphrodite’, have been used to define people with these conditions, but ‘intersex’ is the preferred term. The Inquiry was contacted by only one intersex community

group, Intersex Awareness New Zealand, established as the Intersex Trust Aotearoa New Zealand. The trust has a website with information, resources and links to international organisations of intersex people.
7.3 The Inquiry’s terms of reference were limited to discrimination and human rights experiences of trans people. However, some intersex people who made submissions also identified as trans, notably if they were taking hormones or

having surgeries to reverse previous medical procedures. 

7.4 The Inquiry also heard from a number of other people with intersex conditions. The issues raised were significant enough to warrant separate attention. Submitters used a variety of terms to describe themselves, including ‘intersex’, ‘a woman born with an intersex condition’, ‘intergender’, ‘gender neutral’, or ‘transgender’. The Inquiry has used the phrase ‘intersex people’ to refer to those people who brought human rights issues about their own intersex conditions.
7.5 Intersex people have the same human rights as everyone else under international human rights law. But there do not appear to be any relevant international human rights standards about intersex people. There is little guidance on the application of human rights for intersex people, and this

causes difficulties in some areas. In 2004, the Human Rights Commission noted that key difficulties for intersex people were:
… the lack of recognition that they exist, and the

problems that arise when they are assigned a sex which

they would not choose for themselves. International

literature shows that debate about the human rights of

intersex people is increasing.
7.6 The Inquiry heard that discrimination affects intersex people and their families. Secrecy and shame pervaded not only information about intersex people, but also the treatment to which many were subjected:
I was never asked if I would agree to be changed. I didn’t

know I was XXY. They knew but they never told me.

(Intersex person)
Personally me and my family should have had a lot of

counselling, not to change me but to cope. (Intergender

person)
7.7 Intersex people said that stereotypes influenced the discrimination they experienced:
Some of us are still haunted by the spectre of our

identity as circus freaks in the not-too-distant past. It is

time that our identities and experiences were given the

same respect as the rest of the community. (Woman

born with an intersex condition)
It’s seen as a medical problem to be fi xed. (Intergender

person)
7.8 Submitters described the shock of discovering they had an intersex condition. In some cases, the information had been withheld from them for many years despite a diagnosis at birth. In such cases intersex children may have had surgical procedures performed on them within the first year of birth, been assigned a gender by health professionals, and their parents advised to raise their child in the gender that was assigned. In others cases it was hormonal and physical changes at puberty that revealed the person had an intersex condition.
7.9 Intersex people said secrecy surrounded medical procedures performed on them, including surgery on small children to masculinise or feminise their genitals and hormone treatment. Limited information about intersex conditions left many people feeling isolated:
As secrecy formed part of the treatment protocol, early

procedures left many children unsure what had

happened or why. (Intersex person)
We are not ashamed of who we are; those issues are

created by how we are treated. (Intersex person)
7.10 The public visibility of one intersex person was the first information many had heard about intersex conditions. This person’s openness had prompted other people to attempt to unravel their medical histories and to share

information with each other.
7.11 Intersex people had a range of views about gender, gender identity and biological sex. Some had a gender identity that was neither female nor male. Another told the Inquiry:
My gender identity is unequivocally female, and it has

been dearly won and maintained. While it seems to

fascinate some non-intersex folk that there could be a

state of engenderment outside a male–female binary, I

find that labelling to be demeaning when applied to me.

Although some intersex people might want to avoid

rigid gender labelling, I would not like to see a situation

where a history of intersexuality was always equated

with gender fluidity: I am hurt when my gender is not

affirmed in the same way as the general population.

The ‘neither-one-nor-t’other’ jokes are not funny to me.

(Woman born with an intersex condition)
Medical interventions

7.12 Intersex people were unhappy with decisions that had been made on their behalf about medical interventions, particularly surgery and hormone treatments:
We need to be allowed the option of being ourselves,

without surgery. (Intersex person)
There has been too much damage caused in the past

because of so-called corrective surgery at or after birth.

(Trans person)
7.13 Intersex people expressed serious concerns about the ongoing effects of medical interventions they received because their bodies had both male and female characteristics. Some were operated on as infants or young children

and said their parents were not always aware of the procedures

involved or the likely ramifications.
7.14 The overwhelming view of the intersex people who met with the Inquiry was that, except in the case of medical emergencies, intersex children should not be operated on to remove ambiguous reproductive or sexual organs. They

described the life-long impact of surgeries that had been performed without their consent, including all or partial loss of sensation in their genitals:
In my eyes it is wrong and it should never have been

done to me. I would have liked to have been left to

make up my own mind. (Intersex person)
7.15 The Inquiry was told that the birth of an intersex child is often treated by health professionals as a ‘psycho-social emergency’, with a strong focus on early medical intervention. There was considerable understanding about the

pressures on parents to make the best decision for their child. One person suggested that - in cases where it was not possible to delay surgery so a child could participate in the decision-making process, an independent advocate should be available to represent the interests of the child:
All genital surgery should have a third person representing

the [intersex] person, who is skilled in that area and

not the doctor or parent. (Intersex person)
7.16 Intersex adults described the trauma and continuing impact of medical procedures performed on their genitalia as children. Many considered there was a critical need for dialogue between intersex people, their families and health professionals about current medical practices and the central importance of informed consent. This included providing undergraduate and postgraduate training on intersex conditions. Dialogue and consultation with intersex people was necessary about the continued practice of performing

genital surgeries on intersex children:
In New Zealand at the moment, genital surgery on

children is legal, whereas genital mutilation is not, under

the Crimes Act amendments in the 1990s. Who was

involved in those consultations? (Intersex person)
7.17 Intersex people sought more support for parents and

families: 

Many of the neat prescriptions for the improved treatment

of intersexed infants don’t address the need for

strong specialised family support. Without it, the outcomes

could be even worse than what many intersexed

children experience today. (Intersex woman)
7.18 Submitters said they were unable to access medical records containing details of the treatments they had received for their intersex condition:
In the course of looking for my medical records I have

been told by three doctors that I will not be able to find

them if I am an intersex person, and that I should ‘give

up looking’. (Intersex person)
7.19 One person took unsuccessful legal action against a district health board to obtain her medical records. The action was necessary because the onus was on her to prove that the records still existed.
7.20 Intersex people noted that young children are not in

a position to give informed consent on their own behalf.

They suggested medical records relating to children should

contain suffi cient information and be retained long enough

to ensure a greater level of transparency and accountability

to them later in life:
Medical records need to be good enough to use at a

later date to evaluate the outcome. Any surgery that

has not had individual consent, those records must not

be allowed to be destroyed without consent. [Intersex

people] must be told they exist and be able to find them.

(Intersex person)
7.21 Another person questioned whether ten years (the current timeframe for retaining such records) was adequate for intersex people:
How do you maintain a continuous record for life-long

issues? (Intersex person)
7.22 Some intersex conditions did not become apparent until puberty or later in life. Intersex people did not consider they were given sufficient information to provide informed consent to medical treatments that took place when they

were teenagers. Many questioned the appropriateness of their care, including the side effects of hormones and inadequate reassurances that surgical procedures would make their body and gender identity unambiguously male

or female. One person who had undergone numerous reconstructive surgeries recounted the importance of eventually receiving an apology from a new specialist:
My specialist apologised on behalf of the medical

system. He said that what they’d done was a failure, a

total disaster. (Intersex person)
7.23 Some suggested that a best-practice model was needed:
Intersex people recommendations seem to me to

come down to balancing the rights of the intersex child

following their birth (and later as an adult) and their

parents, and the health professionals’ responsibilities

of client care and safety. Perhaps it would be helpful

to establish a compulsory best-practice model for

health professionals working in this area. I think that

the development of this best-practice model should

involve intersex people and their parents, and medical,

psychological, Human Rights Commission and Ministry

of Health personnel. (Trans woman)
7.24 Some intersex people said they were now taking hormones or seeking surgery to reverse the medical interventions performed on them as children. A number noted that the public health system had provided the medical procedures required to treat their intersex conditions, but no public health funding was available to reverse these. The Inquiry heard from intersex people who considered that funding should be available through the accident compensation scheme or that health funding should be available in these instances:
When finally everything hit the wall my doctor said he’d

been waiting for this for 30 years but ‘everything that

we’ve taken away we can’t put back ... if you want to

have an operation to reverse this, this and this you’ll

have to pay for it’. (Intersex person)
7.25 Intersex people are entitled to protection from discrimination and have the right to make complaints of sex discrimination under the Human Rights Act 1993. Intersex people said that in most cases a sex (either male or female) had been assigned to them by the time their birth was registered. For some the sex assigned at birth was appropriate. However, others felt very strongly that the sex recorded on their birth certificate was an inaccurate record of their biological sex and conflicted with their gender identity.
7.26 Intersex people’s concerns about the need for legal documents that reflected their appropriate sex mirrored the concerns of trans people. However, intersex people were concerned they could face additional barriers when attempting to change their records under the Births, Deaths and Marriages Registration Act 1995. In particular, they were unsure how a ‘physical conformity’ test would be applied to an intersex person, and whether it would require additional surgeries to reverse operations performed when they were children. In some cases it would be extremely difficult or impossible to recreate parts of the body that had been surgically removed. The prospect of additional, often expensive, surgery was daunting for some given the trauma associated with operations performed on them as children:
Surgery over surgery is a nightmare. (Intersex person)
7.27 The Inquiry heard from two intersex people who considered that ‘indeterminate’ (rather than male or female) was the most accurate description of their sex. Both were aware that it was possible for a child’s birth certificate to record their sex as indeterminate and have attempted to have their sex details changed.
7.28 In one case, the intersex person’s birth had first been registered as ‘indeterminate’, and was subsequently changed to ‘female’. This person told the Inquiry that the application for amendment was declined by the Registrar

for the following reasons:
While I appreciate your approach, I do not believe it

would be appropriate for me to determine your application

simply as an error of fact on your birth registration.

That is, I would have to be satisfied that the decision to

assign the ‘female’ gender to you was wrong and that

you have always, since your birth, been a person of indeterminate

sex. From the supporting documentation ...

which suggests that you underwent surgery to feminise

your genitalia ... I would not think you could support

that factual claim, at least from a physical conformation

sense. (Letter from Registrar of Births, Death and Marriages’

September 1999)
7.29 The Registrar noted at the time that the provisions in the Act ‘have never to date been used by a person who is applying to have the gender on their birth registration changed to indeterminate or intersex’. One submitter has

recently filed such an application under section 85 of the Act.
7.30 The Office of the Privacy Commissioner noted that in 2003 it received a complaint from an individual identified as intersex at birth who underwent surgery as a baby in an attempt to assign a particular gender:
The assigned gender was recorded on the birth certificate

 and for a number of years this person has been

involved in ongoing struggles with various government

departments in an attempt to have the birth certificate

details corrected to show either an ‘indeterminate’ gender

or the person’s current gender status. They reported

difficulties in applying for jobs, enrolling at educational

institutions, holding a driver’s licence and a number

of other situations in which personal identification is

required. This person described feelings of humiliation,

hurt and a loss of dignity as a result.
7.31 For intersex people who identify as neither fully male nor female, an (X) passport was the one official document offering an opportunity to have their sex recorded as indeterminate. Some intersex people had difficulties obtaining a (X) or (–) passport because the policies of the Passport Office were designed primarily for trans people, not intersex people. The absence of clear policies resulted in applications by intersex people being delayed:
It took six months to get my sex omitted on my passport

because there was nothing in the policy manual about

intersex.... In the end one guy got to make the decision

himself. He’s been brilliant. (Intersex person)
Government agency responses

DEPARTMENT OF INTERNAL AFFAIRS

7.32 The Department of Internal Affairs assisted the Inquiry by supplying the following information about the number of births where the child’s sex was either not recorded, or recorded as ‘indeterminate’ on the birth registration:
	Sex details on birth certificate

	Since 1868
	Indeterminate
	No Sex

	Total
	145
	267

	Live Births
	32
	154

	In last 10 years
	
	

	Total
	32
	0

	Live Births
	6
	0


7.33 The Department advised that care was needed in assessing this information. Importantly, it was ‘derived directly from registration records’ and reflected information recorded up until May 2007. The Department noted that

this should not be used as official data.
7.34 The Inquiry considered this information in light of the steps that must be taken to record the sex of a newborn child. The most immediate record will be in the paperwork completed by a midwife or doctor after a baby’s birth, which is then submitted to obtain the child’s National Health Index number. The New Zealand Health Information Service confirmed that where a child’s sex has been noted as ‘indeterminate’, it is not currently able to be recorded on their database. The only options available are ‘male’, ‘female’, or ‘unknown’. The New Zealand Health Information Service is currently contemplating an upgrade to the National Health Index database and processes and informed the Inquiry that they would welcome guidance on the recording of sex data for intersex and trans children including the use of the categories ‘indeterminate’

or ‘unknown’ sex.
7.35 The Births, Deaths and Marriages Registration Act 1995 sets out two processes by which information about a child’s sex is recorded. The first is a notice of the child’s birth which must be sent to the Registrar of Births within

five working days of the birth, which is usually be done by the midwife or the hospital personnel. This is followed by actual registration of a child’s birth, which, under the Act, is the guardians’ responsibility and must occur ‘as soon as practicable’.
7.36 The Inquiry heard that when it is hard to tell whether a baby has male or female genitals there are two options. The first is to not list the child’s sex immediately. The second is to record the sex as indeterminate.
7.37 The Department confirmed that no simple comparisons can be made between the data collected when a baby’s birth is notified and the birth registration data which is recorded later. Preliminary birth notice information provides independent verification that the birth had occurred. This has only been recorded on the registry’s computer system since 1998 and there are limitations on what is available and how it can be interpreted.
7.38 Information from the Department of Internal Affairs confirms that by the time a child’s birth is registered almost no infants will be listed as having an indeterminate sex. This reinforces the experiences of intersex people who told the Inquiry that in most cases they had been assigned a sex by the time their birth was registered. The result is that it is highly likely that most intersex people will be registered at birth as either male or female.
7.39 This view is also supported by Department of Internal Affairs’ statistics on applications under section 29 of the Births, Deaths and Marriages Registration Act 1995. Section 29 enables a child’s guardian to make an application to the Family Court to change sex details on the child’s birth certificate. In the case of intersex children this may include changing sex details registered on a birth certificate from indeterminate to either male or female. The Inquiry was informed that there have been no declarations under section 29 since the Act came into force in 1995, suggesting that guardians decide an intersex child’s sex prior to registering the child’s birth.
7.40 The Inquiry was provided with information from the Passports Office, which is sent to people applying for an (X) passport. This information states that an applicant’s name must be either unisex or have been changed so it is ‘more suitable to a member of the opposite sex’. In addition, the applicant must live as a member of the opposite sex (but need not have undergone full gender reassignment surgery), or have had such surgery but not changed their sex on their birth certificate.
7.41 The use of the term ‘opposite sex’ reflects an assumption that people ‘changing’ their sex will be transitioning from male to female or vice versa. This assumption does not reflect the experiences of all intersex people who made submissions to the Inquiry.
Health professionals’ viewpoints

7.42 In New Zealand most infants of indeterminate sex are assigned a sex by medical intervention. In most cases the decision to assign a gender to ‘correct’ the child’s perceived variation from the norm is taken by parents and

doctors when the child is an infant, followed by repeated genital surgery and ongoing hormonal and psychological treatment, together with socialisation in the assigned gender. There is a significant risk that this surgical and endocrinological assignment of the children’s sex may not be consistent with their adult gender identity or their actual biological sex. Whether (and to what extent) such intervention is necessary for the child’s physical and mental health, or whether it is both physiologically and psychologically harmful, remains a contentious issue.
7.43 In one overseas study of 16 children between the ages of five and 16 born with cloacal exstrophy, 14 were assigned female sexual, social and legal identity. Eight subsequently declared themselves male, five were living as females, one was living with unclear sexual identity and two who were raised as male remained male. Six of those who had been assigned female identity, had reassigned themselves as male (Reiner & Gearhart, 2004).
7.44 The issues for intersex people were raised with the Ministry of Health. Ministry officials confirmed that some surgical procedures on children with intersex conditions are funded from the Special High Cost Treatment Pool.

Referrals are generally made in relation to:
… infants for corrective genital surgery following

marked genital virilisation from congenital adrenal

hyperplasia…
7.45 Another person noted:
Conflicting view points are good. It’s good to have a

balanced perspective. All I can say is that I am glad I am

not a doctor working in the area, as I would find the

decisions tough and confusing. (Trans man)
7.46 The Inquiry was fortunate to meet with a leading international health academic, Dr Milton Diamond. Dr Diamond provided the Inquiry with a considerable amount of research and information on issues of gender identity

and the assignment of sex to persons with an intersex condition. In March 2007, Dr Diamond noted that there have been calls since the late 1990s for a moratorium on sex-assignment surgeries on infants, but that neither the British Association of Paediatric Surgeons nor the American Academy of Pediatrics had agreed to do so by 2001: They did, however, ‘encourage more caution recommending sex reversals, they called for new research and recommended greater candour and honesty in dealing with patients and their families’.
Conclusions

7.47 The Inquiry did not set out to inquire into the human rights experiences of intersex people, but intersex people did attend to raise their concerns. Intersex people have the same rights as all other people to the full protection and promotion of their human rights. There are significant human rights issues affecting intersex people that merit urgent consideration so as to improve their dignity, equality and security.
7.48 There are difficulties assessing the number of intersex people in New Zealand. The number of live births recorded as indeterminate is not an accurate basis for estimating the size of the intersex population because most intersex children appear to be assigned a sex at birth (or soon after) and have their birth registered as male or female rather than indeterminate. Other intersex conditions will not become evident until a young person reaches puberty, and has already spent many years living as male or female.

For these reasons very few people born with intersex conditions are registered as having an indeterminate sex.
7.49 There are a number of parallels between the experiences of many intersex and trans people. Both groups asserted the right to be themselves without fear of discrimination and to be treated with dignity and respect

when they seek medical support. While most intersex and trans people are likely to identity as male or female, a third option is important to some intersex, androgynous or ‘third sex’ people. This includes the ability to obtain an (X) passport.
7.50 However, there are some very significant issues that are specific to intersex people, particularly in relation to medical procedures performed on children and young people with intersex conditions. Having access to full medical records, including those used as the basis for any legal change of sex, is critically important for intersex people. The absence of such records compounds the invisibility, secrecy and shame felt by many.
7.51 The Inquiry has attempted, within the bounds of its terms of reference, to consider these issues. However, the Inquiry has not been able to hear from the full diversity of intersex people and received no submissions from family

members or New Zealand health professionals specialising in this field. Some proposals are made in the Findings and Recommendations chapter about further steps that could be taken to address the concerns of intersex people.
9. 
Findings and Recommendations


Ngā Hua me ngā Taunaki
Extract detailing findings and recommendations in relation to intersex people:

Intersex people
9.45 The Inquiry did not set out to conduct an inquiry into the human rights experiences of intersex people, but intersex people did come to the Inquiry to raise their concerns. Intersex people are protected against discrimination under the Human Rights Act 1993 and have the same rights as all other people to the full protection and promotion of their human rights. Significant human rights issues affecting intersex people merit urgent consideration to improve their dignity, equality and security.
9.46 There are a number of parallels between the experiences of intersex and trans people. The option of identifying as someone other than male or female is important to some intersex, androgynous or ‘third sex’ people. This includes the ability to obtain an (X) passport. 

9.47 The foundations have been laid for more work. This needs to be done with respect for the diverse views of intersex people. There is a need for greater education and more dialogue about the human rights of intersex people, including information about historical and current medical practices. Questions remain about the adequacy of medical training, current standards of care, guidelines on medical interventions and access to medical records. 

9.48 The Inquiry recommends considering the specific human rights issues faced by intersex people through the Human Rights Commission undertaking in-depth work in consultation with them and with relevant government agencies.
Relevant Recommendation:

9.49 The Inquiry recommends:
Consider the specific human rights issues facing intersex people:
· through the Human Rights Commission undertaking further in-depth work in consultation with intersex people and other relevant government agencies.

