@ Te Ngakau Kahukura

Submission on Pharmac’s proposal to fund testosterone gel

Te Ngakau Kahukura is a national initiative that works to change systems and environments around rainbow?
people to make sure they are affirming, welcoming and non-discriminatory. We work with professionals,
organisations and wider systems that provide health, social and education support to people in Aotearoa. We
provide advice, best practice guidance and learning opportunities to support systems change.

Our vision is an Aotearoa where rainbow people grow up feeling safe, valued and like they belong in the places
where they live, learn and access healthcare and social support. As part of this vision, we advocate for wider access
to gender-affirming healthcare that is guided by trans people’s autonomy and mana motuhake, based on informed
consent, depathologised, holistic, developed and led by and with trans communities, and in solidarity with intersex
healthcare needs and aspirations?.

Thank you for the opportunity to comment on these proposals. We would like to note that our comments relate to
ensuring that rainbow people have equitable access to medicines. Our backgrounds are as public health advocates,
not as prescribing doctors.

Testosterone gel
We support the proposal to fully fund testosterone gel without restrictions. We have no comment to make about
the proposal to award Principal Supply Status to Testogel.

As is noted in the proposal, one of the current uses of testosterone medicines is as part of gender-affirming
healthcare — that is, healthcare that people access to affirm their gender and increase congruence between their
body and their gender or sense of self3.

Best-practice gender-affirming healthcare does not prescribe two standard treatment pathways. Each trans person
has their own healthcare needs and transition goals, and a range of publically-funded healthcare options are
needed to respond to these.

Testosterone gel should be available as an option for gender-affirming hormone therapy

Internationally, gel is recognised as a method of administering testosterone for gender-affirming hormone
therapy*. It is a commonly-used option in other countries, including in the US>® and Australia’. In an informal
community-based survey of gender-affirming testosterone use led by a US-based artist, testosterone gel was the
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second most common method of administration among the survey’s 389 participants®. Research suggests that
there is no difference in safety or efficacy in testosterone gel compared with the injectable testosterone that is
most commonly used in New Zealand®.

Gels may be preferred over other testosterone administration methods because applying gel may be a more
tolerable experience than injections (which do not suit those with a fear of needles'®!!), or patches (which cause
skin irritation for some??). They may also be preferred by people who prefer to take a lower dose than those
typically administered through other methods, have more day-to-day control over dosing??, and see body changes
potentially happen over a longer time period'**®, For these reasons, gels may be used by preferred by some people
who are non-binary'®, or have gender embodiment goals that are different to the typical binary patterns that have
historically been associated with gender-affirming healthcare.

Funding testosterone gel will support choice, autonomy and health equity

The proposal to fully fund testosterone gel will mean that trans people are more able to access testosterone in a
form that works for them through an ‘informed consent’ process, that is, by making their own supported decision
with a prescribing doctor, given clear information about the known risks and benefits!’. Where a trans person is
working with a doctor who supports this informed consent approach, they will have more ready access to a
medication that may better suit their gender and embodiment goals.

The cost of medications is an important health equity issue for trans people, who on average have significantly
lower disposable income than cisgender people!®. Two large local surveys have validated that cost of hormone
medications is a major barrier to trans people accessing the gender-affirming healthcare they need. Among
Counting Ourselves participants (which surveyed trans and non-binary people aged 14 to 83), 28% of those who
had an unmet need for gender-affirming hormones indicated that they could not afford to access these. In the
Identify survey of rainbow young people and allies (aged 14-26), 41% of those who wanted but could not access
gender—affirming medications indicated that one of the reasons was that accessing medications cost too much.

The current cost of testosterone gel is prohibitive for many (for example, one local transdermal cream product
currently costs around $150 for a less than two month supply®®.) Fully funding testosterone gel would broaden
access to essential medicine for many transgender people. While injectable and patch-based testosterone
medications are currently funded, this proposal would provide access to a medication that may better suit many
people’s gender and embodiment goals.

In addition to the direct cost of prescriptions, the current pharmaceutical funding situation creates barriers to trans
people accessing gel. Current medical guidelines do not acknowledge testosterone gel because it is not PHARMAC-
funded?. Doctors will not typically offer non-funded medications as a first option, and may be reluctant to
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prescribe options they are less familiar with. This means that trans people seeking to use testosterone gel often
need to self-advocate, and may face additional appointments or waiting time while their doctor learns about the
benefits and risks of this formulation.

Funding testosterone gel should be supplemented with supporting trans-led community education

Your proposal asks for comments on what implementation activities would be required to support the funding of
testosterone gel, for patients (including Maori, Pacific peoples, those using testosterone gel as part of gender
affirming hormone therapy and other populations experiencing health disparities), doctors and pharmacists.

Given that testosterone gel has not been widely used in New Zealand as part of gender-affirming hormone
therapy, it would be useful to produce an information resource specifically for transgender and non-binary patients
and for doctors and nurses who prescribe gender-affirming hormone therapy. This resource could outline the
differences from other testosterone formulations, and outline practical considerations for using testosterone gel
(for example, the most effective methods of application, how to manage dosages, and caution about physical
contact with other people or animals while gel is drying). This could be provided along with existing information
about the effects and risks of testosterone therapies (as are available for example in the recently-published
primary care guidelines?), and much of the information could be transferrable from the Testogel New Zealand
Data Sheet?? (which is currently written with hypogonadal cisgender men in mind).

We suggest that this resource be co-developed with trans communities, and supported by community-based
education (for example, website content and online video) to introduce trans communities to the availability of this
medication and advise how to access it.

Further, we suggest that this resource could be incorporated into the national primary care workforce training
currently in development?, so that primary care providers are more knowledgeable and confident about
prescribing testosterone gel.
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