.. Connecticut

u" Children’s

Testimony of Priya Phulwani, MD- Endocrinologist
At Connecticut Children’s Medical Center
to the Public Health Committee regarding
SB 100 An Act Concerning Intersex Persons
March 5, 2021

Senator Abrams, Representative Steinberg, members of the Public Health Committee,
thank you for the opportunity to share my thoughts about Senate Bill 100, An Act Concerning
Intersex Persons.

My name is Priya Phulwani, and | am a licensed physician, board certified in both pediatric and
adult endocrinology. | have a pediatric endocrinology practice at Connecticut Children’s and an
adult endocrinology practice at Hartford Healthcare Medical Group.

For the past 10 years, | have been co-director and part of the Clinic for Variations in Sexual
Development, along with a pediatric urologist and a mental health support clinician. | have seen
various terms - intersex, then disorders, then more recently differences or variations of sex
development - all used over time by patients, parents, medical literature, lay press and social
media. The team members, our approaches and definitions, have also evolved, and more genes
have been identified. The incidence is estimated at 1 per 4,500 people. In our clinic | see about
4 patients per month.

| am also the director of the Connecticut Children’s Clinic for Youth with Gender Incongruence,
which cares for transgender, agender, gender fluid, gender diverse and queer patients. The
incidence is estimated between 0.5 to 2% of people. | have over 300 patients who see me to
pause puberty for gender dysphoria or hormones to transition to their affirmed gender and live
their true lives.

I have provided clinical opportunities in these areas to medical and nursing students; internal
medicine, pediatric and gynecology residents; and adult and pediatric endocrinology and
reproductive endocrinology fellows. | have given talks to these trainees as well as to nurses,
behavioral health providers, medical colleagues and participated in several community panels.
In particular during conversations with nursery providers and pediatricians, | have noticed
increasing referrals to multidisciplinary care.

First, my heartfelt thanks for the non-binary option on birth certificates and driver’s licenses in
Connecticut. | have been busy signing these affidavits and we have brought joy to many.

Second, | once again cannot support the current bill as written, and would like to raise my
concerns as | have the past two years in my testimony:

Sec. 5. (j) “a psychologist stating that the applicant has intersex characteristics”

While a licensed mental health provider is absolutely appropriate to make a

statement regarding gender identity, the statement regarding intersex per Sec.1 (17) actually
requires identifying a condition in which an individual is born with a reproductive or sexual
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anatomy or chromosome pattern that does not fit the typical definition of male or female. Hence
| propose removing the psychologist option.

Sec. 7. For the reasons listed below, | propose we remove “a task force to study the
circumstances in which a surgery related to a person’s intersex status is medically necessary.”
This would involve listing conditions where surgeries are necessary (and hence the implication
that in other conditions surgeries are not necessary and potentially banned).

1. The very definition of intersex conditions is expanding, changes over time and political
context, and differs within the medical communities and even within intersex communities.

2. The risk of cancer in the gonads may change with more knowledge about these conditions
and their genetics, and this also impacts the definition of what is “necessary”.

3. Surgical procedures and their benefits and risks at various ages will change overtime - hence
a list of conditions that need surgery will change as well. For example, the risk of poor healing or
excessive bleeding for a particular procedure in infancy versus childhood versus adulthood —
this data changes as techniques evolve.

4. There are also challenges with defining assent (who decides when the child is capable of
making a decision re getting or not getting surgery — it's unfair to make a child who wants
surgery wait till age 18)

5. How exactly will legislative involvement and oversight occur in these sensitive
cases?— example: circumcision.

6. In our country we place great value on parental autonomy. We assume informed parents
make various medical decisions in the best interest of their children. We keep in mind that
parents take the children home and raise them in their homes and communities— not health care
providers or lawmakers or advocates. For example, people with partial androgen insensitivity
syndrome may have a risk of gonadal cancer between 15-30%. To define a certain percentage
risk of cancer at which removal of a gonad becomes necessary versus optional is not
reasonable. One family may feel 30% is high enough to remove the child’s gonads while
another may not, both these families need to live with the choices they make.

Newer guidelines advocate providing interdisciplinary care to intersex individuals, promoting
better education about the natural diversity in these conditions, the acceptance of the non-
binary, the option of observation over time, and very importantly the removal of shame around
these conditions. We need to continue more collaboration between medical communities and
people with intersex conditions in order for education to happen - for these families but also for
our society at large.

Therefore we need a working group consisting of Connecticut residents as described in the
2020 testimony from the CT American Academy of Pediatrics: parents of children with intersex
characteristics, an adult who identifies as intersex, a mental health provider, a medical ethicist,
a pediatrician, a pediatric endocrinologist, and a pediatric urologist. This working group’s
purpose is to strive toward ideal care for people with intersex conditions, in ways that are more
effective than a leqislative ban on certain surgeries.
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Thank you for your consideration of my position. If you have any questions about this
testimony, please contact Emily Boushee (eboushee@connecticutchildrens.org), Government
Relations Associate at Connecticut Children’s.

For more information please see this article: https://pubmed.ncbi.nim.nih.qov/29769693/

Cools M, et al. Caring for individuals with a difference of sex development (DSD): a
Consensus Statement. Nat Rev Endocrinol. 2018;14(7):415-429.

Fig 1. Diagnostic classification is complex
Fig 2. Care is across the lifespan
Fig 3. Cancer risk varies

Fig 4. Care is multidisciplinary
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