Planned
Parenthood"

Care. No matter what.

Planned Parenthood Federation of America, Inc.

April 18, 2022
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The Honorable Xavier Becerra, Secretary
U.S. Department of Health & Human Services
200 Independence Avenue, S.W.
Washington, D.C. 20201

Re: Information Collection Request on Consent for Sterilization Form (0937-0166)
Dear Secretary Becerra:

Planned Parenthood Federation of America (Planned Parenthood) submits these comments in
response to the Agency Information Collection Request regarding the Consent for Sterilization
Form (consent form) (OMB No. 0937-0166), released by the Department of Health and Human
Services (HHS) and published in the federal register on February 15, 2022. As a trusted
provider of sexual and reproductive health care, Planned Parenthood takes every opportunity to
weigh in on policy proposals that impact the communities we serve across the country. We urge
HHS to improve the consent form to ensure that decisions that patients make about their bodies
are informed. We also support lifting the consent form’s waiting period which creates unequal
access to sterilization services based on a patient’s insurance type.

Planned Parenthood is the nation’s leading sexual and reproductive health care provider and
advocate and a trusted, nonprofit source of primary and preventive care for people of all
genders in communities across the United States. Planned Parenthood’s health centers provide
affordable birth control, lifesaving cancer screenings, testing and treatment for sexually
transmitted infections, and other essential care to 2.4 million patients annually. Planned
Parenthood health centers also provide abortion services and ensure that all people have
accurate information about all of their reproductive health care options. One in five women in the
U.S. has visited a Planned Parenthood health center. The majority (75%) of Planned
Parenthood patients have incomes at or below 150 percent of the federal poverty level.

As a provider of contraceptive care, Planned Parenthood knows how important it is that patients
have access to the contraception that they desire—including sterilization. Sterilization is the
most commonly used contraceptive method among women aged 15—49; nearly one in five



women in this age group use sterilization as their contraceptive method." At the same time, the
patients we serve come from communities that have historically faced sterilization
abuse—abuse that was driven by the eugenics movement that Planned Parenthood’s own
founder aligned with. Because of this history and the patients that we serve, Planned
Parenthood is committed to improving the sterilization consent form so patients considering
sterilization have the information they need, presented in an understandable way, to make a
decision about their own bodies. We also support lifting the consent form’s waiting period so that
all patients, regardless of insurance type or income, have equal access to wanted

contraception.

I. The necessity and utility of the proposed information collection.

The consent form plays the vital role of ensuring that only patients who understand and desire
sterilization receive the service. While informed consent is critical for all types of care, it is
especially important for sterilization because of this country’s shameful history of sterilization
abuse. This abuse includes people who were sterilized without their knowledge or consent when
undergoing medical procedures or childbirth, as well as people who were coerced or deceived
into giving consent for sterilization.

Sterilization was used as a weapon of oppression throughout the 20th century to maintain race,
class, ability, and gender hierarchies and has disproportionately impacted people with
disabilities, Mexican-origin, Black, Puerto Rican, and Indigenous women, immigrants, and
people with low incomes. In the early 1900s, states began passing eugenics laws legalizing the
forced sterilization of people “unfit to reproduce.” States interpreted these laws to target the
aforementioned groups and women who had sex and became pregnant outside of marriage.
Thirty-two states passed such sterilization laws in the first half of the 20th century, resulting in
the forced sterilization of a staggering 60,000 people in state-run institutions and hospitals.?

These state sterilization programs initially targeted people with developmental and intellectual
disabilities, people who violated sexuality norms, and people who had committed crimes.* Over
time, people of color and women were increasingly targeted by eugenics practices.® From
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1950-1966, Black women in North Carolina were sterilized at more than three times the rate of
white women and more than 12 times the rate of white men.® In Puerto Rico, a U.S.-instituted
population control program, combined with colonialist economic reforms, resulted in over 34% of
mothers aged 20-49 being sterilized by 1965.7%

Sterilization abuse increased dramatically in 1970 with the passage of the Family Planning
Services and Population Research Act, which subsidized sterilizations for patients who received
care through Medicaid and the Indian Health Service (IHS).° In the 1970s, the IHS sterilized at
least one in four Indigenous women between the ages of 15-44.'° Some women were
threatened that they would lose their children or their welfare benefits if they did not agree to
sterilization; others gave “consent” during childbirth or while sedated or were not given consent
forms they could understand.

In response to this mass abuse, federal regulations introduced in 1974 mandated the use of the
consent form and a 72 hour waiting period. After an extension of the waiting period to 30 days in
1978, neither the regulations nor the consent form have since changed.?

Sterilization abuse continues to this day. To name just a few examples: from 2005-2011, the
state of California sterilized 39 female inmates without obtaining sufficient consent.’® In 2017
and 2018, judges in Tennessee and Oklahoma offered reduced jail time to people with
substance use disorders if they received sterilization or long-acting reversible birth control.™* In
2020, a whistleblower report revealed that immigrants detained at the for-profit Irwin County ICE
detention center in Georgia were subjected to forced hysterectomies and unnecessary medical
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procedures.® Today, 31 states plus Washington, D.C. have laws allowing forced sterilization of
people with disabilities; 17 states allow for the forced sterilization of children with disabilities."”

Because the U.S. public health system has a history of conducting such sterilization abuse, it is
vital to have strong safeguards against future abuse. As a safety net provider for communities
that have experienced this abuse, Planned Parenthood is committed to improving the
sterilization consent form so it better secures informed consent. Planned Parenthood believes
that an improved consent form will help to prevent future sterilization abuse while facilitating
contraceptive access for those who desire it.

Il. Planned Parenthood recommends the following ways to enhance the quality, utility,
and clarity of the information to be collected.

1. HHS should modify the reading level and visual layout of the consent form to make it
more understandable and ensure that the consent patients give is informed.

The current consent form is difficult to understand because of its high reading level and complex
visual layout. The consent form is written at a ninth-grade reading level. Researchers who
created a lower reading level version of the form found that women who used it better
understood the sterilization procedure and the fact that it is irreversible.™ It is especially
important that the reading level of the consent form is accessible because women who use the
form are more likely to have less formal education. From 2017-2019, approximately 40% of
women aged 22—49 without a high school diploma or GED reported undergoing sterilization,
compared to 12% of women with a bachelor’s degree or higher."® Planned Parenthood urges
HHS to modify the reading level of the form to make it understandable to everyone who reads it.

The visual layout of the consent form also makes it difficult to understand. HHS should use
larger font size, double spacing, and clearer spacing between form sections. The section of the
form that patients fill out, “consent to sterilization,” should be made visually more distinct from
the other statements on the form. The “Paperwork Reduction Act Statement” may also confuse
some patients, as it is not relevant to learning about or consenting to sterilization. HHS should
consider removing this statement.
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2. HHS should provide alternative format materials and accommodate a supported
decision-making process to ensure that all patients can give truly informed consent.

The underlying regulations at 42 C.F.R. § 50.204(c) stipulate that “suitable arrangements must
be made to insure that the information specified [in the consent form] is effectively
communicated to any individual to be sterilized who is blind, deaf or otherwise handicapped.”
We appreciate that HHS requires these accommodations, which are vital to ensure that a
community that has historically been targeted by sterilization abuse can give informed consent.
Patients may need or prefer a variety of accommodations, including alternative format materials
like braille, digitally navigable formats, or sign language videos. The Office of Population Affairs
website currently only provides the form for download in English, Spanish, and large-print
formats.?’ Planned Parenthood urges HHS to provide these materials in the alternative formats
listed above on its websites.

Some patients with disabilities may also need or prefer an alternative process for giving their
informed consent. One such process is supported decision-making, which gives people with
intellectual and developmental disabilities the chance to consult with a person of their choice to
understand the choices they face so they can make their own decisions.?' This person, known
as a supporter, can be a trusted friend, family member, or professional, and helps the person
understand their options, ask questions, receive answers, and communicate their own choice.
Planned Parenthood encourages HHS to modify the form to allow for supported
decision-making processes.

3. HHS should provide supplementary guidance to providers on how to provide
patient-centered and trauma-informed care to help protect patients’ ability to give
informed consent.

Planned Parenthood urges HHS to provide supplementary resources to the consent form
directed at providers containing best practices for patient-centered care. Such guidance will help
ensure that the process of reviewing the consent form is respectful of and responsive to patient
preferences, needs, and values, and that patient values guide all clinical decisions.? For
example, this guidance could include recommendations on how the physical space in which
patients review the consent form can be adapted to center patients (e.g., patients may feel more
comfortable reviewing the consent form outside of the exam room in a space where they sit at
the same level as the provider).

HHS should also develop supplementary guidance for providers on how to review the consent
form with patients from a trauma-informed perspective. Some patients reviewing the consent
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form may have exposure to trauma, including systemic discrimination, violence, and
reproductive coercion, that impacts how they give consent for medical care.

4. HHS should lift the mandatory waiting period to allow all people to access
sterilization in the same way, regardless of their income or source of insurance
coverage.

The underlying regulations at 42 C.F.R. § 50.203(d) impose a 30 day waiting period between the
date the consent form is signed and the date of the sterilization procedure. The intent behind the
waiting period is well-meant in the wake of decades of federally-funded sterilization abuse.
Among people who desire sterilization, however, the impact of the waiting period is a two-tiered
system of access, in which people with commercial insurance have immediate access to care
and people insured through Medicaid must wait for their health care services.

The ability of people to exercise bodily autonomy—especially people of color and other
historically marginalized communities who have faced systemic discrimination—is a key tenet of
reproductive justice.?® As HHS is aware already, there is a traumatic and shameful history of
reproductive oppression in our health care system among people of color, people with
disabilities, and people with low incomes.?* This oppression makes it especially hard for these
groups to have the same access to services like contraception. The waiting period exacerbates
this unequal access to reproductive autonomy and makes contraceptive access less equitable.
Protections against sterilization abuse should prevent the medical system from abusing
patients, not prevent patients from accessing wanted medical care.

The waiting period was introduced because the medical system failed to protect patients. But its
design reinforces negative stereotypes that people insured through Medicaid—who are more
likely to be people with low incomes and people of color—are not capable of making decisions
in the same time frame as commercially insured patients, who are more likely to have higher
incomes and be white. Planned Parenthood strongly urges HHS to conduct new rulemaking to
lift the waiting period codified in 42 C.F.R. § 50.203(d).

In addition to being inequitable, the waiting period may be impossible for patients desiring a
postpartum sterilization who have a premature delivery. While the regulations at 42 C.F.R. §
50.203(d) allow for the waiting period to be reduced to 72 hours in the case of a premature
delivery, the regulations fail to define when a delivery is considered premature. In the absence
of a clear definition, states and providers are defining themselves which women (e.g., women
delivering before 34 weeks, women delivering before 37 weeks) qualify for the shorter 72 hour
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waiting period.® This uneven application further demonstrates how the waiting period
perpetuates unequal access to sterilization.

5. HHS should modify the consent form to respond to unique barriers posed by the
COVID-19 pandemic.

To reduce infectious exposure and conserve personal protective equipment at the start of the
COVID-19 pandemic, the Centers for Medicare & Medicaid Services recommended that
hospitals cancel or delay elective procedures. The American College of Obstetricians and
Gynecologists has a policy designating postpartum sterilization as a nonelective surgery.?
However, in the absence of federal guidance, some hospitals and state Medicaid agencies have
defined postpartum sterilization as an elective surgery, blocking access to care or coverage.?

Contraception is an essential form of health care for those who desire it. The consequences of
lack of access to sterilization are high, as people may not desire another form of contraception
or be able to access it. A study followed women insured through Medicaid who were denied a
desired postpartum tubal ligation, due to a problem with their sterilization consent form or the
waiting period. The researchers found that 47% experienced a pregnancy in the next year, twice
the rate of women who did not request a sterilization.?® Sterilization denials due to its
categorization as an elective surgery may have similar effects. These unintended pregnancies
pose health risks to women, worsening the maternal morbidity and mortality crisis in the U.S.
that disproportionately impacts women of color.

The use of telemedicine during the COVID-19 pandemic has increased access to health care for
many patients. Telemedicine may especially benefit patients that are geographically far from
health care providers, or who are unable to travel for appointments due to work or childcare
responsibilities. Despite the dramatic increase of telemedicine use during the pandemic, the
consent form has not been modified to be compatible with telemedicine visits.?° Planned
Parenthood encourages HHS to modify the consent form to allow for telemedicine oral consents
or electronic signatures.
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6. The information collection request does not allow for enough time for meaningful
review of public comment before the consent form expires.

The current consent form is set to expire April 30, 2022, 12 days after the close of this public
comment period. Planned Parenthood is concerned that this is not enough time for HHS to
meaningfully review the submitted comments, consult with experts in the field of health literacy,
patient-centered care, and trauma-informed care, revise the consent form, and notify providers
of the new form. If the current consent form must be extended while HHS creates and
implements an improved version, the extension period should be no more than 30 days.

*kkkkkkkkk

Planned Parenthood applauds the Biden-Harris administration’s continued actions to put the
health and lives of all people in this country—including women, people of color, young people,
people with disabilities, LGBTQ communities, and others accessing services through federal
programs—first and foremost. Improving the consent form is a vital action to protect against
sterilization abuse and ensure equitable contraceptive access. You are welcome to contact
Carmina Bernardo, Senior Director of Public Policy at carmina.bernardo@ppfa.org to discuss
our comments. Planned Parenthood looks forward to continuing to work with HHS to ensure that
informed consent practices in federal programs are strong and desired reproductive health care
is accessible.

Respectfully submitted,

Karen Agostisi Stone

Vice President, Public Policy and Government Relations
Planned Parenthood Federation of America

1110 Vermont Avenue NW, Suite 300

Washington, DC 20005
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