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As Black women, we often know enough about fibroids to know that we don’t want to be diagnosed with
them, but often not enough to make informed decisions about management of them or to explain them to our
loved one. Even so, we are often asked to do just that. This discussion guide is made not just for Black women,

but by Black women.
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® Fibroids affect the uterus, so it's important to know
what the uterus is first. The uterus is a reproductive
organ that is situated low in the pelvis and is typically
about the size of your fist during childbearing years. It
sits above the vagina and connects to the vagina via the
cervix. The cervix is what dilates to 10cm to allow for a
vaginal birth.

® Fibroids grow from the muscle layer of the uterus. The
uterus is comprised of muscle which is why it contracts
and why we get uterine cramps. Fibroids are abnormal
growth of the muscle layer.

Symptoms of uterine fibroids depend on the size and location of the fibroids. For reasons not fully
understood, Black women with fibroids tend to be more symptomatic. Fibroid symptoms include
abdominal pain, abdominal distension, heavy bleeding, early satiety, pain with intercourse, constipation,
urinary urgency, and more.




® Ask about size and location and see if you can get your ultrasound or imaging report. The withholding
of medical records is intrinsic to the patriarchal history of the healthcare system. Historically, doctors
could decide whether they felt you needed to know certain information about your care. Fortunately,
this has changed with updated laws and policy. You now have every right to your medical record and
by obtaining this, you gain the power to track changes as well as to back up any future concerns with
tangible diagnostic evidence that you have already been diagnosed with uterine fibroids.

/

® Ask about their recommendations and
next steps. This is a good way to
ensure that your provider is thinking of
next steps and planning for follow up
instead of just giving you unactionable
information. Sometimes next steps are
( 7 just surveillance, but it can also be
medication or even surgery.

® Ask “Is there something else that you
are not offering me, that another
doctor or specialist, would offer me?”
This is a critical question to ask,
because doctors tend to offer what
they can do, what they were trained to
do, and what they do most often. This
question really lays the groundwork
for seeking a second opinion. Second
opinions are amazing and are every
patient’s right.

The opportunity to be make sound judgement on next steps without the burden of profound anemia,
pain, or fatigue. When we are diagnosed too late with fibroids, the burden of the disease can be so
significant that we make urgent decisions that may not serve us best in the long-term. They also may
not fully consider all of our personal, financial, or family planning goals. The truth is that we don’t make
our best decisions when we're in an urgent state of mind. When we've been worn down and are just
barely making it, we may often choose the option that gives us relief the fastest. That may contribute to
the disproportionate rate of hysterectomies in black women, not just because we may elect for them,
but also because they may be more readily offered based on the severity of our symptoms at the time.
In these settings, we may fail to have an honest appraisal of our fertility desires, our cultural needs, and
our personal priorities.

While there isn’t a specific gene that we can identify that will tell us whether you are at higher risk for
uterine fibroids, we do know that you are at higher risk if you have a first degree relative with uterine
fibroids. This should serve is motivation to have conversations about fibroids and share details about our
experiences with our family members, so they can be better positioned to recognize signs or symptoms
in their own bodies. Hopefully, this may allow for them to seek out earlier intervention and evaluation.




@ DO BROIDS A QUA @

Quality of life must be considered to provide effective and compassionate
patient care. Without the consideration of a patient’s quality of life, that patient
is often reduced to just lab values, number ranges, imaging findings, and
second-hand interpretations. Unfortunately, medical record documentation is
primarily the patient’s words filtered through the clinician’s bias and what they
decided was important enough to document. Quality of life reporting can often
be excluded. When we include quality of life points, we can gather an account
that captures the whole patient. If a doctor fail to improve that patient’s quality
of life, they have failed that patient.
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® Use the platform you're given. Connect with those who are doing the
work and speak your truth.

@ If you're interested in the work, but are more of an outsider (Non-Black,
with no personal experience of history of uterine fibroids), acknowledge
the history, get to know the facts, and understand that for a lot of
women, this is a deeply personal and sometimes private issue.

® There needs to be an effort to build trust and to be equally transparent.
Be willing to answer as many questions as you ask.

® Another sad truth is that fibroid stories don’t get the coverage that they
deserve because they primarily involve Black women.




® They are trying to pass legislation, The Stephanie Tubbs Jones Uterine Fibroid Research and Education
Act 2021, which will provide $150M to the National Institute of Health to address the fibroids public
health crisis.

® The bill, specifically, expands and intensifies research. It also establishes a database where we can
collect data. It also creates a public awareness campaign and provides providers with evidence-based
care guidelines.

® Write and call your elected officials to let them know that this is important to you and to the
community.

@ Take advantage of Fibroid Awareness month (July) and spread awareness.
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It's fundamentally about racism and sexism. Unfortunately, we live in a world where biases affect the
work that we do. Clinicians and even researchers are not above this. This shapes what research questions
are asked, how we answer them, and what methodology we use. This also affects how doctors treat
patients and how we offer these treatments to our patients.

It's important not to demonize any treatments. For some people, hysterectomy is the right treatment, for
others, medication may be best, for another uterine artery embolization may be best. The issue arises
when the options aren’t fully presented. We should be empowering patients to make informed decisions
that are best for them.




Dr. Erica March (clinician, researcher, and fibroid patient)
does research on this topic at the university of Michigan.
Recently published research done by Dr. Marsh, showed
that Black women actually pick minimally invasive options
for surgery more often than not. It's important to highlight
that these studies were done at centers of excellence for
fibroids (these are not necessarily representative of typical
healthcare settings where the majority of women are
getting their fibroid care). These centers are places where
patients are privileged to received high level,
evidence-based, multidisciplinary care. The key takeaway
of the paper was that, when we have the choice and are
given the options, we choose the more uterine sparing
option. It doesn't mean that Black women aren't still
getting hysterectomies at a higher rate. It does beg the
question, however, of how we make sure everyone is
getting access to the full list of options, regardless of where
they live and where they get their care.
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There'’s a long history of race and genes and genetic inferiority, and how we view different groups based
on the color of their skin or physical feature. This has been used to justify some of the greatest atrocities
in world history. These beliefs, held by our community as well as by folks outside of our community, have
sometimes led us to believe that we are broken. This isn’t to say that there is no genetic component to
fibroids, but the question we should be asking is why. Why do they occur? What is happening in the
system and in our lives that drives our bodies to make fibroids at younger ages that are larger? What are
the stressors that cause our body to physicalize these things as fibroids?
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® What we do day-to-day drives the peaks of
the highs and the depth of the valleys of our —
health, but there is limited research on fibroid
prevention. We think that obesity is associat-
ed with fibroid growth. So working on our
overall health and keeping our BMI between
19 and 25 may be helpful. There’s also data ) .
that shows an association in Vitamin D and vitamin
fibroids. We know that women of African
ancestry, because of the physiology of how
Vitamin D is processed in our skin, tend to
have lower levels of Vitamin D. There are
important questions being asked around

whether vitamin D supplementation may help ‘
to lower the risk or recurrence of fibroids. :

@ After fibroid surgery, there isn’t a lot of information on what prevents recurrence. What we know is
that 89% of women who are of African Ancestry will have fibroids by the age of 50. If we remove the
fibroids, about half of those women are going to have a recurrence. And about half of those women
will opt to have another procedure. There isn’t great information on what can be done to prevent the
need for another procedure. Again, a few things we think may be affecting our risk of fibroids are
obesity and Vitamin D levels. There are also some questions being asked around whether taking
certain types of medications after fibroid removal helps prevent recurrence.
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® Tanika Gray Valbrun of The White Dress Project - Her fibroids started around age 15. She never wore
any white clothing and always had heavy menstrual bleeding which really took a toll on her life. Her
Mother taught her that she should figure out how to not embarrass herself. She also went to a doctor
who told her to save her money and get a surrogate because her uterus was too compromised to
carry a pregnancy. She had 27 fibroids removed at her first myomectomy. It was during her recovery
where she realized that she couldn’t be the only one experiencing this. Therefore, she ended up
creating an organization to tell women that they did not have to suffer in silence.

@ Cynthia Bailey of the Real Housewives of Atlanta- Has also suffered significantly suffered from
fibroids. She first heard of fibroids during her pregnancy. They said it was nothing to worry about. She
gave birth and continued to have the heavy cycles that she has always had. As she got older, they got
worse. Around age 40 she was anemic, exhausted all the time, and had abdominal distension. She
noted that a bunch of her other cast mates were suffering from it too, but no one was talking about
it. She decided to share her story about fibroids and about UFE.

® You don't have to be a doctor or a celebrity to be an advocate for fibroid awareness. Anyone can
share their story. Often by sharing our story, we invite others to share theirs. We're all in community
together.

Remember, you are your own best advocate, and everyone deserves to have a quality life. The doctor may be
the expert in medicine, but you are the expert in your body.
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