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I'm a patient advocate and founder of Birth Monopoly, an organization
that, among other things, educates patients and providers about options
and rights in maternity care in the U.S.

Before | got involved in this kind of advocacy, | was a political and
communications consultant for a top firm in Baltimore, Maryland. | worked
on a lot of large projects that involved political, media, business, and
public relations aspects—just like maternity care in the U.S. right now.

| gave birth to my son in 2011, and that experience led me, just a few
months after that, to switch career tracks so | could study our maternity
care system and apply my skills to help change it. Since then, I've been
working with birth and healthcare professionals, with lawyers, maternity
care organizations, and, most importantly, with birthing people and
families--as a consultant and activist with national and international
organizations working for safer, more humane care in birth.

So I've been studying our system of care diligently for years with access to
folks on the ground and leading experts in the field, and I'm still piecing
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together this big puzzle. | can only imagine how daunting it is for new
parents who feel like they have to figure it all out in a matter of months. In
this course, I'm going to share with you a few of the most useful things that
I've learned that | believe will help you navigate this system successfully--
even in a public health crisis.

This isn’t childbirth education--it’'s maternity care education.

First, we'll talk about the fact that if you're asking for evidence-based care
at your typical hospital, you're asking for an exception to the routine, or
“standard” care. Then, we'll talk about hospital policies, hospital consent
forms, and birth plans... and how much weight they really carry. Finally,
we'll discuss the ultimate power you have in your healthcare: the right to
be informed and make your own decision about your care--including
saying “no.”

I'll explain each of these items and give you some background on it; I'll tell
you what it means to you; and I'll offer some suggestions for empowered
consumers like you.

Disclaimer: | am not a medical professional or lawyer, and we have not
entered into any relationship by you taking this class. You should
always consult with a licensed professional in your area about your

own health or legal decisions. Along those lines, nothing in this class
shall be construed as medical or legal advice. Use this information
solely at your own risk, and content is not guaranteed to be 100%
accurate or up to date.
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#1 EVIDENCE-BASED CARE

IS AN EXCEPTION

10 STANDARD CARE.

IN GENERAL, IF YOU ARE ASKING FOR EVIDENCE-BASED PRACTICES,
YOU ARE ASKING FOR AN EXCEPTION TO THE ROUTINE, OR
“STANDARD” CARE.

What is Evidence-Based Care?

Evidence-based care means practices that have been shown by the most
current, highest-quality scientific evidence to be best for birthing people
and babies. Evidence-based care is first based on best research evidence,
and then personalized to the individual’s needs, circumstances, values, and
preferences.

Most people would say, Wait—isn't that what I'm already getting in a
hospital? Surprisingly, no, it's not!

Research shows that it takes an average of 17 years for research evidence
to be implemented into standard practice. [1]

There are a multitude of reasons for this.
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Hospitals are Businesses
The reality is that today, many hospitals are, essentially, businesses.

They often have a high volume and they run on routines and protocols.
Care providers have many patients and limited time, and everyone cites
liability concerns as reasons for why they practice the way they do. There
are many competing demands that go into how care is delivered—besides
what science shows is best for moms and babies. All of these things can
make it challenging to get care that is tailored best to you.

And it also means that many routines have developed over the years to
make childbirth fit into a hospital, not necessarily to make the hospital fit
childbirth. What consumers need to understand is that these things
significantly impact your birth... Not just a little bit, but a lot.

What is best for you and your baby in your unique situation may not be
easiest or most convenient for your care provider or hospital.

Getting evidence-based, personalized care in a hospital setting isn't as
easy as walking into a restaurant and just picking something off a menu. It
can be more like walking into a burger joint and asking for a specific
vegetarian dish.

Is it possible? Do they have the ingredients to do it? Sure! But if it's not
their specialty, and if they are busy with other customers, it's probably
going to take some really specific instructions on your part, some follow-
up, and some finesse.

© 2020 by Cristen Pascucci | birthmonopoly.com 6



\ 4

What It Means to You

As it happens, standard care in U.S. hospitals related to childbirth typically
includes multiple non-evidence-based practices and excludes many
evidence-based practices. If you are wanting a birth that is based on best
evidence, you are probably asking for an exception to those routines.

Let’s talk about a few examples of evidence-based exceptions you might
plan for.

Continuous electronic fetal monitoring. This is when the baby’s heart
rate is monitored using a belt around its mother’s abdomen that is hooked
up to a machine. Nearly 90% of people who give birth in U.S. hospitals
use electronic fetal monitoring (EFM) at some point during labor, and 80%
use it continuously or for most of labor. [2] Yet, for healthy birthing people,
it's not supported by evidence. In fact, continuous monitoring has been
shown to increase risks of harm in low-risk labors by making Cesareans
and the use of forceps or vacuum more likely. [3] These machines were
originally adopted to predict cerebral palsy, but we now know that their
false-positive rate for predicting cerebral palsy is over 99%. [4]

Separating babies from the birthing parent at birth, or a lack of skin-
to-skin care. The Centers for Disease Control (CDC) keeps numbers on
skin-to-skin care in U.S. hospitals. In 2015, nearly 20% of hospitals were
still not practicing routine skin-to-skin care for babies and their parents
within an hour after an uncomplicated vaginal birth. [S] The rate of skin-
to-skin care is even lower for those who give birth by Cesarean, despite
evidence that clearly shows skin-to-skin in the OR is most beneficial for
moms and their birthing parent. [6]
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During the pandemic, some hospitals have interpreted CDC
recommendations about keeping newborns safe in hospitals to mean that
babies should be separated from the birthing parent if they are positive or
unknown status. In fact, the data do not show an increase in the rate of
infection with rooming-in. [7] Separation policies are not consistent with
the World Health Organization's recommendation that mothers and babies
room-in, practice skin-to-skin contact, and breastfeed, even when either
of them has suspected or confirmed COVID-19. [8]

Mobility and pushing positions. About 60% of people who give birth in
the U.S. are restricted to bed in labor, [?] and over 90% push on their
backs or in a semi-sitting/lying position. [9] Neither of these practices is
supported by evidence, and they have been shown to cause harm. Back-
lying positions for birth, specifically, can make the pelvic opening
narrower and decrease the oxygen supply to the baby. When people
without epidurals push in back-lying positions, they are more likely to have
forceps or vacuum-use, an episiotomy (which is a surgical cut to the
vaginal area), and abnormal fetal heart rate patterns. [10] The benefits of
pushing upright with an epidural are less clear, [11] but there is some
evidence that it can shorten the pushing stage, decrease the risk of
needing labor sped up with medication, and decrease the risk of
episiotomy. [12]

Restricting food and drink in labor.

In a survey, about 60% of people who gave birth in U.S. hospitals reported
that they did not drink in labor and 80% did not eat. [?] In contrast, less
than 5% of people who give birth in U.S. freestanding birth centers choose
to not eat or drink during labor. [13] Hospital policies vary, and some say
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they permit clear fluids only or ice chips only. These policies originated in
the mid-1940s when anesthesia and Cesarean techniques were
considerably less sophisticated than they are now. [14] There is no current
evidence to support this practice, and | can testify that many birthing
people I've spoken to have expressed frustration at being denied food and
drink while they’re working so hard and expending so much energy!

Suggestions for Empowered Consumers

Remember, care providers are human beings just like you. They are looking
out for you, but they have other pressures and obligations, too, and they
have jobs to do. Remind yourself—and them, if necessary—that you
are on the same team with the same goal: a healthy birth.

Be respectful and friendly.

Be sure your support person is prepared to fully back you up when you
are asking for exceptions to the routine and he or she feels comfortable
jumping right into the discussion.

Practice! | can’t emphasize this enough. It can be disorienting to enter
an unfamiliar environment with strange faces while you're in labor—it
really, truly does help to practice ahead of time how you will communicate
with the team providing your care. I've created several handouts to help
parents do just that, which include some suggested wording. They are
available as free downloads through this class or for purchase and sharing
at BirthMonopoly.com/shop.
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Always, always, remember who is most important in this equation.
The needs of the person giving birth are always more important than the
hospital’s or the care providers’. And no one cares more about your baby
than you.
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#2 POLICIES, PLANS, AND

PREFERENCES

WHOSE REALLY TAKES PRIORITY WHEN YOU’RE IN THE HOSPITAL?
THERE’S A LOT OF MYSTERY ABOUT THE EFFECTS OF HOSPITAL
POLICIES, CONSENT FORMS, AND BIRTH PLANS, SO LET’S CLEAR UP
SOME OF THAT NOW.

Hospital Policies

Hospital policies are a facility or system’s general guidelines for employees
and care providers to standardize the care they deliver, and, among other
things, manage liability and promote compliance with professional
standards, laws, and regulations.

Policies vary widely from hospital to hospital—and, sometimes, even
within the hospital—and the degree to which they are “enforced” also
varies widely. That's a really important piece of information! Some
facilities are wonderfully flexible and respectful of what individual patients
want and need. Others are much more aggressive in enforcing their
facility preferences on their patients. That second scenario is generally not
very accommodating for parents who are looking for evidence-based
"exceptions” to standard care.

Let me give you a couple of examples. Here's something | heard from a
birth professional about a prominent hospital in the Baltimore, Maryland,
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One issue that | run into is changing policies, particularly at this
hospital. For instance, one time | was there, they said that laboring
mothers could only have four ounces of clear fluids per hour. They
said, "Remember to fill this cup only to the halfway point, because
she can only have four ounces an hour." That was the first time |
had ever heard that, and no one ever said a word about it any other
time | was there.

She said:

They’'ve also said they never allow someone whose water is broken

to leave the bed. Another time they said that you can leave the bed,

but you can't leave the room. But a time before that, my client was
walking the halls with me!

They change the number of people allowed in the room. I've been
there with five people in the room, and then they suddenly say only
three can be there during the pushing stage. One mom had to have

her birth photographer leave, so that her mom could stay!

Every time | ask, "Oh, when did that change?” they say it's always
been that way.

| tell my clients to really check every which way on policies.
Here's another example of how policies can differ widely from hospital to
hospital. In Lexington, KY, where | live, two of the hospitals that parents

have to pick from have very different approaches for applying the ointment
that is routinely put in newborns’ eyes to protect them from eye infections
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due to gonorrhea, a sexually transmitted disease.

Now, keep in mind that this practice dates back to the 1800s. Today, we
can much better prevent and diagnose gonorrhea and other sexually
transmitted diseases in pregnant people, making it a completely valid choice
for an uninfected mother to decline the ointment for her baby, and protect
the newborn from unnecessary exposure to antibiotics and the risk of eye
irritation and blurred vision. [15]

At one hospital, if parents make the decision to decline the ointment for their
newborns, they are told, "Sure! Please sign this waiver to document your
refusal. Thanks!” At the other hospital just six miles away, they are told,
"We will have to call Child Protective Services on you if you refuse this
treatment for your baby.” What a scary thing for new parents to hear!

Isn’t it interesting how differently two hospitals in the same town approach
the same patient choice?

What It Means to You

Hospital policies are often communicated to parents as “you must,” "we
can’t let you,” or "you're not allowed.”

Language like this implies that the hospital has some sort of legal authority
over you, or your birth, or rights over your care.

The reality is: Only the person giving birth has the legal authority and
rights over their body and the baby they’re carrying.
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contractors, but they generally don’t have the right to enforce them on you
as a patient. Arbitrary policies don’t override the basic rights of people

Hospitals may “"enforce” guidelines on their own employees and

receiving care.

The same goes for provider policies--when a care provider says, "Sorry, all
my patients have to do it this way,” or, "Sorry, | don't let my patients do
that.”

One caveat: During a pandemic, the government does have some authority
to mandate public health measures. So, some new policies you are seeing
might be a result of directives or orders from your local or state
government that apply to all people or facilities within that jurisdiction. In
that case, you will want to find out where the policy originated and
advocate directly with the decision maker, office, or agency--like your
governor or state health department.

Otherwise--if the hospital established the policy independent of any
outside orders, laws, or regulations--you have the options of declining
the policy for yourself, advocating for policy change via the hospital’s

chain of command, or, if it's an option for you, simply changing hospitals.

Suggestions for Empowered Consumers
Be informed ahead of time about hospital policies—speak to your primary
care provider about them, and contact the hospital directly, although be

aware you may need to try more than once and talk to a few different
people. See what policies you can get in writing--and if you can’t, ask
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why.

Probably the best information you'll get, though, is from independent local
doulas and birth educators who regularly work in your area’s hospitals.
They will have a broad viewpoint about the different hospitals’ policies,
and since they’re not employed by the hospital, you will probably get more
objective information. And: they’ll help you cut through the confusing
reality that sometimes a hospital’s written policies don’t even match up
with how they actually practice.

Choose wisely. Find a hospital that fits your needs, even if that means
switching care—no one should have to "fight" in labor for what they need.

And if you find you run up against a policy that you weren't aware of, go
ahead and ask for it in writing at that time. You'll find that, sometimes,
traditions and practices are thought to be policies, when they’re actually
not, and some staff may not even be aware that what they're saying is not,
in fact, a written policy anywhere.

Last, remember that--unless a policy is the result of an emergency order or
public health measure from your local or state government during the
pandemic--hospital policies equal hospital preferences about your birth.
They are not, generally, legally binding on you as a patient.

HOSPITAL POLICIES

HOSPITAL P,%wm%

© 2020 by Cristen Pascucci | birthmonopoly.com 15



\ 4

Consent Forms

Consent forms are documents meant to record that you as a patient have
given your willing consent to treatment with a full understanding of what it
entails--and they serve a dual purpose by helping protect the hospital and
the medical professionals working there from liability. Usually, you're asked
to sign them when you're admitted in labor and then again if you have a
specific procedure.

Like hospital policies, consent forms vary widely from hospital to hospital.
Some of them are more patient-friendly than others.

The term “consent forms” is somewhat misleading, because the process of
"informed consent” is a lot more robust than signing a form while in labor
for future procedures you may or may not need. Informed consent is not a

piece of paper. Itis a process.

CONSENT FORMS
=I=

NFORMED (joryer]
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Your legal right to informed consent means that you have the right to full
information about any procedure being suggested in the form of a
discussion with your care provider, and you have the right to accept or
decline that procedure.

Remember: A consent form without informed consent is meaningless. It's
like getting the car title without the car. The car is really the most
important part.

What It Means to You

The intimidating language used in these forms may imply that you are
signing away your rights in the hospital. They usually include a lot of big
words and legal jargon, and can be very broad. Here's one real example:

| also consent to the performance of various procedures in addition
to, or different from, those contemplated... which the herein
above-designated doctor and/or his/her assistants or associates
may consider necessary or advisable...

That's really broad, right? And a little bit scary-sounding!

The reality is, in spite of all this language, consent forms don’t overrule
your basic rights. There is no form you can sign that signs away your basic
rights to informed consent and refusal every step of the way.

Suggestions for Empowered Consumers

Get admission consent forms ahead of time and alter them by hand to your
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comfort. For example, after the statement | read to you a minute ago, |
might handwrite on the consent form after it: “Only with my informed
consent at the time.”

If you can’t get the forms ahead of time or they won't accept the altered
ones, you (or a support person) can alter the ones they give you at the
hospital by hand.

Remember, you can revoke consent at any time. You can change your mind
even after you've signed a consent form or otherwise agreed to
something. Your decisions are the most important thing.

You can't sign away your rights with a piece of paper.

Birth Plans

There's a lot more to say about birth plans than we'll have time to go over
here, but the #1 thing you need to know about birth plans is that they
aren’t contracts. They don't carry legal weight. They are wonderful tools
for preparation—to guide you in figuring out what it is that you want in
your birth-- and for communication with your care provider, to help
determine if that provider is a good fit, and lay out in good faith what the
expectations are on both sides.

That phrase "good faith” is key. Birth plans are a list of your medical
decisions, and that's important, but remember, they can’t be enforced
after the fact. You are trusting in the promises of other people for their
future actions and support.
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What It Means to You

Full disclosure means | have to inform you that birthing people often report
a gap between what their providers agree to on their birth plans and what
their providers actually do at the birth. | hear from consumers regularly
that their providers seemed to give their birth plans very little weight, even
after they'd agreed to them during prenatal care.

Likewise, some hospital staff are more likely to respect birth plans than
other hospital staff. Here are two quotes from Labor & Delivery nurses
made in April 2015:

“I love it when my moms come prepared! The first thing | ask when |
get a new patient is if they have a birth plan. | would say most of the
people | work with appreciate it when patients are informed.”

Here's another nurse:

“Some of my colleagues joke, ‘Get the OR [operating room] ready!’
when we get a mom with a birth plan. It makes me so sad they have
these attitudes, because it reflects the care they give to women.”

Suggestions for Empowered Consumers

Your birth plan is best used as a preparation and communication tool.
Remember, you want a physician or midwife who is comfortable and
familiar with practicing in a way that fits with you. I can’t emphasize
enough how influential your provider is in your birth: his or her practice style
is a major determinant in how your birth will go.
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Start talking about it as early as possible, so you have enough time to
really feel out your care provider and determine if he or she is a good
fit for you. Don't be shy about asking for their statistics for procedures
like C-section and episiotomy. Those numbers can be telling—and it can
be very telling if he or she isn't forthcoming with them.

Open-ended questions—not demands—help you get a feel for how
your care provider truly practices. In other words, you'll probably get a
more accurate read on how your care provider practices by asking, “So,
can you tell me what happens when | go into labor? What does that look
like exactly?” rather than giving away the game by telling them how you
want them to practice so that they can just agree to what you're saying...
without giving you any real insight into how they practice on a regular
basis—what their comfort zone really is. If you're not getting a good
feeling about your provider’s practice style, consider finding a provider
who is a better fit for you. This may be the most important single factor in
your birth.

Trust your gut on this and know that if you're not feeling it in pregnancy,
you're REALLY not going to be feeling it in labor.

If you're having any nagging doubts about your care provider, pay
attention.
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Remember, it's never too late to switch. And, this is a voice of
experience talking--my own decision to leave one care provider and hire
another one at 41 weeks, 6 days pregnant was one of the most important
and best decisions I've ever made in my life.

Ask your provider to sign off on your plan and, if possible, other
physicians or midwives who might attend your birth (like others in their
practice group) if your doctor is not on call or unavailable when you are
giving birth. Having his or her signature, and the signatures of back-up
providers, on your birth plan can give it some more weight with nursing
staff, who will be assisting you—sometimes for many hours in labor before
your doctor or midwife arrives for the actual birth.

Have your birth plan put in your medical file.

Bring a support person who is well-versed in your plan, has a copy of
it, and is ready to advocate for you. Doulas are great at gently
reminding you and others about the birth plan, but be aware different
doulas have different skill sets and comfort levels when it comes to
advocating in the birth room. Make sure you are on the same page and
have an honest discussion about your expectations and possible
scenarios. Just like a care provider, your doula needs to be a good fit for
you, too!
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#3 YOU HAVE THE LEGAL

RIGHT TO SAY "NO”

SO MANY PEOPLE DON’T EVEN REALIZE THEY HAVE THIS VERY
STRONG RIGHT. YOU DO HAVE A CHOICE. YOU HAVE LEGAL
RIGHTS OVER YOUR BODY AND THE BABY INSIDE YOUR BODY.

Informed Consent & Refusal
Everyone has the legal rights to informed consent and refusal.

This means you have the right to accept or refuse any medical procedure
that is being suggested to you. It means you have the right to full
information about the procedure, including its risks and benefits,
alternatives to it, and the risks and benefits of the alternatives. You also
have the right to say no.

Informed consent means consent is freely given. Coercion nullifies
consent. That means if your care provider puts conditions on you (like,
"We'll give you the epidural you're asking for as soon as you sign these
forms for a Cesarean”) or pressures you with financial measures (like "If
you don’t consent to this, we'll have to discharge you against medical
advice, and your insurance won't pay for this visit”), then they haven’t
really obtained, and you have not provided, proper consent.

Again, “consent forms” are not the same thing as “informed consent.”
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Consent forms are meant to document that informed consent has taken
place, but they do not guarantee that it has.

Informed consent and refusal are rooted in the idea that you own
your body, and pregnancy does not take that away from you. The
national organization for obstetricians strongly supports these rights
of yours. Just one of their statements on the rights of pregnant
patients is this one, from a 2016 ethics committee opinion:

"Pregnancy is not an exception to the principle that a decisionally
capable patient has the right to refuse treatment, even treatment
needed to maintain life. Therefore, a decisionally capable pregnant
woman's decision to refuse recommended medical or surgical
interventions should be respected.”

ACOG Ethics Committee Opinion
"Refusal of Medically Recommended Treatment
During Pregnancy” (June 2016)

Informed Consent About Using Your Rights

The reality is that there is a range of responses you may receive when you
ask for more information, ask for alternatives, ask for time, or say “no"” to
something. Some care providers will respect your wishes and your
decisions and are true advocates for their patients. But there's a whole
spectrum here. Others may take more convincing, or may, ultimately,
choose to dig in their heels and not respect your rights or act without your
consent. They may even go so far as to retaliate. This is unethical and
possibly illegal behavior, but it is all too common in maternity care.
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Racist or discriminatory attitudes and behaviors take place both inside and
outside of healthcare and can result in unsafe care and trauma. This is one
way our maternity care system perpetuates health disparities, and, while
we push for improvements to that system, why patients need to be
prepared to advocate for their rights.

Once again, if you have options in your care, this is why it's so very
important to choose your care provider and hospital as carefully as you
can.

What It Means to You

As an example, let's say a birthing patient communicates to the attending
nurse, “Oh, no thank you, | really don’t want any more vaginal exams. I've
done my research; | know they’re not necessary and they can increase the
risk of infection at this point.”

The first nurse might say:
“Oh, of course! There’s no need for them at this point, anyway, and we
don’t want you to do anything you’re not comfortable with. I'll let
the doctor know you’ve declined!”
Nurse #2 might say:
“Well, I’'m sorry, but | need to check you. The doctor won't come in

unless she knows how dilated you are. Go ahead and lie back—
this will just take a minute.”
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Suggestions for Empowered Consumers

Be prepared to advocate for yourself in a respectful, collaborative, and
confident way. The best way to do this, again, is to practice! Make use
of the handouts that I've provided for you.

If you meet with resistance, you might tell the staff to document your
refusal or non-consent in writing on your medical records.

Another option would be to request a waiver. That's a document that
releases the hospital from liability and confirms that you accept the liability
for your decision to, for example, refuse treatment.

If push comes to shove: Get more people in the room to witness the
conversation and/or your refusal. Ask for the charge nurse, patient
advocate or patient liaison, hospital chaplain, or even someone from the
legal department. Again, there's no predicting the consequences here,
and it's certainly a last resort.
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REVIEW

First, if you are asking for evidence-based practices, that usually means
you are asking for an exception to the routine. Be prepared to advocate
for that!

Second, you have the rights over your body. No one has the legal right to
override your rights over your body and your baby—not through policies,
consent forms, or routines.

Third, you can say “no” to anything. You have the legal right to refuse
treatment.

Don’t forget these suggestions: Next to a truly supportive care provider,
an informed, engaged, prepared partner or other support person is
probably your biggest asset. You are at your most vulnerable in labor, and
your partner or support person can really help to amplify your voice,
balance out the dynamics in the room, and ensure that you are respected
and listened to.

And so can a doula if that's a possibility for you. Doulas are scientifically
proven to make birth safer and healthier for moms and babies. | like to call
doulas a safety measure, not a luxury. They are so worth the investment for
a significantly greater chance at a smooth, uncomplicated labor and birth.

Don’t forget, you own your body. That's really the basis for everything
we're talking about here. Getting used to this idea and all its implications
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is one way to find your confidence in standing on your rights.

Again, practice with your partner--and doula, if you've got one--how
you'll communicate with your care providers and each other. It really does
help. Download the handouts through this class or at
birthmonopoly.com/resources and take them right to the hospital with
you, if you like!

Last: depending on what's available in your area, birthing outside of a
hospital can be a great option for someone at low risk for complications
during birth. People who plan to give birth at home or at a freestanding
birth center (that is, one not located in or owned by a hospital) receive
care based on the Midwives Model of Care, where it's routine practice to
minimize technological interventions and provide individualized care, with
a strong emphasis on informed consent and refusal. [16] [17]

Thank you for spending this time with me. As an advocate for a better
system, | want to thank YOU for being an empowered consumer when it
comes to your birth or the birth of a loved one. The more parents and
partners we have out there who are pushing for higher quality care and
respect for their rights, the healthier our maternity care system will be for
everyone.
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