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Life-li iagnoses such as anencephaly require families to make decisions where no options
offered will lead to the desired outcome of a healthy baby. While informed choice and shared decision
making aregportant aspects of ethics regarding care choices, they have limitations. In this article, 2

cases of anencephaly diagnosis are presented and a relational decision-making model of care is

Life-limiting fetal i'agnoses
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H I
CASE 1 SWY

MKis a gn@vida I para 0 at 15 weeks gestation with an uncomplicated pregnancy to date.
Following a non-diagnostic “gender reveal” ultrasound, she received a call from her midwife telling
her the ultwpher suspected the fetus had anencephaly. Her midwife had already called
maternal-fc icine (MFM) to arrange for diagnostic ultrasound and confirmation that day. MK

was _familiar with “incompatible with life” anencephaly diagnosis as she was a health care

ent. The MFM physician confirmed the diagnosis of anencephaly and MK was told there

o

was a 50%&hance of stillbirth and a very high probability that the fetus would not survive labor. MK

n

was given the recommendation to return for a 20-week anatomy scan at which time she would meet

with a genélic elor and pastoral care. Termination of the pregnancy was not offered to MK. She

d

knew it was on and assumed her providers were hesitant to offer it, knowing her religious

beliefs. ad a supportive family including her husband who said “This is your body, I will support

2

whatever you

\

MK’s pregnancy continued to be uneventful, and the fetus was active but she woke every day

fearing it weuld be the last that she would feel the baby move. Her birth plan consisted of “spot

I

check” int monitoring, delayed cord clamping, and no amniotomy as she wanted the baby to

have as m @ tion around his head as possible during labor. The majority of the birth plan

consisted o il arrangements and having the newborn boy baptized immediately after birth. A

nun at the layed a very important role in the support MK received during the pregnancy.

§

At 42 weelks gestation, MK and her team made the decision to induce labor. Despite attempts

t

with mechdnical ripening, misoprostol and oxytocin, she did not achieve active labor. MK then faced

the choice of 2 optigns she had hoped to avoid: cesarean birth or amniotomy and she chose cesarean

hoping for “a live baby . This was a difficult moment for MK, but she felt very supported by

The ne n cried right away and had Apgars of 7 and 9. MK was able to do skin to skin in
the operating room and he was baptized immediately. MK and her family sang happy birthday to him

3
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every hour and at 24 hours of age the unit staff joined in the singing. Hospice met with MK and
started preparing everything to go home on day 2. The infant was held almost every minute of his 18-
day life anihe wa'in MK’s arms as he took his last breath.

Q)

CASE aSWY

JRLavida 3 para 1 who became pregnant after 3 rounds of in-vitro fertilization (IVF).

At 10 weekf§ gesidion she had an ultrasound performed by a reproductive endocrinologist who told

her that the peared to be anencephalic. JR is a maternity care provider at the hospital where
she receiv d although she had cared for patients with a fetus with anencephaly, she did not
feel she un o8 the significance of this possible diagnosis during that visit. The reproductive

endocrinolged JR to come back in a week but also said that the diagnosis was certain and that

she should stopping the IVF medication to see if a miscarriage would occur spontaneously.

She left thégnned and devastated.
JR returned a week later and the diagnosis of anencephaly was confirmed. The fetus also had

an abnorm@l h ate pattern. The physician told JR she had waited too long to stop the IVF
medication Ote a prescription for misoprostol at the conclusion of the visit. This visit did not
include @alsgussion about options to continue the pregnancy, provision of statistics regarding the the
fetus’s chan iving to term. JR was not given referrals to specialists, neonatology or a social
worker. kers advised her to take the misoprostol and try again. Her immediate support
people also felt like this was the best choice and were confused as to why she would consider carrying

a nonviabl term, leaving her to feel alone in the decision making process. An intrauterine

fetal demimgnosed several weeks later and 8 weeks after the initial diagnosis JR underwent a

dilatation

A*ances '] fetal diagnostics have made life-limiting or debilitating anomalies detectable at
carlier gestati ith increasing accuracy.' Anencephaly, wherein a large portion of the brain and
skull is absent is ofie of these rare but devastating diagnoses. Anencephaly is a neural tube defect, in

which the cranial ead of the neural tube fails to close during fetal development. In the United States,

age.

2.8 per ve births are affected by anencephaly.” When data from elective termination and fetal

demises are o the calculation, the overall incidence of anencephaly is higher’ and estimated to

be approximately 10 per 10,000 pregnancies.* The etiology of anencephaly is thought to be
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multifactorial with a combination of genetic and environmental factors involved.” Anencephaly is

uniformly fatal. Of those who are liveborn, 86% die within the first 24 hours of life.® Survival

beyond 1 *ek is 're.7

Foriencing this tragic diagnosis, the decision is essentially whether to
terminate/i lbemat the time of diagnosis or continue the pregnancy until the death of the fetus
or labor¥biff* @ death of the neonate. Studies in countries where abortion is legal indicate that the

majority o ill opt for termination, although data specific to the United States is not as clear

as abortio tist are not consistently collected.’

Providing care when all choices lead to a devastating outcome for a family is an ethical

dilemma a ermity care providers will face at some point. While the diagnosis of anencephaly can

S

be devasta are services available to assist and support families confronted with this

diagnosis. Consultation with maternal fetal medicine physicians or other specialists may be needed,

t

but if they choose to continue the pregnancy, continuing care with the primary maternity provider is

appropriatgfand often preferred. Referral to perinatal palliative care can assist families and providers

as they consider and prepare for possible outcomes including intrauterine fetal death, elective
©

to meet al, emotional and spiritual needs.

terminatior atal death.® In areas where this specialized care does not exist, maternity

providers m ess the unique needs and challenges of these families, drawing from all resources

:

allenging to present options to patients who are in a state of acute trauma after
receiving devastating news. Emotional stress exerts a profound, yet complex, influence on learning

and memongy. Research has shown that trauma generally exerts deleterious effects on memory

I

. 9 . . .. .
retrieval. y, snapshots of emotionally arousing events can create vivid memories of the

event whic dispose individuals to developing post-traumatic stress disorder.' Ineffective

'

communica bad news can have lasting negative effects on the ways in which patients perceive

the care thgfthey receive and the information they were provided. '

£

A sglationad-decision making model builds upon the tenets of informed choice and the shared

t

decision-making model but centers the relationships that the pregnant person have with their family,

their community, their culture, and their health care team. The model provides a context of care and

support to aide pregnant people in making challenging and complex decisions. An understanding of

s that are in play during healthcare decision making is a fundamental component of

maternity ¢ ivery, particularly in challenging situations and is foundational to relational

decision-making.
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INFORMED CHOICE AND SHARED DECISION-MAKING

Informed choice (often referred to as informed consent) is a reasoning process that leads to
the seleMurse of action among alternatives, a process in which decision makers use various

types of evke a choice."” The informed choice narrative is a departure from historically

paternalisti decision-making that do not elicit preferences and may limit the person’s
involvefc A RARof consent only."” In the informed choice model, there is an expectation that the
health professi is the objective agent who provides information and that the patient is left to make
the decisiogfwit le further input.'> The four criteria of the informed choice process include 1)
patient com

informatio freedom from coercion.'® On the surface, these conditional elements appear
reasonablemopriate. Within the emotional context of a devastating diagnosis and without a
contextual k of the pregnant person’s lived experience the four criteria may, in fact, serve to
undermine mrghts and reinforce provider bias.'” What is missing from the informed choice

approach icf understanding of the vulnerability that occurs when “no choice” leads to the

desired ou

, 2) a reasonable choice from a set of options provided, 3) disclosure of relevant

A sha cision-making model of informed choice describes a joint, step-wise process

where healthita oviders and patients make decisions together in clinical practice. It is best

describ n approach where provider and patient share the best available evidence when faced
with the tas ing decisions.'® Elwyn et al describe a three-step model for shared decision-
making alth care provider reassures the patient that their preferences are an important

part of the decision-making process prior to discussion of the risks and advantages of each option. The
pregnant pweferences are then discussed collaboratively, the various options are weighed, and
together the ¢ toward a decision."” The challenge with the shared decision-making model is that
there is stil @ mption that decision-making is an unemotional, rational weighing of readily

available, e erstood evidence based on information presented to give the best possible

12 .. . . . . ..
outcome. “Whe decision-maker is assumed to be an articulate, well-informed individual who has a

range of acgeptablggoptions available from which to choose.'® It also makes the assumption that all
i i

choices are"equivalent and supported by best evidence, which may not always be the case in complex
decision making r;ted to maternity care.'*

Com is directly correlated with the ability to make rational decisions, one where

ionality are seen as mutually exclusive characteristics. When a pregnant person’s
opinions are see emotionally founded, that person’s competence may be questioned and the

inclination may be to revert to paternalistic practice rather than engage in a discussion that creates
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space for emotionality. In the case of a life-limiting anomaly, none of the options provided may be
acceptable, as seen in both of the cases of MK and JR. Lastly, a shared decision-making model of
informed cpice e'phasizes an individual’s right to opt-out. In withholding consent, the pregnant
person can off@iebe seen as acting contrary to medical advice and deemed “noncompliant.” When

healthcare @ 8 place judgment on a pregnant person opting out and label the person as non-

cornpliagt, that individual may feel judged or coerced into making a different decision.

differentia

WMnceptual framework of shared decision-making attempts to equalize the power
twceh provider and pregnant person, the emotion and vulnerability that occur after the

diagnosis o miting anomaly can decenter rationality during the initial shock and recognition
of the dia i th JR and MK felt that their providers talked through the option that they were

presented id not do so in a way in which neither individual felt fully supported.

-

A RELATEECISION-MAKING MODEL
A relational decision-making model approaches informed choice by deliberately integrating

the positio@idual within the array of relations that constitute and inform their life such as

family, culture, p€rsonal experiences, and socio-political influences. The model centers the discussion

around within those contexts and identities. A comparison of informed choice and shared
decision-maki ative to the relational decision-making model is provided in Table 1. Relational
decisio phasizes those relations as key to the decision-making, informed choice process.'’

This model departs from the assumption that decision-making is a merely a rational weighing of pros

and cons wmlpport of an informed provider. Integrating a relational approach to decision-
making doegg@fgiismiss the importance of informed choice, but rather reworks how informed choice
is conceive @ plemented into practice where alliance and relationality are key informers of

care."’
;king is firmly affected by ongoing, dynamic social relationships.”' These

relationh)ce and inform an individual’s sense of self and experience as an expectant

parent.'” A 1 decision-making model acknowledges the political context in which care is
provided a s consideration of the way in which wider social contexts restrict or open the
possibility fo n decisions to be made.'? In both of the cases presented, JR and MS had the legal

te or continue the pregnancy. However, they felt their choices were hindered
because they wercHot offered the full range of available options. There are likely a number of reasons

why all options were not provided to MK and JR including clinical presentation, age of gestation
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when the diagnosis was discovered, or availability of support resources in each health setting.
However, both JR and MK felt that the limited options or resources provided could have been based
on providegbiasesfl) and the information presented may have been circumscribed by previous

decisions andgapriori assumptions about the decision they would make in light of the diagnosis. A

relational d aking model of care would have encouraged discussions that placed their

principlas, Valuesi and life experience within the context of the grief and loss of carrying a fetus with
anencephalf. Conversations could have occurred that encouraged JR and MS to examine how
influences su%\eir roles as health care providers might inform their care choice and helped them
resolve po@crepancies between deeply held religious and/or political identities and personal
decision-making,_The decision to continue a pregnancy or choose to terminate a pregnancy is then
made withifi th€ pr@gnant person’s understanding of that process and the meaning that they personally

. . 1
subscribe t erience. !’

Relational -Making and Bioethical Principles

lational decision-making model is rooted in the bioethical concepts of autonomy,

responsibility,

accountability, and alliance. It is grounded in the ethical resonsbility of maternity care

Wit is,particular context of care, respecting a pregnant person’s autonomy involves more
than di e of relevant information and the facilitation of competent and non-coercive consent.'” It
also means understanding and making explicit that a person’s decision to continue or terminate a

pregnancyg deeply embedded in that person’s broader understanding of pregnancy, family, and

personal et ect for autonomy is at the very core of all health profession’s codes of ethics

including tcan College of Nurse-Midwives (ACNM)*® and American College of

Obstetrician ynecologists (ACOG).”

Resonsibility is the component of a relational approach that is shared with informed
choice. It ;quires‘he health care provider to actively participate in the process of informed choice

and in the facilitation of full disclosure. There may be circumstances in which the provider has ethical
objections to care Squested by a patient, in which case, the provider has an ethical responsibility to
disclose that to the patient. This conflict does not abdicate the responsibility of the health care

provide 1de education regarding the diagnosis, prognosis, and options, including termination if
that is an 0 iven the gestation of the pregnancy. If then, a person faced with the diagnosis of

fetal anencephaly chooses to terminate the pregnancy, the health care provider has the obligation “to
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refer the woman to a provider who can render the requested care” in a way that does not place an

undue burden on the pregnant person.”®

Mity is the acknowledgment that the process of relational decision-making has been
successfulChoices need to be subject to periodic re-evaluation and discussion. While the
action side bility involves a pregnant person coming to a final decision about the
progresSforMOreare: the health care provider side entails accountability to reflect, to continue to learn,

to change ed, and to revolutionize systems to improve care for the pregnant people they

SCI'VC.29

Lastly, alliance is defined as the collaborative and affective bond between a provider and
patient. It i§la dadic relationship that affects satisfaction with care as well as a sense of self-efficacy,
patient voi the health care system, and patient outcomes.” Health care providers’

interpersonal or ‘bgilside manner’ is a meaningful and significant component of care and has an

L

impact on outcomes for pregnant people.*** Alliance is a key component for all health care

provider/patient relationships and it is the foundation of support that pregnant persons may rely upon

A

when forced to make difficult choices about pregnancy and birth.

Ma

al component of decision-making is fundamental to providing compassionate care
to people who are pregnant with a fetus with a life-limiting diagnosis. Life-limiting fetal anomalies
are some oghe greatest challenges for health care providers to discuss with patients. They are a
devastating diagnosis with no optimal outcome. The midwifery model of care is positioned to provide
compassionateipa

communicSon.: Eregnant persons may seek out midwifery care because the philosophy of personal

relationl nce with health care providers are values they want to be a prominent aspect of

. . 12
their preHerlence.

A true inf;med choice process for life-limiting anomalies must include a discussion about
pregnancy termination options and for many providers that challenges their own ethics and beliefs.

While

e philosophy of care, as defined by ACNM emphasizes a continuous and

nership as well as the therapeutic use of human presence and skillful

M?* and ACOG™ support the rights of providers to “conscientiously object” to the

provision o types of care based on the providers’ own beliefs, it is necessary for providers

who use this approach to understand the potential impact of that care refusal. It is incumbent upon
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maternity care providers to take a personal inventory of what they bring to the care relationship. This

personal inventory does not mean a challenge to deeply held values and beliefs but it does involve a

reckoning i how 'ose beliefs influence the relationally valued care provided to pregnant people.

practicing maternity care provider, recognizes that many families face fetal life-

out the support and resources that she had:

know w, ou would do until you are forced to make a decision. I ask patients who have

or are experiencing similar tragedies if their baby has a name and then refer to
th ] that name. Say the baby’s name is the best advice I can give someone taking care
of women @ind families that have experienced a loss because it affirms they lived and

mattered. They lived and mattered, even if only for a short time in their mother’s womb.”

JRES ¢ surrounding her pregnancy were a surprise to her care providers, her partner and

herself. She pointed that she was not given the full range of options in a way that would have

support

the values of info

rocess in making an informed choice.

dge as a maternity care provider was enough to support me knowing I could
refuse care but the lack of options offered created an adversarial relationship with my
prz!iders. Instead of the connected, relational care that I wanted, I was left with the grief of

having lost a beloved and wanted pregnancy as well as the grief of feeling unsupported and

un @ My own approach to providing care to my patients now centralizes the concept

of ret@@oriship building with pregnant people and their families. The experience of not being

prayided with all options as a patient reinforced the central component of relationship
ealthcare practice in all contexts, but especially in cases where the choices are

Ht optimal.”

Bot

d JR’s experiences reinforce that the shared-decision making model of care needs
0 encompass a relational component. A relational decision-making model builds upon

ed choice and shared decision-making in the transmission of information that is

accurate and thorough. In addition, the relational decision-making model values relationships the

10
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pregnant person has with family, culture, and ethics as well as the profound experience of creating
emotional connection and building alliance with a person in a state of acute stress and trauma.

Relationshi' build" g is key to assuring that the information provided is integrated in a way that truly

supports a p t person making decisions about their care that are in keeping with their values and
experiencel
I

CONCLU

&
The 2 casesYemi@#ed in this article offer unique insights for maternity care providers, particularly
when cari ilies with a diagnosis of a life-limiting condition. MK and JR found that their

personal expePleni@cs have had a profound impact on the way they approach the provision of maternity

care to oth s. MS and JR were able to use their own personal stories of grief and loss and
situate thei nces within the context of what it means to be a maternity care provider and
provide rel centered care. However, all maternity care providers are encouraged to exercise a
relational mto informed choice when counseling pregnant people, particularly regarding
options folme diagnoses of a life-limiting anomaly.
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Table 1 — DecisionfMaking Definitions

U

Model o, Definition

Informed A reasoning process that leads to the selection of a course of action among
alternatives through the presentation of various types of evidence.'

an

Shared A model of informed choice that describes a joint, step-wise process where

health care providers and patients make decisions together in clinical practice

Decision- 13,14

and a patient’s preference determines the ultimate choice of action.

M

Relatio A model that approaches informed choice by deliberately integrating the
Decision-Making position of individuals within the array of relations that constitute and inform
their lives and where informed choice is conceived and implemented into
practice with an emphasis on alliance and relationality."’

Sources: Nj m y DA, et al'”*, Elwyn G, et al”, King TL, et al"*, Thachuk A"

Autth
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