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Abstract

Objective—To describe and compare how obstetric patients and care providers view preterm
birth risk assessment and communication.

Methods—We conducted eight focus groups with obstetric patients (n=35) and 16 qualitative
interviews with obstetric providers. Grounded theory was used to identify and analyze themes.

Results—Patients’ knowledge about preterm birth varied greatly. Similar benefits and risks of
preterm birth risk counseling were discussed by patients and providers with notable exceptions:
patients cited preparedness as a benefit and providers cited maternal blame, patient alienation, and
estimate uncertainty as potential risks. Most patients expressed a desire to know their personalized
preterm birth risk during pregnancy. Providers differed in whether they offer universal versus
selective, and quantitative versus qualitative, preterm birth risk counseling. Many providers
expressed concern about discussing social and structural risk factors for preterm birth.

Conclusion—While many patients desired knowing their personalized preterm birth risk,
prenatal care providers’ disclosure practices vary because of uncertainty of estimates, concerns
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about negative consequences and challenges of addressing systemic inequities and social
determinants of health.

Practice Implications—Given the existing asymmetry of information about preterm birth risk,
providers should consider patient preferences regarding and potential benefits and risks of such
disclosure in their practice.

Keywords

Preterm birth; risk assessment; risk counseling; social determinants of health; structural
determinants of health

1. INTRODUCTION

Preterm birth, defined as delivery before 37 weeks’ gestation, is the leading cause of
morbidity and mortality in children under age five.[1] While 1 in 10 births in the United
States occurs prior to term, rates differ by sociodemographic characteristics and clinical
factors.[2] There is growing and promising work in predictive models for preterm birth to
help identify pregnancies at highest risk.[3—7] Yet pregnant people are not always privy to
the possibility of delivering early let alone their own individual chances.[8-10] Prenatal care
providers therefore play a crucial role in assessing and communicating preterm birth risk.

Studies of actual and simulated counseling on imminent preterm delivery reveal that
expectant parents have difficulty recalling information secondary to anxiety but also that
counseling serves to lower their anxiety, underscoring the potential value of anticipatory
counseling during prenatal care.[11] Variability in provider counseling, including by patient
race and insurance status, with limited evidence regarding reasons for these variations, also
has been reported.[11]

Understanding and integrating patient perspectives on preterm birth risk communication
could help providers seeking to be responsive to patients’ desire for awareness of this
potential adverse outcome and knowledge on how to mitigate that risk. Similarly, greater
insight into providers’ challenges in imparting this information could help inform efforts to
enhance their role in educating and empowering their patients. Understanding both patient
and provider perspectives is also critical when considering how to optimize implementation
of predictive models in real-world contexts. We utilized focus groups and individual
qualitative interviews to investigate and compare patient and provider perspectives on the
assessment and communication of individualized preterm birth risk.

2. METHODS

We sought to understand what pregnant patients and patients who have recently given

birth know about preterm birth risk and the extent to which they would want information
about their personalized risk during pregnancy from prenatal care providers. These findings
were compared to prenatal care providers’ knowledge, attitudes and practices regarding
communication of preterm birth risk.
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1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Tesfalul et al.

Page 3

We utilized an inductive qualitative approach to develop focus group guides (for the patient

component) and semi-structured individual interview guides (for the provider component) to
gain nuanced insights into patients’ and providers’ perspectives on preterm birth awareness,

knowledge, risk perception, and risk communication.

We recruited patient participants who were age 18 years or older, able to speak English or
Spanish, and met at least one of the following additional criteria: 1) currently pregnant, 2)
gave birth within the past 12 months, or 3) experienced a preterm delivery in the prior 3
years. Recruitment sites included an academic medical center (University of California, San
Francisco (UCSF)), a community nonprofit resource center serving low-income pregnant
people in San Francisco (Homeless Prenatal Program; of note it is not a shelter), and a
database of patients who previously participated in pregnancy-related research at UCSF and
expressed willingness to be contacted about other studies. We recruited provider participants
who were actively providing prenatal care in a variety of practice types (e.g., academic
medical center, federally qualified health center) in the San Francisco Bay Area. Trainees
(e.g., resident physicians, midwifery students) were not eligible.

We held eight focus groups with patients, two of which were conducted in Spanish. Prior

to the start of the focus groups, participants completed a brief sociodemographic survey.
One of two trained, language-concordant moderators (E.C., M.K.) then facilitated each
focus group as another team member took notes. Moderators informed participants of the
confidentiality of sessions, including the need to refrain from sharing others’ names or
identifiable details, and encouraged discussion from each participant at the beginning of and
throughout sessions. Focus group semi-structured discussion guides included questions such
as:

. Have you or anyone you know given birth early? Can you tell me about that and
what that was like for you/them?

. What are some things that might increase/decrease the chances of having a
premature birth?

At the end of the focus group meetings, participants completed a brief exit questionnaire
including questions about their desire to know their personal preterm birth risk and were
remunerated with a $50 gift card.

Semi-structured individual interviews with providers were conducted by trained interviewers
(K.C., M.T., M.K)). The interview guide included questions such as:

. What types of patients do you consider to be at increased risk for preterm birth?

. What factors might make you more or less likely to counsel a patient about
preterm birth?

At the end of the interviews, providers completed a brief questionnaire about their
sociodemographic and practice characteristics and received a $50 gift card.

All focus groups and individual interviews were audiotaped by the investigators and
transcribed and translated (as needed) by an independent service. The transcripts were
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reviewed by at least two members of the team while listening to the audio recordings to
confirm precision and accuracy.

We relied on grounded theory to identify and analyze themes and patterns within the data
through iterative coding and analysis of transcripts. A subset of the investigative team
developed the initial set of codes for the transcripts. Each transcript was independently
reviewed by two team members to apply the appropriate initial codebook as well as to
identify additional codes. Using a consensus approach, the team reviewed the coding after
the first few focus group and interview transcripts were independently coded in order to
clarify concepts, discuss discrepancies, resolve ambiguities, and define any necessary new
codes. This process was repeated with all subsequent transcripts. One team member oversaw
adjudication of differences in interpretation. Working collectively, the team identified central
themes, including commonalities and variations between patient and provider perspectives.
Representative quotes were selected from the transcripts to illustrate the themes identified.
We planned a priorito conduct focus groups and interviews until no new codes emerged to
attain thematic saturation.

We used Dedoose version 8.3.17 (Los Angeles, CA) qualitative data analysis software for all
data management and analysis. Descriptive statistics were used to present questionnaire data.

We obtained institutional review board exemption from UCSF.

3. RESULTS

Eight patient focus groups were conducted between November 2018 and June 2019, with
each session averaging 55 minutes (range 4075 minutes) with four participants (range
2-8 participants). Focus group participants constituted a sociodemographically diverse
population (Table 1): 35% self-identified as Black, 38% as Latinx, and nearly two thirds
(62%) had public insurance. The majority (79 %) had previously given birth with 17%
reporting having experienced a prior preterm birth.

Sixteen provider interviews were conducted between March and December 2019, which
averaged 50 minutes each (range 30-75 minutes). While most (94%) providers were female
and nearly two thirds (64%) selfi-dentified as white, they varied in their clinical specialties
and years of practice (Table 2).

3.1. Patient Knowledge and Perceptions of Risk of Preterm Birth

Focus group sessions commenced with discussion of the definition and implications of
preterm birth. When asked how early in pregnancy a delivery needed to occur to be
considered preterm, patients cited gestational time periods ranging from 24 weeks to the
anticipated due date. They also described prematurity as being more of a reflection of having
health problems related to lack of development rather than a specific gestational age. One
participant explained:

... | think to me preterm means not necessarily before your due date but before the
baby is fully developed and can come out without being in [the] ICU neonatal or
something like that.

Patient Educ Couns. Author manuscript; available in PMC 2022 November 01.
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When asked how frequently preterm birth occurs, responses ranged from “rare, super rare”
to 70%. After being informed that preterm birth refers to delivery prior to 37 weeks and
occurs in approximately 10% of U.S. births, participants’ reactions varied. One participant
stated that the figure “gives us hope” whereas another participant with a history of preterm
birth said,

I don’t want to unnecessarily scare people, but 10% chance, | mean, if | had a
10% chance of anything, | would ... 10% chance of breast cancer would be a huge
chance.

3.2. Views Regarding Risks and Outcomes of Preterm Birth

Focus group participants varied over how concerned they were about preterm birth risks and
outcomes. Some participants asserted not being concerned, often because they knew children
who were born premature and had good outcomes and that they had confidence in advances
in neonatal care. While some participants noted the increased risk of health complications
among preterm infants, many statements about prematurity conveyed optimism and a belief
that good outcomes are likely. Conversely, other participants expressed a sense of fatalism,
stress about and fear of a poor neonatal outcome, and guilt. One participant with a history of
preterm birth disclosed:

But, yeah, | think emotionally was the hardest thing because ... emotionally it was
like why is my body doing this? And like why | can’t | keep this baby in here?

3.3. Information Sources

With regard to sources of information on preterm birth, patient participants listed family
members, friends, partners, providers, prenatal classes, social services (e.g., Special
Supplemental Nutrition Program for Women, Infants, and Children), digital applications,
internet (e.g., Google, YouTube), social media (e.g., Instagram, Facebook), and prior
experience of preterm birth. At the same time, several participants highlighted a lack of
information, including this participant, who remarked:

I think both of my friends [who had preterm births] were completely unprepared.
Like they just didn’t have really any specific information. | mean I think they knew
the signs of labor, and so knew like when they needed to call, but | don’t think they
had any other information.

Lived experience as a salient source of information was repeatedly raised. One participant
stated:

I think it’s one of the things you’re not really aware of unless you know somebody
that it’s happened to or you experience it for yourself.

3.4. Preterm Birth Risk Factors

Both patient and provider participants were asked about risk factors for preterm birth (Table
3). Risk factors mentioned in patient focus groups -- but not in provider interviews --
included autism, too much physical activity, increased parity, and geographic variation. In
contrast, risk factors mentioned by providers -- but not patients -- included birth spacing,
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mode of conception (e.g., assisted reproductive technology), infection, uterine surgery (e.g.,
history of classical cesarean section) and anomalies (e.g., bicornuate uterus), and distrust/
mistrust in the health care system. Both patient and provider participants acknowledged that
some patients may not have clear risk factors.

3.5. Preterm Birth Protective Factors

Many of the protective factors suggested by participants were the converse of risk factors
shared (e.g., history of term delivery, no substance use, healthy diet, engagement in prenatal
care). Both patients and providers described medical interventions to lower risk of preterm
birth (e.g., aspirin, progesterone injections, cerclage).

Focus group participants also highlighted knowledge as being protective. Providers
distinctly highlighted interventions specific to preconception optimization (e.g., remission
of conditions such as systemic lupus) and imminent preterm birth (e.g., betamethasone,
magnesium sulfate). Multiple providers also suggested that enhanced prenatal care models
that emphasize continuity (e.g., group prenatal care), racially-concordant providers, mental
health services, and engagement of community resources (e.g., doulas, public health nurses)
lower patients’ risk. One obstetrician-gynecologist stated that:

...having providers who are part of your community is understood to be protective,
so if you’re a person of color, to be able to have access to midwives of color, doulas
of color, doctors of color is protective.

3.6. Preterm Birth Risk Communication

Patient participants reported different experiences regarding whether they had ever discussed
preterm birth with their providers. In the group of patients with a prior preterm birth, one
participant shared that in the pregnancy during which she delivered early:

...it was like I was learning about it, and then it happened, and it was like, “Oh
my gosh, | wasn’t prepared,” or “I don’t know what they were saying.” It was very
quick, and I think a lot of prenatal care should address that right at the beginning.

Even patients who were counseled about preterm birth expressed a desire for more
information:

They tell you do this so you don’t have a premature baby, but no one really guides
you, or rarely guides you in to saying if you do have a preemie baby, these are the
times he could come, these are some of the things you might face.

Other patients reported that conversations about their preterm birth risks were disconcerting:

...1 just kept getting news after news and | was just like, “This is a very depressing
appointment. Where is the joy? Could you open up the blinds, so the sun can come
in?”

Some patients who had not discussed preterm birth with their provider did not express
concern about this absence. In contrast, one participant mentioned that she was:

... going to put it in my notes that my appointment is coming up tomorrow that
how come no one’s talked to me about it, especially I’m a first-time mom.

Patient Educ Couns. Author manuscript; available in PMC 2022 November 01.
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When asked if they desired explicit counseling about their preterm birth risk, most patients
expressed an interest in knowing their individual risk. One participant noted that:

...[her providers] didn’t say because you’re African American, because your
mother had premature babies that this is going to happen to you... | do have higher
risk factors obviously... if I could’ve pinned it down to the chances, percentage-
wise, and then the date, that would’ve been a great help.

Some individuals expressed conditional interest, with less desire to know their personal
risk if it required an additional blood test or if the risks identified are not modifiable
(e.g., maternal age). Others expressed little intrinsic interest but willingness to have such
counseling if recommended.

In each focus group, patients’ perspectives on preterm birth counseling spanned both
positive and negative themes (Table 4). Among positive themes, patients highlighted the
benefits of being able to optimize their knowledge, care, engagement in risk mitigation,
resources and mental and emotional wellbeing. Participants highlighted that:

... education is definitely important. I think that makes you feel a lot better when
you are educated or aware of what can happen during a miscarriage or something
like that.

Knowing all your options and knowing how the process might be, because it’s
not always like here’s what might happen, but preparing for options you might be
confronted with.

However, they also noted concerns about anxiety, stress, and inability to change outcomes
(Table 4). One participant in a Spanish-language focus group shared:

... if there are so many people who haven’t had anything happen to them, then why
are you getting that idea in your head? Here, everyone gets it in their head, so |

say that it’s psychological. They get so worried and even... here, with illnesses or
things that happen—it’s like it happened to you because you called it and were so
worried about it.

Among the 31 participants who completed the exit survey, most indicated that they would
definitely (68%) or probably (16%) want to know their personalized preterm birth risk if
offered. Six participants (19%) reported being unsure and the remaining 2 (6%) were split
between probably not and definitely not wanting to know.

Providers also expressed varying perspectives on preterm birth risk counseling, some of
which overlapped with patient perspectives (Table 4). While all providers reported talking
about preterm birth with high-risk patients — particularly those who had a history of
preterm birth — some providers reported choosing not to talk to low-risk patients whereas
others counseled all patients.

Providers did not cite the benefits of patients being able to gather resources and to prepare
mentally, emotionally and physically, but they raised concerns about maternal alienation
and blame, uncertainty of ultimate delivery timing, and their own discomfort in discussing
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these issues (Table 4). Comfort in determining and sharing individualized preterm birth risk
quantitatively and qualitatively varied:

| really hate the “oh, it’s going to increase your risk.” So basically | have to look
these things up, so | actually look them up and go, “Okay, 1.5 [cm cervical length]
at 18 weeks gives a 7 fold increase,” | have to look it up, or “the risk of you having
another preterm birth doubles with your second pregnancy”...

I definitely don’t share a percentage because I don’t know that know it, but so | do
talk about like I’'m worried, which would be high risk, or I’'m going to watch you
very closely

Providers also highlighted the challenge of structural and social determinants such as racism
and environmental injustice. One physician shared:

I don’t explicitly say, you know, because of who you are and where you live,

you are at risk... There’s a lot of awareness of patients that they live in these
communities. They’re exposed to certain toxins, trauma, violence, racism. They
know that. And, you know, we know that. We’re not always acknowledging that we
know.

4. DISCUSSION AND CONCLUSION

4.1. Discussion

Our findings illustrate important areas of alignment and misalignment between patient and
provider knowledge and perspectives on preterm birth risk assessment and communication.
While we found substantial variability in patients’ knowledge of the definition and
frequency of preterm birth, patients and providers expressed comparable awareness of many
but not all risk and protective factors. Notably, while most patients expressed desire to
receive personalized information regarding their preterm birth risk, providers cited varying
practices, with some explicitly not counseling all patients given concern about potential
undesirable psychological consequences, concern about certainty of estimates, and lack of
comfort in addressing risk factors such as racism, housing, and other structural and social
determinants of health.

Heterogeneity in patients’ knowledge about preterm birth and some protective factors
highlight an opportunity for initiatives to increase awareness, which has also been noted
by others.[12,13] As evidence mounts regarding the potential effectiveness of optimal
health prior to pregnancy,[14-18] midwifery care,[19-23] group prenatal care,[24,25] and
doulas[26-29] in lowering preterm birth rates, dissemination of this information to birthing
people should be prioritized so that they can make informed decisions regarding their
health and care. A desire for such information has been reported among research priorities
identified by women of color at higher risk of preterm birth.[8] However, it is important
to emphasize is that while providers can review protective and risk factors as well as

a patient’s predicted chance of a preterm delivery using a growing number of population-
based estimates and/or models, they cannot predetermine delivery timing with complete
certitude and thus need to help patients navigate that uncertainty.

Patient Educ Couns. Author manuscript; available in PMC 2022 November 01.
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Evident in our results is the tension between the desire to know one’s preterm birth risk that
was endorsed by the majority of patient participants and the practice of some providers to
discuss preterm birth risk only with select patients. Patients and providers alike emphasized
the importance of discussing modifiable risk factors, and the need to frame such risk factors
in a way that avoids mother harm (e.g., blame) also emerged.[30-32] Both patients and
providers additionally highlighted the potential for counseling to result in adverse maternal
psychological outcomes including anxiety, stress, and guilt. Yet patients cited the potential
increased risk for these adverse outcomes if one were to experience a preterm delivery
without any warning. This aligns with other qualitative studies of women and men at risk
of having or who had preterm neonates that found that they too desired more information
from prenatal providers about their preterm birth risks.[9,33—-35] Approaches that do not
rely on prenatal providers might provide greater autonomy, including the ability to decide
whether or not to learn more about one’s preterm birth risk to the depth of one’s interest.
Use of smartphone technology to allow patients to learn at their own pace and comfort has
been found to be feasible and acceptable among parents who identified as White and high
socioeconomic status. [36,37] More work that also centers the needs and desires of patients
should be conducted to determine if similar or distinct interventions are ideal among other
groups who a disproportionate burden of preterm birth.

Both patients and providers recognized that structural and social determinants of health
impact individual preterm birth risk, yet providers vocalized the challenge of addressing
these determinants in the context of prenatal care. This is consistent with data from a recent
systematic review on inquiring about socioeconomic circumstances in healthcare settings in
which commonly cited barriers (e.g., lack of time, perception that it is beyond providers’
scope, lack of provider knowledge and/or discomfort, and limited health system and external
referral resources) undermined the ability to optimize patient circumstances and outcomes.
[38] However growing recognition of the devastating pervasiveness of inequity in the lives
of birthing people demands more active engagement from prenatal providers who are
committed to health equity.[38—41] Continued research on and expansion of interventions
such as relationship-centered care,[22,33,42] external partnerships,[43] implicit bias and
antiracism training,[44—48] and training to address structural and social determinants of
health[49-54] are necessary to achieve greater equity in birth outcomes for patients made
unjustly vulnerable to adverse birth because of racism, limited economic opportunity, and
other factors beyond their control.

Our findings need to be considered in the context of our study limitations and strengths.
While we were able to recruit a diverse patient sample and a range of provider types

for this study, we did not include patients’ partners, whose perspectives are important to
consider in counseling, nor providers not affiliated with hospitals, who may have differing
perspectives. We did not ask about other adverse pregnancy outcomes (e.g., hypertensive
disorder or pregnancy, stillbirth) and thus cannot speak to how they prioritize preterm birth
risk relative to other risks in prenatal period. Additionally, whether our findings can be
generalized to patients and providers outside of the San Francisco Bay Area is not known.
Given initiatives in the region to advance group prenatal care and doulas, providers might
have been more activated to consider potential protective factors such as enhanced prenatal
care.[55-57] In addition to the diversity of our participants, notable strengths of our work
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include the solicitation of both patient and provider perspectives on preterm birth, allowing
for comparison of the two in order to identify key similarities and discrepancies that likely
impact the patient-provider interactions throughout prenatal care.[58] We also sought out the
perspectives of patients of varying preterm birth risk, which is distinct from other studies
that have focused on the perspectives of higher risk patients, and thus provide greater
generalizability to a broader prenatal population.

4.2. Conclusion

Patients’ variable knowledge about preterm birth shines light on the opportunity for patient
education. In juxtaposition to the majority of patients who expressed a desire to know

their personalized preterm birth risk, prenatal care providers reported differing disclosure
practices and often cited concerns about patients’ reactions as part of the calculus that went
into their decision-making. Encouraging greater education and empowerment of pregnant
patients not only within but also outside of clinical encounters will likely both be necessary
given the variation in provider approach and in patient preferences for extent of counseling.

4.3. Practice Implications

Given the asymmetry of information about preterm birth risk that currently exists, providers
should consider patient preferences regarding and potential benefits and risks of such
disclosure in their practice. Further work building on this study is necessary to determine
approaches for conveying preterm birth risk to patients in a manner that minimizes harm
(e.g., anxiety, stress) and maximizes self-efficacy to prevent and prepare for the possibility
of this outcome.
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Highlights
. Patients are often unaware of their personal risk for preterm birth
. They noted the importance of knowing their risk to be able to prepare
. Providers often cited not disclosing risk due to concern for patient anxiety
. Naming social and structural determinants of health also was barrier to
counseling
. Patients deserve greater insight into their preterm birth risk
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Table 1.

Self-reported sociodemographic and clinical characteristics of patient participants.

Patient Characteristic N =35
n (%)
Race/ Ethnicity *
African American or Black 12 (35%)
Asian or Pacific Islander 3 (9%)
Caucasian, White or European American 8 (24%)
Latina, Latin American, or Hispanic 13 (38%)
Native American, American Indian, Alaskan Native or Indigenous Person 1 (3%)
Preferred Language
English 24 (69%)
Spanish 11 (31%)
Age
18-24 4 (12%)
25-29 8 (24%)
30-34 12 (35%)
35-39 9 (26%)
>40 1 (3%)
Education
Less than high school 2 (6%)
High school graduate / GED 11 (32%)
Some college 9 (26%)
College graduate 5 (15%)
Professional or graduate degree 7 (21%)
Annual household income
<$25,000 15 (43%)
$25,001 - $50,000 6 (17%)
$50,001 - $100,000 3 (9%)
$100,001 - $200,000 3 (9%)
>$200,000 4 (11%)
Don’t know 4 (11%)
Relationship status with partner
Married / living together 23 (68%)
Significantly involved, but not living together 5 (15%)
Not significantly involved 6 (18%)
Insurance type
Private 13 (38%)
Public 21 (62%)
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Patient Characteristic N =35
n (%)
Recruitment Site
Academic medical center 15 (43%)
Community partner site 15 (43%)
Research database 5 (12%)
Parity
0 7 (21%)
1 9 (26%)
2-3 14 (41%)
>4 4 (12%)
Obstetric History
Previous preterm delivery 6 (17%)

*
Participants were allowed to select more than one race / ethnicity
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Table 2.

Self-reported demographic and professional characteristics of provider participants.

Provider Characteristic N =16
n (%)
Race/ Ethnicity *
African American or Black 2 (13%)
Asian or Pacific Islander 1 (6%)
Caucasian, White or European American 10 (63%)
Latina, Latin American, or Hispanic 1 (6%)
Native American, American Indian, Alaskan Native or Indigenous Person 0 (0%)
Other 2 (13%)
Gender
Female 15 (94%)
Male 1 (6%)
Specialty
Family Medicine 1(6%)
Obstetrics Gynecology (generalist) 7 (44%)
Maternal-Fetal Medicine 3 (19%)
Certified Nurse Midwifery 4 (25%)
Nurse Practitioner 1 (6%)
Number of Years Providing Prenatal Care
0-10 3 (19%)
11-20 9 (56%)
21-30 2 (13%)
31-40 2 (13%)
Number of Prenatal Patients in Prior Year
0-100 6 (38%)
101-500 5 (31%)
>501 3 (19%)

*
Participants were allowed to select more than one race / ethnicity
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Table 3.

Page 19

Risk factors for preterm birth identified in patient focus groups and provider interviews with sample excerpts

Patient Focus Group Quotes

Provider I nterview Quotes

Maternal age

1 mean, we' re always told age is a factor.

...women that are greater than — about like 35 are
considered at higher risk because of probably other
comorbidities and increased prevalence of other medical
problems.

Race/ethnicity

...I'm looking on my phone and that’s when I found
that Black women have the highest rate of preterm
birth...

1 mean obviously there’ s also the issue of racial
disparities.

Body mass index/
size

[My friend is] like naturally a small lady... like really,
really skinny, and they just told her she car’ t hold her
babies... both of her kids were premature.

...really low BMI...

Maternal
comorbidities

1 know if you have any health issues like diabetes or
high blood

Women with underlying medical conditions, Iike
diabetes,

pressure... there's different health situations that can
factor into premature births as well.

hypertension, renal disease, lupus, any of those...

Anatomic concerns

NA

... anatomical issues... [u]terine anomalies

Prior uterine
procedure

NA

history of vertical incisions

Prior cervical
procedure

[my provider] was like, “are you done having kids?”
And | said, “ yes, thankfully,” but he was like, * because
this procedure is going to really increase your chance of
having a premature baby,” because my cervix would be
So compromised.

previous history of excisional procedures on the cervix

Substance use

People that use drugs and things like that, have a greater
risk of having a premature birth.

... Substance use like maybe alcohol, stimulants,
especially now, or even opiates often are kind of seen
as more urgent and acute...

Family history

... It was just surprising at how many people are like, 1
was a preemie and my kid was a preemie.”

When they tell me that they have a family history, | don’ t
know the direct link, but like some people have very
significant family histories of preterm labor...

Structural and social
determinants of
health

... Insurance availability, education level.

If you have cash, your life is going to be a little easier,
and if you don’t, you re not going to eat as well, you' re
probably not going to sleep as well, you might be living
in a neighborhood that gives you stress.

[Patients that are] exposed to certain toxins, trauma,
violence, racism.

Stress

Stress or stuff like I m sure can affect it.

... It s tougher times today, so patients are struggling
more than I ve seen in the past. There’s more
helplessness, more substance use, just more poverty,
more stress, more anxiety, more depression. So, all of
this I think probably contributes.

Trust in medical NA The problem is if people don’t trust us,... they are

system not going to have good dialogue around why we’re
recommending things. They’re probably not going to
listen to what we’re saying, et cetera.

Birth spacing NA closely spaced pregnancies

Mode of conception NA ...assisted reproduction...

History of preterm
birth

Like you’ ve had a preterm birth, you re at really high-
risk for youfr] age and for having another one.

1 think the history of preterm delivery for me is the
people with the highest risk.

Multiple gestation

typically twins are born premature...

also multiple gestation, if they have twins, triplets

Pregnancy
complications

there are moms who have placenta previa... Yes, itis a
condition that happens to us during pregnancy.

placenta previa or vasa previa

Infection

NA

...Infections. You know, BV, UTIs, et cetera.
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Patient Focus Group Quotes

Provider Interview Quotes

Fetal growth

...a person | know... gave birth at seven months.
Everyone thought it made sense because she was so
huge, but I dor' t know if that contributed or not.

... growth restriction...

Poor nutrition

My diet probably with [child born premature]. All | ate
was Wingstop... So that s probably where that came
into -- that probably played a major part.

...women who have food insecurity...

Physical activity

1 don’t know about reqular exercise... if this would
affect preterm to be honest... But maybe around that
time, | don’t know; it influences that.

NA

Access to/utilization
of prenatal care

... some people just dor’ t get healthcare. They don’ t get
their prenatal visits.

It’s access. It’s can’t get to the clinic between 8.:00 and
5.:00. Can’t get to the hospital. Don’t have transportation.
Other competing interests.

NA, Not Applicable

Patient Educ Couns. Author manuscript; available in PMC 2022 November 01.




1duosnuey Joyiny 1duosnuen Joyiny 1duosnuey Joyiny

1duosnuen Joyiny

Tesfalul et al.

Table 4.

Page 21

Perspectives on preterm birth counseling identified in patient focus groups and provider interviews with

sample excerpts

Major Theme
* Subthemes

Patient Focus Group Quotes

Provider Interview Quotes

POSITIVE THEMES

Optimize Care

« Informed selection of
providers/hospitals

« Proximity to care

...you want care, and the people you’ re
dealing with to be educated on high-

risk and everything, and have experience
dealing with people who are at high-risk so
it makes you feel comfortable.

...there are times when [ introduce a topic but then I also make a
referral to my perinatologist and kind of rely on them to focus on
the particular problem...

Empowerment through
Education

« Awareness of warning
signs

» Knowledge of potential
care and outcomes

... be better aware of the symptoms and the
signs, and what it looks like.

1 think also empowering them that they can have some sort of
control, not maybe complete control, but there are somethings that
you can do fs very empowering for patients. And then just giving
them good precautions.

Risk Modification

« Avoid modifiable risk
factors (e.g.

smoking cessation)

« Engage in preventative
treatments

...you could stop maybe if you are
doing something that is a self risk factor,
something that you can control

I'm taking insulin and ' m on a diet and
trying to do everything I can so that my
baby gets to term.

Particularly for the preventable modifiable things, I feel like /
have the obligation to share that information and people can do
with it what they will...

... for women who have kind of

softer risk factors, 1 feel like it really depends in some ways on
how much agency I think she feels she has over those risk factors.
Like is it something that | actually have an ability to modify, in
which case I feel like it lands more on the sort of like “alleft, lef s
do this,”

Resource Preparedness But now | am prepared to say... 1 do NA
« Gather resources for have higher risk factors obviously, and then
hospital and baby packing my bag early getting reaady for the
« Determine contingency hospital...
plans ...having the information is very valuable,
especially if i s a first-time mom or a fifth-
time mom, you still need the information so
that you can be better prepared at home
Mental and Emotional ...spiritually getting myself together as NA
Preparation well. | think that might help a lot of people,
« Engage support network | whoever you pray to. Just being able to
and resources (e.g., pray or meditate...
family, faith system) [ think if you were not prepared and you
 Adjust expectations had no idea and you were going to give
birth to a baby left now or whenever, then it
scares moms... 1 think now you can look
things up... 1 think that s helpful to
security.
Self- care ...If you re at really high risk, maybe you NA
* Stress reduction take it easy, maybe you do get checked...
« Improved nutrition and
exercise
NEGATIVE THEMES

Fatalism

« Cannot change outcome
« Reliance on faith rather
than medical information

it’s seems to me like in preterm -- in

this case of preterm labor, if it’s going to
happen, there’s not much you can do about
it

1 am a strong believer in God as well, so

1 know for a fact that He is going to make
sure that | and the baby are healthy and is
going to make sure that we go all the way,
all 40 weeks. ..

1 don’t really talk too terribly much about [preterm birth] because
if someboay is going to have a preterm birth, there’s nothing I can
do about it, and | don’t want to scare anybody. There' s no reason
that | feel to talk to someboadly about all the kind of horrible things
that a preterm baby might experience. It doesn’t make any sense.

...what is challenging for me is that my personality is one where
1, 1 struggle with the concept of giving people information when
there’s nothing I can tell them to do with it. And, and if they were
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Major Theme
* Subthemes

Patient Focus Group Quotes

Provider Interview Quotes

POSITIVE THEMES

to ask me, like, well what can I do, 1’d be like, nothing. Just as
long as you know.

Anxiety and Stress

« Increased burden on
patient

« Self-fulfilling prophecy

Maybe knowing what’s happening helps
Yyou like psychologically, but 1 just have
enough stress in my life, so I thought we’re
going to follow the steps, take all the tests
and be responsible. But it brings a lot of
anxiety to read about all the things that can
happen to the baby.

1 think that can be just a very overwhelming experience for all
patients, those who are of limited resources, limited educational
attainment, and high-powered* I m in control of everything”
people, you know?

...there is that concern of how much information you really want
to give someone, because to say congratulations, you’re pregnart,
however, because you’re Black, because you’re young, because
you

live in east Oaklanad, because you don’t have good food to eat,
you’re not exercising and your relationship with your babies’
father is not great, you'’re really, you know;, at super high risk.
Like, that’s stressful and that’s like now we’re causing some other
problem.

Blame
« Guilt with poor outcome

NA

...1t’s like we’re kind of walking this fine line, but I really try to
avoid anything that puts blames on moms because 1 just feel like
society’s already done a good job at that, and we have too frankly,
even the way we ask questions when people come in with preterm
aeliveries, like “well, did you do any...,” you know.

Even if we aren’t t implying that they did anything, even just the
line of questioning has a different

meaning to certain people, and the way we ask questions I think
sometimes implies that they have some role in it and often they
don’t, and most often they don’t.

Lack of Certainty
« Limitations to data

NA

...you’re at increased risk because of this, this, this and this
factor....

How much higher we don’t know.

Like, you can’t just say you are Black, therefore you are at
increased risk. It’s also age, and it’s also, left? So, like, that’s,
that’s where | start getting like, do not mess, don’t start coming up
with numbers, because we don’t know that data...

Alienation
« Discouraging
engagement in care

NA

1 worry a lot about creating that negative relationship that will
discourage women from coming back to clinic for care as being
really problematic.

Provider Discomfort
« Challenge in counseling

NA

A lot of what | want to be is | want to focus on strength and
positivity and all of that, and | have not been able to figure out
how to incorporate the risk piece into it.

1 don’t want to just alarm people when | don’t have anything to
offer them. We’re already trying and we’re offering them social
workers and nutritionists and things, and trying to do what little
we can to help with the structural things, and not enough, 1 will
say that.

NA, Not Applicable
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