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Executive Summary

Andrea Kott and Scott D. Berns

Toward Improving the Outcome of Pregnancy: Enhancing Perinatal Health

Through Quiality, Safety and Performance Initiatives (TIOP lll) is a call to action.

It is a tool for anyone committed to the enhancement of perinatal health: clini-
cians on the frontline, as well as public health professionals, researchers, payers,
policy-makers, patients and families. TIOP Ill is filled with examples of promising
and successful initiatives at hospitals and health care systems across the country,
designed to improve the quality of perinatal care.

Each chapter explores the elements that are
essential to improving quality, safety and
performance across the continuum of peri-
natal care: consistent data collection and
measurement; evidence-based initiatives;
adherence to clinical practice guidelines; a
life-course perspective; care that is patient-
and family-centered, culturally sensitive
and linguistically appropriate; policies that
support high-quality perinatal care; and
systems change.

As TIOP Ill demonstrates, improving the
quality of perinatal care depends on apply-
ing evidence-based practice and clinical
guidelines throughout the course of a wom-
an’s life. This means screening and monitor-
ing for conditions that could compromise
a healthy pregnancy long before a woman
ever considers becoming pregnant; it means
taking a comprehensive, culturally sensitive,
linguistically and developmentally appropri-
ate approach to a woman’s preconception,
prenatal, interconception and postpartum
care, considering biological, emotional, as
well as socioeconomic factors that could
influence her health and her access to health
care services.

Many of these evidence-based practices —
CenteringPregnancy®, Kangaroo Care and
exclusive breastmilk feeding — have been
shown to improve perinatal health out-
comes by empowering patients: positioning
them, their newborns and their families at

Toward Improving the Outcome of Pregnancy llI

the center of their care and making them an
integral part of their health care decision-
making team.

Each chapter of TIOP Il illustrates
specific strategies and interventions that
incorporate robust process and systems
change, including the power of statewide
quality improvement collaboratives that
are improving perinatal outcomes. And it
concludes with cross-cutting themes and
action items that stakeholders across the
continuum of perinatal care will recognize
as opportunities to improve pregnancy
outcomes.

Summary of TIOP Ill Cross-Cutting
Themes

® Assuring the uptake of robust perinatal
quality improvement and safety initiatives

® Creating equity and decreasing disparities
in perinatal care and outcomes

° Empowering women and families with
information to enable the development
of full partnerships between health
care providers and patients and shared
decision-making in perinatal care

e Standardizing the regionalization of
perinatal services

¢ Strengthening the national vital statistics
system

continued
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Ultimately, reaching a more efficient,
more accountable system of perinatal care
will require a level of collaboration, services
integration and communication that lead
to successful perinatal quality improvement
initiatives, many of which are described
throughout this book. In addition to the
consistent collection of data and measure-
ment and the application of evidence-based
interventions, successful collaborations, like

all perinatal quality improvement, depend on
the engagement, support and commitment

of everyone reading this book: health care
professionals and hospital leadership, public
health professionals and community-based
service providers, research scientists, policy-
makers and payers, as well as patients and
families. TIOP Il is the call to action and the
tool that can inspire and guide their efforts
toward improving the outcome of pregnancy.

Toward Improving the Outcome of Pregnancy Il



Foreword

Toward Improving the Outcome of Pregnancy Ill has an illustrious past. It began

in 1972, when the March of Dimes, newly dedicated to the burgeoning field of
perinatology, created the Committee on Perinatal Health and asked it to iden-
tify critical issues and develop guidelines and recommendations for the care of
pregnant women and newborns with a special focus on infant mortality. Just four
years later, in 1976, the committee released Toward Improving The Outcome of
Pregnancy (TIOP 1), a book that synthesized the efforts of four organizations (The
American College of Obstetricians and Gynecologists, the American Medical
Association, the American Academy of Pediatrics, and the American Academy of
Family Physicians) and revolutionized the system of perinatal hospital care by rec-
ommending systematized, cohesive regional networks of hospitals, each assigned

to one of three levels of inpatient care based on patient risks and needs.

TIOP 1 also galvanized the March of Dimes
leadership to intensify its support for neo-
natal research, regional neonatal intensive
care unit (NICU) centers, neonatal nursing
education, intensive care nurseries, nurse-
midwife education, community health teams
and genetic counseling.

Subsequently, through research break-
throughs such as surfactant therapy, con-
tinued development of lifesaving NICU
technology and improved systems accom-
plished through regionalization, infant
mortality has continued a steady decline to
the present day.

Nevertheless, maternal health issues
such as lack of health insurance, poverty,
substance abuse, unintended pregnancy and
other behavioral and social barriers con-
tinued to hamper the Foundation’s efforts
to improve birth outcomes. As a result, the
Foundation turned its attention to improv-
ing care during pregnancy and birth through
proven risk-reduction strategies and the
establishment of perinatal boards, to better
ensure accountability within regionalized
systems of care. This became the framework
for TIOP Il, Toward Improving the Out-
come of Pregnancy: The 90s and Beyond,

Toward Improving the Outcome of Pregnancy llI

which a second Committee on Perinatal
Health issued in 1993.

The March of Dimes put TIOP 1l to
work at the grassroots level through the
Campaign for Healthier Babies, a 1990
initiative that addressed improved access to
prenatal care and, Think Ahead!, in 1995,
a nationwide campaign that emphasized
preconception care, healthy lifestyles and
the importance of folic acid.

Both the 1972 and 1990 Committees on
Perinatal Health aimed to reduce rates of
maternal and infant mortality and morbid-
ity in the United States. But one negative
birth outcome began to receive increased
scrutiny within the Foundation, and that
was the relentless increase in the nation’s
rate of premature birth since TIOP I. The
March of Dimes responded to this alarming
trend by launching a comprehensive nation-
al Prematurity Campaign in 2003.

The Foundation has since attacked the
issue of premature birth by raising politi-
cal and public visibility for this problem,
supporting cutting-edge research and
exploring clinical, educational and public
health interventions designed to achieve the
widest impact. These include the March of

marchofdimes.com @
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Dimes NICU Family Support® program and
“Healthy Babies Are Worth the Wait®”,
a prematurity-prevention partnership in
Kentucky. Preliminary data from the
National Center for Health Statistics show
that for the first time in 30 years, rates of
premature birth have declined in 2007
as well as 2008, most recently from 12.7
percent (2007)* to 12.3 percent (2008).2
But we must continue to seek solutions if
these small gains are to be preserved and
accelerated. And solutions may be at hand.
Most recently, two Institute of Medicine
(I0M) reports — To Err Is Human: Build-
ing a Safer Health Care System (1999) and
Crossing the Quality Chasm: A New Health
System for the 21st Century (2001) —
revealed the high rate of preventable errors
in hospitals and the extreme complexity of
systems that underlie most of those errors.
As a result, there has been growing inter-
est in the perinatal community in applying

References

quality improvement strategies to prevent
errors and to reduce the rate of prematurity.

Based on a subsequent IOM report,
Preterm Birth: Causes, Consequences, and
Prevention, we now know that preterm
birth costs our nation $26 billion annually
in health and medical costs.® Preventing
preterm birth, through quality improve-
ment approaches, offers an unprecedented
opportunity to both bend the cost curve and
to improve the outcome of pregnancy.

The March of Dimes is hopeful that this
third volume, TIOP III: Toward Improving
the Outcome of Pregnancy: Enhancing
Perinatal Health Through Quality, Safety
and Performance Initiatives, will drive the
implementation of model programs and
quality improvement initiatives and will
increase transparency and accountability
for consumers — all of which can support
improved pregnancy outcomes.
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Dr. Jennifer L. Howse
President
March of Dimes
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Chapter 1:

History of the Quality
Improvement Movement

Mark R. Chassin and Margaret E. O’Kane

Early Effects to Improve Clinical Care and Medical Education

The evolution of quality improvement has been a steady response to the need
to correct errors. Consider Florence Nightingale, a public health pioneer who
addressed the link between paltry hospital sanitation and the high — 60 percent

— fatality rate among wounded soldiers during the Crimean War of 1854.
Germ theory was gaining traction in Europe and pointing to the link between
high morbidity and mortality rates and the lack of basic sanitation and hygiene
standards. Nightingale, while serving as a nurse at the Barrack Hospital in
Istanbul, developed practices — hand washing, sanitizing surgical tools, regu-
larly changing bed linens and making sure all wards were clean — that are
standard in hospitals today. She also promoted good nutrition and fresh air.
By the time this forerunner of evidence-based medicine left Barrack Hospital,

mortality had plummeted to 1 percent.'?

A continent away, concern about the state
of American medicine mounted. In 1847,
the American Medical Association (AMA)
emerged, in response to the need for a
tougher, standardized medical education
system. Medical education and the prac-
tice of medicine in colonial America were
haphazard at best. According to Paul Starr,
in The Social Transformation of American
Medicine, “All manner of people took up
medicine in the colonies and appropri-
ated the title of doctor...,” including *“a
Mrs. Hughes, who advertised in 1773 that
besides practicing midwifery, she cured
‘ringworms, scald heads, piles, worms’ and
also made ladies’ dresses and bonnets in
the newest fashion.” During the American
Revolution, 400 of the nation’s estimated
3,500 to 4,000 physicians had formal
medical training, and only half held medical
degrees, which weren’t worth much, since
they required, at most, only 6 to 8 months

of medical school and 3 years of appren-
ticeship. And yet, medical school diplomas
often were accepted as licenses to practice
medicine.?

In its drive to reform medical education,
the AMA in 1904 created the Council on
Medical Education, which asked the Car-
negie Foundation for the Advancement of
Teaching to conduct a study of medical
schools. The Foundation assigned the study
to education expert Abraham Flexner, who
wrote in his 1910 report, Medical Education
in the United States and Canada, “Touted
laboratories were nowhere to be found, or
consisted of a few vagrant test tubes squir-
reled away in a cigar box; corpses reeked
because of the failure to use disinfectant in
the dissecting rooms. Libraries had no books;
alleged faculty members were busily occu-
pied in private practice. Purported require-
ments for admission were waived for anyone
who would pay the fees.””

Toward Improving the Outcome of Pregnancy Il



Medical education underwent dramatic
transformation after the publication of
Flexner’s report. Many schools closed,
some consolidated, and all tightened their
entrance requirements. Length of study and
training increased and incorporated biomed-
ical studies in biology, chemistry and phys-
ics with strict, supervised clinical training.*
While just 50 percent of medical school
graduates moved on to hospital training in
1904, an estimated 75 to 80 percent were
taking internships by 1912.3

As Flexner’s report revolutionized the
medical education system, Ernest Codman,
a surgeon from Harvard Medical School
and Massachusetts General Hospital,
applied his “End Result System of Hos-
pitalization Standardization Program,” a
three-step approach to quality assurance, to
improving hospital care. Codman’s system
used quality measures to determine if prob-
lems stemmed from patients, the health care
system or clinicians; quantified the lack of
quality; and, remedied problems to pre-
vent them from happening again.® In 1917,
the American College of Surgeons (ACS)
adopted his “End Result System” for its
Hospitalization Standardization Program,
which set minimum standards for hospital
care. These standards required that, among
other things: all hospital physicians are
well-trained, competent and licensed; staff
meetings and clinical reviews occur regu-
larly; and, that medical histories, physical
exams and laboratory tests are recorded.®

In 1918, the ACS began using its newly
established minimum standards to inspect
hospitals. Of 692 hospitals, only 89 met the
minimum standards. However, by 1950,
the Hospitalization Standardization Pro-
gram approved more than 3,200 hospitals.’

Improvements to Maternal Child
Health Trigger Other Efforts

While much concern about health care
quality in the early 20th century revolved
around hospitals, America’s high maternal
and infant mortality rates, longtime indica-
tors of quality, were also claiming attention.

Toward Improving the Outcome of Pregnancy llI

In 1921, Congress passed the Sheppard-
Towner Act, which granted states funds

to improve access to maternal and child
health services. In 1935, Congress passed
Title V of the Social Security Act, to equip
and finance pediatric and primary care
services for hospitals in underserved areas.
The Emergency Maternity and Infant Care
program followed, financing care for 1.5
million women and infants of United States
soldiers during World War Il. And, in 1946
came the Hill-Burton Act, which awarded
grants to states to build hospitals.®

Efforts to provide women, children and
the underserved with more and better care
led to the creation of humerous programs,
including Medicare and Medicaid.

By the mid-1900s, improving the quality
of health and hospital care was an idea with
a century of effort behind it. It was after
World War I1, however, when the concepts
of modern quality improvement emerged,
initially focusing not on health outcomes
but on systems change in business and
industry.

The Revolution of Quality
Improvement in Business

and Industry

Beginning in the mid 1920s, Walter A.
Shewhart and W. Edwards Deming, both
physicists, and Joseph M. Juran, an engi-
neer, laid the groundwork for modern qual-
ity improvement. In their efforts to increase
the efficiency of American industry, they
concentrated on streamlining production
processes, while minimizing the opportunity
for human error, forging important qual-

ity improvement concepts like standard-
izing work processes, data-driven decision
making, and commitment from workers
and managers to improving work practices.®
These elements of systems change, first
applied to business and industry, ultimately
trickled down to the American health care
system as awareness of its need for improve-
ment grew.%1?

History of the
Quality Improvement
Movement

Florence
Nightingale, while
serving as a nurse
at the Barrack
Hospital in
Istanbul, developed
practices — hand
washing, sanitizing
surgical tools,
regularly changing
bed linens and
making sure all
wards were clean
— that are standard
in hospitals today.
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Systems Change Reaches

American Medicine

In 1951, the American College of Surgeons,
the American College of Physicians,

the American Hospital Association, the
American Medical Association, and the
Canadian Medical Association formed

The Joint Commission on Accreditation

of Hospitals as a not-for-profit organiza-
tion to provide voluntary accreditation to
hospitals. Early on, The Joint Commission
used the minimum standards of ACS’s
Hospital Standardization Program to
evaluate hospitals. In time, however, The
Joint Commission, which became The Joint
Commission on Accreditation of Healthcare
Organizations in 1987, adopted more rigor-
ous standards, which reflected the struc-
ture-process-outcomes model that Avedis
Donabedian presented in his 1966 article,
Evaluating the Quality of Medical Care.
Who provides care and where (structure);
how care is provided (process); and the con-
sequences of care (outcomes) are all needed
to measure quality, Donabedian argued.®
By the mid-1990s, The Joint Commission
introduced into the accreditation process
the elements of system change derived from
the work of Deming, Shewhart and Juran:
the role of organizational leadership, data-
driven decision making, measurement,
statistical process control, a focus on
process, and a commitment to continuous
improvement.

Process was especially important to
quality management expert Philip Crosby,
former vice president of corporate quality
for International Telephone and Telegraph,
who espoused the value of preventing
errors altogether by doing things right
the first time. Crosby’s “zero defects”
approach to quality improvement set the
stage for two other models that focused on
eliminating waste: Toyota’s “lean” opera-
tions and Six Sigma.**

Toyota’s lean operations, introduced in
the 1980s, standardized work processes to
avoid wasting resources, time and money.
Six Sigma, which Motorola developed in the

late 1980s, also strives to improve qual-
ity during the process stage. It refers to a
statistical measure of variation, but instead
of using percentages, Six Sigma assesses
“defects per million opportunities” and
aims for fewer than 3.4 defective parts per
million opportunities.®

The Role of NCQA in Improving
Quality of Health Care

In the late 1980s, corporate purchasers had
fixed on a strategy of the accountable health
plan to contain their health care costs. Led
by many of the Fortune 500 companies that
had adopted the principles of total quality
management (e.g., Xerox, Ford, General
Motors, Bank of America) or continuous
quality improvement, they were seeking to
enroll their employees in health plans that
would measure their quality and continu-
ously improve it. In 1988, the National
Committee for Quality Assurance (NCQA)
changed its governance to put health plans
in the minority on the board, and devel-
oped a multistakeholder board, including
these corporate purchasers, consumers and
quality experts. NCQA worked with these
corporate leaders and with health plan qual-
ity leaders to develop standards for what

a true Health Maintenance Organization
would be. NCQA's accreditation standards
were developed around many of Deming’s
and Juran’s ideas, and the program was
launched in 1991.

At the same time, NCQA took on a proj-
ect that had been developed by a number
of health plans and purchasers to standard-
ize quality measurement. In 1993, NCQA
published its first Health Plan Report Card,
using the Healthcare Effectiveness Data and
Information Set (HEDIS). For the first time,
it was possible to compare health plans on
the effectiveness of care that their members
received. HEDIS and NCQA accreditation
were parallel projects for a number of years.
In 1999, NCQA made HEDIS (including
standardized patient experience results) an
official part of its accreditation program,
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and plans’ performance relative to each
other now drive about 40 percent of the
accreditation score.

Institute of Medicine Puts New
Emphasis on Quality Improvement
Although the world of health care was
slowly assuming Donabedian’s structure-
process-outcomes approach to quality
improvement, doubts about the effective-
ness of various improvement initiatives
moved Congress in the late 1980s to
commission a study on quality assurance
for Medicare.'® The Institute of Medicine
(IOM) conducted the study, which found
that many health services were inad-
equate. In response to the IOM findings,
the Health Care Finance Administration
launched several quality improvement
initiatives during the early 1990s.

However, it was the publication of two
IOM reports in 1999 and 2001 that finally
fixed national attention on the critical need
for quality improvement in health care.
The first report, To Err is Human: Building
a Safer Health System, magnified the safety
gaps in United States health care, noting
that as many as 98,000 people die yearly
in hospitals due to preventable medical
errors.r” The second report, Crossing the
Quality Chasm: A New Health System for
the 21st Century, (2001), further indicted
the country’s entire health care delivery
system for failing to provide “consistent,
high-quality medical care to all people.”*®
Echoing the philosophies of Deming, Juran
and Crosby, the reports blamed the health
care system, instead of individuals, for
widespread errors. “Mistakes can best be
prevented by designing the health system
at all levels to make it safer — to make it
harder for people to do something wrong
and easier for them to do it right.””*°

The IOM defined quality by what and
how well something is done and attached
it to doing the right thing (delivering the
health care services that are needed), at the
right time (when a patient needs them), and
in the right way (using appropriate tests or
procedures).®
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In Crossing the Quality Chasm, the
IOM charged the health care system with
frequently lacking *“...the environment,
the processes, and the capabilities needed
to ensure that services are safe, effec-
tive, patient-centered, timely, efficient,
and equitable,” qualities it calls ““six aims
for improvement.” In addition to achiev-
ing these aims, the IOM recommended:
improving patient safety and reducing medi-
cal error by establishing a national focus
on leadership, research, tools and protocols
about safety; expecting mandatory and
voluntary reporting of errors; raising safety
standards by involving oversight organiza-
tions, purchasers and professional societies;
and creating safety systems inside health
care organizations.*®

Hospital Quality Measurement

Leads to Major Improvement

The development and implementation of
standardized quality measurement for hos-
pitals in the first decade of the 21st century
led to substantial improvements in perfor-
mance across a wide variety of evidence-
based measures. The Joint Commission
convened experts who reviewed and sum-
marized evidence, and produced the first
nationally standardized quality measures for
hospitals for patients with acute myocardial
infarction, heart failure, pneumonia and
pregnancy. The Joint Commission required
all accredited hospitals to collect and report
performance data on at least two of these
groups of measures in 2002 and began pub-
licly reporting the data two years later. The
Centers for Medicare and Medicare Services
(CMS) initiated a program to penalize
hospitals financially if they did not report to
CMS the same data they were reporting to
The Joint Commission and began a public
reporting program the next year. Both The
Joint Commission and CMS programs
expanded their reporting requirements over
the second half of that decade.

Hospitals resisted the collection and
reporting of these data at the beginning.
The American Hospital Association, the
Federation of American Hospitals and the
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Association of American Medical Colleges
vigorously supported the effort to collect
and publish data on nationally standardized
measures of hospital quality of care.?’ As
public reporting increased, hospitals increas-
ingly directed resources to improve the clini-
cal processes of care in order to enhance
performance on the public measures. The
results have been impressive. Throughout
the 1990’s, it was not uncommon for hospi-
tals to exhibit rates of performance on these
quality measures of 40 to 60 percent, with
substantial variability among hospitals.?!23

By 2009, hospitals had achieved very
high levels of performance on many of these
measures, and variation among hospitals
was markedly reduced.?* For example, the
national average of performance by hospi-
tals on discharging eligible acute myocardial
infarction patients on a beta blocker was
98.3 percent, up from 87.3 percent in 2002.
Also in 2009, on that same measure, fully
96.8 percent of hospitals exhibited rates of
performance over 90 percent, compared to
75.2 percent in 2006.

In addition, the need for improvement in
hospital quality measurement became clear
by 2010. While many measures worked well
to promote improvement activities that led
clearly to improved outcomes for patients,
others did not. In 2010, The Joint Com-
mission adopted new criteria that define a
higher standard for quality measures that
are used in accountability programs such as
accreditation, public reporting and pay for
performance.? These criteria are designed

to maximize the likelihood that improved
health outcomes will result when hospitals
work to improve their performance, while
minimizing unintended consequences and
the unproductive work that often results
when the design of measures makes it easier
to create “paper compliance” than to truly
improve clinical care. The Joint Commis-
sion perinatal care measures, which meet
the new criteria for accountability measures,
were adopted for voluntary use by hospi-
tals in 2009 and are discussed in Chapter
11 of this monograph. If widely used by
hospitals, they offer the opportunity to
greatly improve perinatal care in America’s
hospitals by employing this model of
measurement-driven improvement, which
has already delivered consistent excellence
across many valid measures of hospital
quality of care.

Since the publication of the IOM reports,
health care organizations and providers
have been exploring ways to improve their
practices. Many, like those featured in
this monograph, are implementing plans
designed to reduce errors and improve
patient safety and health care quality. There
will always be concerns about individual
blame and the threat of litigation. But, as
Toward Improving the Outcome of Preg-
nancy Il illustrates, clinicians are commit-
ted to improving health care delivery. The
following chapters will show that improving
our system of perinatal care is not just pos-
sible; it is happening.
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Chapter 2:

Evolution of Quality Improvement

INn Perinatal Care

George A. Little, Jeffrey D. Horbar, John S. Wachtel,

Paul A. Gluck, Janet H. Muri

Childbearing and birth have been, and are, sentinel events for society, women

and families. Even before many clinical treatments were available, health profes-
sionals recorded fertility rates, pregnancy complications and birth outcomes.
As the ability to alter natural biologic processes through individual and popu-

lation-based interventions increased, the range of outcomes being monitored

expanded. ¢ This chapter traces the history of perinatal quality improvement,

focusing on advances in perinatal quality improvement (QIl) from 1950 through
to the present, primarily in the United States, recognizing this restriction is

largely artificial, as perinatal science and health policy are global. At this point,
one could posit that the domain of perinatal QI starts with preconception and

proceeds through to maturity.

TIOP | AND TIOP I
In the 1950s and 60s, medical science led
to advances in clinical care of mothers
and babies and in public health. Hospital
care progressed rapidly, with increasing
specialization and intensive care units. The
first newborn care units evolved from early
centers for premature babies. Rationale for
these units included improved outcomes, as
interventions, such as treatment of infec-
tions, were documented to be effective.
Early perinatal clinical trials took place.
With recognition that hospital perinatal
units improved survival came the study of
population-based and regional outcomes.
Studies documenting regional variations
in outcomes led to the awareness that
further improvements may be possible by
better matching needs with the allocation
of resources and the regionalization of
subspecialty care.

Toward Improving the Outcome of Preg-
nancy, Recommendations for the Regional

Development of Maternal and Perinatal
Health Services (1976), better known as
TIOP I, was released by an ad hoc
Committee on Perinatal Health convened
by the March of Dimes, with participa-

tion of the American Academy of Family
Physicians, American Academy of Pediatrics
(AAP), American College (now Congress)
of Obstetricians and Gynecologists (ACOG)
and the American Medical Association.

The central concept of this landmark
publication was a system of regionalized
care based on designated levels of care at
each facility, supported by an educational
organization and a network of inter-hospital
transport. The document had an immediate
and broad impact on perinatal health care
delivery by clearly defining the components
of subspecialty care at each hospital level
and the ““ideal” way each of those levels
should interact to provide risk-appropriate
care across the continuum of perinatal
care.

Toward Improving the Outcome of Pregnancy Il



Toward Improving the Outcome of Preg-
nancy, the 90s and Beyond (TIOP 1), the
1993 publication produced by a reconstitut-
ed ad hoc Committee on Perinatal Health,
also convened by the March of Dimes,
broadly expanded the operational definition
of perinatal care to include preconception
through the post-neonatal period. Implicit
in TIOP Il was the realization that perinatal
care has a direct impact on an individual’s
health long after birth.?

Evolution of Quality
Improvement
in Perinatal Care

As Table 1 shows, a major difference
between TIOP I and Il was a strong empha-
sis in the latter on data, documentation
and evaluation. TIOP Il, with its broader
operational definition of the perinatal period,
gave more attention to ambulatory care,
while continuing to underscore the need for
improvement of hospital care. TIOP Il also
emphasized concepts, such as accountability
and availability. Quality improvement was a
major message and recommendation in TIOP
11, and, as seen in the discussion to follow, it
has evolved to be increasingly dynamic in the
perinatal care system environment.

Table 1: Summary of TIOP | and TIOP Il Publications

" TIOP | : TIOP Il

Year Published . 1976
Focus
Primary . Levels of care

Recommendations

. A regional perinatal care system

. 1993
. Care before and during pregnancy
Care during birth and beyond

. Data documentation
. and evaluation

Financing

- Health promotion and education

Level | — Uncomplicated maternity and . Reproductive awareness
newborn . -

- Structure and accountability
Level Il — Uncomplicated and majority of . . . .
complicated . Preconception and interconception care
Level Ill — Uncomplicated and all serious - Ambulatory prenatal care

complications

¢ Preparatory and continuing education in :

- regional system

. Coordination and communication in regional

: system

. Major task ahead — financing, education,

- initiating action

Toward Improving the Outcome of Pregnancy llI

. Inpatient patient care

Infant care

Improving the availability of perinatal providers
Data, documentation and evaluation

. Financing perinatal care
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Quality Improvement and the
Impetus for TIOP I
Evolution of the perinatal health care
system from the 1970s to the present is
well documented. Diverse scientific, system,
policy and reimbursement changes increas-
ingly came into play during the 1970s,
1980s and 1990s, while the United States
implemented a system based upon match-
ing the perinatal patient with the most
risk-appropriate care and resulting in major
improvements in outcomes, such as neona-
tal survival rates.

As the expansion of beds, manpower
and resources continued beyond academic
centers and into community hospitals,
concerns about the ““de-regionalization™
of care and the possible impact on qual-
ity began to emerge and, in part, drove the
publication of TIOP Il. Figure 1 displays the
modest growth in United States births (14.6
percent) between 1987 and 2008, compared
to the significant growth in neonatal special
care beds. Improvements in access and

quality may not have mirrored this growth.?
Critical to any current discussion is a deter-
mination of what is the right volume and
allocation of subspecialty resources, espe-
cially in a climate where outside scrutiny

of outcomes and cost of care is likely to
increase.

Role of Professional Organizations
Many tools, especially health informa-

tion technology, have strengthened the
ability of care providers and facilities to
actively participate in quality improvement.
Professional organizations representing the
many disciplines in perinatal care, includ-
ing obstetrics, pediatrics, family medicine,
certified nurse midwifery and nursing, have
been involved in QI through members and
public education to affect change in pro-
vider behavior. While each organization
has a separate governing structure, many
have worked collaboratively to improve
quality of care by continuing to publish
evidence-based research studies and set the

Figure 1: Trends in Neonatal Special Care Beds and United States Births*
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standard of care through publications, such
as the TIOP documents and Guidelines

for Perinatal Care, jointly published by
AAP and ACOG every 5 years since 1983.
In addition, and in response to numerous
hospital requests for peer-review services of
their obstetrics and gynecology departments,
ACOG established the Voluntary Review of
Quiality of Care Program (VRQC) in 1986.
The VRQC program provides confiden-

tial peer-review consultation to OB/GYN
departments on request and is completely
voluntary. These comprehensive department
reviews are intended to assess quality of care
and patient safety and lead to extensive rec-
ommendations for improvement in patient
care. By 2010, the VRQC program had
completed more than 275 hospital reviews,
representing nearly 10 percent of hospitals
in the United States providing obstetrical
services. A four-day site visit is scheduled
with a five-person team consisting of three
board-certified OB/GYNs in active practice
who have experience and training in qual-

Figure 2: VBAC Rate by Year®1©

Evolution of Quality
Improvement
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ity assessment and improvement, a nurse
reviewer and a team administrator who is
a professional writer. Following a compre-
hensive department review, including one
full day of interviews and one full day of
selected chart reviews, a very detailed, confi-
dential final report is produced with findings
and recommendations based upon ACOG
published guidelines. This report is protect-
ed under appropriate state peer-review stat-
utes. While almost every hospital surveyed
has implemented many of the suggested
process improvements, the VRQC program
has been unable to capture data from the
various hospitals documenting improved
outcomes as a result of the changes.®
Figure 2 shows how the impact of a
professional organization’s recommenda-
tions, in this case ACOG, can directly
change provider behavior and improve
quality. The graph depicts the vaginal birth
after cesarean section (VBAC) rate (defined
as the rate/100 women with a successful
vaginal delivery after previous cesarean
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delivery) from 1970 through 2005. The
asterisks indicate when significant ACOG
publications on the subject were released.
The initial 1982 publication was the first to
recommend the practice.® By 1988, ACOG
guidelines ““encouraged” providers to allow
labor for appropriate candidates.” The 1994
publication reiterated that properly selected
women be counseled and encouraged and
that an obstetrician be “readily”” available.®
By 1998, in response to evidence about
potential complications, ACOG recom-
mended that women “should be counseled
and offered (not encouraged) a trial of
labor.””® In 1999, guidelines suggested that
physicians be “immediately’” available. By
2005, the VBAC rate again approximated
the 1985 level.*® In 2010, ACOG published
a further update to its prior reccommenda-
tions about VBAC that relaxed some of the
previous restrictions.!! It will be interesting
to follow any subsequent changes to the
national VBAC rates based on this update.

Role of Government and Regulators
in Perinatal Quality of Care

Federal and state governments, especially
after the release of TIOP I, were instrumen-
tal in guiding the evolution of the perinatal
system and QI efforts. Many states readily
adopted TIOP I's level of care definitions in
the context of regulations and guidelines,
especially with regard to Certificate of
Need (CON) applications, thereby driv-
ing the expansion of regional systems.
Governmental stimulation and support has
also included research and program efforts,
with collaborative and population-based
statewide quality improvement efforts.

As a major purchaser of health care
services, the government also has significant
influence over providers. Medicare took the
lead in tying improvements in utilization of
inpatient care to payments by introducing
Diagnosis Related Group (DRG) reimburse-
ment in 1983. While perinatal patients
clearly fall outside the realm of Medicare
reimbursement changes, many payers
adopted the DRG reimbursement model for

perinatal care, driving some of the same utili-
zation changes. As Medicare has evolved,
tying reimbursement to the reporting of adult
guality metrics, it is only a matter of time
(and already occurring in some states) before
the public reporting and pay-for-performance
of perinatal quality measures reaches the
state Medicaid system. The hope is that
TIOP 111 can help drive the perinatal commu-
nity to be active participants in that process.
The Joint Commission, as the primary
accrediting body for most health care facili-
ties in the United States, plays a significant
role in choosing quality measures that
will be reported by hospitals. The Joint
Commission’s focus has been largely on
adult measures in concert with Medicare;
however, it recently updated its Perinatal
Care (PC) Core Measure Set. Among the
17 perinatal measures endorsed by the
National Quality Forum (NQF), The Joint
Commission selected five: elective delivery,
cesarean section, antenatal steroids, health
care-associated bloodstream infections in
newborns and exclusive breastmilk feeding.

Role of Foundations, Collaboratives
and other Nonprofit Organizations
Perinatally related goals have been a long-
term primary focus of foundations and
nonprofit organizations and a vital force in
quality improvement.

The March of Dimes has played a leader-
ship role in this arena since before the publi-
cation of TIOP | in 1976.* While the March
of Dimes is the primary convener of TIOP
I, I, and 3, it is but one of many organiza-
tions involved in perinatal improvement.

The Institute for Healthcare Improvement
(IHI), a nonprofit organization that works to
increase the quality of patient care by intro-
ducing improvements throughout the health
care system, developed the ““Idealized Design
of Perinatal Care Model”” and took a lead
role in defining the continuum of high-quali-
ty care, from an informed woman and family
to providing risk-appropriate care in a setting
adequately resourced to meet all needs.*?
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Perinatal medicine has been involved in
the increasingly common multi-institutional
collaborative methodology to improve the
quality and safety of care. Two early models
that have informed this approach are IHI’s
Breakthrough Series®® and the Northern New
England Perinatal Quality Improvement
Network.** Most collaboratives consist of
multidisciplinary teams that work together
with expert faculty to apply quality improve-
ment methods adopted from other industries
to test and implement change ideas designed
to improve care.® A number of examples,
illustrating the breadth of active collabora-
tive perinatal initiatives follow.

The Vermont Oxford Network (VON)
conducted the first formal improvement col-
laborative in neonatology in 1995. Analysis
demonstrated measurable improvements in
both chronic lung disease and nosocomial
infections at participating neonatal intensive
care units (NICUs), when compared to a
control group of non-participating NICUs.®
In addition to the clinical improvements,
costs of care of participating NICUs
were reduced, demonstrating that quality
improvement can result in cost reduction.’
Subsequently, VON and other groups have
conducted neonatology collaboratives
addressing a variety of improvements in
quality and safety.

Three examples of cluster randomized
trials of collaborative quality improvement
in neonatology are shown in Table 2.

Table 2: Cluster Randomized Trials!®2°

Evolution of Quality
Improvement
in Perinatal Care

The Maryland Perinatal Collaborative is a
statewide initiative to test, adopt and imple-
ment evidence-based improvement strategies
in obstetric units at hospitals in Maryland
and the District of Columbia. More than
250 perinatal professionals in hospital
multidisciplinary teams conducted a self-
assessment and chose the improvement
activity that best met its needs. Process, out-
come and satisfaction measures, along with
development of case studies and “improve-
ment stories,” were employed. Notable
improvements in Level I, Il and Il units
were documented, such as a decrease in
uterine rupture rate and decrease in returns
to the operating room/labor and delivery.
Level 111 units had a 23 percent decrease in
admissions to the NICU for babies > 2500g
with a greater-than-24-hour stay.?

State collaboratives, such as the Maryland
example, are a dynamic, growing, produc-
tive and influential force in perinatal quality
improvement. Their lineage can be traced in
many states to state/regional programs initi-
ated immediately after the release of TIOP I.
While the original state education programs
put in place to improve care have tended to
atrophy, they still exist in a few geographic
areas and live on in collaboratives that
focus on identifying evidence and data for
statewide system change or improvement.

Participants
. 114 member NICUs

Collaborative
VON

NICHD Neonatal - 17 NICUs

Research Network

Canadian Neonatal
Network

¢ Findings
- Infants in intervention hospitals

. more likely to receive surfactant in
: the delivery room

QI Focus

. Promote surfactant treatment
. in preterm infants 23 to 29 weeks

- Clinical practice can be changed

- Reduce risk of CLD in VLBW infants
5 . with Quality Improvement

¢ Improvement in both CLD and
- infection rates

¢ Reduction in CLD or nosocomial
- infections

(VLBW: very low birth weight; CLD: chronic lung disease ; NICHD: National Institute of Child Health & Human Development)
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The Ohio Perinatal Quality Collabora-
tive (OPQC) is another example of a suc-
cessful state initiative with diverse strate-
gies for quality improvement. OPQC was
founded in 2007 as a collaboration of pro-
viders, payers and state agencies that uses
quality improvement methods to improve
perinatal health statewide.?? OPQC pub-
lishes a monthly graph on its website,
communicating across the spectrum of pro-
viders as well as consumers, clearly hoping
to engage a new audience in the reporting
of quality perinatal outcomes.??

The material in Figure 3, including the
caption, is an actual Ohio Perinatal Quality

Collaborative aggregate outcome chart that
is available to the public electronically. They
are released periodically.

Aims for Improvement

The Institute of Medicine’s landmark publi-
cation, Crossing the Quality Chasm: A New
Health System for the 21st Century, referenc-
es the six aims for improvement in care: care
that is family centered, safe, effective, equi-
table, timely and efficient.?* Figure 4 adds a
seventh key domain, social and environmen-
tal responsibility, with patients and families
at the center of improvement efforts.s

Figure 3: Ohio Perinatal Quality Collaborative?

Percent of Births at 36" to 38°™" Weeks Induced Without Medical or
Obstetric Indication
Data from ODH Birth Certificate Records
Baseline: January, 2006 through December, 2007
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This is the Ohio Perinatal Quality Collaborative’s (OPQC, www.OPQC.net) aggregate control chart for inductions of labor at
36 to 38 weeks gestational age without apparent medical or obstetric indication for 20 Ohio maternity hospitals accounting
for 47 percent of Ohio births (Am J Ob Gyn 243.e1-8). The data for this analysis is derived from Ohio birth certificates, which
do not permit exclusion of all indicated inductions. For example, abruption as an indication is not reported on birth certifi-
cates. The intervention began September 2008. The centerline (mean) was recalculated, as shown, on two occasions because

of statistically significant change.
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Figure 4: Seven Key Themes for Quality
Improvement®

Family
Centered

Responsible
Socially and
Environmentally

Seven key themes for quality improvement used by the
Vermont Oxford Network NICQ Collaboratives. (adapted
from reference 25, reprinted with permission from the
Vermont Oxford Network)

Conclusion and Recommendations
This chapter has provided a history of peri-
natal quality improvement. There has been
great progress, as well as many develop-
ments that provide encouragement for the
future. The continuing expansion of multi-
hospital collaboratives will greatly improve
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Chapter 3:

Epidemiologic Trends

INn Perinatal Data

Vani R. Bettegowda, Eve Lackritz, Joann R. Petrini

The epidemiology of perinatal health in the United States has changed dramati-

cally during the past several decades. This chapter provides the current status

of key perinatal health indicators, including rates of and contributors to preterm

birth. Opportunities for intervention and change in our major data collection and

reporting systems are also reviewed.

Perinatal Trends

A robust national vital statistics system

is imperative to assess trends in perinatal
health and identify emerging issues that
require further investigation and response.
Perinatal data as reported from birth

and death certificates are fundamental to
monitoring the well-being of mothers and
infants in the United States The majority of
perinatal data presented in this chapter are
from the National Vital Statistics System,
National Center for Health Statistics
(NCHS), Centers for Disease Control and
Prevention (CDC). Infant mortality rates
presented are from the birth/infant death
data set, which contains information from
the birth certificate linked to the infant’s
death certificate, allowing for more in-depth
analyses of trends. In 2003, the United
States Standard Certificate of Live Birth
was revised to include additional detailed
information on pregnancy health, risk fac-
tors and birth outcomes. By 2009, only 30
states, District of Columbia and New York
City had implemented the 2003 revised
United States Standard Certificate of Live
Birth, hindering the ability to compare
temporal and regional prenatal care and
delivery method data, as well as new data
items, such as trial of labor and admission
to neonatal intensive care units (NICUS).

Infant Deaths
Infant mortality is a commonly accepted
indicator of the overall well-being and
health of a nation. In the United States,
approximately two-thirds of infant deaths
occur in the neonatal period (the first month
of life).! Despite a marked decrease in the
last century, infant mortality rates remained
relatively stable and declined only 3 percent
between 2000 and 2006 (6.9 and 6.7 per
1,000 live births, respectively).! Although
neonatal mortality rates declined dramati-
cally in the 1970s to the 1990s primarily
due to advances in neonatal critical care,
neonatal mortality rates remained essen-
tially unchanged in recent years (4.6 and
4.5 per 1,000 live births in 2000 and
2006, respectively) (Figure 1).>2 Rates of
postneonatal mortality (deaths of infants
between 28 and 364 days of life) also
remained relatively stable between 2000
and 2006 (2.3 and 2.2 per 1,000 live births,
respectively).t2

For more than two decades, birth defects
have been categorized as the leading cause
of infant mortality, followed by “prematuri-
ty/low birthweight not elsewhere classified.”
Prematurity/low birthweight is the leading
cause of infant death among black infants
and the most common cause of neonatal
mortality overall. Infant deaths due to
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prematurity/low birthweight increased
approximately 5 percent between 2000
and 2006 (108.4 to 113.5 per 100,000 live
births), while deaths due to birth defects
decreased more than 3 percent during this
same period (141.8 to 137.1 per 100,000
live births).1? Preterm-related causes, a
recently developed grouping of causes of
death intended to more fully capture the
impact of preterm birth as the underlying
cause of infant deaths, accounted for more
than one-third (36.1 percent) of infant
deaths.® At least one-third of postneonatal
deaths are due to potentially preventable
causes of death, including sudden infant
death syndrome (SIDS), injuries and infec-
tions.® However, identifying effective
strategies to prevent preterm birth, the most
frequent cause of death during the neonatal
period, will require continued research.

Epidemiologic Trends
in Perinatal Data

Fetal Deaths and Perinatal Mortality
Fetal deaths, spontaneous intrauterine death
regardless of the duration of pregnancy, are
a significant reproductive concern, with an
estimated 1 million fetal deaths reported
annually in the United States.* Fetal deaths
at 20 weeks of gestation or more, often
termed “stillbirth,” affect approximately
1in 160 deliveries.® Yet, fetal deaths have
not been studied as closely as infant deaths
and, consequently, are poorly understood.
There are varying definitions of perinatal
mortality, and NCHS reports trends for
two different definitions. Perinatal mortal-
ity definition I, defined as infant deaths at
less than seven days of age and fetal deaths
at 28 or more weeks gestation, is used for
international and state comparisons to
account for variations of completeness in
reporting fetal deaths at 20 to 27 weeks
gestation. Perinatal mortality definition Il

Figure 1: Infant, Neonatal, Postneonatal Mortality, United States, 1960-2006
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A neonatal death occurs in the first 28 days of life. A postneonatal death occurs between 28 days and one year of life.
Source: National Center for Health Statistics, 1960-1990 final mortality data, 1995-2006 period linked birth/infant

death data.

Prepared by the March of Dimes Perinatal Data Center, 2010.
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Figure 2: Fetal Mortality Rates by Gestational Age United States, 1990-2005
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is more inclusive and includes infant deaths
at less than 28 days of age and fetal deaths
at 20 or more weeks gestation. Definition

Il is helpful in monitoring perinatal mortal-
ity rates throughout the gestational period,
since most fetal deaths occur before 28
weeks gestation.*

Fetal mortality rates (fetal deaths of 20
weeks of gestation or more) decreased 17
percent between 1990 and 2003, from 7.5
to 6.2 per 1,000 live births and fetal deaths,
primarily due to a decrease in the number
of reported late fetal deaths (28 weeks of
gestation or more). Fetal mortality rates did
not decline significantly between 2003 and
2005 (Figure 2).% In 2005, there were 25,894
fetal deaths (20 weeks of gestation or more),
almost equal to the number of infant deaths
(28,384 infant deaths in 2005)24

Neonatal deaths and stillbirths may have
similar root causes, and perinatal mortality
rates are calculated to monitor both of these
obstetric events around the time of delivery.
For both definitions, there was a decrease
in perinatal mortality rates between 1990
and 2003, and rates remained relatively

unchanged between 2003 and 2005. There
was a steeper decrease in the perinatal
mortality rate for definition I, since almost
all of the decrease in fetal deaths occurred
among late fetal deaths.* For definition I,
the perinatal mortality rate decreased 25
percent between 1990 and 2003 (from 9.0
to 6.7 per 1,000 live births and fetal deaths)
and remained stable at 6.6 in 2005; while,
for definition Il, the perinatal mortality
rate decreased 17 percent between 1990
and 2003 (from 13.1 to 10.8 per 1,000 live
births and fetal deaths) and also remained
relatively unchanged at 10.7 in 2005.4
More than half (58 percent) of all perina-
tal deaths in the United States are fetal deaths
occurring at 20 weeks of gestation or more,
but less is known about their incidence and
etiology.* Challenges to the reliability and
quality of fetal death data include differences
in state reporting requirements and the com-
pleteness of fetal death certificate reporting.*®
Improved and consistent reporting of fetal
deaths is needed to understand the underly-
ing risks associated with perinatal death and
strategies for prevention.
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Gestational Age
Preterm birth (less than 37 completed weeks
gestation) is a serious clinical and public
health problem, affecting more than half a
million births in the United States each year,
or 1 in every 8 births. Rates of preterm birth
have increased 35 percent since 1981 (9.4
percent to 12.7 percent in 2007).7 Infants
born prematurely are at increased risk for
newborn death and morbidity, including
respiratory problems and developmental
delays. Estimates of societal economic costs
associated with preterm birth total more
than $26 billion annually.®

Infants born very preterm (less than 32
weeks completed gestation) are at greatest
risk of death and long-term disability and
accounted for 2.0 percent of live births in
2007.7 During the last two decades, rates
of very preterm birth have remained steady,
while late preterm births (between 34 and
36 weeks gestation) increased 43 percent
(6.3 percent in 1981 to 9.0 percent in
2007).7° However, 2008 preliminary data

Figure 3: Preterm Births by Gestational Age, United States, 1981-2008*
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suggest a decline in rates of late preterm and
preterm births (8.8 percent and 12.3 percent
in 2008, respectively) (Figure 3).1° Late
preterm births comprise more than 70 per-
cent of all preterm births and are the fastest
growing subgroup of preterm births.!
Compared to term infants, these infants
have a higher incidence of morbidity, includ-
ing respiratory distress syndrome, tempera-
ture instability and jaundice and have three
times the infant mortality rate.?2'® Late
preterm births require more resources than
term births, such as longer hospital stays
and higher hospital costs associated with
NICU admissions.

The gestational age distribution of term
births (37 to 41 completed weeks gesta-
tion) has changed since the 1990s. Between
1990 and 2007, births at 37 and 38 weeks
gestation increased 45 percent (from 19.7
percent to 28.6 percent of all live births),
while births at 40 and 41 weeks gestation
decreased by 26 percent, (from 36.7 percent
to 27.2 percent of all live births).*® Recent

Further
investigation

of short-term

and long-term
outcomes of
infants stratified
by gestational age

128 123 IS needed to guide
e optimal obstetric
and neonatal
management.
el 8.8

8.2

13 14 14 15 17 =

2008*

1981 1990 1996 2000 2006

‘ W <32 weeks 32 to 33 weeks 34 to 36 weeks ‘

*Preliminary. 2008 gestational age categories do not sum to total due to rounding.

Very preterm is less than 32 completed weeks gestation. Late preterm is between 34 and 36 weeks gestation.
Preterm is less than 37 completed weeks gestation

Sources: Raju TN. Epidemiology of late preterm (near-term) births. Clin Perinatol 2006;33(4):751-63.
National Center for Health Statistics, final natality data and 2008 preliminary natality data.

Prepared by the March of Dimes Perinatal Data Center, 2010.
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evidence shows disparate birth outcomes
for infants born at 37 and 38 weeks gesta-
tion, compared to infants born at 39 and
40 weeks gestation. A study by Zhang and
Kramer'® revealed that despite a low abso-
lute risk of infant death at term, singleton
infants born at 37 weeks had increased neo-
natal mortality rates, compared to infants
born at 40 weeks (0.66 and 0.34 per 1,000
live births, respectively). Recent studies

of elective deliveries found increased rates
of respiratory problems and admission to
NICUs for infants born at 37 and 38 weeks,
compared to those born at 39 weeks."18
Further investigation of short-term and
long-term outcomes of infants stratified by
gestational age is needed to guide optimal
obstetric and neonatal management.

Birthweight
Low birthweight (<2500 grams or 5%
pounds) and preterm birth are inter-related.
Infants are born low birthweight because
they are born preterm, experience intrauter-
ine growth restriction, or both. More than
43 percent of preterm births also are born
low birthweight, and nearly 67 percent of
low birthweight infants are born preterm.®
In 2007, 8.2 percent of live births, or 1 in
12 infants, were born low birthweight and
1.5 percent of infants were born very low
birthweight (<1500 grams or 3%; pounds) in
the United States.” In the past two decades,
rates of low birthweight have increased
21 percent (from 6.8 percent in 1981
to 8.2 percent in 2007), and rates of very
low birthweight have increased 25 percent
(1.2 percent in 1981 to 1.5 percent in
2007).” According to 2008 preliminary birth
data, rates of low birthweight and very low
birthweight remained unchanged (8.2 per-
cent and 1.5 percent, respectively).?
Low-birthweight infants are at increased
risk for neonatal morbidities, long-term
disability and death.*® Very low-birthweight
infants are more than 100 times as likely
and low-birthweight babies are more than
25 times as likely to die in the first year of
life compared with infants not born

low birthweight.® Although improvements
in neonatal care'® have increased infant
survival, research is needed to address the
underlying causes of low birthweight and
its relationship to preterm birth, in order to
reverse increasing low-birthweight trends.

Maternal Mortality
When reporting maternal death, the
National Center for Health Statistics relies
on the World Health Organization defini-
tion: “The death of a woman while preg-
nant or within 42 days of termination of
pregnancy, irrespective of the duration
and site of the pregnancy, from any cause
related to or aggravated by the pregnancy
or its management, but not from accidental
or incidental causes.”?° After a period of
steep decline following the 1950s, when
the maternal mortality rate was approxi-
mately 83 deaths per 100,000 live births,
maternal deaths in the United States began
to increase between 2002 and 2006 (8.9 to
13.3 per 100,000 live births) (Figure 4).2
In 2002, a new question was added to the
Standard Certificate of Death to utilize addi-
tional codes identified in the International
Classification of Diseases, tenth revision
(ICD-10) for deaths related to pregnancy,
and facilitated the identification of late
maternal deaths, deaths caused by preg-
nancy that occurred from 43 days to 1 year
postpartum.?2 The addition of a separate
pregnancy status question on the death
certificate in 2002 resulted in an increase in
the reported maternal mortality rate.?
Maternal mortality rates will likely
increase, as more states adopt the revised
death certificate. In addition, a recent
study in Maryland found that enhanced
surveillance efforts, which include linking
maternal death certificates with infant birth
and fetal death records, along with review
of medical examiner records and death
certificates, led to higher reported maternal
mortality rates than information from
death records alone.?® Nationally, enhanced
ascertainment through CDC'’s Pregnancy
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Figure 4. Maternal Mortality Rates, United States, 1950-2006
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A neonatal death occurs in the first 28 days of life. A postneonatal death occurs between 28 days and one year of life.
Source: National Center for Health Statistics, 1960-1990 final mortality data, 1995-2006 period linked birth/infant

death data.

Prepared by the March of Dimes Perinatal Data Center, 2010.

Related Mortality Surveillance System
(PMSS) captures and evaluates reported
deaths causally related to pregnancy from
all available information, including death
certificates, maternal mortality review
committee reports, autopsy reports and
matched birth and fetal death certificates.?
Although maternal deaths are relatively rare
events, research and improved surveillance
are needed to evaluate whether the recent
increase in maternal mortality in the United
States is real or due to increased reporting
associated with the addition of a pregnancy
status question on the death certificate.

Neonatal Morbidity and
Developmental Outcomes

While infant mortality rates have declined
over the past several decades, the resulting
improved survival may mean increases in
morbidity, particularly for those infants at
younger gestational ages. About 10 percent
of all newborns in the United States are

Toward Improving the Outcome of Pregnancy llI

admitted to a NICU due to birth defects,
prematurity or problems associated with
delivery. Advances in neonatal care, such
as surfactant therapy and antenatal corti-
costeroids, are now widely available and
have increased the survival of infants admit-
ted to the NICU.?® A recent study of low-
risk spontaneous, singleton, late preterm
deliveries demonstrated a strong relation-
ship between gestational age and neonatal
morbidities (e.g., NICU admission, respira-
tory and infectious morbidities). Neonatal
morbidities decreased gradually as gesta-
tional age increased from 34 weeks and
reached a nadir at 39 weeks?” underscoring
the importance of monitoring neonatal mor-
bidities in addition to mortality. However,
tracking systems are generally not available
to evaluate these outcomes, which are often
identified after the infant is discharged from
the hospital. Clinical data systems that link
patient encounters across the continuum

of health care are critical to monitoring the
morbidities that may result from improved
infant survival.
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Research on long-term neurodevelop-
mental and school-related outcomes have
focused almost exclusively on the highest
risk infants who are very preterm and very
low birthweight. Studies of these vulnerable
infants have demonstrated moderate-to-
severe deficits in academic achievement and
behavior problems, which correlate strongly
with immaturity at birth.2¢ Much less is
known about the growing number of infants
born late preterm, but emerging evidence
suggests that these infants are more likely
to develop cerebral palsy and are slightly
more likely than babies born term to have
developmental delays.?*2° One recent study
found late preterm infants had lower read-
ing and math scores in first grade and were
more likely to participate in special educa-
tion compared with those born at term.3!
These findings highlight the need to assess
long-term outcomes of late preterm infants
to adequately weigh risks and benefits of
late preterm deliveries. More studies beyond

the neonatal period are needed to examine
factors associated with developmental and
intellectual disabilities manifested in child-
hood and later in life.

Disparities in Perinatal Outcomes
Considerable disparities in perinatal out-
comes by race/ethnicity, maternal age and
geography persist, despite efforts to narrow
these gaps. For example, adverse birth out-
comes among infants of black mothers are
disproportionately higher than those of their
counterparts in other racial/ethnic groups,
across all economic and education strata.
While infant mortality has reached histor-
ic lows, infants born to non-Hispanic black
mothers are more than twice as likely as
infants born to non-Hispanic white mothers
to die in the first year of life (13.4 and 5.6
per 1,000 live births in 2006) (Figure 5).1
While the gap in mortality rates for black
and white infants has narrowed slightly, the
rate for black infants consistently remained

Figure 5: Infant Mortality by Race/Ethnicity, United States, 1995-2006
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more than twice the rate for white infants
throughout the past decade.

Furthermore, in 2007, more than 18 per-
cent of infants born to black mothers (18.3
percent) were preterm, compared with
approximately 12 percent of infants born to
white and Hispanic mothers (11.5 percent
and 12.3 percent, respectively).” During
the 1990s, disparities in preterm birth
between black and white infants narrowed,
but beginning in 2000 preterm birth rates
began to increase for black infants (17.4
percent in 2000 to 18.3 percent in 2007).”
Infants born to non-Hispanic Native
American mothers have similar disparities,
with higher rates of preterm birth (14.1
percent in 2007) compared to infants born
to non-Hispanic white mothers.? While
race has been used as a proxy for socioeco-
nomic factors, studies show that differences
in preterm birth rates between black and
white women remain after adjusting for
socioeconomic differences.®

Disparities in outcomes also are recog-
nized among maternal age groups. Rates of
preterm birth, low birthweight, and infant
death follow a U-shaped distribution, with
the highest rates at the extremes of maternal
age. For example, in 2007, preterm birth
rates for teens younger than 18 and women
older than 40 were 16.2 percent and 17.2
percent, respectively, while the rate for
women ages 25 to 29 was 11.6 percent.?
This has been particularly relevant during
the past 25 years, as the rate of births has
increased among women older than 35.
While an increasing number of women of
advanced maternal age are giving birth, the
rate of births to teens decreased 34 percent
between 1991 and 2005 (61.8 to 40.5 per
1,000 women ages 15 to 19).” This down-
ward trend stopped between 2005 and
2007, when the teen birth rate increased 5
percent to 42.5 per 1,000 women ages 15 to
19.7 Disparities by race/ethnicity contribute
to adverse reproductive outcomes among
teens. Contributing to these troubling out-
comes are the economic, social and educa-
tional disadvantages that teen mothers face.
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At the other extreme, women of advanced
maternal age have an increased potential
for obstetric and medical complications and
spontaneous multiple births. They also are
more likely than younger women to receive
infertility treatment, thus increasing the risk
of multiples and adverse outcomes.

Regional variation in perinatal outcomes
is apparent, with Southern states dispropor-
tionately affected. Preterm birth rates have
been consistently higher in the south: Mis-
sissippi, Alabama and Louisiana exhibited
some of the highest preterm birth rates in
2007 (18.3 percent, 16.6 percent and 16.6
percent, respectively).” Even when state pre-
term birth rates are adjusted for race/ethnic-
ity, these states still have some of the highest
preterm birth rates in the nation. In addition,
Muississippi and Louisiana’s infant mortality
rates were also among the nation’s highest
in 2006 (10.5 and 10.0 per 1,000 live births,
respectively).

Factors that influence disparities in
perinatal health are complex and not
fully understood. Improving maternal and
infant health requires addressing disparities
through continued research and multidisci-
plinary approaches to understand contribut-
ing factors, including differential risk expo-
sures associated with social, biological and
clinical factors before and during pregnancy,
labor and delivery.

Changes in Obstetrical Practice

The increasing rates of cesarean delivery
and labor induction (initiation of uterine
contractions prior to spontaneous onset of
labor) reflect changing obstetric practice
patterns in the United States. In the past
decade, the cesarean delivery rate increased
more than 50 percent, from a low of 20.7
percent in 1996 to a high of 31.8 percent
of live births in 2007.7 This trend reflects

a marked increase in the primary cesarean
delivery rates and a sharp decline in the rate
of vaginal birth after cesarean (VBAC).”
To advance understanding of the issues
associated with VBAC, including concern
of uterine rupture associated with a trial

of labor, in 2010 the National Institutes of
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Health convened a Consensus Development
Conference on VBAC and recognized a trial
of labor as a reasonable option for many
pregnant women with one prior cesarean
delivery with a low-tranverse incision.%?
Total cesarean delivery rates are likely to
continue rising, given that the majority
of women with a previous cesarean deliv-
ery will subsequently deliver by cesarean.
Similarly, induction rates have substantially
increased since 1990, more than doubling,
from 9.5 percent of live births to 22.8 per-
cent in 2007.” While many obstetric inter-
ventions are undertaken for maternal and
fetal indications, these trends are troubling
in light of the shift in the gestational age
distribution towards earlier delivery.®® One
study revealed that the increase in singleton
preterm births between 1996 and 2004
occurred primarily (92 percent) among
cesarean deliveries.* Another recent study
found labor induction and cesarean delivery
were related to the increase in the singleton
preterm birth rate between 1991 and 2006.
Finally new birth certificate data from 19
states revealed that 42 percent of singleton
preterm infants were delivered by obstetrical
intervention without spontaneous onset of
labor in 2006.3* Further research is needed
to understand the underlying reasons for
the increase in labor induction and cesarean
delivery and the risks and benefits of obstet-
rical interventions for mothers and infants.
Between 1996 and 2006, Assisted Repro-
ductive Technology (ART) procedures
doubled and now account for approxi-
mately 1 percent of live births.® Recent
findings suggest an association between
ART and birth defects.*® Women who
conceive through ART are more likely than
those who conceive naturally to deliver
multiple-birth infants. Multiple births are at
increased risk for preterm birth, low birth-
weight and infant mortality. In addition to
the risks associated with multiple births,
singleton ART infants are more likely to be
born preterm and low birthweight. Approx-
imately 9 percent of singleton ART infants
were low birthweight in 2006, compared

to 6 percent of singleton births nationally.?®
Furthermore, a recent study found that

4.6 percent of live births in 2005 were con-
ceived with ovulation stimulation therapy
and accounted for four times as many live
births as ART alone.?” Approximately 23
percent of infants born as multiples were
conceived with ovulation stimulation thera-
py.%” For more than a decade, the CDC has
maintained the National ART Surveillance
System, a population-based registry of ART
treatments performed in the United States.
Similarly, it is important to consider feasible
methods of conducting sentinel surveillance
on non-ART ovulation medications and any
associated health risks.%37

Improved Data Systems
Population-based perinatal data systems,
such as vital statistics, disease registries and
hospital discharge data are fundamental to
identifying and monitoring perinatal out-
comes. State-based surveys of women who
have given birth and women of childbear-
ing age, which include the Pregnancy Risk
Assessment Monitoring System (PRAMS)
and Behavioral Risk Factor Surveillance
System (BRFSS), provide valuable infor-
mation from women about their risk and
health behaviors.

Still, these extant data sources are limited
in scope. Recent national attention on
steadily increasing rates of cesarean deliv-
ery and labor induction point to changing
obstetric practice, but key information
regarding clinical decision making and the
necessity of intervention is lacking. It is
well documented that vital records data on
maternal pre-existing medical conditions
and complications of pregnancy are under-
reported.®® Researchers and clinicians will
need to look to enhanced data systems to
understand the etiology of multi-factorial
perinatal outcomes, such as preterm birth.

Linked Data Systems

The limitations of current population-based
data systems underscore the need for linked
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perinatal databases that connect preconcep-
tion information, maternal medical condi-
tions and pediatric outcomes, so we can
fully understand the influence of maternal
conditions on adverse birth outcomes.®
Linked data systems have the potential to
examine differential risks before, during and
after pregnancy and provide a better under-
standing of the factors that lead to dispari-
ties in perinatal health. Much has been writ-
ten about the significance of preconception
health to neonatal outcomes,*® and using
linked perinatal data files for epidemiologic
analyses of genetic and environmental fac-
tors and their interactions before and during
pregnancy would provide a valuable contri-
bution to understanding related conditions
and long-term sequelae related to adverse
pregnancy outcomes.

An innovative, linked reproductive
data system is the Massachusetts Preg-
nancy Early Life Longitudinal (PELL)
data system, which utilizes a broad range
of existing public health databases. The
PELL data system incorporates data on
successive deliveries with linkages to birth
and fetal death certificates, hospital deliv-
ery records and care use data and public
health program participation data, such
as early intervention programs. Using the
PELL perinatal data system, researchers
can investigate maternal and infant health
guestions that have previously been subject
to methodological barriers. For instance,
study investigators have been able to esti-
mate newborn morbidity risk associated
with gestational age and selected maternal
conditions.*! Opportunities exist at the state
level for additional linkages between vital
records and hospital discharge data, such as
administrative data (e.g., Medicaid), health
care services (e.g., substance use treatment)
and educational programs (e.g., special
education). Expanded, linked perinatal
data systems serve as valuable data sets for
epidemiologic research, program planning,
evaluation and policy development.
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Model successive pregnancy data systems,
like those established in Denmark, Sweden
and Norway, represent the ideal linked
perinatal data systems.*® Compulsory birth
registration data can be linked with other
registries in these Scandinavian countries to
provide long-term medical and social out-
comes subsequent to adverse birth outcomes.
These unique data systems provide valuable
information on siblings and intergenerational
studies that are vital to researchers as they
study genetic, medical and environmental
predictors of preterm birth and fetal loss.
These registries and linked data systems may
not be feasible in the United States but may
inform our efforts to develop state-based
linked perinatal data systems.3®

Clinical Databases

Primary data sources, such as electronic med-
ical records (EMR), provide an opportunity
to collect patient-specific data that are gath-
ered from multiple points, including medical
records from prenatal care, labor and deliv-
ery. Although the cost of implementation and
privacy concerns are potential barriers, EMR
offers a rich data repository that evaluates
clinical practices by monitoring risk factors,
interventions and outcomes. In an integrated
health care system in Utah, EMRSs were que-
ried to establish baseline incidence of patient
admissions for elective induction of labor or
planned elective cesarean delivery. Data from
these records informed a quality improve-
ment program, which regularly reported the
prevalence of early term elective deliveries,
monitored clinical outcomes and tracked the
progress of the intervention.*?

Targeted clinical information collected
from select populations helps providers
focus on specific quality-of-care issues. For
example, the Vermont Oxford Network
(VON), a voluntary collaborative group of

neonatal intensive care units (NICUs), main-

tains a robust very low-birthweight (VLBW)
database of infants 401 to 1500 grams born
at participating hospitals or admitted to
them within 28 days of birth. The VLBW
Database allows for detailed evaluation
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and provides comprehensive, confidential
reports to participating hospitals that sup-
port quality improvement projects and peer
review.®® A study from VON examined the
timing of initial surfactant treatment for
high-risk preterm infants and found vari-
ability among participating hospitals with
many infants receiving delayed treatment.
Evidence from randomized clinical trials
supports prophylactic or early surfactant
treatment, and data from VON indicated
opportunities for practice change and
improvement.*

The recent release of a perinatal perfor-
mance measure set by The Joint Commis-
sion provides unigue opportunities to use
data for quality improvement. In 2009, The
Joint Commission, in consultation with a
technical advisory panel, identified a set
of evidence-based perinatal measures to
replace and expand upon the previously
used Pregnancy and Related Conditions.
Endorsed by the National Quality Forum,
this measure set, termed Perinatal Care,
addresses elective delivery, cesarean section,
antenatal steroids, health care-associated
bloodstream infections in newborns and
exclusive breast milk feeding* and provides
hospitals with standardized measures to
evaluate the quality of perinatal care.

Conclusion and Recommendations
Despite major reductions in United States
infant mortality to rates well below 10 per
1,000 live births since 1989, the decline
has stalled in recent years. While dra-
matic improvements in neonatal care have
increased survival, preterm birth and low
birthweight rates have increased. These
trends may lead to decreased fetal losses
and increased infant and childhood short-
and long-term morbidities, but current data
systems do not allow for monitoring these
potential benefits and risks. Moreover, no
single data system exists to track outcomes
across the continuum of preconception,
prenatal and postpartum care.

Improved epidemiologic data systems are
needed to advance research and policy to
improve birth outcomes, including:

1. A robust, timely national vital statis-
tics system, which includes data qual-
ity assessments, to ensure that reliable
and accurate information is collected
and that all states implement the 2003
revised birth certificate to eliminate dis-
parities in information gathering by state

2. A focused transdisciplinary research
agenda on the causes of and contributors
to adverse birth outcomes that involves
basic science, as well as epidemiological,
clinical, and behavioral and social sci-
ence disciplines

3. Use of lessons from investments in
existing linked databases, such as PELL
in Massachusetts, to establish contem-
porary data sets that allow for linkages
with clinical systems to create a com-
prehensive system that captures data on
infant outcomes and maternal health
before, during and after pregnancy, and

4. Assurance that validated perinatal care
performance measures, such as the
new set of Joint Commission perinatal
measures, are adequately supported and
monitored throughout the country to
provide uniform, comparable data.

The complex, multifactorial contributors to
overall rates of adverse outcomes, as well
as disparities within population subgroups,
require more sophisticated, clinically rel-
evant databases to conduct research so that
we can address and, ultimately, improve
perinatal health.
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Chapter 4.

The Role of Patients and Families
In Improving Perinatal Care

Scott D. Berns, Siobhan M. Dolan, Carole Kenner,
Marie R. Abraham, Joanna Celenza, and Beverley H. Johnson

Involving the consumer, whether patient or family, in improving the quality
of perinatal care starts by understanding and embracing health care practice

that is patient- and family-centered. As defined by the Institute for Patient-

and Family-Centered Care, “patient- and family-centered care is an innova-

tive approach to the planning, delivery and evaluation of health care that is
grounded in mutually beneficial partnerships among health care providers,

patients and families.” e This chapter introduces the concepts and principles
of patient- and family-centered care and describes ways in which women and
families can improve and enhance their own care and health outcomes, as well
as ways in which they can become involved in health system organizational
change. It should be noted that the term “patient” will most often refer to the
pregnant or postpartum woman, and “family”” will most often refer to the par-
ents of the neonate. The chapter concludes with recommendations for increas-
ing the involvement of women and families in their own care and in quality
improvement initiatives and, for continuing efforts to advance the practice of
patient- and family-centered care in perinatal settings.

Evolution of Patient- and
Family-Centered Perinatal Care

Early in the 20th century, labor and delivery
began moving from the home environment
to the hospital setting, where infection con-
trol and medical interventions increasingly
led to improved health outcomes, including
decreased infant mortality.? In the hospital,
for the purposes of infection control and
ease of care, mother was separated first
from her husband and family and then,
after childbirth, from her baby.?

By the late 1940s, some recognition of the
need to focus on patient (mother and baby)
and family in the hospital setting began to
emerge, followed by a clear impetus for
patient- and family-centered care that fol-

lowed in the 1970s and continues today.
This impetus came directly from the con-
sumer*: an informed, involved, empowered,
participatory consumer. The societal move-
ment of informed and empowered consum-
ers also brought parents back into the care
of their newborn and began a period of
more fully including parents in the care of
their child.®

Patient- and Family-Centered Care
Today — Definitions and Principles
Patient-centered care and family-centered
care are often considered two distinct
approaches; however, in perinatal care, the
woman (patient) and the family become one
and the same, as the pregnancy progresses
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along the perinatal continuum. All along
the spectrum, the woman defines the family.
At the preconception and pregnancy stages,
the woman is the patient, and she defines
her “family”” (husband, partner, mother,
doula, others), and how she wishes them

to be involved in her health care. After the
birth of her baby, the mother’s role is that
of both patient (postpartum/interconcep-
tion) and, together with the father or other
identified partner, and others, family of the
patient-baby. In this aspect of perinatal care,
the parents of the baby define the family
and how they wish to be involved in their
infant’s care.

As the concepts of patient- and family-
centered care have evolved, so have
principles relevant to perinatal care (see
Appendices). These concepts and principles
focus primarily on the woman and family
as informed, supported participants, and
decision makers.

Key components of
patient- and family-centered care:

respect support

collaboration empowerment
information sharing  active participation

diversity individualized.

Patient- and family-centered perinatal
care focuses on women'’s experience of
care. It encompasses compassion, empathy
and responsiveness to the strengths, needs,
values and expressed preferences of women
and families.®

The Evolving Roles of Women and
Families in Improving Perinatal Care
With hospitals’, ambulatory clinics’, and
other health care organizations’ explicit
commitment to a patient- and family-
centered approach to care, women and
families are encouraged and supported to
be involved at two levels: first, in their
own care, and second, to participate in
guality improvement, health care redesign
and systems change, which, ultimately, will
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improve care for others. Specific examples
of patient and family involvement in
perinatal quality improvement are detailed
later in this chapter.

Examples of the Successful
Involvement of Women and Families
in Their Care Experiences Across the
Perinatal Continuum

The full involvement of women and
families in their own health care has been
shown to improve perinatal health out-
comes. The following section provides
evidence-based examples of ways in which
women and families can become actively
engaged in their own health care: learning
about their family history, participating

in CenteringPregnancy®, a group prena-

tal care model that has reduced the inci-
dence of preterm birth among high-risk
populations,® and using family support and
palliative and end-of-life care programs
when necessary. Further information about
CenteringPregnancy® is included in Chapter
10. Skin-to-skin, or baby-to-parent, kanga-
roo care holding is another example, rec-
ommended in the Guidelines for Perinatal
Care,” which improves the health of the
neonate and decreases parental stress. It is
discussed in Chapter 8.%°

Family history

One way that women and families can

take an active role in their care is to learn
about their family history. In this genomic
era, family history serves as an important
tool for understanding inherited risk, not
only for rare genetic conditions but also for
adverse perinatal outcomes and common
chronic conditions.

In 2004, the United States Surgeon
General initiated National Family History
Day, which is celebrated on Thanksgiving
Day each year. Individuals are encouraged
to speak with family members and learn
about their family history. Learning one’s
family history can equip individuals to take
steps, such as behavior modification or pre-
ventive measures, to reduce their inherited
risk for disease.

The Role of Patients
and Families in
Improving

Perinatal Care

Patient- and
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In the preconception and prenatal peri-
ods, family history can be a screening tool
for some birth defects, single gene disorders,
adverse birth outcomes and common com-
plex conditions.* An important example in
the area of structural birth defects is neural
tube defects (NTD). In the preconception
period, women who report having a person-
al or family history of neural tube defects
are advised to take a higher-dose folic acid
supplement of 4 mg daily, in contrast to the
routine recommendation of a 0.4 mg folic
acid supplement, during the month before
and continuing through the first trimester.'?
Such a targeted recommendation has been
shown to reduce the risk of recurrent NTDs
by approximately 70 percent.®

Knowing their family history also allows
women to identify various ancestries for
which carrier screening is offered. A woman
of Ashkenazi Jewish ancestry can undergo
carrier screening for a panel of serious
autosomal recessive conditions,*and if she
is identified as a carrier, then her partner
should also be tested to see if he is a carrier
of the condition. Similarly, South Asian or
Mediterranean ancestry can suggest carrier
screening for hemoglobinopathies.®® Also,

a family history of undiagnosed develop-
mental delay or intellectual disability serves
as a red flag for Fragile X syndrome carrier
screening.® In the case of these recessive
genetic conditions, knowing one’s family
history can allow identification of pregnan-
cies at risk by identifying couples with both
partners as carriers.

Finally, learning of a family history of
common complex conditions, such as diabe-
tes or heart disease, may motivate individu-
als to attain a healthy lifestyle.r” Adult onset
cancers, such as hereditary breast or ovarian
cancer, can be detected in a family history,
and women can now receive genetic testing,
preventive treatments and surgical interven-
tions to decrease risk.'® Adverse birth out-
comes, such as preterm birth and stillbirth,
which follow a complex disease model in
which genetic and environmental factors

contribute, can be identified in families and
allow women to take risk-reducing mea-
sures, such as quitting smoking or treating
infections.*®

CenteringPregnancy®
CenteringPregnancy is a model of prenatal
care which uses the power of groups and
relationships to guide women through the
prenatal period. Women who participate
in such care have demonstrated improved
birth outcomes. A 2003 study showed that
group prenatal care resulted in higher birth-
weight, especially for preterm infants,?° and
a randomized controlled trial published in
2007 demonstrated a 33 percent reduction
in preterm births among women participat-
ing in CenteringPregnancy.®

The model, developed by Sharon Rising, a
certified nurse midwife in Connecticut, and
popularized throughout North America,
brings women together with their provid-
ers for monthly group meetings, where
they meet with their provider and engage
in group discussions on topics related to
their particular stage of pregnancy, such as:
nutrition, exercise, relaxation techniques,
understanding pregnancy problems, infant
care and feeding, postpartum issues, includ-
ing contraception, communication and
self-esteem, comfort measures in pregnancy,
childbearing, abuse issues, parenting and
childbirth preparation and postpartum
depression.? Groups are composed of
women with similar due dates, so that their
experiences parallel as their pregnancies
progress. The CenteringPregnancy model
brings together all three components of pre-
natal care: risk assessment, education and
support within the group.?

CenteringPregnancy embraces a patient-
and family-centered approach with rela-
tionship building at its core. Relationships
between women and their families, provid-
ers and other pregnant women provide a
strong support network and empower par-
ticipants. Women who participate in group
prenatal care report overall satisfaction and
often indicate they prefer group prenatal
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care to individual care.? This highly
successful model of patient- and family-
centered care, offered under the auspices

of the Centering Health Care Institute,? is
presented during pregnancy as Centering-
Pregnancy; during the first year of parenting
as CenteringParenting; and, as Centering-
Lifecycle during periods of chronic illness.

NICU Family Support®
In 2001, as a core component of its
national Prematurity Campaign, the
March of Dimes Foundation embarked
on a nationwide initiative, NICU Family
Support, to provide information and com-
fort to families during the hospitalization
of their newborn in a newborn intensive
care unit (NICU), during the transition
home and in the event of a newborn death
(marchofdimes.com/nicu). Built upon a
family-centered philosophy and incorporat-
ing NICU families into every level of the
project, NICU Family Support serves the
mothers, fathers, siblings, grandparents
and extended family of newborns admitted
to the NICU. The initiative also includes a
professional development component for
NICU staff and promotes the philosophy
of family-centered care throughout the
entire NICU.

March of Dimes NICU Family Sup-
port has been shown to have a positive
impact on the stress level, comfort level and
parenting confidence of NICU families.?*
Additionally, it enhances the receptivity
of staff to family-centered care, including:
open communication between profession-
als and parents; sharing of information and
the meaning of information with parents;
involvement of parents and families in the
decision-making process; and the develop-
ment of policies and programs to promote
parenting skills and family involvement.
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Palliative and End-of-Life Care

Palliative and End-of-Life (EOL) care are
critical parts of perinatal and neonatal care.
Palliative care refers to comfort care and
may be used in life-threatening situations or
in end-of-life (EOL) cases. Why is this nec-
essary? In 2006, 66.8 percent of all infant
deaths in the United States occurred during
the neonatal period. The neonatal mortality
rate per 1,000 live births was 4.5.2°

In 2003, the City of Hope National Medi-
cal Center and the American Association of
Colleges of Nursing (AACN) recognized the
need for specific neonatal/pediatric content
in their End-of-Life Nursing Education Con-
sortium (ELNEC) train-the-trainer materi-
als. These training materials emphasize
that a perinatal or neonatal life-threatening
event or death contradict the expected, and
that family is central to all interventions.
They incorporate the work of Catlin and
Carter?” who developed a protocol for
end-of-life palliative care. Key to this care
is communication among health care team
members and inclusion of the family in
decision making. Other important aspects
involve fully informing families about what
to expect, the prognosis, symptom control,
anticipated pain and pain relief.?”

Decisions, especially to initiate or dis-
continue life support, can be made as a
team that includes the family. The goal is
to anticipate and minimize the potential
regrets of the family, support grieving and
predict their support needs before, during
and after the death. If this event is only
life-threatening, then the family may still
fear a death and need support long after
the child recovers.

While there is evidence that palliative,
end-of-life care is more cost effective and
improves the child and family’s quality of life
more than in-hospital therapy, insurance and
managed care plans often do not cover it.
Parents who experience a stillbirth, a miscar-
riage or a diagnosis prenatally that predicts
an early neonatal death also must be offered
support and, in some instances, referral to
perinatal hospice in order to work through

The Role of Patients
and Families in
Improving

Perinatal Care

Women who
participate in
group prenatal
care report overall
satisfaction and
often indicate
they prefer group
prenatal care to
individual care.

marchofdimes.com



The Role of Patients
and Families in
Improving

Perinatal Care

their grief.222° Table 1 below displays a few
of the successful models of palliative and
end-of-life pediatric care.

Perinatal and neonatal hospice and pal-
liative care protocols are relatively new,
but many groups recognize the need for
them. Training programs such as ELNEC
for nurses and other health professionals
make access to education possible. More
work must go into supporting research
to test care models that result in positive
family-centered outcomes. Evidence must be
gathered to support models of excellence.
Grassroots efforts must continue to increase
public and policy-maker awareness of this
area of care. Support must be garnered for
insurance coverage for perinatal, neonatal
hospice and respite care for parents. Above
all, the voices of parents must be heard to
shape the care that these vulnerable infants
and families so richly deserve.

Table 1: Successful Models of Palliative and End-of-Life Care

The Children’s Hospice International

(www.chionline.org)

The Initiative for Pediatric Palliative

Care (www.ippcweb.org)

Features models of excellence in
pediatric hospice and palliative care

Promotes family-centered care
during life-threatening or death
experiences

Children’s Hospice and Palliative Care
Coalition (www.childrenshospice.org)

Pediatric Advanced Care Team (PACT)

Promotes positive pediatric
palliative care

Combines inpatient and

project with Dana-Farber Cancer
Institute and Children’s Hospital,

Boston, MA; FOOTPRINTS®W:0

Pediatric Palliative Care Project by
Children’s Hospital and Regional

Medical Center, Seattle, WA3!

@ marchofdimes.com

community-based care using
educational modules

Uses a case management approach
to pediatric palliative care?

Women and families as partners in

perinatal quality improvement efforts

The informed and empowered consumer

is vital to creating quality improvement
initiatives, setting appropriate goals and
measuring results. The contribution of
women and families to systems change and
quality improvement processes may include
sharing their perspectives and experiences

regarding the safety and quality of perina-
tal care and recommendations for change
in a variety of ways: patient satisfaction
surveys, focus groups, daily feedback in
patient rounds, advisory councils, as well
as serving as members of key unit, clinic
and hospital committees.?3

Childbearing women and families have
collaborated with health care profession-
als from many disciplines and settings
to improve the health and well-being of
women, infants and families and to improve
systems of care. For example, a public
family member actively participates on the
American College of Obstetricians and
Gynecologists Patient Education Editorial
Board. This section describes examples of
partnerships between families and health
care professionals, specifically through
the Vermont Oxford Network (VON), in
perinatal quality improvement initiatives.
VON is a nonprofit organization that works
to improve the quality and safety of medical
care for newborn infants and their families.

VON has conducted multiyear quality
improvement collaboratives, since 1995.
As of 2010, there have been a total of six
collaboratives. Except for the first, families
have been involved in a variety of ways in
the improvement work. When the second
collaborative began in 1998, 11 out of 34
centers chose to focus on developing poten-
tially better practices (PBPs) for family-
centered newborn intensive care. Families
joined clinicians and other staff in site visits
to exemplary hospitals, face-to-face collab-
orative meetings and improvement projects
within their units. They also helped to iden-
tify PBPs and develop measurement tools.
After the collaborative ended, many of these
centers established formal structures for
continued family involvement. This included
creating family advisory councils, parent-led
peer support programs and families-as-fac-
ulty programs for staff and trainees.’232

In the collaborative that began in 2002,
three centers chose to build on the work of
the previous collaborative. They focused on
several PBPs developed by the earlier collab-
orative that related to the experience of care
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and family participation in care. These
centers created and tested the Family-Cen-
tered Care Map, a web-based tool designed
to facilitate the delivery of family-centered
newborn intensive care throughout the
clinical pathway of the infant and family
from pre-admission through the transition
to home (http://www.fccmap.org). This tool
specified improvement strategies at critical
points throughout an infant and family’s
NICU experience. VON leadership also
hired a family member to serve as a consul-
tant to this collaborative.3*3

Increasing the involvement of families as
members of the quality improvement teams
became a primary goal. In alignment with
its commitment to partnering with families,
VON leadership appointed a family member
to the newly formed advisory board for
both the 2007 and 2009 collaboratives. All
46 participating centers were encouraged to
collaborate with families in their improve-
ment work during the face-to-face meetings,
as well as in the work between meetings.
Teams used a tool developed by staff at the
Institute for Patient- and Family-Centered
Care and a family advisor to measure their
success in engaging families in quality
improvement.®

An example of a project that has emerged
from these collaboratives is a volunteer
Breastfeeding Peer Mentor program, initiat-
ed by the multidisciplinary Nutrition Group
at the Intensive Care Nursery at Children’s
Hospital at Dartmouth. The program was
co-developed with a parent advisor whose
twins received care in the NICU. The scope
and goals of the program, as well as a vol-
unteer job description and plan for ongoing
recruitment of volunteer mentors (mothers
who have had experience breastfeeding and
pumping in the NICU), were developed
with the advisor. Plan-Do-Study-Act cycles
were developed, tested and implemented
by the Nutrition Group and are ongoing.
Assessments of the program via monthly
meetings with the mentors and ongoing
training sessions are led by the most experi-
enced mentors, ensuring that the program
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The Role of Patients

meets the goals of the program and that

the work is meaningful. The initial goal of
the program was to encourage and support
breastfeeding and breast pumping moth-

ers and their partners, but additional ideas
and enhancements to the NICU environ-
ment also have been developed. Results
show increases in percentages of mothers
initiating breast pumping, as well as infants
receiving breastmilk at discharge (Figure 1).
The collaborative nature of the program has
been an integral part of its success in the
promotion and support of breastfeeding and
has led to measurable improvements.®”

Figure 1: Trend Information on Breastfeeding
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Conclusions and Recommendations

e Providers should embrace patient- and
family-centered care across the spectrum
of perinatal care, including group prena-
tal care, family support in the NICU and
palliative care.

e Patients and families should be encour-
aged to learn about their family history
in an effort to partner with providers to
predict and manage risks for potential
adverse birth outcomes.

e National organizations, such as AAP,
ACOG and AWHONN, as well as health
care facilities, should consider including
patients and families on some of their
committees as one important way of
demonstrating their support for patient-
and family-centered care.

e The health care system should embrace
family involvement in perinatal quality
improvement initiatives.

Appendices

Patient- and family-centered care is now
recognized as a standard of care.>7:383
Patients and families are vital in improv-
ing perinatal care, including being key
partners in perinatal quality improvement
efforts. Knowing their family history,
actively participating in group prenatal care
(CenteringPregnancy®) and having access to
family support programs and perinatal pal-
liative care programs are also ways in which
patients and families can become more
integrally involved in improving perinatal
care outcomes.

Core Concepts of Patient- and Family-Centered Care

e Dignity and Respect. Health care practitioners listen to and honor patient and family
perspectives and choices. Patient and family knowledge, values, beliefs and cultural back-
grounds are incorporated into the planning and delivery of care.

e Information Sharing. Health care practitioners communicate and share complete and
unbiased information with patients and families in ways that are affirming and useful.
Patients and families receive timely, complete and accurate information in order to
effectively participate in care and decision making.

e Participation. Patients and families are encouraged and supported in participating in care
and decision making at the level they choose.

e Collaboration. Patients and families are also included on an institution-wide basis. Health
care leaders collaborate with patients and families in policy and program development,
implementation and evaluation; in health care facility design; and in professional education,
as well as in the delivery of care.

Source: Institute for Patient- and Family-Centered Care
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10 Principles of Family-Centered
Maternity Care

1. Childbirth is seen as wellness, not illness.
Care is directed to maintaining labor, birth,
postpartum and newborn care as a normal
life event involving dynamic emotional,
social and physical change.

American Academy of Pediatrics
and the Institute for Patient- and
Family-Centered Care Statement
on Family-Centered Care and the
Pediatrician’s Role
1. Respecting each child and his or her family
2. Honoring racial, ethnic, cultural and

2.Prenatal care is personalized according to
the individual psychosocial, educational,
physical, spiritual and cultural needs of each
woman and her family.

3. A comprehensive program of perinatal
education prepares families for active
participation throughout the evolving process
of preconception, pregnancy, childbirth and
parenting.

4. The hospital team helps the family make
informed choices for their care during
pregnancy, labor, birth, postpartum and
newborn care, and strives to provide them
with the experience they desire.

5. The father and/or other supportive persons
of the mother’s choice are actively involved
in the educational process, labor, birth,
postpartum and newborn care.

6. Whenever the mother wishes, family and
friends are encouraged to be present during the
entire hospital stay including labor and birth.

7. Each woman’s labor and birth care are
provided in the same location unless a cesarean
birth is necessary. When possible, postpartum
and newborn care also are given in the same
location and by the same caregivers.

8. Mothers are encouraged to keep their babies
in their rooms at all times. Nursing care
focuses on teaching and role modeling while
providing safe, quality care for the mother
and baby together.

9. When Mother-Baby care is implemented, the
same person cares for the mother and baby
couplet as a single-family unit, integrating
the whole family into the care.

10. Parents have access to their high-risk
newborns at all times and are included in the
care of their infants to the extent possible
given the newborn’s condition.

From Phillips, C. Family-Centered Maternity

Care. 1st ed. Sudbury (MA): Jones and Bartlett

Learning; 2003.
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socioeconomic diversity and its effect on the
family’s experience and perception of care

.Recognizing and building on the strengths of

each child and family, even in difficult and
challenging situations

. Supporting and facilitating choice for the

child and family about approaches to care
and support

.Ensuring flexibility in organizational policies,

procedures and provider practices so services
can be tailored to the needs, beliefs and
cultural values of each child and family

6. Sharing honest and unbiased information

with families on an ongoing basis and in
ways they find useful and affirming

.Providing and/or ensuring formal and

informal support (e.g., family-to-family
support) for the child and parent(s) and/or
guardian(s) during pregnancy, childbirth,
infancy, childhood, adolescence and young
adulthood

. Collaborating with families at all levels of

health care, in the care of the individual child
and in professional education, policy-making
and program development

. Empowering each child and family

to discover their own strengths, build
confidence and make choices and decisions
about their health

From American Academy of Pediatrics.
Family-centered care and the pediatrician’s role.
Pediatrics 2003;112: 691-7.
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Chapter 5:

Quality Improvement
Opportunities in Preconception
and Interconception Care

Merry-K. Moos, Maribeth Badura, Samuel F. Posner, Michael C. Lu

Nearly 30 years ago, a movement began in this country to rethink traditional

efforts to decrease the occurrence of poor pregnancy outcomes by addressing
the health status of a woman or couple before pregnancy. This new framework,
known as preconception care, consists of related activities that offer an avenue

for the primary prevention of many poor pregnancy outcomes, such as congeni-
tal anomalies, which are difficult or impossible to alter through prenatal care.

Preconception care also provides a timely opportunity to positively influence
factors associated with poor pregnancy outcomes, such as interconception
length, chronic disease control and unintended conception.

National attention on the rationale and
opportunities for addressing risk factors for
poor pregnancy outcomes prior to pregnan-
cy gained significant momentum in 2005,
when the Centers for Disease Control and
Prevention (CDC) convened a Select Panel
on Preconception Care and Health Care.
The CDC and Select Panel created a consen-
sus definition for preconception care:

Preconception care is a set of interven-
tions that aim to identify [as part of routine
health care] and modify biomedical, behav-
ioral and social risks to a woman’s health
or pregnancy outcome through prevention
and management.*

In addition, it identified four goals and 10
recommendations (see Appendices) to guide
expansion of preconception activities across
the nation.?

The fundamental elements of preconcep-
tion care are broad and include screening
and interventions for medical and social risk

factors; providing vaccinations; assessing
reproductive intentions; supporting the use
of appropriate contraceptive methods and
delivering health promotion counseling and
health education tailored to an individual
woman or couple’s risk profile. Based on
recognition that everything that could be
recommended in routine preconception
health care would benefit a woman’s health,
irrespective of pregnancy intentions, the
preconception framework has shifted in the
last decade from a focus on reproductive
health to a wellness initiative for all women
of reproductive age.?

In addition to the Select Panel definition
for preconception care, other related vocab-
ulary has begun to evolve and includes:

Preconception health promotion. Includes
but is not limited to clinical care, because
many influences interact to encourage or
undermine high levels of wellness in individ-
uals of childbearing age. Influences include:
family and community relationships and
supports, environmental exposures in
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neighborhoods and workplaces, public poli-
cies and individual choices. Activities in any
or all of these arenas could promote precon-
ception health.

Interconception. The time between the end
of one pregnancy and the conception of the
next pregnancy. It is important to note that
the interconception period must be treated
as an open-ended span of time, as it can only
be accurately defined after the next concep-
tion has been diagnosed or the woman is no
longer able to conceive. The word “precon-
ception” is often used to denote both precon-
ception and interconception.

Integrated care. A comprehensive frame-
work for health assessment and health
maintenance across the life span, which
brings together childbearing and con-
traceptive considerations with women’s
general health.®

Life-course perspective. An examination
of the longitudinal interplay of biologi-
cal, behavioral, psychological and social/
environmental protective and risk factors
related to birth outcomes, including inter-
generational effects.*

Reproductive life planning. Activities to
help individuals plan, based on their own
values and resources, how to achieve a set
of personal goals about whether or when to
have children.®

Challenges to Implementation

of the Preconception Agenda
Numerous challenges exist in reframing the
perinatal prevention paradigm from one
that starts with prenatal care to one that
starts long before pregnancy occurs. Both
the public and health care providers need
encouragement to recognize and embrace
the wisdom of such a shift. Because wom-
en’s care tends to be organized into silos,
such as contraceptive services, prenatal care
and chronic disease management and is
generally divided between reproductive and
non-reproductive foci, it is often fragmented
and episodic. These divisions in service
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delivery increase the chances of missing
important considerations in a woman’s total
health, which can result in unnecessary risks
during her life course, her future pregnan-
cies and to her future children.® The cat-
egorical organization of services also results
in uneven access to care, depending on
whether the woman is pregnant. Whether
the Patient Protection and Affordable Care
Act (2010) will successfully engage women
and clinicians in more inclusive and com-
prehensive services is unknown.

Current State of the Science

Two journals have devoted issues to exami-
nation of the science, practice, challenges
and opportunities of the preconception
agenda.”® In addition, a subgroup of the
CDC’s Select Panel on Preconception Health
and Health Care undertook a systematic
review of the scientific evidence surround-
ing 80 topics that might be considered in
the provision of clinical care. The group
used the framework of the United States
Preventive Services Task Force to determine
the strength and quality of the evidence

for endorsing specific clinical content.
Findings were published in a supplement

to the American Journal of Obstetrics and
Gynecology in 2008.°

Examples of Promising Initiatives
Despite expanding science on the content
and processes of preconception and inter-
conception health promotion and clinical
care, there is much that is not yet known,
particularly around translation of concepts
into practice. The CDC and Select Panel’s
recommendations for improving precon-
ception health and health care unleashed a
cascade of creativity, resulting in hundreds,
if not thousands, of projects being devel-
oped in the last 5 to 6 years by state and
local health departments, hospitals and
private practices, community-based clinics
and coalitions, religious groups, profes-
sional organizations, volunteer groups
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and others. Because most of the projects with different foci, funding and strategies.
are young, few have yet collected data that A comprehensive list of initiatives is avail-
documents impact. Particularly promising able at: www.beforeandbeyond.org/

in the identification of best practices is the ?page=model-programs.

national Healthy Start Interconception Care
Quiality Collaborative, which involves teams
from all 102 Healthy Start grantees.'® Table
1 highlights this project as well as others

Table 1: Promising Practices in Preconception and Interconception Care

Model Federal Initiative

Healthy Start Interconception Care
Learning Community (ICCLC) funded
through the Maternal and Child
Health Bureau, Health Resources
and Services Administration
(MCHB-HRSA)

Model State Initiative

Preconception Health Council
of California (PHCC)

Peer-to-Peer (P2P) Learning for State
Medicaid Programs funded by the
Commonwealth Fund and CDC

Model Regional Initiative

Every Woman SE [Southeast]

@ marchofdimes.com

Grounded in the quality improvement model, this project was begun in the summer
of 2009 to identify and implement evidence-based best interconception care
practices. Teams from all of the 102 Healthy Start Projects have joined learning
collaboratives to work in one of six areas: case management, interconception risk
assessment, family planning, healthy weight, primary care linkages and maternal
depression. At least three rapid improvement cycles will take place over 3 years.®

PHCC is a public/private council created to develop a California plan for precon-
ception health. PHCC serves as a forum for statewide planning and decision making
on issues and programs related to preconception health. It is also an information
clearinghouse, networking center and coordinating hub for preconception health
activities in the state.!

Seven states have begun working together to develop programs, policies and
infrastructures needed to improve primary and interconception care for women
enrolled in Medicaid. Each state put together learning teams that include
representation from Medicaid, Title V and other agencies. The teams interact
through online meetings and other forums to identify best practices.!?

Through a partnership between the University of North Carolina Center for Maternal
& Fetal Health and the Florida March of Dimes, Healthy Woman SE established a
consortium of the eight states in the Department of Health and Human Services
(DHHS) Region IV to explore opportunities for partnerships between the states.
Current activities are aimed at states identifying and disseminating information
about existing projects, including those in the public, private and nonprofit sectors,
creating research opportunities, identifying and expanding emerging best practices,
collaborating to maximize limited resources and stimulating state capacity building.*®
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Model Clinical Initiatives

LA [Los Angeles] Best Babies The LA Best Babies Network coordinates a Healthy Births Initiative that unites

Network more than 100 perinatal organizations in Los Angeles County. Its focus includes
preconception, perinatal and interconception activities. Strategies to improve
pregnancy and birth outcomes highlight multidisciplinary, comprehensive interventions
that work on individual, family, community and societal levels. Specific preconception/
interconception projects include interconception case management and home visits
for at-risk families; working with employers to provide on-the-job workshops on
preconception care in Spanish and English; and, use of learning collaboratives to
promote preconception care messaging. The Network also has established the Healthy
Births Care Quality Collaborative (HBCQC), which involves learning collaboratives in
10 ambulatory care sites aimed at improving the quality of perinatal and postpartum
care through adoption of evidence-based practices.'*

Magnolia Project Established in Jacksonville, Florida, in 1999, through a partnership between the
Northeast Florida Healthy Start Coalition, the Duval County Health Department and
other community partners, the Magnolia Project is a prenatal and interconception
initiative aimed at reducing racial disparities in infant mortality. Funded by the
federal Healthy Start program, activities include targeted outreach, screening, case
management, health education, community development and well-woman care.
Evaluation of 100 at-risk women enrolled in the interconception case management
program revealed a positive association between enrollment and reductions in
sexually transmitted infections, low birthweight and infant mortality.2>16

Interconception Care Through cooperative agreement with the CDC's Division of Reproductive Health,

for At-Risk Women the March of Dimes has supported projects that provide interconception care for
high-risk women in Georgia, Florida and North Carolina. All sites recruit women with a
previous poor birth outcome, often through newborn intensive care units, and follow
them for at least 6 months postpartum. Services include, at a minimum, education,
counseling and support to assist women in making positive behavior changes that
have the potential to enhance their own health status and preghancy outcomes
should they become pregnant again. Process and outcome results from the projects
are expected to guide development of best practices for the interconception care of
high-risk women.

Grady Memorial Hospital Begun in 2003, the Grady Memorial Hospital ICP was developed as a pilot project

Interpregnancy Care Project (ICP) to explore the feasibility and acceptability of primary care case management and
social support services for low-income, African-American women following birth
of a very low-birthweight infant. An individualized care plan was created for each
woman and included 24 months of integrated primary health care and dental
services. Care provided by a family physician, nurse midwife and laypersons doing
community outreach included facilitated group visits, incorporating elements of
CenteringPregnancy.® Assessment of the experiences of the 29 women followed
for 24 months revealed these women had less likelihood of a short interconception
period and poor pregnancy outcome in their subsequent pregnancy than a
comparison group.t®

WOW (WIC Offers Wellness) The Los Angeles Women, Infants and Children (WIC) Supplemental Nutrition Program
and KEEP (Keep Energized and created a project called WOW (WIC Offers Wellness), which provides postpartum
Empowered for Pregnancy). women who have had a poor pregnancy with comprehensive care coordination
funded by March of Dimes services, individual counseling and peer group support sessions.!” The Texas Chapter

of the March of Dimes, in partnership with the Texas WIC program, adopted and
adapted the WOW program to meet the needs of women in its state. The Texas
program is called KEEP (Keep Energized and Empowered for Pregnancy).
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Conclusion and Recommendations

All of the projects detailed in Table 1 offer

great promise, although it is too early to
assess their impact or to endorse specific
best practices. However, numerous recom-
mendations for building the infrastructure
necessary for the success of these and other
projects are already apparent:

Surveillance
e Quality improvement measures are

needed to measure interim and long-term

progress in addressing health before,
between and beyond pregnancies. A
seven-state team has developed a set of
public health indicators for use at the
state level.*® The seven states (California,
Delaware, Florida, Michigan, North
Carolina, Texas and Utah), varied in size
and resources, will provide rich experi-
ences for replication or modification by
other states.

e Performance measures must be
developed, endorsed and monitored.
Currently, the National Committee
on Quality Assurance, the Physicians
Consortium for Performance
Improvement and the American College
of Obstetricians and Gynecologists have
developed recommendations that are
being considered for endorsement by the
National Quality Forum.

Research

e An unambiguous research agenda that
is accompanied by adequate funding to
support robust, multisite demonstration
projects is needed. The Eunice Kennedy
Shriver National Institute of Child
Health and Human Development
has shown a longstanding interest in this
area, and some federal funding opportu-
nities that could include preconception

initiatives have recently become avail-
able. In addition, some of the provisions
of the Patient Protection and Affordable
Care Act could be directed to fund pre-
conception health promotion activities.
However, looking beyond government
funding to foundations and third-party
payors to support demonstration projects
is likely to create important partnerships
and momentum.

Research is needed to understand the
relationship between persistent stress and
other environmental influences and the
development of chronic diseases, preg-
nancy outcomes and racial disparities in
health status.

Longitudinal studies such as the
Community and Child Health Network?®
are needed to understand the intergenera-
tional and cumulative impact of stressors
on the health status of women and their
offspring.

e A commitment to and appreciation of

qualitative research is required to under-
stand how the concepts of women’s well-
ness, preconception and interconception
health, reproductive life planning and the
life-course perspective are understood
and valued by women and men of vari-
ous socioeconomic, ethnic, racial and
geographic backgrounds.

Evaluation and dissemination of strate-
gies for translating science into clinical
practice and patient behaviors are essen-
tial to realize proven benefits of precon-
ception interventions. For instance, it

is well documented that preconception
supplementation with folic acid decreases
neural tube defects by 50 to 70 percent®
but only 40 percent of women of child-
bearing age report taking a folic acid
supplement.?
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Clinical
e Clinical care must be guided by scientific

evidence, such as that compiled in The
Clinical Content of Preconception Care.®
Strategies for disseminating current
evidence-based practices to clinicians in

a timely and user-friendly manner are
urgently needed.

The primary care of every woman should
include routine assessment of her repro-
ductive life plan, her health promotion
needs and identification of risks in her
health profile, as well as relevant counsel-
ing and interventions.?2 While evidence-
based guidelines exist on the content of
this care, alternatives to the traditional
clinic-based approach to counseling are
needed to make the delivery of preventive
care realistic and manageable.?®
Demonstration projects are needed

to assess the opportunities, costs and
benefits of moving away from the cur-
rent silo-organization of care to more
integrated horizontal models. Private
insurers, publicly afforded programs such
as Medicaid and Title X, and employers
that provide health coverage are impor-
tant stakeholders and potential funders
for demonstration projects.

The postpartum visit needs to be
reshaped so that it helps women antici-
pate and address their own future health

Collaboration and dissemination
e Strategies are needed to streamline dis-

semination of research and demonstra-
tion projects either through publication,
meeting proceedings or Internet postings.
Partnerships between clinicians and other
important influences on lifestyle choices
and health status are required if women

and men of reproductive age are to
achieve higher levels of wellness.

* Approaches such as collaborative inno-
vative networks (COINS) are needed to
speed dissemination of preconception
health innovations. COINs are virtual

communities of innovators who are con-

nected through the Internet to collabo-
rate around common goals.?* COIN
networks have been used to promote
innovations in technology, business,

government and other areas of medicine.

Preconception and interconception health
care have the potential to improve the
health of women and men, decrease preg-
nancy complications and improve preg-
nancy outcomes. To succeed, engagement
of women, families, clinicians, communi-

ties, religious leaders, employers, educators

and others is needed. Promising initiatives

and practices are evolving, but much more

work is needed to translate the concept of
preconception care into clinical services
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risks, as well as risks to any future preg-
nancies and offspring.

e Beginning with the postpartum visit,
women who have had a previous poor
pregnancy outcome (e.g., infant death,

and to identify best practices for promoting
preconception health within and beyond
the clinical arena. Funding for the creation,
evaluation and dissemination of models of
collaboration and synergy is necessary if the

fetal loss, congenital anomaly, low
birthweight, preterm birth, maternal
complication) should be offered specific
recommendations and opportunities to
minimize the likelihood of a subsequent
poor outcome.
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opportunities of preconception health are
to be realized.
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Appendices

Goals for Preconception Health Care* CDC Preconception Health and Health Care
Goal 1: Improve the knowledge, attitudes and behaviors Recommendations®

of men and women related to preconception health.

Goal 2: Assure that all women of childbearing age in the
United States receive preconception care services (i.e.,
evidence-based risk screening, health promotion and
interventions) that will enable them to enter pregnancy in
optimal health.

Goal 3: Reduce risks indicated by a previous adverse
pregnancy outcome through interventions during the
interconception period, which can prevent or minimize
health problems for a mother and her future children.

Goal 4: Reduce the disparities in adverse pregnancy
outcome.

@ marchofdimes.com

1.

10.

Individual Responsibility Across the Lifespan. Each
woman, man and couple should be encouraged to have
a reproductive life plan.

. Consumer Awareness. Increase public awareness of

the importance of preconception health behaviors and
preconception care services by using information and
tools appropriate across various ages; literacy, including
health literacy; and cultural/linguistic contexts.

. Preventive Visits. As a part of primary care visits,

provide risk assessment and educational and health
promotion counseling to all women of childbearing age
to reduce reproductive risks and improve pregnancy
outcomes.

. Interventions for Identified Risks. Increase the propor-

tion of women who receive interventions as follow-up to
preconception risk screening, focusing on high priority
interventions (i.e., those with evidence of effectiveness
and greatest potential impact).

. Interconception Care. Use the interconception period

to provide additional intensive interventions to women
who have had a previous pregnancy that ended in an
adverse outcome (i.e., infant death, fetal loss, birth
defects, low birthweight or preterm birth).

. Preconception Checkup. Offer, as a component of

maternity care, one preconception visit for couples and
persons planning a pregnancy.

. Health Insurance Coverage for Women with Low

Incomes. Increase public and private health insurance
coverage for women with low incomes to improve access
to preventive women’s health and preconception and
interconception care.

. Public Health Programs and Strategies. Integrate

components of preconception health into existing local
public health and related programs, including emphasis
on interconception interventions for women with previ-
ous adverse outcomes.

. Research. Increase the evidence base and promote the

use of the evidence to improve preconception health.

Monitoring Improvements. Maximize public health
surveillance of preconception health and related
research mechanisms.
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