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Resources
https://www.cdph.ca.gov/Programs/CID/DCDC/Pages/CongenitalSyphilis.aspx
•
•

•

•
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In 2017, 3,342 females of
childbearing age (15-44 years) were
diagnosed with syphilis in CA
Nearly half of these cases (1,462)
were early syphilis, which includes
the infectious primary and
secondary stages as well as the early
latent stage
In 2017, early syphilis among
females of childbearing age was
18.5 per 100,000, which was an
increase of over 600% compared to
the rate in 2012
About 15-20% of women with
syphilis were reported as pregnant

Syphilis in CA babies on the rise
•

27 of 58 counties had 1 or more congenital
syphilis cases in 2017, compared with only
14 counties in 2012

•

In CA, it is required by law that pregnant
women get tested for syphilis at their first
prenatal visit.

•

Early diagnosis and prompt treatment in
pregnancy prevented 70% of potential
congenital syphilis cases in 2017.
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Resources
https://www.cdph.ca.gov/Programs/CID/DCDC/Pages/CongenitalSyphilis.aspx
Congenital Syphilis Can Be Prevented!
• Congenital syphilis can be prevented with early detection and timely and effective treatment of
syphilis in pregnant women and women who could become pregnant.
• Preconception and interconception care should include screening for HIV and sexually
transmitted diseases (STDs), including syphilis, in women at risk, in addition to access to highly
effective contraception.
Resources For Health Care Providers Centers for Disease Control and Prevention
• 2015 STD Treatment Guidelines: Syphilis During Pregnancy (https://
www.cdc.gov/std/tg2015/syphilis-pregnancy.htm) and Congenital Syphilis
(https://www.cdc.gov/std/tg2015/congenital.htm)
• For clinical questions, enter your consult online at the STD Clinical Consultation Network
(https://www.stdccn.org/)
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Congenital Syphilis Infection
2018 (YTD)
• In 2018, 8 out of 11
RPPC have
reported CS
• A total of 47 cases
in CA, range 0 to 24
• There were 12 cases
for infants born at
34 0/7 - 36 6/7
weeks
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Maternal Exposures
Details
1

Participation is voluntary

3

This supplemental form will
be housed in the NICU Data
website
• www.cpqccdata.org

2

Phase 1 of data collection
will start January 2019

4
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Please submit a Help Ticket if
interested in joining the
Maternal Exposures Work
Group

Maternal Exposures
Data collection 2019
• Can be supplement for CPQCC babies – but primarily designed for:
- Infants in NICU not eligible for CPQCC but with maternal exposure to drugs
- Infants in well baby nursery (i.e. not NICU)
• Designed to have minimal PHI (i.e. less maternal data other than exposures)
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Delayed Cord Clamping
2016
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Thank you to all of the
contributors to the
webinars!
Also to Janella and Priya
Jegatheesan from SCVMC
Resources for data collection and for implementation available at:
https://www.cpqcc.org/resources/delayed-cord-clamping
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Decrease in missing data over time
2016 à 2018
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Decrease in missing data over time 2016à2018
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The Effect of Level of Care on Gastroschisis Outcomes
Jordan C. Apfeld, MD1, Zachary J. Kastenberg, MD1,2, Karl G. Sylvester, MD1,2,3,4, and Henry C. Lee, MD4,5
Objective To examine the relationship between level of care in neonatal intensive care units (NICUs) and outcomes for newborns with gastroschisis.
Study design A retrospective cohort study was conducted at 130 California Perinatal Quality Care Collaborative NICUs from 2008 to 2014. All gastroschisis births were examined according to American Academy of Pediatrics NICU level of care at the birth hospital. Multivariate analyses examined odds of mortality, duration of mechanical
ventilation, and duration of stay.
Results For 1588 newborns with gastroschisis, the adjusted odds of death were higher for those born into a center
with a level IIA/B NICU (OR, 6.66; P = .004), a level IIIA NICU (OR, 5.95; P = .008), or a level IIIB NICU (OR, 5.85;
P = .002), when compared with level IIIC centers. The odds of having more days on ventilation were significantly higher
for births at IIA/B and IIIB centers (OR, 2.05 [P < .001] and OR, 1.91 [P < .001], respectively). The odds of having
longer duration of stay were significantly higher at IIA/B and IIIB centers (OR, 1.71 [P < .004]; OR, 1.77 [P < .001]).
Conclusions NICU level of care was associated with significant disparities in odds of mortality for newborns with
gastroschisis. (J Pediatr 2017;190:79-84).
ince the 1970s, there has been a transition toward deregionalized neonatal intensive care.1-3 This may be attributed in
c a l i f o r n i apart
p etor iann aexpansion
t a l q uof
a lthe
i t yneonatology
c a r e c oworkforce,
l l a b o r economic
a t i v e forces, and the dissemination of medical technology.

variable constructed by CPQCC to control for multiple coinciding birth defects; even so, the vast majority of infants (>98%)

proved outcomes for birth defects in California. It remains
to be seen whether regionalization, deregionalization, or

Table III. Mortality, longer ventilation time, and longer total duration of stay for infants with gastroschisis in California, 2008-2014
Outcome variables, by level of
care
Died (mortality)
Level IIA/B
Level IIIA
Level IIIB
Level IIIC
>5 Days on ventilator
Level IIA/B
Level IIIA
Level IIIB
Level IIIC
Duration of stay >36 days
Level IIA/B
Level IIIA
Level IIIB
Level IIIC

No, n (%)

Yes, n (%)

Unadjusted OR (95% CI)

P value

aOR (95% CI)*

P value

199
156
588
519

(13.6)
(10.7)
(40.2)
(35.5)

7
6
20
5

(18.4)
(15.8)
(52.6)
(13.2)

3.65 (1.15-11.6)
3.99 (1.20-13.3)
3.53 (1.32-9.47)
1 [Reference]

.03
.02
.01

6.66 (1.81-24.5)
5.95 (1.58-22.3)
5.85 (1.95-17.6)
1 [Reference]

.004
.008
.002

86
98
259
298

(11.6)
(13.2)
(35.0)
(40.2)

105
49
303
188

(16.3)
(7.6)
(47.0)
(29.1)

1.94 (1.38-2.71)
0.79 (0.54-1.17)
1.85 (1.45-2.37)
1 [Reference]

<.001
.24
<.001

2.05 (1.41-2.98)
0.76 (0.48-1.19)
1.91 (1.47-2.48)
1 [Reference]

<.001
.23
<.001

93
92
258
295

(12.6)
(12.5)
(35.0)
(40.0)

106
64
329
224

(14.7)
(8.9)
(45.5)
(31.0)

1.50 (1.08-2.08)
0.92 (0.64-1.32)
1.68 (1.32-2.13)
1 [Reference]

.02
.64
<.001

1.71 (1.18-2.47)
1.04 (0.67-1.61)
1.77 (1.37-2.28)
1 [Reference]

.004
.85
<.001

*Model included year of birth, sex, black race, gestational age, Apgar scores at 1 and 5 minutes, severity-weighted congenital malformation score, respiratory distress syndrome, and presence of
maternal complications or obstetric complications; model for days on ventilator and duration of stay included a categorical variable for transfer <48 hours.
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Table 1 Difﬁculties and barriers encountered in the HRIF referral
process

Table 2 Strategie

Abstract

Fig. 1 Hierarchy of survey respondents. This ﬁgure shows the proportion
of survey respondents who were program coordinators, medical directors,
and providers. To account for the possibility that multiple respondents
came from the same HRIF program, priority was given to program
coordinators followed by medical directors and providers.
American Journal of Perinatology
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Tang et al.

Table 1 Difﬁculties and barriers encountered in the HRIF referral
process
Most frequent difficulties in the NICU
to HRIF referral process

N (%)

Table 2 Strategies to improve no-show rates at HRIF
Strategies used to follow up with families
after missed HRIF visit

N (%)

Missing data on referral forms

13 (25)

Multiple calls until personal response
and reschedule

43 (77)

Inconsistent referrals
(i.e., Referral not made even if child is eligible)

12 (23)

Postcard or letter by mail

41 (73)

Call to pediatrician

21 (38)

N (%)

One call only—leave message if no answer

10 (18)

Limited resources and personnel for
NICU/HRIF interface

27 (51)

Email

5 (9)

Parent/family education about the
importance of HRIF

20 (38)

Robo-call

0

Most common barriers to HRIF referral

Abbreviations: HRIF, high-risk infant follow-up; NICU, neonatal intensive
care unit.

referral program at their institution in addition to or as part of
the HRIF program; however, only 16 programs shared
resources and personnel (53%). Only a small number (15)
provided primary care sometimes or routinely. There was
considerable variability in the types of providers or specialists
available in the clinics. HRIF coordinators were most routinely
in clinic (94.8%) followed by neonatologists (62.7%), social
workers (60.3%), occupational therapists (52.6%), and physical
therapists (52%). Providers/specialists that were most frequently “never available” in clinic included clinical psychologists (55.1%), nurse practitioners (51.5%), developmentalbehavioral pediatricians (47.8%), neurologists (47.7%), and
speech-language therapists (46.5%).
Most programs followed the CPQCC-CCS HRIF Quality of
Care Initiative guidelines of seeing the infant for the ﬁrst time
at follow-up clinic between 4 and 6 months (adjusted) of age.
The most frequent difﬁculties encountered in the NICU to HRIF

Strategies used to remind families of upcoming HRIF visits
Personal call

52 (93)

Postcard or letter by mail

40 (71)

“Robo-call”

16 (29)

Email

10 (18)

Other

7 (13)

Strategies HRIF program uses for successful follow up with
patients who live at a distance
None

30 (54)

Transportation vouchers

11 (20)

Outreach clinics

10 (18)

Gas card

5 (9)

Home visits

2 (4)

Financial gift/incentive

1 (2)

Weekend visits

0

Abbreviation: HRIF, high-risk infant follow-up.
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c o lcalls
l a was
b other dominant
a t i v estrategy to remind
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942

One full-time person

9 (16)

associated with poor access.5,10–13 This survey is the ﬁrst to
our knowledge to identify potential programmatic factors
that may be associated with access to care. Our ﬁndings
suggest that limited ﬁnancial resources and administrative
personnel is a commonly reported barrier to referring appropriate infants to HRIF and getting these infants to return for
subsequent visits. The majority of HRIF programs in California do not have full-time assistance for scheduling responsibilities even though the majority of them have four or more
providers. This suggests a large burden on administrative
assistants to improve workﬂow and no-show rates in addition to a lack of adequate administrative resources. Almost
half of the programs surveyed had just one half-day clinic per
week indicating that families (especially those living far away
or with two income parents) have limited availability to take
their child to the appointment. These ﬁndings (1) present
opportunities for targeted quality improvement initiatives,
(2) inform public policy, and (3) underscore the challenges
that HRIF programs face in helping families and high-risk
children receive appropriate medical care and developmental assessments.
Although CCS supports three standard HRIF visits as well
as additional visits for eligible infants through the ﬁrst
3 years, the results from our survey indicate that no-show
rates increase with subsequent visits. We learned that most
HRIF programs have few effective strategies to increase the
rate of follow-up, especially for those families who live at a
considerable distance away from the clinic. Some programs
(larger programs and those self-identiﬁed as academic) have
satellite clinics, but this is more the exception (only 11%)
than the norm. We were intrigued by short message services
(SMS or text messaging) on mobile devices as a strategy used
by a few programs to remind parents of upcoming appointments. A Cochrane review in 2013 reported a higher attendance rate to health care appointments when SMS was used
as a reminder system compared with no reminders or the use
of postal reminders. SMS reminders were roughly equivalent
to telephone reminders, however, more cost-effective. The
quality of this evidence, however, was determined to be of
low to moderate quality.19 Nonetheless, since this survey was
commissioned, more HRIF programs have reported having

4 (7)

Abbreviation: HRIF, high-risk infant follow-up.

Table 4 Resource needs and barriers in HRIF
Areas of significant resource needs for HRIF

N

(%)

Additional funding

30

(54)

More space in clinic facilities
and/or expanded number of half-day clinics

28

(50)

Additional personnel for
scheduling/follow-up calls

26

(46)

Better access to subspecialists for referrals

19

(34)

Additional personnel for
coordination of services

18

(32)

Expansion to additional outreach locations

16

(29)

Other

14

(25)

More medical and NP providers

13

(23)

More psychologists and/or other
staff qualiﬁed to conduct developmental
and behavioral testing

8

(14)

N

(%)

Parent/family work schedule

39

(70)

Parent/family perception that the child is
doing well and no need for HRIF

38

(68)

Transportation issues

37

(66)

Patient/family distance from clinic

30

(54)

Insurance

30

(54)

Limited availability for HRIF clinic times

26

(46)

Limited personnel for tracking/follow-up
calls in HRIF program

23

(41)

Parent/family refusal for other reasons

18

(32)

Other

10

(18)

Areas considered signiﬁcant barriers and
challenges to successful follow-up

Abbreviations: HRIF, high-risk infant follow-up; NP, nurse practitioner.
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Resources needs and barriers in HRIF
More than one full-time person
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QUALITY IMPROVEMENT ARTICLE

Disparities in NICU quality of care: a qualitative study of family and
clinician accounts
Krista Sigurdson1,2,3 Christine Morton4 Briana Mitchell1,2 Jochen Proﬁt1,2
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Abstract
Objective To identify how family advocates and clinicians describe disparities in NICU quality of care in narrative accounts.
Study design Qualitative analysis of a survey requesting disparity stories at the 2016 VON Quality Congress. Accounts
(324) were from a sample of RNs (n = 114, 35%), MDs (n = 109, 34%), NNPs (n = 55, 17%), RN other (n = 4, 1%),
clinical other (n = 25, 7%), family advocates (n = 16, 5%), and unspeciﬁed (n = 1, <1%).
Results Accounts (324) addressed non-exclusive disparities: 151 (47%) language; 97 (30%) culture or ethnicity; 72 (22%)
race; 41 (13%) SES; 28 (8%) drug use; 18 (5%) immigration status or nationality; 16 (4%) sexual orientation or family
status; 14 (4%) gender; 10 (3%) disability. We identiﬁed three types of disparate care: neglectful care 85 (26%), judgmental
care 85 (26%), or systemic barriers to care 139 (44%).
Conclusions Nearly all accounts described differential care toward families, suggesting the lack of equitable family-centered
care.
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Introduction

suboptimal outcomes. We recently demonstrated statistically

K. Sigurdson et al.

Fig. 1 Types of disparities in care. Accounts described neglectful care, judgmental care, and systemic barriers to care leading to suboptimal care or
priority treatment or assertive families leading to better care Overlapping family-level factors led to suboptimal care, whereas social, economic, or
racial privilege let to better care.
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Covariation of Neonatal Intensive Care Unit-Level Patent Ductus
Arteriosus Management and In-Neonatal Intensive Care Unit Outcomes
Following Preterm Birth
James I. Hagadorn, MD, MSc1,2, Mihoko V. Bennett, PhD3,4, Elizabeth A. Brownell, PhD1,2, Kurlen S. E. Payton, MD5,
William E. Benitz, MD3, and Henry C. Lee, MD, MS3,4
Objective To test the hypothesis that neonatal intensive care unit (NICU)-specific changes in patent ductus arteriosus (PDA) management are associated with changes in local outcomes in preterm infants.
Study design This retrospective repeated-measures study of aggregated data included infants born 4001499 g admitted within 2 days of delivery to NICUs participating in the California Perinatal Quality Care Collaborative. The period 2008-2015 was divided into four 2-year epochs. For each epoch and NICU, we calculated proportions
of infants receiving cyclooxygenase inhibitor (COXI) or PDA ligation and determined NICU-specific changes in these
therapies between consecutive epochs. Generalized estimating equations were used to examine adjusted relationships between NICU-specific changes in PDA management and contemporaneous changes in local outcomes.
Results We included 642 observations of interepoch change at 119 hospitals summarizing 32 094 infants. NICUspecific changes in COXI use and ligation showed significant dose-response associations with contemporaneous
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Figure 1. Division of 2008-2015 study period into four 2-year epochs. Each participating NICU had four NICU-specific epochs
(single-line boxes) considered for inclusion in unadjusted trend analyses, and 3 observations of interepoch change (doubleline boxes) considered for inclusion in multivariable analyses of associations between change in PDA management and change
in outcome rates.
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Figure 3. Changes in management vs changes in outcomes, 133 weight group-specific obser
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