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FIMR/HIV Pilot Project: Overview and Lessons Learned represents the culmination 
of three years of work conducted in partnership with the Centers for Disease Control 
and Prevention’s National Center for HIV/AIDS, Viral Hepatitis, STD, and TB Prevention; 
the American College of Obstetricians and Gynecologists; the National Fetal and Infant 
Mortality Review Program; CityMatCH; and three communities which dedicated extensive 
time and effort toward the pilot project in the hopes of improving HIV prevention practice 
for women and children locally and nationally. 

Particularly, acknowledgement and thanks go to these communities – Baton Rouge, LA; 
Detroit, MI; and, Jacksonville, FL – for their willingness both to develop and implement 
a new product and to provide critical comments to improve the methodology. Special 
thanks go to the local Maternal and Child Health (MCH) and HIV project coordinators, data 
abstractors and maternal interviewers, and other team members. They have pioneered 
unique HIV prevention changes locally as a result of this methodology.

CDC-NCHHSTP supported this project both financially and programmatically, particularly 
by providing technical expertise in perinatal HIV prevention and providing scientific 
oversight.  The agency’s willingness to look at innovative and community-based methods 
to improve women’s health and reduce perinatal HIV transmission was critical to the 
project going forward. 

The National Fetal and Infant Mortality Review Program (NFIMR) is a long-standing 
partnership between ACOG and the federal Maternal and Child Health Bureau (MCHB), 
HRSA.  MCHB was strongly supportive of the projects, and the NFIMR Project Officer was 
particularly helpful.  NFIMR and MCHB’s commitment to the adaptation and application 
of FIMR to a complicated morbidity issue - vertical transmission of HIV - helped to provide 
vision in the advancement of this important community engagement methodology. The 
key to addressing complicated women’s health problems lies in the cooperation between 
the medical community and public health; no one group can address these problems alone. 
Each partner involved in this pilot truly demonstrated commitment to this principle.

We trust this publication will be a valued resource among each of our memberships and 
beyond. We hope it incites action and change for women, children and families. Please let us 
know how you use these profiles and what you find most helpful to your prevention efforts.  
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There has been a remarkable decline in perinatal HIV transmission (also known as mother-
to-child transmission of HIV) in recent years. This achievement is considered one of the 
great public health success stories of the United States HIV/AIDS epidemic. Prevention of 
perinatal HIV transmission remains important in many communities in the United States 
where HIV prevalence among women remains high. The Centers for Disease Control and 
Prevention (CDC) reports, “Between 120,000 to 160,000 women of childbearing age in the 
United States are infected with HIV, the virus that causes AIDS. Nearly one out of four of 
these women don’t know they have HIV. This puts them at high risk of passing the virus to 
their babies.”1  Many cases of perinatal HIV infection “involve women who were not tested 
early enough in pregnancy or who did not receive prevention services.”2

The overall goal of the FIMR/HIV Pilot Project (FHPP) was to adapt the Fetal and Infant 
Mortality Review (FIMR) process in order to identify and address missed opportunities 
for perinatal HIV prevention and treatment in pilot sites. In October of 2005, CityMatCH 
and the American College of Obstetricians and Gynecologists (ACOG), including the 
National Fetal and Infant Mortality Review Program (NFIMR), were funded by the Centers 
for Disease Control and Prevention’s (CDC) National Center for HIV/AIDS, Viral Hepatitis, 
STD, and TB Prevention (NCHHSTP) to adapt a sentinel health event methodology for the 
investigation of perinatal HIV transmission. 

The FIMR/HIV Prevention Methodology addresses the recommendation to review all 
perinatal HIV infections as sentinel events. By collecting comprehensive quantitative and 
qualitative data via medical record abstraction and maternal interview, this methodology 
provides an in-depth look at the system failures that result in an unintended perinatal HIV 
exposure or in perinatal HIV transmission. This examination allows communities to identify 
missed opportunities for prevention and, more rarely, failures of interventions to prevent 
perinatal transmission. Communities can then develop and implement improvements to 
systems of care for women who are HIV-positive.  

1 Centers for Disease Control and Prevention, Division of HIV/AIDS Prevention. National 
Center for HIV/AIDS, Viral Hepatitis, STD, and TB Prevention. Pregnancy and Childbirth. Available 
at: http://www.cdc.gov/hiv/topics/perinatal/index.htm. Accessed December 3, 2008.
2 Centers for Disease Control and Prevention, Division of HIV/AIDS Prevention. HIV/AIDS 
Fact Sheet. Mother-to-Child (Perinatal) HIV Transmission and Prevention. Available at: http://
www.cdc.gov/hiv/topics/perinatal/resources/factsheets/perinatal.htm. Accessed April 7, 2009.

Executive 
Summary
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Three sites were chosen to pilot the FIMR/HIV Prevention Methodology over the course 
of two years based on their previous experience with the FIMR process and their ability to 
identify and review 25-35 cases of mother-to-infant HIV exposure per year: Baton Rouge, 
Louisiana; Detroit, Michigan; and Jacksonville, Florida. The national partners provided 
technical assistance, startup funds, and a protocol  that the sites used to review, identify, 
address and reduce missed opportunities for providing optimal care to pregnant women 
who are HIV-positive and for preventing mother-to-child HIV transmission. Each site’s 
efforts resulted in an increased understanding of and improvements to systems serving 
these women, such as:

Newly identified gaps in services or duplication of services and steps to remedy  y
those gaps or duplications,
Integration of services, such as between HIV care and family planning, and y
Increased preconception health information and services to women infected  y
with HIV.

The following lessons learned and keys to success were identified in each of the three 
pilot sites:

The recommendations from the pilot sites’ experience will guide the development of 
resources and tools for other cities interested in using the FIMR methodology to examine 
perinatal HIV transmission in their communities. CDC, ACOG, NFIMR and CityMatCH will 
continue to offer technical assistance to communities interested in using this approach 
to further reduce perinatal HIV transmission. Additionally, CityMatCH will host a FIMR/
HIV Prevention Methodology implementation guide and resource center online at:  
www.citymatch.org.

vi

Lessons Learned:
FIMR-HIV Methodology effectively  y
identifies and addresses local 
systems issues that contribute to 
perinatal HIV transmission.
Confidentiality is critical y
Institutional Review Board  y
reviews can be cumbersome
Time & budget constraints must  y
be acknowledged and worked 
around

Keys to Success:
Importance of two-tiered FIMR  y
system
Importance of maternal interview y
Diversity in team membership &  y
community participation
Confidentiality throughout the  y
process
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There has been a remarkable decline in perinatal HIV transmission (also known as mother-
to-child transmission of HIV) in recent years. This achievement is considered one of the 
great public health success stories of the United States HIV/AIDS epidemic. Prevention of 
perinatal HIV transmission remains important in many communities in the United States 
where overall HIV prevalence remains stable or is increasing. Further, the Centers for 
Disease Control and Prevention (CDC) reports, “Between 120,000 to 160,000 women of 
childbearing age in the United States are infected with HIV, the virus that causes AIDS. 
Nearly one out of four of these women don’t know they have HIV. This puts them at high 
risk of passing the virus to their babies.”3 Many cases of perinatal HIV infection “involve 
women who were not tested early enough in pregnancy or who did not receive prevention 
services.” 4

Recent CDC incidence data on HIV indicate that the epidemic in the United States is worse 
than previously estimated. The new estimate of 56,300 new HIV infections in the United 
States in 2006 is considerably greater than the previous estimate of 40,000. In examining 
HIV incidence among women of different races/ethnicities, the CDC found that the rate 
for black women was nearly 15 times as high as that for white women and nearly 4 as high 
as that for Hispanic/Latina women. 5 

Some of the most recent data on mother-to-child HIV/AIDS 6 transmission estimate that: 

The annual number of AIDS cases among perinatally exposed children (< 13 yy
years of age) declined from 118 in 2001 to 67 in 2005. 
About 100-200 infants in the United States are infected with HIV annually.yy
The number of perinatal HIV transmissions has decreased from the 1991 peak of yy
1,650 to 138 (95%CI = 96-186 ) in 2004 7.

3 Centers for Disease Control and Prevention, Division of HIV/AIDS Prevention. National Center for 
HIV/AIDS, Viral Hepatitis, STD, and TB Prevention. Pregnancy and Childbirth. Available at: http://www.cdc.
gov/hiv/topics/perinatal/index.htm. Accessed December 3, 2008.
4  Centers for Disease Control and Prevention, Division of HIV/AIDS Prevention. HIV/AIDS Fact Sheet. 
Mother-to-Child (Perinatal) HIV Transmission and Prevention. Available at: http://www.cdc.gov/hiv/topics/
perinatal/resources/factsheets/perinatal.htm. Accessed April 7, 2009.
5  Centers for Disease Control and Prevention, Division of HIV/AIDS Prevention. CDC HIV/AID Fact 
Sheet: MMWR Analysis Provides New Details on HIV Incidence in U.S. Populations. September 2008. 
Available at: http://www.cdc.gov/hiv/topics/surveillance/resources/factsheets/MMWR-incidence.htm.  
Accessed December 3, 2008.
6  Centers for Disease Control and Prevention, Division of HIV/AIDS Prevention. CDC HIV/AID Fact 
Sheet: Mother-to-Child (Perinatal) HIV Transmission and Prevention. October 2007. Available at: http://
www.cdc.gov/hiv/topics/perinatal/resources/factsheets/pdf/perinatal.pdf. Accessed December 3, 2008.
7  McKenna MT, Hu X. Recent trends in the incidence and morbidity associated with perinatal human 
immunodeficiency virus infection in the United States. American Journal of Obstetrics and Gynecology 2007; 
197(3)(suppl 1):S10–S16.

Perinatal HIV
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The Fetal and Infant Mortality Review (FIMR) is an action-oriented community process 
that continually assesses, monitors, and works to improve service systems and community 
resources for women, infants, and families when a fetal or infant death due to any cause 
has occurred. 8 FIMR combines several processes: information gathering, case reviews and 
community action. First, information about the death is gathered from multiple sources of 
data including public health and medical records. To complete the information obtained 
from the records, an interview is conducted with the mother who has suffered the loss, 
if she agrees. Community services and resources such as bereavement support are made 
available. 

Next, a Case Review Team (CRT) comprised of a broad range of providers, institutions, 
community advocates, professional organizations, and private agencies that provide 
services for women, infants and families reviews a summary of the case information from 
the records and interview. After reviewing all of the information, the CRT identifies issues 
in services the family did or did not receive, and the health and other service systems 
with which they interacted, and makes recommendations for improvement. Finally, a 
Community Action Team (CAT) that includes a diverse group of community leaders is 
recruited. The CAT is composed of two types of members: those with the political will 
and fiscal resources to create large scale systems change and those who can define 
community perspectives on how best to create the desired change in the community. The 
CAT considers the CRT recommendations, then prioritizes and implements interventions 
to improve service systems and resources.

Confidentiality

Each step of the FIMR process is completely confidential, including the case 
summaries reviewed by the CRT:

All identifying information (patient name, provider name and hospital/clinic  y
site) is removed.
All institution, provider and family identifiers are removed. y
Case review meetings are closed to the public and protected from subpoena  y
or legal discovery by appropriate federal, state, and local statutes.
All Case Review Team members sign a pledge of confidentiality which prohibits  y
them from discussing reviews outside of team meetings.
All information collected from medical records and the maternal interviews is  y
stored in a secured, locked location and destroyed after the case review.

8  For information on all aspects of the FIMR process, contact the National FIMR Resource 
Center at 202-863-1630 or visit their website:  www.nfimr.org

Fetal and Infant  
Mortality Review (FIMR)
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Through the FIMR process, communities examine fetal or infant deaths to improve their 
understanding of local factors that play a role in circumstances preceding the event, to 
identify needed healthcare system remedies to prevent future deaths, and to implement 
subsequent action. 

‘The FIMR Cycle of Improvement’Image 1. 

FIMR is a continuous cycle of improvement. Review of cases is a springboard for 
improvement of service systems and resources for women, infants and families. Feedback 
is also critical. The examination of new cases reveals whether previous interventions and 
policies were implemented successfully, whether they should be continued, or whether 
entirely new approaches are needed.  Additionally, mechanisms to inform the CRT and 
CAT about the status of interventions are developed to continually monitor progress.  

Fetal and Infant  
Mortality Review (FIMR) The FIMR Process
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FIMR/HIV Prevention 
Methodology
The FIMR/HIV Prevention Methodology seeks to understand and address barriers to the 
reduction of perinatal HIV transmission and implement system-level changes for more 
effective prevention. Although the FIMR/HIV Prevention Methodology was adapted 
from the existing FIMR methodology, this adaptation brings community-based systems 
investigation and improvement to perinatal HIV prevention for the first time. The FIMR/
HIV Prevention Methodology is designed to bring together key community members 
to review information on cases of HIV-exposed infants. The FIMR/HIV Prevention 
Methodology adheres to all of the confidentiality and continuous improvement measures 
that are hallmarks of FIMR.

Information for case reviews is collected from a 
variety of sources, including physician and hospital 
records, as well as reports from home visits, WIC, 
and other social service records.  Information is also 
obtained through maternal interviews, arranged 
at a time and place convenient and comfortable 
for the mother, if she agrees.   

Members of a CRT should represent a broad 
range of professional organizations, institutions, 
and public and private agencies (health, welfare, 
education, and advocacy) that provide services and resources for women, infants and 
families. The purpose of the CRT is not to identify or place blame on specific providers, 
institutions, agencies, or family members. Rather, the CRT identifies barriers to care and 
trends in service delivery, such as providing cesarean delivery to all HIV-infected women 
and suggests ideas to improve policies and practices that affect women with HIV infection, 
their infants, and families. The CRT asks the following types of questions during each case 
review meeting:  

Did the pregnant woman with HIV infection and her newborn receive the  y
services or community resources they needed?  
Are there gaps in the systems of care?   y
Are there specific missed opportunities for HIV prevention, treatment or follow- y
up?
What can this case tell us about how women with HIV infection are using  y
existing local resources?  

5



Similar to the CRT, the composition of the CAT might vary depending on the community. The 
most effective CATs are composed of two types of members:  those with the political will 
and resources to create large-scale systems change, and members who have an accurate 
community perspective on how best to create the desired change in the community.  

The FIMR/HIV Prevention Methodology addresses CDC’s recommendation to review all 
perinatal HIV infections as sentinel events. By collecting comprehensive quantitative and 
qualitative data, via medical record abstraction and maternal interview, this methodology 
provides an in-depth look at the health, social, economic, cultural, safety and education 
systems that result in a perinatal HIV exposure or transmission. This examination allows 
communities to identify missed opportunities for prevention and, more rarely, failures 
of interventions to prevent perinatal transmission. Communities can then develop and 
implement improvements to systems of care for women infected with HIV. 

Table 1 summarizes the recommended data collection and process components of the 
methodology carried out during the FIMR/HIV Pilot Project (FHPP).

Overview of the FIMR/HIV Data Collection and Organizational StructureTable 1. 

Data Collection

Case Identification 
& Selection

Case Definition: HIV exposed infant/fetus ≥ 24 weeks gestation and < 24 
months of age at the time of the review

Cases for review are prioritized for each community, not randomly 
selected

Cases are selected based on key indicators of missed HIV prevention or 
treatment opportunities, such as:

HIV-infected infant•	
Late maternal HIV diagnosis in the prenatal period•	
Lack of, or inadequate, prenatal care•	
Lack of maternal HIV treatment or poor viral suppression •	
during pregnancy
Lack of antiretroviral prophylaxis during labor and delivery•	

Case Data 
Abstraction

All available medical, hospital, public health and case management 
records are reviewed

Information is abstracted from the Birth Certificate and the following 
medical records: prenatal care, labor and delivery care, post-partum/
reproductive health care, maternal HIV care, newborn care, and 
pediatric care

All information is de-identified

Maternal Interview Sites determine the appropriate person(s) to conduct maternal 
interviews

Information gathered includes prior HIV risk, pregnancy, labor and 
delivery, post-partum care, etc. 

All information is de-identified

6



Organizational Structure 

Case Review Team 
(CRT)

Role: Review all information gathered for each case; identify systems 
issues and make recommendations for improvement to the Community 
Action Team

A multidisciplinary team (representing a broad range of providers, 
institutions, community advocates, professional organizations,and 
private agencies that provide services for women, infants and families) 
is essential 

Conduct regularly scheduled case reviews (monthly is preferred)

During the review of cases, strengths in the care provided to the 
mother, opportunities for improvements to care, and general systems 
issues are identified

Create recommendations to improve systems

Community Action 
Team (CAT)

Role: Initiate systems change based on CRT findings and 
recommendations

“Champions” within the community are important

Include a broad-based, multi-partner range of community leaders that 
represent the diverse ethnic and cultural groups in the community

Should be composed of two types of members: those with the political 
will and fiscal resources to create large-scale systems change and those 
who can define community perspectives on how best to create the 
desired change in the community. 

Should include representatives with influence over maternal and child 
health systems as well as HIV prevention and care systems

7



The goal of FIMR/HIV Pilot Project (FHPP) was to adapt the FIMR process in order to 
identify and address missed perinatal HIV prevention and treatment opportunities in pilot 
sites. The ultimate aim of this pilot project was to enhance the health and well-being of 
pregnant women with HIV infection, their infants and families by improving services and 
resources available to them. Three cities (Baton Rouge, LA, Detroit, MI and Jacksonville, 
FL) were selected to take a well-documented, successful, community-oriented case 
review process designed for the maternal and infant healthcare system and adapt it for 
use with pregnant women with HIV infection and their families. These pilot communities 
were chosen based on the presence of the following factors judged to be critical for pilot 

testing. First, all three communities had strong existing FIMR 
programs in place. Second, the communities had experience, 
through prior CityMatCH projects, working to prevent 
perinatal HIV. Third, the communities were significantly 
affected by either perinatal HIV transmission or HIV infection 
among women and reported higher HIV prevalence among 
women and children than other comparable large cities. 
Finally, each site demonstrated the capacity to identify and 
retrospectively review cases of infants exposed to maternal 
HIV infection at > 24 weeks gestation, to collect information, 
to interview mothers with HIV infection, and to complete 25-

35 case reviews within the project timeline.

In the FHPP, communities examine perinatal HIV exposure instead of fetal and infant 
death. Core components of the FHPP included:

Examining and identifying1.  the significant social, economic, cultural, safety, 
educational, MCH systems and HIV service system factors associated with the 
care of HIV-infected women and their HIV-exposed infants during the perinatal 
period and up to six months postpartum through the review of individual cases;
Planning a series of interventions and policies2.  that address these factors to 
improve the service systems and community resources;
Participating in the 3. implementation of community-based interventions and 
policies; and,
Assessing the progress of the interventions4. .

The FIMR/HIV  
Pilot Project (FHPP)
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Each participating site was responsible for locating and engaging community members 
with expertise in HIV/AIDS and MCH to review project data (i.e., public health and medical 
records and reports from maternal interviews) in order to make recommendations for 
community action and systems changes to improve perinatal HIV prevention. In each of 
the three sites, team leaders from the local MCH and HIV communities were identified to 
lead the project. 

CDC, CityMatCH, ACOG, and NFMR provided technical assistance to the pilot sites in the 
form of conference calls, site visits and on-site trainings. In addition, each site received 
funding support of $22,500 annually to accomplish the work. This start-up money provided 
assistance with local staffing and other project expenses. 

FHPP Timeline 
Table 2 describes the timeline which was followed to implement and conduct the FHPP.

FIMR/HIV Pilot Project Timeline Table 2. 

2005 - 2006 Adaptation of FIMR tools

October 2005 Pilot sites selected

October 2005 - 
January 2006

Finalization of methods and pilot site training
Sites were brought together for a two-day training at the 
ACOG/NFIMR offices in Washington, DC

January 2006 - June 
2006

Pilot sites engage communities and develop local project 
logistics

June 2006 - October 
2006

Pilot test case review process (retrospective reviews)
Sites review cases of exposure, which occurred during 
previous year

October 2006 - 
September 2008

Active data abstraction, case reviews and action planning/
implementation using CRTs & CATs

September 2008
Conclusion of pilot
CRT/CAT activities will continue in pilot sites

September 2008 - 
2010

Development of resource center and expansion of 
methodology to additional cities

9



Each pilot site has a unique story to tell regarding their involvement in the FHPP. This 
publication has been created to detail their experiences and leave a lasting product of 
the work completed by the three pilot sites. The following profiles are excerpts from each 
pilot site’s final report to CityMatCH and ACOG/NFIMR.  They reflect experiences and 
work conducted during the pilot period, October 2005 through August 2008. Contact 
information is provided for each site, and more detailed information about the work 
completed during the pilot will be included in the online implementation guidance. 

The FIMR/HIV Prevention Methodology leads to new insight on socio-economic factors, 
public health interventions, social justice, and perinatal HIV transmission. Each pilot site 
deepened their understanding of the impact of poverty, living conditions, and stress 
on the cases reviewed. We commend these sites for developing recommendations and 
identifying strategies that have become an important starting point for improving the care 
of HIV-affected families. 

Experiences of the 
Three Pilot Sites
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The Baton Rouge pilot program was led by the Louisiana Office of Public Health, Capital 
Regional Office. 

Context/Background

Perinatal HIV in Baton Rouge
In 2004, Baton Rouge, LA was ranked second among all major metropolitan areas in the 
nation in AIDS case rate per capita (New York City ranked highest and Baton Rouge was 
tied with Miami, FL).  In Baton Rouge, a greater proportion of detected cases are reported 
among women, especially among young black women, making high-risk heterosexual 
contact the greatest risk factor for local disease transmission.  This high HIV infection rate is 
compounded by other pressing local public health concerns. Syphilis rates in Baton Rouge 
are three times as high as the rate for the State of Louisiana and nine times as high as the 
rate for the entire nation. The city also has high rates of low birth weight births, very low 
birth weight births, premature births, and infant death.  Louisiana has consistently ranked 
among those states with the highest infant mortality rates in the country.  The overall 
state health rankings remain near the bottom of all states for most health indicators.   

In direct response to Baton Rouge’s AIDS case rate ranking, the mayor’s office assembled 
a multidisciplinary task force to further research and address this local public health 
crisis. Although at the present time pediatric HIV case rates remain low, concerns around 
perinatal transmission are high, due to the disproportionate number of HIV-infected 
women of childbearing age in the community. Perinatal exposure rates are rising in the 
Baton Rouge area, increasing the opportunity for local perinatal HIV transmission. In 
the post-Hurricane Katrina era, the HIV exposure and transmission rates for Louisiana’s 
two largest metropolitan areas appear to be shifting. Baton Rouge now overshadows 
New Orleans in the number of local HIV-exposed pregnancies and deliveries, and HIV 
transmissions. The number of newly-detected cases of HIV infections among adults in 
Baton Rouge remains stable, while the number of infections detected in the New Orleans 

Experiences of the Three 
Pilot Sites:

Baton Rouge, 
Louisiana
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area is decreasing. Although in 2005, Baton Rouge’s AIDS case rate ranking declined from 
second to fifth in the nation, Baton Rouge continues to maintain a higher AIDS case rate 
and HIV infection rate than the larger New Orleans metropolitan area. According to local 
surveillance data, the number of perinatal HIV exposure and transmission events remains 
at a greater than anticipated level. 

Baton Rouge Live Births/Perinatal Transmission Comparison, 2007:

Population
Total Live Births    
 (% State Births)

# HIV-Infected 
Births

Case Rate / 
100,000 Live 

Births

Baton Rouge Region 8,640 (13.3%) 2   23.1

Baton Rouge MSA 10,365 (16%)

New Orleans Region 14,443 (22.2%) 2   13.9

Louisiana 64,956 (100%) 4   6.2

The purpose behind Baton Rouge’s participation in the FHPP was:

To continue the dialogue and momentum that was generated during the city’s  y
participation in CityMatCH’s Urban Learning Network. The Urban Learning 
Network was the first step in the conversation between local public health 
officials, public and private HIV care and obstetric providers, and vested 
community partners and stakeholders on the issue of perinatal HIV prevention. 

To expand the community’s capabilities to address issues of local public health  y
concern through the existing FIMR review process.  Local FIMR program 
successes prompted the community to explore different ways to apply the 
methodology to other public health problems in addition to infant mortality. 
Sexually transmitted infections and HIV infection were areas of high priority 
identified among a local birthing cohort through the FIMR process and 
warranted the expansion of the FIMR review through participation in this pilot 
project.  

The readiness of Baton Rouge to take on the FHPP was gauged in large part by how well 
the local community received the FIMR review process that began in 2003.  This review 
has maintained discussion among providers and community members on the issues that 
impact local infant mortality and inspired the community’s to branch out and utilize the 
same methodology to examine the issue of perinatal HIV.

Local Services & Resources 
Baton Rouge has a robust public health care system for high-risk pregnant women, including 
women who may also be HIV-infected.  Baton Rouge’s resources include four delivery 
hospitals (one closed during project period), one of which is the largest delivery center in 
the state and accounts for more than 90 percent of local births and nearly 15 percent of 
births statewide. Baton Rouge is also fortunate to have one of the state’s teaching hospitals 
with an active obstetrics residency training program. The university hospital also staffs a 
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full-service women’s outpatient clinic that provides most of the uninsured obstetric and 
gynecologic services for the area. Baton Rouge is serviced by approximately 90 OB/GYNs 
and 150 pediatricians. There are two active prenatal care programs for high-risk women 
including Woman’s Hospital’s Better Beginnings program (closed during the pilot period) 
and Family Road’s Healthy Start nurse home visitation program, which is affiliated with the 
state’s Nurse Family Partnership program.

The majority of HIV care for pregnant women is provided through Louisiana State University 
(LSU)’s Early Intervention Clinic (EIC), the local HIV outpatient program. Beyond this clinic, 
there are only a few providers in the Baton Rouge area who provide HIV outpatient care 
services. Baton Rouge has four Ryan White-funded community-based organizations that 
provide five intensive case management programs, two which specifically provide tailored 
services to pregnant women and children. HIV testing is performed at a variety of locations 
throughout the Baton Rouge area, as is pregnancy testing. 
 

The FHPP Experience in Baton Rouge

Launching the Methodology
The FHPP process brought together representatives and providers from the two largest 
birthing hospitals in the city, Woman’s Hospital, a private, not-for-profit facility, and 

Earl K. Long Medical Center, the local LSU Health Sciences Center 
system affiliate.  Other core membership included community-
based organizations such as Family Services of Greater Baton Rouge 
(FSGBR), a Ryan White Title IV/Part D funded case management 
agency, HAART’s (HIV AIDS Alliance Region Two) Caring Clinic, Metro 
Health Case Management Services, and Family Road of Greater Baton 
Rouge, a local social service clearinghouse which houses the Baton 
Rouge Healthy Start prenatal nurse home visitation program and 
hosted the Baton Rouge FIMR review. Representatives from high risk 
prenatal care programs such as Woman’s Hospital’s Better Beginnings 
program (recently closed) and Maternal-Fetal Medicine Center and 
LSU’s HIV Specialty/Early Intervention Clinic (EIC) rounded out the 
core membership.  The Region Two Office of Public Health (the local 
public health authority) was the anchor member of the Baton Rouge 
FHPP and hosted and facilitated the community case review and 
community action process. 

In the development of the FHPP teams, many key community 
members were invited to join the case review and community action 
process. Efforts were made to recruit non-traditional partners to the 
project that do not necessarily work with HIV issues directly, yet still 
have a stake in the outcome of HIV transmission in the community. 
Among the invited partners were influential community members and 
representatives from local non-profit and philanthropic organizations 
such as the YWCA and the Baton Rouge Area Foundation. Local 
schools and institutions of higher learning were engaged, as well as 
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Age Range of Women Reviewed 

15-19 years old 10%

20-24 years old 30%

25-29 years old 30%

30-34 years old 20%

35-39 years old 8%

40-44 years old 2%

Race of Mother

Black 98%

White 2%

Other 0%

Marital Status of Mother

Single 80%

Married 20%



local and state government offices that are involved in the provision of health and social 
services to the women who are the subject of review.  

Gathering Cases & Case Information
In an effort to neither duplicate nor interfere with the state’s existing 
HIV/AIDS surveillance program, the case finding process for the Baton 
Rouge FHPP operated primarily on the basis of case referrals from local 
labor and delivery programs at all area labor and delivery hospitals, as 
well as from case management service enrollment and public health 
unit clientele. The case finding drew primarily from the three largest 
birthing hospitals in the area where nearly all high-risk deliveries occur, 
especially those involving HIV exposure. Cases of perinatal exposure 
from all Baton Rouge birthing hospitals were subjects for this review.

Eligible mothers were informed of the FHPP by labor and delivery staff. 
They were provided either information about contacting the project 
for participation or consented to be contacted by the project upon 
case management referral through the established perinatal HIV case 
management protocol. Also, through the project’s strong collaboration 
with FSGBR’s Title IV/Part D perinatal case management and primary 
case management programs, many pregnant and recently delivered 
women from their active client base/caseload were recruited for 
participation in the project. 

An advantage of utilizing the case management referral system is that it is a pre-established 
protocol for all labor and delivery units in the local area. The FHPP assisted in the promotion 
of case management enrollment by offering a unique opportunity for case managers to 
interact with the pregnant woman or mother while having another chance to highlight 
and promote the availability and benefits of case management services.     

Because the FHPP met the definition of a public health investigation as outlined in the 
Louisiana State sanitary code and public health statutes and because it fell within the 
scope of the state health department’s mission and authority, the project was exempted 
from IRB review and considered “a permitted disclosure of health information” under 
state and federal public health laws. However, one aspect of the FHPP process fell outside 
of routine, existing public health surveillance activities. In Louisiana, interviews are not 
conducted with HIV surveillance cases, although interviews are routinely collected for other 
reportable conditions through surveillance or investigation activities. Although it was not 
required, the Baton Rouge FHPP included a maternal consent form for the interviewing 
process, since this interview was an additional activity not routinely performed by the 
state’s HIV/AIDS surveillance program.      

At the time of recruitment, mothers were provided information about the FHPP, the 
incentive, and the method of participation. The women were then given contact information 
to self-enroll in the project and to schedule a time for the maternal interview with a local 
HIV case management social worker. Once an appointment was scheduled with a medical 
social worker, the women were again informed about the project and the conditions of 
the incentive and then asked to complete a consent document for the maternal interview. 
When necessary, travel assistance was provided to women to facilitate the interview 
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Mother’s  Reported Education Level

Less than 12th Grade 48%

12th Grade/GED 37%

Higher than 12th Grade 15%

Total Pregnancies of Mother

1 15%

2-3 58%

4-5 20%

Greater than 5 7%



process. Additionally, arrangements were made to ensure a safe and comfortable setting 
for the maternal interview. Upon completion of the maternal interview process, which 
may involve one or two scheduled interview sessions, the women were provided a $100 
gift card to Wal-Mart for their participation.   

During the pilot period, ten community case reviews were held in Baton Rouge, with 40 
completed case deliberations. 

Case Data
The following tables illustrate data regarding cases reviewed by the CRT for the Baton 
Rouge FHPP (n=40):

Age of HIV Diagnosis of Women 
Reviewedd 

Less than 20 years old 30%

20-25 years old 38%

26-30 years old 25%

31-35 years old 2%

36-40 years old 5%

>40 years old 0%

Prenatal Care Use

Yes 85%

No 15%

Late Prenatal Care Entry

Yes 56%

No 44%

Prenatal Care Entry (Trimester)

1st Trimester 44%

2nd Trimester 35%

3rd Trimester 21%
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Incarceration during Current Pregnancy 
under review

Yes 10%

No 90%

Hurricane Relocation

Yes 10%

No 90%

Perinatal Transmission

Yes 10%

No 90%

Payment for Prenatal Care

Insured (Medicaid) 93%

Uninsured (Self-pay) 7%
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Recommendations

The case review meetings shed light on a number of factors that arise consistently for 
at-risk women in Baton Rouge. These issues can be grouped into the areas of education, 
transportation and patient access. 

Elements Identified through Baton Rouge Case Review MeetingsTable 4. 

Area Elements Identified

Education

Community awareness of perinatal HIV infection risk and preventive 
interventions is low, given that only 57% of Baton Rouge adults are aware that 
HIV-infected pregnant women can get treatment to reduce the chances of 
passing the virus to their babies (2004 BRFSS Survey)

High rates of syphilis indicate a possible general lack of awareness of STD/
HIV risks and importance of STD prevention (Baton Rouge leads the state in 
syphilis detection rates and Louisiana leads the nation in syphilis rates)

Lack of basic reproductive health education on topics such as the menstrual 
cycle, birth control/contraception, STD prevention, recognizing pregnancy, 
the importance of prenatal care and how to access it

Lack of sex and reproductive health education in the school curriculum 

Lack of patient education on how to navigate the healthcare system

Lack of provider awareness and education regarding national recommendations 
and standards for HIV screening and confirmatory testing

Transportation

One-third of women reviewed report lack of transportation assistance or 
unreliable transport as barrier to services, and Baton Rouge has limited public 
transit (bus) system

Case management often provides transportation assistance

Problematic and overburdened contractor-run Medicaid transport system

Patient-Driven 
Access Issues

Baton Rouge is one of the largest metropolitan areas in the state

Baton Rouge has one of the most complete/comprehensive medical care 
structures in the state 

Baton Rouge has the largest birthing hospital in state and has four labor & 
delivery units in the metropolitan area

CRT’s belief that services are available and provided, but the system falls short 
with regard to ensuring women are accessing these services

Combating extreme poverty, improving patient education, prioritizing self-
health or health maintenance (not prioritized vs. other social issues such as 
housing, finances, etc.) is necessary 
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Following those issues identified during the case review process, the CRT developed 
recommendations, summarized in the following table.

Baton Rouge Case Review Team Developed Recommendations Table 5. 

Case Review Team Deliberation Summary of Findings

Issues Identified During Case Reviews Which Led to Recommendations 
for Community Action: 

% of Case Reviews

Preconception Education/Family Planning 59

PNC/Medical Care Compliance 52

Support Groups/Patient or Peer Advocates 33

Educational Materials (for  appropriate reading levels) 33

Disclosure Help/Partner Counseling 26

Community Awareness/Education 25

Provider Education 25

Referrals/Case Management 22
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Based on the CRT’s recommendations, the Baton Rouge Community Action Team has proposed and begun 
implementing the following local strategies to begin addressing identified systems gaps:
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Baton Rouge Community Action Implementation Strategies Table 6. 

Area Implementation Strategies

Education

Community Level
In 2008, a community awareness campaign was launched adapting components of CDC’s One Test Two 
Lives campaign to raise local awareness of the incidence of perinatal HIV exposure and transmission in 
Baton Rouge. The campaign also aimed to inform at-risk pregnant women and women of childbearing 
age about the risk of perinatal HIV transmission and methods to prevent it. 

The implementation of this recommendation involved the development and use of a multi-media 
marketing campaign which included interstate billboards, bus shelter ads, and a print campaign that 
produced posters, brochures, and patient information pushcard materials.

An important feature of this campaign involved an ongoing collaboration with the state’s Title V MCH 
Program to use of the Partners for Healthy Babies program resource hotline (1-800-251-BABY) in order 
to disseminate campaign information and local resources for pregnancy and HIV testing sites.

This public awareness and education campaign is ongoing and will continue to evolve based on further 
input from the FHPP CRT recommendations and the CAT. 

Provider Level 
Additional strategies are being designed and implemented to address the local provider aspect of 
the CRT’s education recommendation. These strategies will focus on raising provider level aware-
ness of the local HIV burden among women, especially minority women of childbearing age.  They 
will also promote provider education on national perinatal recommendations and standards for 
HIV screening, treatment, and prophylaxis during pregnancy.  These strategies are being designed 
to reach beyond HIV and obstetric care providers to include other medical areas such as pediatrics, 
family medicine, and emergency medicine, ensuring that opportunities to screen and prophylax at-
risk women and infants are not missed. 

Part of the provider outreach will involve partnering with the Delta Region AIDS Education & Trainings 
Center on the development of future provider workshops on perinatal HIV prevention, tailored to 
the non-HIV and non-OB disciplines that also have a stake in the care of infected mothers and their 
babies.

The FHPP CAT is currently working with the American Academy of HIV Medicine (AAHIVM) to develop 
a comprehensive HIV/AIDS Provider Resource Directory for Baton Rouge that will include specific 
information on perinatal HIV resources available in the local metropolitan area. 

As a component of the planned provider educational outreach effort, the FHPP CAT will also work to 
promote the National HIV/AIDS Clinicians’ Consultation Center warmline and hotline to local providers 
for HIV-positive pregnant women.

Patient-
Driven 
Access 
Issues

The local One Test Two Lives campaign and the Partners for Healthy Babies hotline (1-800-251-BABY) 
are a resource for information related to prenatal care information and enrollment.  Encouraging access 
to this resource will facilitate patient entry into and navigation of the local prenatal care system.



Baton Rouge Summary

Strengths
Baton Rouge’s HIV prevalence ranking has recently dropped to third in the nation (CDC 
HIV/AIDS Surveillance 2007). Despite this subtle improvement, the Mayor’s HIV Task Force 
remains committed to its mission to reduce the rate of new infections in the community. 
In the coming year, the Mayor’s Task Force will begin a new initiative to target educational 
efforts toward at-risk women in Baton Rouge. This expanded effort of the Task Force 
incorporates the objectives of the FHPP Community Action Team and offers a common 
ground for future collaborations between the two groups.

The Louisiana Office of Public Health – Capitol Region’s involvement in the FHPP process 
was essential to the case abstraction and review process. Access to case information was 
extremely limited, which made the health department’s involvement in these case reviews 
critical. The involvement of the Louisiana Office of Public Health in the FHPP introduced 
a degree of neutrality and objectivity to the case review deliberation process, which 
encouraged and attracted broad participation from a variety of community providers and 
organizations. 

A key aspect to the success of the Baton Rouge 
FHPP CRT and CAT was the existing collaboration 
among prenatal HIV care providers in Baton 
Rouge. This proactive group of clinicians and 
case managers has a strong working relationship 
which promotes engagement through routine 
case conference activities.  Many of these 
stakeholders participated in the FHPP process, 
making it possible to maintain open dialogue 
during the case reviews.  

On the community action side, Family Service 
of Greater Baton Rouge’s Title IV/Part D 
Network provided a framework for the CAT. 
This regularly scheduled gathering of local HIV 
care service providers contributed substantially 
to the community action plans and activities 
proposed and developed based upon the CRT 
recommendations.

The community-wide perinatal HIV protocol was also beneficial to the Baton Rouge FHPP 
effort. Commitment by the local labor and delivery programs to make case management 
referrals for all HIV-positive mothers improved linkages to social service programs and 
promoted women’s health care access and utilization. The Baton Rouge FHPP successfully 
used the perinatal protocol as an opportunity to promote the community case review 
process and to elicit the mothers’/stakeholders’ support and input through the maternal 
interview for the overall improvement of the local health and social service delivery 
systems.
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Finally, there is a clear willingness among the local prenatal HIV care providers to work 
toward quality improvement and change.  The FHPP partners are receptive and committed 
to reducing the number of risky deliveries and “close call” scenarios for possible HIV 
transmission.  The membership of the FHPP CRT and CAT have a joint purpose to improve 
the health care of all HIV-infected pregnant women and their babies in Baton Rouge.

Challenges
One area for improvement in the Baton Rouge FHPP involves the recruitment of 
community activist organizations, faith-based community services, policy makers, and 
local politicians. The Baton Rouge FHPP would like to involve these groups in this process 
and the project will continue efforts to include them in future case reviews and community 
action initiatives. It is challenging to ensure that all partners are truly engaged and that 
they contribute to the community review and action process. Especially with regard to 
the CAT, partnering agencies need to have more clearly defined roles to assure their clear 
commitment and investment in the process of carrying out the CRT recommendations. 
Defining responsibilities for participants at the outset of the FHPP would create a greater 
sense of partner ownership and a stronger network among participants. The responsibility 
of conducting the case review and for executing the recommended community action 
steps need to be more equitably shared among participants.

Family planning services in the Baton Rouge area for women during the preconception 
and intrapartum periods are not widely available. There are three main family planning 
providers in Baton Rouge: Planned Parenthood, Earl K. Long’s Women’s Outpatient Clinic, 
and the Louisiana Office of Public Health’s Family Planning program, which is available in 
all local parish health units but only on a very limited basis. Preconception women’s health 
care is limited primarily because of the shortage of providers who see under-insured and 
uninsured women who are not Medicaid eligible. 

A major issue affecting high-risk pregnant women is the availability of providers who see 
Medicaid patients. This group of women represents half of the birthing cohort in Baton 
Rouge (approx. 4-5,000 local Medicaid-covered pregnancies annually). HIV-positive 
women have an even more difficult time finding obstetric care services outside of the 
LSU hospital system. High-risk obstetric services are available, but limited to the Medicaid 
service-eligible population in Baton Rouge. These services are either provided through the 
prenatal care programs of the Maternal Fetal Medicine department at Woman’s Hospital 
or by the Women’s Clinic at Earl K. Long Medical Center in conjunction with the LSU EIC 
clinic.    

The promotion of routine health maintenance, particularly HIV-related care, is a significant 
challenge identified during the FHPP case reviews, especially given that nearly 27% of 
African Americans in Baton Rouge do not have a primary care provider. The issue of 
patient-driven access was a common theme in many of the case reviews, where HIV care 
and OB/GYN care services are available in Baton Rouge regardless of insurance status. 
The CRT found that health care and social service engagement occurred mainly around 
the pregnancy event and that immediately following the baby’s delivery engagement 
dropped-off and/or mothers dropped-out of care.
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Sustainability
Now that the Baton Rouge FHPP has been launched, sustainability will require keeping 
participants engaged in the process, especially newly established partners. Continuing 
case reviews will be based on momentum. The local FIMR project currently operates 
using a very minimal budget and through the support of in-kind agency contributions. The 
acting FIMR project coordinator fully supports efforts to continue examining perinatal HIV 
exposures, but funding and additional staffing will be necessary to continue to support 
the workload involved for this process.  

For more information on the Baton Rouge FHPP, please contact:

Stephen Henry, Epidemiologist
Louisiana Office of Public Health
(225) 925-7202
stephen.henry@la.gov
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The Detroit pilot program was led by the Detroit Department of Health and Wellness 
Promotion (DHWP). 

Context/Background

Perinatal HIV in Detroit
The Michigan Department of Community Health (MDCH) estimates that there are 11,170 
people currently living with HIV/AIDS in the Detroit Metro Area (DMA).  HIV is distributed 
disproportionately in Michigan: 65 percent of persons reported as living with HIV in 
Michigan reside in the DMA, yet the DMA comprises only 45 percent of the general state 
population.

There are 157 individuals living in Michigan who were perinatally infected with HIV and 
who were between the ages 0-12 when diagnosed, of whom “54 percent are male and 
46 percent are female; 69 percent are black, 21 percent are white, and 10 percent are 
Hispanic or other races. Less than one percent of the HIV infections in these children are 
known to be IDU-related (i.e., mothers who were IDUs). For the majority (99 percent) all 
that was known about the mother is that she was HIV-infected with no additional maternal 
risk information.” 9

Since 1989, Michigan law requires health care providers to test pregnant women for HIV 
infection, unless the woman refuses to consent for testing, or if the health care provider 
determines the test is medically inadvisable. Since 1994, the CDC and other organizations 
involved in perinatal HIV prevention have recommended that HIV-infected pregnant 
women receive doses of zidovudine (ZDV) 1) prenatally, 2) at labor and delivery, and 3) that 
children born to these women receive ZDV neonatally.  Despite these recommendations, 
only 57 percent of births to HIV-infected women are documented by MDCH to have 
received all three arms of therapy.  

9  Michigan Department of Community Health, HIV/STD/VH/TB Epidemiology Section, 
Bureau of Epidemiology. 2008 Epidemiologic Profile of HIV/AIDS in Michigan. Available at:  
http://www.michigan.gov/hivstd Accessed February 16, 2009.

Detroit, 
Michigan

Experiences of the Three 
Pilot Sites:
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Detroit has had an active FIMR Case Review Team and an established a Community Action 
Team known as the Infant Vitality Action Network (IVAN). However, the IVAN structure 
has been modified and their activities are being sustained as part of the Great Start 
Collaborative-Wayne Physical Health Work Group. Detroit also completed a two-year pilot 
project using the FIMR model to focus on Fetal Alcohol Spectrum Disorder (FASD) from 
2004-2006. The extensive experience with the FIMR process and the need to investigate 
system gaps surrounding recommended services for HIV-infected women led Detroit to 
believe the FHPP was a good fit for the community.

Local Services & Resources 
The Michigan Department of Community Health (MDCH) takes a life-course perspective 
with regard to reducing infant mortality.  The “Infant Mortality Reduction Program: 
Interconception Care Project” has replaced “Infant Mortality Coalition Support” and 
reflects the program’s evolution from coalition/community education activities to 
interconception care. There are eleven Interconception Care Projects in Michigan including 
the DHWP Healthy Start Women’s Health Program. These projects provide home-based 
education, information, and support for up to 18 months to women who have had a poor 
birth outcome.

In Michigan, there are 526 private prenatal care providers.  
A 2007 survey (77/526, 15% return rate) indicated that 100 
percent were providing maternal HIV testing in accordance 
with Michigan’s Compiled Law (MCL) 33.5123. Additionally, 
75 percent of the 77 respondents stated that HIV testing 
is part of the prenatal laboratory testing panel. While the 
responses to the items in survey seemed encouraging, the 
poor response rate suggested that more education was 
needed. To provide education to Michigan’s prenatal care 
providers on maternal HIV testing, the MDCH Division of 
Health, Wellness, and Disease Control (DHWDC) has sent 
out a mailing that includes the CDC’s “One Test. Two Lives” 
campaign for obstetric care providers to support routine 
HIV screening of all pregnant patients as well as information regarding the National HIV 
Clinicians’ Consultation Center’s Perinatal HIV Hotline.  Staff from MDCH provides technical 
assistance upon request.

In Detroit, virtually all HIV-infected women receive their care at the Perinatal Infectious 
Disease Clinic (PIDC), which is part of the Detroit Medical Center.  The PIDC provides 
services to women throughout southeast Michigan and the Medical Director co-manages 
cases with prenatal care providers throughout the state.  In addition to providing prenatal 
care, the PIDC provides postpartum care, case management and advocacy services, mental 
health services, reproductive health services, and parenting classes for the woman and 
her support persons.  The PIDC addresses preconception and interconception health with 
patients who are planning a future pregnancy.

A client brochure regarding maternal HIV testing, entitled “One Test May Save Your Baby’s 
Life” has been widely distributed throughout the state to family planning programs, 
Women, Infants and Children (WIC) programs, local health department HIV and STD 
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Race of Mother

African American 92%

White or Hispanic 8%

Mean Age of Mothers

27%



programs, Maternal Infant Health Programs (MIHP), Healthy Start programs, federally 
qualified health centers, and community-based organizations that serve high-risk women.  
In addition to providing information on the benefits of HIV testing and prevention of 
mother-to-child-transmission, this brochure provides a listing of health resources for 
pregnant women.  This brochure is available in Arabic, English, and Spanish.

Additionally, the Ryan White-funded Part D health educator provides a program titled 
“HIV 101” and perinatal HIV prevention education through the Detroit area at WIC and 
Healthy Start Programs.  The health educator also assures HIV testing for women and links 
out-of-care women to medical care and other needed services.
	

The FHPP Experience in Detroit

Launching the Methodology
The Detroit Case Review Team chose to identify cases through the PIDC, a local specialty 
clinic affiliated with Detroit Medical Center, a large delivery hospital. Because it is a 
teaching hospital, the FHPP work plan required approval by the university’s Institutional 
Human Investigation Committee (HIC), which was a time-consuming process. Approval to 
conduct the work was granted because the FHPP process is completely confidential and 
complies fully with the Privacy Rule of HIPAA. Additionally, Case Review Team members 
signed a pledge of confidentiality; the reviews were closed to the public, and were covered 
by the Michigan Public Health Code. 

Gathering Cases & Case Information
Women were recruited from the 
Perinatal Infectious Disease Clinic 
(PIDC), with the approval of the 
institutional Human Investigation 
Committee. The abstractor/
interviewer introduced the pilot 
project to women at most of the 
once-weekly prenatal care clinics. 
If they agreed to be interviewed, 
they first read and signed the 
Research Informed Consent Form. 
Next, interviews were scheduled at 
a time and location of the woman’s 
choice.

To increase the overall number of 
cases reviewed, medical records 
were pulled randomly from a list of 

PIDC patients. If the pulled records indicated that the infant had received follow-up care 
at the local pediatric hospital, the infants’ medical records were also reviewed. 
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The Abstractor/Interviewer was very successful in engaging women during the home 
interviews.  The richness of the information obtained added to the substance of the case 
review summaries and the discussions during deliberations.  Her previous experience, 
including Partner Counseling and Referral Services (PCRS) for the STI Program, was 
invaluable to the process. For example, she was able to complete referrals for counseling 
and a support group.  Flexibility concerning when and where to meet with the women also 
contributed to success in completing interviews; meeting places included their workplace, 
restaurants, automobiles and homes, and encompassed the tri-county area as well.

Case Data & Findings
Thirty-seven cases were reviewed by the Detroit FHPP. The mean age of the mothers 
was 27 years old. The majority of cases involved mothers who were African American 
and diagnosed with HIV infection prior to the index pregnancy. Almost 40 percent of the 
women reported having pre-existing health problems and over one-third reported using 
substances prior to or during their pregnancy. 

The following charts illustrate data captured through Detroit FHPP case reviews:

HIV Status

HIV positive prior to index pregnancy 65%

Identified as HIV-positive during pregnancy 26%

Lacked proof of HIV status 6%

Risk Factors for Contracting HIV

Acquired HIV from heterosexual contact 58%

Acquired HIV perinatally 3%

Acquired HIV via blood transfusion 3%

Acquisition mode not documented 32%

Substance Use

Acknowledged substance use prior to/during the pregnancy 
including marijuana, crack, cocaine, and alcohol

38%

Psychosocial Issues

Involvement with psychosocial support 13.5%

Current/past violent relationships – assault, rape, domestic 
violence

19%

Depression or other mental health problem problems 19%

Homelessness and/or unable to meet basic needs 19%
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Infant Outcomes
Infant outcomes were also reported at all case reviews and summarized in the following 
table.

Depiction of Detroit Infant OutcomesTable 7. 

Reported Infant Outcomes

Low Birth Weight 18% were low birth weight (less than 5 ½ pounds)
Of those, 2 were very low birth weight (less than 3 ½ pounds) y

Gestational Age 23% infants were born preterm (less than 38 weeks gestation)

Mean gestational age was 37 weeks

Anomalies 5% of infants had congenital anomalies (cardiac malformation, Trisomy 21)

Apgar Scores 1 minute mean = 7.7
5 minute mean = 8.8

Drug Screen 5% of infants had a positive drug screen

Transmission None of the infants were diagnosed with HIV infection; however, 1 infant 
had only a single negative PCR and lacked a second negative PCR to definitely 
classify as HIV-uninfected. 

Recommendations
Recommendations from the case review process focused on advocacy to increase ease 
and access to mental health services, and substance abuse treatment services.  Awareness 
and education is also needed to help women recognize their risk of infection by partners 
with prior history of injection drug use, imprisonment, multiple sex partners, past and 
current history of sexually transmitted infections.

Additional recommendations that resulted from Detroit’s participation in the FHPP 
included:

Continue to support and expand a comprehensive perinatal care model  y
Offer universal access to comprehensive primary care services, and continue to  y
assure access to mental health services.
Support policies to assure all families can meet their basic needs (e.g., food,  y
shelter, clothing, heat, water)
Increase knowledge and understanding of human sexuality. y

The Detroit FHPP Community Action Team is still a work in progress.  A meeting with the 
Women and AIDS Committee occurred in July 2008, with the hope that the Committee 
will take on some of the CRT recommendations.  The Committee is comprised of health 
educators, Detroit Public Schools administrators, case management agencies, DHWP 
HIV/AIDS Programs, Michigan Department of Community Health staff, substance abuse 
treatment facilities, Michigan corrections officers, social workers, Detroit City Council 
members and programs such as Work First, Goodwill, and the American Red Cross. The 
diversity of stakeholders strengthens the group’s capacity to address issues relevant to 
women and HIV prevention. 
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Detroit Summary

Strengths
Successes of the Detroit FHPP included:

A Case Review Team with a diverse membership, a vast array of experience and  y
expertise
Discussion, case deliberations, and the education and information sharing was of  y
benefit to all CRT members
A full-time abstractor/interviewer who not only recruited and interviewed  y
women, but also, because of her ability to navigate the health and medical 
records systems, helped many women obtain necessary services 
Thirty interviews  and 58 chart abstractions completed as of August 2008 y
Rich data telling powerful personal stories y
Regular CRT meetings (28 cases were reviewed at 17 CRT meetings as of July  y
2008)
Interest of the Women and AIDS Committee to serve as the CAT and take  y
recommendations and findings to action

Challenges
The Detroit FHPP faced some unanticipated challenges, including some fundamental 
unmet individual needs of many of the women who participated in the project. Several 
participants lacked necessary mental health treatment, had unsafe living conditions or 
lacked other basic necessities. Many women expressed appreciation of the interview 
process, and in some cases these basic needs were met as a result of FHPP. Other 
challenges included:

Significant delays in obtaining IRB approval to recruit women and access medical  y
records
Setbacks in establishing a Community Action Team y
Underestimated staffing needs for the project y
Unanticipated degree of learning needs for Maternal and Child Health and HIV  y
professionals around perinatal HIV prevention

Sustainability
Although the Detroit FHPP has been an important tool for understanding perinatal HIV 
systems, and the team members valued their experience with the project, the current 
economic situation in Detroit makes it challenging to continue reviewing additional 
cases beyond the pilot phase without additional funding. However, efforts continue to 
implement the recommendations from the Detroit FHPP, which might have a lasting and 
meaningful impact on the health of Detroit’s mothers and babies. 

For more information on the Detroit FHPP, please contact:

Lynn Kleiman, Program Manager - Special MCH Projects
Detroit Department of Health & Wellness Promotion
(313) 876-0733
Kleimanl@health.ci.detroit.mi.us

29



The Jacksonville FHPP was led by the Northeast Florida Healthy Start Coalition. Project 
partners included the Northeast Florida Healthy Start Coalition, the Duval County Health 
Department, the University of Florida Rainbow Center, and other community organizations 
working to address HIV/AIDS.

Context/Background

Perinatal HIV in Jacksonville
Jacksonville-Duval County ranks fifth statewide in the number of cases of HIV infection 
and sixth statewide in the reported number of AIDS cases. There were 264 cases of AIDS 
(29.2 per 100,000 residents) and 376 cases of HIV infection (41.7 per 100,000 residents) 
reported in the county in 2007.  Of the total number of reported cases of HIV infection 
since 1997, 41% were women. African American women accounted for 33% of all persons 
living with HIV infection and nearly 80% of women reported living with HIV.  One in every 
90 black women in Jacksonville-Duval County was living with HIV/AIDS in 2006. Women 
account for more than one quarter of all new HIV/AIDS diagnoses nationally.  HIV infection 
is now the third leading cause of death among women ages 25 to 44 nationally and the 
leading cause of death among black women in this age group.   

For women in Jacksonville diagnosed with HIV infection during the project period, the 
leading mode of transmission was heterosexual contact (81%), followed by IV drug use 
(13%), no identified risk (3%) and having a mother with HIV/AIDS or at-risk for HIV infection 
(2%).  Nearly 80 HIV-infected women become pregnant in Jacksonville annually.

Statewide, there were 36 babies born infected with HIV during 2004-2006. Four (11%) of 
these babies were born to mothers in Jacksonville. 

Jacksonville, 
Florida

Experiences of the Three 
Pilot Sites:
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The Northeast Florida Healthy Start Coalition has 
conducted a FIMR Project in Jacksonville and the four 
surrounding counties since 1995. As the grantee for the 
pilot, the Northeast Florida Healthy Start Coalition was 
able to utilize this experience and leverage and expand 
existing community partnerships to implement the pilot. 
The Coalition has working relationships with the Duval 
County Health Department, University of Florida College 
of Medicine Jacksonville Obstetrics and Gynecology 
Department and Pediatric Programs and the UF Rainbow 
Center for Women, Adolescents, Children and Families. 
Representatives from these groups have been directly 
or indirectly involved in the implementation of many 
Healthy Start initiatives, including FIMR.

Development of the Azalea Project, a community-based 
program focusing on substance-involved women at 
risk of acquiring HIV, has connected the Coalition with 
key HIV/AIDS groups. There was a genuine interest and 
willingness to participate in the project by all of the key 
partners.

Local Services & Resources
Primary providers of maternal, infant and reproductive 
services to at-risk women in Jacksonville include:

The Duval County Health Department y  – Services 
include prenatal and well-child care, WIC and 
nutrition services, HIV/AIDS testing, treatment 
and education, STI screening, treatment and 
outreach, family planning (Title X) services, 
Healthy Start case management, psychosocial 
counseling, health education and health 
promotion. The health department provides 
services at seven clinic sites, including a federally 
qualified health center (Agape Health Center). 

UF/Shands Obstetrics Clinics y  – Services include prenatal care with a specialty 
high-risk clinic serving HIV-infected, substance-involved and women with chronic 
health conditions. Shands Hospital of Jacksonville also provides Healthy Start case 
management and risk-reduction services to high-risk women seeking care at its clinics. 

UF Rainbow Center y  - The University of Florida Rainbow Center for Women, 
Adolescents, Children and Families, located at Shands Jacksonville, is a family-
centered, comprehensive health care provider for HIV-infected or exposed 
infants, children, adolescents, women and their families, including their 
partners. Rainbow Center is the only Ryan White Part D provider in NE Florida 
and South Georgia, and serves over 1,500 individuals living with HIV/AIDS. 
Clinic services and programs encompass seven counties and programs in 
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Age of Mother

Less than 20 years old 3%

20-25 year old 41%

26-30 years old 28%

30 or more years old 25%

Unknown 3%

Race of Mother

Black 94%

White 3%

Other 3%

Marital Status of Mother

Single 78%

Married 13%

Other 3%

Unknown 6%

Total Pregnancies of Mother

1 13%

2-3 55%

4-5 19%

Greater than 5 13%



Jacksonville/Duval County and Daytona Beach. Affiliated with the UF Division 
of Pediatric Infectious Diseases and Immunology, the center provides a full 
array of patient care services, including screening, counseling, medical care, 
medical case management, health education, nutrition and dietary evaluation, 
pharmacist assistance and social services. The Center was recently awarded 
the state contract for the Targeted Outreach for Pregnant Women Act (TOPWA) 
program, which will provide case management and community outreach services. 

The Magnolia Project y  - A special initiative funded by the Federal Healthy Start 
program, the Magnolia Project provides comprehensive reproductive health 
and prenatal care, outreach, health education, intensive case management and 
community development activities in a high-risk African American area of the city. 
The Duval County Health Department offers on-site clinical services and provides 
case management staff for the project.

The Azalea Project•y  - The Azalea Project provides outreach, education and support 
services to high-risk women of childbearing age. It focuses on substance-involved 
families whose lifestyle increases their chances of experiencing a myriad of health 
and social risks, including unsafe sex (STIs/HIV), unwanted childbearing, poor 
school performance, poverty, infant mortality, abuse and neglect and involvement 
with the criminal justice system. Services include outreach, prevention case 
management, education and support. Gateway Community Services provides 
case management staff on-site to serve pregnant substance-involved women and 
their families.

Other services for women of childbearing age are provided by River Region •y
Human Services (HIV education, outreach and residential substance abuse 
treatment for pregnant and parenting women); Gateway Community Services 
(counseling, education, support and specialized residential treatment for pregnant 
and parenting women); Minority AIDS Coalition (HIV outreach, education and 
testing, former TOPWA provider); the Women’s Center of Jacksonville (education, 
counseling, HIV testing, and support groups); and Planned Parenthood of 
Northeast Florida (reproductive health services).
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The FHPP Experience in Jacksonville

Launching the Methodology
The City of Jacksonville, which administers the Ryan White Part A program, was a new 
partner for the Healthy Start Coalition. Although the group has a standing Women’s and 
Children’s Subcommittee as part of its planning council, the Coalition had never worked 
directly with this organization. Other partners, including the UF Rainbow Center and 
Department of Health were involved and successfully linked the city’s Ryan White Part A 
program to the FHPP work. The Ryan White Part A program turned out to be a strong and 
vital partner and was critical to many of the implementation efforts that resulted from the 
case reviews.

In addition, the Coalition worked closely with the state Title V agency (Florida Department 
of Health) in implementing the FHPP.  The agency provides funding for the Fetal and 
Infant Mortality Review Projects in Jacksonville and 12 other counties in the state. It also 
contracts with the Coalition for case management and other services provided under the 
state Healthy Start program.

Gathering Cases & Case Information
Thirty-two cases were reviewed by the Jacksonville FHPP during 2007-08. Cases were 
selected using the criteria outlined in Table 1. Interviews were completed on about one-
third of the cases reviewed. The majority of cases involved HIV-infected mothers who 
were black, age 20-25 years old, and single. Nearly 30 percent of the women received late 
or no prenatal care; an equal proportion received care early in their pregnancies. Most 
of their care at delivery was paid for by Medicaid, although no data were included on 
abstraction forms about the status of coverage at initiation of care. The following charts 
illustrate data gathered from cases reviewed by Jacksonville:

Trimester of Entry into Prenatal Care

First Trimester 28%

Second Trimester 38%

Third or None 28%

Unknown 6%

Timing of Mother’s HIV Diagnosis

Greater than 2 years prior to pregnancy 38%

Less than/equal to 2 years prior to pregnancy 37%

Current pregnancy 19%

Unknown 6%
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Payment for Prenatal Care

Medicaid 65%

Private Insurance 16%

Other 16%

None 3%



Figure 2
Jacksonville FIMR/HIV Pilot
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Despite the fact that cases were selected based on criteria indicating some lapse in the 
receipt of care, more than 80 percent of the cases reviewed received the full array of 
services needed during their labor and delivery hospitalizations. A majority of cases 
received comprehensive newborn services, maternal HIV care and prenatal services. The 
most frequent issues identified in the pilot case reviews were: 

Maternal medical problems such as infections, obesity or poor nutrition (97% of  y
cases). 
Infant medical problems such as infections and pre-term delivery (81% of cases).  y
Incomplete or only partial education regarding safer sex, family planning and  y
birth spacing as well as medication adherence (80% cases). 

Issues were identified with the overall design and delivery of services in about 75 percent 
of the cases reviewed, including:

Lack of communication among case managers (46%)  y
Patient fear/dissatisfaction with services (38%)  y
Communication problems between providers (25%)  y
Communication between patients and providers (17%) y

In more than 70 percent of the cases reviewed, the Case Review Team identified gaps in 
services, particularly involving missed prenatal care appointments. A lack of integrated 
family planning, HIV and gynecologic care was identified as an issue in nearly one-fourth 
of the cases.

The need for referrals to mental health services, Healthy Start and/or WIC were identified 
in 75% of cases reviewed. Late entry and missed appointments were the most frequent 
issues identified with prenatal care in the cases reviewed for the FHPP.

Finally, HIV Care issues were identified in half of the cases reviewed. Most frequent was 
a lack of integration between HIV and reproductive health care and major issues related 
to family planning were identified in the cases reviewed.  For example, of the cases 
examined, half involved unintended or unplanned pregnancies and in more than one-
fourth, no contraceptive method was being used.

Infant Outcomes
Even though these were clearly challenging cases, only one of the reviewed cases resulted 
in a perinatal transmission. Two of the 32 reviewed cases resulted in a fetal loss including 
one where the mother died from AIDS at delivery. The 30 remaining reviewed cases 
resulted in live born infants. 

Recommendations
During the final year of the project, efforts focused on the dissemination and 
implementation of project findings and recommendations. Preliminary findings and 
recommendations were presented to key organizations responsible for developing HIV/
AIDS prevention and support services, the Ryan White Part A Planning Council and the 
First Coast AIDS Prevention Partnership. Additionally, the Case Review Team assumed a 
leadership role in promoting and monitoring implementation activities.
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Three major implementation efforts were initiated in 2007-08 as a direct result of the 
Jacksonville FHPP:

Description of Jacksonville FIMR/HIV Major Implementation EffortsTable 8. 

Area Efforts

Integrating 
Services

Metropolitan Jacksonville Area HIV Health Services Planning Council 
Women’s Adolescents and Children’s committee implements 
recommendations made to the case manager cooperative and 
planning committee of the Metropolitan Jacksonville HIV Health 
Services Planning Council

Specific implementation strategies include: development and use 
of a reproductive health needs assessment for HIV-infected women 
age 15-44 who receive Ryan White Part A case management 
services and inclusion of reproductive health questions and 
prompts on Ryan White data system (CAREWARE)

A new objective was added to Ryan White Part A Services Plan to 
assure that HIV-infected women  receive family planning services

Family planning collaboration with HIV providers

 

Grant Funding 

Duval County Health Department successfully received a three-
year Title X HIV/Family Planning integration grant based on 
recommendations to assure family planning services are provided 
to HIV-infected women.

T y he HIV Integration Project examined the Perinatal 
Prevention Cascade to assess missed HIV prevention 
opportunities for Family Planning clients
This grant was intended to increase HIV testing efforts  y
in public health family planning clinics, including the use 
of rapid testing, which has not been available in these 
clinics
As part of grant, clinic staff received training on HIV  y
and their role in early identification and prevention in 
women

Improved 
Communication

Quarterly meetings with multiple agencies providing case 
management to women receiving services at the UF OB/GYN high-
risk clinic. 

The purpose of these meetings is to improve  y
coordination between programs and to ensure all 
women served at the clinic receive case management 
Participants include: the Azalea Project, Shands  y
Jacksonville Healthy Start Program, the UF Rainbow 
Center, and TOPWA program

36



Jacksonville Summary

Strengths
Four factors contributed to Jacksonville’s success in implementing the FHPP:

Jacksonville has a strong history of collaboration.  y
HIV and MCH program providers across all sectors were willing to work  à
together and share information for the project.
Ryan White Part A (City of Jacksonville) and Ryan White Part B (State),  à
known as the Ryan White Network, jointly plan and allocate resources 
in the region and have a long history of collaborating as a network. The 
network shares a common information system, case management, and 
provider guidelines across agencies. 
The Ryan White Part A and First Coast AIDS Prevention Partnership (FCAPP)  à
were eager to participate in the project. This ensured groups charged 
with funding services were engaged in and aware of recommendations 
resulting from the case reviews.

The Case Review Team (CRT) was a diverse and committed group.  y
The experience of the Northeast Florida Healthy Start Coalition in implementing  y
FIMR successfully since 1995 brought credibility and skills to the pilot project.
The leadership and staff of the UF Rainbow Center supported the pilot project and  y
integrated the case reviews by a community group into its quality improvement 
process.

Challenges
Despite its success, the Jacksonville FHPP encountered a number of challenges likely to 
impact the implementation of this process in other areas:

The extreme confidentiality required for handling of information related to HIV  y
infection prevented the pilot project from utilizing a dedicated, outside abstractor 
to compile information for the case reviews. Instead, the project contracted with 
the UF Rainbow Center to provide staff for the abstraction process. Research nurses 
who are not on the care team were used for this activity. However, use of multiple 
abstractors affected the consistency of data and information in the case summaries. 
In the final year of implementation, the project worked with the UF Rainbow 
Center to address this issue and a single abstractor was used for the final cases. 

MCH and HIV providers’ views differ regarding what data is important to the review  y
process. MCH providers tended to focus on prenatal care and issues related to 
the health of the mother and development of the baby during pregnancy. HIV 
providers wanted to know about viral loads and treatment regimens to ensure 
mother to child transmission was prevented.  The composition of the CRT ensured 
both of these perspectives were considered during the reviews; however both MCH 
and HIV providers consistently identified gaps in the case abstractions identified 
and asked for information that was not captured by the case abstraction form.  
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Institutional Review Board (IRB) requirements differed between participating  y
partners. The Florida Department of Health designated the pilot project as 
“non-research,” exempting it from full IRB review. Despite this ruling, the 
University of Florida required an IRB review. This resulted in a lengthy delay 
in project start-up, as this was not built into project timeline. The UF IRB also 
limited the scope of the records available for review to those within UF and 
Shands Jacksonville, the delivery hospital, as they only have oversight for these 
records. Additional records from other providers were ultimately included 
in the review through the local FIMR authority. Future sites may need to 
consider the IRB implications and build them into their timelines and processes.  

The forms used in the pilot project were lengthy and some  items were  y
redundant across forms. Specific suggestions have been submitted to project 
funders to address this challenge. 

There was significant time and effort commitment beyond the abstraction required  y
from all case review partners.   Case review meeting time was not built into the 
project, and some Ryan White agencies and other community agencies may have 
difficulty dedicating staff time to this as funding is reduced for HIV/AIDS services. 
Some of the time factor was the internal IRB and contracting process too, but for larger 
entities they may need to consider this and build it into the project budget/timeline.   

For the abstraction, more time and funding is needed. The abstraction forms  y
are very detailed and involve multiple records with different charting systems 
(electronic and written). The intensive nature of the data abstraction process 
requires a skilled abstractor. However, it was unclear whether a full-time abstractor 
was needed to carry out the project, and it can be difficult to fund a part-time 
abstractor or properly train existing personnel.  

Sustainability
All participants working with the Jacksonville pilot program recognized the value of the 
FIMR/HIV process and its potential for addressing gaps in services that raise the risk of 
perinatal HIV transmission. Agencies represented on the Case Review Team underscored 
the importance of a multi- and cross-disciplinary, community-based approach involving 
both MCH and HIV/AIDS providers.

Case Review Team members are committed to meeting quarterly for the next year to 
promote and monitor implementation activities that resulted from the pilot case reviews.  
Additionally, the team expressed a desire to continue the case review process focusing 
on those cases that resulted in a perinatal HIV transmission. Efforts are being made to 
identify a funding source to support the staff needed to abstract and develop summaries 
of these cases. The potential for integrating a community case review process into the 
quality assurance activities of the Ryan White Part A program is an option being explored 
locally.

As discussed earlier, there is interest at the state level in utilizing the FIMR/HIV case review 
process in other Florida communities that experience high perinatal HIV exposure and 
transmission rates. There is no consensus yet on funding amounts or sources that could 
be used for this effort. 
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The Jacksonville FHPP partners are interested in working with the CDC, CityMatCH and 
NFIMR in refining the processes utilized in this pilot and working with other communities 
to replicate it.

For more information on the Jacksonville FHPP, please contact:

Carol Brady, Executive Director
Northeast Florida Healthy Start Coalition, Inc.
(904) 723-5422 Ext.111
cbrady@nefhsc.org
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The application of the FIMR/HIV Prevention Methodology led to systems improvements in 
various areas of perinatal HIV prevention and care in each of the pilot communities. Each 
of the lessons learned and keys to success summarized in Table 9 and further described 
below were encountered at some point in all three of the pilot sites, and will be a valuable 
guide to any community that implements this methodology.  

Summary of FHPP Keys to Success & Lessons LearnedTable 9. 
 

Keys to Success

Importance of Two-Tiered 
System

This methodology is intended to create improvements in 
systems of care. Therefore CRTs and CATs are both critical 
components in the methodology. The CRT must identify potential 
improvements; the CAT must carry out those improvements. 
The benefits of this methodology will not be realized if one of 
the teams is ineffective.

Importance of Maternal 
Interview

This is an opportunity, often the only opportunity, for mothers 
to share their powerful stories. Interviews also yield valuable 
information that is not found elsewhere.

Diversity in Team 
Membership & Community 

Participation

Effectiveness of this methodology depends upon diverse 
representation, especially of agencies and individuals from both 
the HIV and MCH fields.

Confidentiality Confidentiality is crucial to the FIMR/HIV process.

Lessons Learned and  
Keys to Success Identified 
During the FHPP
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Lessons Learned

Confidentiality HIV information is highly confidential, which posed a challenge 
initially in setting up the medical record abstraction process at 
each site. 

In many communities, most prenatal care for HIV-infected 
women is delivered by one hospital/facility, which can 
complicate confidentiality during the review process as well as 
make that facility sensitive regarding identified gaps in services 
and/or care.   

Institutional Review Board Institutional Review Board (IRB) requirements varied among 
pilot sites, and in some instances delayed the work. Communities 
should communicate with their IRB(s) and take into account 
time for the IRB review and approval process.

Time & Budget Constraints This methodology requires extensive amounts of staff time 
for data abstraction, maternal interviews and the CRT and CAT 
processes.  

Two-Tiered System
Findings from a national evaluation of the FIMR program indicate that a two-tiered 
structure for FIMR appears to enhance the program’s effectiveness.  FIMR programs 
organized as a two-tiered process, as opposed to those with a joint CRT/CAT team, were 
significantly more likely to 10:

Report a greater variety of key FIMR program attributes, e.g., serving as a base  y
for advocacy about perinatal problems.
Carry out a greater number of roles in supporting perinatal health, i.e., perform  y
an increased number of activities in all five of the measured essential MCH 
services.  Differences were largest in the categories of quality assurance and 
policy development.
Address a greater number of perinatal health issues. y
Implement a higher mean number of recommendations. The data shows that  y
two-tiered programs executed 88% of their recommendations compared with 
71% for those using a CRT only or 48% for those with a joint CRT/CAT; or 88% for 
two-tiered programs vs. 56% for those with a one-tier system.

Communities using the FIMR/HIV Prevention Methodology are strongly encouraged to 
implement the two-tiered system, as it has been shown to increase the potential for 
accomplishing a more robust action agenda. However, some communities may already 
have a functioning group that represents a broad membership of community leaders and 
can assume the role of the CAT. A separate group should not be formed if a comparable 
group already exists and is capable of implementing the recommendations. Too much 
overlap in membership could result in individuals being overburdened, negatively affecting 
support for the FIMR/HIV process.

10  Misra DP, Grason H, Liao M, Strobino DM, McDonnell KA, Allston AA. The nationwide 
evaluation of Fetal and Infant Mortality Review (FIMR) programs: Development and 
implementation of recommendations and conduct of essential maternal and child health services 
by FIMR programs. Maternal Child Health Journal 200; 8(4):217-29. 41



Importance of the Maternal Interview
Each FHPP site reported that the home interview gathered important new information 
that was not available from other sources.  During the interviews, mothers were able 
to describe their perceptions of the health and human services system. The interview 
summaries allowed the CRTs to learn about otherwise unknown barriers to quality care.

For the mother and infant, the interview also provides an opportunity to receive referrals 
for additional services. The home interviewer may be able to conduct needs assessments 
uncovering basic needs such as lack of food or housing as well as identifying whether 
others in the home have medical conditions that need attention.

Diversity in Team Membership & Community Participation
Diversity in the representation of individuals and agencies from both the HIV provider 
community and the MCH provider community is essential when structuring the CRT 
and CAT. An equal representation allows for improved cooperation and communication 
between the two service provider networks. The pilot sites found that it was often a lack 
of HIV/MCH provider communication that resulted in fragmented services for HIV-positive 
women. 

Racial and ethnic diversity among CRT and CAT members will also contribute to success. 
Both teams should reflect the community at large and the community most affected by 
perinatal HIV transmission. Diverse membership promotes the development of culturally 
appropriate findings, recommendations, and actions. 

Confidentiality
The three pilot sites emphasized that a key to success throughout the FIMR/HIV process 
was preserving the confidentiality of patients and their families, physicians, agencies, and 
hospitals. Before conducting any case reviews, each pilot site established mechanisms to 
preserve confidentiality, which proved to be a critical step in implementing the process 
at the local level.  It was clear that providers and institutions would not participate in the 
FIMR/HIV process or provide records for review without assurance that all information 
would be kept strictly confidential.

A unique confidentiality issue within FIMR/HIV prevention methodology is that each 
site only had a small group of institutions, providers and agencies that were involved in 
perinatal HIV care.  However, each site was able to conduct the case reviews in such a way 
as to preserve the privacy of all project participants.

Working with Institutional Review Boards
Most communities will need to communicate with the presiding Institutional Review Board 
(IRB) because the FHPP collects data about HIV exposures and infections and requires 
interviews with women with HIV infection. Communication with any relevant IRB should 
take place early, and articulate that the methodology is not a research project, but a form of 
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program evaluation and assessment 
intended to continually inform and 
improve public health systems. The 
CDC has generated guidelines for 
determining what activities constitute 
public health research and which 
are considered non-research public 
health activities, such as program 
evaluation.  Under this guidance the 
FIMR/HIV Prevention Methodology 
qualifies as non-research.  This 
information will be a part of the 
implementation guidance provided 
to communities interested in the 
FIMR/HIV Prevention Methodology. 
Because each IRB is independent, 
some communities may find their 
protocols exempt from review, while 
others might need to complete a full 
review process. 

Conclusions
The three pilot sites produced valuable outcomes at many levels such as:

At the community level, the FIMR/HIV Prevention Methodology empowered the  y
community to create local solutions that reflect local cultural diversity. 
At the community level, the methodology resulted in increased communication  y
and cooperation between HIV and MCH agencies, providers and institutions which 
improved the existing service delivery system, reduced gaps in care, and created 
additional services.
At the institutional level, the FHPP findings were used to improve the overall  y
quality of services provided by individual professionals, health and related social 
service agencies, community-based organizations, and local health units.
At the family level, the interview identified specific needs for which referrals were  y
generated to assist the mother and infant and to link the family to appropriate 
services. 
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In April 2008, a Consultation on the Prevention of Mother-to-Child HIV Transmission in 
the United States was convened in Atlanta, GA, by the CDC. Attendees included non-
governmental clinicians, researchers, program managers, epidemiologists, representatives 
of key national organizations, and representatives of CDC and the Health Resources and 
Services Administration. Together, the consultation determined that, “Elimination of 
perinatal HIV transmission in the United States is possible.”

Towards this end, attendees brainstormed ideas to improve relevant policy, research, 
surveillance and prevention strategies. Recommendations from the consultation included 
a call for strong collaboration among federal agencies. Additionally, the following specific 
recommendations emerged as four priority areas: 

Expand data collection and evaluation to better characterize the scope of ‘the 1). 
problem’ of perinatal HIV exposure and infection and how to respond. 
Improve linkage of HIV-infected women and their children to providers who are 2). 
prepared to help them with perinatal HIV prevention and provide active case 
management to assure women and infants get the necessary care as services.
Consider every case of mother-to-child HIV transmission a sentinel event, and 3). 
perform a review of every case.
Improve the long-term follow up of infants exposed to antiretroviral medications 4). 
to detect potential adverse events.

The FIMR/HIV Prevention Methodology responds to these recommendations.  Every 
perinatal HIV infection is a sentinel event.  
By collecting in-depth quantitative (e.g., 
medical record abstraction) and qualitative 
(e.g., maternal interview) data for each 
of these vents, the FIMR/HIV Prevention 
Methodology comprehensively evaluates 
the systems that result in a perinatal HIV 
exposure or transmission. This process allows 
communities to identify missed opportunities 
for prevention, more fully understand why 
perinatal transmissions have occurred, and 
learn how and why failures in existing systems 
took place. Communities can then develop 
and implement improvements to systems of 
care for women with HIV infection.  

Final Words: The Role of the  
FIMR/HIV Prevention  
Methodology in Perinatal HIV
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Several questions emerge when we consider applying the FIMR/HIV Prevention 
Methodology to perinatal HIV elimination:

Where should the FIMR/HIV Prevention Methodology be implemented?yy
 
Determining where to implement the methodology should not be based 
solely upon the number of perinatal HIV transmissions. Locations where 
primary infection among women of reproductive age remains high should 
also be targeted. In addition, areas without detailed surveillance data about 
perinatal HIV prevention programs can benefit greatly from the knowledge 
gleaned from the project.

Which hallmarks of pilot success should be noted and adhered to?yy
 
Experiences from the pilot highlighted the importance of two components 
essential to success with this methodology. First, any community interested 
in implementing this methodology must understand and commit to true 
collaboration between necessary stakeholders — public health, health care 
providers, maternal and child health professionals, HIV/AIDS professionals, 
etc. Second, adherence to FIMR’s two-tiered structure of CRT and CAT is 
critical, as the methodology will not be successful if either team is ineffective 
in its role. The CRT must identify potential improvements; the CAT must carry 
out those improvements. Composition of the two teams will vary among 
communities, and in a few communities, such as Jacksonville, it might be 
beneficial to have complete overlap of membership on the CRT and CAT. If 
that is the case, participating members must have a clear understanding of 
their dual CRT and CAT roles and how their contributions to each team differ.

How do we acquire adequate resources for broad implementation?yy
 
The FIMR/HIV Prevention Methodology requires substantial time and 
resources; however, it can improve MCH and HIV systems in ways that were not 
previously evident and that might not have been achievable through existing 
systems. The CityMatCH website will host a resource library of materials, 
including data abstraction forms and other guidance to assist communities 
interested in implementing this methodology. 

The FIMR/HIV Prevention Methodology identifies barriers to reducing perinatal HIV 
transmission and implements system-level changes that maximize effective prevention 
efforts. The United States has already seen significant improvements in the prevention 
of mother-to-child transmission of HIV.  However, the HIV/AIDS epidemic increasingly 
impacts our nation’s women, especially women of reproductive age, and we must renew 
and redouble our commitment to perinatal HIV prevention efforts.  We have the capacity 
to ensure that HIV is no longer a vital statistic on any infant’s neonatal record. Using the 
FIMR/HIV Prevention Methodology, communities can build systems that ensure all women 
with HIV infection receive effective prevention interventions.
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