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A Message from our Leadership

Dear Friends and Supporters,

When PACPI programs began, we thought we would work as hard as we could to eliminate deaths from
pediatric AIDS and reduce transmission of HIV, and that PACPI’s programs would only last a few years
until the funding ran out. Happily | can report that thanks to the excellent work by the board and staff,
including the brilliant stewardship by Executive Director Anne Statton, PACPI has grown and thrived.
There is now a system in lllinois, a Safety Net of Prevention, to prevent mother-to-child transmission of
HIV. It is due to PACPI’s efforts and through the contributions of many of you reading this now.

A year ago, PACPI underwent a major change at the board level. Our first and, up to that point, our only
board chair, Dr. Pat Garcia, stepped down as part of the natural evolution of our organization and |
moved into the chair role. Pat’s leadership was second to none. Her leadership is one reason why PACPI
has thrived since its creation 13 years ago, and, thankfully, she remains an active board member.

Our board also grew by the addition of two new members in 2013: Gina Metelica and Dr. William
Grobman. They have brought additional expertise to the board with Bill having a national presence as a
leader in the field of maternal fetal medicine and with Gina’s business acumen and HIV knowledge in the
pharmaceutical industry.

We participated in a unique program sponsored by the Donors Forum and underwritten by the
Healthcare Foundation of Northern Lake County called A Double Boost. A Double Boost helped us
increase our knowledge about the roles, responsibilities, and best practices of a nonprofit board of
directors, customize our plans for strengthening the board, deepen the working relationship between
the board and executive leadership, and further engage our board in PACPI’s programs. Although it may
sound dull, this opportunity for engagement and education has strengthened PACPI so we can look
forward to a sustainable future.

As the delivery of healthcare is changing due to the Affordable Care Act, we too, need to change. We
created board task forces to adapt to this changing landscape and have recently kicked off a strategic
planning process that will wrap up in 2014. We also invite you to share your thoughts with us as we

could not plan for another 13 years without your help.

The next few years will be exciting ones. Our work continues. Thank you for your ongoing support!

Daniel Johnson, MD
Chair, PACPI Board of Directors
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Meet Tamara.

Tamara is a young black woman who grew up on
the West Side of Chicago. She is twenty-four years
old and just had her first child, a happy little boy
named Angel.

Tamara was happy about the pregnancy when she
first found out because she wanted to have a child
with her boyfriend. Then they started arguing a lot : :
and she stopped taking his calls or texts, she wanted a break Later that week, she attended
her first prenatal appointment and found out she is HIV-positive.

Tamara was scared and felt alone. But her obstetrician assured her she would be in good
hands because they are familiar with PACPI and they referred her to our Perinatal Enhanced
Case Management program. The same day, one of our case managers called Tamara to say
hello and arrange their first meeting.

So what do PACPI Perinatal Enhanced Case Managers actually do?

The perinatal enhanced case management program helps women access comprehensive health
services to achieve the best outcomes for her and her child. In 2013 our five case managers
linked 109 HIV-positive and pregnant women to care. Thirty percent of our clients learn their HIV
status after becoming pregnant so PACPI case managers meet them at a time of great concern.

But for some women it is not just a concern, it is a crisis. Many do not know they can have a
healthy baby if they seek appropriate care. HIV/AIDS is not the only battle our clients are fighting.

e If a woman is homeless, our case manager works to find safe housing.

e If a woman has a substance addiction, we work with local agencies to help manage her
health and her baby’s health.

e If a new mother cannot afford a safe place for baby to sleep or to purchase food, diapers, or
clothes, we will make sure she gets the proper items she needs for her family.

PACPI case managers show each client that they can be “OK”. This year, case managers were able
to link 94% of our clients to proper prenatal care and 95% of clients to proper HIV care before
delivery to lower their viral loads to undetectable levels, which is important for a safe delivery.

PACPI case managers provide unique one-on-one support that creates trust and stewards the
connection to vital healthcare for both mother and baby. Case managers communicate with each
client on at least a weekly basis through home visits, phone calls, texts, and accompaniment on
medical or social service appointments.
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Tamara’s case manager accompanied her on her first appointment with an HIV care provider
and referred her to the PACPI prenatal class a few weeks later. Tamara and her boyfriend
reconciled and he attended the three-day prenatal class with her. It only took one session for
him to open up and be the most outgoing class participant.

What is different about the PACPI prenatal class?

PACPI began our own prenatal class so that HIV-positive women can meet together to learn about
pregnancy and parenthood from the perspective of an HIV-positive individual. The PACPI prenatal
class is unique because it is free and open to any woman regardless of her health care provider.

Our class provides high-quality reproductive, maternal, and child health, as well as HIV education
to HIV-positive women regardless of their economic circumstances. Classes are taught by
experienced medical and nutrition specialists in a small classroom setting, with an
approach that promotes peer-based learning and health gains that are demonstrated to
decrease the risk of transmission from mothers to their newborns.

Participants are encouraged to bring a support person such as a partner, mother, aunt, or friend
who knows their HIV status and will be with them through the pregnancy. After completion of the
class, participants receive a car seat to take the baby home in after delivery, as well as a diaper
bag filled with vital newborn essentials.
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Tamara’s case manager talked her through the steps she would need to take to be healthy and
deliver a healthy baby, including: taking her antiretroviral medications on time each day;
attending all of her obstetric and HIV care appointments; finding a pediatric care provider; and
sticking to her birth plan to deliver at her chosen perinatal HIV care center.

With the help of their case manager and their care team, each PACPI client creates a birth plan so
she and her care providers will be prepared when labor begins. One key aspect of the birth plan is
listing the hospital where the woman plans to deliver her child.

In Illinois, there are six perinatal centers whose labor and delivery departments are especially
equipped to care for pregnant women with HIV. Even if a client is referred late in pregnancy and
has received little care, administering antiretrovirals during labor and to the infant after birth can
reduce transmission risk by 10%. Staff and resources are in place at these hospitals to help an HIV-
positive woman deliver safely and with treatment for her newborn. These centers are:

Ann and Robert H. Lurie Children's Hospital of Chicago, Mt. Sinai Hospital,
Northwestern Medicine, Ruth M. Rothstein CORE Center, Rush University Medical Center,
University of Chicago Medicine, University of lllinois Medical Center

When HIV-positive women do not deliver at their planned hospital, there is a risk that they will not
receive the timely HIV medications they need before and during delivery. Another reality is that the
woman may be conflicted about disclosing her status to a doctor and medical team with whom she
is unfamiliar, especially when labor is progressing.

Delivering at the planned hospital is important to any expectant mother who has made a birth plan.
For a woman with HIV, it could be the factor that prevents her child from being born with HIV.

In 2013, 91% of PACPI’s clients delivered at their planned hospitals, 94% of babies born to PACPI
clients received antiretroviral medication at birth, and 96% of newborns born to PACPI clients
received antiretroviral prophylaxis for the next four to six weeks, as prescribed.

Pregnancy is a strong motivator to get healthy. Tamara had reduced her viral load to an
undetectable level by taking her antiretroviral medications at the correct time each day and
she attended all of her medical appointments for the duration of her pregnancy. Her delivery
was without complications and Angel was born healthy and has not tested HIV-positive.

However, once Angel was born, Tamara didn’t want to continue to go to her own medical
appointments. She was tired and overwhelmed enough waking up several times each night,
not to mention giving her newborn his antiretroviral medications. It took extra
encouragement and creativity by her case manager to attend all the obstetric, pediatric, and
HIV care appointments but Tamara was responsive and attended most appointments thanks
to their good relationship.
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Throughout most of her pregnancy, Tamara had been living with her aunt and other cousins
but she knew it would not be a stable home for a newborn. Before Angel was born, she asked
her case manager for help with finding a place to live and was able to apply for a one
bedroom apartment in a building that welcomed other women at similar places in their lives.

What does housing really mean to PACPI moms?

Housing means the living situation each person is in, or what kind of temporary or permanent
residential location they are staying in. For PACPI clients, or PACPI moms as we often say, we
allocate a housing status using the same categories used by the lllinois Department of Public
Health. People who have always had a home to live in don’t often think about it, but all of our
clients are low-income and finding stable housing can be difficult on your own.

Thirty-seven percent of our clients have a rental unit which demonstrates a level of autonomy
and self-sufficiency. Another 37% of our clients are living with family or friends. This housing
status sounds good but the reality of living in someone else’s home can be difficult, especially
later in pregnancy or after the baby is born. Both mom and newborn need to be in a healthy and
stable home which means away from smoking or other harmful activities as well as with a
certainly that they won’t be kicked out at a moment’s notice.

In 2013, eleven women were either homeless, in transitional housing like a halfway house, or in an
institution for treatment of addiction or mental health. These are also unstable living conditions.
Institutional housing and transitional housing is safe but temporary. Homelessness is unsafe and
unhealthy and PACPI case managers do everything possible to move clients off the street and to a
safe place for the good of mother and baby.
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Tamara showed great improvement after she adjusted to being a new mom and exited the
program when Angel was six months old. PACPI followed up with Tamara three months later

to ask about her health progress and offer support through encouragement and any
additional referral we could make.

Follow-Up Pilot Project

Retention in care frequently drops among our case managed clients after they exit the program,
usually around six months postpartum. We know there are numerous reasons why women do not
stay connected to care, especially for their own health, but we wanted to hear straight from the
clients themselves and encourage them to continue healthy habits they practiced in our program.

The follow-up pilot project began in 2013 as a way to assess connection to care after leaving the
program by following up with exited clients at three-month intervals. This program was possible
thanks to interns from the Adler School of Professional Psychology and continued into 2014.

Former PACPI clients like Tamara who are reachable and willing to speak with us on the phone are
asked non-invasive questions and are eligible to receive a gift card which is drawn each month.
This pilot project has allowed us to begin evaluating the long-term impact of our program as we
consider new strategic directions in 2014.

When Angel turned one year old, PACPI sent a birthday card with a small treat for Tamara.
The birthday card project began in 2013, thanks to the Women’s Connections Committee of
the Metropolitan Club of Chicago. A group of club members gathered to create handmade
cards to send to PACPI moms on their birthdays. Participants also donated gift cards for us to
include in the cards as a special surprise for moms and as an encouragement from PACPI.
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Meet Sara.

Sara is thirty-two and came to the United States as
a refugee when she was four months pregnant. Sara
and her husband moved close to a relative but they
live in a suburban neighborhood and Sara cannot
drive.

Sara did not seek out medical care because she is
not confident in her English language skills and she
is still intimidated by the public transportation system. When she went into labor, her
husband took her to the closest hospital. Because Sara was not seeking prenatal care, she did
not have an HIV status on file and emergency room staff did a rapid test which revealed that
Sara is HIV-positive.

Rapid Testing in Illinois Hospitals

The rapid HIV antibody test is a screening test requiring only a small blood sample to detect

antibodies to HIV, which can be collected and processed within a short interval of time (under 60
minutes). Rapid HIV tests allow for preliminary diagnosis and treatment of HIV in labor for women
who have no documented HIV status at time of delivery. It is important for a pregnant woman who
does not know her status to accept a rapid HIV test because it is possible to pass HIV to the baby
during pregnancy, during childbirth, or through breastfeeding.

The rapid testing program began in 2004 to assist hospitals in implementing rapid HIV testing in
labor and delivery units, as stipulated by the lllinois Perinatal HIV Prevention Act. Currently, every
birthing and non-birthing hospital in the state submits a monthly report detailing deliveries, HIV-
exposed births, and rapid HIV testing of delivering women and infants born without a documented
maternal HIV status. PACPI collects these reports from approximately 172 hospitals each month.

Rapid testing data allows us to work with our partners and with statewide hospitals to identify gaps
in the system and measure our efficiency as a state to be sure every woman and baby pair have a
known status before being discharged from the hospital.

In 2013, PACPI collected data on 150,818 delivering women in Illinois. A total of 99.99% of mother-
baby pairs had an HIV status documented at discharge. A woman can opt out of the test but she
cannot opt out for her baby if her HIV status is unknown. In this case, the baby is rapid tested for the
mother’s antibodies, with a confirmatory test, if needed. 6,367 women who do did not present with
a documented status (4.2%) accepted a rapid test on delivery where three of those women were
later found to be confirmed HIV-positive through confirmatory testing. 31 women were either
missed for testing or declined testing and of those, one infant had a rapid positive test which was
later confirmed positive.
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The attending physician called PACPI’s 24/7 lllinois Perinatal HIV Hotline for guidance, and
was connected to a Maternal Fetal Medicine fellow to ensure a safe delivery for mother and
child. The Hotline offered to arrange for a PACPI case manager to meet the mother at the
hospital and provide ongoing support and services to manage with her newborn and HIV
diagnosis.

These immediate services will help Sara care for her HIV-exposed newborn, cope with her HIV
diagnosis, and decrease the chances of her newborn becoming HIV positive through
education and encouragement about bottle-feeding and medication adherence.

24/7 lllinois Perinatal HIV Hotline

The 24/7 lllinois Perinatal HIV Hotline was established in 2003 to provide access to immediate
medical and social service consultation for the care of pregnant HIV-positive women around the
clock. The Hotline provides real-time HIV medical consultation for perinatal care providers and social
service providers for immediate linkage of newly diagnosed pregnant women to HIV and obstetric
care. Hotline staff actively collaborate with PACPI staff to provide follow-up of rapid HIV testing in
labor and delivery units and perinatal HIV enhanced case management services.

Calls to the Hotline in 2013 (189 calls) were consistent with calls in 2012 (190 calls), but this year
relevant calls accounted for a growing proportion of all calls — 90% as compared with 71% in 2012.
Relevant call inquiries include: rapid test reports, consults, referrals to medical care and case
management, and perinatal HIV specific questions as opposed to general HIV information requests.

35% of client referrals to PACPI were from the Hotline in 2013 (see figure below).

The Hotline is housed at Prentice Women’s Hospital of Northwestern Memorial Hospital and is
funded by the Illinois Department of Public Health.

PACPI Client Referrals

39 3%

B Primary Care M 24/7 Hotline o Lake County Health Department m Self @ Other
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More demographic information on PACPI clients served in 2013:

PACPI Clients by County

» 3941% 1% 1%
0

H Chicago B Lake County H Cook County Suburbs
H Will County B Dupage County i Kane County
i Kendall County McHenry County

PACPI Clients Race/Ethnicity

2% 1%

H Black B White M Hispanic & Mixed & Asian

PACPI Clients Age

H13-19 m20-24 m25-29 m30-39 w40-49
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PACPI 2013 Financial Reports

1% Expenditures

B Program Service Expenses Management & General Expenses
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PACPI gratefully acknowledges our many donors, whose contributions are critical to sustaining

PACPI’s successful perinatal HIV prevention and care programs. We acknowledge the following donors

for their gifts made between January 1, 2013 and December 31, 2013.

GOVERNMENT, CORPORATIONS, AND FOUNDATIONS

$100,000+

lllinois Department of Public Health

$50,000-599,999
Centers for Disease Control and Prevention
DraftFCB, Inc.

Healthcare Foundation of Northern Lake County

$5,000-$14,999
Keith Haring Foundation
TJX Foundation

MATCHING GIFTS & EMPLOYEE GIVING
CAMPAIGNS

AbbVie Inc. Employee Giving Campaign

Ameriprise Financial Employee Giving Campaign

GE United Way Campaign

Merck Partnership for Giving
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$1,000-$4,999

Simon Blattner Family Foundation

$0-$1,000

Andie K Global Design LLC
Interpublic Group

Macy's Foundation

Your Cause

GIFTS IN-KIND
AbelsonTaylor

AIDS Foundation of Chicago
Donna Baptiste

Isisah Duckworth

Kate Lowenstein

Edward Negron
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INDIVIDUALS and COMMUNITY GROUPS

$5,000-$9,999
DIFFA Chicago

$1,000-$4,999
Chicago Spirit Brigade
John Mark Horton
Daniel Johnson

John and Cheryl Seder

Susan H. Socher

$500-$999

Susan E. and Simon J.
Blattner, IlI

Patricia Garcia

Melissa Gilliam and William
Grobman

Women's Connections
Committee of The

Metropolitan Club

$100-$499

Kersti Azar

Thomas Alexander Berbas
Douglas Chilcott

Jaime Dircksen
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David W. Ellstrom
Janine Hoft

Hugh Horan

David and Anne Isaacson
John Joseph Maciejewski
David Ernesto Munar
Robert Novasel

Michelle L. Fried and Melissa
Roderick

David Stanford

Lloyd Van Dyke

Fredric M. and Lynne C.
Weber

Jo Anne Willis

$0-99

Peggy Baker
Shawn Barley
John Bartlett
Joe Bavone
Robert Brown
David Campbell
Barbara C. Coats
Dawn D. Croach

Melissa Davis

Andrew Deppe

Suzanne Donovan
Barbara Egel

Ryan Finn

Gwynn V. Fulcher
Nicole Garneau
Jason Garner

Martin H. Hansen
Cesar Iglesias

Sarah Jolie

Laura Jones

Andrew Klamm
Simone Koehlinger
Dan Lakin

Jeffrey K. Lemerman
Nathan Linsk
William and Laurie S.
McCarthy

Martha Heine Mclntyre
John and Ann McMillan
Stephanie McMillan
Alla Miroshnychenko
Beth O'Neil

Dedra Ooten

John Peller
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Margaret Power
Abigail Rajasekhor
Brandon Rifkin

Kathy and Kurt Roderer
Marlo E. Rodriguez
David M. Roesler

Ronald Saunders

Barbara Schechtman
Keith and Flo Shulman
Abigail Silva

Amy C. Statton

Anne Statton

Cooper Talbot

Benjamin Toby

Edgar Torres

Brett Walley-Saunders
Leslie Wallin

Rogeria L. Westbrooks
Jeffrey Wright

Team PACPI AIDS Run & Walk Chicago Contributors

Jennifer Abernathy
Amy Ahner

Julie Aleksiewicz
Janet Alexander
Gail Alfred

Laurie Ayala
Gregory Baines
Peggy Baker

John Bartlett
Janene Bea
Megan Benish
Benjamin Bennett
Dolores Benton
Jody Bergstrom
Simon Blattner
Patricia Brummet
Steven Burnap
Jeffrey Carter

Jane Chaffee
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Phyllis Chong

Susan Cohn

Dana Deane

Marylou Deardorff
Sarah Deardorff-Carter
Sam del Rosario

Bryna Delson

Chris Dier

Tiffany Dircksen

Jaime Dircksen

David Dircksen

DeLeon Duckworth
Eric Fins

Francesca Florey

Sarah Fodor

Aaron Frank

Audrey Franklin

Matt Freedman
Robbie and Donna Fulks

Patricia Garcia
Elaine Goldstein
Debbie Goldstein
Nancy Goldstein
Suzanne Goldstein
Sarah Goodman
Cathy Gray

Paul Grossberg
Sean Grossberg
Marlana Haig
Anita Halvorsen
Julie Hausheer
Paul Hoover
Hugh Horan

Sara Hunt

David Isaacson
Daniel Johnson
Roberta Klamm
Stephen KIiff
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Mary Kurz

Laura LeBlanc

Marc Linne

Luis Lopez

Emily Mailey
Marylen Marty-Gentile
Eric Mathiasen
Laurie McCarthy
Stephanie McMillan
Zane McMillan
Gina Metelica
Nicole Miller

Mark Mitchell
Brianne Moon-Mayhew
Dominic Moore
Arthur Moswin
Erica Nelson
Cristine Noll
Martha Norrick
James Null

Ina Owens

Mary Ann Phillips
Jim Pickett

Heather Pines

Judith Popovich-Fishbeck
Virginia Reising
Belinda Richardson
John Ridings

Lucy Rios

Kathleen Roderer
Norma Rolfsen
llana Rosen

Sophie Rosen
Melissa Rothberg
Danielle Rue

Myra Sabini
Michael Sandler
Barbara Schechtman
Donna Schelby
Diane Seder
Robert Seder

Tal Seder

Elizabeth Seltzer
Marc Serber

Emet Shifrin
Abigail Silva

Diana Slickman

Susan Socher

Yvette Soto
David Stanford
Amy Statton
Anne Statton
Wendy Steinberg
Rachel Stern
Sara Styles
Dorothy Tatelman
Mark Tatelman
Berenice Tow
Vlad Vishnevetskiy
Damaris Walker
Nicole Walker
Takala Welch
Heather Wendell
Fosca White
Noah Winkler
Pamela Wolfe
Amy Wong

L. Yang

Chien Yuan

Isabel Yuan
Jasmine Yuan

Ben Zee

Every effort has been made to ensure the accuracy of our donors. If your name has been misspelled or omitted,

please accept our sincerest apologies and direct your requests to development@pacpi.org or 312-334-0972.

PACPI 2013 Board of Directors

Dr. Daniel Johnson, Chair

Barbara Schechtman
Simon J. Blattner 1|

Jaime Dircksen
Dr. Patricia Garcia
Dr. William Grobman

Gina Metelica
David Munar
Anne Statton, Executive Director

Remember to follow us on social media for pregnancy, HIV, and program updates.

And sign up for our e-newsletter by visiting www.pregnantandpositive.org.
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