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An ambassador for awareness
Local teen inspires, educates thousands with her personal story of growing up with HIV
By ALEXANDRA LUNDAHL

ST. PETERSBURG – The two girls laughed
as they got to the end of the drink they were
sharing, slurping up the last few drops. The
slurping caught one of the girl’s father’s atten-
tion. Instantly angry, he grabbed the drink
and threw it in the trash.

“You’re done,” he said.
The girls looked at each other. That was

weird, they agreed.
The next day in their sixth-grade class, the

little girl with the angry father ran up to her
friend and hugged her for nearly 10 minutes,
all the while sobbing. Her friend, Janice, had
no idea what was wrong. Janice went home
that night and asked her mom about it.

That’s how she found out. Janice has HIV. 
Her friend’s father knew that Janice and her

mom have HIV, and that night he told his
daughter why he was upset about the girls
sharing a drink.

“Janice has AIDS,” he said. (Which is false,
Janice now points out. And one cannot pass
the virus through saliva, so there was no risk
in sharing a drink.)

The information was a shock for both girls.
“Being 11 years old, you don’t really know

what to do with that information,” Janice said,
now 18 and from St. Petersburg. “So I kind of
just put it to the back of my head and didn’t
do much with it and kept it a secret.”

Until that point, Janice thought all the med-
ications she took each day were for severe al-
lergies. After that, she and her friend talked
about it occasionally, but generally she did not
want to listen to her mother or her doctors or
have anything to do with it.

When Janice was in seventh grade, a faith-
based organization called More2Life came to
her school to talk about abstinence and STDs.
And HIV.

“They said that if you had HIV that you were
going to die,” Janice said. “That there’s no cure,
there’s no treatment, you were going to die. So
of course, being somebody who doesn’t listen
to their doctor and doesn’t pay attention and
doesn’t really want to be involved in this sits
there and goes, ‘Oh my God, I’m going to die.’” 

Janice ran from the assembly and cried so
hard that her mom had to pick her up from
school. Her mom called to yell at the More2Life
organization about being misinformed and giv-
ing out inaccurate information.

“It took me a few days for mom to convince
me that I was going to be okay,” Janice said.

Even after that, it wasn’t until high school
that Janice decided that she should learn more
about the virus. She began talking to her doc-
tors and slowly telling her friends that she has
HIV. But it wasn’t until this past year, her sen-
ior year at Admiral Farragut Academy, that she
decided she doesn’t care who knows. At that
point, Janice created a new Facebook page,
posted a blog there about living with this
virus, and she traveled to Washington, D.C.,
for an HIV/AIDS event. There she met repre-
sentatives from the Elizabeth Glaser Pediatric
AIDS Foundation who were blown away by
Janice and her story. Soon, they contacted
Janice and convinced her to become an am-

bassador for the organization, traveling around
the country speaking about her story,
HIV/AIDS, and educating people about the
virus.

When Janice talks to groups, she always
tells her personal story.

“Basically, I was born with HIV,” Janice
said. “I really don’t know how my dad got it.
He transmitted it to my mom, and I contracted
it through the birth canal. When I was about 4
years old, my dad got sick. We really didn’t
know what was wrong with him. They said
there was a brain cloud on the MRI and it
would go away with medication.”

But after going to doctor after doctor, no one
could figure out what was wrong with him,
and no one could make him get better. They
took him to neurologists, they did a spinal tap,
but all they could say was there was a cloud
on his brain, said Melissa, Janice’s mom. “His
speech was faltering. It looked like he had a
stroke,” Melissa said. “He’d pick up something
and put it down and not know what to do with
it.”

Finally they took the MRI image to an indi-
gent hospital in Atlanta, where they lived at
the time. Immediately the doctor knew.

“He took one look at it and said, ‘Oh, he’s
dying. He has AIDS,’” Melissa said.

HIV, or human immunodeficiency virus,
leads to AIDS, or acquired immunodeficiency
syndrome, which is a condition of progressive
failure of the immune system. Opportunistic
infections prey upon this vulnerable state, and
that is what people with AIDS ultimately die

from if they did not get suppressive drugs that
their bodies accepted when they still had HIV.
Often a very specific type of pneumonia preys
upon people with AIDS, and that is a sure sign
that someone has the virus. Unfortunately,
Janice’s father presented with PML, or pro-
gressive multifocal leukoencephalopathy,
which is much rarer and did not signal doctors
to test for HIV/AIDS. PML is a rare and usual-
ly fatal disease that causes progressive inflam-
mation of the white matter of the brain.

“What’s upsetting to me is that all the other
doctors that my mom went to didn’t test him
for HIV because he was a middle class white
American family,” Janice said with tears in her
eyes. “He had money, he had a job, he had a
nice family, and they didn’t even think to test
him. They tested him for everything else except
that. Because he didn’t fit the stereotype. And
it’s wrong. The only way they used to test peo-
ple was if you were gay or a minority because
that was the more common people to have
HIV, and that’s just not the case anymore.
That’s another stigma that we’re trying to get
rid of as much as possible so it’s not labeled as
a homosexual disease because it shouldn’t
be.”

It was November of 1998 that doctors finally
figured out what was wrong with Janice’s dad.
But even that was all confused.

“Things took much longer then than they do
today,” Melissa said. “Now they can swab your
mouth and look, and they know in 15 minutes
(if you have HIV.) But they used to have to
take blood and blood and blood and they had

to send it to California, and you’d have to wait
for like two weeks for the results to come back.
It took forever.”

Their answers kept changing, too. First the
doctors thought he had HIV but would be
okay. Then they said, no, he actually has full-
blown AIDS, but with medicine he will still be
okay. Finally, no, they’re sorry, but he has
PML, full-blown AIDS and is going to die.

Back then, the Internet was still new, and
Melissa didn’t have access to easy information.
She was scared. After they got her husband’s
results, Melissa realized she needed to get test-
ed, too. It was a painful wait and tedious pro-
cess. She couldn’t go to her regular doctor, she
said, because if insurance companies saw that
she was getting tested for HIV, she ran the risk
of being immediately dropped from her plan.
So she had to go to a free clinic, but it was
only open certain days a week. And then there
was still the two-week wait for the results to
get back from California. Meanwhile, her hus-
band was dying.

Finally, Melissa got her results. She was
HIV-positive, too.

She had to test her daughter. Everyone
agreed that Janice had to get tested. But she
was 4 years old, and no one tested children at
the time. Finally the guy at the clinic told
Melissa to bring in Janice but not to tell any-
one because he wasn’t supposed to test her.
Janice tested positive as well.

Opportunist infections are the real risk with

Photos courtesy of MELISSA AND JANICE
At left, Janice, 18, travels the country as an ambassador for the Elizabeth Glaser Pediatric AIDS Foundation, speaking about growing up with HIV. At
right, from left, Jake, Sally, Cristina, Janice and Miraya show off airbrushed tattoos of HIV/AIDS ribbons. The teens were in California for the Elizabeth
Glaser Pediatric AIDS Foundation’s “A Time for Heroes” fundraiser. Janice had the honor of speaking at the event about her experience growing up
with HIV.

See AMBASSADOR, page 15
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HIV/AIDS, and at the time there weren’t a lot of drugs to fight
the virus. Often doctors waited to put people on medications
until they thought it was necessary, Melissa said. Fortunately,
at the time she was diagnosed, Melissa was healthy. Janice,
however, was more compromised, so they started her on medi-
cation.

“About two or three weeks after Janice started her medica-
tion, she got a raging case of chicken pox,” Melissa said, “She
was hospitalized for a week. That was her opportunist infection.
And the doctor told me flat out that had she not been on her
anti-retrovirals for about a month, she would be dead. So (my
husband) is in the hospital dying, and she’s in the hospital
dying, and I’m sitting there going, ‘oh my God.’ It was a very dif-
ficult time.”

There was nothing to do to save Melissa’s husband. After he
died, Melissa and Janice moved to Florida to be closer to Melis-
sa’s parents. Melissa’s doctor told her not to tell anyone that
they have HIV. It wasn’t safe. There was still a lot of stigma at-
tached to the disease. Although Janice is now open about her
HIV, Melissa still carries with her the stigma of her generation
and requested that only their first names be used for this arti-
cle.

Melissa has seen the stigma first-hand, beginning when her
husband was in the hospital.

“The nurses would come in with head-to-toe gowns and for-
ceps and gloves,” Melissa said. “You would think a nurse would
know better.”

It was this history of stigma and fear that led Melissa to keep
their virus a secret, even from Janice for so many years. That
secret was kept for many years until Janice began to talk about
it to her friends and then the Elizabeth Glaser Foundation
found her.

Elizabeth Glaser, wife of actor and director, Paul Michael
Glaser, founded the Elizabeth Glaser Pediatric AIDS Founda-
tion. Elizabeth contracted HIV from a blood transfusion in
1981 after she gave birth to her first daughter, Ariel. She did
not know she had the virus until 1985, when her daughter
suffered unexplained illnesses. Ariel had gotten the virus from
her mother through breastfeeding, and her younger brother,
Jake, born in 1984, got HIV from the birth canal. Ariel eventu-
ally died from AIDS because at the time there was very little
known about the disease, there were no treatment options,
and even after that, there was very little known about how to
treat HIV in children.

Elizabeth developed the foundation to help fight for more re-
search and help for pediatric HIV/AIDS, and she was instru-
mental in raising public awareness and getting funding for
pediatric HIV drugs and researching mother-to-child transmis-
sion. These days, doctors can reduce the risk of mother-to-
child spread of the virus to less than 2 percent. According to
the foundation, the most effective method is through lifelong
antiretroviral therapy. Another option is a simplified drug
treatment for the mother starting in early pregnancy and then
her infant immediately following delivery. Avoiding breastfeed-
ing also protects the children.

According to the United Nations, the use of ARV drugs has
averted about 200,000 new HIV infections in children over the
last 12 years, but only 53 percent of HIV-positive pregnant
women worldwide are receiving this intervention. There are
33.3 million people in the world with HIV – 15.7 million of
those being women – and in 2009, 2.5 million of the total
number were children, according to the foundation. More than
1,000 children become infected with HIV each day, even
though most of these infections are preventable.

With education, testing, and proper treatment, there can be
a new generation of children where no one has to be born with
HIV, and that is the goal of the foundation. One of the ways it
strives for this goal is through its ambassador program, said
Gary Karton, communications officer and head of the ambas-
sador program for the foundation. The program is made up of
volunteers of children and young adults, who are infected with
HIV, and they travel the country talking about their experi-
ences and giving correct facts about HIV/AIDS, he said. The
foundation quickly recruited Janice to join them as an ambas-
sador.

“Janice is amazing,” Karton said. “All the ambassadors are
amazing, but Janice – it takes about a second to see how moti-
vated she is to get involved and want to help. She’s fearless in
telling her story and being honest about her story, and that’s
not easy. But she can make everyone around her feel real
comfortable about it, which makes her come across as gen-
uine. She speaks from the heart, and because of that, people
really respond to her.”

This work is critical to eliminating pediatric HIV, Karton
said, because it educates people and gets more people in-
volved. If people have accurate information, they can make
better decisions and take charge of their health, whether they
are HIV-positive or not, and it helps reduce stigma surround-
ing the virus.

“We can make sure children do not have to go through the
same challenges that she has,” Karton said.

Last year, fewer than 200 babies in the United States were
born with HIV, Karton said, and that is largely due to work
done by organizations such as the Elizabeth Glaser Founda-
tion. But they want to spread these medical advances and in-
formation to the rest of the world, especially in places such as
Africa where there is an AIDS epidemic.

Right now, Janice is an ambassador throughout the United
States. She has spoken to a large gathering of workers at the
Elizabeth Glaser Foundation in Washington, D.C. She has
spoken in front of about 1,000 people in California. And in
February she was the keynote speaker in front of about 400
students at a school in Maryland. A student from the school
had spoken at Farragut Academy about her community serv-
ice work with people with AIDS, so Janice reached out to her
and talked about both of their situations. The student con-
vinced Janice to come to Maryland to be their keynote speaker. 

Janice shadowed the high school for two days first, and
though the kids knew Janice was the keynote speaker, they
had no idea what she would talk about.

“And I had people coming up to me during class, saying,
‘What on Earth could you possibly be speaking about? I’m so
confused as to what you could be speaking about. You’re an
amazing person, you’re awesome, you’re fun, there’s nothing
wrong with you,’” Janice said.

That was the point.
Janice wanted the students to realize that she is a normal,

outgoing teenager just like the rest of them. And yet, she has
HIV. It is real. It’s not some abstract concept that only people
on TV have to deal with. Real people can get it. And they could
be the people you sit next to in class each day. She wants peo-
ple to make smart decisions in their lives to protect themselves
from contracting HIV, and yet she wants them to know that it
is not necessary to be afraid of or shun people with HIV. They
can lead normal lives like her.

Janice started a youth group here in Pinellas County with a
focus on HIV/AIDS, and is starting one at her college now, too.
She wants people her age to be more aware.

At freshman orientation, older students put on a skit to il-
lustrate what they want to avoid getting into in college. The
skit ended with a young man who contracted HIV. Afterwards
he ran on stage and said he actually had the virus. It was a
gag, Janice said, but she had believed it. Her fellow freshmen
had not, however. That angered her.

“I had people I had just made friends with going, ‘That does-
n’t happen,’” Janice said. “I was like, ‘yeah it does guys, shut
up.’”

The students broke up into small groups where anything
they said was safe within the group.

“I broke down and was like, ‘It does happen. I was born with
it,’” Janice said. “I couldn’t sit there and have people I just met
be uneducated. If I could have, I probably would have gotten up
on stage and be like, ‘Guys, this does happen. This is reality.’”

This is one of the reasons why Janice is an ambassador.
Janice has a few goals when she talks to groups about

HIV/AIDS. She wants to tell her story and let people know that
this is real – it can happen to “normal” people. She wants to
show that people can live a normal life, that it is not a death
sentence anymore, and that people don’t have to be afraid of
those with HIV. However, she also wants people to take it seri-
ously. Sometimes people can get more complacent about the
virus, she and Melissa said, and are not as careful with their
decisions because they don’t think it can happen to them and
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See AMBASSADOR, page 16

Photos courtesy of MELISSA AND JANICE
Above, Janice, right, hugs one of her best friends, Cristina, in
California outside their hotel. They were there for the Elizabeth
Glaser Pediatric AIDS Foundation’s “A Time for Heroes” event.
Janice met Cristina when Janice was selected to go to Washington,
D.C., to help write the National HIV/AIDS policy for President
Barack Obama. Cristina is one of Janice’s role models.

Right, Janice got to travel to California for the Elizabeth Glaser
Pediatric AIDS Foundation’s “A Time for Heroes” and speak to
about 1,000 people about her experience growing up with HIV.
Here she poses for a picture in front of Billy Joel’s star because he
is her favorite artist. She said it was a “grand adventure” trying to
find his star.
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that even if they do get it, that there is medication they can
take, so it’s no big deal.

But it is a big deal, Janice said.
HIV is a super virus, Janice explained, which means that it

mutates to the specific person based on their DNA and can be-
come immune to medication because it gets used to the person
taking it all the time. When that happens, a person has to
switch medication.

“Eventually you’re going to run out of medication to switch to
because there’s just not a limitless possibility of medication,”
Janice said. 

Furthermore, the medications are extraordinarily expensive,
Melissa said. Each of their medications cost $20,000 a month,
she said. Plus, every three months Janice has to have blood-
work done, which is another $1,000. And the medications are
extremely hard on the system, so Janice also has some heart
problems and bone problems, so she has to see a cardiologist
once a year. There’s another $10,000. Ordinary insurance
therefore won’t cover people with HIV. For another year, Janice
is still on Florida Healthy Kids, but after that runs out, she has
to hope that she will finally be off the waiting list for federal
Ryan White funding for her medications. Right now she is on a
two-year waiting list for it.

The medications themselves can be extremely difficult. When
Melissa and Janice first started treatment, they were taking 48
pills a day. One time, Janice had to take medication every four
hours mixed with a carbonated drink, but her body rejected it
and every four hours she would throw it back up. Now they are
down to one, but that treatment will not work for everyone, plus
it is incredibly potent.

“With the medication we are taking now, with this one pill a
day, it’s so harsh on your system so that the first 10 days that
you’re taking it, your body breaks out in a head-to-toe rash, and
it hurts,” Janice said. “It’s horrible. It’s like chicken pox and
shingles all over your body and you can’t do anything about it.
You can’t even use anti-itch cream and it’ll be okay. It sucks.
But if you have it over that 10 days, that means your body isn’t
going to accept this specific medication and you can’t take it.”

Other options are medication “cocktails,” which mix a few
different kinds of drugs together to make them more potent and
more effective for different people. But if someone is immune to
one part of the cocktail, it won’t work so they can’t take it. For
some people, the side effects of the drugs are so bad that they
decide it isn’t worth it and they give up.

“That’s how you lose your battle,” Janice said.
Janice had wanted to apply to the Naval Academy, but she

was told not even to bother. The military does not accept people
with HIV. So instead, she is attending college and plans to

major in international relations and public health. She wants to
do this work for the rest of her life. She would like to work for
the World Health Organization or the Elizabeth Glaser Founda-
tion and keep doing what she’s doing – telling her story, inform-
ing people, and helping eliminate HIV. She received a $1,000
Kohl’s Cares Scholarship for her excellence in education, com-
munity service and also her work for HIV/AIDS awareness.

“I inspire a lot of people, and it feels amazing,” Janice said.
“Just to know that somebody listens to what you have to say and
then they take it in and love you for it. I love that feeling when
someone tells me that I’m a strong person and I inspired them.”

Janice said she has been fortunate in that most everyone she
has told has responded positively. There is always occasional
negative feedback, but the positive outweighs it. Melissa has
not always shared her daughter’s experience.

“I come from a completely different generation, so I’m ex-
tremely uncomfortable with all of this ‘outing,’” Melissa said.
“But it is what it is. I’m extremely uncomfortable with it. As an
adult, I know I have received a lot more negative reaction than
Janice has over the years.”

Nonetheless, Melissa is proud of her daughter and the differ-
ence she is making around the country. Melissa calls Janice
her “little rock star” and knows she is doing important work.

Janice has a blog on the Elizabeth Glaser website. Search
“Janice” at www.pedaids.org.
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Fight breast cancer through a clinical trial found online
NEWSUSA – When Shirley Feigen-

baum was diagnosed with a rare form
of breast cancer, her future looked
grim. 

“From the little that I heard of
about inflammatory breast cancer,
which is what I had, the prognosis
was very bad,” Feigenbaum said. “I
did not expect to live more than three
months.”

That was four years ago. Today,
Feigenbaum credits clinical research
with saving her life. When she agreed
to take part in a clinical trial to help
future generations fight the disease,
she helped find a cure for her own ill-
ness as well.

People like Feigenbaum who volun-

teer for clinical trials are sometimes
called “everyday heroes” for their will-
ingness to try new drugs and medical
devices. But for many people, the
simple task of finding a clinical trial

can be overwhelming.
That’s why The Center for Informa-

tion and Study on Clinical Research
Participation (CISCRP) created
www.SearchClinicalTrials.org (SCT), a
new online resource that scans the
Web and compiles information and re-
sults from thousands of clinical trials
in one place. Developed by CISCRP in
collaboration with Fast Search &
Transfer, a prominent search-technol-
ogy developer, and ePharmaSolutions,
a renowned clinical services provider,
the free site helps users find clinical
research information quickly and easi-
ly.

With patient recruitment being one
of the biggest barriers to the timely

completion of clinical trials, SCT
helps bridge the gap between volun-
teers and the clinical research pro-
cess.

“SCT’s centralized database gives
users the tools they need to learn
about clinical research and its role in
the health of their family, their com-
munity and themselves,” said CISCRP
President and CEO Diane Simmons.
“It is our hope that SCT will help visi-
tors cut through the clutter of infor-
mation about clinical research and
find what they need to make informed
decisions about clinical research par-
ticipation.”

SCT users also will find easy-to-use
features that help narrow the search

for clinical trials by disease type and
geographic location and provide infor-
mation about trial sponsors, phases,
recruitment status and eligibility re-
quirements. Online links to current
medical news, plus a list of questions
to ask before volunteering, take users
through the first steps of starting the
clinical trial search.

“We believe SCT gives users a valu-
able tool for making informed deci-
sions about clinical research,”
Simmons said. “CISCRP is delighted
to make it available to the thousands
of people who search the Internet ev-
eryday for news and information
about clinical trials and clinical re-
search participation.”
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