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The killer.

Facts, stats and info on
Hepatitis C for prisoners



Dear Reader:

Hepatitis C virus {alzo called Hep Cor HCV for short), is a potentially
deadly virus that attacks the human liver and can cause mild to very
serious damage. It is an important health problem for everyone around
the warld, but is especially critical for people in prisons and jails.

HCV 15 different than many other diseases. Sometimes people wait
too long to seek help and it becomes difficult to treat the infection
effectively. Sometimes treatment just doesn’t work—but the good
news is that HCV treatment i improving, and more people can be
cured with new treatments.

While some people do not have symptoms, others feel tired, forgetful
and depressed. Most people don't develop liver problems for a long
time (sometimes over 20 years), Hepatitis C can be ¢leared, either by
a person’s own immune system or by medication, but not all cases
respond to treatment.

There are over 3 million Hepatitiz C infections in the United States
that’s more than triple the number of HI'V { Human Immunodeficiency
Wirus) infections — and the rates are growing. Since hepatitis C is
found in blood, it is very commaon among people who have ever shot
drugs, hormones or steroids with shared needles, or otherwise been
exposed to someone else’s blood (like through tattocing). Because
HIV is also transmitted through blood. there are a lot of people who
have both diseases (called co-infection). Information about HIVY
HCV co-infection is included a little later in this booklet.

The staff at the Center for Health Justice who created this booklet
(many of us former prisoners ourselves), along with our HCV expert
Tracy Swan, want you to have up-to-date information about HCV so
you can protect voursell against infection, or get help and treatment
if you are already infected.

HCV is harder to transmit sexually than HIV, and certamn sexual
activities carry more risk than others... but it can happen. Most
importantly, you should know that in California, state prisoners have
a right to be tested and treated for HCV, That's good news because
HCV can sometimes be cleared from the body without treatment
unlike HIV). Whether vou have HCV or not, or regardless of how
much time you are doing in jail or prison, this information is important
for you to know. We hope that vou will find this booklet helpful and
share it with athers — inside, and out.
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FACTS

According to the World Health Organization, more than 170 million
people have been infected with the hepatitis C virus (HCW).

HCV is spread through direct contact with blood from an infected
person.

B [nthe U.5., at least 3.7 million people have been infected with HC'V,
B HCV rates are high among people in prisions and jails (31% to 50

of people in prisions have HCV).

In the US., as many as one-third (or at least 300,0000) of all HIV-
positive people are co-infected with HCW.

There is no vaccine available to prevent HCV infection.
HCV can be treated. but treatment doesn’t always get rid of the virus.
There are many new HCV drugs in clinical trials.
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What Is The Liver,
And Why Is It Important?

The liver is the body's largest internal organ, on the right side, underneath
the ribs. The liver works as the body’s filtering system and processing

Mani. Everything a perzon eats, drinks, inhales and all drugs (prezcription,
over-the-counter and illegal), herbs, and vitamins pass through the liver,

The liver:

Filters toxins and waste from the bloodstream
Stores vitamins, minerals, and iron

Converts nutrients from food into
ENETEY

Helps to regulate levels of sugar
and hormones

Produces cholesterol

hakes bile, which is necessary for
digestion

Produces hormones to make platelets, which help make blood clat.

HEPATIC VEIN
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What is Hepatitis?

Hepatitis 1z a general term, meaning liver inflammation (swelling):
hepat=liver and itis=inflammation, Different things may cause the
liver to become inflamed: heavy alcohol intake, inhaling toxic fumes,
infections and viruses. Some of these are called viral hepatitis. There
are several different hepatitis viruses (A, B, C, D, E, and G), They were
named alphabetically in the order that they were discovered, The most
commaon ones that impact people in the United States are A, B, and C
(and sometimes D and E). Although this booklet focuses predominantly
on Hepatitis C, we also thought it was important to talk about the other
hepatitis viruges too. Here are some facts about the other hepatitis viruses:

FACTS: Hepatitis A Virus (HAV), Hepatitis
B Virus (HBV), Hepatitis D Virus (HDV), and
Hepatitis E virus (HEV)

HAV

B HAY iz not a chronic (lifelong) infection.

B HAY is found in feces (stool) of infected people; a person becomes
infected when feces from an infected person enters their mouth, HAY
15 often passed when food or water is contaminated with sewage, or
an infected person handles food without washing his or her hands
after using the bathroom, A person can get HAV from oral-anal sex
with an infected person {also known as imming) and rarely, from
blood transfusions.

® A person can only become infected with HAV once.

B HAY symptoms are: nausea, vomiting, diarrhea, fever, rash, fatigue,
jaundice {yellow skin and eyes), liver pain, dark brown urine. Some
people don't have any symptoms; older people are more likely to feel
gick from HAW.

B Some of the symptoms from HAY can be treated, but there is no
treatment that will cure HAV; it goes away by itzelf, usually within
two months,
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B HAY is very rarely life-threatening, but people with HCV are of risk
Sor liver failure if they become infected with HAV,

W There is a vaccine to profect against HAY.

HBV

B {anbecome a chronic infection in 3 to 6% of adults. HBY is more likely
to be chronic in persons infected at barth (90%), children between |
and 5 vears of age (3056 ) and people with weakened immune systems,
including people who are HIV-positive (30 to 90%).

® HBV is found in blood, semen, and vaginal fluid of infected persons.
Very small amounts of HBV have been found in breast malk and saliva.
HBY can be passed from mother to child, through shared injection or
tattooing equipment, unprotected anal, vaginal or oral sex, and from
shared personal care implements such as toothbrushes and razors,

B A person can only be infected with HBY once.

B About T0% of people have symptoms, such as nausea, vomiting,
appetite loss, fever, fatizue, abdominal and joint pain, liver swelling,
and jaundice.

® HBY can be treated {but not cured) with some anfiviral drugs and
interferon,

® Chronic HBV infection can lead to cirrhosis (serious liver scarring),
lver failure and liver cancer; 15 to 25% of chronically infected,

untreated people die from liver damage from HEV.
m HBY worsens liver damage from HCY.
B There is a vaccing to protect against HBY.

Hepahtua D Virus (HDV)

HDW 15 u-nl:.-' infectious to people who have HBY (but a person can
get both viruses at the same time; this is called superinfection.

m HDVY becomes chronie i about 10 to 20% of cases.

m HDV is found in blood, and can be transmitted by shanng injection
o tattooing equipiment, unprotected anal, vaginal or oral sex, and
from mother to infant.
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Syimptoms of acute HDW are the zame ag HBY, but they may start
suddenly and be severe. During acute HDV infection, there is a small
risk of liver failure (about 1% for people who got HBVY and HDV at
the same time, and about 5% in people who already have HBY when
they zot HDW ).

Some of the treatmenis for HBY may alzo be effective against HDW,

Chronic HDV infection may lead to serious liver damage, including
cirrhosis, liver cancer and liver failure; people who have both chronic
HBWY and HDV are at greater risk of these complications,

Being vaccinated against HBY will protect a person from getting
HDW.

Hepatitis E Virus (HEV)

Fare in the U5, HEY is more commaon in parts of Asia, Africa and
im Mlexico,

HEY iz similar to HAV in that it is not chronic (except in very rare
cases), vou can only be infected once; if has the same symptoms, but
is nod passed from person to person as easily as HAV.

People usually get HEV from contaminated food or water that has
been contaminated by sewage, but it can also be passed from eating
raw or undercooked meat from infected animals (such as pigs and
deer ) oor close contact with pigs, deer and monkeys, gorillas, apes
and other non-human primates (such as cleaning their waste),

HEVY is usually not serious, but can be life-threatening during
pregmancy, especially the third trimester.

There is no vaceine against HEV.

What is Hepatitis C?

Hepatitis C (also known as HCVY is a small virus that lives in blood. It
enters a person’s body through the bloodstream, and infects liver cells
(called hepatocytes). The hepatitis C virug (HCV) can have different
effects on people,
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What Happens to People Who Are
Infected?

Acute HCV

Bost people (30%) do not have any signs or symptoms when they first
get infected with HCY (this is called acude infeciion). but when they do,
the most commaon symptoms of acute HCV infection are nausea, fever,
feeling tired, and jaundice (yellowing of the eyes and skin).

Some people (between 15% and 25%) will clear HCV— withouwt
treatment — ugually within a few months after they are infected. This
is called spontaneows viral clearance. People who have spontaneously
cleared HCV remain antibody positive, but they don't have any HCV
virus in their bloosd. Unlike HIV, having HCV antibodies does nof mean
that a person is chronically infected with HCV (antibodies are proteins
produced by the immune system in response to a germ, virus, bacteria
or other pathogen that does not belong in the body).

Spontaneous viral clearance is more likely among HIV-negative people,
persons under 403, and women. African-Americans are less likelv to clear
HCW than Whites. Researchers have recently found a genetic difference
that helps to explain this, in a gene called IL-28B. Everybody gets one gene
from each parent, in this caze, a*C™ or a*T". This means that a person
will have a C/C genotype (most common among people with Asian or
white European ancestors), ora C/T genotype, or a T/T genotype (most
comman among African Americans). People with a T/T genotype are
less likely to spontanecusly clear hepatitis C, and less likely to respond
to interferon, which is used to treat HCY, People with a C/C genotype
are most likely to respond to infterferon, and people with a C/T fall
somewhere in berweei.

HCV treatment is more effective during the acute stage (the first six
months after a person gets infected) of HCV than duning chronic infection,
Usually experts suggest waiting for about 12 weeks after a person becomes
infected with HCV before starting treatment, since some people will
spontaneously clear HCV,
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Healthy

Cirrhosis

Chronic HCV

IFTHCY iz not gpontaneously cleared, then it becomes a chronic (lifelong)
infection. Although most people who have been infected with HCV have
chronic HCW, not all of them will develop serious liver damage. Lifestyle
changes — especially avoiding alcohol, or drinking as liitle as possible
— can reduce the risk of developing liver damage.

HCV does not directly damage the liver. It iz the immuneg sysfem’s
response to the virus that can cause liver damage. The immune system
tries to surround and separate HYC <infected liver cells to protect other
cellz from becoming infected. Ower fime, this creates liver scarring.
Although the liver can regenerate, it cannot reverse scarring, Mild-to-
moderate liver scarring 15 called fibrosis. More serious liver scarring,
making it difficult for the liver to function, is called ofrrfhiosiy.

About 20% of people with chronic HCV don’t have symptoms, and do
not develop liver damage. Others may experience:

B Symptoms (such as fatigue/depression), some liver damage

®m Fat in the liver {called steatosis; this can worsen liver damage)
B Liver scarring (fibrosis)
|

Serious liver scarring that makes it difficult for the liver to function
(cirrhosis],

About 20 to 30% of people with chronic HCV develop cirthosis, Often,
people don't feel sick until they have serious liver damage. It usually
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takes a long time for this damage 10 occur = arouind 15 to 40 years after
becoming infected. The signs and symptoms of cirthosis inclhuds:

Mausea

Appetite and weight loss

Swollen abdomen

Enlarged liver and spleen

Edema (fluid retention, causing swollen ankles and legs)
Ascites (abnormal build up of fluid in the abdomen)
Dark, cola-colored urine

Jaundice (vellowing of the skin}

Muscle weakness

Itchiness

More frequent bruising

Loss of sexual desire

Irregular menstruation

Impetence

Breast enlargement in males

Visible, spider-like blood vessels

sometimes, a cirrhotic liver is not too damaged to function; this is called
compensated cirrhosis, When the liver does become too damaged to
function (this is called decompensated cirrhaxis), a liver transplant is
necessary. In the United States, HCV-related liver damage is the most
common reason for liver transplants. In addition, each year, 1% to 5%
of people with HCV cirrhosis develop liver cancer,

Sometimes, people with HCV will develop liver cancer even though they
do not have cirthosis, although this is rate. Overall, between 8000 and
12,000 deaths occur each vear from complications of HCW,
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Co-Factors: What Can Worsen HCV
Infection?

HCV does not progress at the same rate in every person. Certain co-
factors increase the risk for serious liver damage. These include:

B Co-infection with HIY

B Drinking alcohol, especially more than four drinks (glazses of wine,
beer, shots or cockiails) per day. No one knows if there’s a “safe™
amount of alcohol for people with HCV

B (o-infection with chronic HBY
B Aging — HCV progresses more rapidly in people who are over 4
® Duration of infection; this may be related to aging, but the longer a

person has had HCV, the more likely that he/she will develop liver
damage

B Baing male

B Baing overweight may increase the risk for steatosis {fat in the liver,
which worsens liver damage from HCV,

How is HCV Transmitted?

HCW is transmitted by blood-to-blood contact: blood from a person who
has HCY must directly enter another person’s bloodstream for them to
become infected with the virus,

Before mid-1992, many people got HCV from blood transfusions and
blood products, but since then, the bood supply has been thoroughly
screened for HOW. The risk of gefting HCW from a transfusion or blood
products in the LS, is now almost nonexistent. Before 1987 — when the
risk was pretty much eliminated through viral inactivation procedures —
many people with hereditary Blood clotting disorders such as hemophilia
got HCV {and HIV) from their treatment with blood clotting factors,

Most new HCV infections result from injecting drugs, hormones, or
steraids with shared, unsterilized equipment. HCV i ten times easier
o get from shared needles than HIV. This is becausge HCV iz a much
smialler wvirus, and there is much more of it in a drop of blood. HCV is
hard to kill; for example, although bleach kills HIV, it is not as effective
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against HCV. Injectors who donn’t usually share syringes have become
infected with HCV by sharing cookers, cotton, measuring syringes, and
water with other users.

HCV can be transmitted sexually, but this happens far less often than
with HIV, Tiny amounts of blood may be present in semen and vaginal
fluid. Blood can be passed between sex partners, especially during rough
anal or vaginal sex, or sex with a woman during her period. Condom use
for anal and vaginal sex reduces the nsk of HOV infection,

Hepatitis C is more common in HIV-positive men who have sex with
other men {MSM). During the last decade, cases of sexually-transmitied
HCY have been reported among HIV-positive MSM in the ULS., Australia
and Europe. HIV can increase the levels of HCV in blood and semen,
s it is a rigk factor for sexually transmitted hepatitis C — thiz iz one
reason for higher rates of sexual fransmission in HIV positive men who
have sex with men. Other risk factors may be involved, such as group
sex, fisting, rough sex (also called “traumatic sex™ because tissues in the
body can tear), sharing gex toys, and non-injection drug use.

HCV iz more common among MSM, people who have more than one
sex partner, people who have another sexually transmitted disease (such
as genital herpes or syphilis), and sex workers, than the general public.

HCW is also more common among non-injection drug users than the
general public. Some experis think that sharing a straw 60 snort drugs
puts people at risk for HCV, because tiny amounts of blood may be on
the inside or owtside of the straw, and because the membranes in the
noze are very fragile. Others think that sharing a crack pipe may be a
risk for HCV because people may have blisters, burns, and sores on their
lips from smoking (and these may bleed). A person can lower his or
her risk for HCV by not sharing any drug paraphernalia {syringe,
cooker, cotton, measuring syringe, water, tie, straw or crack pipe).

Tattooing with shared. unsterilized equipment including ink and
inkwells — can be a nsk for HCV infection, as is shared, unsterilized
piercing equipment, Sharing manicuring equipment, toothbrushes and
razors also may be arisk for HCW, because there may be tiny amounts of
Mood on these personal care implements. Therefore, it is impontant that
people in prisons and jails do not share any personal items, It is safer to
wait until you are released to gef that tattoo. Tattoo and piercing shops
on the sfreet have safety procedures that they must follos 1o protect their
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customers. We can't say the same thing about jail tattoo and piercing
equipment.

HCV can be passed from a mother to her infant. Unfortunately, HCY
treatment cannot be used during pregnancy because ribavirin causes
birth defects.

By the way, HCV cannof be transmitted from sharing silverware, plates,
or glasses, sharing a bathroom with a person who has HCV, or by eating
food prepared by a person who has HCV,

Who Has HCV?

Most people who have HCY got it from sharing needles. As many as
0% of people who have ever injected drugs — even once — have been
infected with HC'W,

A nationwide sample reported that 1.6% of the LLS, population {almost
4 million people) have been infected with HCV. HCV is most common
among:

®m African-American men between 50 and 59 years old (13.6%)

B Prizoners {one study found that 34.3% of prisoners in California
correctional facilities had HCV)

® Homeless persons (30% to 40%).
® Current or former injection drug users {up to 90%4),

Liver Health

There are many things that a person who has HCV can do to support
liver health:

®m et vaccinated against hepatitis A (HAV) and hepatitis B (HBVY),
HAY can be life-threatening for people with HCV, and HBY makes
HCW progress more quickly.

B Drink less, or stop drinking alcohol — the less you drink, the better
it is for your liver. Alcohol speeds up HCV disease progression.

Sometimes drinking less — or not at all — is more impaortant than
treating HCV!

B Drink lots of water. it helps your liver to filter out waste and toxins.
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B When possible, eat less fatty, salty, sugary foods (these are hard on
the liver).

m Ask questions and get support — talk to other people who are living
with HCW,
® Avoid inhaling fumes from paint and chemicals,

B Obtain more information on HCY by calling the Center for Health
Justice Hotline collect at 213-229-0979.

HCV Antibody Testing

An HCY antibody test can show whether someone has been infected with
HCV {remember, anitbodies are little proteins created by the immune
system). A positive antibody test does pef mean that a person has ofrronie
HCWY — it means thaf they were infected with HCV at one time. People
who clear HCV without treatment will still have HOV antibodies in
their bBlood. A different test that looks for the actual hepatitis C virus
in a person’s blood (called HCY viral lead or HOV EMA) 15 needed fo
confirm or rule out chronic HC'V,

HCYV Viral Load (RNA) Testing

The amount of HCW in a person’s blood iz not related to the condition of
the liver, and it does not predict whether or not HCW will worsen over time,

HCW viral load testing is used to;
m Confirm or rule out chronic HOW,

B Help predict the response to HCV treatment,

B Measure response to HCV treatment, during treatment and six months
after completion of treatment.

HCV treatment 1s more likely to work for people with a low HCY viral
load. (A low HCV viral load is less than 400,000 international units
(written as [L/mL) per milliliter of blood — which is about a teaspoon ).

Once it has been determined that a person is chromically infected with
HCV (that is, has a detectable HCV viral load), there 15 no reason to
comtinue to measure a viral load unless treatment is started.
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How is HCV Diagnosed and
Monitored?

HCV Antibody Testing is recommeanded for-
B Anyone wha hes ever injectad drugs (even ance)

B Anyone treated with blood products belore 1987

B People wilh ary signs or symploms of Iver disease, such as jaundics or ekyaled
Itvar enzyme levels

Anyone wha gol a biood iranshusion of donor ongan bafore July of 1992

Aryone wha s HV positive

People on kidney dislysis

Aryone who has gotten attnosd with shared aquipment, including ink and infwells
(especigly prisonars)

Nofe: The HCV antibody ususlly shows up within 12 weeks affer infection,

v v

IF FOSITIVE: IF NEGATIVE:

HCV viral boad testing (HCY RMA): if the viral Ioad | | Fetest again in six months
fersl resull s “daleclable”, il means thal HEY inkclion arvd reduce of aliminats al
was found in your blood, and that your HGV infaction | [risky activifies,

i chinanic. IFEhe sl daes nal Tind any hepatilis G s
in your blead (called “undedecizble™), repeat the fesi
again in six monkhs. Both tests must be undelectable
b rube aurt chrenic HCW infiection

Mate: HCV RNA is usually detectabls within two
waeks after Infection,
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Liver Enzyme Levels
The liver panel is a group of blood tests that are part of a routine physical
Exanm.

MMeasuring the amount of two different liver enzyimes — ALT (zhort for
alanine aminotransferase) and AST (short for asparte aminotransferase )
— are part of the liver panel.

Liver enzymes seep into the bloodstream when liver cells are damaged
or dying. Liver enzyme level: can be higher than normal in people who
are faking certain medications {including some HIY drugs), in heavy
drinkers, people with viral hepatitis infection, during detox, and in other
situations. Often, liver enzymes will “seesaw™ in people with HCW, Liver
enzyme levels do nof reflect liver damage, or predict HC'V progression in
people with HCV, although a pattern of abnormally high lrver enzymes
over time can be a sign of liver damage, One in three people with HCV
have persistently normal liver enzyme levels, but zome of them do have
Irver damage.

HCV Genotype (or Viral Genotype)

A blood test can identify the viral strain (called genotype) of HCV that
a person has, There are af least six different HOV genotypes (listed in
the order that researchers discovered them), such as la, Ib. 2a, Zb. HCY
genotype does not affect the rate of HCV disease progression or the
amount of liver damage a person has, but the genotype is one of the most
important factors in predicting the response to HCOV treatment (regardless
of HIV status). In the LS., most people have genotype 1, which does
not respond as well to treatment as genotype 2 or genotype 3. The good
news is that most of the new drugs were made (o work against HCV
genotype 1, and it may be easier to cure in the future,

Some people are infected with more than one genotype of HCV; this is
called a mixed infection. A person can become reinfected with HCW.
People who are already infected with HCV may become infected with a
different genotvpe, which may make their HCV harder fo cure,
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IL-28 B Genotype (or Host Genotype)

A blood test can determing whether a person has the IL28 B C/C, CT
of T/T genotype. While it iz clear that people with a C/C genotype
are most likely to respond to treatment with pegylated interferon and
ribavirin, what happens when a person tries HCV treatment is also very
important—if a person is responding to treatment at 4 weeks (measurad
by an undetectable hepatitis C viral load), it is likely to work even if he
or she has a C/T or T/'T genotype. Nobody knows what the relationship
between host genotyvpe and response to the new HCV drugs is vet, but
researchers are working hard to find out. This testis still a research tool,
and is not generally used in the treatment of patients. This may change
as more 15 learned about it

Assessing Liver Damage

A liver biopsy is the only tesi thai reveals the grade (amount of inflammation
in liver tissue) and stage (amount of scarring and damage) of liver disease.
During a liver biopsy, a needle is quickly inserted into the liver, and it
draws out a sample of liver tissue. Usually, people spend a faw hours in
the hospital after a liver biopsy because there is a small risk of internal
bleeding and complications. A liver biopsy can be painful; it's a good
idea to discuss options for pain medication and talk to people who have
had one.

Although a biopsy is considered the best way to check the condition of
a person’s liver, it is not perfect. Sometimes the sample of liver tissue
15 too small, sometimes it is taken from a part of the liver that is less
of more scarred than the rest, and sometimes the perzon looking at the
sample {called a pathologist) can make an error,

More and more, doctors are using other tests, either in addition to, or
instead of a liver biopsy to check for liver damage. These do not provide
ag much information as a biopsy, and they are not good at identifying
mild-te moderate liver damage — they are better for detecting cirrhosis.
Some of these tests are not yet available for use in the United States,

Although these tests do not provide as much information as a biopsy,
they are less invasive, cheaper, and less painful. These texts either use
ultrazound fechnology to see how stiff a person’s liver is, or they are a
combination of different blood tests,
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Resulis from a liver biopsy are sometimes used to make HCV treatment
decisions, although some providers will treat people who have not had
a biopsy, especially if they have genotype 2 or 3.

Who Needs HCV Treatment?

Pzople who have mild liver damage may not need to treat HOCV night away
and may nof ever need treatment. For people with HCV alone, experts
recommend a biopsy every five years to monitor HCV progression and
to see if treatment is necessary, But many people may feel depressed and
tired, or have other symptoms that lower their quality of life; some may
decide to freat their hepatitis T before they have serious liver damage,
especially when new drugs will make it easier to cure HCVY, Patients who
are co-infected with HIV have special issues; see the section entitled
“What About HOV/HIV Co-Infection” later is this booklet,

According to the National Institutes of Health, HCV treatment is
recommended for “Patients with an increased risk of developing cirrhosis.”
This means people who already have some liver damage from HCWY
(fibrosis and cirthosis). Although gome experts think HCY treatment
should be started earlier. Unfortunately, if liver damage 1s too advanced,
HCV treatment can be dangerous. In such cases, a liver transplant is the
only intervention for people with severe cirthosis.

What is HCV Treatment?

Az of 2010, HCV is treated with combination therapy: once- weekly
injections of pegylated interferon (PEG-1FN) plus twice-daily ribavinn
(BRBY) pillz or capsules. Interferon is an anti=viral and immuone stimulant,
produced naturally in the body in much smaller amounts than whar is used
to treat HCV, The types of interferon used to treat HCV are man-made,
not produced by the human body, Pegylation is the name of a process —
it means that a molecule has been attached to interferon to keep it active
in the body for a longer time. Pegylated interferon is more effective than
interferon, and is only one shot per week, vs. three shots of interferon.

Ribavirin 15 an nucleoside réverse transcriptase analog (NRTI), from the
same family of drugs used as part of HIV treatment, but ribavirin doesn’t
work against HIW. By itself, ribavirin is not effective against HCV, bat
it makes interferon more effective,
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But soon there will be new treatments for HCW. The first new oral drugs
are hepatitis C protease inhibitors , which are made to stop hepatitis
C from being able to make more copies of nself (they target the same
enzyme as HI'V protease inhibitars, but are made to work against hepatitis
Cinstead of HIVY. The first hepatitis C profease inhibitors are called
boceprevir and telaprevir, As of early 2011, these drugs have not been
approved by the FDA but approval 15 expected by mid-2011. One of these
drugs—either boceprevir or telaprevir — can be used with pegylated
interferon and ribavirin, to make HCV treatment more effective for
people with hepatitis C genotype 1.

About New HCV Drugs and Drug Resistance
Mew drugs will increase cure rates for people with hepatitis C, but they do
not always work, One reason for this is something called drug resistance.
Hepatitis C makes billions of copies of iself each day. Some of these
will have mistakes (called mutations), so they do not look exactly like
the original virus (called wild-type). Since HCV makes s0 many copies
of itself each day, most people already have certain mutations that can
muake the new HCV drugs less effective (called drug resistance ).

For example, the hepatitis C protease enzyme works like a pair of scissors
o cut up long strands of HCWV 20 6t can reassemble (hepatitis C has to do
this to make more copies of itself). An HCWV protease inhibitor will bind
to the enzyme (like putting a bar between the Mades of a pair of scissors),
But if a mutation causes a siructural change the hepatitis C profease the
drug may not be able to bind to the protease because it won't fit anymore.

Thig is why an HCY protease inhibitor is used with pegylated inferferon

and ribavirin instead of by itself—to help make sure that infected cells

are killed and the virus cannot make mare copies of itself.

The point of HCV treatment is to get rid of the virus, by bringing it-and

keeping it—at undetectable levels in a person’s bloodsiream.

S0 here’s the deal with adding a new antiviral drug to pegylated interferon

and ribaviring

1. Pegylated interferon and ribavirin may not completely stop hepatitis
C from reproducing

2. A new antiviral drug can “mop up™ the leftover virus that pegylated
interferon and ribavirin miss
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3. Intwurn, pegylated interferon and ribavirin can work against hepatitis
 wirus that is resistant to an antiviral drug

BUT: if a person misses doses of their antiviral drug, hepatitis C can
still reproduce, and it may make copies that are resistant to the antiviral
drug. Pegylated interferon and ribavirin may not kill all of thess copies.
Then, when the person starts taking their antiviral drug again, it won't
work as well—because it 15 not killing the resistant virus, and pegylated
interferon and ribavirin may not be enough to stop all the virus there
iz from reproducing. The hepatitis C virus will come back {called
“breakthrough™) or simply never become undetectable. This is why a
doctor will check your hepatitis C viral load while you are on treatment.
Experis recommend stopping HCY proteaze inhibitors if they are not
working.

Goals of HCV Treatment

The main goal of HCY treatment is to get rid of HCV from the blood-
stream and keep it undetectable so it does not come back. People who do
not have any detectable virus in their blood six months after completing
treatment are called susiained viralogical responders. More than 93%
of sustained virological responders have stayed undetectable for years
after they finished HCY ireatment. Most experts refer to a sustained
virological response (5VER) as a cure.

There are other benefits to treating HCOV, Sometimes HCY treatment
can improve the condition of the liver, even for people who did not have
an 3VR {sustained virological response), although no one is sure how
long the improvement will last—and sometimes the liver condition can
worsen after interferon,

How Does HCV Genotype Impact the
Response to Treatment?

Owerall, about 530% of people with HCV et a sustained virological
response after finishing HCV treatment with pegylated interferon and
ribavirin, People with genotype 1. people who have cirthosis, African
Americans, Latinos and Latinas, and people with high HCOV ENA are
less likely to respond to pegylated interferon and ribavirin, bt the new
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drugs improve cure rates for all of these groups. The numbers below
represent data from two large clinical trials looking at HCV treatment
of people with different genotypes.,

% SVR
Dwarall 5% lo 56%
HCV genotype 1. e 42%to 4%
HCV genotype 2 and 3 enenrene TO% 0 82%

What Can Help Predict Response to HCV
Treatment In People Who Have Never Treated
Their HCV (Called Treatment Naive?

HCV treatment has been found to be more effective for:

®m People with genotype 2 or 3

® People who respond well during the first four weeks of HCY treatment
® People with an 1L-28 B “C/C™ genotype

® People with a low HCV viral load (less than 400,000 copies)

® People who do not have cirrhosis

HCV treatment is fesy effective for;

HIV-positive people

People who have detectable HCW RMNA after four weeks of treatment
People who have an IL-28B “C/T™ genotype or a “T/T" genotype
People with genotype 1 or 4

African-Americans

People with a high HCV viral load (more than 400,000 copies)
People with cirrhosis

People who are obese

People with insulin resistance, [nsulin resistance decreases the chances
of responding to HCV therapy. Insulin resistance occurs when the
pancreas produces and releases insulin after a meal so that cells can
absorb and convert glucose (carbs/sugar) into energy. In an individual
with insulin resistance the normal levels of insulin do not trigeer the
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absorption of glucose into cells, leading to an excess of glucose in
the bloodstream. It is further complicated as the pancreas makes and
releases more insulin in response to the elevated ghicose levels,

What About People Who Were Already

Treated Unsuccessfully (Called Treatment

Experienced)

For treatment experienced people with HCV genotype 1, the new drugs

offer hope for a cure. They are most likely to wark for:

® People who relapsed (meaning they were undetectable during HCY
treatment but the virus came back after they stopped the drugs).

B People who respond early (meaning their hepatitis C virus bacomes
undetectable after 4 to § weeks of HCV treatment, and stays that
wayl

Mew drugs are less likely to work for people who;

® [Did not respond to HCY treatment with pegylated interferon and
ribavirin (meaning that their hepatitis C viral load did not get much
lower after 12 weeks of treatment, or was still detectable after 24
weeks of HOV treatment).

Duration of HCV Treatment

For people with HCV alone, the length of HCV treatment depends upon
the genotype being treated: Most people who have genotvpe 1 and 4 need
48 weeks of treatment, but when people respond early (no detectable
wirus after 4 weeks of treatment, also called a “rapid viral response” or
BVE for short), the duration of treatment may be able to be shortenad.
Mew oral HCV medications, once available, may shorten the duration
of treatment needed,

Most treatment expenienced people with HOV genotvpe 1 will need 36-
48 weeks of re-treatment when they are using a new drug with pegvlated
interferon and ribavirin.

Since the first of the new HCY drugs are made to treat people with
genotype 1, people who have genotype 2 and 3 will still be treated with
pegylated interferon and ribavirin only, usually for 24 weeks,
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The Early Stopping Rule

If a person does not have erther a 99% drop in their HCV viral load or
an undetectable HCV viral load after 12 weeks of treatment (called an
earty virdogical response, or EVR), the odds that they will be a sustaned
virological responder are very, very low. Usually, people discontinue HCWV
reatment if they do not have an EVR. But the new drugs will change
this for some people. In clinical trials, boceprevir and telaprevir were
used for different lengths of time, and each has its own stopping rule.

HCY RMNA is also measured at different timepoints during HCV treatment
(when a new drug is alzo used with pegylated interferon and ribaviring
to gee if treatment is working. At the end of treatment, people with an
undetectable HCY RMA are said to have an end of treaiment response, or
ETE. Unfortunately, not everyone with an ETR will also have an SVE;
some people will have a relapse (when HCV iz detectable in the Mood
after they have finished treatment),

Side Effects and Strategies for Managing
Them

The side effects from HCV treatment can be pretty tough for many people.
The pood news is there are ways to lessen some of these side effects. It
can be very helpful to talk with people who have been on HCW treatment,
With the right planning and support, side effects can be managed. Center
for Health Justice staff can offer advice on side effect management. Call
the hothine collect at 213-229-0979,

Depression, Anxiety, And Other Psychiatric
Side Effects

Depression and anxiety are common side effects from interferon. In rare
cares, people on interferon report that they have felt like taking their
own lives and a few people have committed suicide during their HCV
treatment. It"s important 0 have yvour mental health evaluated before
gtarting treatment and to have access to on-going mental health care so
that depression and anxiety can be treated if they become a problem.

Some experts think that starting an anti-depressant before going on HC'V
treatment can help to prevent depression from interferon, while others
think it is better to provide anti-depressants if and when people need
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them. Irritability, insomnia, mania and mood swings are also possible
side effects of interferon. These side effects can be treated with mood
stabilizers and sleeping aids. Support from peers, friends, and family
before and during HCV treatment plays a key role in coping with these
side effects.

Flu-Like Symptoms

Flu-like symptoms {fever, aches and pains, headache, chills, nausea) are
commaon side effects of interferon. Taking the pegylated interferon shot
in the evening helps, ag does a low dose of a common pain reliever and
an anti-nausea medication. Drinking lots of water helps too.

Weight loss often happens during HCV treatment, becawse people may
lose their appetite, If possible, eating many small, light meals may help.
Fatigue is also common; napping and rezular exercise, when possible,
can help.

Anemia, Neutropenia and Thrombocytopenia
Anemia {an abnormally low red blood cell count) is a common side effect
of ribavirin — and pegylated interferon can also cause anemia because
it suppresses the growth of bone marrow, where blood cells develop).
Hepatitic C protease inhibitors also cause anemia. If anemia develops,
people often feel very tired. Anemia can be dangerous if untreated.

There are two ways to treat the anemia that nibavirin cavses. One
sirateey is to lower the dosze of ribavirin, but HCY treatment may not
work as well with a lower dose of ribavirin. The other is to freat anemia
with injections of a red cell growth factor called epogen, Unfortunately,
eproEen is expensive and alzo has its oswn sometimes serious side effects.

Severs anemia is treated by blood transfusions, but this can be avoided if
people are monitored and erther reduce their dose or sfart red cell growth
factor if anemia develops during HCV treatment,

Meutropenia is an abnormally low amount of white blood cells called
neutrophils that fight bactenal infections, Pegylated interferon can canse
neutropenia. The risk of developing bacterial infections is increased in
people with neutropeina. If the neutrophil count drops too low during
HCV treatment, the dose of pegylated interferon is reduced, or neutropenia
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is treated with injections of white cell growth factor called neupogen.
Meupogen is expensive and causes additional side effects.

Thrombocytes are platelets that help stop Meeding by clotting bloed.
Thormbocytopenia, or low platelet count, can be caused by serious liver
damage (because platelets are made in the liver). It can also be cansed
by other medical conditions, and by pegylated interferon.

Severe thrombooytopenia can be life-threatening. If thrombocytopenia
develops during HCV treatment, treatment is usually discontinued,

Rash

Ribavirin can cause rash and itchy skin, as can telaprevir, one of the new
HCV protease inhibitors. Your doctor can recommend the best way to
manage this side effect, depending on how serious it is and which drug
or drugs vou are using.

Balancing Pros And Cons
Of Treating HCV

Making a HCV treatment decision can be complicated. There are many
factors to take into account:

B Cuality of life improves in people who have been cured, but may go
down during HCV treatment

Mot evervone needs 1o be treated for their HCV infection
Side effects may be infense
HCV treatment doesn’t have the same level of success for everyone

Mewer therapies are in currently in development, and HCV treatment
will continue to improve

However, some people really need HCV treatment mow. It may be a
bridgee until better treatments are available.

Concerns for People in Recovery
Many people fear that they will relapse into active drug use because of
the way HCV treament makes them feel. The risk of relapse is lower when
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side effects are managed and people get good counseling and support
from peers and medical and mental health providers. Unfortunately, this
support may not always be available in prison or jail. Try to find a buddy
whao can provide support inside.

New Drugs for HCV

Many new treatments for HCV are being researched and some may
be available by the middle of 2011, Many others are in development.
Researchers are trying to cure hepatitis C without interferon, but nobody
knows if this will work yet, since it takes several years for many new
treatments to be tested. For now, the new HCV drugs will probably
need to be used as part of combination therapy, including interferon
and perhaps ribavirin. So, pegylated interferon will continue to be part
of HCV treatment for yvears to come. but new. more effective therapies
are in development, and these may shorten the length of hepatitis C
treatment and increase cure rates, Waiting for better treatments may be
a good option for people who don’t need treatment now.

HCV Treatment and Pregnancy

Interferon therapy should be discontinued during pregnancy since the
effect on the fetus 15 unknown. There have not been sufficient studies
or information to defermine the rizk to the baby.

Women should not become pregnant while on Rebetron {interferon and
ribavirin combination therapy). It is recommended by the manufacturer
that a woman of childbearing age use effective contraception during
treatment and for 6 months after treatment ends, because of the high
risk for birth defects in the ferus. Mothers taking Rebetron medication
should not breast feed because of the potential for an adverse reaction
from the drug in their infant.

What About HCV/HIV Co-Infection?

HIV and HCV
When someone is infected with both HIV (Human Immunodeficiency
Viruzg) and HCV, this is called co-infection. HCV is considered to be an
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opportunistic infection of HIV disease, and HCV iz known to progress
more rapidly in peopde co-infected with HIY than in those with HCV alone.

Cwerall, about 25 to 30% of HIV-positive people in the U5, are co-
infected with HCV, HCV is more common among people who got HIW
from injection drug use; 50 to 90% are co-infected with HIV and HCV,
HINV/HCY coinfection is alse very common among people with a blood
clotting disorder called hemophilia who were treated with blood clotting
factors before 1987,

Co-infected people with a CD4 T cell count below 200 are at greater risk
for serious liver damage than people with higher CDd counts. End-stage
liver disease from HCV is now a leading cause of death among HI'Y-
positive people in the ULS, This is partly because people are now living
longer because of HIV ireatment. Before highly-active antiretroviral
therapy (HAART), most HIV-positive people did not live long enough
to develop serious liver damage. However, it is possible to treat HCV in
both HIV-negative and HIV-positive people,

HIV medications may help keep the liver in good condition by keeping
the immune system strong. But a damaged liver may be lezs able to break
down medications and most HIV meds are processed and broken down
by the liver. Co-infected people are at higher risk for hepatotoxicity {liver
foxicity) from HIV meds than people with HIV alone. Sometimes HIY
drugs need fo be switched or stopped. However, many studies in HIV/
HCV co-infected people have shown that the benefits of HIY treatment
oulweigh the risks.

HCV Antibody Testing in HIV-Positive People

Some HIV-positive people with weak immune systems may not be able
to make HCV antibodies, even though they have chronic HCV. So, HCV
REMA testing 15 recommended for HIV-positive people, even if their HCV
antibody test is negative. And when:

B They have been af risk for HCWV
B They have signs (elevated liver enzyvmes) and/or hepatitis symptoms
B They have had a recent exposure to HCW

Pape 27



HIV/HCV Coinfection and HCV Viral Load

The HCV viral load is different than HIV viral load — since HCV is a
smaller virus than HIV, and it reproduces more quickly, there is more
of it in the bloodstream. Co-infected people usually have higher HCY
viral loads than people with HCV alone. The HCV viral load does not
predict liver disease progression, nor is it related to the amount of liver
damage a person has, regardless of his/her HIV stafus.

Unlike HIV. a high HCV viral load does not necessarily mean that
someone needs HCY treatment — but it does mean that HCV treatment
is lezs likely to clear the virus.

HIV/HCV Coinfection, Liver Enzyme Levels

and HCV Viral Load

HCV viral load test results and liver enzyme levels can be confusing,
especially for HIV-positive people, since they are used to wsing CD4 T
cell counts and HIV viral load test results to predict and monitor HIV
progression, Sometimes HIV/HCV co-infected people have normal liver
enzyme levels, but they may still have liver damage. Neither of these
two tests can tell a person how much liver damage he or she may have,
or what the risk of developing serious liver damage in the future is.

Bany HIV+ people who are on freatment have elevated liver enzyme
levels, from their HIV drugs. Regular monitoring of liver enzyme levels
is important for co-infected people taking HIV meds.

HIV/HCV Coinfection and HCV Treatment
® HCV treatment is lesg effective for co-infected people than those with

HCW alone,

® Co-infected people who have genotype 1 and a high HCV viral load
are less likely to respond to HCV treatment.

® Co-infected people are usually treated for 48 weeks, regardless of
EENOtYpe.

® HCV treamment can be effective for people with less than 200 CD4

cells, if they are on stable HIV therapy, although the side effects may
b worse,
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Responseto HCV Trealment, By Genotype (Data from Three Clinleal Trials)
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HCY treatment has improved the condition of the liver in some co-infected
people, even those who did not get rid of the virus after treatment, Treating
HCV may make it easier for co-infected people to tolerate their HI'V meds.

The good news is that both new HCV drugs, boceprevir and telaprevir, are
being studied in clinical trials with HIV/HCV coinfected people, Trials
of other new HCY drugs should be underway soon in coinfected people.

The new HCV drugs may have interactions with HIV drugs, meaning
that some cannod be used together. This iz being studied in clinical
frials. Since there are now many different HI'V drugs to choose from, it
15 possible to put together a combination of HIV drugs that people can
use while they are treating their HCV, although some people may nead
to switch their HI'V meds.

Anemia, Neutropenia,

Thrombocytopenia and HIV

HIV-positive people may have low white and/‘or red blood cell counts before
gtarting HCY treatiment, since neutropenia, anemia, and thrombocytopenia
sometimes develop in persons with advanced HIV disease. Careful
monttaring of white and red blood cell counts during HCV treatment is
especially important for co-infected people.

HCV Treatment: Special Issues for

HIV/HCV Co-Infected People

Two key issues for co-infected people are tolerating HCV therapy, and
whether or not they can clear the virus. Side effects of HCV ireatment
are veually worse for co-infected people, and HCY freatment is less
effective, But side effects can be managed, and HCV treatment may
improve, stabilize or even slow down liver damage even in people who
don’t get rid of the virus, regardless of their HIV status.
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B HCW Treatment and CDd Cell Count

During HOV treatiment, the CDd cell count — but not the percentage of
CT cells — usually drops, even when people are on HIV meds. This
15 a known side effect of mterferon. Clinical tnials of HCV treatment
in co-infected people did not report an increased risk of opportunistic
infections during HCY freatment, and they found that CD4 cell counts
usually returned to pre-treatment levels six months after stopping HC'Y
treatment,

B Drug Interactions: HIV Meds and HCV Treatment

Videx (ddl, didanosing), an HIV drug, should NOT be used by people on
HCW treatment, becauze of a dangerous interaction with ribavirin. This
combination can cause damage to the power plants inside of cells {called
mitochondria). Damage to mitochondria can lead to a condition called
lactic acidosiz. Lactic acidosiz happens when lactic acid builds up in the
Moodstream to abnormally high levels, Although it can be treated if it
15 caught early, lactic acidosis can be fatal. Videx and ribavirin can also
increase the risk for pancreatitis, and the risk of liver failure in people
with advanced cirthosis.

Anemia is a common problem among people living with HIV. AZT,
an HIV medication, can also cause anemia, If possible, co-infected
people should avoid taking retrovir (AZT) and nbavirin: both can canse
anemia and combining them increases the risk. Combivir and trizivir
both contain AZT,

If poesible, aveid taking Zent (stavudine; d4T pand ribavirin: some studies
have found that this combination increases the risk of significant weight
loss and lipoatrophy (an abnormal loss of faf).

W Treatment Strafegies

Which virus should be treated first, HIV or HCWT This depends on
many factors, most importantly willingness and readiness to treat
one or both viruses.

Also, new drugs are being developed that may make treatment more
effective, and people may not need to stay on it for as long. This will
figure into treatment decisions in the future.
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Oiher things to consider include:

B The CD4 T cell count: if it is less than 200, treat HI'V first; if already
on HI'V meds and HCWV treatment is necessary, consider treating both.,

B The condition of the liver; if damage is mild, plan fo moniter it with
a hiopsy (for people with HCV alone, every 5 years, for HIV/HCY
co-infected people, every 2-3 years), If liver damage is moderate or
gerious, consider HCV treatment.

Access o HOV education, testing, care and treatment is a problem for
many co-infected people, even on the outside. Often, co-infected prisoners
must wait until they have been released to begin HCV treatment, but
hopefully this is beginning o change.

There are resources for co-infected people after their releasze. Medicaid
programs and some State ATDS Drug Assistance Programs {ADAP:) cover
HCV treatment, and some help is available through Patient Assistance
Programs.

HIV, HCV and Pregnancy

The risk of mother-fo-infant transmission of HCVY is approximately
20% among co-infected mothers. Reducing the rate of mother-to-child
transamission of HIV by treating pregnant women with antiviral therapy
alzo reduces the risk of HCY transmission. Women who are pregnant
should delay treatment of HCY until after delivery, as ribavirin can
canse birth defects,

Information on Getting HCV Testing
and Treatment

Across the U5, and in other countries, advocates are fighting for access
o HCW care and treatment in correctional facilities. Begearch has proven
that HCY treatment is possible and effective for prisoners, but lack of
access 15 still a major problem for prisoners with HCV and those who
are co-infected.

Under recent changes in the law (California Penal Code Section 5008.2),
wvou have the right to a free and confidestial FHCV rfest while you are
incarcerated, This means that you can't be charged a co-pay (in prison)
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if you ask for a HCV test. Your resulis will be kept private; only the
medical staff and you should know if you're positive or negative with
HCV. Take advantage of this opportunity! Knowing whether or not you
have HCV is important, If you have trouble accessing HCV testing in
prison, call Center for Health Justice. We can help.

While prizoners and advocates work towards access to HCW care and
treatment, the focus must remain on the quality of care as well. Making
treatment available without education, support, and management of
side effects is not enough! If you are starting HCV treatiment, or have
questions about the material in this booklet, please contact Center for
Health Justice staff, or write to one of the resources in the next section,
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Resource Listing:

Center for Health Justice

200 Avila St. #3010

Los Angeles, CA 90012

Hiof line: 213-229-0579

(accepis cotect calls from
prisoners anywhere in the country)

Prisoners’ Rights Project —
The Legal Aid Society
Milton Zellarmyer

199 Water Street

Mew York, NY 10038

Tel: 212-577-3530

Fax: 212-509-5433

Hepatitis C Support Project
PO Box 427037

=an Francisco, CA 94142

Tel: 415-587-8808

Alliance For Inmates With AIDS
24 W, 25th 51. Sth floor

Mew York, New York 10010

Tel: 212-675-3288

Fax: 212-675-3466

Hepatitis Prison Coalition
Michae! Ninburg

911 Wesiarn Awa, 302
Seattle, WA 55104

Tel: 206-732-021

Fax: 206-732-0312

National AIDS Treatment
Advocacy Project (NATAP)
580 Broadway Suile 1010
Mew York, NY 10012

Tal: 212-212-0106

Tel: BEB-26-NATAP (62827)
Fax; 212-219-8473

ACLU National Prison Project
Jackie Walker

815 15th St. Northwest
Waghington, DC 20005

Tel: 202-393-4330
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About Center for Health Justice

The mission of Center for Health Justice (CHIJ) is to primarily advocate
for HIV infected inmates, reduce the spread of diseazes like HIV and
HCV in prisons and jails, and reduce the recidivism rate for individuals
infected or affected by these diseases. As a result of our work in HIV,
we have identified that HCW is another important issue that needs to be
addrezsed among the incarcerated and post-incarcerated populations we
serve, CHJ was founded in 2000 to serve the unmet needs of California
prisoners for HIV prevention information and treatment advocacy. CHJ
currently offers a variety of programs to incarcerated persons including:
HIV and HCV Treatment Education (both inside the LA, County Jails,
as well as for prisoners across the state via our inmate telephone hot
line ., Harm Reduction counseling and support, womens programs, peer
educator fraining, re-eniry assistance, and condom disfribution inside
L.A. County Men's Central Jail, A large portion of our staff at CHJ are
persons who have been previously incarcerated in the past, and several
are living with the diseases we talk about. It is our infention that prisoners
in both county jail, state and Federal facilities will recerve the treatment
they deserve and return to their communities healthier, with greater
knowledze of HIY {and HOCW ) treatment, prevention and risk-reduction.

For full information visit our web site at www healthjustice net.
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