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Living with Hepatitis C: Frequently Asked Questions

From VA Hepatitis C Resource Centers
For Web Publication
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What is Hepatitis C?

1. What is hepatitis?  Hepatitis means “inflammation of the liver”.  It is often caused by a virus that moves into liver cells and changes how they work.  There are several types of hepatitis viruses.  Hepatitis A and B can be prevented by vaccination, but there is no vaccine for hepatitis C.  Hepatitis C is also a chronic infection, meaning that it never goes away.

2.  How common is hepatitis C?  The Centers for Disease Control and Prevention (CDC) think that 3.9 million Americans (almost one in 50) are infected with HCV.  It is the most common infection carried by blood in the United States.  In veterans at VA Medical Centers, the rate of infection is as high as one in 20.
3. How does hepatitis C progress?  The period between the entrance of the virus into the body and the appearance of symptoms usually lasts two to three months.  Noticeable signs may never occur.  
At first, symptoms can include: 

· Fatigue

· Loss of appetite

· Weakness

· Yellow skin and eyes

During the second stage of infection, the virus may disappear on its own.  This occurs in about 15-40% of diagnosed cases.  Chronic hepatitis C is when the infection continues for more than six months. 

Liver damage happens at a slow rate.  Scarring, known as fibrosis, happens when there are more liver cells dying than being produced.  Large amounts of scarring will not occur for 15 to 20 years for most people.  Sometimes a chronic infection never goes on to fibrosis.  Cirrhosis, or the replacement of liver cells with permanent scar tissue, occurs in about one in five people with HCV.  Cirrhosis can lead to problems such as bleeding from veins in the esophagus, fluid buildup in the belly, and damaged brain function.    
Approximately 15% of people with cirrhosis will develop liver cancer (hepatocellular carcinoma, or HCC) during their lifetime.  Drinking excessively can double the chance of liver cancer in people infected with HCV.  Having hepatitis B at the same time will also increase your risk.  Men and people older than 55 are more likely to develop liver cancer than women and young adults.

How is it Spread?
1. How is hepatitis C spread?  Will my loved ones catch it from me?  It is unlikely that your family or friends will become infected with HCV.  Here are some ways the virus is transmitted:

· Sharing needles to inject drugs

· Blood transfusions or organ transplantation before 1992

· Many years on dialysis for kidney failure

· Piercings or tattoos done with nonsterile equipment

· Exposure to blood at work (like needle accidents among healthcare workers)

· Sharing toothbrushes, razors, or any personal items which may carry blood

· Sharing straws when using cocaine or any other drug

· Fights that result in exposure to blood

· Unprotected sex when blood is present

The number one risk factor for infection and transmission is sharing needles for intravenous drug use.  Most IV drug users become infected with HCV within one year of sharing needles.  

2. Did I get hepatitis C from air gun vaccinations?  Although it is possible in theory, there is not enough evidence to confirm this as a risk factor.  Attempts to obtain service connection by claiming air gun infection during military service have been controversial.  Please see the Veterans Benefits Administration’s letter on this issue: http://www.hepatitis.va.gov/vahep?page=scpl-01-01
3. Can I donate blood?  No one who has been diagnosed with HCV should donate blood or organs, even if they have been successfully treated.  Although the virus can no longer damage the liver and body, some virus particles may remain in the blood.     

Tests
1. What are the tests for hepatitis C?  Tests for HCV require a small blood sample.  An antibody test (HCV Ab) can tell whether the immune system is producing molecules that fight off the virus.  These molecules are called antibodies.  If you have HCV antibodies, then you have been infected with HCV.  An HCV RNA test measures the amount of virus in the blood.  Results of this test can be positive or negative or they can be a measured number of viral particles in a small amount of blood.  

2. What does high/low viral load mean?  Viral load is the amount of virus present in the bloodstream.  It is expressed as the amount of viral genetic material (RNA) per milliliter of blood.  High viral load is often seen in people who have been infected for a long time.  People who acquired HCV because of a needle also tend to have high viral load.  Viral load is not related to the amount of liver damage, or to how sick someone is.  However, people with low HCV-RNA may have a better chance of treatment success.

3. What is a biopsy?  A biopsy is a medical procedure.  A tiny piece of liver (1/50,000 of the total mass) is removed and examined to find out the extent of damage.  It does involve a large needle and local anesthetic, as well as some risk of bleeding.  However, biopsy is the best way to find out what is actually going on in your liver.  The biopsy results will help your doctor make a treatment plan.  

4. What are genotypes and what do they mean?  Viruses have genes, too!  The type of virus you have can be one of six different groups, or genotypes.  Three in four HCV patients in the U.S. have type 1a or 1b, and the rest have type 2 or 3.  Knowing the genotype of your virus is important.  Treatment is more likely to work in patients with genotype 2 or 3 compared to those with genotype 1. 
5. What are the different types of blood tests?  How often should I get these tests done? There are several different blood tests, or “labs” that your doctor may order for you.  The tests measure the amounts of various proteins and enzymes that the liver produces.  This is a way of finding out how damaged the liver is.  Your doctor can determine how often each test needs to be done.  Please see the Glossary for the names of some tests you may have.  

Nutrition

Eating properly can help decrease some of the symptoms of Hepatitis C, like feeling tired and sick.  Drink lots of water for general health benefits.  HCV is not a digestive disease.  Diet will not affect the disease.  Your doctor may put you on a special diet if you have advanced liver disease. 

1. What foods should I avoid?  Everyone should avoid eating a lot of fat, cholesterol, salt and processed sugar, even if their liver is healthy.  In addition, those with HCV should limit or avoid alcohol.  Drinking alcohol will speed up liver damage.  It is best to avoid wild mushrooms because many kinds look similar.  Poisonous mushrooms are very damaging to the liver.  

2. What if I don’t feel like eating? Some people with HCV may lose their appetite or feel sick.  This is especially common in patients on interferon treatment.  Try eating many small meals during the day.  Avoid foods or smells that make you feel sick.  If nausea is a problem, your doctor can prescribe medications.  Not eating will make you feel tired.  It is important to avoid losing too much weight.  
3. Are there supplements that are good for my liver?  If a person eats a balanced diet, they will normally get enough vitamins and minerals.  People with liver disease should avoid taking large amounts of supplements or “mega-vitamins”.  This is because the liver has to do extra work to process them.  Your doctor may put you on a general multivitamin without iron.  
4. Are there supplements that are bad for my liver? Taking too many vitamin and mineral supplements may do more harm than good to a damaged liver. 

· Avoid taking too much vitamin A.

· Do not take protein or amino acid supplements.  

· Avoid iron supplements unless your doctor prescribes them.  Excess iron can build up in the liver and speed up damage.

· If you have cirrhosis and your liver is not working, you may have to avoid substances such as steroids, acetaminophen, birth control pills, cortisone, barbiturates, and many other drugs. 

5. Is it safe to take aspirin or Tylenol if I have hepatitis C? Over-the-counter pain relief medications are usually not harmful.  Check with your doctor first and take them in moderation.  Overuse of acetaminophen (in Tylenol) can cause liver damage.  Patients with hepatitis C should limit their acetaminophen (Tylenol) to two grams (four 500mg tablets) per day.  Other drugs for pain include aspirin, Ibuprofen, Motrin, Advil, Naproxen, and Aleve.  They are safe in HCV patients who do not have cirrhosis.  If you are not sure, always check with your doctor. 
6. What about herbal remedies?  Herbal treatments are not regulated by the FDA.  They have not been proven to be effective.  In some cases, they have caused liver failure.  Remember to always tell your health care provider if you are taking any herbs or even vitamin supplements.
Herbs that harm the liver include: 
Kava Kava

Life Root

Margosa

Mate tea

Groundsel

Hemp Agrimony 
Pennyroyal

Petasites

Ragwort

Senna Skullcap
Valerian

Alkanna


Borage


Chaparral

Colt’s foot

Comfrey



Dusty Miller

Forget-me-not

Germander

Gordolobo tea

Nutmeg (large amounts)

Treatment and Side Effects

1. Who can be treated for hepatitis C?  Treatment decisions should be made by both you and your doctor.  Factors that will be considered are:

· Disease stage

· Risks and benefits

· Other medical conditions

· Possible side effects of treatment

These factors may rule out interferon treatment:

· Liver transplant 
· Complications of advanced liver disease such as liver cancer   
· Active use of injection drugs 
· Uncontrolled drinking  
No one who is pregnant, or whose partner may become pregnant, should start therapy.

2. What treatments are available?  HCV patients are treated with combination therapy (two drugs) unless they have kidney failure.  Interferon (IFN) injections are combined with a pill called ribavirin.  Ribavirin is very effective against viruses when working with IFN.  
Pegylated interferon is a newer approach to treating HCV.  It is long-acting and does not have to be taken as often as the traditional interferon (one shot a week instead of three).  Pegylated IFN has a higher success rate than the standard form, especially in patients with genotype 1 hepatitis C.  

3. How often is treatment successful?  Response rate mostly depends on viral genotype.  
The virus cannot be found in the blood six months after treatment for70-80% of patients with genotype 2 or 3.  For these people, therapy is given for 6 months.  In patients with genotype 1, treatment is given for a full year.  These patients have a 42-46% chance of getting rid of the virus.  
Other factors that affect the success of treatment:

· How much virus there is in the blood
· Scarring in the liver (cirrhosis)
· Infection with HIV at the same time
· Blood and liver iron levels
· Sex, race, and body weight
· Age at infection
· Length of infection

4. What are the side effects of treatment?  The most common side effects in patients treated for HCV include: 

· Flu-like symptoms such as fever and chills, nausea, fatigue, decreased appetite, muscle aches and headaches.

· Mood problems such as trouble sleeping, irritability, anxiety, and depression. 

· Skin problems such as loss of hair, dry, itchy, or irritated skin, and rash.

· Blood-related problems.
5. Can treatment kill you?  No.  Treatment can be difficult and painful due to the amount of side effects associated with IFN.  Many people wait until a time when they are free from work and other obligations to start treatment.  Ribavirin can also cause severe birth defects.  You and your partner must use birth control if you are taking ribavirin.

6. How many people on interferon quit treatment early?  Generally around 10% of patients drop out due to difficulty coping with side effects.  A reduction in medication dose may reduce side effects.  This may also decrease the chances of getting rid of the virus.  Patients also stop treatment if it doesn’t seem to be working.  

7. Do interferon and ribavirin cause depression?  One third of patients may become clinically depressed during their treatment.  The reason is unknown.  A dose reduction or the use of antidepressant medication can help.
Transplants

1. Will HCV infection go away after transplant?  No.  HCV will often come back in the new liver.  It may be necessary to start interferon treatment.

2. How do I know if I need a transplant?  Most people with hepatitis C will never need a transplant.  Your doctor will decide whether you need one.  Before they can be placed on the list, candidates for livers must undergo many tests.  Almost 17,500 people were waiting for new livers in mid-2005.  The waiting list is long due to a shortage of organs for donation.
3. What is the survival rate after liver transplantation?  According to UNOS (United Network for Organ Sharing), about 85 to 90% of people who have liver transplants will be alive one year later.  Approximately 75 to 85% of people will survive at least five years after a transplant.    

Relationships and Advocacy

1. How do I tell someone I have hepatitis C?  Informing someone that you have Hepatitis C can be hard.  Most people know little about this disease.  You can start with how you found out about your diagnosis.  It helps to be prepared with educational materials on HCV, and to be aware of the ways that people can and cannot be infected.  For example, it is very rare for HCV to be transmitted during sex.  Be sure to tell anyone who may be directly affected, such as:

· People you have shared needles with 
· Household members  
· Friends and family members you can count on for support.  It’s okay to ask that they keep this information private.  
You may want to encourage others to be tested for HCV if they have similar risk factors.

2. Where can my family and I get support?  There are many organizations that offer support services.  The VA’s Hepatitis C Resource Center (HCRC) is available to veterans.  This program provides education, support groups and referrals to Mental Health.  In addition, many websites can direct visitors to local support groups (see Additional Resources).  
3. How can I make a difference for people with hepatitis C? Anyone can help raise awareness about this widespread disease.  Citizens can write letters to their state representatives or local newspapers and get involved in volunteer efforts with liver disease or veteran-affiliated organizations (see Additional Resources for some groups to start with).  Speaking at support groups and sharing your experience is also a good way to help others with HCV.  Use the Resources listed below to locate a local support group that suits your needs.

4. Where can I get information about benefits?  There are several different sources of benefits for veterans:

· Social security
· Service-connected pensions

· Non-service-connected pensions
· Disabled American Veterans
· Veterans of Foreign Wars
· American Legion
Getting service-connection for HCV infection is difficult.  Most people cannot prove that they got HCV during their military service.

5. Is research actively being done with hepatitis C?  The VA, the NIH (National Institute of Health), and many other organizations are very interested in HCV right now. Participation in clinical trials (research programs that test the safety and usefulness of new drugs and procedures) can be a good way to get the latest treatments for HCV.
There is a strong focus on understanding the virus and developing newer and more effective treatments, and trying to lessen the side effects of existing combination therapy.  
Glossary of Useful Terms
Labs
Alanine aminotransferase (ALT) levels and aspartate aminotransferase (AST) levels rise during periods of liver damage, when these enzymes leak out of broken cells.  The actual numbers are not as important as how much they increase over time.  Many patients with hepatitis C have raised ALT and AST levels, and many patients have normal ALT and AST levels.  For those with elevations, one goal of treatment is to get the levels back to normal.

Albumin (Alb) is a protein made by the liver to keep body fluids in balance.  Low levels can indicate poor health and nutrition or a failing liver.

Alkaline phosphatase (AlkPhos) is an enzyme made in the liver’s bile ducts and also in bone, kidneys, and intestines.  High levels can indicate liver or bone disease.

Alpha-fetoprotein (AFP) is a test used to help diagnose liver cancer.

Bilirubin (T bili) is produced by the liver when it recycles red blood cells.  Normally it is processed for removal from the body, so high bilirubin is usually a bad sign.  At very high levels, your skin can actually turn yellow (jaundice). 

Prothrombin time (PT) is a test that measures how long your blood takes to clot.  Prothrombin helps the blood to clot, so time increases if the liver is not making enough of it.

White blood cell count (WBC), hematocrit (HCT), and platelets (PLT) are all components of the blood.  A low WBC count is called leukopenia.  A low HCT count is called anemia and represents a lack of red blood cells.  A low platelet count is called thrombocytopenia.  These abnormalities can develop as complications of liver disease or as side effects of HCV treatments.  A complete blood count (CBC) tests all of these types of blood cells.

Anemia is a shortage of red blood cells that can cause fatigue and other symptoms.  Anemia may occur in people on interferon treatment.

Antibodies are proteins produced by the body to fight infections.  The presence in the blood of an antibody to hepatitis C means that the virus is present as well. 
Ascites is fluid buildup in the abdomen due to high blood pressure in the liver.

Cirrhosis is the condition of having extensive scar tissue in the liver (see fibrosis).  Permanent damage may have been done as a result of infection or alcohol abuse, and healthy liver cells have been replaced with scar tissue.

Encephalopathy is damaged brain function caused by cirrhosis.  It can lead to coma.

Fibrosis is the first stage of scar formation in the liver.  Scar tissue is an attempt to contain areas of the liver that have been damaged by alcohol, hepatitis C, or other factors.
Hepatocellular carcinoma (HCC) is liver cancer.

Interferons (IFN) are a group of proteins made by the body that have antiviral, antitumor, and immune system activity.  They are also produced synthetically for treatment of medical conditions.
Neutropenia means a decreased number of a type of white blood cells that fight infections in the body.  Interferon treatment can cause neutropenia.

Polymerase chain reaction (PCR) is a test used to determine the number of virus particles in the blood.
Portal hypertension is high blood pressure in and around the liver.  It is often caused by cirrhosis, and it can result in variceal bleeding and ascites.
Sustained viral response means that six months after the end of interferon treatment, the virus is no longer detectable in the blood.
Thrombocytopenia is a low level of platelets in the blood, sometimes caused by interferon treatment.

Variceal bleeding is bleeding from enlarged veins in the esophagus (called varices).  Varices form as a result of high blood pressure in the liver.
Viral load is the amount of virus particles in a milliliter of blood.
Additional Resources

Veterans and Providers

Veterans with hepatitis C 



www.hepatitis.va.gov
HCV Information and Support
HCV Advocate 




www.hcvadvocate.org
Hep Net (Canadian Hepatitis Network) 

www.hepnet.com
Hepatitis Central 




www.hepatitis-central.com
Hepatitis C Outreach Project



www.hcop.org
Melissa Palmer, MD (liver disease/Hepatitis) 
www.liverdisease.com
Ask Emilyss Monthly Online Magazine

www.askemilyss.com
Brian’s Chronic Hepatitis Homepage


www.arens.com/brian


Hep C Connection




www.hepc-connection.org
Website of former U.S. Surgeon General on HCV
www.epidemic.org
Hepatitis C Association



www.hepcassoc.org
Latino Organization for Liver Awareness

www.lola-national.org
Hepatitis Education Project



www.hepeducation.org
Hepatitis C Caring Ambassadors Program

www.hepcchallenge.org
Hepatitis Foundation International 


www.hepfi.org
Health Organization Links

American Assoc. for the Study of Liver Disease 
www.aasld.org
American Autoimmune Related 

Diseases Association 




www.aarda.org
American Gastroenterology Association 

www.gastro.org
American Liver Foundation 



www.liverfoundation.org
Centers for Disease Control and Prevention 
www.cdc.gov
Food and Drug Administration 


www.fda.gov
HIV and Hepatitis 




www.hivandhepatitis.com
National Institutes of Health 



www.nih.gov
National Center for Complementary and

Alternative Medicine 




www.nccam.nih.gov
National Library of Medicine 


www.nlm.nih.gov
National Network for Immunization Information 
www.immunizationinfo.org
Viral Hepatitis Prevention Board 


www.vhpb.org
World Health Organization 



www.who.int/health_topics/hepatitis/en
United Network for Organ Sharing (UNOS) 
www.unos.org
General Health Information

Dr. C. Everett Koop’s Web Site 


www.drkoop.com
Healing Well 





www.healingwell.com
Health Finder 





www.healthfinder.gov
Health Touch Online for Better Health 

www.healthtouch.com
Medscape Resource Center 



www.medscape.com
Clinical Trials

Center Watch 





www.centerwatch.com
Clinical Trials Registry 



www.clinicaltrials.gov
Veritas Medicine 




www.veritasmedicine.com
Travel Information

CDC Healthy Travel Information 


www.cdc.gov/travel/index.htm
WORLD Traveler Hepatitis Information 

www.travelsafely.com
Pharmaceutical Information
Home Access Health (home test kit for HCV) 
www.homeaccess.com
Idenix Pharmaceutical 



www.novirio.com
Intermune 





www.intermune.com
Priority Healthcare 




www.hepatitisneighborhood.com
Rebetron Combination Therapy 


www.rebetron.com
Roche 






www.rocheusa.com
Schering 





www.pegassist.com
Mental Health

Center for Mental Health Services 


www.mentalhealth.org
Mental Help Net 




www.mentalhelp.net
National Foundation for Depressive Illness 

www.depression.org
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