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T

he major impact on most people with Hepatitis C is on their quality of
life. Only a small proportion of those infected with H.C.V. develop lifethreatening complications and studies on quality of life have tended
to use questionnaires not designed specifically for H.C.V. sufferers. In
general it is not clear from these surveys whether sufferers were asked to
respond to a given list of symptoms or whether they were asked to generate
their own list. This is an important distinction because a list compiled by the
researchers may not reflect the lived experience of H.C.V. infection.

Sixty percent [of survey
participants] identified
triggers, predominantly stress
with regard to family matters,
financial or health worries and
work stress.

Since 1999 I have been examining the quality of life of people with Hep C infection. Two important aspects emerged. First, participants
identified a variety of symptoms they attributed to Hep C. Second, a number of participants reported episodes where clusters of severe
symptoms occurred. These debilitating symptom clusters were labelled "Hep C attacks" by one participant. Using face-to-face
interviews it was determined that these symptoms and symptom clusters are prevalent and severe in people living with H.C.V. infection.
Twenty-one different symptoms were identified in 188 untreated H.C.V. positive people in Queensland. This list was derived from focus
group discussions with 75 people living with chronic H.C.V.. The important difference from earlier studies is that the symptoms were not
compiled by investigators or clinicians, as had been done in the majority of previous studies.
The symptoms included: physical tiredness (86%), irritability (75%), depression (70%), mental tiredness (70%), abdominal pain(68%),
forgetfulness (65%), sleep problems (65%), joint pain (63%), poor concentration (62%), general body pain (60%), headaches (56%),
muscle pain (54%) and nausea (53%).
The most severe symptoms were sleep disturbance, physical tiredness, mental tiredness and joint pain. Women were significantly
more likely than men to report physical tiredness, depression, mental tiredness, headaches, food intolerance and sensitivity to light and
noise, as well as forgetfulness, poor concentration, nausea and day sweats.
Groups of symptoms were identified by 116 people, enabling a cluster analysis. This analysis groups participants together if they
experience similar group of symptoms. The first cluster experienced neurological symptoms such as irritability, mental tiredness and
physical tiredness. The second experienced gastrointestinal symptoms, mainly abdominal pain and nausea. The third experienced pain
related symptoms and fatigue. The fourth experienced a combination of neurological and gastrointestinal symptoms while the fifth group
experience headache and migraine related symptoms.
Participants were asked if they could identify the "triggers" for symptom clusters and strategies used to relieve symptoms.
Sixty percent identified triggers, predominantly stress, with regard to family matters, financial or health worries and work stress. Dietary
triggers included poor diets, too much junk food, fatty foods and sugary foods.
More than 70 percent identified strategies to relieve symptoms. Sleep was acknowledged as an important strategy, either a good
night's rest or a daytime nap. Dietary factors included a healthy diet, less fat and carbohydrates and more water.
It appears, then, that people do get clusters of symptoms, with most people experiencing a couple of different types of cluster. The
information on triggers and relieving factors can be used to advise people how to manage their symptoms but more work is needed to
understand what the factors are that cause the clusters. Further study will be needed to decide whether these symptoms are worse for
H.C.V. sufferers than for other liver diseases or in healthy controls and what other factors may contribute to these symptoms.
Polare Magazine is published quarterly in Australia by The Gender Centre Inc. which is funded by the Department of Family & Community Services
under the S.A.A.P. program and supported by the N.S.W. Health Department through the AIDS and Infectious Diseases Branch. Polare provides a
forum for discussion and debate on gender issues. Unsolicited contributions are welcome, the editor reserves the right to edit such contributions
without notification. Any submission which appears in Polare may be published on our internet site. Opinions expressed in this publication do not
necessarily reflect those of the Editor, The Gender Centre Inc., the Department of Family & Community Services or the N.S.W. Department of
Health.
The Gender Centre is committed to developing and providing services and activities, which enhance the ability of people with gender issues to

make informed choices. We offer a wide range of services to people with gender issues, their partners, family members and friends in New South
Wales. We are an accommodation service and also act as an education, support, training and referral resource centre to other organisations and
service providers. The Gender Centre is committed to educating the public and service providers about the needs of people with gender issues. We
specifically aim to provide a high quality service, which acknowledges human rights and ensures respect and confidentiality.

