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Dear Mr Humphrey

Thank you for the opportunity to respond to the Senate Community Affairs References Committee Inquiry into Hepatitis C and Blood Supply in Australia.

Hepatitis C is Australia’s most commonly notifiable infection with approximately 242,000 people currently infected with hepatitis C in Australia and an additional 16,000 people estimated to be infected with the virus annually. The public health impact of this level of infection is substantial and based on the more conservative projection levels of hepatitis C, it is estimated that in 2020, of the 321,000 people living with hepatitis C:

· 81,000 will clear the virus 

· 171,000 will be chronically infected

· 52,000 will be chronically infected with moderate liver damage 

· 17,000 will develop advanced liver disease (cirrhosis). 

Up to 75 percent of people infected with hepatitis C develop a chronic infection and the long-term impact on the quality of life of people living with hepatitis C can be substantial.  

Australia’s response to hepatitis C since 1999 has been guided by the Australian Government’s National Hepatitis C Strategy 1999/00 – 2003/04.  This strategy identifies four main priority areas:

· Reducing hepatitis C transmission in the community

· Treatment of hepatitis C infection

· Health maintenance care and support for people affected by hepatitis C, and  
· Preventing discrimination and reducing stigma and isolation for those living with hepatitis C.
No funding has been identified for the specific implementation of the strategy, and resourcing for hepatitis C interventions from all levels of government is insufficient.  Funding specifically addressing hepatitis C increased in the 2003/04 Commonwealth budget from $12.4 million over four years to $15.9 million over four years.  Whilst this increase was welcomed by the hepatitis C sector, the reality is that it was less than consumer price index increases and did not reflect the estimated 45% increase in the numbers of people infected with hepatitis C during the same period. 

The National Hepatitis C Strategy was reviewed in 2002 alongside the National HIV Strategy and the National Centres in HIV Research by a series of expert panels.  These reviews were released in November 2003 with The Australian Government Response to the 2002 Reviews of the National HIV/AIDS and Hepatitis C Strategies and Strategic Research.

The review found that the first National Hepatitis C Strategy: 

· Established a good foundation for action through the development of good collaborative partnerships at all levels within the sector
· Raised awareness of hepatitis C as a serious public health concern, but

· Had not succeeded in controlling the hepatitis C epidemic in Australia.

The Australian Hepatitis Council is the national organisation representing people with hepatitis C through our members, the state and territory Hepatitis Councils.  These community based organisations are located in each Australian jurisdiction and provide a range of services to people with hepatitis C including information, support, advocacy and representation.  These organisations form a fundamental part of the national partnership response to hepatitis C.

The vision of the Australian Hepatitis Council is of:

· All people with hepatitis C and other chronic viral hepatitis reaching their potential

· Communities affected by hepatitis are valued and free from discrimination

· A society free from new infections of hepatitis C and other chronic viral hepatitis.

The Australian Hepatitis Council and our members work in partnership with a range of agencies including community based agencies such as peer based injecting drug user groups, organisations representing people with haemophilia and Indigenous health services.  In addition, we work with government at all levels, as well as research agencies such as the National Centre in HIV Epidemiology and Clinical Research, the National Centre in HIV Social Research and the Australasian Society of HIV Medicine.

The Australian Hepatitis Council and the state and territory Hepatitis Councils reflect the partnership approach to addressing the needs of all people infected with and affected by hepatitis C.  The most obvious and powerful reflection of this is in the structure of the community based management committees and Boards of these organisations which are generated from their membership.  In some Councils, this membership base is over 1,000 people affected by or with hepatitis C.  The majority of these governance arrangements involve people with hepatitis C, people who inject drugs, people infected with hepatitis C through the blood supply including people with haemophilia and a range of service providers. 

In response to articles in the Sydney Morning Herald and the release in May 2003 of the Report of the Expert Advisory Group on Hepatitis C and Plasma in 1990, the Australian Hepatitis Council developed a brief outline of our approach to calls for compensation.

The Australian Hepatitis Council believes that where negligence is established by a court of law or other legal framework, that compensation for negligence is made available where harm can be identified.  The Australian Hepatitis Council does not have the right, resources, skills, or expertise to make a judgement on proof of negligence on decisions taken in the 1970s and 1980s or at any other time by the Red Cross Blood Bank.  

The Australian Hepatitis Council statement is informed by several issues:

· Each hepatitis C infection is a failure of the public health system, no matter how the infection occurred. 

· Our membership is informed by the experience of a range of people with hepatitis C, many of whom were infected through the blood supply and who do not necessarily support general claims for compensation.
· There is little evidence that the natural history or disease outcomes differs as a result of mode of transmission.  The Australian Hepatitis Council and Hepatitis Councils provide services to all people infected with hepatitis C no matter how they were infected.  Given the stigma related to hepatitis C among the broader community, it is vital to avoid reinforcing notions of stigma about mode of infection by providing equitable and non-discriminatory services to the broad range of people affected by hepatitis C.

· The resources available to the Australian Hepatitis Council and the Hepatitis Councils are limited, particularly considering the demands on our services.  A choice has been made by the Australian Hepatitis Council to concentrate on activities that assist our constituency as a whole and there are not the resources available to develop a two tiered response to hepatitis C or differentiate in our activities. 

· The national, state and territory responses to hepatitis C are starved of the resources required to adequately address the impact of hepatitis C infection.  The Australian Hepatitis Council believes that the broader Australian community is better served by ensuring that the needs of all people with hepatitis C are addressed, no matter the mode of infection.  This would be through improving access to treatment, health maintenance information and care and support services, and by reducing the levels of discrimination and stigma related to hepatitis C.  The Australian Hepatitis Council continues to strongly advocate on behalf of all people with and affected hepatitis C to achieve these aims.

· The Australian Hepatitis Council is unwilling to risk the legal ramifications to our organisation from making a stronger or less cautious public statement.

In responding to the terms of reference for the inquiry, the Australian Hepatitis Council addresses the terms of reference where we have specific expertise.  This means our focus will be on a limited number of the terms of reference and it reflects the confines to the resources available to our agency.  The primary focus of the Australian Hepatitis Council is on ensuring that impending activity related to hepatitis C continues to be informed by a community perspective.  This activity includes the:

· Development and implementation of the 2nd National Hepatitis C Strategy 

· Development of the new ministerial advisory structure 

· Continued capacity building of the hepatitis C sector, advocacy and lobbying on behalf of all people with hepatitis C, development of resources and policy development 

· Completion of our contractual obligations with the Department of Health and Ageing.  These contractual obligations include the administration of the National Hepatitis C Health Promotion Workshop being held in Adelaide in February 2004.  

The Australian Hepatitis Council continues to advocate strongly for federal, state and territory governments to recognise the needs of all people with hepatitis C, whatever the mode of acquisition, and improve the prevention, care, treatment and support services for all people affected.  

The vision of the Australian Hepatitis Council succinctly summarises our view that all people with hepatitis C and other chronic viral hepatitis can reach their potential, that communities affected by hepatitis are valued and free from discrimination and that a society be developed that is free from new infections of hepatitis C and other chronic viral hepatitis.

Please contact me should you require any additional information.

Yours sincerely

Jack Wallace

Executive Officer

Inquiry into Hepatitis C and Blood Supply in Australia.  

Response to the Terms of Reference.

As previously mentioned the Australian Hepatitis Council has limited resources available to provide responses to all the Inquiry terms of reference. Many of the references require specific expertise that can be garnered from agencies such as the: 

· National Centre in HIV Epidemiology and Clinical Research

· Australian Red Cross Blood Service

· Burnett Centre for Medical Research

· Commonwealth Serum Laboratories

· Haemophilia Foundation Australia

· National Blood Authority

· Communicable Diseases Network of Australia and New Zealand

· Commonwealth Department of Health and Ageing.

g. The implications for Australia of the world's most extensive blood inquiry, Canada's Royal Commission (the Krever Report). 

The Australian Hepatitis Council notes that this term of reference only refers to the Canadian government response to the transmission of hepatitis C through the blood supply.  The Australian Hepatitis Council has provided a summary of other international responses (Appendix A) which reflects a broader view of activities that have occurred in jurisdictions around the world.   The Australian Hepatitis Council recognises that there are marked differences in the supply of blood and blood products in Australia and that in other countries, including when hepatitis C testing of the blood supply began.

n. The impact that blood-transfused hepatitis C has had on its victims and their families.

There is limited evidence that the natural history or disease outcomes differs as a result of mode of transmission.  The Australian Hepatitis Council and Hepatitis Councils provide services to all people infected with hepatitis C no matter how they were infected.  The impact of hepatitis C can be substantial on both the person infected and those close to them.  Information in the following section comes from a range of sources including an assessment of the needs of people with hepatitis C undertaken by the Australian Hepatitis Council in 2003.  

The Diagnostic Event
How a hepatitis C diagnosis is presented to a person is pivotal in how they understand their infection, how they can manage the virus and their knowledge of its short and long term impact in their lives.  Many people with hepatitis C report poor practices amongst general practitioners in providing a hepatitis C diagnosis.  This includes a lack of knowledge, lack of communication skills and judgemental attitudes.  Community general practitioners are often ill-equipped to offer appropriate information, support or referrals to people with hepatitis C.  

The 3D Project: Diagnosis, disclosure, discrimination and living with hepatitis C found that many people with hepatitis C report a “sense of being perceived differently … when they are also experiencing changing perceptions of themselves”.  Other people with hepatitis C find a sense of denial and self blame following a positive diagnosis.  This period of denial may be particularly unsafe for some young people who appear to be at increased risk of self harm following diagnosis.

A positive diagnosis can raise issues that people believed had either being resolved or forgotten.  These issues can include drug experimentation many years before, a lifestyle not reflecting current life choices or values, or a traumatic medical event.  

Meeting the needs of people in Australia living with hepatitis C identifies a range of emotions reported in response to diagnosis including fear and apprehension about the future and feelings of being flawed, alienated, different, or set apart.

It should be noted that for several years, people notified by the Australian Red Cross Blood Service in many jurisdiction were informed of their hepatitis C diagnosis by mail.  The impact of this has not being specifically investigated, although given the importance of the diagnostic event in a person contextualising their infection, it would almost certainly be detrimental and this process is not supported by the Australian Hepatitis Council. 

Hepatitis Councils still receive contact from people recently diagnosed with hepatitis C who are provided with at times damaging and inaccurate information by the person providing the diagnosis. 

Disclosure

Having knowledge of the natural history and transmission of hepatitis C and an awareness of individual rights and the esteem and access to claim those rights greatly assists people to manage disclosure issues.  The issue of disclosure often directly relates to the diagnostic event as a person’s comprehension and understanding of hepatitis C is often directly related to this event.

The context in which people with hepatitis C live and work is often hostile and unresponsive to their needs and this lack of understanding negatively affects close relationships which are often the first point of support for people subsequent to a positive diagnosis.

Due to the relationship between hepatitis C transmission and injecting drug use, the most common mode of hepatitis C infection, many people with hepatitis C experience a range of difficulties disclosing their hepatitis C status to partners, family, friends, health care workers and others.  

The NSW Anti-Discrimination Board report on hepatitis C related discrimination, C Change, noted many reports of judgemental attitudes and breaches of confidentiality when hepatitis C status was disclosed in health care and workplace settings.  The report identified that disclosure often precipitates discriminatory actions, and notes that many people avoid disclosing as a strategy to reduce discrimination.

Disclosure and confidentiality breaches in rural and remote communities can result in social dislocation for individuals and their families.  Many people with hepatitis C are unaware of their rights in relation to anti-discrimination and privacy laws and the Australian Hepatitis Council have sought to redress this by the development of capacity building workshops for Hepatitis Councils on anti-discrimination redress and increasing the skills of the community sector in advocacy.  In addition, the Australian Hepatitis Council developed resources in 2001 targeting people with hepatitis C about discrimination, disclosure and the rights of people with hepatitis C. 

Maintaining Health and Wellbeing

Physical symptoms most often identified by people with hepatitis C include overwhelming fatigue or lethargy, tiredness, nausea, abdominal discomfort, sleep disturbance,  joint pain and liver pain with the most common psychological health issues being depression, mood swings, panic attacks, ‘foggy mind’ (confusion and memory loss), feelings of irritability, impatience and frustration, and feeling ‘down’ when physically unwell. 

Meeting the needs of people in Australia living with hepatitis C, reports that hepatitis C has a “devastating effect on many (people) to work or to continue their careers and … caused major changes in their family and social networks”.

Many people with hepatitis C adopt health promotion strategies such as modification of diet and alcohol intake to maintain their health in addition to resting more, using exercise and relaxation techniques, and access a range of complementary therapies to assist them in managing symptoms.

Seeking Support

The most common sources of emotional support reported by people with hepatitis C during data collection for the Australian Hepatitis Council needs assessment undertaken in 2003, A Sense of Belonging were partners, friends, and others with hepatitis C.  Hepatitis Councils and clinical nurse educators affiliated with liver clinics are often specifically identified as useful sources of support.

Widespread negative attitudes amongst health care workers towards people with hepatitis C affects the trust people have in health services and the subsequent access to these services by people with hepatitis C.  Given their social contexts, it can be difficult for people with hepatitis C to access adequate support.  

Antiviral Treatment

Australia now has a world class standard of hepatitis C treatment, which unlike in many other countries, is fully funded by the Pharmaceutical Benefits Scheme subject to criteria.  However, there has not been widespread uptake of antiviral treatment for hepatitis C despite its improved availability and efficacy.

Some barriers identified by people with hepatitis C to the uptake of antiviral therapy include:

· Lack of knowledge about antiviral treatment amongst general practitioners and people with hepatitis C

· Concerns around treatment side effects, particularly depression

· Lack of personal resources to support a significant period of ill health

· Disclosure issues when side effects are visible or people need to negotiate considerations in their workplace

· Public hospital waiting lists 

· Meeting Section 100 criteria

· Lack of treatment services in rural and remote areas

· Lack of culturally appropriate support for Aboriginal and Torres Strait Islanders and people from culturally and linguistically diverse communities.

The needs assessment found that of people who have accessed hepatitis C treatment, their motivations were to prevent future health problems and also to alleviate the emotional impact of living with a stigmatised condition.  For these people, personal and medical support to manage the side effects over a long period of time was the most important issue in successfully completing the treatment regime.

Many people with hepatitis C report negative interactions with doctors and ‘doctor shopping’ to find appropriately knowledgeable and non-judgemental doctors was a common experience amongst participants of the needs assessment.

Being Informed about Hepatitis C

Many people with hepatitis C take an active interest in learning about hepatitis C.  While some people trusted doctors and clinical nurse educators at liver units to keep them informed about hepatitis C and others relied on Hepatitis Councils to keep their knowledge updated, for many, learning about hepatitis C often takes place in relative isolation.

Community Awareness

The lack of community awareness about hepatitis C has been reported for several years as a contributing factor to the fear and stigma surrounding the virus, which makes disclosure difficult for people with hepatitis C.  With little knowledge about hepatitis C in the community, the onus is often on people with hepatitis C to educate others about the virus in their disclosure process.  The Government response to the review of the National Hepatitis C Strategy indicated support for “education and prevention activities for hepatitis C” in response to a recommendation for a national hepatitis C public awareness campaign; this was to occur within “existing funding levels”.  Given the level of funding available to hepatitis C, this response indicated a lack of genuine support.

o. What services can be provided or remedies made available to improve outcomes for people adversely affected by transfused hepatitis C.

As with the services provided by the Hepatitis Councils, the national response to hepatitis C has not differentiated in its activity by the mode of transmission of hepatitis C.  The Australian Hepatitis Council supports this response in which benefits can be delivered to all people with hepatitis C. 

The Australian Hepatitis Council participated in the development of the National Hepatitis C Strategy 1999-2000 to 2003/04.  This strategy provides a context for the national response to hepatitis C and has two major aims:

· To reduce the transmission of hepatitis C in Australia, and 

· To minimise the personal and social impacts of hepatitis C infection.

The strategy was developed using an excellent example of broad community consultation and partnership with communities most affected by hepatitis C and included a call for submissions and community consultation in each jurisdiction.  This development was community wide and included people infected with hepatitis C through the blood supply.

The National Hepatitis C Strategy provides a framework for Australia’s response to hepatitis C and includes the following key priority areas:

· Reducing hepatitis C transmission on the community

· Treatment of hepatitis C infection

· Health maintenance, care and support for people affected by hepatitis C, and

· Preventing discrimination and reducing stigma and isolation.

While the strategy has provided a useful framework for operation there has been neither strategic implementation nor resourcing for the execution of this first strategy.  The strategy was reviewed in October 2002, with a government response to that review being released in November 2003.

The review concluded that the implementation of the National Hepatitis C Strategy 1999-2000 to 2003-04 was constrained due to factors which need to be urgently addressed.  These factors include:

· A focus on risk factors and individual behaviour, rather than the broader contexts, resulting in a need for more comprehensive health-promotion approach

· Insufficient resources

· Absence of an implementation plan and performance indicators

· Governance structures that have not allowed hepatitis C to attract sufficient public attention or resources

· Inadequate understanding of the complexities of treatment and care

· Erosion of harm reduction through drug laws and drug policies, despite advocacy against this from affected and professional communities

· Inadequate research and surveillance

The review also found that there is little understanding of the economic impact of hepatitis C.  This includes the levels of resourcing currently required; the implications of the future cost of treatment and care to the community and the long term financial returns of prevention expenditure.

The recommendations of the review included: 

· That the partnership approach is reaffirmed as essential to an effective national response to hepatitis C and that the non-government and community sector’s capacity to respond be enhanced

· That new governance structures be developed to support the national response to hepatitis C

· That equitable, sustained funding be provided to develop and implement an effective response to hepatitis C in Australia at all levels

· That all governments give priority to redressing hepatitis C related discrimination in their jurisdictions

· That the Commonwealth support a national hepatitis C public awareness campaign to increase knowledge of and reduce the stigma associated with hepatitis C infection

· That harm reduction strategies be strongly supported in a range of settings including needle and syringe programs, medical detoxification, substitution therapies, abstinence-based therapies and peer education programs

· That new research be commissioned to focus on a number of specific areas including:

· social and behavioural factors relating to hepatitis C transmission

· hepatitis C prevention and health promotion 

· the treatment, care, support and costs for people affected by hepatitis C

· That the capacity of all health services be enhanced to address hepatitis C prevention, education, treatment, care and support for Aboriginal and Torres Strait Islander People and that there be greater emphasis on community involvement 

· That culturally appropriate strategies and resources to prevent hepatitis C be developed for people from culturally and linguistically diverse backgrounds

· That awareness of the availability and efficacy of hepatitis C treatments be increased

· That the lessons learnt from the application of harm-reduction strategies in custodial settings in other countries be explored for implementation in Australia

· That the “Commonwealth Department of Health and Ageing develop a second National Hepatitis C Strategy for the period 2004 to 2009, to further develop and implement the recommendations of this review”.

The Australian Hepatitis Council uses the key priority areas of the National Hepatitis C Strategy to frame the remedies that can be made available to improve the outcomes of all people with hepatitis C.

Reducing hepatitis C transmission in the community

While not immediately affecting people already infected with hepatitis C, the Australian Hepatitis Council supports the view that people with hepatitis C do not want to see further hepatitis C infections, no matter the mode of transmission.

The National Centre in HIV Epidemiology and Clinical Research reported that 16,000 people were infected with hepatitis C during 2001.  This was an increase of 45% from the previous estimation made in 1999, of 11,000 infections occurring in 1997.  Hepatitis C is Australia’s most commonly notified communicable disease. 

The vast majority of new hepatitis C infections are associated with injecting drug use, and the National Hepatitis C Strategy is clear in one of its guiding principles that “Transmission of hepatitis C is preventable providing people have adequate and equitable access to information, specific education and sterile equipment”.  

Needle and syringe programs have had an enormous impact on reducing the high numbers of people continuing to be infected.  A report commissioned by the Commonwealth, the Return on Investment in Needle and Syringe Programs in Australia, found that between 1988 and 2001 an estimated 21,000 hepatitis C and 25,000 human immunodeficiency virus (HIV) infections were prevented across Australia among people who inject, due to the operation of needle and syringe programs.  In addition the report estimated that based on these avoided hepatitis C infections, it is estimated that $783 million in hepatitis C treatment costs will be averted due to the introduction and ongoing support of needle and syringe programs.

The Australian Hepatitis Council believes that:

1. Support must be maintained for the full range of harm reduction measures designed to minimise the transmission of hepatitis C and reduce the impact of unsafe injecting

2. An expansion of Needle and Syringe Programs, particularly in rural and remote areas, is required in order to fully service Australia’s estimated 265,000 regular injecting drug users

3. Duty of care and healthcare equity are not served by continued resistance to the provision of harm reduction programs in prisons and custodial settings.

In addition, the Australian Hepatitis Council has identified the following indicators which would reflect a commitment to reducing the transmission of hepatitis C within the community.  These indicators are:

· Reduced incidence of hepatitis C infection

· Drug law and policy reform (particularly relating to self administration and injecting equipment offences)

· Law enforcement policy initiatives to match the above

· Introduction of needle and syringe exchange programs and safe injecting rooms in prisons 

· Establishment of innovative programs including safe injecting room trials 

· Expansion of needle and syringe programs in all jurisdictions (including regional areas)

· Enhanced clinical service provision through needle and syringe programs (including antibody testing and treatment support)

· Implementation of an effective national public awareness campaign

· Increased funding for education resources and peer education

· Introduction of uniform blood borne virus education in schools

The budget decision to allocate over $17 million dollars to the development of retractable syringes is not supported by the Australian Hepatitis Council, particularly given the lack of resourcing provided for proven hepatitis C prevention activities such as needle and syringe programs.  In addition, there is no evidence that retractable syringes will reduce transmission nor is there a public health need for the intervention.  This allocation of funding is exasperating, particularly given that Commonwealth funding for hepatitis C related activity currently stands at $15.9 million over four years. The retractables initiative primarily assists industry using health funds to produce retractable needle and syringe technology.  The initial phase of the initiative has found that this is not necessary and that should buyers exist, retractable technology could be implemented immediately.  

Treatment of hepatitis C infection

At least 30,000 Australians with hepatitis C qualify for subsidised combination anti-viral treatment under current Pharmaceutical Benefit Scheme protocols – 17,000 are confirmed diagnoses, while the remaining 13,000 are yet to be tested.  These figures will increase as new infections and diagnoses continue to occur. 

The ability of healthcare infrastructures to provide the full range of treatment services to those who qualify for treatment is in doubt and the Australian Hepatitis Council and its members, through the effective promotion of self-management models, aim to contribute to the sustained health and well-being of people with hepatitis C. 

Extensive hospital waiting lists mean that in some states, a person with hepatitis C may wait up to two years for assessment at a gastroenterology unit from the time of initial referral.  An expansion of S100 prescription into general practice, and among methadone prescribers, will relieve some of the pressure on gastroenterology services to meet the demand for treatment - particularly in regional areas where no specialist gastroenterology services currently exist.

However, broadening of treatment access points is required specifically involving general practice as a key partner in S100 prescription.  This expanded framework will facilitate greater S100 availability, particularly in rural areas, and may encourage people who prefer to visit specific general practitioners to more fully consider their treatment options.

A paper commissioned by the Australian Hepatitis Council (mid-2000) sought expert opinion from researcher and author Martyn Goddard on future directions in treatments policy.  The resultant paper, New Directions in Hepatitis C Treatment Policy, outlines key issues and gaps in current policy, and suggests a range of responses to address these concerns.

The following is a brief overview of the key points outlined in Goddard’s paper:

· A national and state based set of treatment education campaigns is required in order to encourage adequate monitoring and treatment decision making

· Further Commonwealth and industry funding should be sought for treatment education programs targeting people with hepatitis C

· The number of trained and accredited GPs must increase if demand for treatments is to be met 

· Hepatitis A and B vaccinations must be more widely promoted and available to people with hepatitis C (particularly in correctional and alcohol and other drug service settings), and

· Community sector agencies should lobby government health services to provide adequate counselling and support services for people with hepatitis C.

The Review of the National Hepatitis C Strategy recommends that:

· Awareness of the availability and efficacy of hepatitis C treatments be increased by targeted information provision through primary care physicians, specialist liver clinics and needle and syringe programs

· A range of models of care for different settings – custodial, rural etc, be developed, implemented and evaluated

· Equitable funding be provided to develop models of comprehensive primary health care for communities bearing a high disease burden

· An audit of actual treatment response rates become a standard reporting requirement for the states and territories under the Highly Specialised Drugs Program (S100)

· A national hepatitis C workforce program is developed in consultation with all key stakeholders.  Affected communities should be engaged in the design and delivery of this program.

However, the Australian Government Response to the 2002 Reviews of the National HIV/AIDS and Hepatitis C Strategies and Strategic Research does not identify any additional resourcing to enable these recommendations to occur.

Health maintenance, care and support for people affected by hepatitis C

The National Hepatitis C Strategy recognises the needs of people with hepatitis C regarding health maintenance, care and support as separate from treatment given the limited numbers of people able or willing to access treatment.  

There is little evidence that the natural history or disease outcomes of hepatitis C differ as a result of the mode of transmission.  This reflects the experience of the Hepatitis Councils in their service provision and that the needs expressed by people in accessing council services do not change as a result of the mode of infection. 

The National Hepatitis C Strategy identifies the following factors affecting the health and well being of people with hepatitis C:

· Anxiety and stress associated with having a chronic condition such as hepatitis C 

· Fatigue, nausea and other symptoms of chronic hepatitis C infection

· Treatment side effects such as depression and nausea

· Nutrition to assist in maintaining health and well being

· Dental care

· Alcohol – particularly given the evidence of a clear relationship between alcohol consumption and accelerated development of severe liver disease such as cirrhosis

· Co-infection with other hepatitis and HIV – all which can lead to a poorer prognosis

· Housing, adequate income, and employment – particularly given the effect that hepatitis C symptoms can have, and

· Fear of discrimination.

The Hepatitis Councils play a pivotal role in the provision of health maintenance and monitoring information to people with hepatitis C through a series of strategies.  These include the development of resources, the provision of telephone information services, the facilitation of support and information groups, capacity building of particularly the health care sector and through websites and newsletters.  The resources available to do this work are limited.

Preventing discrimination and reducing stigma and isolation.

Hepatitis C related discrimination is pervasive, affecting the quality of life of people with hepatitis C and compromising the effectiveness of a coordinated response to the epidemic.  For a person with hepatitis C, disclosure of hepatitis C and subsequent discrimination can mean the loss of employment and promotion opportunities, denial of accommodation and difficulties in obtaining goods and services including dental and medical care.  

The experience of Hepatitis Councils indicates that issues of stigma and discrimination are a significant concern to people with hepatitis C.  The Hepatitis C Council of NSW notes that at least 20% of phone calls to its Hepatitis C Helpline relate to issues of stigma and discrimination (Hepatitis C Council of NSW, 2001).

Hepatitis C discrimination occurs in a variety of settings including the provision of goods and services, health care services, families and friends, accommodation, employment and education.  People with hepatitis C often report that the group that most frequently discriminates against them are health care workers including dentists, dental staff, nurses and general practitioners.

The underlying causes of such discrimination are varied but are often the result of either a usually irrational fear of infection or the close link hepatitis C has with injecting drug use – an illegal and highly stigmatised behaviour.  People who contracted hepatitis C by other means are often assumed to have injected drugs at some stage and such assumptions expose these people to similar discriminatory behaviour.

Eliminating discrimination against people with hepatitis C, or who are assumed to have hepatitis C, is important as a human rights issue, but also because such discrimination can and does impact upon the mental and physical health of individuals. 

Discrimination and the fear of it can result in:

· People with hepatitis C not disclosing that they have the virus to friends and families.  This can lead to increased social isolation and a lack of adequate support.  Negative responses from friends and families can lead to the breakdown of relationships and a further sense of alienation.

· Reluctance to test for hepatitis C.  Not being tested limits the possibility of an individual either considering appropriate treatment or undertaking actions to self-manage their health.

· Reluctance to access health care services.

· People leaving workplaces.  Some people who have disclosed their hepatitis C status have found their employment, residential and social networks completely disrupted, creating much stress and anxiety. 

· People feeling ‘contaminated’ and ‘dirty’.  This type of feeling can lead to lower self esteem and a lower sense of self worth or, more seriously, to depression.

People with hepatitis C often are unaware of their rights under anti-discrimination laws and/or complaints procedures.  Hepatitis Councils have a unique role in assisting people with hepatitis C to know about their rights under anti-discrimination laws, and understand the options for action including complaint processes.  A project was undertaken by the Australian Hepatitis Council in 2002 to build the capacity of Hepatitis Councils to carry out this role, and addressing discrimination remains a core issue for the Councils.

While all states, territories and the Australian Government have anti-discrimination legislation that makes it illegal to discriminate against people with hepatitis C, the proportion of cases informally reported to councils far outweighs those officially lodged using anti-discrimination instruments.  

Recent activity by the Attorney-General in seeking to amend the Disability Discrimination Act to ensure that “a person's drug addiction cannot be the sole basis of a claim of unlawful discrimination” will alienate an already marginalised and stigmatised section.  There is no rational justification for the amendment which is not supported by key infectious disease and alcohol and drug agencies including the Australian National Council on Drugs, the peak body providing advice to the Prime Minister on issues relating to alcohol and other drugs. 

The concerns of the Australian Hepatitis Council to this proposed amendment relate to: 

· Human rights.  The Australian Hepatitis Council recognises that discrimination has a profound and damaging effect on people’s lives.  People who inject drugs are amongst the most marginalised populations in the Australian community and the NSW Anti-Discrimination Board found that discrimination against people who inject drugs is widespread and “has damaging consequences”.  

· Access to health services by people who inject.  Access to health services will be severely reduced given that people who inject prohibited drugs will be fearful to access drug, alcohol, hepatitis C, HIV prevention, and treatment services, as access will imply that they can be discriminated against.  The impact of this will include an increase in HIV and hepatitis C infections and of damage relating to problematic drug use.
· National responses to public health issues such as hepatitis C and the Human Immunodeficiency Virus (HIV).  National responses to HIV and hepatitis C are based on a partnership approach.  One impact of the proposed amendment will be to ostracise people who inject drugs, and reduce their involvement in the response to these key areas.

· Inherent conflict with the proposed amendment to the government response to the Review of the National Hepatitis C Strategy.  The Australian Government response to the review of the National Hepatitis C Strategy “notes the findings of the C Change Report and remains committed to the principles of the Disability Discrimination Act 1992”.  The proposed amendments reflect a lack of coordination of government policy, particularly where it relates to health policy.  

· The lack of defining of “addiction”.  “Addiction” is poorly defined in the proposed amendment.  Community and personal understandings of drug use is imbued with political and moral overtones and often is not based on hard evidence.  The majority of people who use drugs use them during certain periods of their lives and in specific ways.  To define a person by a behaviour which often is temporary does not reflect a compassionate, pragmatic nor humane response.
The 2001 National Drug Strategy Household Survey notes that in 2001 almost 6 million Australians aged 14 years and over had used an illicit drug in their lifetime and that over 300,000 people had used cannabis every day.  Given the lack of definition of “addiction”, the impact of the changes to the Act could affect a substantial number of Australians.

In line with the contexts and types of discrimination, the Australian Hepatitis Council believes that any effective, nationally applicable strategy targeting hepatitis C discrimination must concentrate on integrated action in the following three domains:

· Challenging community attitudes towards people with hepatitis C.  The Australian Hepatitis Council supports the development of a broad-based community education program to dispel widespread myths and fear about the epidemic and people with hepatitis C.

· Challenging unlawful discrimination and privacy issues in workplace and healthcare settings.  Research shows that the majority of discrimination occurs in workplace and healthcare settings.  The Australian Hepatitis Council supports the development and implementation of education programs specific in those contexts to explain relevant state, territory and/or Australian Government law, and to promote the rights and obligations of people with hepatitis C as employees and healthcare consumers.

· Removing barriers to accessing protection under anti-discrimination legislation.  Overwhelmingly, people with hepatitis C who bring an incident or complaint to the attention of Hepatitis Council staff do not request that action be taken on their behalf. 
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Appendix A

Summary of International Responses to the transmission of hepatitis C through the blood supply.

IRELAND

Summary of Events:

1991
HIV compensation introduced.

1995
Hepatitis C Compensation Tribunal established.

1996 
Hepatitis C Compensation Act Introduced to provide compensation for people infected with hepatitis C through blood products.

1997
Hepatitis C Compensation Tribunal became a statutory body.

2002
Hepatitis C Compensation Act amended to include partners and family members of people infected with hepatitis C and also people infected with HIV.  Tribunal of Inquiry into the Infection with HIV and Hepatitis C of Persons with Haemophilia and Related Matters (Lindsay Report) released.

Details of Compensation:

Compensation is paid under a no-fault agreement, where there is no admission of liability by the National Blood Transfusion Service and claimants forgo their right to sue and are not required to prove negligence.  Approximately 350 settlements have been made so far ranging from €50,000 to €2.5 million.

Compensation payable to:

· Anyone infected with hepatitis C and HIV through blood products in Ireland

· Children and spouses of people infected with hepatitis C and HIV through blood products who have subsequently become infected

· Carers of those infected with hepatitis C and HIV through blood products

· Dependents of those infected with hepatitis C or HIV who have died as  result their infection

· Spouses of people infected with hepatitis C and HIV for impairment of sexual relations due to the infection.

Each claim is assessed individually in front of the Tribunal with payouts based on:

· Pain and suffering

· Loss of quality of life

· Loss of society (loss to family of companionship)

· Post traumatic stress disorder

· Solatium (payment to the family for those who have died)

· Loss of earnings

· Loss of earnings including actual, past and future earnings

· Pension entitlements

· Loss of opportunity (to study or take employment)

NEW ZEALAND

Number of Infections:

Approximately 600 people became infected with hepatitis C through blood products in New Zealand.  Most infections occurred before 1989 and antibody testing was not introduced until July 1992.

Summary of Events:

1992
1992 Accident Compensation, Rehabilitation and Insurance Act introduced.

1996
Government investigates whether people infected with hepatitis C through the blood supply have been adequately compensated.

1998
32 Individuals compensated after high court action; NZ$22,000 offered to people who could prove they were infected between August 1990 and July 1992, all others excluded.

1999
Repeat of government commitment to investigate adequacy of compensation; compensation was doubled in April 1999.

2003 
Government rejects any kind of general settlement for people who contracted hepatitis C through blood products with court action pending for over 100 people.

Details of Compensation:

· People eligible for compensation must have submitted their claim within 12 months of diagnosis and receipt of the compensation is dependent on all eligible claimants accepting the offer  

· Hepatitis C infection is classified as a medical misadventure under the scheme  

· The current offer of compensation is a lump-sum payment of NZ$44,000 

· No compensation has yet been paid under the current proposed scheme.

CANADA

Number of Infections:

Approximately 12,000 people in Canada became infected with hepatitis C through blood products, most prior to 1989.

Summary of Events:

May 1995 and September 1996

Minister for Provinces /Territories and the Minister for Health reject compensation for people infected with hepatitis C through blood products.

September 1996

Interim report of the Commission of Inquiry into the Canadian Blood System (Krever Report) released and a Task Force on the Blood System established.

November 1997 

Final report of the Commission of Inquiry on the Blood System in Canada (Krever Report) released recommending “provinces and territories devise statutory no-fault schemes for compensating persons who suffer serious, adverse consequences as a result of the administration of blood components or blood products”.
March 1998 

Ministers for Health (Federal and Provincial) announce compensation will be paid to all people who contracted hepatitis C through blood products between 1 January 1986 and 1 July 1990.

June 1999

1986-1990 Hepatitis C Settlement Agreement approved by government at a cost of over C$1B.

Since June 1999, provinces including Quebec and Ontario have granted compensation to people infected outside the period 1986-1990.

Details of Compensation:
People receive compensation depending on the degree of illness and compensation is conditional on people dismissing any further legal proceedings.  People must also declare they haven’t used “illegal intravenous” drugs.

Payments vary significantly and compensation is paid for:

· Lump sum payment depending on the degree of illness

· Loss of income

· Costs of treatment

· Costs of care

· Out of pocket expenses

· Dependants and family members upon death

· People with hepatitis C who are deceased

· Loss of guidance, care and companionship.

ENGLAND

Number of Infections

Approximately 14,000 people in the UK have been infected with hepatitis C through blood products.

Summary of Events:

1987
MacFarlane Trust established to provide compensation to people infected with HIV through blood products.  Consumer Protection Act introduced and provides for compensation to be paid for contaminated blood products administered after March 1988.

1996
Government rules out financial assistance for people infected with hepatitis C through blood products.

1998
Government again rules out financial assistance for infected with hepatitis C through blood products.

2001
Judgement finds contaminated blood a defective product and that compensation under the Consumer Protection Act is appropriate.

2003
English Parliament announces establishment of compensation scheme for people infected with hepatitis C through blood products on a similar basis to the Scottish model.

Details of Compensation:

People with hepatitis C receive a lump sum of £20,000 with an additional £25,000 for people with advanced liver disease.

UNITED STATES OF AMERICA

Summary of Events:

1995
Ricky Ray Haemophilia Relief Fund Act introduced to compensate people with haemophilia infected with HIV between 1980 and 1987, their survivors and infected family members.

No financial assistance has been granted by Federal or State Governments to any people infected by hepatitis C through blood products.

Details of Compensation:

Compensation for HIV/Hepatitis C co-infection through the Ricky Ray Relief Fund is conditional on giving up the right to sue the Food and Drug Administration.  Ricky Ray Relief Fund grants US$125,000 to each person co-infected with HIV/Hepatitis C and their family members.  Individual lawsuits have been filed against the Federal Drugs Administration, the American Red Cross and various private blood product supply companies.

HUNGARY

Summary of Events:

1997
Supreme Court recognises that the Government is liable to give compensation to all those haemophiliacs who have been injured as a result of medical treatment, under the Act on Public Health, 1972.

2000
Hungarian Government grants compensation to 4 people who became infected with hepatitis C through blood products - more than 100 other cases are still pending.

Details of Compensation:

· Compensation is conditional on giving up the right to sue 

· Includes a one off payment of €800 and an ongoing allowance of €50 Euros/month.

SPAIN

Summary of Events:

1999
Law 55/1999 passed that all people with haemophilia infected with hepatitis C through blood products are entitled to compensation.

2002
Offer of compensation rejected and negotiations on increasing the settlement amount are ongoing.

Details of Compensation:

· One-off payment of €18,000.

· No one has yet received compensation.

NORWAY

Summary of Events:

1999
Norwegian Parliament grants compensation for all people who became infected with hepatitis C through blood products regardless of date of infection.

Details of Compensation:

· Only primarily infected people qualify for compensation.

· Compensation is a one off lump-sum payment of NOK100,000 (€14,000).

ITALY

Summary of Events:

1992 
Law 210 introduced to provide compensation for people infected with HIV through blood products.

1997
Law 210 amended to provide compensation to people infected with hepatitis B and C through blood products and infected family members.

Details of Compensation:

Payments for people infected with hepatitis C up to ₤14,000,000

SCOTLAND

Summary of Events:

1987
MacFarlane Trust established to provide compensation to people infected with HIV through blood products.  Consumer Protection Act introduced to address faulty goods causing injury and provides for compensation to be paid for contaminated blood products administered after March 1988.

2001
Court judgement finds contaminated blood a defective product and that compensation under the Consumer Protection Act is appropriate.

2003
Scottish Parliament announces that compensation will be paid to people who became infected with hepatitis C through the blood supply.

Details of Compensation:

Previously, the Scottish Executive has had a policy of not paying compensation when they have no legal liability for the harm suffered by the patient although policy change was made on “moral” grounds.

Compensation paid by the scheme includes £20,000 pounds for anyone infected with hepatitis C through blood products with an additional £25,000 pounds paid to anyone with cirrhosis.

AUSTRIA

No financial compensation, although individual assistance is gained from a “Special Emergency Fund”.

ESTONIA 

No financial compensation.

FRANCE
No financial compensation.

GERMANY

Financial compensation being sought.

GREECE
No financial compensation being sought.

ISRAEL

No financial compensation being sought.

JAPAN

No financial compensation sought.
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