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FOCUS:
Traids Counselling, Support and Advocacy for people living with

medically acquired Hepatitis C and HIV.

The submission is a consolidation of the thoughts and feelings of members of a Support Group run by Traids. This group has been running now for five years.

Traids is a NSW Health support agency for people with medically acquired Hepatitis C.

We have decided to address only two terms of reference, 14 & 15 and keep to general details rather than individual specifics.

(14) The impact blood transfused Hepatitis C has had on its victims and their families.

Hep C is a very isolating, discriminatory illness. There are some lucky people who experience very few symptoms. However those less fortunate seem to have to deal with a multitude of issues that become a burden in every day life.

Hep C creates many barriers, some of which are covered below.  

Isolation

There are some people who have not told another living soul they have the disease for fear of the stigma attached to this virus. Drugs users are more predominantly targeted in public awareness campaigns than medically acquired patients. This can create resentment when people fee further excluded by this.

Depression

Some patients experience significant depression. Counselling is possibly the only course of treatment, if they can’t tolerate the combination therapy available to date. This type of support is very expensive if sought privately, and of very limited duration through Community Health Centres.

Physical

Unfortunately, come patients express a concern that they can no longer be a participant in sports and have reluctantly become spectators. Others have difficult being involved with children’s sporting events. Even holidays can present a problem in that the body does not cope with changes to the routine very well. Fatigue can limit a variety of activities outside the home - eg recreational, study, and also impacts on activities of daily living - eg housework, gardening, playing with children.

Professional and Career Developement

Many have had to leave work or reduce their workload. It’s like turning your back on your life especially when you have the skills and knowledge to carry on but your medical condition restricts your energy levels and ability to develop and progress in your profession. Employers may not be sympathetic to the amount of time needed for various medical appointments, or may respond to a disclosure of a worker’s Hep C status in discriminatory ways. Co-workers may likewise react to disclosure from a base of ignorance or prejudice.  This discrimination was well documented in the NSW Parliamentary into this issue.

Emotional

Patients describe how their concentration and ability to do simple things can be extremely limited by the confusion, lethargy and disorientation that comes with Hep C. They experience anger, frustration and fear of not knowing what is ahead of them.

Relationships

Previously strong people tend not to be able to cope with the simple every day things any more, like banking, planning and organising. Most need more support than ever before to cope with life in general.

These changes place unbelievable pressure on partners and families, as well on the person with hep C. Not only do they have to watch their loved one trying to cope with the new Hep C has laid down, but also have to take on much more responsibility than ever before.

During treatment

Patients, partners and families find themselves worrying about what is ahead of the family, and wonder if they can survive the roller coaster of mixed emotions, mood swings and long term side effects of treatment. This is a stressful and testing time for relationships.

Financial/Loss of wages

The cost of keeping up with the following services associated with the disease can be exorbitant. When a person is living on a reduced income due to their hep C, some services may be out of reach altogether.

· Counselling

· The ‘gap’ for medical & pharmaceutical expenses

· Alternative Therapies

· Transport to & from clinics, doctors, blood tests etc

· Parking, child care associated with medical appointments

· possible need for home help - eg cleaning, gardening

Some people just give up because they can’t afford it.

Loss of wages and perhaps lost promotion opportunities also place yet another financial burden that would not have been an issue if they hadn’t had a transfusion and ultimately ended up with Hep C.

(15) What services can be provided or remedies made available to improve outcomes for people adversely affected by transfused Hepatitis C.

As a group we decided to highlight the benefits of a service that is already available.

Traids Hep C Support Group for people with medically acquired Hepatitis C.

As stated earlier, this group has been running for five years.

During this time the issue as to how to promote this service has been discussed often. We seem to be a small group with so much information and willingness to help others who are trying to find answers to questions, and to meet with other people who have gone through, or are going through, the same things.

Over the years Traids has expanded and offers services based on clients’ needs.

Some of these are:

· One to one Counselling

· Transport assistance

· Information sessions (in liaison with Westmead Hospital)

· Support meeting for families & friends of patients

· Information/recreation weekends

· Support groups

Listed below are some of the benefits we have found from the support group.

· Comfort in being able to talk freely to facilitators who can explain any grey areas of diagnosis, services, as well as provide support, understanding and guidance in this debilitating illness.

· Having a safe and comfortable place to meet and plenty of time to chat about our problems is a vast contrast to the amount of time a patient has to discuss matters with their busy GP’s, or specialist medical staff.

· There is absolutely no pressure to discuss any matter that we do not want to address.

· One to one counselling is available to complement the group environment.

· Recently diagnosed people gain a great deal of first hand knowledge from the others who had already tried treatment options available.

· Overall group environment gives everyone strength to deal with situations they otherwise may have struggled with.

· Building a support network with other people experiencing the same lifesyle.

Recommendations

This service could be much better utilised if the public were made more aware of it. Whilst every effort has been made to do just that in the past, it seems to need a more co-ordinated effort through media, tainted blood group network and possibly published outcomes of this Senate inquiry. Why reinvent the wheel - just build on what we have.

Perhaps it’s the name of the service that puts people off. Perhaps they do not know that the name recognises the people who worked to set up, and were the first clients of, Traids - those with medically acquired HIV/AIDS. Sadly, many of those pioneers have now died but the service they established remains strong and now includes people with medically acquired Hepatitis C. Regardless of the reason it is a wonderful service and all of us would not be where we are today if not for Traids.

