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Positive Life NSW (Positive Life) is a non-profit community organisation representing the interests of people with HIV across NSW. Since 1988, we have provided health promotion, advocacy, peer support, health information resources and representation to ensure that people with HIV are able to access quality health care and participate in community life in ways that bring the best quality of life for them, their partners and families.

The introduction of highly active anti retroviral therapy (HAART) in 1996 dramatically improved the health outcomes for people with HIV who were able to access these medications. Australians with Hiv were in this position. Subsequently, deaths of people with HIV or AIDS in Australia have dramatically declined and an ever increasing number of people taking treatments report that the virus has become undetectable in their system. 

However, as has been referred to by AFAO in its submission to this strategy, the story is not quite as simple as this, nor is it consistently as positive. Many people with Hiv have been able to carry on with their lives, with their health virtually unaffected. For others, ongoing ill health, sometimes related to treatment side effects, sometimes to other health conditions, continue to impact heavily on their ability to participate. Many of these people remain on the Disability Support Pension and have done so for many years. Attempts to reengage with work, their community and to “get on with it again” can be difficult without sustained support that is able to meet their individual needs.
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NSW is home to the majority of people with HIV in Australia. As at the end of 2007, approximately 11, 100 people were thought to be living with Hiv in NSW.  Although, many, if not most of these people are likely to be working, with many experiencing 

the benefits of HAART, they all stand to benefit from any strategies to make the workplace more supportive to people with disability, and to lessen discriminatory attitudes and practices against people with disability, including HIV.

Regardless of health, attitudes to HIV by employers and within the general community can provide a more significant barrier to people with Hiv. This can particularly be the case at times of change; moving to a new job, a change in health circumstances, where there may be a need to disclose HIV status to an employer. The Human Rights and Equal Opportunity Commission and the NSW Anti Discrimination Board report a few complaints per year. This is highly likely to represent a minority of the experience of discrimination, given the arbitration approach which is required to mediate complaints.

The Futures 5 Social Research studies, referenced in the AFAO submission, detail the breadth of different experiences, and highlight their variability. They also reiterate that, as a condition with what can involve episodic or chronic illness, there is not one answer to improving opportunities to participate in work. Nor are many of the situations and potential solutions unique to people with HIV. Positive Life NSW, and NAPWA, our National body, have for a number of years, actively participated in broad coalitions related to welfare reform and systemic advocacy around a range of disability related issues. We have done so in the belief that exceptional solutions for people with HIV are unlikely to be sustainable, and that there are many benefits in framing the experiences of people with HIV within the Social Model of disability.

This submission focuses on the employment related needs of people with Hiv as current workers, with current or potential needs for supports to remain in the work force. It also focuses on the needs of people receiving income support, principally Disability Support Pension who, for the most part, are looking for the supports that may enable them to get and maintain meaningful work. Where that is not possible, they are seeking support to participate more actively in the life of their communities and have this participation recognised and valued. 

As part of our work regarding the changing needs of people with HIV, Positive Life NSW has joined the Canadian Working Group on HIV and Rehabilitation, who have undertaken significant research in this area and begun to develop significant resources that better describe and offer information to policy makers, employers and other interested parties about the support needs of people with Hiv and people with other episodic illnesses. This quote is taken from their website.
“Information for Employers”
The world of HIV is changing. Many people with HIV who have access to treatments are living longer and with better health. As a result, they are either staying in the workforce or returning to work when they are well. Chances are you already have someone in your workplace that has HIV – or you will in the future. 

Helping employees with HIV to stay in the workforce makes sense. Many people with HIV are between 25 and 50. They are skilled and valuable employees in the prime of their working years. 

HIV is often considered an “episodic disability”. That’s because periods of good health may be interrupted by periods of illness or disability. Often it is difficult to predict when these “episodes” of disability will occur or how long they will last.

But good benefits packages can help all employees, including those with HIV, to get the services and support they need to stay healthy and active. Flexible personnel policies and work options can help all your employees stay in the workforce, maintain good health and reduce their sick time. And holding on to good employees is good for business.”
  

In developing our response to this submission, Positive Life recently held a community consultation with over 25 people with HIV and service providers attending. Many of the issues raised during that consultation are reported here. 

1. Barrier
Barriers for people with HIV returning to work or joining the workforce

· Availability of intensive support for people who have been out of the workforce for a long time
· The availability of suitable work, in particular part time work
· The loss of administrative and entry level jobs, particularly in public sector, and their difficulty for people without relevant experience.
· The decline in employment of people with disability in public sector, lack of leadership by government in promoting the benefits of employing people with a disability.

· The impact of dual diagnosis, particularly HIV and mental illness, and accompanying stigma. For some people, the stigma of mental illness is more significant than that of HIV.
· The application of return to work policies for people on DSP, and the arbitrary two year time limit for access to the Health Care card.

· The cost of the loss of health care concessions after that period is often not offset by income from working.

· Many older people with HIV also face barriers related to their age, in addition to some of the other barriers highlighted.
Barriers to working people with HIV successfully staying in the workforce after an HIV diagnosis and/ or onset of an HIV related condition 

· Many people have fears about disclosure and what happens to the information once it is “out there”. If, for this reason, people don’t disclose, then employers are not able to offer flexible working practices if they don’t know they are needed.

· S100 Hiv medication is only dispensed via pharmacies located in hospitals with weekday opening hours. The need to explain why time is needed for this can also force disclosure, or else lead to tension over time spent away from work.
· Lack of awareness and accurate knowledge in the general community about basics of HIV, in particular how HIV is and is not transmitted, can cause tension and unnecessary anxiety in the workplace.
· There is a lack of clarity regarding responsibilities regarding disclosure, many employees don’t know if they have to tell, and sometimes employers taking an unnecessarily broad approach about who needs to know.
· Changes in Occupational Health and Safety laws have led to an increased focus on risk assessment. This forces employers to balance their duty of care to existing employees against what can be seen as a potential risk of transmission, despite evidence of no workplace related transmissions outside of hospital settings and few within. Some employers have used this as a rationale to notify other staff about a co workers HIV status.

· There is little practical support about how to support people with episodic health conditions in the work place. It can be difficult for employers, particularly small employers, to understand and modify working conditions to enable people to continue to work or return to work after illness. If this is poorly managed, the impact on co workers can lead to resentment of the worker with disability.

2. Goal

First goal

· The Government and employers should take a rights based approach, positively using the opportunity of the UN Convention on the Rights of People with Disability to promote improved opportunities for employment, better integrated support services, with leadership from all levels of government, employers and unions.

Second goal

· For both employers and employees with disability, support systems, including services and information, should be in place that work together, respond quickly to need and have strong support from employer bodies, unions and government. They should deliver solutions that impact both on a system wide level and provide tailored support to both employers and employees or potential employees.

Third Goal

· The Government recognises that, currently, many of the costs related to living with disability are borne by a person with disability or their families and partners. For health care costs, this is particularly the case for people who are not eligible for health care concessions. The need for support with these costs should be considered separately to the need for income support.
3. Recommended ideas and solutions (actions, examples or guidelines)

· What are some ideas about how this goal or goals could be achieved?

· What are some specific actions that can be taken to implement this idea?

· The more specific you are in listing recommended actions, the easier it is to see exactly how you think the barrier can be overcome and the goal or goals achieved.

First idea

Cost of disability
Recommended solutions (actions, examples or guidelines)
1. The government could consider delinking income support and the Health Care Card for people with chronic illness, particularly for low-moderate income working people or their families.

2. This could take the form of a chronic illness “concession” card, particularly focussed on health costs.
3. The government considers mechanisms to support people disadvantaged by high health costs, particularly for chronic illness. This support could be via ongoing access to Medicare type health care concessions, changes to safety net mechanism and access to bulk billing. Taxation benefits should be considered, notwithstanding the need to actually earn money to be able to benefit from tax concessions.

4. Consider changes to the dispensing of S100 medications to make them available more easily, either through selected non hospital community pharmacies (a successful trial of which has taken place in NSW), by post or by other innovative strategies.
Second idea: Promotion of Best Practice via the human resources sector, with partnerships to employment services.
Promote HR industry awareness, training and procedures, particularly as they relate to effectively working to minimise any negative impacts of episodic illness for the worker concerned, co workers and the workplace
Recommended solutions (actions, examples or guidelines)
1. Collection and promotion of Models of Best Practice with employer and union support for their incorporation in training, awards and agreements.

2. Establish clear guidance and simple procedures about the protection of personal information and appropriate use. Educate employers about the use of these guidelines. There should also be clear sanctions where they are knowingly breached.

3. A “Universal” approach to the provision of supports has the advantage of not placing the onus on particular people. There are some similarities in the flexible work practices needed for “family friendly” work places or work places supporting the retention of older workers. A more universal approach would take the focus off particular individuals and could enable a benefit to the workplace approach, rather than a cost to employer approach.
4. An example of a model policy is this extract from the current Enterprise Agreement for the staff of Positive Life NSW. 

ADDITIONAL LEAVE FOR EMPLOYEES WITH HIV/CHRONIC ILLNESS

An employee, who is entitled to benefits under section 3.14, Sick Leave, and who has HIV and/or any other acute chronic condition is entitled to a further one hundred and forty (140)  hours sick leave on full pay within each year of service in addition to any other sick leave entitlements, provided that

a. a medical certificate is supplied for each additional period of leave, and 

b. this entitlement does not accrue from year to year, 

c. and an  employee is not entitled to the value of such entitlement on termination of employment.

An employee who has HIV and/or any other acute chronic condition is entitled to six months stress leave without pay if all entitlements under section 3.14, Sick Leave, and section 3.15 (a), Additional Leave for Employees with HIV/Chronic Illness, are exhausted.

Third idea

Change the approach used by Centrelink to support DSP recipients to engage rather than an assumption of fraud and the related surveillance and enforcement.
Recommended solutions (actions, examples or guidelines)
· Amend relevant legislation that governs Centrelink enforcement to allow a more flexible approach.

· Consider changes to policies so that where people voluntarily seek to return to work, they can, if necessary, return to the DSP, and/or get further support, rather than volunteering being seen as triggering a review and compulsion (and accompanying stress and uncertainty).

· Amend policies that see an attempted return to work as an automatic ability to work.  People with appropriate medical assessments and demonstrated needs should be able to continue to receive concessionary health care until they no longer need it, rather than only for two years after returning to work. The loss of the health care card can also mean loss of access to other concessions, including transport, utilities and sometimes housing support.

4. Measurement

Measurement for first idea: 


1. Cost of disability
Know Successful?

Increase in people obtaining work after period out of the workforce

Uptake of community pharmacy (or similar scheme)
Measure success?

Measure change via social research (reports from Futures studies on number of people with HIV working)
Data? 

AIHW household surveys

For people with HIV, incorporate into existing social research

Standards or benchmarks

Compare against general cost of living, household health expenditure benchmarks.

Measurement for second idea: 

2. Promotion of Best Practice via the human resources sector, with partnerships to employment services.
Know Successful.

Survey HR sector pre and post regarding knowledge, understanding of issues, awareness about tools available

Measure success?

Collect figures on uptake and generation of policies

Data

Employer surveys

Union surveys

Standards or benchmarks

Monitor inclusion in agreements etc, by Fair Pay Commission. 

Measurement for third idea: 

3. Centrelink changes
Know Successful?

Survey with Centrelink clients and staff.

Measure success?

Sampling of results for DSP clients referred to employment services

Data?

Centrelink data

Employment service data

Qualitative research with clients.

Standards or benchmarks

Incorporate into Centrelink Performance Agreement with DHS and employment service contracts.

Appendix 1: Case Study
This letter from a Sydney man was published in the Sydney Star Observer in April 2008. With his permission, we have included it in this submission.

Looking for fairness from an employer

I am writing to bring to your attention a bad experience I encountered recently involving my employer who was awarded Australia’s Best Broker 2008 by the Australian Banking and Finance Awards. The organisation prides itself on being the best in the business, a leader in the finance industry. My employer has been a big supporter of our local gay community having sponsored a number of fund raising events, including HIV/AIDS, and attending Fair Day over recent years. They are to be commended for their involvement.

This organisation states in its OH&S policy that it does not discriminate against people living with HIV. But my personal experience would suggest otherwise and call into question just how well legislation protects those of us living and working with HIV. 

I sadly learned that when it came to supporting an HIV+ employee their attitude was very different. Faced with my first hospitalisation of 4 days I was advised the following week that I had used up my sick leave entitlements and would therefore not receive any further support. Their position was one of reluctance to allow any further days off sick even though it would be unpaid. Indeed, their mindset was concerned about how much future time I would require off due to sickness. My welfare was of little concern.

After meeting with my employer and explaining my situation I was met with the classic line, “ …we are not a charity!” It was clear to me that being HIV+ would severely damage my capacity to work for them any longer. I was already supporting my partner and myself on a very basic salary and could not afford a reduction in wages. The message I received left me feeling rejected because of my HIV status, especially after disclosing my status many months earlier and keeping my employer abreast with any appointments I needed to attend. 

An invitation was extended to my employer to seek assistance and guidance from ACON and Positive Life with the understanding that these organisations could provide them information about planning and supporting a HIV+ employee. They did not seek this support. In fact, I was challenged if I had made any enquiries to other employers about the challenges they face instead! I felt gutted and alone after trying to do the right thing by my employer. I was faced with a lack of understanding and support. There was no other option I could see but to resign and start looking for a new job. 

I have learnt something important from this experience … it doesn’t pay to disclose your HIV status! The laws do not protect us from indifference and ignorance. I really wonder if small and large businesses understand the unique challenges faced by HIV+ employees? I wasn’t looking for special treatment, just understanding and fairness.

Yours sincerely,

W.

This submission has been submitted by Positive Life NSW Inc. Positive Life NSW gives permission for it to be placed online.
Thank You
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Rob Lake
CEO

robl@Positivelife.org.au
02 9361 6011

� From the website of the Canadian Working Group on HIV and Rehabilitation- � HYPERLINK "http://www.hivandrehab.ca/EN/information/employers/index.php" ��http://www.hivandrehab.ca/EN/information/employers/index.php� accessed 20.6.08
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