
  

  

The Chronic Illness Alliance works to minimise the social impact of chronic illness by developing a better focus in health 
policy and health services. We work with our members to achieve goals that benefit all people with chronic illnesses.  
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Hot potato, hot potato... 

N o, not the Wiggles, just the pollies juggling – again! 
 

Health care continues to be a political ‘hot potato’ – and nothing is ‘hotter’ to the 
Alliance and its members than how those living with a chronic illness fare when the 
$$$s are dealt out each Federal budget. 
 
The upcoming May budget promises the ‘same old, same old’ rhetoric we are, sad-
ly, coming to expect – let’s hope we receive a pleasant surprise when ScoMo 
hands down his first effort! 
 
All too well we know that our country cousins tend to see the short end of the stick 
when it comes to universal health care and recent news reports have shone the 
spotlight firmly on this inequity between city dwellers and rural folk. 
 
It has been known for some time that access to specialist care in rural Australia is 
sketchy at best, practically non-existent at times, but discovering that wanting to 
see a GP of your choice can result in an eight-week wait flies in the face of a fair 
and equitable health system. 
 
Rural doctors are thin on the ground and with the Federal government last year 
redirecting the Prevocational General Practice Placements Program (PGPPP) 
funding towards GP training positions, there are fears scrapping the program will 
affect not only the numbers of country GPs but, in the long term, the quality of  
service rural communities receive. 
 
While the government asserts that ‘at least 50 per cent of GP training must take 
place in regional and rural locations’, the previous program had proved highly  
successful in attracting those to general practice who wanted to be there, rather 
than those who couldn’t gain employment in the city. 
 
Although the PGPPP, dollar for dollar, was expensive, rural practitioners believed, 
with consultation with those on the ground about making it more cost effective, the 
program could have gone a long way to providing regional Australia with the same 
level of – and importantly, access to – health care afforded to those who live in 
metropolitan communities. 
 
The Alliance will be hosting another Advocacy Forum before the electioneering 
starts in earnest to review the topics identified at our inaugural forum and ascertain 
the issues most pressing to our members. 
 
Equity of healthcare for all Australians, we are sure, will loom large. 
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The lifeblood of any membership organisation is, clearly, members!   
By working with our members, the Chronic Illness Alliance works to achieve goals that 
benefit all people with chronic illness and we do that by developing a sharper focus in 
health policy and services. 

This is only possible through members’ contributions because your members’  
experiences put the human face to our submissions to governments. To continue 
shining the spotlight on chronic illness and your efforts to lessen its social impact, it is 
imperative that membership of the Alliance grows stronger. 

Page 2 Members Update  

To introduce our newest additions, a brief outline appears below but if you want to get to know them better, check out 
their websites [see below].  

Go to http://www.chronicillness.org.au/index.php/notices to see the position statements undertaken on behalf of our  
members. 

W hen every penny counts,  we often query whether those precious $$$s should be redirected.  So we asked 
one of our long time member representatives, Susanne Baxandall, for her thoughts on this vexed question.  

Q:  Diabetes Australia – Victoria has been a long time member of the Alliance.  What do you see as some of the 
key benefits of your continuing membership? 

 Continuing to learn from other member organisations in the not- for- profit health sector- for example what has 
worked or not with campaigns, funding submissions, policy development and implementation and service  
initiatives  

 Knowing other organisations are also struggling with similar concerns for consumers 

 Extending professional and friendship networks 

 Access to decision makers as needed to progress our advocacy work 

 Linkage to resources  that help consumers with diabetes – for example WorkWelfareWills 

Q: As someone who was instrumental in establishing the Alliance while at the [Anti-] Cancer Council, what are 
major changes you have seen in the benefits of CIA membership? 

Knowing the CIA does represent a collective voice on matters of consumer concern-in the cash strapped health  
environment  
Understanding that being part of the CIA will help you to conserve energy and time as you can build on what others 
have done  
Having a track record of being able to talk frankly about the struggles in the health not- for –profit sector in Victoria 
and nationally 
Being part of a network organisation that is willing to put in the many years of sheer hard work and thinking required 
to understand then make some head way on: 

 Having chronic illness matters addressed at all levels of public life 

 Access to health care card for those with a chronic health condition 

 Righting the inequalities of access to medical and social health care 

 Real consumer participation 

 Costs of car parking when attending medical and allied health appointments 

 Linkage to real world examples of organisations that are implementation best practice guidelines  

Q:  The chronic illness support area has always had a wide range of organisations representing people living with 
a chronic condition.  With diminishing funding creating trying conditions for the smaller groups, do you feel that 
the impetus of social service, that is the Alliance being a vehicle for larger NFPs assisting the smaller struggling 
ones, has been lost in the changes to corporate history? 

Most of us have a responsibility for the consumers we work alongside. CIA does struggle with the capacity to help 
out the smaller groups and we do what we can as until further notice , we are all humans. 

Why is CIA Membership worth it? 

Continued on Page 4 

http://www.chronicillness.org.au/index.php/notices


N o matter which mode of transport is used to get to the big smoke for treatment, the reality is that it costs – a lot! 

The Chronic Illness Alliance has been a staunch campaigner on health consumers’ 

access to affordable and accessible healthcare.  As pointed out in our cover story, 

postcode does matter.  Regional Australia does not get its fair share. 

A sad fact is that people in rural areas are also poorer: having lower incomes,  

reduced access to services (health, education, transport) and fewer opportunities for 

employment. http://ruralhealth.org.au/documents/publicseminars/2013_Sep/Joint-

report.pdf .  It doesn’t help that petrol costs more in rural areas. 

Since the Alliance published our survey results on the costs of travelling from rural 

areas to Melbourne’s public hospitals in 2014, there have been small increases in 

subsidies for petrol costs and accommodation. 

The Department of Health and Human Services has released its new Victorian  

Patient Transport Assistance Scheme (VPTAS) Guidelines (http://

www.go.vic.gov.au/1epXMN ). The improved guidelines give more helpful emphasis 

to assisting carers and escorts accompanying people to a specialist treatment centre 

and, being better set out, provide examples of how the Scheme works in practice. 

However, the revised Guidelines do not solve the main problems experi-

enced by rural patients travelling to specialist centres in Melbourne. These 

relate to the actual costs and consequent distress these cause.  This is  

recognised by Minister for Health Hennessy who in November 2015 ordered 

that Melbourne’s hospitals reduce their parking fees https://

www.facebook.com/vic.hpa/posts/749520738486899. 

An example from the guidelines: 

A patient drives by car from their home in Creswick to the Royal Melbourne 

Hospital for an appointment, a distance of 123 km. They return home the 

same day. Total travel: 246 km VPTAS travel assistance: 246 km × $0.20 = $49.20. 

What is missing from this example is that the petrol is likely to cost 120 cents per litre and this does not include the 

cost of parking, lunches, wear and tear on the car. It does not take into account the level of poverty those patients 

may already be enduring. 

If the ATO rate for car use for business purposes was applied, it 

would be at 65 cents. 

Accommodation is in another realm altogether.  The rebate of 

$45.10 comes nowhere near the cost of a halfway decent bed 

for the night.  We doubt patients and their carers would be  

expecting to doss at the Windsor but a quick peruse of motel 

rates courtesy of Mr Google shows $45 doesn’t come anywhere 

near half of the average tariff of more humble digs.  With major 

hospitals being close to the CBD, the rebate falls woefully short 

of alleviating rural patients of the impost seeking specialist treat-

ment in the city. 

 

Planes, trains and automobiles 
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If the Government really wanted VPTAS to contribute to improving rural health outcomes it should bring subsidies 

into the 21st century: 

 Petrol and accommodation subsidies would be at  

realistic levels 

 Rural people who are employed but may be giving up a 

day’s work to attend a specialist centre would not be 

charged $100.00 upfront; many employed in rural areas 

qualify as the ‘working poor’ – a double whammy 

 Parking costs would be subsidised 

 A mechanism for ensuring that rural and regional patients 

are actually informed of the VPTAS scheme at the time 

of referral would be introduced. 

We may have gained a small concession for regional patients to access specialists and other vital healthcare, but 

the road is long... and we expect a few twists and turns before journey’s end. 

Planes, trains and automobiles 
Continued... 

Q: Is this an issue and what could be done to encourage mutual support between larger 
and smaller organisations? 
Yes, in the past CIA convened forums bringing together those with an interest in a particular issue, for example, the 
cost of enteral feeding and insurances. The result was sharing of information, ideas and resources. 
 
Q: With your contribution to the Committee of Management and the Peer Support Network over many years, how 

has your involvement benefited both your organisation and you, professionally and personally? 
A lot on both counts. I can, and do, get on the phone and sound out ideas with those in the CIA networks and vice 
versa. On a personal level, I have met people from all walks of life with tremendous tenacity living with chronic health 
conditions. Many laughs with those engaged in zest for life activities. 
 
Q: As the Alliance moves forward, what do you see as its strengths and what do you see as the future direction of its 

place in advocating for those living with chronic illness? 
Strength is the ‘can do’ attitude and the vast useful network and links –  if  CIA is not able to help, they always know 
who can. 
Another strength is the proven track record of Dr Christine Walker and her intellectual sharpness to get to the core of 
a matter. 
 
A big thank you to Susanne for her time and candour—while we are proud of our achievements thus far, we know 
there is still much to do and we can only do it with the support and contribution of our members. 

Why is CIA Membership worth it? (Continued...) 

Continued from Page 2 
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Exercising Self Control 

B orn in 2012, the love child of the previous Labor government, the Personally Controlled Electronic Health  

Record (PCEHR) has been embraced by the current Federal government and has now morphed into My Health 

Record, a slightly catchier and less cumbersome moniker to be sure. 

A tool to assist patients better manage their own health records, My Health Record has undergone a bit of a facelift, 

courtesy of multiple years of  allocated funding to assist the roll out of this important system. 

Saving the taxpayer (that would be you) money is high on the 

government’s agenda and it is estimated that $7.6 billion (that’s 

with a ‘b’) in savings and improved efficiencies by 2020 will be a 

legacy of the scheme.  Value for money aside, the real worth 

lies in the potential 5,000 lives saved, emergency department 

and primary care visits avoided, and reduced hospital  

admissions if every Australian signed on the dotted line.  It is 

sobering to note that up to 18,000 of us die each year due to 

preventable adverse drug events.  With better information come 

reductions in medical errors which equates to more lives (and 

dollars) saved. 

A feature of the recently relaunched program to improve patient 

participation from only one-in-ten is the ‘opt-out’ preference and 

the efficacy of this is being trialled with electronic health records 

for more than a million residents in Western Sydney and North 

Queensland being automatically created. 

Nowadays, ‘online security’ can be viewed with a splash of  

cynicism and a dash of mistrust as each successive ‘Nigerian’ 

scam vies for the headlines so rigorous security, particularly for 

such sensitive data, is clearly a priority for the community to feel 

comfortable jumping on board.  Issues such as who has access 

and, importantly, whom you allow to have access, what to do if you feel your records have been compromised, etc. 

are addressed in a series of FAQs on the My Health Record website.  The system operates within the Australian 

Government’s Information Security Manual and Protective Security Policy Framework with stiff penalties on offer for 

anyone rash enough to try breaching those defences. 

The Federal Health Minister, Sussan Ley, highlighted that “a life-saving “break-glass option” was included in the 
new My Health Record, allowing patients to have maximum security protections whilst also not having to worry about 
blocking access to their vital information in medical emergencies such as anaphylaxis, heart attacks, stroke or  
accidents where a patient is unconscious.”  

The revamped system enables healthcare providers to access details of a patient’s medical history online, any place, 

any time – saving critical time in emergencies as well as vital information that may well have a bearing on a patient’s 

treatment.  It also ensures consistency and accuracy of health data, something that can be lost with the telling and 

retelling of your story to each new (or sometimes the same) health practitioner.  On a personal note, having just filled 

out yet another litany of medical conditions for yet another doctor, I realised I had omitted the original surgery that 

began the juggernaut that has been my medical journey! Oops!   

Might have helped to have registered for My Health Record... 



Advocacy Forum Mark II—24 May 2016 

A s another election lopes over the horizon, it is important to revisit the issues your not-for-profit faces in the  

current economic environment—the challenges faced by your clients and your organisation. 

The Alliance is keen to workshop your concerns with the aim of developing  

position statements ahead of the Federal election—what would help your  

organisation and your clients to achieve better outcomes. 

Now is your opportunity to put your views forward and add your voice to your 

fellow CIA members’—strength in numbers—so the Alliance can present a uni-

fied front for those living with chronic illness to all parties vying for our vote. 

We are finalising the venue so check our website and keep an eye out for fur-

ther bulletins. 

Abstracts for consideration as oral presentations  
accepted till 27 May 2016.  Poster abstracts accepted 
till 7 September 2016 
 
For conference and updates: http://www.adma.org.au/
past-conferences.html   

 

 

 

A truly collaborative effort—the Peer Support Best Practice Framework will be proudly launched by the Chronic  

Illness Alliance at the June 16 Peer Support Network meeting at the Health Issues Centre. 

We are still finetuning but pop this Save the Date in your diary and join us at 2.00 pm 

Health Issues Centre 

8/255 Bourke St, Melbourne VIC 3000  

Good, better, best 
The Peer Support Best Practice Framework is here! 



Late last year, there was a move afoot to ‘upschedule’ codeine as a way 

to reduce misuse and overuse of this effective pain reliever. 

Consumer advocates such as the Consumers Health Forum of Australia 

(CHF) acknowledged the risk of overuse cannot be eliminated – people 

will ‘doctor shop’ or find other ways to obtain it if they really want to – but 

they are concerned that a sledgehammer to crack a nut approach may 

not be the optimum way to go. 

Pain is part of the human condition and with one in five of us living with 

chronic pain, more when we hit our golden years, not to mention those of 

us who experience episodes of severe pain during our lifetime, safe and 

appropriate access to medicines to relieve suffering should be a given. 

We are keenly aware that many people, especially those living with 

chronic illness, already find the high cost and accessibility of healthcare a 

deterrent.  By upscaling codeine to the ‘prescription only’ category, this is only going to further penalise those who 

need – and use – this medication responsibly. 

Recognising this is a complex issue, advocates suggest the Government and regulators should take a more sophisti-

cated approach that addresses the different facets of the problem. Such a strategy should involve: 

 real-time recording and reporting of purchases to help identify at-risk consumers; 

 changes to packaging and labelling to emphasise the risk of addiction, and; 

 a properly resourced community education program involving consumers, clinicians, and pharmacists about using 
codeine and other opioids to effectively manage pain. 

They believe taking codeine off the shelves only hides abuse problem when we should be looking at ensuring  

patients are provided with an affordable, effective option to manage their pain – and their lives. 

 

Codeine – salvation or sin?? 

Extraordinary General Meeting 
An EGM is being called to amend the Chronic Illness Alliance Constitution on Tuesday 24 May 
2016—Victorian Council of Social Services (VCOSS) Board Room, 8/128 Exhibition Street 
Melbourne (near Bourke Street corner) at 2.00 pm. 



Save the Date!! 

Mark these dates in your diary... 

All meetings take place on a Thursday between 10.00 am and 12.00 
noon: venues to be confirmed  
 

 28 April  

 23 June 

 18 August 

 20 October 

Chronic Disease Self -Management  

Special Interest Group 2016  

If you wish to unsubscribe to this  newsletter, please email: 
denise@chronicillness.org.au  

587 Canterbury Road 

SURREY HILLS  VIC  3127 

Australia 

Phone: +61 3 8809 0626 

Fax: +61 3 9836 2124 

E-mail: 

denise@chronicillness.org.au 

Web:  www.chronicillness.org.au 

Benefiting all people with 

chronic illness 

ABN 73 873 126 132 

Peer Support Network Meetings 2016  

Each meeting features a specialist guest speaker on a subject of current interest to 
peer support providers, as well as a host presentation on peer support in action. 
 
All meetings will be held between 2.00 pm and 4.00 pm with venues to be  
confirmed. 

Thursday,16 June 2016 

Tuesday,16 August 2016 

Wednesday, 12 October 2016. 

Arthritis and Osteoporosis Victoria is coordinating the VICTORIAN ACTIVE AGEING PARTNERSHIP (VAAP) 

on behalf of the Victorian Government, in collaboration with Fitness Australia and Monash University. 

There are many opportunities across Victoria for older people to be active but barriers can still exist. We 

need to reach out to older Victorians, some of whom may be isolated and others in areas of social  

disadvantage.  

COME AND HEAR about this project aiming at developing: 
 a best practice framework for engagement of older people; 

 resources and strategies;  

 referral pathways.  

SHARE your experiences and hear about opportunities for professional development. 

BECOME INVOLVED in this project to assist your older clients. 

Thursday 28 APRIL 2016, 10am – 12 noon 
La Trobe University City Campus 

Room 103  Franklin Street Melbourne 

Please RSVP by Monday 25 April to:  Christine Walker, Chronic Illness Alliance cwalker@chronicillness.org.au Ph: (03) 8809 0641 

mailto:denise@chronicillness.org.au?subject=PLEASE%20UNSUBSCRIBE%20ME
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