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Cost of Chronic Illness in Rural and Regional Victoria 

Jo-Anne Tamlyn 

Having a good income does not protect people with chronic illness from poverty. In fact, 
going to work and earning an income can severely disadvantage people who have high 
medication needs by disqualifying them from the financial benefits of a Health Care card. 
Expecting that distance, isolation and lack of rural medical infrastructure would impact on 
affordability and accessibility of health services, the Chronic Illness Alliance collected data 
from rural and regional Victorians on the cost of chronic illness. This article describes how 
the study was undertaken in regional Victoria, what consumers identified as key issues, 
and the findings of the project to date. 

In 2001, the Chronic Illness Alliance released a report entitled Concession Cards for 
People with Chronic Illness. The report argued that because eligibility for a Health Care 
card is income-based it does not recognise the extensive costs associated with 
maintaining health to an optimal level for a person with chronic illness. The report 
recommended that all people with chronic illness should have their illness-related needs 
met on a concessional basis, regardless of income, so those people who are able to work, 
at least on a part-time or short-term basis, could do so without incurring a penalty. 

The report’s research was limited by the small number of people from rural and regional 
areas included in the sample and it was decided that additional, rural-based research was 
needed. A proposal was drafted seeking to explore the issue using a combination of 
community consultation and questionnaires. Funding was achieved through the valuable 
support of the Reichstein Foundation and the project began in March 2002 with the 
appointment of a project worker. A steering committee consisting of three 
representatives from member organisations, two consumer representatives (one city, 
one regional) and an advisor from the pharmaceutical industry was established and 
began meeting in April 2002. 

Community Consultation  

Three regional centres were chosen as locations for community consultations — Bendigo, 
Geelong and Moe. Invitations to public forums were sent to a range of health institutions 
that had agreed to notify their clients or display the flyer. Member organisations of the 
Chronic Illness Alliance were also asked to notify their own members and/or clients and 
an email notice was sent out to members of the Collective of Self Help Groups. 

Attendance at the public forums was very good, particularly in Geelong and Bendigo. In 
total, 60 to 70 consumers of health care services contributed by sharing their views and 
describing their experiences. These consumers all had a chronic illness themselves or 
were caring for someone with a chronic illness. The range of illnesses represented was 
both extensive and diverse and included conditions such as cancer, polio, multiple 
sclerosis, epilepsy, scleroderma, fabrys disease, heart disease, work place injuries, 
amputation, transplants and mental illness. 

City-centric Services 

While the forums were intended to focus on the cost issues believed to differentiate rural 
and city consumers, the feedback received drew attention to the huge chasm in service 
provision between Melbourne and elsewhere. Consumers consistently reported having to 
travel to Melbourne to access specialist services. Many of these visits required several 
hours of travelling time, regardless of whether it was for a lengthy initial consultation, a 
brief 10-minute check-up or something in-between.  

Many consumers reported that hospital staff did not take into consideration consumers’ 
circumstances when making appointment and test times. Forum participants complained 
of having to fall in with hospital and medical routines and timelines with very little 
allowance or flexibility for individual difficulties. For instance, some tests were routinely 
held first thing in the morning, which meant that the person being tested and their 



 

Health Issues, 2003, Number 74, pp.23-25. 2

carer/driver/partner had to travel to Melbourne the day before and stay overnight, often 
at considerable expense. While in many cases the timing of the test might have been 
important, the location chosen could have been far more suitable were the testing 
facilities less city-centric or the specialists more willing to utilise regional testing facilities.  

In addition to city-centric specialist services, country Victorians have also been 
disadvantaged by a shortage of local GP and ancillary health services. This has resulted 
in higher fees and longer waiting times. Up-front fee charging has become far more 
common while bulk-billing is disappearing. Out-of-hours doctors’ visits were reported to 
be very limited, and in Bendigo, participants claimed that new residents had a three-
month wait to see a GP for the first time unless the problem was serious and urgent. 

Ambulance services were another area where country people faired poorly. There were 
many reports of ambulances taking too long, resulting in families opting to use private 
cars instead. In more remote areas, local townspeople such as the butcher or grocer are 
given basic training to perform the ambulance driver’s role but do this on their own. One 
participant reported driving the ambulance to the hospital herself while the driver 
assisted her husband in the rear cabin. 

Where the Money Goes 

The costs that most impacted on forum participants and their budgets were not unique to 
the bush. They were the perennial issues of pharmaceutical goods and the bills incurred 
for the purchase and operating of medical equipment. Participants with a Health Care 
card reported experiencing difficulties, but those without reported far greater deprivation, 
paying six times the price for medications compared to Health Care card-holders. 
Equipment running costs were another problem area such as the pump for a person with 
diabetes that cost $300 per month to operate. Expenses such as these put an enormous 
strain on household budgets. 

Among the costs that were pertinent to the bush, transport rated as being among the 
most expensive because of the long distances covered and the frequency of the trips 
made. Melbourne is a common destination and the costs of a single visit can be quite 
substantial, let alone multiple visits. One participant reported making 75 trips in the past 
year. Petrol and parking soak up most money, but inevitably these costs were 
compounded by others such as meals and accommodation. Even the cost of snack food 
and light lunches were noted as being expensive, especially for families. For example, a 
coffee stop before heading home could add $10 or more to a trip that had already cost in 
excess of $50, all in addition to the medical bills incurred on the day.  

The Victorian Patient Transport Assistance Scheme, although introduced to provide 
financial relief for long distance travel, was broadly criticised as having paperwork and 
procedures that were too laborious, and reimbursements that were totally inadequate. 
Consequently, participants reported having forfeited reimbursements because the 
amount of effort required far outweighed the benefit to be gained. 

Taxis were another large transport expense that several participants thought could have 
been alleviated by easier access to the multi-purpose taxi scheme especially in the case 
of frequent users. Unexpected taxi costs were reported as being a burden, particularly for 
people with illnesses that required them to go to hospital and then be discharged once 
the danger had passed. Again, costs were aggravated by distance, and country people 
experienced a greater burden than those living in Melbourne.  

Although expensive, telephones were seen as essential because of the distances involved 
between patients and doctors, hospitals, and even neighbours. Mobile phones were 
necessary because of the isolated and outdoor nature of rural living. In addition to being 
critical in emergency situations, phones also enabled housebound people to have social 
contact or as one participant called it, ‘a social life’. 

When asked about complementary medicines and alternative therapies, most participants 
indicated that they were not affordable. Some had started using them but had 
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discontinued their use because of the cost. One participant reported giving her partner 
alternative medicine to ease him off his rejection drugs at a cost of $500 per month. 
Vitamins were also seen as too expensive with some participants commenting that they 
could not even afford good quality fruit and vegetables let alone vitamin supplements. 

Costs associated with employment impacted in two ways. Most dramatic was the loss of 
employment and income which disadvantaged a number of participants and their 
families, particularly where full-time work was lost by either the person with the chronic 
illness, their carer, or both. One parent reported giving up a salary of $500 per week to 
stay at home and care for her chronically ill child – a sacrifice that is not acknowledged 
by the government until the child is over 16 years of age. Many others were 
disadvantaged from taking time off work without pay to attend medical appointments 
and for hospital stays. One participant commented that visits to her Melbourne specialist 
had cost her $300 per month in lost wages.  

An Everyday Battle 

Emotional costs were mostly expressed by the carers and it was their stories of 
commitment and sacrifice that created the deepest impressions at the forums. 

One parent of a severely disabled child outlined the costs to his family of caring for her. 
He described how caring for her required great sacrifices in terms of his time – time with 
his wife, time with his other children, time with other family members and friends, and 
time off work with its subsequent loss of income. As a result of their commitment and 
installation of specialised equipment, the family had reduced the child’s hospital 
admissions from 20 to four per year saving the government $6,000 for each two week 
stay averted. 

Lack of respite care was an issue for many, especially those providing full-time care. The 
around-the-clock demands of caring were, as one participant commented, “wearing this 
one out” while other participants spoke about their lack of sleep and feelings of 
depression. They missed their relaxation time and felt the strain on families and their 
health was unfair. This strain was further compounded by lobbying local members of 
parliament and battling the bureaucracies, and even hospital staff. Participants spoke of 
“fighting every day for rights”, something they “don’t need to be doing on top of 
everything else”. As one Geelong carer described in a follow-up email: 

“We have many stories to tell in relation to the small and large battles we have fought on 
our daughter’s behalf… We are proud of the many things we have achieved thus far and 
are probably better people for it, but it would have been far less stressful and less of a 
financial burden to have done without these never ending problems which at times of a 
weak moment appear insurmountable.” 

Loss of employment brings financial problems but the pain does not finish there. Carers 
and those with a chronic illness missed going off to a workplace and being with work 
friends they had often known and regularly interacted with for years. The longer they 
were away, the more disconnected they became from those friendships, and identities 
were lost or changed in line with employment status. Participants representing people 
injured at work claimed that instances of depression and suicide were high among their 
constituency. For some carers there were concerns about staying out of the workforce for 
too long and losing touch with their skills and employment opportunities. As one 
participant explained, he would not be in a caring role permanently. His wife would pass 
on and he would then return to work but he was not sure how easy that would be. 

The sentiment of the participants was that caring for the carer was critical in an 
environment of minimised hospital and respite support, and where government 
responses were seen to be reactive rather than proactive. The people that they cared for 
were usually not at the forums so their voices were not as well heard, particularly in 
regard to the emotions they were experiencing. However, those who were able to attend 
seemed to really appreciate the opportunity to express their opinions and concerns and 
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there were calls for more opportunities to get together and discuss their common issues 
as a means of providing mutual support.  

The Next Stage 

Phase two of the project involved collecting data using a questionnaire that identified and 
reflected the thoughts and concerns of its intended respondents. Following on from the 
forums, an eight-page questionnaire was drafted and successfully piloted amongst a 
dozen people in the Geelong, Bendigo and Portland areas. 

The questionnaire encompasses the issues that generated the most discussion at the 
forums and was divided into sections looking at the following areas: 

• household status; 
• concession card status; 
• medical costs; 
• transport costs; 
• household expenses; 
• complementary medicines; 
• loss of wages; 
• carer experiences; and 
• government assistance. 

Member organisations of the Chronic Illness Alliance have distributed the questionnaire 
and, at the time of writing, over 1,200 copies had been sent out. Larger organisations 
also advertised the project in their newsletters. Overall, the support and cooperation 
from member groups of the Chronic Illness Alliance has been excellent, reflecting the 
importance with which they regard the issue of costs and chronic illness. Analysis of 
results should begin in March 2003 and the findings will be used to determine how the 
Chronic Illness Alliance can best serve the interests of its constituency, particularly in 
regard to campaigning for a needs-based concession card.  

Jo-Anne Tamlyn is a Project Worker with the Chronic Illness Alliance. 

For further information about the Chronic Illness Alliance and/or this project, contact Jo-
Anne Tamlyn on Ph: (03) 9805 9126 Monday to Thursday or Email: 
jtamlyn@chronicillness.org.au 
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