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Elizabeth McDonald
Croydon, New South Wales

As a retired social worker, and a person with a severe
physical disability, I have had the opportunity to view
the health system from both points of view. This article
gives a personal reflection on the contribution that
consumers might make to address the inequalities evident
in health services.

A PERSONAL ENCOUNTER
It seems to me that, as in most organisations, health
services are ‘compartmentalised’. Each section,
department, ward, or service, has its own brief; if the
individual does not fit into that particular brief then they
can have difficulty in accessing the assistance they need.
My own quest to be weighed falls into this category of
problems. I must say that this has not become an obsession,
and that I may well have succeeded in being weighed if I
had persevered.

To explain, I use an electric wheelchair and am not able to
transfer without a lifter. Some years ago I was able to be
weighed at a facility by a friend—of one of the health
professionals I was seeing at the time—during her lunch
hour. This solved the problem at the time. However, I was
conscious that, had there been an accident of some sort, I
was not a ‘patient’ of the facility and this could have
caused difficulties for the person concerned. At the time I
had to have some dietary advice and, as I had private
health cover for extras, I began to attend a private clinic
that also did not have the facility to weigh me. The
dietician and I tried the hospital kitchen with the plan to
weigh me in the wheelchair and then subtract the weight
of the chair. Unfortunately, the new kitchen scales were
not suitable.

CONSUMERS FIRST:  PARTICIPATING IN THE SYSTEM

My next attempt, a couple of years later, was when I had a
short inpatient admission that I knew would involve a
transfer from chair to bed. Armed with a request from my
doctor I requested that, when I was being transferred, I
might be weighed on a weighing chair. No luck again.
There was no weighing chair on the ward and the staff
were too busy to borrow one. My latest attempt has been
to enquire of another community health professional if
there was some way I could be weighed by someone in
her community health service. Well no. I would have to
see the dietician for that service.

I present this experience as an illustration of the difficulties
faced by a person with a disability in accessing a simple
service—to be weighed. Such a problem would be even
greater if I did not speak English and/or had no knowledge
of the health system. Although the service would be simple
to provide, the complexity of the ‘system’ has prevented
access.

THE INTERFACE WITH THE CONSUMER IN THE
COMMUNITY
This same topic of compartmentalised responsibilities is
evident in the interface between health and other
community services. This interface was described in a
1996 report for the Consumers First Project.1 The report
examined the problems associated with the different areas
of care, including health services (both hospital and
community based), home and community care services,
Department of Community Services, and non-
governmental service providers. Twenty-six case studies
cover a wide range of situations, ages, ethnicity, and
disability. They show how differing services,
responsibilities, and lack of communication between and
within services can affect the outcome for consumers.
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Examples of the problems encountered include lack of
coordination of services, poor discharge planning, and
lack of knowledge about services. In several cases, lack
of knowledge on the part of general practitioners was a
factor in the delay in accessing services, to both services
in the community and services associated with the health
system. Given that the general practitioner is the point of
access in many cases, this can cause situations to become
exacerbated before a remedy is found. In my own
experience, I have been aware of services and have been
able to track down what I needed. But I can understand
the frustration of those without the knowledge of ‘where
to start’ and those who give up the search for help.

THE PLACE OF THE CONSUMER
Complaints
The complaints procedure can play a part in improving
services by drawing attention to individual problems; no
doubt complaints might bring about some improvements
in individual areas. However, one cannot know with
certainty whether the situation has improved until the
same situation occurs again. I had occasion to complain
at the lack of a lifter in an emergency department when I
had to be lifted manually by four people. I have been told
that a note that I require this equipment has been put on
my records at the hospital but what of others in a similar
situation? I do not know whether, after my complaint,
there is now a patient lifter available in that emergency
department. Fortunately, I have not had the occasion to
find out.

Apart from rectifying the situation that led to the original
complaint, administrators might well look at the total
situation regarding that complaint—in this case: Are there
other areas where a lifter could–should be used? Are there
any Occupational Health and Safety Issues? What of the
dignity or preference of the patient? And so on.

Advisory Committees
A more proactive approach is to attempt to anticipate
problems that may occur. As a person with a disability, I
have participated in a number of advisory and planning
committees such as Local Council Access Committees,
the above mentioned Consumers First Project, Home and
Community Care Planning Committees, and Disability
Area Planning Committees. I see such committees, made
up of representatives of consumers and other stakeholders,
as playing an important part in improving services,
particularly to special groups within the community.

Such advisory committees are particularly advantageous
when planning facilities. A successful recent example of
such a committee has been the Olympic Games Access
Committee. Made up of representatives from all disability
groups, this committee advised on all aspects of access to
the Olympic site. There have been many comments, both
at the time and since, about the ease of access to the
facilities. The advice given in such planning situations
can not only provide easier access to any facility but can
also have potentially positive results in that it removes
the need for costly changes afterwards and the possibility
of legal action under the Disability Discrimination Act.

The Consumers First Project involved consumers, health
professionals, and other stakeholders in discussions about
the interface between health systems and community
services. Though this project has ceased, much was
learned by those participating, which no doubt had some
influence on the ways in which the problems were
approached.

CONCLUSION

Consumer and community participation has a value in
various ways. On one level, participation can influence
decision-making, especially the planning stages for new
projects, whether in physical aspects such as disability
access or access to the system itself. On another level the
participation of the health professional, along with the
consumers, hopefully will enable those within the system
to see with new eyes, the inequalities, gaps, and
difficulties in the ways in which services are delivered.
Similarly, consumers can gain a fresh appreciation of the
challenges of working within the health system.

While long-term committees can provide a reservoir of
knowledge and expertise, it is important that there be a
focus and task for such a group. Inequality in health may
be the result of poverty, disability, ignorance, language,
custom, and even low self-esteem on the part of the
consumer. The health system itself is complex and can be
difficult to negotiate. It has been likened to ‘jumping
through hoops’. Consumer groups and individuals can
help to remove these hoops by working with members of
the health professions to identify barriers and seek to
remove them.
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COMMUNITY AND CONSUMER PARTICIPATION
IN HEALTH: THE HEALTH PARTICIPATION
COUNCIL
The Government Action Plan for health empha-
sised the importance of consumer and community
participation in decisions about the public health
system, and made a number of recommendations
to strengthen this.

The recommendations included the establishment
of a Health Participation Council, a ministerial
advisory council appointed for two years, to
provide input into policy decisions made at a state
level. In addition, a new unit of the NSW
Department of Health was established in the
Consumer and Community Development Branch.

For more information on consumer and community
participation in health visit the Web site at
www.health.nsw.gov.au/policy.participate.

A future issue of the NSW Public Health Bulletin
will highlight some of the consumer and community
participation initiatives that are currently underway
in New South Wales.




