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GLOSSARY

AHRC

Australian Human Rights Commission

BASE

Berlin Ageing Study

Ayah

A nursemaid or lady’s maid. The word has an Indian
derivation and is used through Southern Asia

Calipers

Unjointed or jointed metal leg braces to enable knee joints to
remain stable when standing and walking.

CAUS

Formerly Communications Aids User Society, now renamed
as Communication Rights Australia

Cerebral ataxia

Wobbly or poorly coordinated movements due to disease of,
or injury to, the cerebellum. Hereditary causes include
autosomal dominant and autosomal recessive genes.

CP or Cerebral
Palsy

Cerebral palsy is not a single entity. It covers neurological
impairments causing abnormal movement, posture and
muscle tone resulting from abnormal brain development or
acquired brain injury (The Australian and New Zealand
Perinatal Societies, 1995).

Communication
Rights Australia

Formerly CAUS.

CRPD

United Nations Convention on the Rights of Persons with
Disabilities. The CRPD came into force 3/4/08 and was
ratified by Australia 18/7/08.

CSTDA

Commonwealth States & Territories Disability Agreement.
These biennial agreements began under the Hawke
government’s 1990 New Federalism whereby the
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Commonwealth devolved certain programs and
responsibilities to the states. The states had to contribute
financially to these programs.
DASSI

Disability Attendant Support Service Inc. Melbourne
pioneering service provider of in-home care originally created
by Rob McNamara in 1984 to teach unemployed people
disability support skills as well as providing a personal care
service to assist people with disabilities to live in their own
residences.

DDA

Disability Discrimination Act 1992

DPI

Disabled People’s International

DPI(A)

Disabled People’s International Australia

DSP

Disability Support Pension

DSA 1986

Disability Services Act 1986

DSAC

Disability Services Advisory Committees

DEAL

Dignity, Education and Language. This research and lobby
group was founded in 1980 to work on facilitated
communication.

DNR

Do Not Resuscitate is a code applied by hospital staff in care
plans for severely ill people who have irreversible illnesses.

Double Thomas

Cruciform body splint to which the patient was strapped or
bandaged. Named after Hugh Owen Thomas who was a
British Orthopaedic Surgeon 1870s who devised the Thomas
Splint for traction for fractured femurs. The Double Thomas
Splint was adapted from this to hold the polio patient still and
straight.
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EPA

Erythropoieis is the production of red cells in the blood.

EPP

Expert Patients’ Program

ESCAP

Economic & Social Commission for Asia & the
Pacific

FaHCSIA

Department of Family, Housing, Community Services and
Indigenous Affairs

GDP

Gross Domestic Product

GP

general medical practitioner

Haem argininate

An accepted treatment for a severe attack of porphyria is
Haem [a constituent of blood] mixed with the enzyme
argenin. This restores haem stores in the body and reduces
precursors (Thadani, 2000).

Hereditary
Coproporphyria

Autosomal recessive variant of Porphyria

HRT

hormone replacement therapy

HREOCA

Human Rights and Equal Opportunity Commission of
Australia. Now known as AHRC.

ICF

International Classification of Functioning

ICIDH

International Classification of Impairments, Disabilities and
Handicaps

Impairment
Progression

This term was used in this thesis to refer to new pain, fatigue
and weakness resulting in a functional decline. It occurs in a
wide variety of impairment groups. The onset of these
symptoms should not be considered as a normal progression
of ageing (Thompson, 2004).
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IYDP

International Year of Disabled Persons

Laminectomy

Surgical removal of part of a spinal vertebra to reduce spinal
pain

Long-term

The description ‘long-term’ was used throughout this
research to refer to people who have had a physical
impairment for decades but have not necessarily been
impaired since birth or during gestation.

MTAWE

Original Male Average Weekly Earnings (Department of
Family, Housing, Community Services and Indigenous
Affairs (2009)

Muscular Dystrophy Autosomal recessive (both parents carry the gene) genetic
Disorder causing muscle weakness and wasting
(http://www.mda.org.au/Disorders/Dystrophies/LGMD.asp).
NDAC

National Disability Advisory Council

NSW

New South Wales

Osteoporosis

Thinning and weakening of the bones (Seeman & Eisman,
2004)

OT

occupational therapist

OzAdvocacy

Email list primarily concerned with disability issues.

PADP

Federally funded, then CSTDA funded Program of Aids to
Disabled People. Later known in Victoria as Victorian Aids
and Equipment Program (VAEP).

Physiatrist

A doctor who specialises in rehabilitation and disability
(Mosqueda, 2004). This term is commonly used in America,
less so in Australia.
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PHI

Polio Health International. An incorporated international
organisation, working with post-polio survivors, to enable
research and education of survivors and professionals
concerning issues surrounding polio.

Polio

Polio is a highly contagious small group of enteroviruses
causing acute illness. Initial symptoms are fever, headache,
vomiting, neck stiffness, pain and muscle weakness. 1 in 200
infections leads to irreversible paralysis consequent to motor
nerve damage (WHO http//:www.polioeradication.org).
Sensation is not affected. Orthotic devices such as spinal
braces and leg calipers and mobility aids like wheelchairs are
used to assist those with permanent weakness. Some
people who were not obviously paralysed during the acute
stage may demonstrate weakness later in life (Cashman,
1987). Australia has been polio free for some decades
(D’Souza, Kennett & Watson, 2002). The threat of reintroduction of one or more polio viruses brought in by
unvaccinated or infected overseas visitors remains (Thorley,
2006).

Post-polio
Syndrome or Late
Effects of polio

It is not known how many people who survived polio will
develop late effects of polio or post-polio syndrome (Jubelt &
Agre, 2000). The criteria for suspecting post-polio syndrome
are
1. A recognized polio infection
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2. Residual motor neuron loss
3. Years of stable function after the acute illness
4. Gradual or abrupt onset of new weakness
5. Generalized fatigue leading to exhaustion, which
may also temporarily affect mental function
6. Stress (Bruno & Frick, 1991).
PSV

Polio Services Victoria

PNV

Polio Network Victoria, a network of polio survivor groups,
and colleagues.

Porphyria

A heterogenous group of inherited haem biosynthesis
disorders, inherited (Thadani, 2000; Kauppinen, 2005) and
rarely possibly acquired (Cripps, 1984). They cause
abnormalities in the chemical steps of haem production.
Haem is required for all body organs. Specific abnormalities
of enzymes cause generalised clinical abnormalities. There
are eight different enzymes involved in haem synthesis.
Porphyrins are blood pigments required for the transport of
iron, oxygen and the development of haem. If one enzyme is
disrupted then an attack is triggered and a bottle neck forms
with precursors of haem over producing and causing severe
clinical symptoms. Attacks may be triggered many factors
including stress, hormonal changes, alcohol, certain drugs
and other illnesses. Patients present with severe abdominal
pain, tachycardia, hypertension, convulsions, agitation,
psychotic behaviour and neuropathy (Cox, Jack, Lofthouse,
Watling, Haines, & Warren, 2005). If untreated, respiratory
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paralysis may lead to death, encephalopathy and
permanent neurological deficits (Anderson, Bloomer,
Bonkovsky, Kushner, Pierarch, Pimstone, & Desnick, 2005;
Kauppinen, 2005).
PSV

Polio Services Victoria

RMIT

Royal Melbourne University of Technology

Spinal Cord Injury

An injury to the spinal cord which results in permanent partial
or complete paralysis and loss of sensation. Damage is
determined by the level of injury.

UN

United Nations

VAEP

Victorian Aids & Equipment Program incrementally funded by
the Victorian government under successive CSDTAs.

Vic

Victoria

VPD

Victorian Parliamentary Debates

WWDA-Discuss

WWDA’s email discussion list

WHO

World Health Organisation

WWDA

Women With Disabilities Australia
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ABSTRACT
A growing cohort of the Australian ageing population have lived with longterm physical impairments for decades. Their ageing processes were
complicated by progression of an impairment or the onset of age related health
conditions. Ageing of this group raises many issues about the purpose and the
design of health and support services to maximise quality of life outcomes. The
view of potential clients is important for service development. An essential first
step for service planning should be to ask those ageing with long-term physical
impairment about their perception and experience of ageing. A literature review
revealed little published material on the experiences of ageing for people with
disabilities. The aim of this study was to explore the experiences of ageing
people ageing with long-term physical impairment.
A qualitative research approach enabled learning from participants who
lived within a complex social context. Grounded theory methodology was chosen
as it was directly related to respondents’ expressed experiences and thoughts. A
purposive sample of sixteen self-selected people was gained from invitations
posted in two disability issues newsletters and two email discussion lists. Ten
participants met the additional criteria of having reached the age of fifty years,
and of having lived with impairment for forty years, within the state of Victoria,
and were included in the study. Data was collected by two in depth interviews,
coded and analysed to discover thematic relationships.
The life course perspective was useful in exploring social challenges
confronted by participants. People became expert in management of their
impairments while moving through the same life stages as their non-disabled
peers. They demonstrated strong adaptive abilities and as new physical
limitations were perceived, their strategies changed to enable achievement of life
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goals. People with disabilities maintained disability as part of their identities.
Ageing involved continuing to live with impairment, as well as coping with the
bodily processes of ageing. Participants’ expertise in self-management, and wish
to maintain self-control, meant they were reluctant to engage with aged care
service systems.
Positive ageing for this cohort required understanding, both of the value
attached to life stage achievements, and the part of their identity which involved
life as people with disabilities as well as their impairment specific knowledge and
adaptive competence.
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CHAPTER 1: INTRODUCTION
The aim of this research is an exploration of the experience of ageing for
people with long-term physical impairments. As friends and activist colleagues
with varied impairments grew older, many lost strength and gained secondary
health problems. Some died. Others started losing functional ability a decade or
two before they reached the age of sixty, generally accepted by the United
Nations as the time when ageing begins in developed economies (UN, 2002,
WHO, 2009). Such decline of physical abilities in people previously coping with
impairments was unexpected. Were people ageing with long-term impairments
really subject to accelerated ageing as proposed by polio specialist Dr Maynard
in 1985? Those who had been in rehabilitation centres earlier in their lives,
thought that when functional strength and movement was regained, that capacity
would never be lost again. An American physiatrist, better known in Australia as a
specialist in physical medicine and rehabilitation, wrote of his own initial recovery
and belief.
As my strength returned I developed a special relationship with my body. I
had gained a certain mastery over it and an element of control I had not
known before polio. Associated was the notion that if I worked hard
enough I could accomplish almost anything (Halstead, 2006, p.209).
Control over one’s body and circumstances was a value strongly held by my
disability activist peers.
I set off on this research journey when I found, early in my fifth decade,
that I had become less able to manage my primary impairment as well as a new
injury-related permanent weakness, decreased endurance, full-time professional
and managerial responsibilities, and a strenuous and satisfying involvement in
systemic advocacy for people with disabilities. Initially my questions were ‘what
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is happening to me?’ and ‘is this ageing?’ Then the questions became ‘what is
ageing like for other people ageing with long-term impairments? How do they
manage? What can others teach me? Can we teach the next generation about
better management of ageing issues?’ Working alongside aged care assessment
teams, during my professional career, added new questions. These teams
worked on an assessment of deficit model. Depending on their assessed level of
impairment, patients were either lucky enough to move to rehabilitation centres,
or be assisted to move into aged care facilities, known at that time in Victoria as
hostels and nursing homes. That approach seemed problematic and unjust for
people ageing with long-term impairments who had successfully adapted to their
physical conditions and consequently managed living in their communities for
many decades. Two new questions developed.
1).

Are people with increased impairments able to revise their adaptive
strategies to enable continued community based living rather than
move into institutional care?

2).

Are these people seeking aged care or other health professional
advice on how to cope with physical changes and reduced abilities?

Related questions logically had to be ‘if so, who provides help’ or ‘if not,
why not?’
Insider Status
There was a possible methodological issue concerning my ‘insider’ status
as a person with disability who is ageing. Being an ‘insider’ can raise ethical
issues in regard to both confidentiality, and the ability of the researcher to be
open to new findings and loss of objectivity (Breen, 2007). However insider status
can be a positive attribute because the practitioner is intimately connected with
the field (Lee, McGrath, Moffat & George, 2002).
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My insider status, as a person with long term physical impairment, was
expected to allow for easier development of rapport with participants. The
‘epistemology of insiderness’ is a term coined by Reinharz to describe the
intertwining of life experience and work which, she says, is an expectation of
feminist researchers and their research participants (1992, p. 260). The
researcher was assumed to have shared tacit knowledge, which to Lincoln &
Guba (1985), includes experiential culture common to the researcher and
research participants and may be conveyed non-verbally or in verbal shorthand
exchanges. For example there is often black humour, recognisable to those with
similar experiences. This was illustrated in an interview with Anna who related an
incident which occurred when she was admitted to Fairfield Infectious Diseases
Hospital with an acute paralytic polio infection.
When I first got in there I was told I was very lucky because the sister who
had topped the State was going to be looking after me. She knew what to
do all right because I was cold, in shock, and I kept pulling the blankets up
on my shoulders ……she kept coming in and laughs folding them back
and straightening them out so they were all nice and tidy.

It was expected that some probable shared constructions might occur
between participants and a similarly impaired researcher. It was expected that
the backgrounds, impairments and realities of the respondents would vary widely
from my own.
Sociological discourse about the status of people with disabilities in
developed economies (Campbell & Oliver, 1996), reflects my personal and
professional conclusions based on decades of study and experience. Impairment
and disability were often regarded as a personal characteristic, or failing, with
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predictable psychological consequences (Barnes, 1996). This view rightly
belongs back in history with the Poor Laws, Victoria’s own Charity Organisation
Society and eugenics when people outside the norms of the day were seen as
‘moral defectives.’ Throughout my initial social work training and my life as a
client of various disability service providers, I have been exposed to professionals
and others who expounded the view that one’s impairment dictated a certain
personality. That personality was responsible for how the individual’s life panned
out with little or no credence given to the effect of support from family, friends and
governments. That view is still broadcast to a limited extent, an example being
the claim that over achieving behaviour is characteristic of a ‘polio personality’
(Frick & Bruno, 1986; Bruno, 2002). The renowned researcher in
somatopsychology, Beatrice Wright, published a seminal text in the psychology of
disability (1960). Her words, then, provided a sound background against which to
assess consequent theorists of the psychology of disability. While acknowledging
the popularity of the mind-body connection, she warned.
If features of the face, or deformities of the body, or meanderings of body
chemistry bespeak and determine personality, then man to some extent
becomes the pawn of impersonal forces…...(1960: xviii)
Wright’s statement remains eerily timeless. Her research on the ways people with
disabilities developed their lives, reacting to people and events round them,
pointed to the significance of their social context.
Given the social paradigms which dominated much of the context of
participants’ earlier lives, it was essential to this research to clarify the meaning of
the words ‘impairment’, ‘disability’, and ‘long-term’ so as to comprehend the
perspective of each respondent.
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Key Concepts Embodied in Certain Words
The second section of this chapter explores some of the current thinking
around the terminology used throughout the study. One important task is the
clarification of the key concepts of impairment and disability. Words convey social
constructions and values, for example judgment loaded terms like ‘cripple,’ ‘bad
leg,’ ‘good arm,’ and ‘ageing’ bring overt and covert messages to and from
participants about the social meaning ascribed to their bodies or affected body
parts.
Impairment, handicap and disability.
The people who are the focus of this study all lived through an era when
descriptive words were defined and redefined. Semantic distinctions are likely to
be important as some people with physical impairment are expected to be wary
of using ‘disabled’ as a way of describing themselves. In 1980 the World Health
Organisation announced the development of the International Classification of
Impairments Disabilities and Handicaps ICIDH. Impairment was defined then as:
any loss or abnormality, psychological, physiological, anatomical structure
or function (WHO, 1980, p.2).
The definition of disability was more contentious, relating disability to functional
limitations in activities of daily living (WHO, 1980). The ICIDH centred an issue of
non-conformity within the individual, thus harking back to the biomedical concept
of deviance from desirable physical standards.
Disadvantage accrues as the result of [the individual] being unable to
conform to the norms of his universe. Handicap is thus a social
phenomenon, representing the social and environmental consequences
for the individual stemming from the presence of impairments and
disabilities (WHO, 1980, p.29).
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The term ‘handicap’ became commonly used in Australia as people
began to perceive there may be ways of easing environmental consequences of
impairment by asking for ‘handicapped’ car parks and similarly termed facilities
which were important to community participation. The WHO definition did not
reflect the harsh social realities people with disabilities met when confronting an
inflexible environment (Bickenbach, 1999). People with disabilities from
international organisations continued to work for a better definition and a social
model, discussed further in Chapter Two, was developed redirecting attention
away from physical differences to societal barriers deterring full participation
(Barnes, 2003).
A second version of ICIDH was released as the International Classification
of Functioning (ICF) (WHO, 2002). It was a biopsychosocial model with each
dimension of disability conceptualised as an interaction between intrinsic features
of the individual and that individual’s social and physical environment
(Bickenbach, 1999). It was intended as a multi-dimensional model to demonstrate
that disability is interactive between dimensions illustrated in Figure 1, see below.
An individual’s functioning is an interaction between the health condition, and
environment and personal factors (WHO: 2002).
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Figure 1. International Classification of Functioning (ICF) (WHO: 18, 2002)
The words ‘functioning’ and ‘disability’ are meant as umbrella terms covering
three dimensions:


body functions and structure



activities at an individual level



participation in society.

For instance an individual may be partially paralysed by a stroke, may be limited
in mobility, and be disabled by social barriers, such as inaccessible transport, in
participating in general community life. It is considered as preferable to the social
model of disability by Shakespeare (2006). A contrary opinion is that the ICF is
still primarily a biomedical model with some incorporation of social factors
(Barnes, 2003). The difficulty of translating the cultural contexts and greatly
differing lives of people with disabilities into a common language, and thereby
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demonstrating the enormous importance of social factors, is considered an
impossible task by Miles (2004).
All of the above concepts contributed to the processes which developed
the UN Convention on the Rights of Persons with Disabilities which came into
effect May 3rd 2008. Contained in the Preamble to that Convention is a definition
close to the social model.
Recognising that disability is an evolving concept and that disability results
from the interaction between persons with impairments and attitudinal and
environmental barriers that hinder their full and effective participation in
society (clause e).
This definition will be used throughout this present study.
The description ‘long-term’ is used throughout this research to refer to
people who have had a physical impairment for decades but have not necessarily
been impaired since birth or during gestation.

The Study
The aim of this research is to explore the experience of people ageing with
long-term physical impairments. People with age related impairments alone were
excluded from this study because that field is well endowed by researchers such
as Rowe & Kahn (1987), Baltes & Baltes (1990), Arber & Evandrou (1993), and
Coory (2004). A cohort of the Australian ageing population are those with longterm impairments, impairments they have had for decades. These people are
ageing in unprecedented numbers (AIHW, 2000). The same phenomenon has
been observed in the USA (Treischmann, 1987; Ansello & Eustis, 1992; Crewe,
1990; Putnam, 2002) and the United Kingdom (Zarb, 1996).
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Ageing of people with long-term impairments may, or may not, be
complicated by age related health conditions or life style diseases and even
further impairment. The latter may be due to trauma, progression of an
impairment or onset of a secondary disability triggered by the primary
impairment. There is little published material on the experience of people ageing
with long-term physical impairments (Treischmann, 1992; Putnam, 2002). People
ageing with long-term impairments may have had disabling experiences which, in
turn, may affect the person’s perception of ageing and their coping strategies.
Ageing of people with long-term impairments in Australia raises many
issues of whether intervention is needed, the purpose and the design of any
services to ameliorate any discomfort or stress, and how any service involvement
might be perceived by people with disabilities. An essential first step for service
development is to ask what the experience of ageing is for a person with longterm impairment.
Research participants are not expected to be aware of the semantic
changes involved in descriptions of disability unless they happened to be
involved in policy development. They are expected to be aware of social changes
which were positive or negative for people with disabilities. It is assumed
respondents had tried to develop fulfilling lives and are thus aware of their
personal past and present needs for opportunities equal to those of non-disabled
peers.
Participants come from differing social and impairment backgrounds. All of
the participants are very articulate and generous with sharing their information
and perspectives. Alfred is a very respected university research scientist who
came from Britain many decades ago. Anna was a teacher and now spends her
time in voluntary work and caring for her extended family. Beth became a nurse
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teacher and voluntary advocate. Janice is a homemaker and an expert
advocate for her impairment association. Barry retired and then started his own
tourism business for people with disabilities. Cathy is working for an advocacy
organisation as well as being a homemaker. Jack has retired from employment
but is still involved in advocacy. Sushila is a homemaker, advocate and pursues
her interest in complementary health. Diana is working as well as pursuing her art
vocation. Dennis is involved in advocacy for services for people who live with
very severe impairments.
Despite differences in impairment, educational and employment
backgrounds, participants all experience some increased physical difficulty as
they mature and grow older. They are not sure why these difficulties occur. They
are part of a growing population of people ageing with long-term physical
impairments.
Significance of the Growth of the Population of People Ageing with Longterm Impairments
Although available statistical data does not give clear information about
the numbers of people ageing who have lived many decades already with
impairment, there are some indicators that the cohort is growing. The significance
of increased need for assistance in the populations aged 45-64, and those aged
65 and over, has implications for family and informal carers, service providers,
and people living with physical impairments as well as coping with ageing life
stages. After decades of physical stability the needs of people ageing with longterm physical impairments for services and assistive technology may be expected
to change.
Not enough is known about ageing in the long-term physically impaired
population (Klingbeil, 2004). Longevity has increased for both impaired and non-
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impaired populations in the USA (Crewe, 1990; Putnam, 2002; Torres-Gil &
Putnam, 2004) and Australia (ABS, 2004). Considerations about people ageing
with lifelong cognitive impairment are not part of this research. Their issues are
researched by others (Janicki & Wisniewski, 1985; Ashman, 1992; Ansello &
Eustis, 1992; Bigby, 2000, 2002, 2004). However it is not yet possible to get
information which clearly delineates people ageing with long-term mobility
impairments from those with other categories of impairment or who have more
than one form of impairment. An Australian national study on day support service
options cited AIHW data which found clients had multiple impairments (AIHW,
1999 cited in Bigby, Fyffe, Balandin, Gordon & McCubbery, 2001). Furthermore
data is not yet available which discriminates between people ageing with longterm physical impairments who are ageing and people whose impairments are
related to ageing alone.
One of the difficulties when reviewing the Australian picture was the
differing use of terms (Madden, 1995; Wen & Fortune, 1999). Where possible, I
have endeavoured to use terms precisely, however the words used by other
researchers have to be quoted as written. Disability, defined in the ABS survey,
uses the ICF definition.
Disability is an umbrella term for impairments, activity limitations and
participation restrictions. It denotes the negative aspects of the interaction
between an individual (with a health condition) and that individual’s
contextual factors ‘environmental and personal factors’ (ABS, 2003).
‘Disabling condition’ or ‘main condition’ are terms used by the Australian Institute
of Health and Welfare (AIHW), to denote a category of impairment. The term
‘severe’ denoted people who always or sometimes needed assistance with a core
activity, that is self care, mobility or verbal communication (AIHW, 2000).
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Disability was claimed by 3,958,300 people living in Australia, that is
20% of the population in 2003 (ABS, 2003). In 2009 disability was reported by a
lesser number, 4,026,413 persons, with the percentage of people with disabilities
falling to 18.5% of the total population based on the population sizes presented
(ABS, 2009). The rate of disability was noted to increase with age (ABS, 1999,
2003; AIHW, 2000; ABS, 2010). There is a relationship between ageing and
acquired impairments (Giles, Cameron & Crotty, 2003). Increased numbers of
Australians with long term and lifelong disabilities were expected to survive to old
age (Ministerial Reference Group, 1999b; AIHW, 2000). The difficulty with
statistical information was that data collected necessarily reflects the purpose of
research funding bodies. For example the National Disability Administrators
commissioned the Australian Institute of Health and Welfare to develop
information that would
assist disability service providers and senior policy makers faced with
questions about the likely impact of population ageing on disability
prevalence, support services and availability of informal assistance (AIHW,
2000, p. xvii).
The information collected was useful in determining the probable size of the
population of people who are ageing with impairment and long-term disabling
health conditions such as diabetes and cardiovascular disease. It gave some
indication to service providers to develop appropriately tailored support services
to major health issues. There was no breakdown of statistics to give a clear
picture of the differing needs of people ageing with specific long term
impairments and those who acquire age related conditions.
Core activity limitation is determined by the individual’s need for
assistance or equipment to undertake tasks involved in communication, mobility
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or self care (ABS, 2003). Limitations are ascribed four levels which range from
mild to profound. A severe or profound core activity restriction, meaning the
person always needs help with one or more core activities, was reported by
1,244,500 persons or 6.3% of the population of people with impairment or
disabling main conditions (ABS, 2003). The rate of core activity restriction
increases with age as can be seen from the following table 1. It is not possible to
discern the population with physical impairment only. Many people have multiple
disabilities and may be intellectually and physically impaired.

Table 1
Disability by age and sex (ABS, 2010. p.5)

Early onset of disability was reported by 11% of the population with
disability, before the age of 18 years (AIHW, 2000). Those who reported early
onset disability had certain characteristics. Just over ten per cent, or 112,500
people with disabilities had an intellectual impairment main condition (AIHW,
2000). Of those with a severe or profound core restriction 11% had early onset
disability (AIHW, 2002). A smaller number, 8.3% of people reporting
physical/other main conditions, and 10.6% of people reporting a psychiatric main
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condition had early onset (AIHW, 2000). An individual may have had more
than one disabling condition. The type of impairment each person has can affect
their need for various types of services. A physical/other main condition was
reported by 64.6% of people with early onset disability and a severe or profound
core restriction, a 12.6% had a psychiatric main condition and 11.3% had an
intellectual main condition (AIHW, 2000).
Different features showed up in the demography of people with disabilities
aged 65 or over. Only 4.8% had early onset conditions and 4.1% of people with
severe or profound core activity restriction had early onset (AIHW, 2000). Only
3,000 persons reported an intellectual disability as their main impairing condition
(AIHW, 2000). Of those living in households and having a severe or profound
core activity restriction 82.6% reported a physical/other main condition and 8.9%
reported a visual main condition (Wen, 2000).
There are some indicators of the mobility impaired population. If mild to
severe core activity limitation is considered as a possible parameter of the
mobility impaired population then Table 2 demonstrates an increase in limitation
in older age groups of all persons with disability.

Table 2
Mild to severe core activity restriction in mobility by age (ABS Table 11, 2003)
Age range

45-54 years

55-59

60-64

65-70

71-74

Mobility
impairment

6%

7.7%

9.6

9.1

12.1%

Another indicator is gained by looking at further data about the potential
population of people ageing with long-term physical impairments. Spinal cord
injury from traumatic and non-traumatic causes part or full paralysis in 300-400
individuals per year (Norton, 2010). Polio Australia relies on a medical estimate of
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70,000 people paralysed in epidemics in the southern states of Australia during
the 1930’s to the 1950’s (Jones, 1991). Cerebral Palsy Australia estimates
33,797 individuals were impaired by cerebral palsy by 2007 (Access Economics,
2008). Parkinson’s Australia estimates 54,700 people living in Australia in 2007
had Parkinson’s disease, 18% of whom were aged 15-64 years (Access
Economics, 2007). About 3% of pregnancies result in a child with genetic or birth
defects (Stone & Lester, 2002). While no new cases of paralytic polio have been
diagnosed in Australia since 1986, polio remains endemic in parts of Africa and
South-East Asia. There is still a possibility of a tourist, student or immigrant
bringing in a live poliovirus which might infect unvaccinated people. There is no
reason for other physical impairments to decrease.
Within the very broad categories of impairments listed by the Australian
Bureau of Statistics, there are some which are differentiated from conditions
reported as associated with age (ABS, 2003). Approximately 587, 600 persons
are likely to be affected by mobility impairment as a result of musculo-skeletal
system diseases caused by disease, illness, hereditary accident or injury factors,
or nervous system disorders caused by illness, disease, hereditary, accident or
injury , or endocrine and metabolic conditions caused by disease, illness or
hereditary factors (ABS, 2003, table 12). While these numbers may seem small,
depending on one’s perspective, the point to be made is that many people are
affected by physical impairments and many will endure disability and mobility
limitations which will significantly affect their strategies to cope with ageing.

Conclusion
As Australia ages the rate of impairment will increase (ABS, 2004).
Services will be developed further to assist those with age related conditions to
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age within their own communities. People ageing with long-term impairments
must be recognised as having additional issues from living their lives with
disabilities. This group also have important social roles to fulfill, including ongoing
responsibilities to care for families, ageing relatives and friends. They must be
supported to live as positively as possible. Policy makers must remember the
Guiding Principles of Equality, Dignity and Self-Determination, Diversity and NonDiscrimination which underpin the State Disability Plan (DHS, 2002).
This chapter reviewed my approach to the research, critical terminology
and some statistical material related to the growth of the population at risk.
Chapter Two surveys the Social Context during the time research participants
survived impairment and lived with disability.
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CHAPTER 2: SOCIAL CONTEXT
The purpose of this chapter is to describe the relationships people with
physical disabilities had with society. These relationships affect their approach to
ageing. People with physical disabilities were influenced by their experiences of
struggling against social barriers to achieve social roles valued by themselves
and their non-disabled peers. They were equally challenged by impairment
related service systems, hospital wards or special schools for example, all of
which tended to manage them according to a medical model. Government
funding to service systems and non-government organisations, in turn, reflected
the welfare and moral paradigms of historical period. There are five dominant
factors in the history of Victorians with disabilities.
The first factor that affected the life circumstances and decision-making of
people with physical disabilities, has been the stance and activities of relevant
charities, now most often referred to as non-government organisations, which
were strongly influenced by the slow development of government legislation,
standards and principles in relation to disability. The second factor is people with
disabilities had lower social status than non-disabled peers. The third factor is
disability activism which was very influential in shifting custodial protective
attitudes manifested by federal and state governments, towards legislative
reform, client service provision and advocacy funding. The fourth factor was
legislative change to support a better measure of social citizenship, regulatory
development and advocacy. The fifth factor was that people now ageing with
long-term impairments began to find progression of their impairments, or the
onset of secondary conditions, forced them to seek medical assistance once
again. The irony is that services and health care professionals are not ready to
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assess or treat the combination of issues presented by ageing people with
disabilities.
Influences Upon Governments and Charities
The first part of this chapter deals with some of the values which affected
the actions of charities and governments. Charity, philanthropy and voluntarism
were the principles brought from Britain to the colonies (Wiles, 2001). Only those
considered deserving poor were able to claim assistance from the parish,
charities or the state (Benn & Peters, 1963). Colonial governments varied in their
recognition of and concern for people in poverty needing help. Like her peers, the
Port Phillip District, known from 1851 as the Colony of Victoria, had a laissez faire
attitude to the poor which included sick, impaired and aged people. Prior to
Federation the state governments had not set up any poverty relieving program
such as the English Poor Laws of 1572,1601, 1834, the Settlement Act of 1662,
the Workhouse Test Act 1722, and the Gilbert Act 1782 (Hollingworth, 1972;
Cage, 1992). The Poor Law Act 1834 was an attempt to differentiate between the
perceived groups of aged, infirm, unemployed and children (Hollingworth, 1972)
and development of institutions to provide what was thought to be appropriate
care for each group. However leading Australian citizenry felt the adoption of
poor laws in the colonies ‘would formalize poverty’ (Cage, 1992, p. 7) and
preferred charities to develop their own systems for assisting the poor.
Aeons of religious and philosophic ethics had evolved towards a view by
British and Asian cultures, that there were moral questions about the worthiness
of people with disabilities (Benn & Peters, 1963; Miles, 2000). Eugenics followers
had a pervasive and deleterious effect on societies’ regard of people with chronic
illnesses and disabilities, in their belief that the weakest or degenerate should not
survive. Charles Darwin wrote:
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We civilized men, on the other hand, do our utmost to check the
process of elimination; we build asylums for the imbecile, the maimed, and
the sick; we institute poor-laws; and our medical men exert their utmost
skill to save the life of everyone to the last moment…Thus the weak
members of civilized societies propagate their kind..…this must be highly
injurious to the race of man (Darwin, 1871 cited in Gallagher, 1995).
Eugenics laws were enacted in the USA, the first in Indiana in 1907 (Gallagher,
1995). All these views naturally permeated Australian colonial science and
culture. Prof Richard Berry, the first Professor of Anatomy at the University of
Melbourne 1906-1929, led a very active campaign to identify and sterilise those
deemed mentally deficient (Jones, 2007). His studies were supported by major
newspapers, the Australasian Association for the Advancement of Science, the
Medical Journal of Australia and Sir Stanley Argyle, Premier of Victoria, who
stated in Parliament that:
if a degenerate individual reproduces its own species, that deficiency will
be transmitted. One can develop downwards, not upwards (Victorian
Parliamentary Debate 1926 cited in Jones, 2007, p.111).
The attitude of colonial governments and philanthropic bodies toward those with
chronic illness or disability was to hold them in custody or limit their freedom in
some other way.
Residual Welfare System and Custodial Care
This section details some development of care policies and practices in
the New South Wales Colony of Victoria, which was established in 1851 as the
Colony of Victoria (Cage, 1992, Retrieved 14/7/2010 from
http://www.foundingdocs.gov.au/resources/transcripts/vic3_doc_1851.rtf ).
Chronically ill and injured who needed care became an immediate burden on the
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first settlement in Sydney (Dickie, 1980). Unlike England there was no
established parish system and no local council network (Beilharz, 1992). The first
New South Wales benevolent society was established by 1913 (Dickie, 1980).
Philanthropy was insufficient and the colonial government moved to provide
indoor relief by creation of asylums or institutions to house the sick, aged and
deserving poor (Beilharz, 1992). Care was custodial rather than rehabilitative.
Similar relief was also established by the Victorian government. By the 1870s in
Victoria the ill and permanently infirm became too sizeable to be supported
entirely by the privately funded hospital network and privately established
benevolent asylums (Cage, 1992; Beilharz, 1992). In an attempt to control the
growing financial burden Victoria had a statute demanding that any ship’s captain
who brought to shore any ‘infirm, idiotic, imbecilic, or lunatic’ person had to
support that person for five years (Second and Final Report of the Commission to
Report on the Destitute Act 1881 cited in Geyer, 1994). Charities were unable to
sustain the growth in supplicants and had to apply for increasing amounts of
government funding (Cage, 1992). Such organizations were ‘grudgingly
underwritten’ by colonial administrations (Wiles, 2001). Charitable expenditure
was reviewed with concern so various suggestions were made about how to shift
the costs, for example to local district administrations (Royal Commission Report,
1862).
There is little direct information about people with chronic illnesses and
disabilities. Presumably if not able to be cared for by some relative, they lived,
with the indigent aged, in custodial indoor relief. Under various names and
funding programs this type of custodial care continued until the 1980’s-1990’s.
Private citizens established the Asylum and School for the Blind in 1866 (Wilson,
1987; Cage, 1992), and the Institute for the Deaf and Dumb in 1886 (Epstein,
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1980; Cage, 1992). A ward of the NSW colonial government’s Tarban Creek
Asylum was set up in Port Phillip District in 1849 (Reischel, 2003). Once the
colony of Victoria was declared in 1850 the asylum’s name was changed to the
Merri Creek or Yarra Bend Lunatic Asylum (Reischel, 2003). People with
intellectual disabilities, which undoubtedly included some individuals who also
had incurred physical impairments, were differentiated out and transferred to the
Idiot Colony (later known as Kew Cottages) in 1887 (Lloyd, 1988; Department of
Human Services, 2004; Reischel, 2003) which was formally established as a
separate institution in 1956 (DHS, 2004). While these organizations had
philanthropic beginnings, the Victorian government increasingly subsidized
continuation of segregated congregate care until advocates for change gained
attention.
Social Status of People with Disabilities
There was little available public information on the status of people with
disabilities until the 1980 census. Disability history has tended to be written from
the perspective of service providers, rather than from that of people with
disabilities (Bredberg, 1999). In the absence of much personal disability history,
such as biographies and anecdotal reports, economic and other indicators of
social status are examined.
Economic Status.
Home ownership is one indicator of social status. The Invalid pension was
introduced in 1908 for people considered incapable of performing paid work and
without sufficient financial resources to support themselves. The Invalid Pension
was also used as a training allowance from 1941 (Carney, 1991). By 1965 only
31% of Invalid Pensioners were home owners, compared with 52% of Age
Pensioners who had equity in their homes (Stubbs, 1966). A 1969 survey of
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138,818 Invalid Pensioners living in Sydney and Melbourne revealed 63.6%,
87,953 people, did not own their homes (Department Social Security, 1971 cited
in Hollingworth, 1972). Other statistics on disability in Australia, such as numbers
of people who wanted to work but needed training, were said to be non-existent
according to an executive member of the NSW Civilian Maimed & Limbless
Association (Hayes cited in Stubbs, 1966). Because of unemployment, or the
inability to work, it was noted that:
many disabled people live on the brink of destitution they have no reserves
to meet the emergencies that frequently arise because of the nature of
their handicaps (Stubbs, 1966).
The Henderson Enquiry into Poverty did not define disability. Categorisation of
persons by the Department of Social Security as Invalid Pensioners was
accepted (Henderson, Harcourt & Harper, 1970). One in four Invalid Pensioners
were found to be below the poverty line and enduring hardship (Henderson et al,
1970; Hollingworth, 1972). In 1970 Invalid Pensioners comprised 18.1% of the
working age population (ABS 1973 cited in Cass, 1988). At the time of the Cass
review in 1988, there was a slight increase in home ownership with 58.4% of
Invalid Pensioners becoming home owners (Cass, 1988).
The financial inequities in standards of living for those with compensable
injuries and health conditions, and unfortunate others with non-compensable
illnesses and impairments, were well known to policy advocates. This was one of
the reasons Justice Woodhouse and Justice Meares were commissioned by the
Federal Labour Whitlam government in 1974 to:
report upon the desired scope and form of a nationwide system of
rehabilitation and compensation for all injured persons.
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The terms of reference were amended to include ‘persons incapacitated by
sickness or congenital defect (Woodhouse ,1974, p.1).’ Action towards
implementation, of the Report’s recommendations, lapsed in the face of political
and legal opposition.
First national survey of handicapped persons
The status of Australians with disabilities was explored by the first
Australian Bureau of Statistics’ national survey of handicapped persons in 1981
(ABS, 1982). This survey used the term ‘disability’ ‘impairment’ and ‘handicap’
according the ICIDH definition. A handicapped person was defined as aged 5
years or more and limited in ability to perform activities in the area of self care,
mobility, communication, schooling, and employment (ABS, 1982). Impairment
was estimated to affect 13.2% of the population, and 8.6% of the impaired
population was estimated to be handicapped (ABS, 1982).
The labour market participation rate of handicapped people who lived in
households, was 39.5% compared with 70.1 % for all persons (ABS, 1982).
Some were occupied in sheltered workshops (ABS, 1982). Comparative data
from subsequent surveys by the Australian Bureau of Statistics has been difficult
to interpret because of change in the use and meanings of terms (Cooper,
2000b). Financial stress was caused partly by unemployment and partly by the
lack of subsidy schemes for buying or maintaining equipment necessary for
alleviation of impairment, such as calipers or wheelchairs (Treloar, 1977). By
1981 the expense of buying aids was considered too costly by 31.1% of
handicapped people living in households (ABS, 1982).
Women with disabilities were significantly disadvantaged. Two-thirds of
handicapped people. who were residents in institutions, were female (ABS,
1982). Only 32.2% of handicapped females were in the workforce, compared to
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67.8% of their male counterparts (ABS, 1982). There was no affirmative action
for women in the Commonwealth Rehabilitation Service (Meekosha, 1986). By
1988 9.3% of Commonwealth Employment Service registrants were disabled, but
only 23.3% of those were women (Cass, 1988, p.109).
People with physical disabilities requiring assistance with core activities
were dependent on families, hospitals, nursing homes, or charity based nongovernment organisations. Residents reported socially restrictive care (Roarty,
1981; Hall, 1985; Cooper, 2000c). Further information was given about the social
status of people with disabilities during the 1974-77 Royal Commission into
Human Relationships. The Commission heard evidence from people with
disabilities about lack of information services, and constraints of care, including
inadequate provision for expression of sexuality (Deveson, 1978).
Recommendations were made for better training of staff, but none challenged the
medicalisation of disability, and segregation of people into diagnostic-specific
institutions and subsidized non-government services. The Royal Commission
made a number of far ranging recommendations concerning equality and
discrimination but again these reflected very limited views on the citizenship of
people with disabilities. They varied from the safe option, to a more radical
suggestion. For example, a non-contentious recommendation was:
The government should determine and publish a policy for the
development of services for handicapped people,
A more daring suggestion was:
The government should investigate ways of developing, assisting and
evaluating self help movements (Deveson, 1978).
The latter idea was in line with opinion expressed by disability activists who
wanted people with disabilities to have greater self-determination.
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The Rise of Disability Activism
This part discusses the rise of disability activism, particularly in Victoria.
Some blurring of national and state advocacy outcomes occurred. National
outcomes influenced state advocacy activities. Australians with disabilities have
had two main phases of activism. Both had profound effects on the lives of all
people with impairments. The dividing line between the first and second waves of
activism was 1981, the International Year of Disabled Persons. The first wave
began in the late 19th century and continued into the 1970’s. This was a time
when activists worked for better service provision and some went on to run their
own services, which were responsive to the needs of their members and clients.
As part of the first wave of action, recorded history states activists, who built
services, began with Tilly Astin who founded the Australian Association of the
Blind in 1896 (Wilson,1987). Soon after World War II finished, Civilian Maimed
and Limbless Associations formed in 1949 (Ewing, 1981). As people began to
survive spinal cord injury the Paraplegic and Quadriplegic Associations
developed in the 1960’s (Jones, 1992; Mitchell, 1998).
The second wave of activism was a widespread advocacy movement
more political than the first wave, and directly involved with redressing the
difficulties, people with disabilities had in gaining full citizenship. Many local and
regional activist groups had developed, some given impetus by the community
development growth under the Australian Assistance Plan (Social Welfare
Commission, 1976). They networked and this was the beginning of the Australian
Disability Rights Movement, then referred to as the ‘disabled self help movement’
(Stephens, 1977). During the 1970’s people developed advocacy structures to
confront what a pre-eminent American sociologist described as:
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the vast and deep injustices some groups suffer as a consequence of
often unconscious assumptions and reactions of well meaning people in
ordinary interactions, media and cultural stereotypes, and structural
features of bureaucratic hierarchies and market mechanisms (Young,
1990, p.41).
Advocates and their associated networks and organisations were informed
by second wave feminism, black civil rights actions here and overseas and
American disability rights activists such as Derksen (1980). His paper on the
conflict between the charity and consumer ethics reached the Australian
Disability Rights Movement. Elizabeth Hastings, a key member of the Victorian
International Year of Disabled Persons State Committee, later to become
Australia’s first Disability Discrimination Commissioner, saw the reaction of
people with disabilities against charitable service provision and perceived:
“[the] social role of the emerging self-help movement is to provide a profound
critique of professionalism” (Hastings,1981, p.15).
In the same report to government, she found self help groups within the disabled
self-help movement were:
actively working towards social change. The battle for these issues is
properly fought by disabled people on their own behalf after they have
come to their own definition of their situation and their needs
(Hastings,1980, p.16)
Victorians were key players in the Australian enactment of International Year of
Disabled Persons.
1981 International Year of Disabled Persons.
The main objective of the advocates who designed the United Nations’
International Year of Disabled Persons was:
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‘full participation and equality’…In achieving this goal we need the
cooperation of all national governments, regional and inter-regional intergovermental and other organisations, the United Nations system, and all
interested governmental and non-governmental organizations of and for
disabled persons (Periquet, 1981, p.13).
Specific objectives of the International Year of Disabled Persons included:


‘Helping people with disabilities in their physical and psychological
adjustment to society.



National and international efforts to provide disabled people with proper
assistance, care and guidance, to make available to them opportunities for
suitable work and to ensure their full integration in society.



Encouraging study and research projects which facilitate the practical
participation of disabled people in daily life, for example by improving their
access to public buildings and transportation systems.



Educating and informing the public of the right of people with disabilities to
participate in and contribute to various aspects of economic, social and
political life.



Promoting effective measures for the prevention of disability and for the
rehabilitation of disabled persons’ (Pentecost, 1981, p.51).
Many people already active in the Australian Disability Rights Movement

found themselves representing bodies such as the Australian Council of Trade
Unions and Victorian Council of Social Services on various International Year of
Disabled Persons committees set up by national, state and local governments.
People with disabilities had their own agenda which did not always coincide with
those of charities and government (Salvaris, 1980). Primarily activists with
disabilities wanted policy makers to listen to the common issues presented by
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people living with impairments. The right to equality of opportunity was at the
basis of all claims by representatives of people with disabilities, whether the host
topic was public transport, community based living or any other sector of life.
Victorian activists had been working on consumer rights issues for some
time under the umbrella of the regionally based Disabled Action Forum and had
formed an informal group known as the Disabled Action Resource Group. Some
of these individuals were appointed to the Victorian State International Year of
Disabled Persons Committee and the National Non-Government Organisations
International Year of Disabled Persons Committee. Activities nationally and
internationally have been discussed elsewhere (Driedger, 1982; International
Year of Disabled Persons Persons National Committee, 1982; Cooper, 2000a) so
this section has concentrated on Victorian events.
A preliminary workshop was held in 1980 to focus state activities during
the International Year of Disabled Persons (Victorian State Committee, 1982).
The meeting nominated many topics for action. These revolved around
prevention of disability thus echoing the medical model of disability, the need for
a Victorian advocacy structure, and ways of the state enabling such citizenship
such as anti-discrimination legislation and accessible public transport. As a result
of this workshop, the State Committee set up working groups to recommend
action on accommodation, education, income and employment, legislation,
mobility and access, prevention, public involvement, recreation and
representation (Victorian State Committee, 1982).
Some activists gravitated toward the State International Year of Disabled
Persons subcommittee on representation which was fortuitously led by Elizabeth
Hastings. The minuted goal of the group was ‘…direct representation of disabled
people in the management of their own affairs, and in the policy making of
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helping agencies’ (Hastings, 1981, p.2).’ Non-committee activists were coopted in an attempt to include current activist groups. The representation portfolio
organised and ran a conference of self help groups ‘Strengthening Your Self Help
Group’ October 1981 (Victorian State Committee, 1982).
The Representation portfolio..…took up one of the torches being carried
by so many self help groups and ran with it for a while, before returning it
to the disabled movement. We attempted to bring disabled people closer
together, to encourage the sense of belonging to a movement of people
who were perhaps isolated in their struggle for social change. We hoped to
foster a feeling of competence and solidarity among people who were
fighting such a long battle with so few resources. If people are now
engaged in healthy dissent and discussion, if they are insisting on their
right to be heard, both within and outside the disabled action movement, if
they are motivated to share information, ideas and energies, then the
goals of the Representation portfolio are being realized (Hastings, 1982,
p.82).
There were a number of other policy issues. “Self determination,
independent living and income security’ were the pivotal ones” (Ford, 1982, p.3).
At a national level inadequate social security was identified as a major issue. In
particular people with severe impairments had lobbied for a non-taxable, nonmeans tested allowance which was already being paid to blind people. The
Chairman stated:
I believe that if the Australian Government fails to alter its social security
policy to cover the extra cost of disability, the significance of the
Committee’s work in this major area of need, must be seriously questioned
(McCredie, 1982, p. i).
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Australian activists looked for ways to organize national and state
advocacy. A model was found in Disabled People’s International (DPI) (Cooper
2000a). Australian Federal and state governments through their IYDP committee
network sent delegates with disabilities to Singapore in 1981. DPI had been born
out of anger at Rehabilitation International (RI), an international service provider
network, refusal to give meaning to equality of colleagues with disabilities
(Chandran Dudley, 1994). The 1st World Assembly began in Singapore in
December 1981. The Assembly was seen as:
a truly historic event, as it marks the first time in the history of mankind that
disabled people have gathered at an international level to discuss their
rights as citizens. The disabled peoples’ movement is unique. It is the first
time that a minority group is concerned about improving social, economic,
and political conditions for all, not only for its own members (Enns, 1983).
Local activists joined the worldwide struggle for rights in 1981. People with
disabilities were described as ‘the last people…to be engaged in the historical
sweep … for human rights’ (Driedger, 1989). Australian delegates came back to
build Disabled People’s International (Australia) DPI(A), and subsequent state
branches. Their most important role was to encourage new rights oriented
legislation.
Growth of Legislative Support
There was very slow growth of legislation relevant to people with
disabilities. Legislation did move eventually from a protective welfare orientation
to that which enabled disability rights and community living. After Federation, the
Australian government moved slowly to set up a national system of Social
Security funded out of general revenue rather than a specific tax (Beilharz, 1992).
The Australian government introduced the Invalid and Old Age Pensions Act
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1908 (Carney, 1997). Invalid pensions were paid from December 1910 as the
first direct financial support to people with substantial disabilities. Indirect financial
support occurred through funding of service providers to provide care and training
programs.
Australia was regarded as using wage regulation as ‘a primary instrument
of social protection (Castles, 1997, p.93)’. This was coupled with a needs based
welfare program used when there was some reason why an individual couldn’t
work (Castles, 1997). The national economy was structured to promote
employment, although work couldn’t always be guaranteed in a country which
remains subject to fluctuating regional and global economic changes, and natural
disaster (Beilharz, 1992). New protectionism included job protection by
introduction of the White Australia policy and wage regulation aimed at fair and
reasonable rewards for both manufacturers and male workers (Beilharz, 1992).
New protectionism was said to be integral to Higgins’ Harvester judgment of 1907
(Beilharz, 1992) Higgins reckoned a basic wage should be an amount which
would enable a male breadwinner to care for himself, a spouse and three
dependent children. Although Higgins’ judgment was rejected in the High Court,
this concept remained influential for many decades (Beilharz, 1992). However
there was a long delay before pensions were linked with the basic wage,
currently known as Average Male Weekly Earnings (AWE). The Whitlam Labour
government committed to increasing pensions over time to equal 25% of the
AWE. This milestone was not reached until 1990 in the time of the Hawke Labour
government (Department of Family, Housing, Community Services & Indigenous
Affairs, 2009). In 1997 the Howard Liberal Government passed legislation to
index the maximum single pension rate to the Australian Bureau of Statistics’
concept of Original, All Males, Total Average Weekly Earnings, better known as
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MTAWE (Department of Family, Housing, Community Services & Indigenous
Affairs, 2009). This term referred to all forms of wages received by males,
whether they were in full-time, part-time, casual or junior employees (Department
of Family, Housing, Community Services and Indigenous Affairs, 2009). The
Rudd Labour government introduced the non-taxable Utilities Allowance in 2009
to assist pensioners to meet household water and energy bills. In the same year
a Seniors’ Supplement was developed to include both the Seniors Concession
Allowance and the Telephone Allowance. The Supplement was indexed to the
Consumer Price Index (Retrieved July 24th 2010 from
http://www.centrelink.gov.au )
Another form of welfare paid to all workers was enabled by rebates and
concessions through the taxation system (Beilharz, 1992). Unless people with
disabilities were employed they were unable to claim tax deductions for nonoptional expenses like medications and mobility aids. People on low incomes had
to make do with an ‘ungenerous’ safety net (Castles, 1997, p.95). There are few
individual stories of how people with disabilities coped but one striking anecdotal
account, set in the 1930’s, demonstrated the necessity of employment to meet
living costs and for people with disabilities to establish social identities (Marshall,
1949).
Veteran support system.
A ‘second system of support for people with disabilities’ was developed for
war wounded and service veterans (Cass, 1988, p.1). The importance of the
system was that war wounded and war veterans were treated more favorably
than those disabled by other causes. Almost sixty thousand young Australians
died during World War I and 152, 000 were wounded (Retrieved May 16th 2010
http://www.awm.gov.au). War veterans claimed the attention of Parliament to
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their needs for treatment, rehabilitation and financial support in a post-war
economy. The War Pension Act was passed in 1914. The Repatriation
Department was established to administer veterans’ benefits under the Australian
Soldiers’ Repatriation Act 1917. A scheme for veterans’ welfare was enabled by
the Australian Soldiers’ Repatriation Act 1920. Service pensions for returned
servicemen were introduced under the Australian Soldiers’ Repatriation Act 1935
whether or not injury or illness had occurred (Cass, 1988). World War II occurred
1939-45, which meant many more injured servicemen came back to Australia. A
Legal Service Bureau was established in the Australian Attorney-General’s
Department in 1942 to assist servicemen and their families.
Ex-service people were not perceived by non-war disabled activists to be
interested in the civilian sphere of disability. They achieved goals their civilian
peers had not. Ex-service men and women had access to a lifetime of free health
and impairment care, free aids and appliances, rehabilitation, assistance with
education and employment, individual and group counseling, family counseling,
subsidized housing, geriatric care and sheltered or nursing care accommodation
when necessary. They were not considered eligible for inclusion in the Institute of
Economic and Social Research poverty survey of 1970 (Hollingworth, 1972).
They were not included in the report into the feasibility of a national
compensation scheme (Woodhouse, 1972).
Civilians with disabilities.
Blind persons were the first impaired group to get social security. They
were not considered invalid or vocationally disabled despite the efforts of blind
activist Tilly Astin who advocated from 1897 for a blind pension (Wilson, 1987).
The first blind pension was not introduced until 1910 (Wilson, 1987). Social
assistance legislation also included the establishment of an Old Age Pension and
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the Invalid Pension respectively paid in 1909 and 1910 (Retrieved February 8th
2010 from http://www.aph.gov.au). Federal government introduced the Social
Security Act 1947 which enabled payment of a Sickness Benefit or Invalid
pension based on the individual being 85% medically incapacitated (Carney,
1991).
A significant initiative occurred in 1941 when an amendment was made to
the Invalid and Old Age pensions Act to enable vocational training for civilians
(Cass, 1988). The Federal government established the Commonwealth
Rehabilitation Service in 1948 (Department of Social Security, 1984). After the
majority of work age and work capable ex-servicemen and women had been
rehabilitated, this service was to have profound importance for rehabilitation of
people with non-war caused impairments. By this time there had been several
polio epidemics causing some people to incur various degrees of paralysis, and
who needed training for employment. Tubercular bone damage, other disease
processes, cerebral palsy, as well as injuries from accidents, were continuing to
cause permanent health conditions. If an individual was assessed as potentially
capable of employment, that person was enrolled in a Commonwealth
Rehabilitation Service program. The Commonwealth Employment Service,
established in 1946 and replaced in 1998 in favour of a privatised Job Network,
assisted in finding suitable jobs.
Gradual move away from custodial care.
Until the 1980’s –90’s, people with disabilities were congregated in the
capital and large regional cities where accommodation, rehabilitation, vocational
training and employment services and facilities were based. The Commonwealth
Aged and Disabled Persons’ Homes Act 1954 enabled non-government
organizations to build more purpose built accommodation facilities. The title of the
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Act does shed light on the legislators’ ignorance of differential needs. Young
people with severe physical impairments, whose families were unable to support
them, were placed in aged care nursing homes. To a lesser extent today,
severely impaired young people are accommodated in aged care facilities. Where
impairments were not so substantial, people with disabilities were selectively
admitted to the few non-government organization run hostels.
The longer term effect of this Act was to increase Commonwealth
expenditure on the maintenance of nursing home residents (Beilharz, 1992).
Hostels and sheltered workshops were operated by non-government
organisations with government funding. Services were often separated on the
basis of clients’ diagnoses, rather than being needs based. Mobility impaired
people without brain injury were preferred clients. Boards of management tried to
ensure services were protective, which included discouraging sexual activity. The
Handicapped Persons Assistance Act 1974 enabled the establishment of more
sheltered workshops and hostels, and included people with intellectual
impairments as eligible for services.
Aged care residential facilities had expanded from 1963 due in part to a
new Commonwealth initiative to provide financial support to residents in nursing
homes (Beilharz, 1992). Costs had to be contained and domiciliary care
strengthened to delay entry into aged care facilities (Beilharz, 1992). The coming
of change by the introduction of more domiciliary care positively affected people
with disabilities. The 1969 States Grants (Home Care) Act extended
Commonwealth support into domiciliary care. By 1973 the Commonwealth
government required that permission had to be obtained from the Department of
Health before a patient could be admitted to a nursing home. Expenditure
pressures and grey power lobbying drew government's attention to
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deinstitutionalization and the need for provision of more domiciliary services
(Beilharz, 1992). The Domiciliary Nursing Care Benefit was introduced in 1973.
Of course these changes were of assistance to severely impaired people whose
impairments put them at risk of nursing home placement. The new Benefit meant
they could be more easily supported by family members in home based care. The
Home and Community Care Act 1984 did enable some people with physical
impairments to receive domiciliary support. However HACC programs have
remained predominantly concerned with the aged.
From welfare to enabling to rights legislation.
All of the aforementioned legislation was welfare oriented, whereby people
with disabilities were treated as passive recipients rather than contributors to their
communities (Economic & Social Commission for Asia & the Pacific , 1995). The
most important change of the 20th century in Australia was the advent of the
Disability Services Act 1986. It was described as service oriented legislation
(Economic & Social Commission for Asia & the Pacific, 1995) in that it embodied
a recognition that people with disabilities had the potential to participate in
society, and that some needed specialized services. However the Act contained
some elements of enabling legislation, it contained an assumption that people
with disabilities have the potential to contribute to society (ESCAP, 1995). Behind
the enabling Australian legislation was the Commonwealth government written
commitment to the United Nations 1975 Declaration on the Rights of Disabled
Persons.
Disability Services Act 1986.
As discussed in the section on disability activism, the advocacy of people
with disabilities was integral to the development of this new legislation. Prior to
the Act, there was an unprecedented nationwide program of consultation known
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as the Handicapped Persons Program Review. People with disabilities and
colleagues worked hard to achieve a new direction in program funding. They
succeeded. The wording in the legislation was regarded as highly significant and
embodied radical changes in government’s purpose. It is quoted here to
demonstrate the language and philosophical stance of enabling people with
disabilities to take the risks and responsibilities inherent in community based
living. The objects of the Act stated in part:
(b) to ensure that persons with disabilities receive the services necessary
to enable them to achieve their maximum potential as members of the
community.
(c) to ensure that services provided to persons with disabilities -i.

further the integration of persons with disabilities in the
community, and complement services available generally to
persons in the community.

ii.

enable persons with disabilities to achieve positive
outcomes, such as increased independence, employment
opportunities and integration in the community; and,

iii.

are provided in ways that promote in the community a
positive image of persons with disabilities and enhance their
self-esteem.

The effect of the DSA 1986 was profound. The NSW pilot project on
domiciliary attendant care or disability support services which began in 1982,
was, in 1988, established nationally. Hostels were replaced by cluster housing or
independent living units or community houses. Service providers were required to
disaggregate multi-purpose facilities, and find separate premises for each funded
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service. Sheltered workshops were required to meet new standards to
incorporate performance indicators. Advocacy services were funded.
Advocacy funding and citizenship.
Funding of systemic advocacy was vital to guiding governments’
willingness to develop a realisation of citizenship for people with disabilities. The
concept of citizenship relates to political, civil and social roles and responsibilities.
Citizenship means participation in decisions which determine our society, and
exercising the right to control over one’s circumstances. Civil and political aspects
of citizenship refer to the capacity to vote, to have access to education, health
care and other services, and to receive just treatment under the law. Civil
citizenship refers to the capacity to exercise the rights to contracts, education and
other opportunities of civil society. Although the concept of citizenship has been
debated in relationship to property ownership (Beilharz, 1992), the aspect of
citizenship which also crucially affected people with impairments was in the social
roles attributed to them.
Conceptualisation of social citizenship clarified the definition of inequality
(Marshall, 1950). Social citizenship was the process by which individuals were
enabled to develop their social roles (Marshall cited in Beilharz, 1992). The
concept involves:
the pursuit not of equality but of the potentially equalizing measures,
pursued by state or community, that could better enable the participation
of all (Beilharz, 1992, p.17).
Disability activists strongly campaigned for equality of opportunity, because there
was a commonality of experience for people with disabilities which transcends
the difference of impairments. Common experience continued to revolve around
dealing with prejudice and inequity.
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Disability is a contested area where market forces dominate
government agendas and people with disabilities are left in poverty and at
the mercy of professionalisation (Barnes, 2003, p.7).
Prejudice still exists. People with impairments and disability continue to be
perceived as on the boundary of society (Shakespeare, 1994). Prejudicial
attitudes and treatment also come, in part, from all people with disabilities being
ascribed the characteristic of dependence and role of burden on the nation’s
welfare system (Newell & Goggin, 2004). Such negative and often misinformed
attitudes came in part from the need for some people with disabilities to have
support from the state, in the form of state funded care programs, or full or partial
social security payments to offset a permanent or temporary inability to engage in
full-time or part-time work. This is still seen as expensive by economic rationalists
who do not view welfare programs as compatible with economic development
(Esping-Anderson, 1996, p.1).
Oppression is socially constructed (Young, 1990). The historic interplay of
economic and cultural forces have led to the use of oppression in the
construction of the social model (Barnes, 1996). Oppression has included
marginalising unattractive stereotypes to legitimise the various failures of ‘social
maldistribution’ (Abberley, 1987, p.17). Exclusion and discrimination against
people with disabilities continues to occur in such areas as citizenship (Meekosha
& Dowse, 1997; Yeatman, 1996; 1998), employment (Cooper, 2000, b), housing
and community care (Sach, 1991, Deane, 2009), and rehabilitation and health
care (Temby & Cooper, 1996). Those barriers are oppressive (Newell, 1998;
Cooper, 1999; Goggin & Newell, 2005).
Women with disabilities have extra difficulties which came from their
feminine identities (Meekosha & Dowse, 1997). Prejudicial practices continue
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under health management development which might also be seen as a form of
exclusion, or protectively quarantining divergent people from affecting other
members of the community. In a similar opinion derived from the British cultural
context, people with disabilities were described as living with an inequitable
society because of
The ongoing tendency of politicians, policy makers and academics to link
disability to health and in so doing, whether intentionally or otherwise,
propagate the misguided illusion that ‘poor health’ and the disadvantages
experienced by people with ascribed impairments can be overcome with
medical rather than political solutions (Barnes, 2003, p.8).
It would be more advantageous to work through issues around inclusion of
people with disabilities into society.
Other examples of inequitable treatment in employment and
accommodation choice were referred to by participants in New South Wales and
Victorian studies (Clear, 2000; Quibell, 2004). Australians with disabilities were
still subjected to ‘social apartheid’ (Goggin & Newell, 2004). A number of
examples were cited where people were de-valued because of impairment.
We face discrimination in public and private life. We experience great
difficulty finding paid work and advancing our careers. Our bodies,
identities and sexualities are controlled by welfare, health and the law. We
are on the margins of cultural life under-represented in the theatre, film
and media industries…And yes, we still find that lack of wheelchair access
is an every day issue. (Goggin & Newell, 2004, p.18).
Australia was a signatory to both the 1975 United Nations Declaration of
the Rights of Disabled Persons and the 1984 United Nations Declaration of
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Human Rights but there was no ratifying process enacted. Current notions of
citizenship as applied to people with disabilities, have been questioned:
Western political thought may be incapable of adapting to the existence of
groups of citizens outside the economic rationalist agenda… The
significant contribution of people with disabilities, in particular women, to
the well being and diversity of the human experience are rarely
documented and resist quantification in the language and practices of
managerialism, ‘core’ family values and economics (Meekosha & Dowse,
p. 21).
Re-theorising relations between dependence, independence,
interdependence and social citizenship may lead to an effective revaluing of
citizenship (Yeatman, 1998). Alternatively, ‘what is needed is a recognition and
valuing of differences’ (Drake, 1999, p. 42). While people with disabilities have
worked for change for many decades, the development of advocacy funding was
crucial to systemic advances and also enabled work towards citizenship.
The first Hawke Labour Government funded the growth of DPI(A) with a
grant (Grimes, 1985, p. iii). Senator Grimes, formerly a doctor from Tasmania,
became Minister for the Federal Ministry of Health and Community services. He
was very interested in disability issues and moved relatively quickly. He
established the Disability Advisory Council of Australia and set up the
Handicapped Program Review. There was a great deal of lobbying around the
definition and funding proposed by Commonwealth Disability Services Act 1986.
Three types of advocacy services were defined in the Act (1986, p.3). They
differed but were essentially intertwined. Some people with disabilities needed
individual advocacy to obtain disability or community services, or training in
advocacy skills, some advocacy organisation needed funding to represent the
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needs of a group or sector, all needed systemic change to enable full
citizenship. Under the Act advocacy services eligible for funding were:
Self advocacy services to assist people with disabilities to develop or
maintain the personal skills and self confidence necessary to enable them
to represent their own interests in the community; or
Citizen advocacy services to facilitate persons in the community to assist
people with disabilities; or the families of, and other persons who provide
care for or assistance to, persons with disabilities, to represent their
interests in the community; or
Group advocacy services to facilitate community organisations to
represent the interests of groups of people with disabilities.
In further explanation of the last category, the Department of Community
Services and Health guidelines (1987, p.2) stated the aim of funding group
advocacy was:
to raise awareness in the non-disabled population of the needs and
special difficulties faced by people with a disability and where necessary to
bring about changes in existing systems and services.
The target group was people with a wide range of disabilities. The funding was
used by advocacy organisations for systemic advocacy, to enable people with a
wide range of abilities and issues to have more control over their lives.
Advocacy funding suffered when the majority of disability services
administration and funding were transferred to state governments via the first
devolution of Federal responsibilities. A Special Premiers Conference endorsed
Prime Minister Hawke’s Commonwealth States Disability Agreement (CSDA) and
it was approved in principle at a meeting of health and welfare ministers in

57
Adelaide March 1991. State governments were obliged to enact relevant
legislation which involved reciprocal responsibilities.
Given its importance to people with disabilities, and the disability industry,
consultation was considered important by both sectors. There was some criticism
of the lack of consultation with consumers and service providers. The then major
consumer controlled disability advocacy organisation DPI(A) was not invited to a
Department of Health Housing and Community Services briefing session until
31/7/91, and the major disability industry peak body ACROD stated through their
executive officer they ‘saw no evidence of this consultation’ (Rosenberg, 1991,
p.1; Braithwaite, 1991, p.6). Brian Howe, then Minister for Community Services
and Health, disagreed with critics and stated in relation to the planned partial
disability services transfer.
I believe that confusion of government responsibilities has been greatest in
disabilities (1991, p.5).
He assured disability advocacy organisations that planning and evaluation issues
would accompany financial arrangements and there would be no agreement until
each state had enacted complementary disability related legislation. Howe
implied, by the following statement, that there was an ongoing process of
consultation with consumers.
The input from consumers has played a critical role in the rationalisation
process and the development of the Commonwealth/State Disability
Agreement and we are committed to a process of debate with the
community sector on intergovernmental reform (1991, p.5).
National disability advocacy organizations were disconcerted. They had
developed strong working relationships with federal politicians, their advisors and
key bureaucrats. Now the education of state politicians, state governments and

58
public servants about the importance of advocacy had to begin again. Their
concerns were justified. National and state advocacy funding became more
difficult to obtain during the late ‘90’s. Advocates looked for funding under the
CSDA. The broad aims of CSDA were:
1.

to establish an initial framework for the rationalisation of the
administration of disability services by the Commonwealth and the
States; and

2.

to develop, on a national basis, integrated services to ensure that
people with disabilities have access to appropriate services which
meet their individual needs (Yeatman, 1996, p.xiii).

Yeatman (1996) found, as did disability activists, that while the former was largely
achieved, program intention was not translated especially in regard to advocacy
(Cooper 1999, Newell 1999). The Federal government did fund some national
advocacy but the Howard Liberal government changed eligibility criteria which
included a ban on some forms of criticism of government policies and which
requested priority be given to responses to government policies (Cooper 2001).
Victorian advocacy funding.
Victorian activists worked on Disabled Peoples’ International (Vic) and
other advocacy organisations such as the Victorian Mental Illness Awareness
Council. The latter grew out of a Victorian State Committee sub-committee. There
was a strong disability rights discourse and links between state and national
advocacy organisations. Victorian advocacy existed by means of a network of
voluntary, unpaid, activists and could not progress without continuing funding.
Some money had been allocated by the Victorian International Year of Disabled
Persons State Committee to the Disability Resources Centre auspiced by the
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Victorian Council of Social Services. Lobbying for advocacy funding happened
at all levels of activism.
Activists and aligned advocates contributed to the Guardianship and
Administration Act 1986 which included the new role of the Office of the Public
Advocate, the Victorian Equal Opportunity Act 1995, the Disability Services Act
1991 and the Charter of Human Rights and Responsibilities 2006.
Impetus for the Victorian DSA 1991 came from the first devolution of
Commonwealth powers to the states under the Hawke government’s 1990 policy
of New Federalism. Some advocacy services remained funded, by the
Commonwealth government, including state based Disability Services Advisory
Committees (DSAC). Part of the activities of the latter was to monitor the
devolution process. Although states were supposed, under CSDA, to ensure
DSACs were continually funded, successive Liberal Victorian governments cut
funding entirely. Furthermore a Kennett Liberal government cut Victorian
advocacy funding drastically 1997 (Pegler, 1997). It wasn’t until the Victorian
State Disability Plan that advocacy was funded on a more rational basis.
Disability Discrimination Act.
The second most influential act was the Disability Discrimination Act 1992
which undertook to prohibit discrimination against most groups of people with
disabilities. It was rights based legislation, which assumes people with disabilities
have the same citizenship rights as other people (ESCAP, 1993). There were
several difficulties with implementation of this Act and legislated standards have
been passed only on transport. Nevertheless many successful case actions
against discriminatory practices were, and continue to be taken under the
auspice of the Disability Discrimination Act 1992.
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The Disability Discrimination Act 1992 didn’t go as far as many activists
wanted and certainly gave no protection to non-citizens. Dissection of that act
belongs to another thesis. Suffice to say Australian activists, including Frank HallBentick and Graeme Innes, joined the International Disability Caucus to work on
the United Nations (UN) General Assembly Ad Hoc Committee which developed
an implementable comprehensive and integral convention on the rights and
dignity of persons with disabilities. This Committee began work in November
2001.
International Convention on the Rights of Persons with Disabilities.
The United Nations Convention on the Rights of Persons with Disabilities
came into force on May 3rd 2008 when twenty nations had signed the convention.
Australia ratified the treaty on July 18th 2008. While many UN members had
contended that existing treaties covered persons with disabilities, it was clear that
without a legally binding treaty with delineation of their rights, people with
disabilities would continue to face discrimination. Article 1 of the Convention
stated the purpose was:
to promote, protect and ensure the full and equal enjoyment of all human
rights and fundamental freedoms by all persons with disabilities, and to
promote respect for their inherent dignity.
It was adopted by the UN in 2007 and was signed by 126 nations before it
entered into force 3/4/08. The Convention was accepted by the Federal
Parliament’s Treaties Committee which recommended that Australia ratify it. The
Rudd government did ratify it 18/7/08 with a statement from the Parliamentary
Secretary for Disabilities Bill Shorten which read:
Australia recognizes that persons with disability enjoy legal capacity on an
equal basis with others in all aspects of life. Australia recognizes that
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every person with disability has a right to respect for his or her physical
and mental integrity on an equal basis with others. Australia further
declares its understanding that the Convention allows for compulsory
assistance or treatment of persons, including measures taken for the
treatment of mental disability, where such treatment is necessary, as a last
resort and subject to safeguards;
Australia recognizes the rights of persons with disability to liberty of
movement, to freedom to choose their residence and to a nationality, on
an equal basis with others. Australia further declares its understanding that
the Convention does not create a right for a person to enter or remain in a
country of which he or she is not a national, nor impact on Australia’s
health requirements for non-nationals seeking to enter or remain in
Australia, where these requirements are based on legitimate, objective
and reasonable criteria.
Although there are some grounds for further contention with sections of
the Convention on the Rights of Persons with Disabilities, the status of all people
with disabilities has been taken light years away from the past.
National welfare reform.
Structural changes incrementally introduced by the Liberal Federal
government’s program of welfare reform during the years 2001-6, created
insecurity amongst those unable to work a full working week. The program was
designed to increase the working population to offset expected welfare
expenditure on current and future generations of ageing citizens (Carney, 2006).
There have been several critiques of the changes (Galvin, 2004; Australian
Council of Social Services, 2005; Carney, 2006). This chapter is not the place to
develop critical argument about welfare reform. Our concern is for the effect of
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possible changes on people ageing with long-term impairments. Early
retirement, or reduced working hours, was often a necessary adaptation to living
with increased or secondary impairments and unusual fatigue. Changes to the
Disability Support Pension (DSP), such as entitlement depending an individual
being assessed as not able to work more than 14-15 hours a week, were fraught
with poverty traps. If a person living with disability was able to work a little more
than 15 hours per week then the Disability Support Pension was cancelled.
These changes threatened those existing on a part DSP and part wages. If a
physically challenged person lost eligibility for a part or full DSP, then eligibility for
benefits associated with a DSP, a Health Care Card for example, were reduced
or lost.
Proposed disability allowance
An alternative to Disability Support Pension, proposed by disability
activists, was a non-means tested disability allowance payable regardless of age
(DPI(A), 1988). There has been ongoing discussion and lobbying for an
allowance to offset the non-optional costs of impairment such as transport,
pharmaceutical and medical goods, personal assistance and care Cass, 1988,
Cooper, 1992, Frisch, 2001). Many people with physical impairments have
additional costs incurred due to their support needs. Additional income
supplements while participating in the labour market would ensure that additional
earnings were not spent on the increased daily living costs of disability, creating a
disincentive to remain in the labour market. But no allowance has eventuated.
Therefore people ageing with long-term impairments often are confronted by
diminishing incomes, constant non-optional expenditure and rising costs.
All of these factors have impacted on people ageing with long-term
physical impairments. Systemic advocacy has resulted in the growth of legal
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protection of the rights of people with disabilities. Relevant service providers
and non-government organisations have been positively influenced by changes in
various laws and regulations. Those changes have enabled people ageing with
long-term physical impairments to make some choices, particularly in relation to
community based living support. People with disabilities still have to face
prejudice and ignorance, currently evidenced by the lack of disability friendly
aged care advisers, programs and services.
The Complexity of Ageing with Long-term Physical Impairment
The fifth and last part of this chapter discusses, very briefly, the last
contextual troika of related factors affecting people aging with long-term
impairments. Not only are people with disabilities ageing at the same time as
coping with long-term impairments, they are ambivalent about seeking assistance
and this is compounded by the scarcity of available professional advice and
resources. Physical changes, due either to impairment progression or ageing or
both, are discussed in Chapter 3 as they form part of the experience of ageing.
Decades after leaving impairment treatment hospitals, rehabilitation centres, and
long stay wards behind, people with impairments found their physical condition
was changing, mostly for the worse.
These changes were not expected by people with impairments. Before
advances in sanitation, living standards (Illich, 1975), technology, and medication
(Wainwright, 1990), there were very few older people with long-term physical
impairment to act as role models to succeeding generations. During the initial
phase of treatment, the newly impaired believed once they had regained a
physical function, their renewed control over their bodies would last a lifetime.
People ageing with long-term physical impairments are searching now for
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appropriate treatment and advice (Backman, 1987; Westbrook, 1996;
Balandin, 1997; Bruno 2006).
Although the last Australian polio epidemic was 1954-56, survivors live on.
One medical estimate was that there were 70,000 Australians paralysed by polio
between 1936-61 (Jones, 1991). Paralysis affects 1 in 200 individuals but many
are infected by a poliovirus and those apparently not paralysed may reveal
physical weakness in later years (Bruno, 2002). Paralytic polio survivors,
especially those more severely affected, were linked by regular attendance at
follow-up clinics. Lady Dugan Red Cross Centre and Fairfield Hospital both
provided inpatient and outpatient services predominantly for polio survivors.
Physiotherapy staff from the Victorian Health Department worked at both centres
as well as country clinics and in patient’s own homes. There was a lot of
networking between patients. Physiotherapists were regarded as friends and they
acted as information sources and, in some ways, took on a welfare role.
Additional information was circulated by international newsletters and disability
magazines such as the USA ‘Rehabilitation Gazette’ and UK ‘Responaut.’ Longterm disability or impairment continued to occur through spinal cord injury,
accidents, injury, chromosomal abnormalities, pre-natal conditions and birth
injury.
Lack of advice and treatment facilities.
There are no clinics in Victoria or Australia working with people who need
management of their primary impairments as well as aged care assessment and
continuing care for their ageing bodies. Most of the polio expert doctors and
therapists from that time are retired or dead. Lady Dugan Red Cross Home was
closed in 1967 and Fairfield Hospital closed in 1996 (Anderson, 2002). Long-term
hospitalized polio patients were transferred to the Victorian Respiratory Support
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Service’s Bowen Unit at the Austin or followed up by their domiciliary team, or
from 2007 placed at the Ventilator Support Accommodation Service. People with
spinal cord injury initially treated in the acute care Austin hospital and
rehabilitated at the Royal Talbot Rehabilitation hospital are usually referred to
general practitioners.
The Department of Human Services health division subsidised Polio
Services Clinic at St. Vincent’s Hospital does assess people with a history of
polio and employs one physiotherapist, a part-time occupational therapist, an
orthotist and a sessional rehabilitation experienced doctor. The majority of their
clients are ageing, although a younger group come from overseas. Staff limits
mean they are unable to provide full assessment of ageing concerns, nor can
they supply ongoing care for polio related impairment apart from assessing
changing needs for equipment or referral to external service providers.
Anecdotal reports indicate that if people with impairments do engage with
the aged care or acute hospital systems they are unlikely to encounter treating
professionals with knowledge, and therefore empathy, concerning their primary
impairment (National Disability Advisory Council,1999; National Disability
Advisory Council, 2003; Deane, 2009). Nor do these health care workers
comprehend the complicated adaptational strategies which their long-term
disabled clients have had to develop in order to get on with their lives. This is
surprising as disability was estimated at 20% of Australian residents (ABS, 2003)
and 18.5% of the population (ABS, 2010).
Leaving the population of people ageing with physical impairment
unchecked by gerontologists and associated professionals is dangerous because
of the risk of untreated secondary conditions, unnecessary dependency and
unnecessary polypharmacy (Annison, 1996). It is arguable that professional
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neglect of the field of ageing for people with physical impairments is due to a
trained mindset whereby health care professionals see such patients through the
paradigm of chronic illness and biological dysfunction, rather than as whole
persons (Temby & Cooper, 1996; Barnes, 2003).
Conclusion
People ageing with long-term impairments have had to fight many battles.
Firstly there was reduced choice or empowerment for individuals with
impairments who needed rehabilitation, education, accommodation or family
support. Eugenic and punitive attitudes of early philanthropic efforts meant
government or charities or non-government organisations provided either overly
protective care in hospitals and institutions or segregated residential settings, or
individuals and their families had to cope unaided. The social status of people
with disabilities was low. While the first wave of disability activists built responsive
services and lobbied for social security payments, the second wave concentrated
on ways of realizing social citizenship. The Federal and state governments were
stimulated by disability activism before, during and after the United Nations
International Year of Disabled Persons to undertake legislative review to support
a better measure of social citizenship. This was evidenced by government and
non-government organisations move towards deinstitutionalisation, and better
funding for community based service provision. Government legislation did move
from welfare oriented to rights based legislation. With greater recognition of social
citizenship under equal opportunity laws, and enabled by new programs of
assistance, people ageing with long-term impairments are able to determine
some life choices.
The next chapter will be the Literature Review. The experience of people
ageing with long-term physical impairment will be explored.
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CHAPTER 3: LITERATURE REVIEW
The purpose of this chapter is the review of research literature which gives
a theoretical background to the research question ‘What is the experience of
ageing for people with long term physical impairments?’ General issues
concerning older people are considered, to give some context to possible
additional complications of long-term primary and secondary impairment. The first
section of this chapter introduces brief accounts of ageing, according to
biomedical, economic, citizenship, and social approaches which include the
concepts of positive and successful ageing. The second section reviews
strategies used by older people to cope with difficulties. The third section
explores the search for knowledge about impairment progression which may
occur following long-term impairment and is not related to ageing alone. The
fourth section outlines what is known about coping strategies used by people at
the time of impairment. The fifth section explores coping strategies used by
people as they work through life stages while living with disabilities. This includes
a brief description of the social model developed by people with disabilities to
bring their life experiences in line with their perception of reality. Issues with the
social model are outlined. The sixth section explores what little is known about
ageing with long-term impairment, various reactions and coping strategies used.
The seventh section reviews conceptualisation of successful and positive ageing,
and applicability of those to the cohort of people ageing with long-term
impairments.
Aspects of Ageing
The first part of this chapter will explore different aspects of ageing in
Australian society. Ageing is a life stage complicated by biological and social
processes, perceived through one’s view of achievements and failures, gains and
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losses. Life expectancy has increased in major developed nations as mortality
is delayed by better living conditions, education, sanitation and medicine
(Oeppen & Vaupel, 2002; UN, 2002).
The percentage of Australians aged 65 and over is expected to increase
from 12% of the population in 1997, to 18% in 2021, and 26% in 2051 (Ministerial
Reference Group, 1999 a & b; Andrews, 2001; ABS, 2004). This trend may not
be repeated in indigenous populations where information is insufficient (Earle,
1999; ABS, 2004). The National Strategy for an Ageing Australia was developed
to address issues arising from an ageing population (Ministerial Reference
Group, 1999 a & b; AIHW, 2000). Because of the influx of younger people under
national immigration schemes, the ageing of the Australian population has been
slower than some other industrialised countries such as Japan (McCallum &
Kobayashi, 2001), allowing more time for planning and development of health
promotion and care services throughout the next few decades.
Impairment and the onset of health conditions increase with age (AIHW,
2000, 2003). The numbers of people ageing with long-term impairment is also
increasing (AIHW, 2000, 2003). This research uses the term ‘long-term
impairment’ to describe those who have lived with physical impairment for more
than four decades. An excellent discussion of the USA literature around ageing of
people with severe disabilities, refers to individuals who live with long-term
impairment acquired between birth and middle age (Putnam, 2002). They are
differentiated from those who acquire impairment first when ageing (Putnam,
2002; Thompson, 2004). The growth of people ageing with long-term
impairments in the USA is expected to impact on the ageing field in two ways.
The range of diagnostic conditions amongst the elderly will increase (Putnam,
2002). Perhaps more significant is the mismatch between the two service
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models. Disability service providers are more influenced by consumer
expectations and some understanding of the social model of disability. Aged care
models are related to a medicalised approach and are therefore more
prescriptive when developing case management and other interventions
(Putnam, 2002).
Theoretical research on aging is often problem driven focusing on the
issues presented by concerned policy makers and service providers who may not
pay sufficient attention to life satisfaction and concepts such as successful or
positive ageing (Myers, 1996). There are a number of theoretical approaches to
this stage of life; they include biomedical, social, citizenship, economic,
ecological, personal achievement and successful ageing paradigms. Not all of
these views are cognisant of people ageing with long-term impairments.
Biomedical approach.
Focus on a biomedical approach alone, that is definition of the ageing
process in terms of physical, cognitive or sensory breakdown or biological
dysfunction, takes a narrow view. The biomedical view of ageing and senescence
as inevitable and pathological is well illustrated by this quotation.
Ageing:

a process of gradual and spontaneous change, resulting in
maturation through childhood, puberty, and young adulthood
and then decline through middle and late age.

Senescence: The process by which the capacity for cell division, growth
and function is lost over time, ultimately leading to an
incompatibility with life; ie, the process of senescence
terminates in death. (Beers, Jones, Berkwitz, Kaplan &
Porter, 2000)
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Early works on ageing as pathology were written by Charcot in 1867
and Nascher in 1914, cited by Hendrick & Achenbaum (1999). Although the
biomedical approach is essential to understanding the experience of people
ageing with long-term impairments, it is only one factor to be considered. Ageing
also means that one’s ability to increase and maintain physical reserve is
diminished (Mosqueda, 2004). Health conditions may develop and are often
associated with the physical body getting older. There is a relationship between
ageing and acquired impairment (ABS, 1999; AIHW, 2003; Giles, Cameron &
Crotty, 2003). Age related health conditions include osteoarthritis, osteoporosis,
diabetes, cardiovascular disease and progressive brain disorders such as
Alzheimer's. Osteoarthritis is the primary cause of disability in the elderly (March
& Bagga, 2004). Osteoporosis causes fractures in 15-30% of men and 30-50% of
women (Seeman & Eisman, 2004).
Impairment and the occurrence of various health conditions do not
necessarily mean an earlier death in affected individuals. Australian studies have
shown an increase in age at death (McCallum, 1997; AIHW, 2000; Coory, 2004).
The compression of morbidity theory suggested that healthier lifestyles will
effectively reduce disease and disability to a short period occurring close to the
end of life (Fries, 1980). Chronic illness and disability might be postponed or
ameliorated by ‘increased exercise, lower weight, and growth in personal
autonomy and personal responsibility for health (Fries, 1980. p.133).
A related hypothesis was that there would not be a significant increase in
life expectancy above the age of eighty-five years (Fries, 1980). Evidence exists
to the contrary in America, with mortality dropping in the 80-90 age group, and
little decline in morbidity and disability in middle aged people who are expected to
age in larger numbers than ever before (Minkler, 1990). Australian studies have
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also contradicted Fries’ hypothesis and shown an increase in age at death
(McCallum, 1997; ABS, 2003; Coory, 2004). There has been an increase in
numbers of people reporting disability which did not directly cause death
(Borowski & Hugo, 1997; McCallum, 1997; AIHW, 2004). Fries had not
considered disability that has lasted a long time and does not increase the risk of
death (Minkler, 1990). The lack of attention to co-morbidities, little research into
the relationship between concurrent conditions and the long term effect on health
of lower socio-economic status, meant that there were inherent difficulties in
intervening effectively to compress morbidity (Minkler, 1990).
Social approach.
Social factors must also be incorporated into any study of ageing. Nascher
integrated social analyses of ageing when introducing the term ‘geriatrics’
(Hendrik & Achenbaum, 1999). Social factors are a large area to review. This
present research focuses on social factors which may be relevant to people with
disabilities. Little work is inclusive of the experience or expressed needs of
people ageing with long-term impairments. Activity theory, disengagement theory
and continuity theory have been designated as social theories of the ageing
individual (Putnam, 2000). They can be seen as having some relationship to
ageing of physically impaired people. It is worth considering also, an aspect
important in the Victorian social context, citizenship.
Withdrawal or disengagement from social roles and tasks was theorised
as related to life satisfaction in the old (Cumming & Henry, 1961, cited in Putnam,
2002). Disengagement was used to describe the then considered desirable
practice of older people accepting a lessening of social interaction and
relinquishing of roles and activities to younger generations (Cumming & Henry,
1961, cited in Hughes, 1990). In contrast, maintenance of activity has been
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postulated as related to life satisfaction in old age (Lemon, Bengtson &
Peterson, 1972, cited in Putnam, 2002). Continuity theory appears to be more
encompassing. It states that the maintenance of internal psychological structure
and external structure provided by adaptive choices to the environment, enables
the person to perceive continuity between the past and present (Atchley, 1989,
cited in Putnam, 2002). Disengagement theory, activity theory and continuity
theory, have excluded people ageing with long term impairments (Putnam, 2002).
Although Atchley did describe how continuity theory could apply to people who
acquired physical impairment as a result of ageing processes, he did not consider
people ageing with long-term impairments. Activity and continuity theories could
be further developed in relation to ageing of physically impaired people. The life
course approach developed by Arber and Evandrou (1993) has provided a
framework for exploring the changing ‘interaction between the passage of
individual time, family time, and historical time (p.10).’ This approach has enabled
the examination of very different socio-economic groups and their attitudes and
reactions to ageing, and has been used in this present study.
People ageing with long-term physical impairments may be expected to be
motivated and rewarded by the performance of and fulfillment in ongoing social
roles as family members and as citizens. Consideration of citizenship appears to
be crucial in understanding the particular situation of people ageing with longterm physical impairment. The concept is not antagonistic to continuity or activity
theory. Full exercise of citizenship may be challenged in the elderly and
vulnerable (Carney, 1997). Chapter 2 presented citizenship issues in regard to
people with disabilities. The exercise of social citizenship in old people also may
be lessened by prevailing community attitudes. Three facets of citizenship
suggested by Carney, as applicable to older people, are income security

73
including housing, personal rights and equality of access to full citizenship
rights (1997). Income security is related to whether full superannuation schemes
were available during the individual’s working life. The age of the individual at the
time of retirement is relevant when retirement is forced at an early age because
of impairment or loss of employment. Income may also be affected by changes
in tax levies, costs of private health insurance and general economic swings.
Development of Commonwealth legislation to support financing of aged care
facilities also affects income security. There are systems for helping pension
dependent people to get aged and community care services but there are
obvious inequities caused by ‘structural lag” or mismatching Commonwealth and
state funding and programs inevitably creating gaps (Pfeffer & Green, 1997).
These inequities result in poverty and poverty traps for recipients or those
deemed ineligible for assistance.
A reduction in autonomy may occur when services take over elderly
clients’ choices (Cohen, 1988). This manifestation of ageism could be altered
positively, by policy makers studying the radical gains made by the ‘women’s,’
‘mental retardation’ and ‘independent living movements’ (Cohen, 1988).
The ethical, legal, and social advances achieved by women, the physically
disabled, and the mentally retarded in less than a generation are so
impressive that those concerned with similar issues among the elderly
population must review that history systematically (Cohen, 1988. p. 25).
Personal rights such as respect and dignity may be threatened by the way a
request for help is interpreted. Dependency may be seen as interdependence
when it is part of a reciprocal role relationship. But dependency is seen as a
negative when an individual requesting help is not recognised as having of value
to exchange (Wilkin, 1990). If older people are recognised as having resources
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which benefit others, the cost-benefit analysis changes to give them positive
value.
Economic.
Health professions and governments feel challenged to control the issues
presented by the apparent pathology of ageing people. Certainly some socioeconomic factors are strongly related to higher disease and death rates. Lower
socio-economic status is related to an increased death rate from ischaemic heart
disease (Tonkin, Pope & Glover, 2000). Studies of Indigenous peoples in the
Northern Territory indicate higher rates of disease and early death (Earle, 1999;
Zhao, Guthridge, Magnus & Vos, 2004; Henry, Houston & Mooney, 2004;
McDermott, Tulip & Schmidt, 2004; Condon, Barnes, Cunningham & Armstrong,
2004). It is unknown whether the death rate is higher amongst people with
disabilities ageing in deprived socio-economic circumstances. Costs for treating
medicalised problems are perceived by economic rationalists as a financial drain
on society (Estes & Binney, 1989; McCallum, 1997; McCormack, 2002;
Commonwealth of Australia, 2003). Concepts of disease prevention and cost
containment were seen as underlying the National Strategy for an Ageing
Australia (Ministerial Reference Group, 1999a; Andrews,2001). Operational
matters were more clearly defined by the National Primary Care Strategy
developed by Roxon (2010).
The prevailing Australian political paradigm is that ageing of the population
will necessarily increase health care costs (Commonwealth of Australia, 2003).
However this prediction has been disputed (Coory, 2004). Expenditure on health,
as a proportion of their Gross Domestic Product, by countries belonging to the
Organisation for Economic Co-operation and Development has not been found to
relate to ageing of the population (Coory, 2004). Ageing of the Australian
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population was not associated with increased use of hospital beds (Gray, Yeo
& Duckett, 2004). During 1993-2002 there was a 10% decline in hospital bed
usage by people aged 75 years or more and a 1% increase in hospital occupancy
by those aged 65 years or less (Gray et al, 2004). A smaller study of 214 people
aged between 90-99 admitted to Flinders Medical Centre in 1995 showed 91%
returned to their former living situation after a median stay of 5.0 days compared
with 3.7 days for all other patients (Harris, Finucane, Healy & Bakrich, 1997).
An alternate view is that politically predetermined health expenditure is
allocated by the country’s age structure (Coory, 2004). A related paradigm is
people may work harder to stay as healthy as possible for as long as possible
(Fries, 1980; Coory 2004) which in turn is expected to delay national expenditure
on ill-health.
A focus on perceived dependency is another way of forecasting the cost of
care of aged people although age doesn’t necessarily cause impairment and
impairment doesn’t automatically bring about dependency. Real or assumed
dependence on a ‘welfare state’ or system may be seen as expensive by those
who believe welfare is;
incompatible with other cherished goals such as economic development,
full employment and personal liberties (Esping- Anderson, 1996. p.1).
An alternative perception of older people is their ability to continue
contributing to those around them. The International Plan of Action on Ageing
states that nations must enable:
Empowerment of older persons to fully and effectively participate in the
economic, social and political lives of their societies including income
generation and voluntary work (United Nations 2002, clause 12.c).
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Older people contribute investment monies. They may share wealth with
younger generations. They do voluntary work in charities and care for
grandchildren and ill relatives (ABS, 2004; Warburton, 2004).
The elderly are a population which attracts specific marketing (Andrews,
1999). These products come readily to mind, advertised as frequently as they are
in multimedia; they include superannuation schemes, anti-ageing cosmetics,
retirement settlements, funeral firms, complementary health pills, and plastic
surgery. Some of the success of marketers comes from the desire to mask the
ageing body and project a more youthful and self-defined social self (Biggs,
1997).
Ecological approach.
One model of ageing considered by Putnam (2002) to be useful in
understanding ageing of people with long-term impairments, is the ecological
model developed by Lawton & Nahemow (1973). This model looked at how the
individual’s perception of the environment might affect their belief about whether
a disability exists, and if a disability does exist, then what action will be taken to
correct that problem. Psychological well-being was conceptualised as due to best
matching of the person’s abilities with the environment (Kahana, 1982, cited in
Putnam, 2002). The model was too simple to use as a way of exploring the reality
of the participants in this research, as long term impairment does involve issues
other than environment.
As the result of a qualitative study on some people with disabilities, a
variant on the ecological model was recommended by Trieschmann (1987). The
accounts of eight individuals ageing with long term physical impairment were
explored. All the participants had survived inadequate medical and rehabilitation
management, all were socially active, had employment histories, and all suffered
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periods of ill health related both to ageing and impairment. She postulated that
healthy adjusted ageing with disability was a balance between psychosocial (P),
organic (O) and environmental (E) factors (Trieschmann, 1987). The work of this
researcher is reviewed further in this chapter under the heading of the
‘Experience of Ageing for People with Long-term Physical Impairments.’
Positive ageing and successful ageing.
Positive ageing or ageing with quality of life has many facets. Positive
ageing is dependent on mental health and well-being (Browning, Wells & Joyce,
2005). Old age is as affected as youth by the experience, or otherwise, of culture,
economic well being, meaningful activity and social interaction. Exploring the
quality of life of older people may be useful in assessing positive ageing or
otherwise. A useful model was developed by Hughes (1990) which lists the
dimensions of the concept of quality of life as being personal autonomy, cultural
and social integration, purposeful activity, quality of environment, socio-economic
status, physical and mental well-being, and expressed satisfaction.
The idea of the Third Age as personal fulfillment is probably limited to
citizens of developed economies (Laslett, 1984, cited in Clapham, 1993).
Undeveloped economies have poor infrastructure and a consequent inability to
ensure people have basic health and education services. Survival is all important.
In developed economies First Age is a time of education and socialization.
Second Age is one of attaining independence and responsibility for family and
community. Third Age is one of personal achievement and satisfaction. Fourth
Age is old age which is about those aged ninety years or more. Achievement is a
significant concept which is relevant to people with disabilities and appears to tie
in with their ideas of successful or positive ageing.
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Successful ageing can be described as a goal oriented strategic
process (Baltes & Baltes, 1990). When defined by medically oriented
researchers, successful ageing occurs only in that sector of the population which
is ageing without major health or cognitive issues (Jorm, 1998). Perhaps more
important to people ageing with long-term impairments is the contribution of
successful ageing theorists to effective definition and evaluation of the
psychological and social attributes of people who maintain life interests through
into very old age (Steverink, Lindenberg & Ormel, 1998). These concepts will be
discussed more fully in relation to people with disabilities in the section on
successful ageing in the seventh section of this chapter.
Strategies for Ageing Used by Older People to Cope with Change.
This second section of the chapter looks at the research which shows how
older people cope with change. It is necessary to look at coping strategies of
ageing people, before exploring whether the experiences of people ageing with
long-term impairments, lead them to use the same strategies. One researcher
has suggested people with disabilities react to ageing as they did to the onset of
initial impairment (Zarb, 1996). Ageing brings forward new issues and methods
of coping that may have to be developed. Older people are seen to experience
health and loss issues whereas younger people are perceived to face different
issues such as the need to build an economic and skills resource base (Folkman
1987).
Lazarus proposed that appraisal of stress influenced the individual’s
choice of coping strategies (1981). The term ‘coping’ is used here in the sense
described by Folkman (1986). Coping denotes the individual’s changing cognitive
and behavioural efforts to manage challenging demands. The demands may be
external or internal and are perceived as taxing one’s resources. Coping is
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‘process oriented’ as the person works through the issues and takes necessary
action. It is contextual in that the person has to appraise the challenge and
marshal resources to deal with a situation. Cognitive appraisal has two
components. Primary appraisal occurs as the person considers whether the
challenge is relevant to his or her situation. Secondary appraisal occurs when the
individual determines what resources can be marshalled to deal with a situation.
There are two functions of coping, regulating stressful emotions and changing or
dealing with the stressor (Folkman, 1986). Coping is process oriented, contextual
and relevant to the individual (Folkman, 1986). Assessing coping strategies
focuses on how the person meets the challenge, and how the context affects the
person’s actions and choices. Actions and decisions taken by the individual are
not assessed as successful or unsuccessful, but as relevant for the person’s own
judgment or assessment (Folkman, 1986).
Age related changes in coping are of interest. Developmental changes in
coping strategies have been hypothesised as occurring in three ways, regression,
maturation and related to the person’s gender (Folkman, Lazarus, Pimley &
Novacek, 1987). Regression, perceived as more hostile or egotistical behaviour,
was found in people with psychopathology (Pfeiffer, 1977, cited in Folkman et
al,1987). Maturation of coping skills can occur and can even be predicted as
shown by a longitudinal study of college graduates over thirty years (Vaillant
1977 cited in Folkman, 1987). Gendered differences were thought to occur as
older women become more active than men (Jung, 1953, cited in Folkman,
1987).
A contextual interpretation has been suggested which means age
differences in coping are the result of changes or challenges faced by people as
they age (Folkman, 1987). Stressors for ageing individuals are not fully known
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although loss of work, family and friends and health issues are commonly
recognised as distressing (Folkman, 1987). A study was undertaken in San
Francisco of seventy-five couples with a median age of 41.4 years and 141 older
people with a median age of 68.9 years (Folkman, 1987). The researchers found
older people experienced less stress with finance, work, personal life, home
maintenance, family and friends than the younger group. Gender differences
were minor. Older men showed less emotion and more self-control than women.
Older women were more positive in appraisal of stress. Age related differences
in coping were significant. Younger people were more active and confronting,
whereas older people used distancing, acceptance of responsibility and positive
reappraisal (Folkman, 1987). Both groups were found to adapt to stressors
appropriately according to their stages in life (Folkman, 1987).
A later American study also found age positively affected reported coping
strategies, presumably because life experience had given older people skills for
managing negative occurrences (Aldwin, 1991). None were specified as people
ageing with long-term impairments. Older people reported more health problems
but were less stressed about them than younger people. Negative events may be
balanced by older people who can organize their social lives to enhance positive
experiences and moods (Carstenson, 1992, cited in Browning, Wells & Joyce,
2005).
Social support, social activities and social networks are considered integral
to a positive experience of ageing (Browning et al, 2005). A strategy for
evaluating social support comes from the concept of a social convoy developed
by Antonucci and Akiyama (1987). Social convoys are a network of family and
friends;
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dynamic and lifelong in nature…changing in some ways but remaining
stable in others, across time and situations (1987. p. 519).
The convoys are potentially able to move with the individual through life changes.
They have three elements, a variety of substantive supports through an ever
changing spatial network across the lifespan (Kahn & Antonucci, 1981, cited in
Jacobson & Kropf, 1991). The social convoy model postulates three circles
around an individual. The inner circle is comprised of those involved in close
relationships with the person, parent or spouse for example. The second circle is
made up of those who are less close, friends and extended family members. The
third circle refers to role prescriptive relationships such as work colleagues.
Networks were surveyed in 718 people of both sexes with an age range of
50-95 years (Antonucci et al, 1980). The respondents named 6,341 members,
with an age range of 18 – 96 years, in their networks. Only 5 people were unable
to name anyone in their specific circles. Women constituted 57% of network
members. No respondents were nominated as people ageing with long-term
impairments. The findings in relation to older respondents were that, network
size did not decrease with age, and older people continued receiving support
although they provided less support to others. Contact with friends had a positive
effect on wellbeing of older people. Further research is needed to look at the
changes in composition of the outer circle as people age. One possibility may be
that as siblings, parents, partners and close friends die off, people from the outer
circles may become more important as social networks and circles are refreshed.
Analysis of data from the Berlin Ageing Study (BASE) of 156 people
housed in the community and residential institutions showed greater reduction
occurred in outer circles (Lang & Carstenson, 1994, cited in Browning, 2005).
Family remained as the inner circle. Those without nuclear family felt as socially
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attached, as those with nuclear family, if they had three close friendships (Lang
et al, 1994). Using a larger sample from the BASE data on 516 participants, Lang
explored whether personality or social context was more or less important in
shaping social networks (1998). Social context, that is the presence or absence
of nuclear family, was found to be a better predictor of emotional closeness
(Lang, 1998, cited in Browning, 2005).
Life enriching adaptational change can be inferred from the following two
studies. A study of a group of older British people who had been committed to
socialist principles for at least 50 years, found the participants reported a
deepening of their perspectives which related to a sense of continuity and
recognition of changes between their early and present lives (Andrews, 1999).
Data from a Victorian series of interview surveys of 942 (later declining to 502)
people aged between 60-70 years during 1981-1989, was compared with data
from International Social Science mail surveys during 1996-7 of 2033 older and
very old people (Headey, 1999). His conclusion was that older Australians are
satisfied particularly with their estimation of their own moral qualities, leisure,
organisational involvements, local community, opportunities to help others and a
lessening of strong responses to emotional events.
Social activities, health and socio-economic status were found to be
strongly related to wellbeing in a review of thirty years American literature
(Larson, 1978, cited in Browning, 2005). All of the above factors were considered
important when researching people ageing with long-term impairments.
Gender differences.
The possibility of gendered differences was relevant given the longer
lifespan of women (ABS, 2004). Women have different disease rates and
experiences (Borowski & Hugo, 1997; McCallum, 1997). Ageing women in
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Australia have higher rates of cardiovascular disease, dementias, and chronic
obstructive pulmonary disease, than males (AIHW, 2008). The gendered aspects
of ageing are often discounted or forgotten, perhaps as a result of ageism, and
sexism which leads to political and research concentration on disease and
disability (Heycox, 1997). Even feminist literature has concentrated on the old
being regarded as a care burden, forgetting the old are, in the majority, women
(Morris, 1991).
Heycox suggested social networks, cohorts and intergenerational
relationships are areas which may be used to look at the abilities, roles and
experiences of older women (1997). The Australian Older Women’s Network
members did not fit the isolated and disengaged stereotype, instead they were
engaged in multiple social processes and activism (Heycox, 1997). Ten
Australian women aged between 90-96 were interviewed (Plath, 1990). None
were currently married, and two had always been single. While some missed
their spouses, others had a strong sense of identity, leading Plath to hypothesise,
‘old age is thus perhaps the first opportunity for some …to attain a sense of
personal identity independent of their affiliations with males (1990. p.21).’
Nine of the women had a positive self-image and most had functioning family
networks. The women valued independence and feared physical deterioration,
relocation into nursing home care, and direct aggression from others. Retention
of the ability to do chosen activities, social support, self-perception of wellbeing,
and the existence of a safety net of financial and other resources were important
variables predicting successful ageing of 551 American women (Day, 1990).
Social support includes friendships. These may become more important in
the absence of a partner or children. Armstrong and Goldsteen studied friendship
patterns of sixty Illinois women aged 65 years and older (1990). None were
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nominated as people ageing with long-term impairments. Phase I of the study
concentrated on thirty Caucasian Protestant women aged between 65-93 years,
with work histories and high levels of formal education, living in nursing homes,
senior citizen apartment complexes or independent housing units. Twenty-two
were widowed or divorced, three had never married. The thirty women nominated
a total of 655 people in their social networks, of whom 54% were counted as
friends. Two older women had outlived their friends and their networks were
comprised of relatives. Three patterns emerged. A history of active friendships
provided skills for making new friends later in life. The older women were more
inclusive about who could be counted as a friend. The third trend was that men
could now be counted as friends. Overall friendships were found to provide
women with emotional support different to that exchanged with family members.
Friendships could involve instrumental aspects, that is the provision of assistance
such as household repairs or shopping. Despite the ethical problems which may
occur when friends supply instrumental support, Armstrong and Goldsteen found
it “unwise” to enrol friends to act as support people on a regular basis; the fact
the support continues to be given voluntarily may add value to the process (1990,
p.402).
Large social networks were also found amongst American mid-western
women. A study of fifteen women aged 64 – 98 years, all with age related
physical impairment including three with additional sensory impairment, was
undertaken by Armstrong (1991). All were without male spouses, either divorced,
widowed or never married. Seven women lived in senior citizen apartments and
eight were placed in nursing homes. The women named 376 social network
members, 48% of whom were classed as friends. Armstrong found the women
were actively exchanging support with friends.
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Impairment Progression Differentiated from Ageing
This third section outlines the search for information by people with longterm impairments who observed declining functional abilities. Throughout this
study impairment progression is used as a descriptive term referring to symptoms
which include new pain, unusual fatigue and weakness, resulting in functional
decline. Impairment progression is different from secondary health conditions
like osteoporosis or urinary tract infections (Campbell, Sheets & Strong, 1999).
Secondary health conditions require specific diagnosis and treatment. This
treatment does not counteract the primary impairment. For example treatment of
a pressure ulcer does not assist rehabilitation from spinal cord injury. Awareness
and prevention of secondary health conditions should be part of health promotion
for people with disabilities.
Impairment progression occurs in a variety of impairment groups. It is
expected to occur in progressive disorders such as multiple sclerosis (Molti,
Goldman & Benedict, 2010). Impairment progression has been clearly reported
by medical and scientific researchers who use the terms ‘late progression of
polio’ (Mulder, Rosenbaum & Laton, 1972), ‘post-polio syndrome’ (Bruno,1991;
2002), and ‘late effects’ of spinal cord injury (Treischmann, 1986, 1992), or
cerebral palsy (Gerhart, 1993; Gerhart, 2001, cited in Mosqueda, 2004).
Impairment progression should be separated from health conditions
relevant to life stages. Clear examples of life stage related health concerns are
reproductive health for women (Dowse & Frohmader, 2001), and menopausal
issues (Kalpakjian, Tate & Quint, 2004). Both men and women with mobility
impairment experience osteoporosis (Sambrook, Seeman, Phillips, & Ebeling,
2002). The risk factors of osteoporosis for people who are mobility impaired are
greater than for non-impaired peers. The records of 164 patients of a post-polio
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clinic were reviewed to determine the frequency of osteoporosis at the hip and
lumbar spine and the association of lower-extremity muscle strength and other
potential contributing factors to osteoporosis (Haziza, Kremer, Benedetti &
Trojan, 2007). The findings were that osteoporosis occurred earlier in both sexes,
in the pre-menopause years, or during the adult life stage. A similar risk of early
osteoporosis was demonstrated in the spinal cord injury population (Garland,
Steward, Adkins, Hu, Rosen, Liotta, & Weinstein, 1992).
People whose impairments have remained stable for some time do not
expect functional decline. Recovery from an initial episode of impairment may
give the individual a sense of control over the body (Halstead, 2006). Those with
spinal cord injury or polio expected to stay at, or close to, their peak level of
recovery (Thompson, 2001; Bruno, 2002). Various consumer oriented
publications contain anecdotal reports of the unexpectedness of post-polio
syndrome and the similar decline of physical abilities of spinal cord injury
survivors (Smith, 2009; Maddox 1992).
Symptoms of impairment progression should not be considered as related
to ageing (Thompson, 2004). Impairment progression is confused with ageing
possibly because people ageing with long-term physical impairment are likely to
report differences in their physical function.

When evaluating the ageing

processes in people with long-term physical impairment, there are certain factors
which differentiate this cohort from non-disabled older people. They include a
reduced endurance of physical effort and lesser opportunity for full development
of individual physical potential (Mosqueda, 2004). People with disabilities may
also have had less opportunity to build financial resources from employment
(Cooper, 2000 b; Mosqueda, 2004). In turn, they then have less chance of
saving to offset the expenses related to ageing. People ageing with long-term
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physical impairments may experience impairment progression and also suffer
from age related health conditions and new impairments.
Older polio survivors seem to have been the first impairment cohort to
work on defining the causes behind new functional difficulties and symptoms.
These problems were devastating to continuance of the hard won lifestyles
developed by people with impairments. The few available but contradictory
medical reports added to peoples’ fears. New mobility problems were reported
(Anderson, Levine, & Gellert, 1972; Mulder et al, 1972). A relationship between
polio and a late onset of motor neurone disease was suggested (Campbell,
Williams, & Pearce, 1969). Amyotrophic lateral sclerosis was postulated to result
from polio (Mulder, 1972). The criteria for a proposed post-polio syndrome were
defined first by Mulder as being a history of infection, full or partial recovery,
many years of functional stability, and a later onset of weakness (Mulder, 1972;
Jubelt & Agre, 2000). The term includes fatigue, pain, weakness, swallowing
difficulties and respiratory decline (Jubelt, 2000; Bruno, 2002; Perry, 2004;
Klingbeil, 2004). Post-polio syndrome was the attributed cause of new
weakness, in symptomatic people, by denervation, or death of the nerve
connections between the spinal cord and muscle cells. (Cashman, Maselli,
Wollmann, Roos, Simon, & Antel, 1987a).
Individual reports and requests for information led the international polio
survivors’ magazine, Rehabilitation Gazette, to dedicate a whole issue to ageing
issues (Laurie 1980). The response by survivors influenced the organisation of
the first ageing with polio conference for survivors and health professionals
(Laurie, 1981).
Post-polio syndrome is a classic example of the difficulty of differentiating
impairment progression from secondary health conditions and age related
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disabilities. Maynard suggested that polio affected neurones became sensitive
to overwork and were susceptible to early death, thus post-polio symptoms were,
he hypothesised “aging problems characterised by slow accelerations of the
normal aging process (1985, p. 166; 1995).” Another perspective on the
syndrome was that a chronological relationship existed between the severity of
the initial polio attack, and the number of years since the onset of acute illness
(Mulder, 1972; Cashman, Siegel, & Antel, 1987b). This meant renewed
weakness occurred in some people who were not aged (Cashman et al, 1987b).
Because many people, who survived polio, remained unaffected, medical
professionals were skeptical of the new syndrome. The concept of early cell
death was opposed by Spencer (1985) who suggested what was needed was
better medical diagnosis and management of secondary health conditions. In a
study of 209 British post-polio patients, 78% reported functional deterioration
(Howard, Wiles, & Spencer, 1988). The existence of a post-polio syndrome was
denied as “there was always a clear orthopaedic, neuromuscular, respiratory or
mechanical explanation for the deterioration (Howard et al, 1988. p. 219). Postpolio syndrome was disputed more recently as ageing related deterioration of
muscle cell performance (Sorenson, Daube & Windebank, 2006).
A similar collection of symptoms of impairment progression have been
reported by people with spinal cord injury of long duration (Trieschmann, 1987,
1992) and those with cerebral palsy (Overender, Turk, Dalton, & Janicki, 1992;
Balandin & Morgan, 1997; Gajdozik & Cicirello, 2001). A British longitudinal
study of 834 spinal cord injury survivors found there were trends indicating
ageing persons demonstrated a rising incidence of fatigue, urinary tract
infections, and respiratory infections (Whiteneck, Charlifue, Frankel, Fraser,
Gardner, Gerhart, Krishnan, Menter, Nuseibeh, Short, & Silver, 1992). A survey
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of 439 Americans with spinal cord injury found that, thirty years after the onset
of impairment, their mortality approximated that of the general community
(Whiteneck et al, 1992). Longitudinal research, auspiced by the National Spinal
Cord Injury Database, enabled the development of predictive models of health
and morbidity outcomes (Charlifue, Weitzenkamp & Whiteneck, 1999). To test
the relationship between age, duration of spinal cord injury and neurological
status, a longitudinal and cross-sectional study was conducted with 315 people
(Charlifue et al, 1999). Ageing was found not to be a significant part of worsening
health patterns, but this result may have been affected by the relatively young
age of participants (Charlifue, 1999). Decline in functional ability was reported by
282 persons (Charlifue, 1999).
People with a congenital condition known as spina bifida have found that
ageing may bring osteoporosis, renal failure and gastrointestinal changes
(Klingbeil 2004). Another impairment, usually detected post-natally, cerebral
palsy, also has difficulties with ageing (Klingbeil 2004).
As the individual with spinal cord injury enters into ageing, the presence,
or otherwise, of psychological wellbeing has been found to be an important
predictor of ageing difficulties (Gerhart, Bergstrom, Charlifue & Menter, 1993).
Psychological issues have been defined which affect people with impairment
progression or secondary impairments superimposed on paralysis from polio or
spinal cord injury (Frick & Bruno, 1986; Whiteneck et al, 1992; Bruno, 2002).
Another interesting finding is that presence of pain, felt by people with cerebral
palsy, was often not followed by help seeking behaviour (Gajdosik, 2001 cited in
Klingbeil, 2004). These findings point to the need for further exploration of the
coping strategies of people ageing with long-term impairment.
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Initial Coping Strategies
This section explores coping strategies used by people when first
impaired. Strategies change with experience as the individual copes with a
series of challenges (Aldwin 1991). There is a difference between those used to
deal with initial impairment and those used for the long haul through life. Learning
to live initially with impairment is a major adaptational event and many emotions
are expressed by the individual. The emotions experienced are heightened by
the significance of a threat to the person’s ability to proceed with life choices, as
emotions “depend on the values, goals and beliefs to which we are committed
and which are important in our lives (Lazarus, 1991. p. 467).
Anger, despair, jealousy and other emotions all surface as the newly
impaired person reacts to the perceived magnitude of the impairment.
Sometimes emotional reactions by patients in rehabilitation are blocked by
medication or staff attitudes (Morris, 1995) which can delay working through of
issues. Adaptational tasks include coming to terms with loss of function, changes
to appearance and renegotiating social and intimate relationships (Trieschmann,
1992; Seymour, 1998), redeveloping physical independence and care systems
(Morris, 1995), and dealing with prejudice against people with disabilities
(Abberley, 1987; Meekosha & Jakubowicz, 1996; Morris, 1991; Olkin, 1999;
Shakespeare, 1994). Women with disabilities face additional negative
perceptions (Meekosha, 1997; Cooper & La Fontaine, 2000).
Coping was defined by Lazarus (1981) as consisting of cognitive and
behavioural efforts to manage specific external or internal demands (and
conflicts between them) that are appraised as taxing or exceeding the
resources of the person (p. 112).

91
For example a newly impaired person copes with mobility issues by learning to
manage assistive technology such as wheelchairs or crutches. Disability onset
may also mean learning to work with personal care workers or domiciliary
therapists. Changes in the person’s control over social roles may occur such as
an altered personal relationship, transfer to alternative employment, and involves
further adaptive behaviour. Coping strategies include finding an element of
personal control by focussing on the positive aspects of a traumatic experience,
or finding some meaning in the event (Thompson, 1993). The more substantial
the impairment, the more important the individual’s social and material
environment will become to the realisation or otherwise of personal goals.
People with disabilities have to marshall their own resources and, when
necessary, seek external sources of help.
Long-term Coping Strategies
This section explores the ways people with disabilities cope with life
stages and living with impairment. The processes of struggling for equality of
opportunity encouraged some people with disabilities to delve into activism to
obtain education, employment and community based lives for themselves and
others. Activists developed the social model as a way of explaining the rights of
people with disabilities and as a plan for targeting social change.
Social model of disability as an example of a long-term coping strategy.
Underlying the struggle for citizenship was an implied rejection of the
biomedical paradigm (Shakespeare, 2006; Oliver, 2009). People with disabilities
did not want to be managed as medical problems, they wanted to live like their
non-disabled peers. There was a search for a definition of difficulties which
occurred within and without oneself. ‘Disabled’ or ‘impaired’ or some other term
are essentially incorporated into one’s identity (Campbell & Oliver, 1996; Oliver,

92
2009). But those terms could only be ascribed to one’s body and definitely did
not delineate social processes which hindered self development and fulfillment.
Activists with disabilities developed the social model to enable people with
disabilities to perceive that problems with social roles were not their fault. Using
the social model, or variant thereof, became a useful long term coping strategy to
engage with social change. As change occurred in, for example, design of the
built environment, other people with disabilities were enabled to see how
changes can be made. It is relevant to explore the reasoning behind the social
model of disability to understand how difficult it still is for people to delineate their
issues and health concerns, particularly when powerful professionals still are
clearly influenced by the biomedical paradigm.
The international definition of disability, contained in the Convention on the
Rights of Persons with Disabilities 2008, has been used throughout this research,
and was predicated by the social model of disability which was integral to the
growth of disability rights. Politicising disability through the social model of
disability enabled the study of disability to move away from biomedical
categorization to incorporate political and economic debates. The social model of
disability was conceptualised by disability organisations of activists such as
Disabled Peoples’ International (Driedger, 1982), and the British Union of
Physically Impaired Against Segregation (Bickenbach, 1991; Barnes, 2003) to
politicise disability (Abberley, 1987; Bickenbach, 1991). It was brought to
Australia by the now defunct organisation Disabled People’s International
(Australia) and continued to be used by activists in the Victorian branch of
(Cooper, 2000 a). The definition used in Australia in 1982 read:
Impairment is the functional limitation within the individual caused by
physical, mental or sensory impairment. Disability is the loss or limitation
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of opportunities to take part in the normal life of the community on an
equal level with others due to physical and social barriers (Cooper &
Strochnetter, 1990. p.84).
This statement asserted disability was socially constructed by the way
impairment or illness is responded to by the general community. By devaluing
people with impairments, ‘desirable’ social categories are maintained and
deviants from the norm are excluded or referred to contracted service providers.
According to Barnes, the social model is “first and foremost, a focus on the
environmental and social barriers which exclude people with perceived
impairments from mainstream society” (1998, p.78).
Social barriers are defined further by Oliver as including ‘economic’ and
‘cultural’ factors (Oliver, 2009). People with disabilities are devalued by the
cultural paradigm that impairment means personal tragedy and necessarily
demands medical and benevolent management. This perspective encourages
dependency of clients or patients on service providers who maintain some control
and power over those who were afraid to leave their care and enter the risky
community (Guggenbuhl-Craig, 1979). People with disabilities who wish to
control their own lives and, for example, want to join the labour market, still have
to confront the cultural paradigm in the form of prejudiced employer attitudes,
difficult access to buildings and transport issues (Oliver, 2009).
While the social model is useful in conceptualising the barriers people with
disabilities have to deal with, it doesn’t help to identify or understand, for
instance, the additional experiences of people ageing with long-term physical
impairment. Impairment can have other dimensions such as fatigue or pain or
gender which may not be clearly reflected in the social model (Crow, 1996).
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Critics have argued that by denying the body and impairment a place in the
social model, theorists have made the body:
devoid of meaning, a dysfunctional, anatomical, corporeal mass obdurate
in its resistance to signification and phenomenologically dead, without
intentionality or agency (Hughes & Patterson, 1997. p. 329).
Barnes acknowledged this criticism and saw it as a reflection of the failure of
researchers to deal with the interaction of disability with other oppressions
(1998).
There is room for development of the social model. It should be seen as a
tool rather than as a theory (Oliver, 2004). The underlying construct of clarifying
and removing barriers confronted by people with disabilities remains popular
(Oliver, 2009). Shakespeare stated disability cannot be adequately explained by
the social model. A relational model has been suggested to encompass ‘the
interplay of individual and contextual factors (2006. p. 2).’ Individual factors of
physical limitations and difficulties cannot be ignored because there is an
‘inextricable connection’ between impairment and the experience of disability
(Shakespeare. 2006. p.58).
People ageing with long-term impairments might be perceived as denying
their conditions while in pursuit of their goals. Denial of impairments may lead to
behaviour which may hasten the onset of secondary impairments. People with
mobility impairments report skeletal problems as they strive to fulfill social
responsibilities. Despite discomfort and pain, they continue to be full members of
their communities. It is as if impairments have to continue to be ignored or
denied, or the individual is devalued. People with disabilities “need to find a way
to integrate impairment into our whole experience and sense of ourselves for the
sake of our own physical and emotional well being (Crow, 1996. p. 59).” Crow

95
posed three layers to the definition of impairment: objective, subjective
experience, and ‘the impact of the social context.’ Her argument is that inclusion
of our personal experiences of impairment is necessary “to develop our key
debates…and target any action more precisely” (1996. p. 62). Exclusion of
impairment related difficulties may lead to self damaging activity.
Gerontology can be assisted by exploration of the social model which
provides tools for exploring the experience and environment of people ageing
with long-term impairments (Putnam, 2002). The social model may best be seen
as one part of a developing sociology of impairment (Hughes & Patterson, 1997;
Oliver, 2009). Developing a critical social theory of disability would need to
include a paradigm of communication about the structural emphasis of the social
model. Corker has suggested this would:
allow us to address more fully the question of disabled people’s social
agency, and the sticky issue of attitudes and discriminatory language,
which cannot be explained within materialism alone (1999. p. 640).
The Experience of Ageing For People with Long-Term Impairments
The onset of new impairment, whether it is age related or impairment
progression, has dominated the work of medical researchers (Campbell &
Pearce, 1969; Cashman et al, 1987; Garland et al, 1992). Psychological issues
have been defined which affect people with new impairments superimposed on
paralysis from polio or spinal cord injury (Frick & Bruno, 1986; Whiteneck et al,
1992; Bruno, 2002). What has been neglected is understanding of the
implications of ageing for people with long term physical, sensory or psychiatric
impairments (Crewe, 1990; Putnam, 2002). There is little known about the
experience of ageing for this population, their reactions to increased impairment
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and development of coping strategies (Trieschmann, 1987, 1992; Crewe,
1990; Cooper, 1998; Putnam, 2002).
Terminology is less exact in the literature reviewed, but unless specified
otherwise by an author, disability is used as defined by the Convention on the
Rights of Persons with Disabilities 2008). Secondary health conditions and age
acquired disabilities may also happen to those who were impaired in childhood or
early adulthood. There are few references to people with disabilities becoming
expert in their own physical maintainance. ‘Crème de la crème’ was the term
applied to people ageing with spinal cord injury, as they had clearly survived and
become expert in self management (Trieschmann, 1992).
Pioneering work in the field of people ageing with long-term physical
impairments was undertaken by Trieschmann (1987) and Zarb (1993). These
studies included people under the age of fifty years. Data analysis presented by
Zarb was based on seventy-five survey interviews with forty-five women and
thirty males aged between 45-64 years (1993). Trieschmann closely studied the
situation of eight Americans living with physical impairment, seven of whom were
well over fifty years old. The argument was confused by the inclusion of one
respondent aged thirty seven at the time of the study. Chronological factors have
to be taken into account in any observation of ageing persons. The international
definition of ageing across all cultures is that it begins at fifty years (WHO, 2002).
The difficulty of determining the chronological beginning of ageing of all peoples
was discussed at the time both Trieschmann and Zarb were reporting on their
research (Roebuck, 1979; Thane, 1978; Glascock, 1980, cited by WHO (2002).
Neither Trieschmann nor Zarb distinguished impairment progression from
ageing. Trieschmann’s lack of differentiation between impairment progression
and ageing may have been a reflection of theoretical influences at the time of her

97
study. Accelerated ageing of people with disabilities had been previously
hypothesised (Geisler, 1983; Ohry, 1983; Maynard, 1985, cited by Trieschmann,
1987). Although Trieschmann critiqued the methodology of accelerated ageing
theorists and related that criticism to the predominance of biomedical concepts,
her own theory included some aspects of the biomedical paradigm.
There may be a decline in certain bodily systems in certain individuals
sooner than if they had not been disabled (Trieschmann, 1987. p.105). The
implication was that people with disabilities aged differently to non-disabled
peers.
Zarb (1993) did not separate ageing from impairment progression either.
Like Trieschmann, he referred to ‘a notion of premature ageing.’ His findings
were that respondents reported a process of general deterioration closely
associated with the time of disability onset and not clearly related to chronological
age (Zarb, Oliver & Silver, 1990; Zarb, 1993). Perceptions, by British people with
disabilities, that they were ageing more rapidly than non-disabled peers, was
suggested (Zarb, 1993; Zarb & Oliver, 1996).
Patterns of ageing were postulated by Trieschmann as interactions
between lifestyle ‘P’, genetic factors ‘O’ and socioeconomic status E (1987).
Trieschmann critiqued current medical research on longevity of spinal cord injury
patients and for methodological reasons, discounted the concept of accelerated
ageing in people with traumatic (spinal cord injury) and non-traumatic paraplegia
and quadriplegia (polio or multiple sclerosis). Using the POE concept see fig.2,
Trieschmann explored the factor of disability and how it complicated ageing.
Trieschmann found ageing was a continuation of adjustment to a POE balance.
Ageing became apparent when there was a need to adjust the balance. Ageing,
in this context, meant the manifestations of ageing processes. The question then
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became whether the ageing processes were due to a generic syndrome found
in all people with disabilities or tied to specific disabilities. The rate of ageing
equated with the pace of ageing. A faster pace or accelerated ageing needed to
be explored to determine whether an individual’s POE pattern changed,
accelerated, or was an accumulation of dysfunctions caused by the person’s life
as a person with disability.

Figure 2. POE balance and ageing (Trieschmann, 1987. p.107).
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Trieschmann hypothesised that the age of onset of disability and
duration of disability were essential factors to be considered in adequate
research. Trieschmann stated that stressed musculo-skeletal, endocrine and
cardiovascular systems were common to people with disabilities, and these
stressors were involved in manifestations of their ageing processes (1987). The
rate, or pace, of ageing was not different between people with disabilities
originating from various medical diagnoses.
Zarb postulated a disability/ageing career or set of journeys which
interacted with each other at certain times (1993, 1996). A disability career
involved people’s experiences with disability and other life occurrences. Similarly
ageing involved physical, social and emotional processes interspersed with age
related events such as retirement. These events triggered consequences which
could be positive or negative and had objective and subjective outcomes. An
interesting hypothesis was that respondents reacted to ageing as they had done
to the occurrence of disability (Zarb, 1996). Zarb constructed a conceptual
framework to explain the idea of a dual disability/ageing career, see Figure 3. The
concept was based on earlier studies involving people who had spinal cord injury
and other impairments (Zarb, Oliver & Silver, 1990).
The term ‘disability’ was used by Zarb, in the context of British social
model inclined researchers, as encompassing the term ‘impairment.’ A
disability/ageing career was postulated to encompass physical, emotional and
social processes. Events such as illness or bereavement could trigger
consequences said to have both subjective and objective outcomes depending
on the individual’s changed needs and emotional reactions to new issues.
Outcomes were influenced by the person’s resources and any need for additional
help such as modified housing, if available, from the community.
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Figure 3. Dual disability and ageing careers (Zarb, 1996. p.189)
Trends noted by Zarb included the influence of race and gender
experiences, subjective perceptions of physical deterioration believed to be
related to the original impairments, and a downturn in reported quality of life.
Zarb hypothesised that fear of death might negatively impact on emotional
well-being. Indeed Zarb found people seemed to be generally more accepting of
dying than of facing ageing and the likelihood of physical dependence. Zarb’s
discussion was illuminating about the multiplicity of consequences to triggers or
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crises in the lives of people ageing with long-term impairments. The ability of
ageing people to develop adaptive strategies, to deal with triggering events and
to forestall future problems with ageing, was not discussed.
Stressors During Ageing and Living with Impairment.
Whether people with disabilities are fully cognisant with the social model or
not, they have reported continual stress when dealing with social barriers (Quibel,
2004; Goggin & Newell, 2005). A relationship between long term stressors,
common to people living with long-term disability such as suppression of anger
and denial of fatigue, was understood to relate to ageing difficulties experienced
by people with spinal cord injury (Trieschmann, 1992). Added stress comes from
impairment progression or age related conditions. Anxiety about the future was a
shared concern of people with spinal cord injury (Trieschmann, 1992). A survey
was conducted on 279 Australian adults with cerebral palsy, who were in contact
with disability service providers, and found that 77% of respondents believed their
physical condition was changing with age and this generated personal concerns
(Balandin & Morgan, 1997).
Another stressor relates to difficulty finding appropriate medical advice,
which differentiates the primary impairment from other health conditions and
treats all health concerns appropriately (Morrison, George & Mosqueda, 2008).
The lack of coordinated and adequate health care of people with disabilities has
been deemed a rights issue (Stein, Stein, Weiss & Lang, 2009). Some
interesting research has been undertaken to involve people with disabilities and
chronic health conditions in managing, some aspects of their impairments and
illnesses. Funding for self-management of some conditions has been trialled in
Australia through the Commonwealth Government 2006-7 budget initiative
“Promoting good health, prevention and early intervention (Jordan & Osborne,
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2007).” This initiative was designed to achieve two goals, involvement of
citizens in their own health and education of appropriate professionals in
encouragement of self-management. Although expertise in self-management
seems to be a logical step in assisting people ageing with long-term physical
impairments to get timely and useful help, patient knowledge and expertise is not
always welcomed by doctors.
Medical reports indicate their perception of mixed results concerning the
success or otherwise of self-management and health promotion studies. For
example, Stanford University researchers showed there was some benefit in
using patients’ self knowledge to reduce hospitalisation and improve health care
behaviours in a cohort of 952 patients aged over 40 years with diagnoses of heart
disease, stroke, respiratory disease or arthritis (Lorig, Sobel, Stewart, Brown,
Bandura, Ritter, Gonzales, Laurent, & Holman, 1999, cited in Jordan & Osborne,
2007). A reduction in the number of visits to doctors and improvement in the
subjective outlook of a group of arthritis patients in the UK occurred as a result of
self-management programs (Barlow, Turner & Wright, 2000, cited in Shaw &
Baker, 2004).
Given there have been some positive features of increasing patient selfmanagement, the British Expert Patients’ Program (EPP) was developed. Expert
Patients had to undergo a training program to assist them in understanding and
working with the medical perspective. Two negative factors emerged from the
EPP. Firstly health professionals were reluctant to engage with trained Expert
Patients. Secondly the numbers of patients enrolled in the EPP was
unsatisfactory in Britain because general practitioners were not convinced of
benefits to themselves or patients (Kennedy, Gately & Rogers, 2004 cited in
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Jordan & Osborne, 2004). Doctors may have been unduly influenced by
negative stereotypical images of demanding patients (Shaw & Baker, 2004).
Transitional stress is caused by having to change residential styles and
supports. Some reports suggest people with disabilities want to maintain their
lifestyles into old age. An English study was undertaken on two groups; people
who were ageing with and without disabilities (Drake, 1998). The aspirations of
both groups coincided to a considerable extent, a common concern being
maintenance of “their abilities to participate in the ebb and flow of everyday life”
(1998. p.166). A wish to stay at home may be inferred from Fine’s study of sixty
Australians with moderate to severe disabilities who received community care
(1989). Fine found participants, 75% of whom were women, valued living in the
community although support from community services, and non-family members
was limited, and their quality of life was, in some cases, considered to be of a
lesser standard than could be provided in a residential service. This study did not
discriminate between people ageing with long-term physical impairment and
people with age related impairments.
It is important for social networks to be maintained and refreshed during
ageing. The importance of lifelong development of social support networks, and
maintenance of integration within their own cultural community, for the American
aged Deaf who are socially isolated from the non-Sign speaking community was
emphasized by Becker (1982). The concept of social convoys, or maintenance of
relationship networks, developed by Antonucci & Kahn (1980) is particularly
relevant to people with long term impairments, especially those who have lived
most of their lives in residential care, or those who have always been involved
with service providers. These individuals may include co-residents, or key staff in
their inner circles who ought to be moved with the client to the new residential
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situation. The social convoy concept was used as a variable to be considered
by staff relocating people with intellectual disabilities (Jacobson & Kropf, 1991).
No similar research has been done for people ageing with physical disability who
are also be affected by transitional stress. Bone’s personal story of how
disappointed she was at having to move to yet another residential care setting,
during her latter years, illustrates the importance of maintaining a convoy model
(2001). The transitional needs and tasks of adults with cognitive impairment
moving from parental and family care to non-parent care has been researched by
Bigby (2000). No similar research has been done for people ageing with physical
disability who are also affected by transitional stress.
Families who remain within the inner circles are under some pressure as
they age themselves. There has been some work done on unmet need for
community care and support for people mostly with cognitive impairment, or a
combination of physical and intellectual impairment, by the Australian Institute of
Health & Welfare (AIHW, 1997). Ageing of informal carers has become a critical
issue (AIHW, 1997; AIHW, 2000; ABS, 1999; ABS, 2003). Needs of both ageing
parents of developmentally disabled adults and perceptions of case managers
were canvassed by Smith and Tobin (1993) in their study of 235 American
mothers and 11 senior social work case managers. These researchers
recognised parents’ need to feel in control, although this may mean denial of agerelated losses in themselves and their offspring with disability, as well as
procrastination in dealing with the implications of their own death. Case
managers expressed frustration and anger with the parents’ slowness to make
appropriate plans for their children, and with the lack of residential resources
available for parents to select. Work with the mothers was found to be slowed by
the mothers’ needs for recognition of their lifetime efforts. Ageism was perceived
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by the case managers in their agencies’ demands for faster outcomes with
clients who needed time to progress.
Reactions to New or Progressed Impairment
Denial or suppression of the meaning of a new impairment is one of the
consequences perceived by researchers of the cohort of people who are ageing
with long term effects of polio or spinal cord injury (Frick & Bruno, 1986;
Whiteneck et al, 1992; Bruno 2002). This apparent denial of additional physical
issues may spring from negative experiences during a first episode of
impairment, such as a child’s perception of abandonment by parents when left
without parental care in hospital (Backman, 1987; Westbrook, 1996 a & b). Selfdevaluation may happen if the individual’s life experience is one of negative
attitudes to people with disability (Frick & Bruno, 1986). These can be absorbed
by the individual and used as a means of self-deprecation especially when a
second episode of impairment occurs.
Trieschmann described in depth the struggle of seven people to live with
physical disability while moving into ageing (1987). Independence was a value
held by respondents in British studies (Zarb, 1993). All studies showed
maintenance of independence and control over one’s circumstances while ageing
was highly desired. Zarb’s respondents were aware they may have had
decreased life expectancy and seemed to accept this (1993). It was supposed
that respondents were influenced by medical advice, early in their disability
careers, that their lives would be short (Zarb, 1996). Some raised the possibility
of choosing suicide or euthanasia rather than accepting increased dependence
on others or inadequate services (1993). Choosing not to live was discussed by
Trieschmann as a reaction to overwhelming circumstances confronting the
individual (1987).
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Zarb found that if an individual had few resources available at the time
of first impairment, and had reacted to disability with depression, then the onset
of new impairments associated with ageing, would result in further feelings of
unhappiness and loss of control. If the person had not been able to accumulate
sufficient resources to meet any new costs associated with ageing, their
emotional reactions to ageing would be exacerbated. An individual who had
dealt with impairment constructively, would be more likely to face ageing with
some equanimity.
The theory that depression is considered a normal reaction to loss of
former levels of physical function (Backman, 1987), has not been fully supported
by other researchers working with severely physically challenged people. A
contrary finding was made of infrequent depression in older people with spinal
cord injury (Reichmann, 1992). Self-reported cognitive changes may indicate
depression, stress, anger or intellectual deficits. New fatigue, concentration and
memory deficits were reported by people, who were infected by one of the
anterior horn poliomyelitis viruses, decades before the onset of self-reported
intellectual symptoms, and who later reported post-polio syndrome (Bruno, Frick
& Cohen, 1991; Bruno, 2004). Some evidence of brain lesions were found in a
very small number (Bodian, 1947). A hypothesis was subsequently developed
that some people, at the time of the original infection, had an associated
encephalitic episode which was related to cognitive changes reactive to later life
stress (Bruno et al, 1991).
No significant cognitive differences were found between people reporting
mild or severe post-polio syndrome by Friedenberg (1989). Depression was
found in those with severe post-polio syndrome. Twenty-three Australians, 17
women and 6 men who reported post-polio syndrome, 20 who had polio but did
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not report post-polio syndrome and a control group of 22 persons, with a
mean age 0f 60.4 years, were assessed psychologically (Hazendonk & Crowe,
2000). Those with post-polio syndrome differed from the other two groups by
showing higher incidence of depression, higher reporting of symptoms, more
feelings of anger and interpersonal conflict and a higher measure of
hypochondriasis. Middle aged post-polio American survivors reported greater
perceived stress than their non-disabled peers, while older post-polio survivors
reported more positive and less negative mood and stress (Kalpakjian, 2004).
Depression was found to be twice as severe in Americans with post-polio
syndrome with low functioning families, than in individuals with depression and
post-polio syndrome who had highly functioning families for support (Kemp,
Adams & Campbell, 1997, cited in Kemp, 2004).
The needs of people ageing with long-term physical impairments were
discussed by Trieschmann (1987) and Zarb (1993). Trieschmann found the
socio-economic context was integral to stress experienced by people with
disabilities as they aged (1987, 1992). The focus of the British studies was on
needs rather than experiences (Zarb, 1993). Respondents were described as
being self-reliant, as very concerned about the maintenance of independence, as
fearing institutionalisation, and some were unhappy with perceived
marginalisation of their identities as racially different or as women. In a later
article Zarb stated that “prior experience of disability” was an important factor in
shaping people’s perception of ageing’ (1996).
Gender issues.
Women with long term impairments may face additional gendered
obstacles to ageing in a way which fulfils their need to have continuity of life goals
while coping with change within their minds and bodies (Morris, 1991; Zarb,
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1996; Temby & Cooper, 1998). An anecdotal account of a woman who
became paraplegic at 55 years is informative. A private and fastidious person,
she and her husband were disconcerted by her discharge home with inadequate
advice on how to manage her incontinence (Tomlinson, 2000).
Health wishes expressed by women with disabilities are the same as
anyone else, incorporating a notion of wellness, and access to resources, selfmanagement, and informed choice.
Where individuals lie along the continuum toward wellness is determined
by the extent to which they possess competence and resilience while
encountering wellness-enhancing social systems and empowering policies
and conditions (Nosek, 1996, p.20).
Empowering social factors were also important to respondents to a Victorian
study. A survey and workshops were conducted with 141 women with disabilities,
of all ages, who were in contact with the Victorian Women with Disabilities
Network. A questionnaire was completed by these women. They reported the
factors most often mentioned as influencing their sense of well-being “were
loneliness and depression” (Temby, 1996, p.vii).
American women who had a history of polio were surveyed on their health
status, post-polio sequelae and menopause transition (Kalpakjian, 2004). A total
of 1283 men and women completed a questionnaire, with the majority 909
females completing an extra module regarding menopause. Some were followed
up by phone when data was incomplete or there was some question of its
accuracy. The majority, 95%, were caucasian. The average age of respondents
was 63.5 years so most were post-menopausal. This project was the first of its
kind as little is known about the interaction of physical impairment and
menopause (Kalpakjian, 2004). There were interesting findings. Severity of post-
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polio sequelae related significantly to severity of menopause symptoms. In
turn menopause severity related positively to lesser emotional well being. Women
experiencing menopause had greater life satisfaction than age matched males.
Post menopausal women reported more stress than male peers. The women
used Hormone Replacement Therapy (HRT) at a higher rate than women in the
general community. The use of HRT was not associated with better physical
functioning or emotional wellbeing. Hysterectomy rates for respondents were
significantly higher than non-disabled women.
Coping with Additional Impairment
Emotional reactions to a second impairment, or increased impairment,
give way to coping strategies. Frick and Bruno suggest devaluing one’s physical
attributes by lessening the importance placed on physical skills and appearance,
or redefining oneself in terms of assets and competencies so as to enlarge selfevaluation (1987). This concept is not unlike the processes described by Baltes
and Baltes (1990) and Steverink (1998) of reordering goals and developing new
strategies to achieve what is wanted. Denial strategies have been found to be
used infrequently by older people, presumably because experience has shown
them to be a waste of time (Aldwin, 1991).
Denial or dissociation.
Whilst denial of a new health condition or impairment may be assumed by
observers but such a view may be an erroneous perception. The concept of
dissociation presupposes an acceptance that the self is unified (Janet, 1901,
cited in Putnam, 1997; American Psychiatric Association, 2000). Without going
too far into psychological theory it is interesting to note that dissociation can be
perceived on a continuum from normal to pathological. It can also be viewed as a
personality trait (Putnam, 1997), with pathological manifestations being the
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dissociative identity disorders formerly known as multiple personality
disorders (American Psychiatric Association, 2000). Dissociative states are
distinct from a dissociative trait (Putnam, 1996, 1997). A dissociative state occurs
when an individual moves into an altered state of consciousness such as may be
witnessed in a person with a dissociative identity disorder.
Normal dissociation ‘is not associated with maladaptive responses’
(Waller, Putnam & Carlson, 1996. p. 8; American Psychiatric Association, 2000).
For example an individual can suffer an accident but not feel emotion or shock
until the incident has been handled sufficiently to reduce danger. Dissociation is
sometimes viewed as a defence against overwhelming trauma and may then be
related to post-traumatic stress disorder (Putnam, 1997. p. 75). This may be
maladaptive. This type of defensive process usually performs three tasks. These
tasks are automatic behaviour as the individual faces enormous psychological
stress, compartmentalization of painful memories and feelings and
‘estrangement’ from the self in the face of death (Putnam, 1997). Altered states of
consciousness can be found while engaging in, for example sport, sex, virtual
reality or intense religious activity:
are part of human life. Most are not dissociative in nature, in that they do
not involve profound alteration in identity and discontinuities of
autobiographical memory (Putnam, 197. p.212).
Suppression.
Suppression can be another way of dealing with painful reality.
Suppression may not be a very successful strategy as thought suppression has
been implicated as an aetiological factor in depression or generalised anxiety
disorder post-traumatic stress disorder and compulsive disorders (Purdon, 1999).
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Suppression may be related then to indicators of depression which were
found in Victorian post polio survivors (Hazendonk & Crowe, 2000).
Compartmentalisation.
Compartmentalisation involves apparent separation of different tasks and
roles performed by the same individual which may have hidden costs in terms of
self-esteem (Ziegler-Hill & Showers, 2007).
Three studies investigated the association between self-concept structure
and stability of self-esteem (Ziegler-Hill & Showers, 2007). People with evaluative
compartmentalised self-concepts have positive and negative attributes separated
into distinct aspects of the self. Positive aspects reinforce the individual’s selfesteem. If negative attributes are dominant the Individual will have low selfesteem. So an individual may describe part of the self as positive and part as
negative. The second group studied had integrative self structures which
contained a mixture of positive or negative information. They were more easily
able to maintain a positive mood because they were able to access positive
information to outweigh negative self beliefs. Their self-esteem was more stable.
People with compartmentalised self structures can change their negative or
positive evaluations according to positive or negative experiences. Therefore they
were less stable than integrative individuals and were more susceptible to social
rejection. This concept may be particularly relevant to the participants in my
research because they grew up in a culture which rejected physical difference.
An Australian study showed the positive use of adaptive strategies. The
coping strategies of a cohort of 176 people, who survived paralysis by one of the
poliomyelitis viruses and growing older, were surveyed by Westbrook and
McIlwain (1996). They were compared with a control group of people with
Chronic Fatigue Syndrome. The latter had not been through decades of
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impairment. It was found post-polio survivors were more likely to cope with
physical and energy changes by developing adaptive strategies. These people
were less likely to be angry or negative.
Successful and Positive Ageing
This sixth section reviews successful ageing and its’ applicability to people
ageing with long-term physical impairment. Successful ageing has been defined
many ways. The term can mean determining the parameters of the well elderly
and targeting appropriate supports and health promotion activities to minimise
loss of function (Rowe & Kahn, 1987), and may also include high cognitive
scores, self-reported good health and living in the community (Jorm, Christensen,
Henderson, Jacomb, Korten, & McKinnon, 1998). However these definitions of
exclusion deny the reality of the social construction of ageing and the need to
incorporate body frailties associated with increasing age. Promotion of narrow
definitions can build on prejudicial attitudes which already attribute blame, overtly
or covertly, to people ageing with acquired, or longterm disabilities (Minkler
1990).
Rowe and Kahn (1987) sought to discern successfully ageing people from
what they defined as the usual or normal ageing, those with compromised
physical or psychological characteristics. They postulated extrinsic factors in
individuals and groups which, when determined, may be subject to intervention
and thus prevent apparent decline. Psychosocial factors hypothesised by Rowe
and Kahn, were transitional lifestage stressors, retaining or regaining autonomy
and control over lifestyle changes, social support through ageing, bereavement
and relocation, and the relationship between support and control, and the
combined effect of these factors on the individual’s goal selection and goal
modification.
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Baltes and Baltes suggested that while longevity and good health were
seen as positively associated with successful ageing, there were other variables
intrinsic to the individual which may give a clearer picture (1990). Concepts of
personal control, social competence and life satisfaction recur again and again.
Given the breadth of variables involved in the study of successful ageing, any
prediction regarding an individual, has to be relevant to that person's ability to
meet their own goals given the norms in their own psychological and social
realms. The ability to meet goals, according to Baltes and Baltes, involves three
key elements determined by the person and surrounding systems, ‘selection’ of
goals, ‘compensation’ or use of alternate means to reach a goal, and
‘optimisation’ or making the most of available abilities (1990. p.22).
An ability to adapt to changed circumstances is another indicator of successful
aging which:
is but one expression of a generic transactional process, namely adaptive
competence…which is a generalised capacity to respond with resilience,
to challenges arising from one’s body, mind, and environment
(Featherman, Smith and Peterson, 1990. p.53).
Baltes and Baltes’ model is useful when looking at the ageing of people with
disabilities, as it is a process-oriented approach (Baltes & Carstensen, 1996), and
enables the concept of successful ageing for this population to be measured
according to personal goal achievement rather than failing some arbitrary
construct.
While accepting the above model as flexible and process oriented,
allowing for individual variations and adaptive mechanisms over a lifetime,
Steverink Lindeberg and Ormel found difficulty in establishing external criteria for
evaluation of successful ageing (1998). Building on these ideas, they formulated
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a social production function theory, that postulated individuals maximised
overall wellbeing by optimising outcomes within the constraints they are facing
(Steverink et al, 1998). Social production function theory centres around the
relationship between goals, needs and wellbeing, distinguishing between
universal and instrumental goals and substitution of goals when resources are
limited. Goals are either instrumental, or universal. Instrumental goals are
connected through hierarchical chains. Social production functions differentiate
the relationships between various levels of goals. Steverink (1998) suggested the
two first order instrumental goals of physical wellbeing are comfort and
stimulation, dependent on completion of lower order goals of obtaining for
example food or warmth. The three first order goals of social wellbeing are
affection, behavioural confirmation and status. Essentially, within SPF individual
behaviour and its social context are linked in hierarchical processes of
optimisation by substitution of resources and instrumental goals. Substitution
occurs when there is a positive or negative change in resources.
The criteria for assessing successful behaviour, had to be flexible and
personally oriented (Steverink, 1998). A person who has an impairment can
attain physical or social wellbeing by substitution of lower level goals for the
achievement of a major goal. For example an individual who has a major goal of
being perceived as independent, may have a sub-goal of banking unaided and
purchasing his own household items. He may have cause to give up his car and
driving licence. Then he substitutes a sub-goal of walking to the bank and shops
with a shopping jeep. Ageing is thus explained by Steverink as an everchanging
balance between resource gains and losses. In old age losses in resources may
outweigh gains. Change to a negative balance can be delayed by substitution of
resources and compensation of instrumental goals. This process is considered
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successful ageing by SPF theorists. Proactive individuals are most likely to
succeed.
Positive ageing.
The term ‘positive ageing’ may be perceived as having a broader meaning
than successful ageing. Positive ageing is a reciprocal relationship between the
individual and society. Perhaps it was best encapsulated in the Madrid Plan.
It is essential to recognise the ability of older persons to contribute to
society by taking the lead not only in their own betterment but in that of
society as a whole (UN 2002).
People ageing with long-term physical impairment can be assisted to age
positively by use of such tools as enhancement of quality of life, reduction of
stressors, and introducing new ways of satisfying personal goals (Baltes &
Baltes, 1990). Variables associated with positive ageing include individual
concepts of personal control, social competence and life satisfaction (Baltes &
Baltes, 1990). Any prediction regarding an individual, had to be relevant to that
person's ability to meet their own goals given the norms in their own
psychological and social realms. The ability to meet goals, according to Baltes &
Baltes, involves three key elements determined by the person and surrounding
systems, selection of goals, compensation or use of alternate means to reach a
goal, and optimisation or making the most of available functions. Concepts of
successful ageing and positive ageing have been studied and evaluated (Baltes
& Baltes, 1990; Steverink, 1998), but not applied to people who have lived for
decades with physical impairment and disabling experiences.
Conclusion
This chapter discusses how the experience of people ageing with longterm impairments is affected by multiple factors. There are many concepts of
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ageing which affect individuals’ perceptions of their life stages. While the
prevalence of the biomedical paradigm will have influenced their initial
impairment treatments and rehabilitation, their life styles and tasks will have
caused them to re-evaluate obstacles as socially caused and therefore capable
of change. The growth in the population of people ageing with long-term
impairments is significant and obvious as people with disabilities age along with
their families and peers. New or progressed impairments may complicate their
life courses. Physical changes cause stresses which may be alleviated by
adaptive strategies, which come from impairment experience, or from lifelong
learning which tends to balance out positive and negative events. Social
activities and networks are important. So too is the renegotiation of personal
goals which make the challenge of a positive ageing experience attainable.
In the next Chapter, Methodology, the rationale for choosing qualitative
research and grounded theory methodology will be discussed.
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CHAPTER 4: METHODOLOGY
This chapter presents the research questions and design which has been
carefully constructed to enable participants to describe and reflect on their past
and present experiences in regard to impairment and then ageing. As well,
information was needed about their concerns with ageing, coping strategies, and
their future needs. The chapter is divided into six sections. The first section sets
out the research question and working hypotheses. The second section explores
the use of a qualitative research approach. The third section reviews the chosen
research design. The fourth section explains use of grounded theory
methodology, sampling, and data collection. The fifth section deals with data
analysis. The sixth section considers trustworthiness issues.
Research Question
The research question was ‘What is the experience of ageing for people
with long term physical impairments?’ There were a number of working
hypotheses generated by the literature and my own insider status. These
hypotheses, termed “provisional” were interim guesses about relationships
between concepts, sub categories and categories (Strauss & Corbin,1998. p. 68).
They were as follows:
(a).

People ageing with long term impairments may view ageing as a
time of further physical loss.

(b).

People ageing with long term impairments may perceive their
physical experience as dominant, that ageing is not the issue, but
rather that impairment progression is.

(c).

People ageing with long term impairments may have had poor
experiences during rehabilitation from their primary impairment and
may now be reluctant to seek professional advice on ageing.
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(d).

People ageing with long term impairments may perceive their
life experience as prejudiced or discriminatory.

(e).

People ageing with long term impairments may demonstrate the
ability to develop adaptive strategies, or re-use old coping
strategies, when confronted by new health conditions or
impairments.

(f).

How have experiences and ways of coping with impairment and
disability changed during the life course of participants.
Qualitative Research Approach

Qualitative research was perceived as enabling this researcher to learn
from participants by understanding and following their described life or journey
from the onset of impairment to the moment of participation in this study.
Qualitative research is distinctly different from quantitative research. Attempts to
explain qualitative research in terms of quantitative research (Maxwell, 2002) are
laboured and not convincing. Qualitative research is;
an inquiry process of understanding based on distinct methodological
traditions of inquiry that explore a social or human problem. The
researcher builds a complex, holistic picture, analyses words, reports
detailed views of informants, and conducts the study in a natural setting
(Creswell, 1998).6
The complexity and interconnectedness of many traditions in qualitative
research (Denzin & Lincoln, 2000), meant that was the only approach suitable for
studying the reality represented by participants in this study. Perhaps because of
my dual background in clinical social work and disability advocacy, both of which
informed me of the importance of enabling people to speak for themselves, it was
the only way I could research the world of participants. Qualitative research is
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essential for studies such as this, where the social context is all important in
shaping of phenomena. The social context is extremely complex because
impairments occur randomly throughout very diverse cultural groups and may be
due to accident, illness or genetic factors.
All researchers come with their own historical frames of reference and
ideas which influence their methodologies and analyses (Denzin & Lincoln,
2000). I didn’t want to undertake research without a social purpose. I wanted my
research to be intimately connected to the expressed needs of other people
ageing with long-term impairments, to assist in the education of service providers,
workers, advocates, friends and families.
Seven “moments,” or times of distinctive change, in the history of
qualitative research are described by Denzin & Lincoln (2000). These are
traditional, modernist, blurred genres, the crisis of representation, post-modern, a
period of experimental and new ethnographies, constructivist inquiry and the
future. When I looked for my place in the tradition of qualitative research, I found
the feminist research paradigm (Reinharz, 1992) and disability studies theory
dominate my context. The latter had its beginnings in critical theory when
theorising the power relationships between society and people with disabilities
(Campbell & Oliver, 1996; Corker, 1998; Barnes, 2003; Oliver, 2009). Human
rights discourse has included the construction of a social model of disability as an
alternative perspective on disability (Barnes, 2003; Oliver, 2009). Constructivism
meant re-examining the societal position of people with disabilities,
deconstructing objectivist paradigms such as the medical model, and developing
new perspectives on disability. Having lived through a full gamut of prejudicial
perceptions of disability, I relished opportunities to work alongside activists to
remedy our situations. Equally valued was the chance to learn alternative
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paradigms of disability from the eloquent scholars Abberley (1987), Campbell
and Oliver (1996), Barnes (1996, 2003), and Miles (2004). Those influences led
me to understand that I shared the need of sixth moment, or “constructivist,”
researchers to ‘connect’ my work with “the needs of a free democratic society”
(Denzin & Lincoln, 2000. p.17). Any research I undertook had to be useful for
other people with disabilities who were confronted by ageing.
My immersion in the field of disability has enabled some rapport with
participants. People with disabilities are often the subjects of research and are
wary of researchers who analyse without returning some level of empowerment
to participants (Barnes, 1998). Adherence to the attributes of qualitative
researchers was highly important. These attributes are critical analysis,
recognition of self bias, sensitivity to participants’ words and actions, openness to
alternative constructions, flexibility and absorption in the research process
(Strauss & Corbin, 1998). They are important because qualitative research
requires that particular attention to be paid to the constructed realities of the
individuals whose views are being explored. Understanding the meanings of
words and language used by people is important to comprehending their
paradigm of a stigmatizing world (Erlandson, 1993). The qualitative researcher
needs to develop shared or compatible constructions so clear communication can
take place between the researcher and “those whose human setting they are
investigating” (Erlandson, 1993. p.24).
Qualitative research has the ability to capture changes over time (Strauss
& Corbin, 1998). Time is peculiarly relevant to the participants in this study as
some may have formed judgments about professional treatment and advice
decades ago. However opinions formed many years ago may be prejudicial to
obtaining advice in the present and future. It is imperative that research is located
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within a defined time range. Qualitative research studies may be repeated,
given sufficient attention to transferability. Each piece of qualitative research is
site-specific and has to stand alone. Different social contexts make for different
findings.
Research Design
This third section outlines the research design. A design is “a plan or
drawing produced to show the appearance and workings of something before it is
made” (Oxford Dictionary, 2002. p. 223). The term “research design”, when used
as the fundamental structure of the research process, has to include three
attributes. These are an outline of the initial aims and objectives of the research
(Minichiello 1995). The second element must be description of methodology,
methods and procedures (Creswell, 1998). The third attribute is flexibility which
allows data and conceptual relationships to “emerge” during the research process
(Strauss & Corbin, 1998. p.33).
The importance of flexibility, an integral design element to allow new data
relationships to surface, is very significant to enabling change to occur. The
ability to incorporate “change” in design does assist credibility (Lincoln & Guba,
1985, p. 296). Change, in this research, related to the possible emergence of
unexpected data and associated conceptual relationships arising out of data
analysis (Strauss & Corbin, 1998).
The aim of this study is to explore the experience of ageing for people
ageing with long-term impairments. The objectives are
(i)

to enable participants to speak freely about their experiences of
disability,

(ii)

to enable them to speak freely about their experiences of ageing

(iii)

to gain knowledge about their coping strategies, and
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(iv)

to build some theory about ageing in this population.

Methodology was drawn from the grounded theory tradition. A tradition is a
consciously agreed and chosen way or perspective or discipline for study by a
group of scholars (Kuhn, 1970 cited in Jacob, 1998. p.17). There are five main
traditions of qualitative research (Creswell, 1998). They are case study,
biography, ethnography, phenomenonology and grounded theory. Grounded
theory methodology has been chosen in this approach, as the methodology, data
collection, analysis and theory building are closely interwoven (Strauss & Corbin,
1998). Grounded theory is theory that comes from data systematically gathered
and analysed through research processes. It relates to ‘sixth moment’ research
because it is not derivative, it is directly related to participants’ actual experience
and thoughts.
A theory is a set of concepts, drawn from data collected by the researcher,
that are “systematically interrelated through statements of relationships” to form
an interpretive framework which can be used to explain a phenomenon (Strauss
& Corbin,1998). The aim of this study was to develop a theory around the
experience of ageing for participants. Data are collected and coded
systematically to generate categories then to discover relationships between data
categories. Theory is developed from the conceptual relationships discovered
during coding (Strauss & Corbin, 1998). As Creswell stated succinctly;
The intent of a grounded theory approach study is to generate or discover
a theory, an abstract analytical scheme of a phenomenon, that relates to a
particular situation (1998, p. 56).
Grounded Theory Methodology
This section explains the sampling strategy and data collection appropriate
to grounded theory methodology.
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Sampling.
The sampling strategy is non-random (Fennell, 1990) as the method of
selection does not give every person in the population of people ageing with longterm impairments a chance to be sampled. It was purposive (Lincoln & Guba,
1985), in that the group or population to be sampled were considered to be likely
to have opinions and information about ageing and impairment. Participants were
likely to be “information rich” (Patton, 1990. p.169 cited in Erlandson, 1993. p.
82). Members of disability related email lists OzAdvocacy and WWDA-Discuss,
and readers of two disability related Victorian news magazines, Access, and
Inform were invited to participate. Certain characteristics were expected of the
participants. First, by belonging to these lists, or by having subscribed to
designated magazines, these people were assumed to have at least a cursory
interest in disability issues. Secondly, participants were asked to self-select on
the basis of at least a forty year history of impairment or disability. Thirdly they
were expected to have experienced the Victorian social context by living in this
state for forty years or more.
Purposive sampling has distinctive characteristics which are as stated by
Lincoln & Guba (1985. p. 201-202)
1.

emergent sampling design or no clear parameters of the sample
could be delineated prior to the start of the study;

2.

serial selection of sample units or sequential use of sample to
extend informational gain;

3.

continuous adjustment or focussing of the sample to enable
refinement of the sample;
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4.

selection to the point of redundancy so sampling was completed
when no new information was considered available from further
units.

All of these characteristics are present in this study. Sixteen responses were
elicited and ten individuals were accepted as participants. Four of those not
accepted were under the age of fifty albeit they were all concerned about ageing
and an apparent lack of adequately informed health professional advice. A fifth
individual withdrew from the study for personal reasons. The sixth individual was
excluded because the person had not lived in Victoria or Australia for more than
ten years. Some participants had not been involved with service providers for
decades. Some were not used to expressing their experiences and fears. Others
tolerated frequent sharing, or invasion, depending on idiosyncratic points of view,
of their lives by service provider personnel.
Data Collection
People who replied to an invitation to participate, via an initial
advertisement in a newsletter or on an email discussion list, were sent a General
Information Sheet (Appendix B 1, a Statement of Purpose for the research
(Appendix B 2) and an Informed Consent form (Appendix B 3). Those who
completed and returned the informed consent form were telephoned to arrange
convenient times for two part in-depth interviews. Permission to make a tape
recording was sought at this time and was reconfirmed on tape at the time of first
interview.
As is common in a grounded theory approach, data were collected by indepth interviews (See Appendix Interview Guide). An in-depth interview is an
invaluable social work and qualitative research tool. An in-depth interview should
have three integral aspects; lengthy contact between the interviewer and the
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research participant or informant (Minichiello, Aroni, Timewell & Alexander,
1995). The second quality necessary for in-depth interviewing is an egalitarian
relationship between the interviewer and the informant (Minichiello et al, 1995).
The third integral concept is that the aim of the interview must be to capture the
‘social reality’ of the informant’s world (Minichiello, 1995. p.69). I wanted
participants to tell me about their experiences and their reflections on what was
happening to them. It was assumed that participants had dealt with personally
shocking events. The interview was developed to enable participants to tell their
stories. Anyone who revealed unresolved trauma was to be referred to an
appropriate counselling service. As expected, although some people expressed
some regret over some incidents in their lives, all participants had been able to
work through difficulties and go on with their lives. That did not mean they didn't
have questions about the future.
The Interview Schedule was developed from an amalgam of practice
wisdom, information received from the literature review and some published, nonacademic, personal accounts. The latter may also be used as a supplementary
source of data (Strauss & Corbin, 1998. p. 49). Apart from questions gathering
objective data, such as age and main occupation, the interview schedule was
open ended and used as a guide for the researcher. Objective details were
sought only when considered as basic information relevant to initial categories of
coding development (Strauss & Corbin, 1998).
Participants were assured that their confidentiality was maintained in
accordance with University research protocols. Before interviews were
scheduled respondents were asked to read and sign a Statement of Informed
Consent which referred to measures to protect confidentiality, see Appendix C.
Most participants were interviewed alone to maintain their confidentiality from
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families and carers. One individual chose to include a spouse some of the
time. Venues were chosen to suit both the participant and the researcher.
Interviews were divided to cover two occasions. This was to enable the
participant to talk without severe time restraints and without becoming exhausted.
Tape recordings were made of each interview to assist with data recording and
analysis. Interview data were gathered between 2005 and 2006. The age range
at the time of the first interview was between 51 and 84 years. Impairments
varied, as did chosen lifestyles. It was considered that theoretical redundancy,
also known as “saturation” had been reached (Strauss & Corbin, 1998. p.143)
after ten participants were interviewed. At the stage of saturation there was no
new data to inform coding processes.
Data Analysis
This research aimed to explore, through sequential levels of coding, what
the interview data revealed. The first step in data analysis is open coding. Open
coding starts with micro-analysis of the data generated by the interviews.
Similarities and differences between data must be noted, defined and explored
(Strauss & Corbin, 1998). Open coding is used to discern information units or
concepts (Strauss & Corbin, 1998. p.102) or ideas or key terms uncovered in the
text of the interview transcripts. A coding system is then devised by the
researcher, using conceptual themes “recognised” (Minchiello, 1995. p.255) by
the researcher. An example of open coding was the reaction of each participant
to their major impairment episode or, in the case of those impaired as children,
their first awareness of being different to their non-disabled peers. Perception of
a challenge to identity of the individual became the first conceptual theme, see
Table 12.
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Concepts presented by participants were interrelated and recast as
categories. Relationships between data units, or concepts, or “interactions” are,
when discovered, then considered as categories (Strauss & Corbin, 1998. p.
102). Categories are thus more “abstract” concepts (Strauss & Corbin, 1998.
p.102). For example more than one participant might have mentioned a “bad” leg
or a “bad” arm. The terms ‘lazy’ or ‘bad’ are conceptualised as denoting a
category of physical inability which is common to participants. The words may
also refer to a new abstracted category of a sense of non-performance used by
participants to ascribe negative meaning to impairment.
Categories of information may need to include causal condition, strategies,
conditions, context and consequences (Creswell, 1998). The above example of
‘badness’ being attached to impairment might be differently contextualised.
‘Badness’ might be personally felt by an individual who lived in a stigmatizing
society. Another person might use the ‘Bad’ label as a verbal abbreviation and
refer to a common bond between a number of people with similarly weak limbs.
Another example may be an indication of a relationship between mobility
impairment of both legs, and education limited to primary school. Another
category may be that people with primary education only tended to have low-paid
jobs. A subcategory could occur, giving a category more “clarification” (Strauss &
Corbin, 1998. p. 101). Such a subcategory could have occurred with people from
rural areas, who might not have access to the same range of educational
opportunities as city people. People belonging to this sub-category of restricted
rural education may be found to have lesser chances in gaining employment
suitable to their levels of impairment.
Dimensions are “the range” of variation and specificity along the
continuum of a category (Strauss & Corbin, 1998. p. 102). A dimension may be
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the educational milestones achieved by participants with impairments. As
more information is uncovered, leading to coding, and building of, for example,
educational and employment categories, a new dimension might be constructed
to note a higher ambit of educational opportunity or otherwise. The conditions of
gender, family support and availability, or otherwise, of community supports were
considered relevant, see Table 12.
The second step in data analysis is axial coding. Axial coding occurs when
connections are made between data categories and subcategories, how they
“crosscut and link” (Strauss & Corbin, 1998. p. 203). Categories are defined and
developed, sub-divided and linked with subcategories. Axial coding occurs when
new connections are made between data categories and dimensions.
Unexpected connections may be demonstrated. For example, while researching
the relationship between medical consultants and social workers, the differing
role of social workers in various workplaces was found to be crucial by Abramson
and Mizrahi (1994). This finding was not expected by the researchers. An
unexpected relationship in this present study was between the person’s
impairment and family stressors , see Table 12. Serendipitous or surprise
findings often occur in this phase of analysis (Strauss & Corbin, 1998). One such
finding in this research related to participants’ lack of interest in seeking
gerontological advice.
The third step in data analysis is selective coding. Selective coding
integrates and refines categories (Strauss & Corbin, 1998) and sets up
interrelationships which can be used in theory building. A central category needs
to be found, with which all other categories relate. A central category is built out
of all the categories discovered, it is an overall abstraction to define the “essence”
of the research findings (Strauss & Corbin, 1998. p.146). It may also be a

129
concept or idea which “subsumes” other categories (Strauss & Corbin, 1998.
p.146). There are six criteria to describe a central category (Strauss, 1987 cited
in Strauss & Corbin, 1988. p. 147). They are as follows; all other categories can
be related to it, it must appear frequently in the data, the relationship must be
logical and consistent, the name or phrase delineating the central category must
be sufficiently abstract to enable theory building and other research, further
refinement of the concept leads to better theory building, and variations can be
explained in terms of the central category and without destroying it. The central
category was the emphasis by participants on preservation of their identities as
people in control of their lives while ageing. Their adaptive competence needed
to be explored.
Table 3
Interim grid of codes and categories
Open code

Category

Dimensions/
conditions

Axial code

Selective
code

Central
categories

Reaction to
impairment

Challenge to
identity

Gender

Concept of
impairment and
any perceived
stigma

Self concept

Strive to
survive

Age
Reaction to onset
of further
impairment

Family or friends
or peer support,
presence of
romantic
relationships

Suspicion
Denial
Fear
Anger

Hospital
experience
Humiliation
Pain
Harsh
Supportive
Motivation

Attempts to
recover
identity

Dissociation
from stressors
may lead to
successful
adaptation

Family stressors
are exacerbated
by little or no
service provision

Availability of
appropriate
services

Bargaining

Relationship to
treating
personnel

Look for
treatment/cure

Development
of strategies to
resolve
difficulties

Negatively
perceived words
have to be
rejected

Pursuit of
available goals
leads to
positive
outcomes

Family or friends
support
Family or friends
resources
Community
resources

Choice of
descriptors
Role models

Self
determination
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How did ageing people feel about their chronology of experience and does
that have any relevance to the present issues around their getting older? Were
they nonchalant about ageing? Were they frightened of the future? There are
patterns of behaviour pertaining to each emergent category. There are conditions
around phenomena. Conditions represent structural context around the
phenomenon (Strauss & Corbin, 1998).
There are three types of conditions. Causal conditions demonstrate
influence on the phenomenon (Strauss & Corbin, 1998). One researcher
proposed that people currently ageing with long term impairments, may
demonstrate coping strategies strongly influenced by their initial reaction to
impairment (Zarb, 1996). That may be defined as a causal condition. Intervening
conditions are those which mitigate a causal condition (Strauss & Corbin, 1998)
such as a participant having a well paid job and therefore few financial concerns.
Contextual conditions may also affect a phenomenon. For instance a participant
may have excellent family support. Sorting out types of conditions does assist
clarification of the phenomenon.
The participants’ realities are necessarily predicated by an impairment.
Logically and consistently individuals had to cope with a variety of obstacles and
their coping strategies had to become more sophisticated as they developed
lifestyles. This relates to the central categories of self determination and
dissociative strategies. Participants spoke often of how they coped. Variations in
individuals’ psychosocial capacity did affect their development of adaptive or
coping strategies. The phenomenon, or “happening”, (Strauss & Corbin, 1998.
p.125) in this study is the experience of ageing for people with long-term physical
impairment.
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Trustworthiness
This fifth section looks at trustworthiness. Trustworthiness, or “truth
value”, is an essential quality of the qualitative research (Lincoln & Guba, 1985.
p. 290). Trustworthiness of an inquiry and its processes must be communicated
to its audience in a manner which enables a belief in the credibility of findings and
processes (Erlandson, 1993). The trustworthiness measures used in this
research was a thoroughly thick description of the contextual site, voluntary
immersion in the site over decades, an extensive literature review, an audit trail of
audio tapes and documents, including participants’ written information sheets and
permission forms, and supervision minutes. Participants were interviewed
individually, no focus group was involved. An extensive study was undertaken
into the social context of the time during which the participants learned to live with
impairments. That history was detailed in chapter two ‘Social Context’,
summarised in Appendix A ‘Timeline’ and related to the section ‘Cycles of
Adaptation’ in the concluding chapter. Voluntary immersion in the field of ageing
included decades of professional work with aged care teams, extensive reading
around the views of people ageing with long-term physical impairment, support
to ageing friends and involvement with post-polio support groups.
Trustworthiness has four criteria, credibility, transferability, dependability, and
confirmability (Erlandson, 1993). One criterion of trustworthiness is credibility.
Relevant to this study, credibility has three aspects, according to Lincoln & Guba
(1985). These are as follows. First, the research must be believable, carried out
with sufficiently comprehensive and clear methodology, that the research process
is transparent to all interested in the findings (Lincoln & Guba, 1985. p.296). The
second requirement is prolonged engagement with the site (Lincoln & Guba,
1985. p. 301). This is met by the researcher reporting on available and multiple
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sources of information and the degree to which they do or do not interrelate
(Lincoln & Guba, 1985. p. 304). The third requirement is “persistent observation”.
The purpose of this observation is to
“identify those characteristics and element…most relevant to the problem and
focusing on them in detail” (Lincoln & Guba, 1985. p. 304).
Credibility for this current research comes from a comprehensive literature
review or referential adequacy (Lincoln & Guba, 1985, Creswell, 1998). The latter
term refers to material collected to give a holistic view or richer understanding of
the research context (Erlandson, 1993). Credibility is aided by long observation of
the field as evidenced in Chapter Two.
A second criterion of trustworthiness is transferability. Some elements of
transferability can occur because of shared characteristics (Erlandson, 1993).
The data base is the most important instrument to assist in making decisions
about transferability (Lincoln & Guba, 1985. p. 316). Purposive sampling is one
method of assisting transferability (Erlandson, 1993) by the selection of a
variation of participants to delineate the range of the group studied (Lincoln &
Guba, 1985. p. 316). Thick description or detailed relationships within a context,
assists other researchers to carry out further studies “across contexts”
(Erlandson, 1993. p. 32). Other researchers can use thick description to make
judgments about the “applicability” of observational data for their own studies
(Erlandson, 1993. p. 33).
The third criterion of trustworthiness is dependability. Dependability is the
reliability or consistency or stability of an inquiry’s processes (Erlandson, 1993).
Dependability should be capable of demonstration by an auditing process
(Lincoln & Guba, 1985). A trail occurred naturally in this study by the
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development of documents, interview records and tapes, and supervisory
meeting notes.
A fourth criterion of trustworthiness is confirmability. Confirmability means
that the study “product” is “internally coherent” (Erlandson, 1993. p. 318). An
audit trail and rigorous audit process based on Halpern’s evidence categories is
discussed by Erlandson (1993. p. 320). A series of steps in the assessment the
audit trail towards confirmability may be summarised as checking whether the
findings are grounded in data, determining whether the inferences drawn from
data are logical, reviewing the clarity of the category structure, looking for
researcher bias, and checking for evidence that the research has attempted to
“accommodate” any negative material and finally whether the study is grounded
or the researcher’s own construction (Erlandson, 1993. p. 323). Confirmability is
whether the findings of a study can be accepted as the “product” of research
(Lincoln & Guba, 1985. p. 34). All of the steps described above were undertaken
and attest to the confirmability of this particular research.
Conclusion
The social contextual site was within the living history of people ageing
with long-term physical impairments in Victoria. Each interview and each
participant represented unique sets of data. As expected, participants asked
questions about my impairment, gave acknowledgment of my insider status, and
shared their experiences generously. Theoretical redundancy was reached when
no new information was recognised by the researcher.
Data was coded and recoded into new categories. Concepts developed
generated new and unexpected relationships. This process made the research
dynamic and led to interesting findings reported in Chapter Five. Related
concepts, hypotheses or propositions (Strauss & Corbin, 1998) were developed
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from interwoven concepts thoroughly grounded in the stated experience of
participants.
Chapter Five, the next chapter, contains the statements of participants and
the consequent development of themes and a conceptual framework.
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CHAPTER 5: FINDINGS
Findings about the personal attributes of people ageing with long term
impairment, enables some understanding about their experiences and strategies,
or lack thereof, to deal with ageing. The chapter incorporates the participants’
statements, to give some flavour of their individual realities. There are five
sections. The first section gives some more information about the participants
and their backgrounds. The second section contains grouped findings of their
reactions to impairment, attempts to win control over their bodies and striving for
independence. Emerging patterns of coping strategies begin with a tenacity to
survive and the search for information, treatment, emotional support and
resources. The third section of this chapter explores coping strategies developed
by participants enabling them to put aside their physical obstacles and stressors,
so they could achieve and maintain chosen social roles. Discrimination was a
major social barrier which confronted most participants.
The fourth section presents findings about the participants’ perceptions of
their impairment and associated functional decline as they moved into maturity
and adopted age appropriate roles and responsibilities. The fifth section relates
the respondents’ attitudes to and experiences of ageing, which are coloured by
the ageing experiences of significant others. The sixth section describes the
participants development of adaptive competence used to deal with ageing in the
absence of useful professional advice.
Description of the Participants
Participants were briefly introduced in Chapter 1. Table 4 provides
information about the gender, impairing health condition, gender, date of onset of
the impairment and the date of arrival in Australia of two respondents.
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Table 4.
Characteristics of participants
Person

Age at
first
interview

Gender

Medical
diagnosis

Date of
onset of
impairment

Age at
onset

Country
of birth

Arrival in
Australia

Alfred

84

M

Polio

1921

2 years

Britain

1947

Anna

72

F

Polio

1954

21 years

Australia

N/A

Beth

78

F

Paraplegia
from spinal
cord injury

1954

26 years

Australia

N/A

Janice

60

F

Porphyria
with
neurological
impairment

1964

18 years

Australia

N/A

Barry

67

M

Cerebral
ataxia

1941

infancy

Australia

N/A

Cathy

57

F

Cerebral
Palsy

1951

Birth

Australia

N/A

Jack

67

M

Cerebral
Palsy

1941

Birth

Australia

N/A

Sushila

55

F

Cerebral
Palsy

1953

Birth

South
Asia

1961

Diana

58

F

Polio

1948

15
months

Australia

N/A

Dennis

51

M

Severe
childhood
autosomal
recessive
muscular
dystrophy

1954

5 ½ years

Australia

N/A

Participants varied in their intimate social relationships at the time of
impairment and at the time of this research. Most were married or in partnerships
during the time of study. Some had children and grandchildren. Some had
changed relationships during their earlier lives because of divorce or the death of
partners. Table 5 outlines briefly their relationship status before and after the
onset of impairment and at the time of this research. Anna was engaged at the
time of impairment. At the same time in her life, Beth was involved in a serious
relationship and anticipated she was soon to become engaged.
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Table 5
Social relationships before and after impairment and later in life

Person

Married

Married at the
time of research

Children

Alfred

Yes

Yes

Yes

Anna

Yes

Yes

Yes

Beth

No

No

No

Diana

No

Has a partner

Yes

Janice

Yes

No

Yes

Barry

Yes

Yes

Yes

Dennis

Yes

Yes

No

Cathy

Yes Twice

Yes

No

Jack

Yes Twice

Yes

No

Sushila

Yes

Yes

No

Participants varied greatly in their education, employment and voluntary
work. Some had changed careers during the course of their lives. Table 6 gives a
very brief description of respondents’ endeavours to learn and to make a positive
contribution to their communities.
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Table 6
Education, employment pre-and post ‘retirement’, unpaid work pre- and post
‘retirement’
Person

Highest
Education
level

Employment

Unpaid work preretirement

Date of
retirement

Unpaid work postretirement

Alfred

Ph D

Research
scientist –
1947-1985

Parent

1985

Emeritus professor,
Writing research
papers, grandparent

Anna

Diploma of
Teaching

Teacher, adult
literacy
coordinator

Home tutor, Literacy
teacher, Raised
family, convenor
church women’s
groups

Gradual
change of
activities

Set up visiting
program aged care
hostel, also served on
the hostel planning
committee, aged care
visiting; grandmother

Beth

Diploma of
Nursing,
Bachelor of
Special
Education

Nurse teacher

Peer and sexuality
counselor.
Founding member of
Paraquad Victoria

1989 – 1991
when nurse
education
was
transferred
to
universities

Reader to Braille
technicians

Janice

Part
Bachelor of
Science

Public Service

Raised family, joined
condition support
group, studied science

Barry

Library
technician
Diploma of
Tourism

Public Service

Raised family,
scouting

1994

Recreation and
tourism for people
with disabilities

Cathy

TAFE
business
studies

Workshop
employee,
office worker

Church office
volunteer

N/A

Disability advocacy

Jack

mid high
school

Farm worker,
photographer

Young Farmers
Association, Disability
rights advocacy

Gradual
change of
activities

Disability rights
advocacy

Sushila

Bachelor of
Arts.
Diploma of
Community
Development

Casual
disability rights
work

Advocacy, peer
sexuality counsellor

N/A

Diana

Diploma of
Arts

Artist, office
work, Metro
access worker

Arts access

N/A

Dennis

Year 8

Casual
disability rights
advocacy

Disability rights

N/A

Founded / maintains
Porphyria
Association, research
& advocacy

Respondents were aware of changes in their abilities, impairments and
health conditions. They spoke about their best level of physical ability, when they
were less impaired. At the time of research, two people had stopped driving their
own cars and two limited the distance they drove because of fatigue issues.
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Table 7 compares the functional restrictions and mobility aids used at the
time people were most mobile, with those used at the time of this research.
Table 7
Comparison of functional restrictions and mobility aids and equipment
Person

Functional
limitation

Aids used at the
time of most
mobility

Aids used at the time of
research

Community based
care services
used at time
research

Alfred

Mobility

One caliper (long leg
brace), two walking
sticks, hand
controlled car

Manual wheelchair, move to a
smaller home with some
modifications, customised
shower seating, sliding board,
hand controlled car, milk
crate for exiting car

Council OT to advise
modifications

Anna

Mobility

Caliper, two walking
sticks, hand
controlled car, some
home modifications

Caliper, elbow crutch, manual
wheelchair for going out

Home Help

Beth

Mobility

Manual wheelchair,
hand controlled car

Electronic wheelchair, hoist,
disability support worker for
activities of daily living,
resident in a retirement
village independent living unit

Disability support
workers, privately
delivered meals

Sushila

Mobility
Speech
difficulty

Walking frame,
manual wheelchair

Electronic wheelchair

Disability support
worker, home help

Janice

Mobility
Acute medical
episodes

Car

Walking frame, electronic
scooter, car home care
worker

Home Help, Meals on
Wheels

Dennis

Mobility

Electronic wheelchair,
ventilator at night

Electronic wheelchair, fulltime ventilatory support

Disability support
worker, out of home
respite

Cathy

Mobility

Walking frame

Walking frame, electronic
scooter, home help

Barry

Coordination

Car

Car

No

Jack

Coordination

Car

Car

No

Diana

Mobility

Long leg calipers, car

Car, customised desk and
chair, raised toilet seat

Home Help

Gaining Control over One’s Body and the Drive to Independence
The first major category and interlinked sub-categories deal with
participants’ survival of life threatening impairment and their emotional reactions
to that event. While reflecting on their ageing processes participants described
the significance of first learning to cope with an impairment. The development of
coping strategies were linked to family support, and an ongoing, never ending
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search for information about self management to enable independence. All
respondents avoided a sick role. People who were impaired as young children
didn’t react clearly to socially imposed role limitations, until an episode occurred
which made them realize they had lesser opportunities than their non-disabled
peers. At that time they demonstrated the same feelings as the adults who were
newly traumatized by the onset of an impairment. The emotional crises of identity
experienced at adolescence by people impaired at a young age, were no less
difficult to live through than the identity challenge confronted by individuals
suddenly impaired as adults. Therefore youthful crises are included under the
same emotions as other participants.
Struggle to survive.
Clearly this was a major factor. All research participants had been
extraordinarily tenacious in surviving severe trauma or illness or severely
impairing health conditions. Some had faced life-threatening episodes. Yet they
survived, many of their peers died. Cathy was born with cerebral palsy in 1949.
I was born with the cord around my neck, a bit of oxygen deprivation. I was
the youngest child. I don't know much about it, mum never talked about it
for some reason. In those days they didn't. I have asked my relations.
They didn't know for two weeks if I would survive.

Jack was born in 1939 in a very small rural town.
My CP (cerebral palsy) was caused by a difficult delivery. Mum was about
43. There was an obstruction in her pelvis which only became obvious
during delivery. He tried high forceps but then had to do a caesar[ean] and
drag me out - backwards I presume!
Janice, born in 1941, had [her first porphyric] crisis when she was 18 in 1959.
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I was given a wrong drug. I was in a hospital. I was fading in and out of
consciousness. I had severe pain, abdo and leg pain. The surgeons and
all stood around the bed. I do remember I nearly died.
Beth, born in 1927, was thrown out of a car after a collision in 1954. This
was before compulsory seat belt legislation and before spinal injury rehabilitation
was revolutionized by Dr Cheshire at the Austin Hospital. She was sent by a local
doctor friend, from the accident site back to the Alfred where she had worked and
trained as a nurse.
I mean the first three weeks was a little shattering…I was in traction just
lying flat on my back with a large pillow in the curve of my spine at the
back...so that my head was down a bit….and my body was arched….I
wasn't allowed to be moved…..except all in one piece……with several
nurses turning you from side to side to relieve pressure every four hours…
that was the treatment….. to...(keep) ….the vertebrae… still …[so] there
was there was no risk of movement causing possible extra damage.
Dennis, born in 1955, developed a form of muscular dystrophy. His
increasing weakness took a turn for the worse as a young adult.
Then at 21 precisely [I] developed breathing problems...I went to the Royal
Melbourne to get checked out. They said I was borderline sitting up. They
were saying I was borderline. I don't think they were giving a shit. See my
maximum breath was 500 mils of air……sitting up. Lying down I would
have dropped below that. That month I had my father pushing on my chest
so I could breathe all night.
Development of Coping Strategies and Reaction to Impairment
All participants demonstrated an ability to develop strategies to cope with
challenges which came from changing circumstances in their lives. While their
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initial reactions to impairment were very important, family support gave them
vital support. In some instances families modelled adaptive strategies.
Participants described a range of reactions to their diagnoses and
impairment. Their memories of early thoughts and behaviours bear some
relationship to their subsequent handling of disability. Initial emotional reactions
to impairment included primarily anger, depression and resignation.
Anger.
Some were angry about their experience of impairment and early
rehabilitation. Anna was born in 1933 and was infected by a poliovirus when she
was 21. She was engaged and worked as a teacher. Anna was admitted to
Fairfield Infectious Diseases Hospital’ busy polio ward. She reacted against her
loss of control. “I don't like it but I know you could almost swear sometimes. I
mean your hands are tied, your legs are tied. You could do nothing!“ Anna didn’t
like hospital and she related instances where she felt she was unnecessarily
humiliated.
I was constipated… they gave me a laxative and I was in worse trouble.
And then I could feel, it was a bit like a train going through I could feel it
going through my system. And I tried to press the button for the sister and
she came in and said “I can’t help you now because we have someone
who is much sicker than you are” And off they went…….and I hung on and
hung on and finally I pressed the button again and she came in and roared
at me (without giving assistance)… then I got growled at for making a
mess and attention seeking.
Dennis became very angry when his muscular dystrophy condition
deteriorated and he had to leave his school to go to a special education centre.
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When I was seven I stopped being an active little boy. I fell over in the
yard… going up to a mark to the football... stitches later I went into a
wheelchair. I went to a disabled school and I was like a wreck. I didn't want
to be a crippled kid. I didn't want to be with cerebral palsy, a whole mixed
bag of disabilities. I cried over it. It was really traumatic. But now I have a
label. And it was going to change my life. I think I decided I wasn't one of
them. I was all right. Outwardly people can put that label but in my head I
was me still.
Anger was also expressed as suspicion about causal factors in the
impairment. It might also be perceived as a lack of trust in medical staff.
Suspicion or doubt about where and how their impairments originated was an
unexpected finding. Alfred, Anna and Sushila recounted their beliefs. As Alfred
and Sushila were both very young when impaired, they were probably echoing
the parents’ reasoning. As discussed in the Social Context chapter, impairment in
a child was often blamed on the parents who in turn had to come up with
alternative explanations. Alfred was the only child in his area of Britain to have
had polio.
That was a period when I think you’ll find there was a fair bit going
around.........whether it came from America I can’t tell you. I think the
locals’ sort of belief was that it … came from America…Polio was around.
There’s no question…and where the sources were I do not know. But
obviously there were periods when it took off…whether there was some
variance in the structure I don’t know. You know, like flu. But less
pandemic if you like. But nevertheless as you know …there were periods
when you know the populace was scared stiff… I mean it was around the
world here and there……I’m referring to what … you might call idle talk…
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Anna was a trainee teacher when she got polio at the time of the
Queen’s first visit to Australia 1954. She believed still that the Queen had been
vaccinated although the first Salk vaccine wasn’t available for distribution in
Australia until 1956.
The Queen came to visit and I believe she had it (the vaccine) although
some people said no she didn't but I can remember for sure hearing she
had been given the vaccine.
Sushila is an Asian woman with cerebral palsy born in 1951. She had
been told two stories by her family
At the time I was born the doctors said it [cerebral palsy] was caused by
incompatible blood between my parents……I've got an older brother and
he’s okay …my mother … told me one day that while I was in the womb
…she had the house sprayed with DDT for cockroaches …I accept that as
a matter of fact.
Depression.
Depression was expressed directly by three people. While Beth was outwardly
positive she did say that in the early days she had considered suicide. That was
not surprising considering her prior experience of spinal cord injuries. Beth was a
nurse and was aware that spinal injury paralysis was then viewed as a death
sentence.
Oh definitely and those who came back from I think it was the first World
War they were nursed out at Caulfield it was called the Repatriation
Hospital in those days. They were just referred to as neurotic rotting hulks.
They died. That was shocking.
Janice was depressed after learning she had hereditary coproporphyria (a
type of porphyria).
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In those days they knew stuff all to do about it. I’d gone a bit funny, the
word’s withdrawn, withdrawn because oestrogen is a trigger. Somebody
called me depressed and put me on antidepressants. And of course that's
the end you’re on a down hill slide when you are put on drugs which are
wrong for you. The antidepressants in particular are insidious it can take
three weeks, three weeks to build up in your system. So you get what I call
a slow boiling reaction so I was not a well girl. And yes I was sick. And yes
it was awful.
Sushila said she had three “breakdowns.” The first was in her home
country where she was isolated in a small private school where her ayah (maid)
kept her company. She had no friends. “[I was] nine. I was lonely.” Sushila was
deeply unhappy, beyond teenage angst. At age 15 she realized her impairment
was permanent.
My mother was a ballet dancer in [Asia] and my parents always said to me
stand up straight and I could never do that…….I'd never be as graceful as
my mother.
When Sushila’s marriage took her into a country town, away from her family, she
had another depressive episode. Another episode occurred when she felt
systemic advocacy was devalued.
Resignation.
Resignation was another reaction expressed by some participants. Alfred
born in 1919, and paralysed in both legs by a polio virus in 1921, didn’t have any
memory of that event. He said during his childhood:
I don't know if I was ever upset about polio I just accepted it I mean I had it
at the age of two I think so you know No use snarling about it. I existed like
any other kid….…restricted perhaps a bit.
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Anna was seriously affected by polio. She was unable to walk at first or
use one arm. She resigned herself to rehabilitation albeit on her terms.
I’m very lucky. I’m very very lucky to be as good as I am. I think fortunately
I think "okay this [physiotherapy] and double Thomas splinting [cruciform
splint to which patients were bandaged or strapped] has to be done.
Beth moved very quickly from depression to resignation.
it was after the accident……three weeks……people were amazed they
reckon that was the quickest and I said "well I accepted that it was….once
you have accepted, accepted that's the word. If you accept…. that the
situation and you know it's there for the rest of your life you start to think
"right now how can I make the most of living as this”.
Beth did expect a reduction in her opportunities but her abilities surprised her.
“You don't realise you're going to be quite as good as you ended up."
Family support.
Family support was found to be important to all participants to the
development of their coping strategies. Families provided physical and emotional
resources. They maintained an active interest and most importantly, families kept
a role for their impaired member. The stories of people impaired as children often
included accounts told to them by their parents, so their narratives included such
phrases as "mum said." There wasn't as much emotion from these individuals
when describing their memories of impairment, very likely embellished by their
parents’ memories and stories. Their families were very important in what may be
termed cushioning their children from the implications of their physical limitations
for a time. Parents and some siblings looked for information and possible
resources.
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Diana, born in 1958, described herself as losing ‘80% of my strength’
after polio infection at 15 months. A parent was also severely affected and
admitted to Fairfield Hospital. “It's all a bit hazy. I think I stayed in the hospital a
lot longer.“ Diana remembered her grandmother’s help.
My grandmother played a big role. She took us out of hospital as soon as
she could to her house and installed all kinds of weird equipment and got
physiotherapy in for us I've got lots of early memories. I had two leg braces
and walked with two crutches…..the ones you put your arms through and
lots and lots of treatment and lots and lots of physio…….we used to have
the sister Kenny treatment with hot packs…a long history all through
childhood of having this treatment. We went twice a week. At home we
had a physio who came to the house and treated both my [parent] and
myself.
Parents tried to get better care for those impaired as children. Often
children were sent to multiple specialists. Barry, born in 1941, was noticed by his
parents to fall backwards often. They searched for diagnosis and treatment.
I was 18 months. They say cerebral ataxia. I went to see many doctors. I
don't remember their names. They all thought cerebral palsy…..but then
Dame Jean [Mcnamara, noted paediatrician] said encephalitis.
There was little treatment for cerebral palsy in Sushila’s country of birth, so
her parents sent her aged five years to Carshalton [children’s hospital] England
“for nine months ...they got me standing up.” Later her family moved to Australia
partly so Sushila could get education, socialisation and therapy at a special
school.
According to Alfred whose legs were paralysed by polio, his mother took
him home from hospital in a full body plaster cast.
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She didn’t believe this (plaster) was the best way to go……fortunately
my mother was a very positive soul…she got me moving my arms
around…..I can’t tell you whether this was a good thing or a bad thing. But
the fact is I got going.
Barry couldn’t walk to the country school because of his poor balance and
lack of strength. His father, brother and a friend helped with transport.
[my brother] was a support . [we] lived 5 miles from the school…and dad
made the cart for him to take me on the bicycle. There was another boy
and my brother, and they rode their bike in tandem pulling me on the cart.
Dennis’ parents already had a child diagnosed with muscular dystrophy.
His mother recognized Dennis was also affected. He didn’t understand his
mother’s struggle until later, but was resigned to the fact that earlier diagnosis
wouldn’t have helped alter the outcome.
The doctors would not agree with my mum that there was something
wrong with me as well. She was desperate to get me early……so they
could do something…….there wasn't much they could do anyway.
Then a third sibling developed muscular dystrophy. Dennis said their parents
gave their children vitamins and all the care it was possible for them to give.
Jack attended a country school. At 11 years of age his cerebral palsy still
caused mild mobility and coordination impairment. His memory was that he was
being “suddenly” treated by Dame Jean McNamara as if he had polio and was
sent to a Melbourne convalescent hospital and was strapped into a Double
Thomas splint.
Mum and Dad used to come down every fortnight and alternate
fortnights…….they were allowed to take me out for a drive. Otherwise they
would wheel me up the street in a polio pram. I just deteriorated. I think it
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was because I was immobilised. Every weekend unless mum and dad
were taking me out I just stayed in the splint except for a bath.
He got worse and his mother took him home.
Mum said at the time that they took me out [of rehabilitation] because I
was going backwards. In later years dad said, very late not long before he
died that they wanted the bed, there was a polio epidemic… I don't quite
know. That was 1951. There might have been some sort of audit.
Other country based families were advised by Dame Jean McNamara to send
their children to residential special school. Barry was sent away at age 5 in 1948.
He didn’t remember much treatment.
None really except splints at night [a double Thomas] [ I hated it] yes! I fell
over not a great deal but I did. I thought [Dr Dame Jean McNamara] was
good. She was growlly. Well…I thought she was odd but she seemed to
make me feel better about my disability. I was so pleased to come home
[two years later]. I didn't like it. I was so lonely I didn't have… one of Dad’s
cousins…….used to come and see me but you know.
Cathy was sent to residential special school when she was 6 ½.
I hated it. When my parents used bring me back after holidays….… I'd be
screaming. At night I was splinted in plasters up to my knees with a bar
between my heels and calves to stop my feet turning in. That was hard to
take that restriction.
Adults also benefited from family help. Anna, who had found the Fairfield
Infectious Diseases Hospital polio acute and rehabilitative care as impersonal
and at times cruel, was taken home. Polio is still considered as contagious for up
to six weeks. However rehabilitation takes months longer (Howard et al, 2005).
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Anna’s early discharge was unusual. “I was there only six weeks because my
parents thought I'd be better at home…my mother got a private nurse in to help.”
While Beth, whose injury resulted in high level paraplegia, didn’t mention
her family in relation to initial hospitalization, she did receive help from them
during her rehabilitation. She was allowed to keep her room in the Nurses’ Home
and was with her friends. This meant Beth was independent from the family. They
could support her in other ways. She had a car fitted with “hand controls…which
my father had designed.” In 1956 when Beth went to Stoke Mandeville in the
United Kingdom, a world first rehabilitation centre for Spinal Cord Injury patients,
Beth and her sister went by sea. “My sister hoicked (lifted) me up every
time….into the bathroom.” Her brother sold the car after:
we’d sailed and immediately cabled the money to the equivalent people in
London and asked them to set aside the exact replica of the car I had
here….when we arrived over there I had the hand controls put on.
Search for information and resources.
Participants searched for information about their impairments and whether
there was any available treatment which might lead to highly valued physical and
financial independence. Anna was resigned to her need for physiotherapy at
home. She agreed to a referral to the Victorian Health Department domiciliary
physio. Luckily she was allocated an experienced practitioner who understood
Anna’s drive to independence.
She was the one who said ‘oh we don't need to treat you like that’ when
she saw the bruises [from hospital physiotherapists]… She said ‘I think …
you’ll push yourself as far as you can’... and of course you did.
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The search for information was critical to Janice. As a young adult
Janice went to see the geneticist Dr Danks. She felt he gave her vital insight into
her condition.
The other thing he did which is pivotal to me…..he actually sat me down
and drew little arrow symbols of the process what porphyria was, the
biochemistry of it and nobody had done that before. And I have since
found that learning the magic of it...like if one thing goes wrong… a whole
lot of magic keeps you alive learning the magic of how the body and
porphyria works. It was absolutely the key to my survival.
Janice searched for a cure for porphyria. She heard the condition could result
from poisoning (Cripps, Peters, Gocmen, & Dogramici, 1984) and sought
treatment from a complementary practitioner.
There was this funny little researcher in a back room who gave me [blood
cleansing by using certain enzymes] treatment. I later came back to
Melbourne and they all said it was …codswallop. But I soon found out it
…it was a valid treatment. And after [that] I did not have a pain crisis or
any other crisis for many many years.
Beth went to Stoke Mandeville to learn her own continence management.
As a young professional highly social woman she needed to get bladder control.
She found out about ‘marvellous Dr Guttman’ at Stoke Mandeville, the British
centre of spinal cord injury rehabilitation.
[He] revolutionised the whole thing!.......they set up the spinal unit in [Stoke
Mandeville] for that very reason the second World War and …civilians
being injured and then the… servicemen coming back with spinal injuries
so …the government had to have a specific hospital…I said I wanted to be
able to empty my own bladder when I wish. So I said "how long will that
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take?" oh they said about three to six months. Oh I said I haven't got
that long…….we’re going to Europe in six weeks…….so I did it in six
weeks flat.
It was very difficult to separate major categories and sub-categories as
they are intertwined. Participants described how they had come to functional
terms with the permanency of impairment. Initial reactions to impairment gave an
indication to long-term coping strategies, as participants mastered their bodies
and committed themselves to living lives a little differently to their peers. In the
next section, development of valued social roles and accompanying coping
strategies are discussed.
Achieving Valued Social Roles
Participants had to exert great control over themselves and available
features in their environs in order to achieve their goals. While reflecting on their
ageing processes participants described the significance of developing a social
life akin to that of their non-disabled peers. No one wanted to be cast in a sick
role. Gaining control or mastery over one’s body and as much of the environment
as possible was a crucial overall coping strategy. People did that by setting
achievable goals. The sub-category of setting new or adapted goals was crucial
to developing a self-determined lifestyle. Goal setting varied in scope depending
on intervening conditions which included restrictions imposed by impairment
levels, education, employment or assumption of an unpaid work role.
Discrimination was encountered by all participants who had to manage the
challenge of negative information about disabilities which threatened their chosen
identities. Each one persevered with their goals despite great obstacles.
Emulating role models was useful. They used dissociative techniques to distance
themselves from stressors such as pain, fatigue and social barriers.
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Education and employment were key factors in enabling participants to
assume social roles with inherent rights and responsibilities. Several participants
had difficulty achieving as high an education standard as they wanted as
educational authorities weren’t concerned with accessibility issues. Difficulties
included unstable impairments, prejudicial attitudes of other students and
teachers, architectural barriers and impairment affecting writing ability and
endurance. Special schools concentrated on a primary curriculum. Older special
school students could attend their schools, continue to receive physical therapy
and be educated by secondary level correspondence lessons supervised by
primary school teachers. Education was intrinsically linked with employment.
Several people went on to higher education to gain as rewarding a job as
possible.
Education.
Alfred who could walk relatively easily, he thought, with calipers [leg
braces] and walking sticks and could ride a bike, went to normal school.
This was of course an important step, not that I realized then, but I went to
an ordinary school rather than a special school… because I think that any
special school allows for…. Inadequacies…makes excuses right? Now in
an ordinary school, you’ve got to be the same as the rest ... you've got to
fight along…I got into… top class, the A class (in) secondary school….sat
a bursary competition for the university and …I got in Science…you went
young to University then…(I was) 15 …I got Honours...I came back to
university to do my PhD.
Janice’s emotional reaction to the diagnosis of porphyria meant she felt
unable to stay at school. “So I went through year 11 and I think I got 93% for
chemistry.” Janice tried education again as an adult but circumstances
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intervened. “I went to high school when I was 24. And then I got pregnant
when I was at training College and so I thought University was out of the question
again.”
Diana had lost 80% of her muscle strength due to polio. She described
herself.
I walk sort of totter around. I have to wear a leg brace I haven't got any
strength down my right side really. And I have half strength in my left leg
and my left arm.
She was sent to ordinary school where there was no help for any impaired
student.
(The stairs at school) were a nightmare. It was just a nightmare even
though it is probably always best to be in the main stream school the fact
that it was so inaccessible, such hardship, and meant I missed the
beginning of every lesson it was not good. And it would take me so long to
get to class. They made no adjustment to disability…at state school…..I
used to go up the school steps on fours. Hands and feet. And then……in
high school I just yanked myself up on the railings.
Her parents moved her to a more architecturally suited school where Diana was
able to get around more easily. “I went to a sort of hippie school for the final two
years. I think they put a hand rail in for me on a couple of steps into one of the
buildings.”
Jack had returned home at age twelve debilitated from his immobilization
in splints in hospital. His coordination difficulties hadn’t improved but he could
walk well. His mother took him back to the local school. “I took my typewriter to
the old [country] school and they didn't mind me banging away there…. I got to
round grade six level [last year of primary school] at 15.”
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Barry was sent home from a residential special school and treatment
centre. He was referred to the Correspondence School and then went to primary
school.
Oh I loved it. I remember though one teacher. I was in grade 5…..I was
reading until there was a big word… which I tried with. He just said
"wheelbarrow” and sat down. He made that into a bit of a joke…they
weren’t to know…...those teachers. He shouldn't have.
Barry was later sent to a boarding grammar school with his brother. He wanted to
be returned to the state system because he wasn’t allowed to play sport at
grammar because of his mild coordination difficulty and missed his old friends.
“For two years I pleaded [because] I’d had supportive friends [at local school].
They all were! None were nasty to me.“
Denis had left school unwillingly at the age of eighteen as he was
considered as close to the end of his life. There was no vocational training or day
program for him.
I did form 2 [with] the teachers who were accepting. They told me how well
I was studying and that they were concerned about me overdoing it. I
wasn't,…….that was the end of that and next year I finished. My health
had been deteriorating. There were no other official courses…I ended up
for a whole year at home I've got all these thoughts in me head…….....
because I've got nothing to stimulate my mind… I was reacting to the
whole situation. I mean I was 18……still young… but at that stage I still
knew what I wanted..… and I was more capable than a lot of people
thought.
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Employment.
Being employed had a positive social value for everyone. All the
participants had reached for the goal of paid work and financial independence.
Some had to settle for unpaid work which did help some on their way to
employment and others with a sense of self worth and maybe improved social
status. All the participants demonstrated great perseverance in pursuing their
goals.
Jack left school to work on his father’s orchard. There was no other work.
Jack saw himself as a member of the Young Farmers’ Association and as a
farmer’s son with filial responsibilities. “I drove the tractor, I did most of the tractor
work for years until my back and shoulders got worn [out].” This happened when
he was in his early twenties. Jack set about working on another career. He lived
in a small town where there were few jobs outside farm work.
Alfred had gained his PhD in a science by the time he was twenty-seven.
He couldn’t find work in Britain. “Although I got interviewed for a couple of jobs
down south but no one was interested…I mean you could understand them…a
disabled character.” He emigrated to Australia to take up a position at the leading
national scientific research organisation.
Barry had attained his Leaving Certificate [year 11] and needed to come to
Melbourne to get work. He couldn’t write clearly because of his mild
uncoordination and had to do more training to compensate. “I reached out for a
public service exam and got in…oh it was a good job but they weren’t used to
people with no [hand] writing [skills].” There were no typewriters available.
I just did the lackey work you know, filing… and after almost 2 years they
moved me to [a government] College and the library and I thought "I don't
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know anything about library" so I learned all of that [and became] a
library technician.
Things went smoothly at the College then some years later there was a need for
more administrative staff. He had heard through informal channels that he was
considered unemployable. He chose to ignore such comments. He said;
Nothing. If I reacted – this is where wisdom comes in – if I react it could
be worse. I was in anyway. I didn’t want to yeah… [rock the boat] no. So
they took me out of the library into the office. I was always in trouble. I was
pay officer.
But that involved handwriting tasks which Barry couldn’t do. He was transferred
to the departmental library in the city which suited his abilities to work with staff. “I
was in charge of four technicians. I was back in my element.”
Diana had great difficulty getting paid employment in accessible buildings.
From day one my employment history has been extremely poor. It was the
beginning of unemployment when I went in to the workforce. I went
straight to art school, it was the mid-70s. But when I wanted to get a job, I
had well really a poor choice of careers being an artist. You're not going to
get any work. A painter. My friends were waitressing or other hospitality
type things. I couldn't do any of that.
Diana tried desperately to support herself.
I've been on unemployment [benefit] so many times it's not funny. I didn't
get the Disability Support Pension until 1992. I was checked out [years
earlier] and was told I wasn’t eligible.
Diana was referred to Commonwealth Rehabilitation Services after she had
difficulty sustaining employment as an artist.
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I was going to do retraining for secretarial studies, to get a skill typing
and I went to see the Commonwealth [Rehabilitation Service] doctor. He
said ‘no your hands are not strong enough to type so we're not going to
fund that.’ I was beside myself and my family paid for me to do a
secretarial course and I did learn typing and its been my skill that I finally
earned money with.
Diana maintained her art part time and has had several exhibitions.
Beth was invited by the Matron to return to the hospital where she had
trained and been treated, to work as a nurse tutor. “I started teaching as an
unqualified teacher for a start and then I went to the Royal College of Nursing
Australia…and did a Diploma of Nursing.”
Role Models With Impairment.
Role models seemed to be important in helping some people to use their
potential. Alfred didn’t remember any other children with impairments. But he did
remember his polio specialist “Cripple Mitchell” who limped as a result of polio,
and carried out full medical duties.
While very new to impairment Beth was introduced to a paraplegic known
to two doctor friends.
You know we've got a friend same as you. He’s in a wheelchair and he’s
terrific. Done everything you know. So would you like to meet him? And I
said ‘Oh yes I'd love to.’ So Jim came in to see me. And he was so…’you’ll
soon be around’ and ‘we'll get you going.’
Jim helped Beth for many years with peer advice. Beth drew on her teaching
skills and used her body as an educational tool. At the time she was injured there
was very little hope for spinal cord injured people. Beth decided involving herself
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in the training of other staff about spinal cord injury might be a way of getting
useful information.
They'd never had anything quite like me before. And the physios and
people like that had no idea…actually how to treat someone with a spinal
injury. They had to read up their textbooks and it was a revelation to them.
No other participant reported being so objective about their bodies.
While he was hospitalised in his 20’s, Denis met Rob McNamara, a
charismatic advocate who was involved in setting up the first citizen controlled
attendant care service in Melbourne. That was crucial to Denis eventually moving
back into the community.
I wasn’t heavily involved with DASSI (service provider see Glossary). I
knew about it, but knowing about it may be helped me to plan for it. Me
getting involved one way or the other. That was one of Robs’ best assets,
he fired you up and got you in it.
While Beth was at England’s Stoke Mandeville Rehabilitation Hospital she
again found herself as a role model.
This bathroom …was enormous!.......it had along the wall opposite the
doors a row of wash basins with mirrors behind them. A standing space at
each end of the bathroom was a bath. No sign of occupation of the Bath.
But a great row of females naked to the waist, sitting in front of these
mirrors over the basins. I just wheeled my chair up to the side of the bath
and …..by the usual method…..first of all I ran the water, climbed in,
washed myself, and let the water out and dried myself and then got out on
to a towel on the seat of the chair and finished …not one pair of eyes was
taken off me the entire time! And they just looked at me in amazement and
said “how did you do it?” and I said “well…..you saw how I did it.”
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Support from Colleagues, Non-disabled Peers and Friends.
Most participants did not describe sharing their feelings and efforts with
non-impaired people. Few named colleagues or friends as supportive although
co-workers and friends were very important to Beth. Beth was a trained nurse
and her colleagues and friends knew her prior to her accident. Her nursing and
medical peers and friends were very important in the early days. “I was looked
after by my colleagues... and friends … of course they supported me.”
Non-impaired peers could be rejecting of children and adolescents. Jack,
Barry, Sushila and Diana had difficulty with school peers. Sushila had no friends
until the family migrated to Australia and she went to special school. Diana had
difficulty right through ordinary primary school.
I had one friend. I made friends with two girls initially who then said they
didn't want to be friends with me, their parents had objected because of
my disability. So I had this one friend who was not at all suited to me, we
were very different chalk and cheese, but her dad made leg braces and
her mum was a physio, so she was completely au fait with folks with
disabilities…….so she was my friend until I went to high school.
Denis desperately wanted to be like other boys. At first the special school staff
tried to dissuade him from learning swimming. He found an ally in his teacher and
enlisted his teacher to help him.
I wasn’t even allowed to do that and a teacher…. basically refused to not
let me participate… and for about a year… I went and did swimming and I
got my Herald [swimming competency certificate].
That achievement was important to him as it meant he could achieve at least one
goal important to his non-disabled peers.
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Experiences of being treated as less worthy of respect than their nondisabled peers may have affected respondents’ self description. At the time of
this research participants varied in the terminology used to describe themselves.
It is significant that some still rejected the term ‘disability’ or qualified the meaning
of the word. Of equal significance is the trend that most began self description by
listing the role most valued by them. Table 8 lists respondents’ preferred self
descriptions in relation to impairment and their roles.

Table 8
Preferred terminology
Person

I use the word

How would you describe
yourself?

Alfred

I suppose polio? That is
really the factor…that made
me what I am.

Playing with science

Anna

A blooming nuisance at times

I’m a Mum

Beth

Disability or spinal injury

Teacher

Janice

Condition

Advocate, parent who wants a
better deal for her children

Barry

Dis-Abled

Christian, Tourism adviser

Cathy

Disability

Worker

Jack

Disability

Advocate

Sushila

Disabled by cerebral palsy

Networker, personalist

Diana

Disability

Artist

Dennis

Disability. I have a disability, I
am not disabled

I’m a chameleon

Dealing with Discrimination
The participants all had large social networks and looked to the same
social goals as non-disabled peers. This did not come easily. Discrimination was
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present in a variety of forms. No doubt some practices had unintended
consequences, but the effect was devastating.
Dennis wanted to end his decade long hospital stay, marry and move into
the marital home with his wife. He required a ventilator [mechanical respiratory
device] for daily home use. As the polio epidemics had waned following the
introduction of Salk vaccine, the production of new respiratory equipment had
declined. They became more expensive and hospitals delayed their purchase.
Fairfield Hospital had;
earmarked a ventilator for me. [but a sibling deteriorated] I had one choice,
give it to my [sibling] or let [sibling] die. Didn't have any choice did I? Well I
hadn't got the ventilator yet. I went to my home with the iron lung [bulky old
fashioned respiratory assistive technology].
Sexuality, reproduction and parenting raised many issues of selfdetermination and the right to respect. Anna and Beth were both employed at the
time of their impairments and had active professional and social lives. Very soon
after receiving the news of the permanence of their impairments, Anna and Beth
questioned their respective abilities to continue romantic relationships. Suddenly
they were aware that their female status had altered according to the norms of
the 1950’s era. Anna said “we were engaged. But I'd said to him ‘you don't have
to stay’.”
Beth remembered;
I was very much in love with someone….. as far as I was concerned he
was the one I was going to marry. We hadn't actually talked about
marriage and we weren’t engaged but it was just a lovely time in our
friendship……but anyway the accident happened and.....I just said to
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myself there is no way a female with a disability such as mine should
tie herself to an able-bodied man. That was my thinking then.
Jack’s mild movement disorder and slight speech impairment were
impediments to his romantic relationships. He had resigned himself to a single
life.
I didn’t see myself as disabled until I was in my teens……I’d got used to
knock backs from girls. I don’t need to be hit over the head...just back off.
Anyway when I was young I swore I’d never marry anyone.
Becoming parents brought forth exquisitely difficult issues. Janice and
Barry developed their respective romantic relationships. Both couples wanted
children and both sought advice from the geneticist Dr Danks. Dr Danks told
Janice “Don’t let porphyria stop you having kids.” Her children did develop the
same condition. He told Barry and his fiancee “take the risk.” One of their
children was physically impaired. Neither Janice or Barry regretted having
children. Cathy became pregnant but miscarried. She was further distressed by
her doctor’s unsympathetic question “what do you expect with your condition?”
Janice entered a marriage which turned out badly. She lost custody of her
children because her husband used her porphyric episodes against her.
It turned out he was just a rotten drunk. But I’d married him and had a
baby and then we had seven years of court cases because he used
porphyria as an excuse to have the baby arrested in Tasmania. Actually
he got away with it. It was awful. And we won! Everything he said was
blown out of the water but it took seven years of shit to do it.
Beth was a nurse and relied on that valued role. When Beth went to Stoke
Mandeville (British spinal rehabilitation centre) she was very pleased to be
treated well in three different roles, as a colleague, as a paying customer and as
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a model for other spinal cord injured patients. She also wanted to use
rehabilitation information for others.
I think I was treated very differently…..Laughs…….I wasn't on the health
system. They gave me the freedom of the hospital. Because they knew I
wanted to learn a lot and they knew I was a nurse and I wanted to go back
and teach about it. And they gave me the freedom of the hospital and
access to all patients and histories…..It was the most wonderful thing! Oh I
learned a great deal. I attended all the postgraduate nursing lectures they
had.
Cathy pursued her social goals. As she matured she had fought to get free
of the sheltered workshop and sheltered accommodation future mapped out for
her by disability service providers.
I had to go through a panel after-school and they made the decision about
me going to the workshop. I always had a vision that I would do my own
thing.
Cathy did leave the workshop and hostel, married and bought a home with her
husband, then took up voluntary work before moving on to paid work and related
studies.
Development of Adaptive Strategies to Circumvent Obstacles.
While reflecting on their ageing processes participants described the
importance of developing adaptive strategies to overcome or work at the
reduction of obstacles which got in the way of their social goals. Like all
participants Diana wanted peers to accept her for herself and not just as a
tolerated person with disability. She thought a lot about her experiences and
subsequent roles in various social groupings. She found that a successful
presentation of a role was very important to being accepted by others.

165
I’ve always found with people if they want you because you're good
that just kills the disability issue. If you’re shy and your self-esteem isn't
that great, and a whole raft of things that might be disability related, there
is going to be less interest in you. You have to be better than, it's a
feminist thing too, I think the struggle is to be better than to be as good as
most times. Disability is exactly the same. So I would be proven as fast as
I could match and equal.
Dennis knew he was expected to die when, at 21, his ability to breathe
went downhill. He sought medical help but felt their self-fulfilling prophecies
dictated their disinterest. “You don't live beyond your teenage years… 21, isn’t
that the life expectancy [for muscular dystrophy}?” Even his peer group of youths
with muscular dystrophy had accepted they were all destined for early death.
I’ve seen people with MD get themselves to a spot when
they’re…..actually…these are ones with Duchenne..…betting on who is
going to die first which is the reverse of what I do.
Dennis decided he had a right to live.
I was also looking at ways of getting help… and the medical fraternity
weren't about to help… it was only through sheer survival… and the fact
that my parents weren't going to just let me die.
Jack had to work to support himself but he was faced with increasing
physical restrictions as his body wore out during heavy farm work. He adapted by
embracing opportunities as they occurred. For example joining a Young Farmers’
Association opened up unexpected potential in him.
When I was with Young Farmers I used to write reports which went in the
local paper. I borrowed a camera and I started doing family pictures and
some were published. I bought a cheap camera and I started to build up
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my confidence in doing photos for the Weekly Times. I taught myself.
Then the phone started to ring because I had this byline in the paper. I got
a lot of orders. In those days photographers just started off doing it
themselves. Nowadays there are courses at RMIT (Royal Melbourne
University of Technology) and others. I did a couple of friends weddings. I
was still working at the farm. I did two jobs. I said to myself ‘I can't do this.’
So I went into photography full-time.
He furthered his skills by searching and reading any useful information.
Unpaid voluntary work.
Another way of developing a positive social identity was to reach out and
help other people by undertaking unpaid work on behalf of oneself and others.
Despite Beth’s discomfort with being labeled as disabled, she volunteered
for many years to mentor new patients in the Austin Hospital Spinal Unit. The
Unit was revamped in the 1960’s under a medical director taught by the
rehabilitation specialists at Britain’s Stoke Mandeville Hospital.
He (Dr David Cheshire) said "… can I use you as a resource please?" And
I said "yes I'm very happy to do that."…….in the evenings to see people,
new patients that it would be a help to them working out their role in
society totally normal and independent life.
Denis had many episodes of illnesses as well as living with muscular
dystrophy. A disability service provider started a recreation group for youths like
him and he joined.
My activities and getting out ... that kept my sanity. But as I got older … I
was also beginning to contribute. People saw that I had more ability to do
stuff comment and that. And the more I got known... and because of that I
got asked to do more stuff.
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Denis was paid for his efforts very rarely. “I even did a lecture to interpreting
students at RMIT one year …that paid 50 bucks….that was my first wage. Which
was a big boost to my ego. That was a big thing.”
Sushila finished matriculation in 1970 but was advised she would not be
suited to a sheltered workshop or university. Sushila used a wheelchair for
mobility and had severe coordination and speech impairments. “I was painfully
shy…….. to go to university would be too big a jump.” So in 1980 she went back
to do what was then called a Tertiary Orientation Program, then moved on
through a Bachelor of Arts and a Diploma of Community Welfare. During that
time Sushila became involved in systemic disability advocacy and sometimes
picked up related casual work.
When Anna’s children were old enough, she then became involved in
voluntary work in adult literacy which led to paid employment in that field. “I used
to work with the difficult ones, some that couldn't go in a group straight off
because they were so scared.” It was a path to employment for Anna. As well as
moving into teaching Anna was heavily involved in assisting her local church and
related groups.
Lack of Funded Community Based Support.
For many decades there was no system to assist with payment of
impairment related expenses. Wheelchairs and other mobility aids were a
rebatable tax concession. If the individual didn’t pay tax, then essential
equipment had to be paid for by charitable trusts, fundraising appeals or family.
Reflecting Australian statistics, a few respondents never achieved physical
independence from their families. The pressure on families to continue caring, put
great strain on them. Some form of institutionalised care was the only other
option.
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Dennis’ breathing deteriorated at age 21. His parents were exhausted
by manually assisting his breathing and by having to care for four other children,
two of whom were also impaired. It was 1976 and there wasn’t any Government
funded attendant care or disability support programs. Dennis was admitted to
respite care run by a disability service provider.
I went to bed the first night and couldn't breathe... got up in the next half
hour... and sat in my wheelchair for the next week or two. My only aim was
to survive till I got home. I gradually put myself… in a state of half sleep
half awake…all the time through that period. My aim was to keep
breathing.
He was admitted to the respiratory unit at Fairfield Hospital.
They put me in an iron lung…I didn't stay awake [although] I knew about
iron lungs…I knew about coffins…that was my view of an iron lung…yeah
I wanted to wake up and see what was going to happen… but I went in
and they turned it on and I went out like a light.
After that crisis he and siblings stayed at Fairfield for years with short periods at
their parents’ home. Dennis searched for scarce assistive technology and sparse
community resources to enable his parents to cope with the needs of those adult
offspring with impairment.
Meeting the Stress of Managing Impairments while Confronting Identity
Challenge
The participants have intellectual flexibility which has enabled them to
develop adaptive strategies to circumvent a series of obstacles to goal
achievement. This is relevant to comprehending their approach to ageing. At
times their reactions may not be fully understood by others and they may be
perceived as denying impairment. Suppression, compartmentalization and
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dissociation are more accurate words to describe their concurrent
management of emotional and physical stress and pursuit of goals.
Emotional stress was partly caused by discriminatory practices common in
that social context. The built environment often was not designed for people with
mobility impairment. Diana wanted to be just one of the employees and did not
broadcast her mobility impairment. It was very difficult for her to walk up and
down stairs. She didn’t share her physical concerns with others because she
didn’t want to be labelled as disabled.
You'd miss out on things. Like sometimes they'd all rush out and have
lunch together and they'd say "are you going to come?" and I'd say "no"
which seems like you were being a snob or something. It was down 20
odd stairs and along a difficult street and up into a cafe and back out
again, so those opportunities would be lost.
New coping strategies were developed as people matured and dealt with
identity issues which emerged from life experiences. Impairments did not go
away and ultimately people had to incorporate their physical differences into their
self-concepts. They may not have used the word "disability" easily at first but they
did adapt to and make allowances for restrictions imposed on them and others by
an unthinking society. Assuming some element of the social sequelae of
impairment, i.e the notion of disability, did become part of their identity,
participants wrestled with correcting the attitudes of others. Participants adapted
to changes by learning new skills and modifying their personal goals. They
became involved in teaching about their knowledge fields and about living with
disability. Many became involved in voluntary work to assist others. Some took
on advocacy for people with visible and invisible disabilities and thus acted as

170
role models for others struggling to come to terms with impairment and
disabling experiences. Supportive legislation assisted their adaptive tasks.
Given the social context in which people were situated at the time of
developing coping strategies, people reacted differently when they became
aware of how the society around them reacted to permanent impairment, they
became aware of social barriers to achieving their goals. They persevered
despite hardships. Some people didn’t accept limitations imposed on them. All
developed coping strategies to enable them to achieve their goals albeit goals
adapted to meet the new physical reality.
Children who were impaired reported an awareness of a status different to
that of their non-impaired peers. Their accounts demonstrated people impaired
as children went through serious identity challenges once they started comparing
their experiences with those of their peers. As a teenager Janice felt acute
embarrassment when explaining the disorder of porphyria to her friends.
It was also fun if you were going out with people, you know at what stage
during the coffee or afterwards do you say ‘yeah well I've got a genetic
illness that can be passed on and make me acutely ill and send me mad.’
Dennis rejected the label of disability as he perceived that label and the
label of his medical diagnosis as limiting his potential.
I don’t want to be put in a box because when you describe yourself as one
thing that limits what you can achieve and everybody thinks that that
describes who you are. I am a multi-faceted human being. I’m a
chameleon. I remain who I am but I adapt to changes in the environment
around me.
Barry was employed despite being unable to write by hand. He had faced
some difficulties from teasing at school. Sometimes his employers had
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challenged his clerical abilities. “When I started with the department, the term
came up that I was unemployable and that sort of didn’t go down too well with
me.” He went on to work for twenty years. When asked if he saw himself as part
of a disability world he was ambivalent. He said “I suppose I believe I’m in it …
but not separate.……one who knows what he's talking about.”
Dissociative techniques.
Each participant developed ways of glossing over their impairment or
functional deficit. This process assisted in minimising the challenge to their
chosen projected identity. Each person was really proud of what they had
achieved. These three factors are a key to understanding how the participants
perceived ageing.
Life was more difficult for participants than their non-impaired peers. At
first I thought people were denying their difficulties and forcing themselves to
continue in their chosen roles and activities. Denial is often used glibly to explain
why a person with impairment goes on to achieve a life goal despite professional
advice that the activity may be physically harmful. Denial has been interpreted, in
that instance, by the non-disabled, as a defence mechanism against appreciation
of corporeal reality. This interpretation of denial as a defence, against realisation
and acceptance of a physical catastrophe, is a red herring leading the nondisabled away from a better appreciation of individuals’ reactions. Denial is one of
those terms often used by the non-disabled to describe the person with
impairment who doesn't seem to accept an altered role in life congruent with
other people’s expectation of limited physical ability. Acceptance is another word
used loosely by non-disabled people to describe a person with impairment who is
apparently resigned to a restricted physical life.
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It took a long time for me to put aside the psychological concepts
learned during my career and to interpret accurately what was being said. The
participants were not using denial. They were well aware of their new physical
limitations. All were very task focussed on continuing their social roles. All were
accommodating their limitations as much as possible. There was little help from
various levels of government until the International Year of Disabled Persons
1981.
These people had always faced real physical obstacles of pain, weakness,
uncoordination and stress. Continuing their goal directed activities must have
needed considerable intellectual and emotional effort. Cathy’s cerebral palsy led
to problems with her hips as a young adult.
My hip trouble came on when I was in my 20s. I’d get pain. It was terrible.
My hip didn't have much strength. It was the way I was walking. I just had
to cope.
Anna married and had children after her polio attack. She said;
I've learnt if you can't do one way you have to try something else. I knew I
had limitations but I …that doesn't describe it completely. I knew what I
could do and I knew what I couldn't. I knew my limitations and I tried to
work within them. If I got tired I got tired that’s it.
While Jack was setting up his trade as a photographer he was also stacking and
driving trucks and trailers for the family farm. As a young adult he was wearing
out. “I started getting back and neck pain. When [my dad] needed me I was there.
The work was hard on the farm and I was absolutely done at the end of the day.”
The effort to minimize attention to pain or stress so individuals could
pursue their interests, may well have involved a dissociative trait or mechanism,
or compartmentalization or suppression. Relevant literature is discussed in
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Chapter 3. It is sufficient to say here that dissociative experiences or
reactions are characterized by a compartmentalisation of consciousness so that
there is some disruption of events such as emotions, physical activity, identity, or
perception of the environment that would normally be processed together
(American Psychiatric Association, 2000). Dissociation can be perceived on a
continuum from normal to pathological. It can also be viewed as a personality trait
(Waller, Putnam & Carlson, 1996; Putnam, 1997). Normal dissociation can occur
without being maladaptive (Waller et al, 1996; American Psychiatric Association,
2000). For example an individual can suffer an accident but not feel emotion or
shock until the incident has been handled sufficiently to reduce danger. Anna
described the creeping paralysis of an attack of poliovirus. When asked if she
had had any respiratory weakness at the time, she replied “No I didn’t have any
trouble breathing at all.” Her partner interjected “first 48 hours they thought she
could have died.” There was silence. “But I didn’t” Anna said and laughed. “I
didn’t think I was going to die.”
Suppression can be another way of dealing with painful reality. Janice had
tried to forget the first time she was diagnosed with porphyria but inevitably she
dealt with her earlier physical state and feelings.
What happened was 20 years later I did a yoga relaxation and somebody
said the word ‘pain’ when I was in it, and I went muffled scream and I
started having flashbacks.
Suppression may not be a very successful strategy as it has been implicated as
an aetiological factor in depression or generalised anxiety (Purdon, 1999).
Feelings of anger or distress may break through. Diana and her mother were
both affected by polio virus. Diana described her mother’s anger and her parents’
refusal to allow Diana to express the same frustration.
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Mum…would have this terrible temper. It was very strange but every
morning she was in a dreadful fit of anger all morning until she had a cup
of tea. And the reason was that she ‘had a lot to put up with’. That's what it
was called. Not disability. She had frustrations and we needed to
understand. And I at a certain age thought ‘but I have those frustrations
and I'm not permitted to express them in an ugly way like you do.’ And she
still does and I still don't.
Beth had separated her impairment into a small private part of her life. She
chose not to be employed in a position working with similarly impaired people.
When I was doing my diploma of nursing education we had to do
placements. And one of my placements was the Austin. [The] medical
director said to me when he found out what I was doing there he said ‘I
want you.’ And I said ‘you can't have me. And he said ‘why not?’ I said
‘there are two reasons I do not wish to work in a spinal unit in a
hospital….It's like looking in the mirror all day. I wish to work in just a
normal setting among normal people.
Compartmentalisation is an interesting feature shown by some
participants. It was demonstrated as a strategy to contain difficult circumstances
by Denis who was faced at one time with his physical deterioration, his hospital
accommodation was being withdrawn, and domiciliary care wasn't yet funded. He
saw himself as a husband and extended family member who was capable of
living in their own home with his wife.
I was becoming incapable of doing anything for myself. If I didn't have my
family I’d die. If I didn't have [partner’s] family I’d die. If I didn't have the
hospital I'd die. So I ticked everyone either in a separate box, the hopeful
and the hopeless. Separate box I could manage that. So it's all
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compartmentalised. And wherever I was that’s what I dealt with. I'm
here! It worked because I didn't… if I had allowed the hospital [negative
thinking] to enter my home then I would have lost control.
However hard Beth tried she wasn’t always able to keep her boundaries clear.
Beth enjoyed her perception that her students, friends and colleagues treated
her;
just exactly the same. They treated me like anyone else. And they said ‘we
don't think of you as being any different and we don't think to say “can we
help you.” And I said ‘why should you?’
Beth’s façade was breached during the International Year of Disabled Persons
when disability was publicly discussed. She directed her anger to the person she
believed was responsible. It threatened her identity as a physically and
psychologically independent woman professional.
It was emblazoned across the papers…..where Elizabeth [Hastings, then
on the Executive of the Victorian International Year of Disabled Persons
Committee, later becoming the first HREOC Disability Discrimination
Commissioner] she put out that we were treated as third class citizens and
people looked down on us when we were out in public and patted you on
the head … I was incensed! Nobody’s ever treated me any differently! Or
anybody else! And I don't go along waiting to see how people react to me
in the supermarket or in shopping centres. I just get on with what I'm
doing. And I try to look pleasant as one does!
Beth was still angry when she told this story decades after the event. She had
tackled Elizabeth crossly.
I said ‘look there are many others like me who don't feel this way at all. We
don't feel ill-treated or discriminated against……I said if people touch me
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on the head or shoulder or wherever it is to get my attention not to
patronise me!’
The relationship of self-esteem and compartmentalisation, discussed in
the Literature review indicates that compartmentalization has hidden costs
(Showers & Ziegler-Hill, 2007) as demonstrated in the following examples.
Although participants in this research were sometimes uncomfortable with the
social devaluing of disabled people, and often chose other descriptions of
themselves, they were all proud of what they had achieved despite their
impairments. Their self esteem was boosted by achievements but this positive
self regard was fragile. This finding is in accord with the findings of Showers et al
(2007). People with evaluative compartmentalised self-concepts have positive
and negative attributes separated into distinct aspects of the self (Showers,
2007). Positive aspects reinforce the individual’s self-esteem. If negative
attributes are dominant the Individual will have low self-esteem. So an individual
may describe part of the self as positive and part negative. Compartmentalising
may render these personalities as less stable or vulnerable to bad experiences,
than people with integrative self structures (Showers, 2007).
Bad experiences did test many participants. Sushila got her Bachelor of
Arts then went on to study community development. She married and became a
very active advocate in sexual counseling for people with disabilities and
disability rights. Sushila got casual work on various advocacy projects but was
very upset when the Kennet Liberal government slashed the funding for some
advocacy organisations with which she was involved. She felt the lack of
recognition of disability issues and of disability advocates very personally. Sushila
thought the loss triggered her last depressive episode ‘It damaged a lot of us.’
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Integrative personalities contain a mixture of positive or negative
information garnered from comments and statements made by people around
them. They are more easily able to maintain a positive mood because they are
able to access positive information to outweigh negative self beliefs (Showers,
2007). Their self-esteem is more stable (Showers, 2007). This is particularly
relevant to participants in this research because they grew up in a culture which
rejected physical difference. They minimized negative aspects of themselves in
favour of accentuating the positive. Cathy’s cerebral palsy had caused hip pain
and increased mobility difficulties. Nevertheless she asserted her right to selfdetermination and rejected a service providers’s plans for her future. Cathy left
sheltered accommodation and employment and moved into the community and
marriage. Positive experiences outweighed negative aspects and Cathy became
more confident in her judgments. Then her first husband got cancer. Cathy had to
care for him and advocate for his rights to good treatment. “I think I’m more
assertive now I've had to go through the death of a partner. “
The next section explores the changes in coping strategies as the
participants’ matured and their physical stressors increased. Acknowledging
disability was difficult for all but all had coped. As participants were reflecting on
their lives, they did talk about negative experiences throughout life. Using
compartmentalization was not always useful in maintaining psychological
equilibrium. The participants used their skills and knowledge from past
experiences and emotions to develop more mature coping strategies.
Adapting to Increased Impairment, Further Development of Coping
Strategies, Including Learning New Skills
This section explores how participants adapted to impairment progression
at the same time as maintaining their most valued social roles. While reflecting
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on their impairment progression and also possible effects of ageing
processes, participants described their confusion about causal factors involved in
their physical deterioration, see Table 9.
Some participants felt a slow loss of abilities. Diana put some of her
changes down to normal female life changes.
I met an old lady in the street a few years ago and she said to me .. "it all
started with menopause" and I have to agree with her. Yeah I think it’s
rotten….you lose your vitality through menopause. .. I’ve been forced to
take up HRT [hormone replacement therapy]. I was just not coping…I
wanted not to take them. I wanted to be drug-free but in the end the
difficulty of the discomfort had such a big impact on work and on sleeping.
Later she read about post-polio syndrome and realised that was related to her
functional loss.
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Table 9
Attribution of changes in physical impairment
Person

Additional health concerns

Do you think
these changes
are due to
impairment?

Do you think
these changes
are due to
ageing?

Alfred

Weakness 1969. Hand/arm tingling
1970’s.
C5-6 laminectomy 1981 (operation on
spinal bones of the neck).
Irritable Bowel syndrome.
Hypertension.

Not sure

Not sure

Not sure

Not sure

Not sure
Not sure

Not sure
Not sure

Anna

Weakness in shoulders.
Hypertension.
Susceptibility to respiratory infections.

Not sure
Not sure
Not sure

Not sure
Not sure
Not sure

Beth

Osteoporosis with multiple leg fractures.
Hypertension.
Breast cancer episode.
Glaucoma.
Hand arthritis.

Not sure
Not sure
Not sure
Not sure
Not sure

Not sure
Not sure
Not sure
Not sure
Not sure

Janice

Weight gain.
Loss of some leg reflexes. Neuropathy.
Exhaustion.
Excessive visual ‘floaters’ affecting
vision.

Yes
Yes
Not sure
Probably

Yes
Not sure
Not sure
Probably

Barry

More shaking.
More stumbling.
Recent diabetes.
Physically slower.

Yes
Yes
No
No

Not sure
Not sure
Probably
Possibly

Cathy

Physically slower.
Bilateral hip replacements 2002-3

Not sure
Not sure

Not sure
Not sure

Jack

Shakier.
Hypertension.
Migraine.
Back pain.

Not sure
Not sure
Not sure
Car accident

Not sure

Sushila

More muscle rigidity
Depressive episodes

Not sure
Not sure

Not sure
Not sure

Diana

Weaker.
Less mobility.
Lack of endurance of effort.

Yes
Yes
Not sure

No
Maybe a factor
Maybe a factor

Dennis

Getting weaker.
Hayfever.
Bowel polyp.
Possible heart failure.

Not sure
Not sure
Not sure
Not sure

Not sure
Not sure
Not sure

Other respondents were made suddenly aware that they were vulnerable
to loss of their normal abilities. Alfred had been working away and attending
conferences. He had experienced ‘gradual’ weakness for a while but suffered a
sudden loss of strength in 1969 when he was 50.
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I had been up in Sydney…got back again …this was when the Airport
was not Tullamarine but Essendon. I found it was a hell of a long walk
from the aeroplane to the front of the building and at one stage I realized
that if I didn’t stop and lean against the wall I’d fall down…and I think this
was you know, the first signs of post-polio…..there was a significant
change.
Participants were confused about the cause of their functional decline.
Some saw negative changes as due to their impairments. Some began to
experience physical changes during middle adult life. In her early thirties Janice
went overseas and returned unwell.
I came back exhausted and anaemic and …for a couple of years I was
really, really sick. I had about a five minute activity span and I had a sixyear-old. It had all the classic, classic, classic [signs of ] porphyria… you’d
go to hospital and they say "this is serious, this is serious" and work on
every test under the sun. They’d all come back negative "Oh well it can't
be porphyria….we don't know what it is, go away."…….now I know it's
always porphyria. Porphyria acts in mysterious ways… I think after every
one you don't quite…….[recover].
Anna was a busy mother and volunteer tutor. She had to manage fatigue
from her childrearing days. Anna learned to take a day’s bedrest to re-energise
herself.
I knew I had limitations but…..that doesn't describe it completely. I knew
what I could do and I knew what I couldn't…….no, no it's not [denial?] it's
just I knew my limitations and I tried to work within them. If I got tired, I got
tired, that’s it.
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Anna found she had to pace herself later in life. “These days I stop. I’m very
good at saying no.”
Unlike other respondents, Cathy thought she was better physically now.
She had bilateral hip replacements. Cathy thought her previous difficulty in
walking was due to both cerebral palsy and ageing.
Once [I] could do things much quicker but now I’m slower…but I’ve had my
hips done so I can walk better and walk a lot further…I am safer walking
so I don’t get so anxious …I don’t need to wave my arms around to
balance.
By the time Diana had reached late middle age she was well aware of her
lessening tolerance of effort and fatigued easily. She left secretarial work and
took on more work hours at an advocacy position assisting the creativity of
people with disabilities.
When starting this job I had great fear I would not be able to maintain the
energy. I was really, really worried because I had gone through a bout of
something that seemed to be like adrenal fatigue. I don't know what it was.
That was just before coming into this job and I was just a wreck. It was
more than post polio effects. It was a bad thing, very frightening I was very
fearful and I was very worried I wouldn't be able to cope with the job of this
level of intensity.
Diana was able to work 15 hours per week and claim part Disability Support
Pension. At last she was receiving a relatively stable income. However when
welfare reform measures were introduced by the Third Howard Government, a
threshold was established which meant that if an individual could work fifteen
hours per week, then the assumption would be they could work longer hours and
Centrelink payments would cease (McClure, 2006; Hartman, 2006). The fact that
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Diana didn’t feel she could work more hours was considered irrelevant and
the Disability Support Pension was cancelled by Centrelink. At a time of physical
stress Diane had to seek more work to meet her expenses or reduce her life to
just survive on Disability Support Pension.
Jack, who had worked on a farm during young adulthood, has ongoing
fear he would have to use a wheelchair. He has a prolapsed spinal disc and an
old spinal fracture following a car accident four decades ago, ‘the pain varies to
numbness or pins and needles.”
Barry was retired by his employer at the age of 46. He wasn’t happy but he
recognized his physical condition had changed somewhat. When Barry was
retired he had seen small changes in himself and his impairment but he was
unsure whether the changes were sufficient to lose him his job. He had always
been unco-ordinated. “When I started to speak yes they could tell, my speech
wasn’t that precise. But my physical movement was mild.” He was fatigued but he
resented being asked to retire as though he was too old for the job. He thought
he wasn’t treated fairly because of prejudice.
It wasn’t my choice to get out. They sort of found a loophole. I was
annoyed. But at the time it was convenient without taking money into
account I was very tired and angry. I was slower at doing things, slower at
writing and I think they were conscious of that. I think I was physically
exhausted. I don’t know what the cause was.
Dennis has a variant of muscular dystrophy. He has had a functional
decline. He couldn’t distinguish impairment progression from the effects of
ageing.
I rely on others a lot more because of my needs, I’m getting weaker. It is a
mixture of both. How can you separate one from the other? I’ve always
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been concerned about my bowels, partly MD, polyp in the bowel, I
didn’t get operated on, I chose not to…....And after a near death
experience, my heart was affected, I believe, but no one will confirm it,
because they’re too worried about it being true…now I get more tired after
that incident…
In maturity coping strategies were reformed to deal with increased or new
impairments. Anger was used to energise advocacy. Social changes meant
learning of new skills, teaching about disability, positive role modeling through
paid and unpaid work; and volunteering to assist other people with disabilities.
Unpaid work of course includes parenting. Some became advocates for change
in community and service provider attitudes to disability. Disability became a part
of their identities, and gave unique value to achievements. Supportive legislation
and programs assisted, developing after 1981 International Year of Disabled
Persons, as discussed in Chapter Two.
Anger Used to Energise Advocacy.
Barry, Jack, Cathy, Beth, Anna, Janice, Denis, Diana and Sushila all
became involved with other people with various levels of impairment to advocate
or work for change in education or other factors affecting community participation.
Anger at social conditions motivated their efforts.
Jack used anger to cope with his feelings about himself when dealing with
an insult to other unknown people with disabilities. He could only do that by
acknowledging a similarity between himself and other people with disabilities. He
was aware of some injustices felt by other people.
If anything came up locally …things like access or any discrimination, I’d
throw in my two bob’s worth. That was the way [support the underdog] yes
I thought. It's my way of saying I'm not like you buggers.
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Jack became incensed at an argument people with cerebral palsy were
having with the Spastic Society. Staff members at the Society had been sacked
for enabling severely impaired clients to develop relationships and have sex with
their chosen partners. He was torn between supporting people with disabilities
and remaining quiet about the social effect of ‘coming out.’
I had to do something about that but I didn't want to carry that baggage
back into my community. I’m not being entirely honest I did identify not so
much as disabled, I identified with people with cerebral palsy.
He had letters published in various newspapers. Soon after he met and married a
woman with disabilities who was passionate about disability rights. Jack joined
citizen controlled systemic advocacy groups and had to revise his previous
distance from his disability. “During IYDP [International Year of Disabled Persons]
I got put back in my Box [by people with disabilities]. Thought I was up myself.”
Janice was angry about the treatment or lack of treatment given to people
presenting to acute care hospitals with porphyric symptoms.
The usual presentation is abdominal pain. Neurovisceral pain. And it goes
on and on and on. Until it is stopped. Now the way it is stopped is to
remove the precipitators… and get haemarginate [treatment]. Which is
bloody obvious but incredibly hard to do [get diagnosed and treated]. If it is
not treated it progresses... straight to confusion and panic attack. Nobody
has to get to that stage……But the usual thing that happens is that you’re
refused treatment because you're ‘faking’ it or ‘doing it for drugs’ …or
you're just deranged. The [available] testing’s unreliable. I've got
neuropathy years ago [as a result of inadequate treatment] but that’s that’s
minor compared to everything else.
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Janice tapped into the anger of others when she joined a porphyria support
group which developed into the Porphyria Association. The Porphyria Association
called a meeting.
There were 12 people sitting around the table and everyone in the room
had wanted to sue or had made a formal complaint… independently and
individually against the fellow [known as] Melbourne's expert. Now this
expert… didn't just refuse them haemarginate [medication],…... literally
didn't even tell them it existed for years, even after it was standard practice
elsewhere.
Cathy had determinedly pursued community living. She became very
angry when she struck unexpectedly insensitive attitudes when her partner was
terminally ill. He had pre-existing speech and mobility impairments and used a
CAUS [Communication rights Australia] chart, which is supposed to be used by
health professionals to work out what the individual is saying.
It was developed for use in the hospitals. It was meant to be on the bed
but half the time it was put in the folders and never used. He had cancer of
the oesophagus (food pipe). There were some times they didn't
understand him.
Cathy assisted his communication and pointed out the chart to new staff. Peter
was admitted to hospital in his last few days.
Peter was sitting…in a wheelchair. His shoulder was hurting him. He’d just
had radiation. He had pain level 2. I was there. The nurse came in [and
Peter] asked to go back into bed. Before he could say anything she
grabbed him nearby the shoulder. His pain level went to 9 and he had to
have an injection to kill the pain.
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Cathy has since taken every opportunity she can to educate health
professionals about patients’ rights and their obligation to find a way to
communicate with people with speech impairment.
Learning New Skills.
As they matured and found some goals not within their reach, people
learnt new skills and modified goals. Diana, who walked with calipers and
crutches, had great difficulty finding work in Melbourne due to architectural
barriers. She trained in art and got work in the USA but when that work ran out
had to return to Australia where she found little work for artists at venues she
could access.
I've been an artist and run that career concurrently with whatever I could
get. I've done teaching of tertiary colleges, art classes, unfortunately all
unacceptable, the courses they offered were upstairs.
Diane adapted again and trained in office work so she could support herself.
Secretarial work was a nightmare. I did the course. I had weakness in my
hands and arms so it was much harder to pick up the speed in typing and
become good… in the end I did get jobs with it.
Anna had residual weakness in her legs and shoulders from polio. As her
children grew up Anna began home tutoring.
I haven't gone on and got any degrees because I had a family to raise and
I just couldn't make the effort but what I did, and it came by chance, I
started getting back to teaching again because [my partner] said one day
‘look I've got this boy who needs help…’ so for six years I tutored at home.
Anna’s interest then extended to adults with literacy difficulties and she did further
training.
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I worked as a volunteer for a year and then a [local] group started up
so I trained to work there. Then they asked me to coordinate so I
coordinated for two years. We had our migrant group. We had our maths
group, English, oh everything. Then I used to work with the difficult ones,
some that couldn't go in a group straight off because they were so scared.
Janice found she benefited greatly from further education to help with
advocacy. She had tried to go back to study earlier in life but was interrupted by
porphyria related illness and childrearing. Janice worked as a public servant
before traveling overseas. She came home to live interstate, had a second child
then tried study again.
Then in my 50s… when I actually went formally to [university] in ‘96 that’s
when I was given the tools for research and …guidance...it was brilliant. It
was like gold. I was doing a science degree but [an offspring] got sick and
that went on the backburner.
Her children’s medical needs and a drive to do advocacy pulled her away from
further formal study. Janice had no time to finish her studies so “I got my
Certificate for Academic Excellence.” One significant strategy used by Janice,
during illness episodes with associated confusion, is to show her Certificate of
Academic Excellence to emergency medical staff. She does that to prove she is
not normally confused.
Beth worked as a nursing teacher all her professional life. During her
career Beth studied special education in her own time. She had been voluntarily
mentoring newly injured people and wanted new skills to assist her work.
I wanted a change … and I thought it would be rather good to perhaps get
into the field of disability care with speciality towards sexuality…and the
needs of disabled people in this regard. We are not asexual, no different
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from anyone else. We've got to…accept the fact that our needs are the
same as everybody else.
Barry worked for much of his adult life as a library technician, took up
scouting, and he and his wife raised two children. One child developed ataxia and
was educated in the mainstream. Barry didn’t want to see his son’s abilities
overshadowed by his disabilities so he developed his concept of ‘dis-Ability’.
Barry turned his attention to tourism by people with disabilities, did relevant
courses, got a Churchill fellowship to go overseas and established a small
tourism company. He adapted. “At school I found ways of doing things….at
school my writing wasn’t good, so I’d adapt….whether I’d ask people to do that or
whatever, it’s a form of adapting.”
After Cathy’s partner died she had to find a way to cope with living in the
community while grieving.
I had to keep going. I came pretty close to residential care. Then
something said "if you don't pull yourself out of this you'll lose everything
you've got." My independence. No way was I going back to be six years
old again without control. We bought this house and I didn't want anyone
to take it away from me.
Cathy adapted new ways of managing. She went back to work, she studied, she
had a second hip operation and she kept up with friends. “Yes I do see
challenges. Two or three times they said you won't survive. I knew deep in my
heart that you have to keep yourself going to survive.” Three years later Cathy
married again.
Diana decided to consult Polio Services Victoria for aids to daily living. She
also decided;
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I'll stay on HRT a bit longer. I’m on it for bones as well. It also helps
with muscle strength too……I’m a real vitamin freak. I do have something
called ‘cell salts’ a naturopathic [remedy]… They give you vim and pep.
Sushila practised healthy nutrition and wholistic complementary therapies.
Teaching, Role Models and Positive Roles.
Teaching and role modeling were strategies the participants employed
when working with others on specific tasks or in relation to educating people
about disability.
Alfred married and the couple had children. He became firmly ensconced
in his research career and worked intensely. “I mean while there were nominal
ending times 6 minutes past 5 when you closed down…that didn’t mean very
much …people just went on…[very exciting] yes.” He also supervised
postgraduate researchers.
Anna had calipers and elbow crutches and wasn’t as mobile as other
mothers so she contributed in other ways, and thus modeled other strategies for
being involved with her children and their friends.
I have always been involved with things. When the kids were at school I
couldn't do the tuckshop you know so I did the rosters and I did things with
the Church and had the [Church] girls [teenagers] group they used to
come here [on] week nights and do all their activities… Look I’ve just been
part of everything, although now I'm not.
As part of adapting to their impairments and identity challenges some
participants became able to share their experiences with similarly affected
people, thus achieving a level of camaraderie.
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Supportive Legislation.
It would take another thesis to explain the positive influence of rights
based legislation including the Commonwealth Disability Services Act 1986, the
federal Disability Discrimination Act 1992 and the Victorian Equal Opportunity
Acts 1984 and 1995. Other measures gave direct or indirect financial assistance
in helping people with impairment to declare their membership of a formerly
devalued population of people with disabilities. Federal Social Security
payments, now known as Centrelink payments, provided money directly to the
indigent. The use of indirect payments included the Victorian government’s
development of the Multi-Purpose Taxi Program. Victoria also contributed to
successive Commonwealth States & Territories Disability Agreements and took
over responsibility for programs for in-home, equipment supply, and some
community-based accommodation.
The participants had all worked hard and many carried on working
voluntarily as they aged. But they were getting older and losing some functional
ability. They began seeking help. The next section discusses the participants’
perceptions of any differences and whether these differences were attributed to
impairment progression or ageing or both.
The Experience of Ageing
This section explores how participants viewed ageing. A significant finding
is that they were well aware of ageing but saw new health conditions primarily as
due to their impairments. As all research participants got older, they noticed
negative changes in their general physical abilities. Sometimes the deterioration
started early, sometimes it happened at a time when the effects of ageing might
be expected to begin. As negative changes had occurred, respondents were
asked about their attribution of those differences to any causal factor or factors.
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People were largely unable to determine whether their decline was due to
ageing or impairment progression, or both, or something else. Participants were
asked where they had sought advice on managing their impairments and new
conditions. Table 10 sets out their responses and the sort of advisor from whom
information was sought.
Janice couldn’t distinguish between her primary impairing condition and
ageing health issues.
I’ve had porphyria so long I can’t see it separately. To me in my mind
everything is …time. I don’t separate it and to me the separating only
confounds the issue. You deal with the function of where you’re at and
what you’ve got to work with, who cares where it comes from?
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Table 10
Advice sought on managing impairment and ageing issues
Person

Medical or
Impairment
Specialist

Year

Aged
Care
Service

Local
doctor

Complementary
health remedy
or practitioner

Geriatrician

Alfred

Polio division
Fairfield Hospital

1969

‘council’
OT

Yes

No

No

Neurologist,
Neurosurgeon

1981

Polio Services
Victoria

2000?

Anna

Polio Services
Victoria

1990’s

No

Yes

No

No

Beth

Spinal Unit Austin
Hospital

Yes
retirement
village

Yes

No

No

Janice

Rehabilitation
service

2006

Yes Only
for aids

Yes

Yes

No

Barry

Neurologist

2001?

No

Yes

No

No

Diana

Polio Services
Victoria

2005

HACC
service
Home
Help

Yes

Yes

No

Dennis

Muscular
Dystrophy clinic
neurologist

10
years
ago

No

Yes

No

No

Cathy

Orthopaedic
surgeon

2004

HACC
service
home
help

Yes

No

No

Sushila

No

HACC
service
home
help

Yes

Yes

No

Jack

No

No

Yes

No

No

Barry talked about the need to review the driving skills of older people. He
did have decreased coordination or ‘shaking’ symptoms. He wasn’t sure whether
his driving skills needed to be reviewed, or the reason why a review might be
useful. “[If I had my licence taken away] I’d be very angry. It’s like cutting off a
person’s arm isn’t it. But no, I can see the day when maybe I’ll give up my
license.”
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Respondents sought advice on managing increased health concerns
but there was no central specialised source of advice for most impairments. As a
result people consulted a range of medical and allied health professionals,
complementary practitioners and peers. All thought their impairments were
worsening. They were experiencing impairment progression, the occurrence of
new weakness, pain or fatigue leading to functional decline, and some effects of
ageing. Impairment progression is not part of normal ageing (Thompson, 2004).
People who are ageing might also have conditions often referred to as lifestyle
derived such as obesity, arthritis or expression of genetic disorders such as
diabetes (Beers, Jones, Berkwitz, Kaplan, & Porter, 2000). All participants had
experience of ageing of significant others. As a result all had thought about
ageing and had developed strategies to ward off or cope with negative changes.
Later Onset of Functional Issues.
Some people had altered physical states around about the time they were
getting older. The causal factors in these late onset changes were very unclear.
Other participants also developed new or increased health or impairment
conditions at a later time. Janice has had to use a walking frame for some years.
She felt she had intertwined problems.
Well mine is weight, and it’s kind of related but not. Yeah but if I could walk
more then I’d be thin. [I don’t walk] because I’m not as fit – it’s cyclical and
because I can’t do it anymore. [not joints] No it’s fatigue and unsteady, I’ve
got no reflex in my knees. I went to a neurologist recently and he said that
for half the interview you shook and the other half you didn’t have the
shakes and I have not seen this before, I don’t know what it is I’ll go and
look up and will write down as a baseline to mark you off at. No it’s not
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stress. It’s exhaustion and when I get physically tired I get quite a God
awful shaking.
Beth, the nurse teacher, had quite a steep decline in her physical
Independence once she moved into her sixth decade.
I first started thinking about ageing when I discovered that I’d worn out my
shoulders. To the extent that it was impossible for me to any longer push a
manual wheelchair,…to be able to lift myself out of bed and off the toilet. I
started getting that way a little back in ‘97 when I fractured a leg and
ended up in spinal rehab. That was when they….. that… they gave me a
suprapubic catheter [to manage urinary incontinence].
Distinguishing the Effects of Long-Term impairment from Ageing
People were asked what they thought was the cause of their altered
physical conditions. Most people felt their physical changes were due to
progression of their impairment or related secondary conditions. Beth believed
that although she was ageing, her situation was primarily due to her injury.
I think they are related to the spinal cord injury because of the fact we
people with spinal cord injury…don't use our main limbs our legs and lower
body and we are very osteoporotic…..and so…you can break a bone…....
in fact I’ve broken that femur... just turning myself over in bed! At night!
Alfred wasn’t sure what had happened to him but he checked his
symptoms of fatigue, weakness and arm pain against the available research.
I’m not sure I believe in post polio symptoms …aah… there it is. I mean
the post polio situation is …natural if you like I mean you start off you see
behind the eight ball physically and when you're young of course you sort
of trick [simulate normal movements by using a combination of minor
muscles to replace a paralysed muscle] So you utilise what you have but
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of course it's gradually getting less than what everybody else
has…...so … really very, very gradually you know you realize what the
case is……..I certainly had …it sounded like what I’ve read about…in the
literature.
Managing Increased Health Concerns.
Participants were concerned about managing their health conditions. All
had looked for advice. Some participants sought advice for health conditions from
local doctors but a frequent comment was ‘they don’t know much…I know more
than they do.’ They developed strategies to find available information and
adapted to new physical restrictions while following their goals.
People generally felt they had nowhere to go for impairment specialist
medical advice. They did consult general practitioners, other health professionals
and impaired peers. Cathy had consulted an orthopaedic specialist and had twice
had hip surgery. Cathy had changed her general practitioner because she was
not satisfied with his advice. She relied on her network of friends with disabilities
for information about health and cerebral palsy issues. She related her reluctance
to have certain investigations, until she found out how other people with cerebral
palsy had fared. “If I had to[have investigations] I’d deal with it.” Jack had sought
physiotherapy advice for his episodes of back pain but found the pain worsened.
He has relied on hot packs and prescribed anti-inflammatory medication. “I
manage it myself…There’s no way I’d let anybody take a knife to it unless it gets
to the stage of becoming unbearable.”
Respondents with post-polio had accessed Polio Services Victoria but
hadn’t always got the service they wanted. Anna had tried to seek specific
diagnostic help without success. She wasn’t sure whether her back pain episode
was due to polio or ageing or neither.
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I had… I hurt my back once and I wasn't sure… we went over a speed
hump… and I've never had back problems and gosh I was in pain and I
thought well what will I do? Is this polio related or what? So I got in touch
with them [Polio Services Victoria] and really [they didn’t help] I was back
to my own doctor. I didn't quite know where to go.
Diana had found the occupational therapist at Polio Services Victoria gave
very helpful ergonomic advice to enable her to manage her workplace.
Barry saw his local doctor but hadn’t seen his neurologist for five years
although his unco-ordination had increased mildly. “I am happy with the GP
[general practitioner] but also I would like to keep in contact with the so called
experts who don’t know much about it.”
After his weakness increased, Alfred went to the Polio Division of Fairfield
Hospital for physiotherapy before the hospital closed in 1996. “[I’d] do physio
there…oh maybe once a week in the morning.” But the arm weakness and pain
continued. “I started getting tingles particularly in bed at night and if it got terrible I
had to sit on the edge of the bed and dangle my arm down.” Alfred consulted a
range of specialists and eventually had a laminectomy in 1981 [cervical spine
surgery] with limited success. “Just stabilized it I mean instead of going downhill
well whatever that was, was I think arrested at the time.”
Dennis didn’t see his local doctor very often. He follows a diet and health
care plan he worked out for himself “I treat myself.” He had stopped visiting a
clinic involved with muscular dystrophy.
They don’t like seeing me, they had me down as [dying]…In the early
years I didn’t have anyone. Recently they tried to get me to go to clinic at
St Vincents and all they could say was call in other doctors because I don’t
fit the mould.
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Developing her own care plan, like Dennis, Sushila had turned to
complementary medicine and alternative health practitioners. She practised
stress reduction.
Janice found advocacy very rewarding and very stressful. “Most days you
get kicked in the teeth. You do have days, and I do deliberately make myself
write a diary with a ‘Yeeha!’ entry in it. You know! ‘We won that one.’” She relied
on Yoga to get her through very difficult times. Diana also used complementary
medicine in conjunction with prescribed medication.
Coping with the Experiences of Ageing with Physical Impairments
Participants’ attitudes towards their own ageing and ageing of significant
others is explored in this section. Adaptive or coping strategies were altered to
meet new functional problems threatening their independence. Participants
wished for stability in health and for the independence to continue in their social
roles.
At a time when they were getting older themselves and coping with
physical changes, participants were also involved in intergenerational tasks. Not
only were they mentoring their younger family members, they were also caring for
their own parents. What had happened to significant others as they aged, was
very influential in moving the respondents into further adaptive strategies. There
were positive and negative role models.
Involvement With Ageing of Significant Others.
All participants had coped, or were coping with the ageing of relatives and
friends. Jack, Barry, Cathy, Alfred, and Anna had all been involved with parents,
relatives and friends who had to be placed in hospitals and nursing homes before
they died. Both Jack and Cathy experienced having to involve hospitals in the
terminal care of their spouses who had died in middle age.
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Jack was born late in his parents’ lives and always had older relatives
around. When Jack’s parents were no longer able to cope at their home, first his
mother and years later, his father had to be admitted to aged care facilities.
I had responsibility because I was an only child. When Dad got very
frail….he took the decision to move into a hostel…for the last few
months…Dad was marvellous right to the end. He never expected to die.
Having lived in a country town where many were ageing gave Jack, he felt, the
skills to deal with the terminal illness of his first partner and ageing of himself.
“We’ve grown up with ageing and illness around us…we don’t like it but we’re not
thrown into a panic by it. It’s just something you deal with.” Jack had been
through the deaths of loved ones. He was resigned to the inevitability. “Everyone
dies sometimes but I don’t intend to do it in the near future!”
Alfred’s sibling and parents had died. He had seen a close friend and
colleague devastated by dementia.
I had a colleague [long silence then as he spoke tears trickled very slowly
down his cheeks] probably …the most brilliant character that I will ever
meet… to see him taken over by Alzheimer's…....he didn't even recognise
his wife. That I think is the most horrible thing that can happen to you. It
can take away your brain power. The awful lousy memories…..You've lost
all control over yourself and your affairs… it's terrible.
Barry’s father had Parkinson’s disease and was placed in nursing homes
for 18 months when Barry’s mother was no longer able to cope. His mother died
six weeks after she went to a nursing home. Her dementia had progressed
beyond the care available from rural community services. Barry also had
experience of older people during local voluntary work particularly with his
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church. “Mostly they’re involved [the congregation] until they tire out.” Barry
referred to the change in roles perceived by the elderly he knew.
When normal people get old, the adaptation is, ‘My wife has died, my
home is gone, my car license is gone.’ It’s very bad. How do I buy some
potatoes? How do I peel potatoes? You buy Dairy Whip. No. Men in
particular didn’t normally do all those house chores. Women did not do the
accounting.
Dennis’ parents had died recently. He had been physically dependent on
his parents for many years and felt especially close to them. “Both my parents
died two years ago. I missed them so much. All their lives they were together.
Once one died the other one went soon after.”
When Anna retired from coordinating literacy programs she wanted to do
something else. Anna was also providing care and accommodation for her
mother who was dementing.
I thought I’ve got to have something else to do and I was still able to do it
you know. So a friend was working in a hostel for the frail aged…..So I got
onto the planning committee. And I didn't do a lot really. Because I was
just doing half and half and then my mother became ill.
Anna’s mother needed more care than Anna could manage and eventually had to
be placed in an aged care facility. Anna helped there too. “I set up the voluntary
program [in the hostel]… it's a bit different now… but we set [it] up basically.”
Beth lived in a retirement village and she had many elderly friends there.
She had lived through relatives getting older.
Well my grandfather was 92, my grandmother was 90 but my mother
would lived to be… it was not my mother's fault… my mother would have
lived to be into her 90s I think. Certainly late 80s. Except that she
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developed cancer…she was very fit otherwise. Played bowls and
everything.
Sushila and Diana had parents who were still managing in the community.
Diana had lived with old relatives. Her current job had involved her working with
colleagues on ageing strategies. She was concerned about her mother’s future.
there is a significant reduction in her activities. How much my father can
support her any longer…. she was a highly active woman…One of the
things I notice about my mother’s ageing process is increasing anxiety
about a lot of things. Mostly I think it takes more effort she gets more
anxious and won’t actually admit to that. And so it's hard to help because
one wants to reduce the difficulties for her and at the same time it's hard
because... it’s hard to help her because you need to be able to identify
what the difficulty is and if someone is not going to admit to that you are
stuck really.
Janice’ mother is 86, who has porphyria as well, had moved into a
retirement village single unit.
Mum’s a very social animal while there’s a chin wag to be had she will be
quite happy. In between, chin wags, she probably gets bored for 10
minutes…She was still playing bowls, she still played cards, she won
canasta a couple of years ago. So mum was considered one of the fittest
80+ year olds that they had.
Attitudes to Ageing
All participants had thought about ageing and had reached some sort of
compromise between adapting to changed physical conditions and following their
goals. They were ambivalent and had positive and negative perspectives on what
was happening.
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Positive attitudes.
Some participants saw ageing as having some advantages. Janice and
Dennis both used the term ‘transition’ as a way of explaining the meaning of
ageing to them. Dennis felt he had been through several transitions and ageing
was “just another transition to negotiate.” Janice thought the transition “was
easier than childbirth.” Beth felt she had reached a reasonably satisfactory stage
in life.
I’m stable but I’m slower. I still don’t feel old. I’m the oldest surviving T5
paraplegic. If I go along like this I’m fine. I know a long time ago I didn't
think I’d reach 80 but the closer I do…the closer I do I realise I'm not going
to be any different I don't think.
Janice was happy to be alive. She had been given a poor prognosis when
diagnosed with porphyria as a teenager. “It’s miraculous I’m here. My life
expectancy was until I’m thirty, so anything I’ve got is kind of bonus. I want the
bonus to be as good as possible.” Janice also felt ageing brought a feeling of
freedom.
I have discovered that at 60 there was a kind of mental transition phase,
on my 60th birthday and I remember telling people that I feel like I’d grown
up at last. Yeah there’s a freedom to it, a freeing up and that’s one of the
pluses in the ledger. The negatives are …it’s a functional thing?
Alfred was proud of what he had achieved post-retirement.
you end up with the best work at the end of your life … but quite
fortuitously …what I've been working on all my life… essentially a
revision… of …a subject area… in (a physical science)…the results that
I've got are fundamental…These are the things that satisfy oneself.
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Negative attitudes.
Some respondents were not happy about some of the events they saw as
related to ageing. Beth had felt ageing as a time of loss. She wasn’t able to swing
herself in and out of her wheelchair and equally unable to get her chair in and out
of the car. “I lost my ability I totally lost my independence. That's when I… had to
rely on carers morning and night and um never during the day. I mean I'm sort of
quite capable of looking after myself getting meals and all that.” Beth didn’t like
the change in her body image.
I’m only a little person and I’ve shrunk far more…I’m very conscious of my
pot belly because of my lack of abdominal and back muscles you see it's
dreadful but I mean to say don't be stupid. I am conscious about it. I
shouldn't be. ..I look down and I look at myself and look in the mirror
sideways.

Cathy had an aunt who was 89 and who was so busy “you have to make
an appointment to see her.” Nevertheless she found ageing “A bit frightening”
because of the possible loss of independence.
Alfred was afraid of losing his mind, his independence and his life partner.
He had enjoyed his pre-retirement life. He said “ageing is a sin.” He didn’t like the
physical losses he had noted and was particularly upset by the loss of a friend.
While Janice was positive about ageing as a time of freedom, she had
thought about dying. She had been through many life threatening medical crises
herself and with her children and with Porphyria Association members.
If it gets too rough, I certainly don’t want to get revived...Do Not
Resuscitate. [I] haven’t defined [at what level I mean]…….. DNR was but I
certainly don’t want to be resuscitated to a miserable life and maybe I do
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need to spend time defining what that is. But even now, I’ve done more
than my fair share so that if I had a serious thing that needed resuscitation
I’d be quite happy to DNR even now.
Alfred had thought about dying too. He missed the strength and
independence of his youth and was humiliated by the health condition of irritable
bowel syndrome.
Well I… sigh look if there were some sort of system by… unknown to
yourself you would just close down…rather than this gradual sort of fading
away…..I myself have a feeling that this will in fact have to be introduced
in society… I suppose you'd call it euthanasia if you like but … you see the
general pattern is that people are living longer. Now that's all very well
provided there is a tidy clear cut end or are we still going to go through this
month after month after month… fading away ?
Participants Did Not Seek Help from Aged Care Providers.
An important indicator of attitudes to engagement with aged care medical
specialists and aged care services was that no participant knowingly saw a
geriatrician [medical specialist in human ageing.] Janice, Jack and Alfred had
some contact with aged care services to obtain aids and equipment.
Janice had been referred to Melbourne Extended Care Centre program
which is auspiced by an aged care service “but I was under a disability program
not an aged one.” Janice needed assessment by the program’s occupational
therapist for equipment to maintain her independence at home. Janice still drives
locally. She was loaned a wheely walker for mobility outside her car. “I get home
help. I get Meals on Wheels, I’m getting a buggy. I can go to the shops.”
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Alfred’s wife was the active one in arranging modifications to their
home via the Council. An occupational therapist had been visited and suggested
ways Alfred could retain some independence.
We’ve had a handrail put in…adjacent to the toilet…I can lift myself on one
side but not the other …the OT [occupational therapist] has been
discussing with us …a sort of chair slider for the shower …I mean all this
is not finalized at all … we both are having decks and ramps going right
through to the carport.
Jack was assessed at home by a Council assessment worker who did not
recommend any program. She stated that the Home Help received by Jack’s wife
was sufficient for both despite the obvious fact that both had increased physical
difficulties.
Adapting to Ageing and Increased Impairment
Participants evolved their adaptive strategies and coping techniques as
they moved through life stages. They used dissociative techniques to a lesser
degree. They searched for information but not about cures. This time it was about
management and alleviation of weakness, pain and fatigue. Some reduced
physical activities. All used assistive technology as they were less concerned with
projecting a non-disabled image. They had created life spaces where they could
reduce their physical efforts. Now they engaged in planning for their anticipated
increased needs. A few looked to older people for information about how to
handle ageing. Involvement in voluntary work interested others. All participants
were active within their families and in the community see Table 11.
Unlike polio survivors, those with other impairments had little or no
information about impairment progression or ageing (Trieschmann, 1992;
Balandin & Morgan, 1997; Kemp, 2004). Diana had information about getting
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older with polio and the need to reduce physical stressors, but found it very
difficult to slow down while maintaining her social roles. She saw management of
ageing as conservation of energy ‘saving robustness to do what you want.’ But
Diana, her partner and child, couldn’t survive financially without her wages.
Diana took on more work after being refused a Disability Support Pension.
It's a gift being able to have a job. As you know from polio folks, you only
have a finite amount of endurance in one day. Once you get to the end of
that, that’s it really, it's very hard to push on through… On Monday I had to
wrap up presents for the advisory committee…. my arms are weak. It took
about two hours. That affected my mental exhaustion too. I needed
desperately to lie down. Instead I had the committee and the dinner to
preside over. It is fatigue and loss of mobility. I’ve got burnout …Time you
would normally allocate to down time is then chopped into.
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Table 11
Intergenerational roles, retirement date and activities during transition into ageing
Person

Intergenerational
roles

Date of
retirement from
employment

Activities while ageing

Alfred

Husband.

1985

Emeritus professor,

Father.

Writing research papers

Grandfather.
Anna

Wife.
Mother.

Gradual change of
activities

Set up visiting program aged care hostel,
also served on the hostel planning
committee, aged care visiting

Grandmother.
Beth

Sibling

1989 – 1991 as
nurse education
transferred to
universities

Reader to Braille technicians

Janice

Mother.
Grandmother.

Full-time advocate
and carer

Founded / maintains Porphyria
Association, research & advocacy

1994

Recreation and tourism for people with
disabilities

Part-time work

Disability advocacy

Carer.
Barry

Husband.
Father.

Cathy

Wife.
Sibling.

Jack

Husband.

Gradual change of
activities

Disability rights advocacy

Sushila

Wife. Daughter.

Casual work

Disability advocacy, peer sexuality
counsellor

Diana

Partner.

Working

Arts

Unpaid work

Disability advocacy

Parent.
Dennis

Husband.

Diana took the only activity restriction she thought possible and decided to cut
back her committee involvement. “I am going to leave all my committees bar
three. I’m on nine. I have to because if I continue then I won't have any life. At the
moment I’m super exhausted.”
The participants all created ways to avoid physical and psychological
stressors. In her later years Anna had a frightening experience when she was
away from home and suddenly became unable to turn the steering wheel of her
car. Until then she hadn’t acknowledged increased shoulder weakness. She
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never drove again. Anna ’s husband has had episodes of serious illness. She
worked out ways of doing difficult tasks without him. “There's always…a way…If
I’m stuck I can do it.” Anna realised she wouldn’t have access to a car once her
husband has stopped driving. She has created her home as a space where she
can have recreation.
Some of my friends have to be out all the time, all the time and I think
"there's going to come a time when you can't do it." I can be here quite
happily, it's not that I don't love being with people, I do. But I… kind of like
my own space too and I’ve got a lot of things in the house.
Alfred began devising solutions so he could remain independent. The
solutions were revised as his impairment increased. He needed to get to his
academic office. He still drove a car but had lost the ability to walk or stand up.
He used a manual wheelchair which had to be loaded and unloaded from inside
the car.
Well of course with the passage of time it got so that I couldn’t… stand up
on the sticks…so I now have devised a procedure…using a box…very
strong and very light….I use a milk box which allows me to transfer
slowly… really when you get down to tin tacks there’s nothing a person
can suggest that you hadn’t worked out yourself.
Janice looked to non-disabled peers to see how they managed.
Our age group is pretty…matter of fact. Most of the women I know are
probably on their own so they’re used to doing… ok so, this is the
situation, how do we make the best of it? And this is the down side, this is
the up side.
Dennis was realistic about his physical future and had realised his wife’s
health and wellbeing were equally important. He knew what he might need.
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Regular respite……If I deteriorate further and [wife] can no longer
cope…finally moving in [to hostel offering permanent respiratory support]
…that will be very hard… it is a serious concern because any one thing
that causes [my wife’s] health to deteriorate or if she can’t turn me over in
bed I could be facing that tomorrow or next week.
He continued to advocate for the respiratory care service and respite “because it
is a direct link to my survival.”
Barry, Sushila, Cathy and Jack all found religion helpful in resolving their
feelings about stressful events and the future. Barry said “I’ve got a lot of help
and God provides a lot of people to help me. It is frustrating at times.”
In the past, Jack had used self education and humour, particularly
sarcasm, to get him through hurtful discriminatory life stages and events. He felt
he had changed, as he got older, “a lot…grown quite a bit…more
tolerant…except for those people who try to control others.” Jack had joined task
oriented lobby groups so he could put his efforts in to specific issues such as
reformation of health strategies.
What Participants Want for the Future
The participants’ views were sought about wishes for their respective
futures. Predominantly they wanted to continue their lives and social roles without
ill health or increased physical dependence. Beth wanted to have stable health.
Beth said she wished “to be as well as I am and for nothing to get worse.” Alfred
wanted to continue his marriage. “The main thing really of course is that one's
companion is with one.” He also wanted;
Just to maintain physical strength. That's about all I can ask really …I have
no great hope of resolution this [weakness] of my arm and hand ….Nor do
I have any great hope for any resolution of irritable bowel syndrome.
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Dennis was aware his life might be shorter than others.
For me, look if I live out my life at home and still keep active and then one
day go to sleep and don’t wake up. That’s fine. What I don’t want is a pain.
What I don’t want is a trachy [tracheostomy to enable positive ventilation],
because I would lose my voice, and a trachy is the beginning of the end
and I am aware now of……a definite time frame…
Jack wanted to “live life to the maximum.” Jack wanted to remain in the
community as well. However if he had to go into care Jack wanted his primary
impairment understood. “I want some recognition that my needs will be different
to other aged residents.”
Barry had multiple wishes for his future. He planned to remain in church
voluntary work for the ageing and disadvantaged and to stay in disability tourism.
Barry wanted “to get things moving properly. And to get people’s disabilities on
equal footing. A lot are put down aren’t they?” He also wanted “to make sure my
affairs and my family are looked after and I’m at peace.” But he wasn’t ready to
retire yet from casual and voluntary work, “work’s a part of aging isn’t it?” Barry
planned to live another “50 [years] at least” and hoped also that “I don’t need to
go to a nursing home. I know that whatever direction I move in is Godly.”
Janice wanted to have her adult offspring cared for by a competent and
sympathetic health care system. She had just been through a grueling time with
one child in a life threatening medical crisis which lasted five months. “I want to
be able to die knowing that my kids’ll get treated. I want to be able to retire from
this [having to advocate strenuously for people with porphyria]!”
Conclusion
Although impairment brought disabling experiences to respondents, as
evidenced throughout this chapter, having overcome many obstacles is a source
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of pride to them. The people who participated in this research survived
substantial impairment. Some lived through life threatening crises. They had very
strong ideas about what they wanted to achieve in their personal lives and in
society. They contributed to families and the community. As their circumstances
changed so did their strategies to achieve their goals.
This ability to focus on tasks, adapt and develop new strategies to cope
with life stages and challenges has enabled them to survive into older age
groups. Participants haven't changed their main goals despite great hardships,
clear discrimination and increasing physical problems. A person who is used to
managing with long term impairment may be unwilling to accept becoming part of
the large population of ageing citizens. In fact participants had resisted
abandoning the identity of disability and being subsumed into the ranks of aged
care clients.
A person with disability has a uniqueness. Life is difficult. Clinging to the
primary impairment as part of one’s identity may not help in finding appropriate
advice, particularly when disability experienced health care professionals are
scarce. Alternatively participants’ impairments are an integral part of their
physical selves. Respondents were expert in managing their impairments and
needed recognition of their self knowledge. Although they needed advice and
carefully targeted intervention about age related conditions, secondary
impairments and community based services, participants could not see any
positive reason to relinquish their self control to professionals inexperienced in
impairment management. The right to be a partner in one’s own health care
seems to be a precursor to involvement in aged care planning.
Theoretical implications will be considered in the next chapter.
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CHAPTER 6: DISCUSSION AND CONCLUSION

This chapter will explore the significance of the findings outlined in the
previous chapter. It will look at the relationship of adaptive strategies developed
by research participants to certain critical periods during their lives. The
emergence of a cyclical process of adaptation will be described.
Cycles of Adaptation
Respondents came from very different social backgrounds and their
upbringing ranged from rural childhood to urban living. Their education varied
from primary school level to tertiary qualifications. Their ages varied from eightyfour to fifty-one years at the time of the first interview. Their impairments
stemmed from varied diagnostic conditions and they all demonstrated ability to
cope with significant physical adversity. They have lived through a similar historic
period. Participants experienced similar socio-contextual elements in relation to
community attitudes to people with impairments. They are people very different
from each other who have divergent life styles and beliefs. However they suffered
common difficulties, not all of their own making, which affected their participation
in society.
Impairment is not an unchanging circumstance. Once impairment has
occurred, some abilities are recovered, some are not. Impairment stages were
highly significant to participants. The first stage occurred at the onset of
impairment. Subsequent stages occurred at the time of stabilised partial
recovery, impairment progression in early to late middle age and during ageing
where new health conditions were also manifested.
At each phase of their life course participants had to deal with normative
social expectations associated with adulthood, middle age and later life. Life
course phases and related impairment stages occurred at the same time in the
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lives of participants. Coping with these challenges was complicated by a
discriminatory social environment. This study suggests all participants used
similar adaptive strategies which differed according to each phase of their life
courses and all went through four similar adaptive cycles to deal with stages of
impairment. Self-determination was a strategy which retained a constant value
throughout all cycles.
Some strategies, such as the use of anger, used in earlier cycles, recurred
briefly in later cycles and were used effectively. Each cycle was characterised by
the need for participants to confront their experience of impairment, deal with its’
progression or additional health conditions, cope with discriminatory social
contexts and meet normative role expectations. The move from one cycle to
another and the development of new or revised sub-goals, was marked primarily
by additional challenges posed by normative life course phases and altered
physical function. The latter was due to impairment progression leading to
reduced physical abilities or other conditions which may be associated with
ageing.
The four cycles identified in this research are as follows.
1.

Childhood and early adulthood:
a drive to independence as soon as possible after dealing with their
respective reactions to impairment.

2.

Adulthood:
achievement of valued social roles.

3.

Middle age:
maintenance of roles while experiencing some impairment
progression.
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4.

Ageing:
maintaining an identity as a person with disability while dealing with
new and increased impairment.

Strategic thinking and goal setting enabled participants to work through
serious physical and social crises. Figure 4 has a triangular form to indicate that
adaptive strategies evolved positively over time to meet challenges and life phase
changes. Spiraling arrows indicate a cyclical climb to new learning at stage of the
life course. Of course people may have revisited adaptive techniques from an
earlier time, but they also had to develop new sub-goals and ways of meeting
those goals. Figure 4 is intended to demonstrate both regressive and progressive
movement.
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Figure 4. Representation of life stages and adaptive cycles

Adaptive strategies were found within each cycle. They related to the
current experience of impairment, life course stages and social context. Adaptive
strategies are summarised in Table 12.
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Table 12.
Summary of adaptive strategies used to meet challenges within cycles.
Cycles

Impairment stage

Social context

Social challenge

Emotional reaction to
recognition of
impairment

Adaptive strategies

Cycle One.

Onset or recognition of
impairment.

1920’s – 1950’s pre and
post World Wars 1 & 2
veteran rehabilitation and
general infrastructure
development.

Eugenics theories.

Anger.

Institutionalisation.

Depression.

Strive to survive, and formation of
physical goals.

Poverty caused by
difficulty in obtaining
education and
employment for people
with disabilities.

Resignation.

Childhood and early
adulthood: drive to
independence after
Impairment.

Immigration promoted to
enable economy building.

Search for a cure and information
about the impairment.
Use of family support.
Search for information and education

Polio epidemics.

Search for resources.
Definition of desirable social roles and
associated goals.

Cycle Two.
Adulthood: achievement
of valued social roles.

Maximum use made of
available physical and
psychological abilities.

Mid 1950’s to 1980.
Cold war and nuclear
threats involving USSR,
America and allied
nations’ economies.
Immigration encouraged.
Rights based legislation
for example the Racial
Discrimination Act 1975.

Civil rights discourse not
fully extended to people
with disabilities.

Anger at perceived
discrimination.
Anxiety about possible
reactions by other people
to perceived impairment.
Pride at attaining roles
and many goals.

Minimisation of impairments when
facing relevant social systems such as
employment.
Strong self-control of impairment
effects so as to portray, as far as
possible, normal functional abilities.
Dissociation from physical difficulties.
Achievement of some social roles.
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Cycles

Impairment stage

Social context

Social challenge

Emotional reaction to
recognition of
impairment

Adaptive strategies

Cycle Three.

Physical stressors
perceived, secondary
health conditions
diagnosed and decline of
physical function
acknowledged.

1981-1999

Citizen controlled
systemic disability
advocacy organisations
struggled for funding to
pursue equality of
opportunities.

Satisfaction and pride
about goal achievements.

Seeking advice on the maintenance of
health and management of
impairment changes.

Middle Age: maintenance
of roles while
experiencing some
impairment progression

Growth of
intergenerational
responsibilities for
partners, children and
parents.
Cycle Four.
Ageing: maintaining an
identity as a person with
disability while dealing
with new and increased
impairment.

Further growth of
intergenerational
responsibilities.
Awareness of impairment
progression as well as
age related health
conditions

International Year of
Disabled Persons 1981.
Move from Welfare
based legislation;
Disability Services Act
1986, Superannuation
Guarantee Act 1992, to
the Sex Discrimination
Act 1984, and Disability
Discrimination Act 1992.
2000 - >
Conservative government
budgets were concerned
with projections of an
ageing population,
welfare reform, terrorism
and defence pacts with
international allies.

Ageing of the Australian
population was perceived
by governments.

Anxiety about some new
physical symptoms.
Acknowledgment of
positive aspects of
identity as people with
disabilities.

Maintenance of roles commensurate
with social maturity.
Advocacy for equality of opportunity
for oneself and, for some, advocacy
for others.
Growing use of assistive technology.

Ageing of families and
friends.
Partial cost shifting of
facility or community
based care, from
government to the end
user.
People with disabilities
without financial
resources from
superannuation less able
to exercise choice when
accessing services or
purchasing technology.

Pride in the growth of
legislation and services
brought by advocacy.
Confusion about the
causal factors of physical
decline.
Fear of possible
dependence.
Fear and anxiety about
possible implications of
engaging with aged care
systems.

Extended use of technology.
Search for peer support and
information when health professional
advice is scarce or inadequate.
Enjoyment of mature age social roles.
Time made available for enrichment of
life by reflection, recreation and
relaxation.
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Cycle One. Childhood and early adulthood: Drive to independence after
Impairment.
During the first cycle, research participants were physically and
emotionally challenged by surviving the onset of impairment or, in the case of
children impaired from birth, the time of recognition of their difference from peers.
The survival of people born with impairment, or suddenly impaired, decades ago
occurred when medical and associated health professionals’ knowledge was
more limited than today.
Social context.
The social history of that time, from the 1920’s to the mid 1950’s, formed
the contextual background for the respondents’ first impairment stage. Welfare
ideology and reform changed during and post-WWII as the Commonwealth
government used its’ defence powers to gain control over most taxation and
income security. At the time some participants were developing their early lives,
governments were preoccupied by economic recovery from World War II.
Governments faced factors which included population expansion by birth and by
necessary growth in immigration to provide workers for capital works,
manufacturing and housing construction. Matters concerning people with
impairments were left to families and some charitable organisations.
Although World Wars 1 and 11 brought great grief and suffering to
Australia, two benefits were generated which assisted people with disabilities.
These were firstly development of antibiotic sulfanomides and penicillin, and
secondly the pressing need to rehabilitate wounded and impaired defence
personnel to gainful lives. Antibiotics were of immense benefit to the WWII
wounded and were then introduced into civilian hospitals and medical practices.
These new drugs gave doctors a weapon against the infections which previously
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killed many civilian people with spinal cord injury (Trieschman, 1987). The
Commonwealth Rehabilitation Service (CRS) was designed to help war wounded
veterans to retrain for employment. Once that task was achieved, the CRS
enrolled a select few civilian impaired, who were considered highly likely to obtain
employment.
Social challenges loomed large to the participants. Societal beliefs loosely
linked the concept of impairment to notions of ill health, poverty, the need to
contain the perceived problem by institutionalisation, incompetence and
eugenics. People with severe disabilities were either supported by their families
or admitted to nursing homes and benevolent hospitals. Polio was a notifiable
disease because of its contagious potential and there were major epidemics
(Hall, 1993). In 1931 Dame Jean McNamara, a noted paediatrician at the Royal
Children’s Hospital, commenced the world’s first visiting physiotherapy service for
children surviving polio (Bentley & Dunstan, 2006). The 1937-38 polio epidemic
was the worst in Australian history and the Royal Children’s Hospital
physiotherapy service was asked to treat adults also (Bentley & Dunstan, 2006).
In 1946 the Victorian Health Department established a Polio Division and Polio
Consultative Council which managed a new domiciliary physiotherapy service
based at Fairfield Infectious Diseases Hospital (Bentley & Dunstan, 2006). There
was little other formal community support for people with any degree of mobility
impairment.
Charity based assistance for mobility impaired people consisted of two
Melbourne based special schools and the Victorian Society for Crippled children
and Adults (VISCCA). Yooralla Hospital School was begun as a free charity run
kindergarten in 1917 and was established as a charitable school in 1922 in
Carlton. The Education Department did not provide a teacher until 1935
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(Marshall, 1974). Marathon School for children with cerebral palsy was
founded by the Spastic Children’s Society of Victoria in 1948 (Norris, 1974).
Yooralla and Marathon provided physiotherapy and education at a time when
children with disabilities weren’t accepted easily into ordinary schools. VISCCA
was established in 1935 with financial help from Lord Nuffield with the aim of
developing vocational outcomes for people with disabilities. VISCCA developed
regional social work services for people with disabilities and founded the first
sheltered workshops and the first hostel for physically independent adults. Almost
all facilities were Melbourne based. That factor created social distancing from
country based families and friends. Challenges came to the participants,
adolescent or adult, from a discriminatory society as they became fully engaged
with the world around them. There were few ramps or accessible buildings.
Public transport was inaccessible to wheelchair users. Even schools were
disinterested in adapting their environments.
There were no Equal Opportunity laws requiring employers, or any one
else, to give equal weight to students or work applicants. Employment of people
with permanent and temporary disabilities in large private enterprise was first
systematically approached by Dr W. Cooper at General Motors’ Holden,
Fishermen’s Bend Melbourne. Later models were developed by other major
employers (Personal communication Drs Knight, Milne & McDonald 1998).
Superannuation schemes were only for workers of certain large companies.
People with disabilities were often self-employed or workers within small
organisations.
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Challenges and adaptive strategies.
After survival people had to pursue their first major goal which was to gain
as much control of their bodies and lives as possible. Some struggled to survive
further life-threatening episodes of impairment during adult life. Adaptive
strategies, at this early time of impairment, also involved searching for any
education and therapy might assist physical independence. An important strategy
for each person was working through their respective emotional reactions to the
meaning of impairment. There were memories of anger, depression and
resignation.
Goal setting was integral to the participants’ lives. All decided they did not
want to be considered as sick. Learning about the impairment was very important
for each person to enable self-management. Attaining self-management skills
were considered by them to be integral to their pursuit of life. They wanted their
lives to be as close as possible to the norms of the day. All wanted to be as
independent as possible. Although realising this action took longer for impaired
children to achieve; their adult lives were predicated on less dependence on their
families and freedom to make their own decisions.
Definition of role goals, to become, for example a worker or parent,
required the participants to develop strong self-determination skills. Managing
one’s physical issues, including minimising mobility difficulties, was involved in
the presentation of a capable self to significant others.
By the end of Cycle One informants had adapted to living with long-term
impairment. That didn’t mean they accepted their bodily changes, it was simply
the search for information and further treatment had ended for the time being. By
now they understood their physical conditions were there for a long time and had
adapted their self imagery and life goals. If assistive technology was available
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and useful to an active life style they used it. Coping strategies had been
developed which included setting main social goals and physical sub-goals.
Cycle Two. Adulthood: achievement of valued social roles.
The second cycle began when participants had reached a plateau of
recovery and had begun to realise their chosen adult roles and potential.
Social context.
The social context covered the historical period from the mid 1950’s to
1980. It is important to understand that economic, defence and political issues
were interwoven. Australia was preoccupied with building the economy, and
defence issues concerning nuclear weapons, the USA – USSR Cold War and two
regional wars in Korea and Vietnam. The greatest challenge to people with
disabilities came from the intolerance of society to people who were different.
Social change in the USA and the United Kingdom stimulated debate about
diversity by the mid 1960’s. There was rapid growth in the progression of human
rights for women, for people from culturally and linguistically diverse
backgrounds, and the slower movement for equal opportunities for people with
disabilities.
First generation human rights are postulated as being concerned with the
protection of the rights of the individual to live in a civil society and be “free from
intimidation, harassment, torture, coercion” (Ife, 2008. p. 30). The American Civil
Rights Act 1964 was an example of first generation rights, where people of
different races and colour had their civilian rights proclaimed. The Australian
Indigenous Voting Rights referendum 1967 was an example of first generation
rights which linked to second generation rights. The latter entitled people to be
provided with services enabling economic, social and cultural rights (Ife, 2008).
These rights were delineated further in the Racial Discrimination Act 1975. The
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second wave of Australian feminism, described by Burgmann (1993), closely
paralleled second generation rights and culminated in the Sex Discrimination Act
1984. The relevance of rights discourse to people with disabilities was the
creation of debate about diversity and recognition of inequality.
That discourse inevitably fed into questioning of equity and equal
opportunity issues by Victorians with impairments and disabilities who formed
activist associations from 1974 (McNamara, 2005). Australian activists were
aware that anti-discrimination clauses were included in the USA Rehabilitation
Act of 1973 and wanted similar rights. Australians with impairment and disability
were still not protected by first or second generation human rights. Living in the
general community meant people had to find supports within family and friends,
or pay for assistance. There was only a small taxation rebate to offset the cost of
non-optional impairment related expenses, such as the purchase of mobility aids.
The slow pace of evolution of equal opportunity concepts meant individuals were
inhibited from explaining any but the most obvious limitations to peers and
employers. There were intervening conditions such as the lack of education,
employment or vocational training, and for parents there was little advice on
genetics. Mandatory education for children with disabilities was not available until
passage of the Victorian Education (Handicapped Children) Act 1973.
Superannuation schemes were permitted to deny membership to people
with disabilities. Those persons had to contribute to provident funds, collecting
their compulsory savings on retirement. Employers made little or no contribution
to provident funds.
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Challenges and adaptive strategies.
At this stage of impairment, the participants had to work on adaptive
strategies which would enable them to meet their major roles. Respondents
usually had the same overall social goals as non-impaired peers; gaining
financial support, finding a partner, owning a home, finding and keeping
employment, participation in recreation and taking on parenting roles. Education
and employment, paid or voluntary, was crucial to informants having a positive
social role.
Adaptive strategies were used to minimise the perception of one’s
impairment by non-disabled peers and those who may have held some authority
in the lives of people with disabilities. Participants believed scrutiny of real or
assumed weaknesses, by significant others such as school principals or
employers, might lead to discriminatory behaviour. Participants set about busy
lives as if activity alone could diminish perception of their impairments by nondisabled others. Strategies to enable role maintenance were developed so
participants could achieve their goals and sub-goals without attracting too much
unwelcome attention to their impairments. Significantly, during the research
process, participants still described themselves in terms of roles and dominant
activities. They avoided the term ‘disabled.’
Participants met their role obligations, such as working in a building
without a lift, even though it might entail walking up and downstairs with calipers
and crutches. They exercised strong self control which in turn involved risky
dissociative techniques such as compartmentalisation and suppression to enable
performance of physically onerous tasks. These techniques assisted participants
to distance themselves from pain, fatigue and exhaustion. In the long run
dissociative techniques became maladaptive as people pushed themselves to the
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end of their physical and emotional reserves. By the end of this cycle
participants had demonstrated success in achieving their broad goals.
Cycle Three. Middle age: maintenance of roles while experiencing some
impairment progression.
The third cycle occurred when participants were confronted with increased
or additional impairments, at a time when they were putting maximum effort into
work, family, further education and social activities. Impairment progression was
beginning to affect all respondents and participants experienced some loss of
their functional abilities at a time when they were fully engaged in the
consequences of role achievement. Impairment progression was unexpected.
There were few ageing role models of people with long-term physical
impairments at the time participants were undergoing treatment or rehabilitation.
Informants thought that as they regained functional ability post-impairment, that
ability would last a lifetime.
Social context.
The economic and social context changed markedly between 1981 and
1999. Australia was active in international affairs and supported the United
Nations and America in a number of regional conflicts. That had budgetary
consequences but despite this the federal Hawke Labour government remained
committed to social changes to enable equity for people with disabilities and
those who were ageing. Anticipation of an ageing population led the Australian
government to pass the Superannuation Guarantee Act 1992. This set minimum
employer contributions to enable workers to provide better for their economic
needs into old age.
The International Year of Disabled Persons occurred in 1981 and disability
activist organisations were supported by various levels of government to advise
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on measures to assist people with disabilities and remove discrimination.
From 1985 new government programs and legislation were developed, positively
affecting participants’ abilities to manage impairments. The Australian
Government enacted the Home and Community Care Act 1985 to assist more
aged and disabled people to receive some care at home. Disability systemic
advocacy organisations were funded after the passage of the Federal
Government’s Disability Services Act 1986. Workers with impairments were able
to access superannuation schemes after the National Wage Case of 1986 which
broadened the obligation of employers to cover most employees. The Disability
Discrimination Act 1992 was passed by the Australian government and had the
effect of bringing the rights of people with disabilities into public view.
By 1987 the number of Invalid Pensioners had climbed to 28.4% of the
working age population (Cass, 1988). However these statistics are not strictly
accurate as there may been some Age Pensioners with impairments included
(Cass, 1988). At the time of the Cass Review 58.4% of invalid pensioners did not
own their homes (Cass, 1988).
Advocacy by people with disabilities, their families, friends and colleagues
within and without academia and service provider organizations, achieved many
changes which addressed some equality of opportunity issues. Whitlam’s Labour
Government introduced the Domiciliary Nursing Care Benefit for the care of
severely disabled family members in 1973, and the Spouse Carer Pension in
1974. Fraser’s Liberal government introduced the Program of Aids for Disabled
People in 1981, which meant people with impairments could now afford to get
necessary equipment. The introduction of the Mobility Allowance occurred in
1983 under the Hawke Labour government and the Spouse Carer pension was
transformed into the Carer Pension. The Hawke government began limited
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funding of national home based attendant or personal care services in 1988
which was transferred to the states under the Commonwealth States Relations
Initiative (1991).
As Victorian society developed a better awareness of disabling barriers,
helped by advocacy activities, legislation which supported deinstitutionalisation,
equality of opportunity and community living was supported by the Victorian
government. These government initiatives included the Multi-Purpose Taxi
Program (1981), ramps to assist access to Melbourne metropolitan trains (1982)
(Quibell, 2004), and the Equal Opportunity Act (1995). There were many more
choices than before the International Year of Disabled Persons (Quibell, 2004).
Other Victorian government actions were stimulated by the federal Hawke
Government’s 1990 devolution of programs to the states and territories. These
programs included the Program of Aids to Disabled Persons, now known as the
Victorian Aids and Equipment Program and community based attendant care or
In Home Accommodation Support.
Challenges and adaptive strategies.
In maturity participants coped with changes forced by secondary
impairments or impairment progression by learning new skills and modifying or
setting new personal goals. New adaptive strategies were developed as people
matured. When participants noted deterioration in their physical function, they
adapted by seeking advice on managing their health concerns. This is a change
from earlier in their lives when participants or family members sought curative
advice. Now they sought information on maintenance and management of their
conditions. Significant problems occurred when informants found very few
sources of informed advice on managing impairments into late middle age or
acquired health issues.
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While in this cycle participants were more comfortable with perception
of their disabled identity by others. They were proud of what they had achieved;
fulfilling lives despite impairments and disabilities. Although some participants
may not have used the label of ‘disability’ to describe their relationship with their
environments, they didn’t try as hard to hide their impairments from others. They
used assistive technology with less need to reduce the impact of mobility aids in
the eyes of others. They used some of their expert knowledge to teach nondisabled people about specific and generic disability issues. Most informants
reached out to others who were also struggling with some physical or learning
difficulty. Most participants became role models, teachers and advocates to
assist others to gain self-management, independence, and a sense of self worth.
Cycle Four. Ageing and maintaining an identity as a person with disability
while dealing with ageing.
The fourth cycle is unfinished for most participants who have survived into
the present. Participants were different ages when they joined the study and
during this last cycle, starting from 2000, participants respectively aged into their
fifth, sixth, seventh and eighth decades. One participant died at the age of 81
after the study was completed. This cycle was one of development of new social
tasks and responsibilities as respondents moved into intergenerational roles as
grandparents, carers of ageing relatives, and advocates for other people. The
social context became increasingly more complicated particularly by economic
uncertainty. Participants experienced ageing both vicariously and directly by
having to adapt to physical changes acquired during their own ageing processes.
Social context.
The social context had become contradictory for participants. They were
now part of a larger population of ageing people but they felt less supported than
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their non-disabled peers. The meaning of changes in Federal budget
expenditure were not directly discussed by participants, but some did express
issues with welfare policies which affected their own domestic financial plans.
Australia’s commitment to a means tested safety net has always directed social
assistance payments to those in most need (Shaver, 2002). All participants had
paid for non-optional impairment related expenses for most of their lives and had
expected social assistance benefits would have been available to them as they
grew older and less mobile. Participants were concerned lest they become a
burden on their children or significant others. Their expectations of adequate
coverage was undoubtedly embodied in the history of Australian governments’
development of social assistance payments and welfare systems (Shaver, 2002).
In 1997 legislation was passed which indexed pensions at 25% of the MTAWE
(Original Male Average Weekly Earnings) which led to approximately 20% real
growth in Pensions. However the costs of disability and ageing had also
increased so participants felt they were at financial risk if their physical condition
worsened to the point of needing involvement with aged care systems.
There were economic issues which formed part of the background to the
unease of participants. The conservative federal Howard Government did
broadcast the need to finance anti-terrorism measures, military action and
emergency foreign aid from 2001 when ‘the first call on each of our Budgets was
national security and defence (Costello, 2008. p.195). The 2002 budget ‘slipped
narrowly into deficit 0.1 per cent of the GDP’ (Costello, 2008. p. 193). The cost of
ageing of the general population, as perceived by the Australian Government,
was also made known to all through the Intergenerational Report 2002-3
(Commonwealth of Australia, 2003). Successive federal administrations have
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continued to develop ways to finance projected changes such as the increase
in health costs.
As government expenditure was challenged by population increases,
concepts developed around welfare reform with more efficient targeting of social
assistance payments (Green, 2002; Carney, 2006). Welfare reform concepts
questioned whether better targeting of payments and changed conditions around
payments might be more relevant to a deregulated industrial environment
(Carney, 2006). Welfare reform studies were commissioned and eligibility
thresholds for social assistance payments and benefits were redefined. Targeting
did not mean those who needed support got remuneration sufficient to meet the
non-optional costs of disability.
Effective lobbying was done by the state and federal councils on the
ageing and associated organisations, which positively changed some social
security and taxation provisions for older people. The Aged Care Act 1997
enabled enforceable standards of care from licensed service providers and rights
charters for patients. Subsequent regulations have enabled accreditation of
services and facilities. However the cost shifting of aged care facility funding from
government funding to a ‘user pays’ system, by, for example, requiring potential
residents to pay accommodation bonds, created services which discriminated
between poorer and wealthy clients. Low income people who were unable to pay
the hefty bonds had less choice of community based or residential care
providers. Participants ageing with long-term physical impairment who had less
chance to build financial resources like superannuation were therefore, less
capable of affording the most appropriate care.
There were some positive features to becoming older. Technology
became increasingly accepted by the general community and mobility impaired
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people were no longer stigmatised by the use of mobility aids, as senior
citizens took to using walking frames, walking sticks and motorised scooters.
Home alarm devices, formerly developed for the frail elderly living alone, were
revamped and marketed to anyone who wanted quick security responses. The
construction of public transport vehicles was modified, following federal
parliament’s transport standards amendments 2008 to the Disability
Discrimination Act 1992, to assist all people with mobility impairment. Mobile
phones and computers enabled all users to keep in contact with friends and
relatives.
Since this study finished, the financial situation of older people has
changed causing anxiety. The Australian Government has raised the age when
workers could retire, thereby lessening the time people could claim the Age
pension. The global financial crisis affected Australian investment funds which in
turn led to marked reduction in available private and government supported
superannuation funds. Participants who had some financial resources have less
money to set aside for possible aged care costs.

Challenges and adaptive strategies.
The impairment stage during the fourth cycle was characterised by
adverse physical changes requiring further adaptation. All informants found they
were getting weaker, or had less energy, or suffered joint and bone pain or had
less coordination, less ability to balance, or had a combination of these
symptoms. Some had arthritic symptoms or osteoporosis, both of which may be
related to impairments, or acquired through ageing processes. Some had
developed disorders apparently unrelated to their impairments. These health
conditions included cardiovascular disease and diabetes. Most reported episodes
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of unusually severe fatigue which caused further functional limitations. It was
highly significant that participants were unable to distinguish whether their current
health concerns and functional changes originated from impairment progression,
or from changes caused by age acquired impairments.
Adaptive strategies used by participants brought mixed results. Instead of
minimising or hiding the true level of their impairments, as they had done in the
past, they used assistive technology and some domiciliary services. Technology
to assist mobility impairment and Home and Community Care programs had
become widely accepted by people with age related impairments. These services
were designed to help people age in place.
Significantly, participants wanted to be differentiated from ageing peers in
certain important ways. They did not want to be identified just as part of a
chronological cohort. Rather than being submerged within the ranks of the
ageing, they wanted to be distinguished as having managed a long-term physical
impairment throughout their life course. They identified themselves as impaired
by a specific non-age related diagnosis. This was a pragmatic adaptation as all
had developed great expertise in managing their respective impairments.
Participants viewed the aged care system, which they experienced
through interaction with their own parents and relatives, as large and impersonal.
They avoided all but the most peripheral contact. Informants sought help from
aged care programs only for funding mobility aids and home alterations. No
respondent remembered being assessed by an aged care health professional
except for the necessity of being ‘assessed’ before enrolling in home help
programs or gaining access to mobility aids. Participants did not believe aged
care was able to recognise their hard won self control, specific needs and self
management skills. They did not seek specialist geriatrician advice because they
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believed their physical impairment was most likely the primary factor causing
functional decline.

Participants perceived their self knowledge and personal control
threatened if they were to be ‘managed’ as aged and therefore subject to aged
care models of assessment. Respondents were fearful their functional decline
might lead to potential loss of physical independence. They adapted by reducing
the fear of more physical dependence by planning ahead so essential activities
could be maintained. A related fear was the loss of a partner and again
participants had devised possible solutions by planning other ways of achieving
goals. Their need for updated information, on management of impairments while
ageing, was frustrated by the fact that medical and ancillary staff, formerly
involved in impairment treatment and maintenance, had largely retired or died.
Some informants had sought medical and ancillary professional help for symptom
management, such as neck pain, from surgeons, neurologists, complementary
medicine and the very few medically auspiced impairment specific services such
as the Victorian Respiratory Service and Polio Services Victoria. All participants
sought advice and support from local doctors but found they were in a teaching
role rather than being advised as a patient. A collaborative relationship between
doctor and patient was valued but uncommon.
A strategy remembered from the past and used again was to seek peer
knowledge. Peer support and information often became important when no
expert advice was available. Most of the respondents subscribed to impairment
and disability related newsletters which provided peer advice. As a response to
demand for more information, the Victorian Polio Network had worked with a
community development worker, employed by a disability service provider, who
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disseminated local, regional and overseas research findings in a newsletter,
website and forums.
Respondents didn’t use dissociative techniques to the same extent as
earlier in life. They acknowledged their achievements in earlier life phases. All
adapted by the investment of energy into supportive networks. Just as they had
received family support in the past, they returned support to ageing family
members, friends and acquaintances. A few looked to older people in their
communities for information about how they handled ageing issues.
During this cycle participants were concerned with enriching their lives.
They pursued interests in voluntary work, study, religion and relaxation. After
coping with the deaths of friends and family members, most participants had
thought about their eventual deaths and had anticipated what that would mean.
All were primarily concerned with maintaining their social roles within their
families and friendship circles until life’s end.
Building on the Work of Others
This research discusses key factors affecting the ageing of people with
long-term disabilities. While there are some similarities to the findings of other
researchers, who have investigated this phenomena Trieschmann (1987, 1992)
and Zarb (1993, 1996) who in common with this study excluded people who had
age related impairments only.

However, unlike Trieschmann or Zarb, this

study used a life course perspective. This perspective recognises that life
experiences have a major effect on how ageing is perceived and coping
strategies developed.

The life course approach of Arber & Evandrou (1993)

proved to be a useful perspective for this present study and enabled
identification of the various influences contributing to the experiences of research
participants during their journey into ageing.
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Also unlike Trieschmann or Zarb the present study adopted a
conceptual framework that more clearly separated the paradigms of ‘ageing’,
‘accelerated ageing’ and ‘impairment progression’ and explored the evolving
adaptive strategies used by people with long-term physical impairments over their
life course.
Differentiation of Impairment Progression from Ageing.
A significant difference between this study, and the research of
Trieschmann and Zarb, is the differentiation of impairment progression from
ageing processes. The inclusion of younger people, in the works of Trieschmann
and Zarb, has confused their arguments. The term ‘impairment progression’ is
used in this study to refer to a reduction in the physical abilities of people with
physical impairments, which is likely to occur some decades after the onset of the
original impairment. Impairment progression should not be confused with
secondary health conditions or age associated conditions.
Unlike impairment progression, secondary health conditions can occur
any time as a result of an impairment. They include, for example, pressure
ulcers, osteoporosis, musculo-skeletal and urinary disorders (Campbell, Sheets
& Strong, 1999).

Increased weakness, fatigue and pain are common features

but each type of impairment has its own complications. For example, people
living with cerebral palsy may find muscular spasms and contractures occur.
Usually the decline in functional capacity, to perform physical tasks, is discussed
within a specific impairment context and is termed accordingly. Commonly used
descriptions of decreased ability are ‘post-polio syndrome’ or ‘late effects of
spinal cord injury’ (Bruno 1991,2002; Treischmann, 1986, 1992; Gerhart, 1993,
2001 cited in Mosqueda 2004).
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Increased impairment is not expected by people whose conditions are
not commonly known as progressive. Recovery from an initial episode of
impairment may give the individual a false sense of control over the body
(Halstead, 2006). In various publications by citizens with disabilities, there are
anecdotal reports of the unexpectedness of post-polio syndrome and the similar
decline of physical abilities of spinal cord injury survivors (Maddox 1992; Smith,
2009.). Those with spinal cord injury or polio expected to stay at, or close to, their
peak level of recovery (Thompson, 2001; Bruno, 2002). Families may share the
same expectation (Kemp, 2004). A factor feeding a belief in physical stability is
that, for the current generation of people ageing with long-term physical
impairments, there are few role models of similarly disabled people surviving into
old age.

Previous generations of people with disabilities died before ageing

became a problem (Thompson, 2001).
The reality is that, impairments are not static, and their effects change as a
result of physical stressors which create wear and even damage in musculoskeletal and other bodily systems over a lifetime. Individuals perceive an
increase in the symptoms of an impairment, which create unusual temporary or
continued difficulty in performing tasks relevant to their social and daily activities.
Impairment progression has been confused with the use of the terms
‘accelerated ageing’ and ‘premature ageing’ of people with long-term
impairments, partly due perhaps to the inclusion of younger people with
disabilities in research studies of people ageing with long-term physical
impairments. For example, Zarb who included younger people in his studies,
referred to “premature ageing’ (1993) and debate continues about this
phenomena. Accelerated ageing was hypothesised to occur in people with postpolio syndrome (Maynard, 1985) and atypical ageing of people with spinal cord
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injury was suggested by Geisler (1983) and Bauman & Waters (2004).

The

existence of premature ageing is challenged by polio researchers such as
Spencer (1985), Howard et al (1988), and Sorenson (2006) as well as
Trieschmann in her work on ageing in people with spinal cord injury who
nevertheless used this in her study of ageing with disability (1987).
Although Zarb did not use the term ‘impairment progression’ his
respondents reported a process of general deterioration closely associated with
the time of disability onset but unrelated to chronological age (Zarb, Oliver &
Silver, 1990; Zarb, 1993). It is important to distinguish between symptoms of
impairment progression and ageing (Thompson, 2004), as this will lead to
questions about the cause of a functional loss and further investigations of
whether it can be offset by some means before the person is confronted by the
addition of ageing processes. Participants in this study reported they had
expected their impairments, after achieving individual maximum performance
levels, to remain stable throughout their lives. Unexpectedly, during the life phase
of middle age, when participants were fully engaged with work, parenting, and
community activities, they began to lose some physical abilities but were unsure
of causal factors. Impairment progression should be separated from health
conditions relevant to life phases. If people with disabilities received health
advice appropriate to their impairments at significant times, possibly they could
be better assisted to maintain and conserve their physical capacities into ageing.
For instance, preventive strategies to reduce osteoporosis, as outlined by
Sambrook, Seeman, Phillips, & Ebeling (2002), could be introduced during life
phases and impairment stages preceding ageing for people with mobility
impairment.
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In comparison to impairment progression, ageing is related to the
chronology of the individual. Its effects are dynamic and ongoing. These can be
measured biomedically and socially. Ageing brings a decrease in physiological
reserve or lesser strength and endurance of effort (Mosqueda, 2004 b). The
manifestation of ageing is affected by factors in the person’s earlier life such as
material, nutritional, health and social deprivation or provision (Krause & Adkins,
2004).
While ageing is now experienced by people with long-term physical
impairment, there are other factors which differentiate ageing of this cohort from
non-disabled older people. People with long-term physical impairments start
ageing from a lower point of physiological reserve because they have had lesser
opportunity for full development of their physical potential (Mosqueda 2004 a).
There is, for instance, less ability to build up one’s skeleton, because severe
mobility impairment may mean the individual is unable to walk without calipers, or
unable to stand or walk at all. That level of impairment inevitably incurs the
secondary health condition of osteoporosis. People with disabilities may also
have had less opportunity to build financial resources from employment
(Mosqueda, 2004 a). Lesser monetary reserves decreases the ability of people
with disabilities to buy adequate assistive technology or community based
support.
Adaptive Strategies
A major finding of this study not previously reported is the adoption of
different adaptive strategies by people with physical impairments to the
progressive changes in impairments over their life course. As participants moved
through life course phases and impairment stages their adaptive strategies
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changed. These strategies were heavily influenced by the Australian social
contextual periods.
Although Trieschmann’s early work took account of social context through
thick description of the social lives of eight Americans living with disability, it took
no account of differing contexts across the life course. Both Trieschmann and
Zarb noted the adaptive strategies used to manage daily challenges of living with
disability. Living with disability required continual adjustment to gain “internal and
external” equilibrium and psychological traits that assisted this adjustment were,
the retention of the will to live, an acceptance and exercise of personal
responsibility over one’s health maintenance, and the maintainance of an
optimistic outlook (Trieschmann, 1987).
Adaptive strategies were only briefly referred to by Zarb but skills in self
management were implied by statements about respondents ‘expertise’ in
defining their needs (1996). He found that triggering events, see Figure 3, like
the onset of new health conditions, had certain predictable outcomes dependent
on the individual’s personal, social and material resources and associated values.
Similar findings of this present study, in relation to stressors, also indicated
participants needed to feel in control of their bodies. Economic resources were
also considered important by respondents to this study.
Neither Trieschmann or Zarb identified the change in adaptive strategies
and adaptive competence in people ageing with long-term physical impairments
over time. In comparison this study identified changes in adaptive strategies as
people matured and progressed through four life cycles.
Adaptive competence was demonstrated by participants in this present
study. They perceived they were being confronted by new impairment levels as
their life course progressed. They had tried and tested adaptive strategies and
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when challenged by changes in impairments, had abandoned some, such as
dissociative techniques. The participants in this study were positive about their
ability to adapt to change and pursue their respective life goals while ageing
which is an indicator of positive ageing. This is a skilled process which is defined
as “adaptive competence… a generalised capacity to respond with resilience, to
challenges arising from one’s body, mind, and environment (Featherman, Smith
& Peterson, 1990. p.53). Participants in this present study had lived through four
cycles of adaptation during which they adapted to impairment stages and life
course phases. New adaptive strategies were developed when the individual
reached critical times in life, when decisions had to be made about how to
progress, physically and within the current social context. Change in adaptive
strategies was highly significant as it enabled participants to become competent
in problem solving as they dealt with numerous and varied obstacles to role
fulfillment.
Disability as An Integral Part of Identity
Another major difference between this present research and the work of
Trieschmann and Zarb, was that participants in this study maintained the
importance of their identity as people with disabilities into the life phase of ageing.
They perceived themselves as disabled rather than as aged. They had coped
with stigma, neglect of their rights to equal opportunity in various aspects of their
lives, including education and employment. Participants were proud of their
achievements as parents, workers, and as members of various communities.
They were also competent in managing their impairments, although many
expressed a wish for expert health professional advice towards their goal of
ageing positively at home.
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It is crucial to comprehend the experiences of people with long-term
physical impairments before any attempt is made to assist this cohort. Similar to
the findings of Trieschmann and Zarb, this study identified the importance to
respondents of personal financial resources and community based care systems,
a need to maintain independence and control over individuals’ circumstances, an
awareness of loss of functional abilities and realisation about the possibilities of
choosing to live or die. Research participants in this present study highly valued
their independence. Loss of physical independence had been anticipated by
participants of this present study and they had begun planning ahead. Death had
also been thought about and participants had reached some equanimity about
that.
Participants did not seek advice and help from aged care providers except
for provision of aids and equipment. This was an unexpected result. All had
health issues which may be age related. All had looked for advice. Some
participants sought advice for health conditions from local doctors but a frequent
comment was “they don’t know much…I know more than [he/she] does.” Ageing
wasn’t denied, it was familiar. All had experience with providing or arranging care
for aged parents, relatives and acquaintances. The reason given by all
participants for not seeking further assistance was that they did not believe that
aged care could understand them as people, as survivors of long-term
disabilities.
Policy and Practical Implications
This present study has demonstrated some significant findings about the
multiple facets of the experience of people ageing with long-term physical
impairments. Arguably the most important finding is the need for enhanced selfmanagement by people ageing with long-term physical impairments. Recognition
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of the expertise of people with disabilities, in managing primary impairments,
must include understanding of their adaptive strategies. It is essential to involve
such expertise to inform positive ageing strategies and health promotion. The
strength of their self-control means information about ageing must be relevant
and appropriate to each specific impairment and individual life goals. Broad nontailored advice may well be seen as irrelevant, insensitive, and of no use.
Professional practitioners working in the fields of disability, aged care and health
promotion need to develop their discipline’s approach to positive ageing of people
with disabilities. People ageing with long-term physical impairments maintain
their life goals, the achievement of which ought be the focus of supportive
practitioners and services. There remains a need to coordinate impairment
specific services and those from the aged care sector, to develop an active
interface between their knowledge and skills, to support the need for positive
ageing of people with disabilities.
Assisting Positive Ageing and Self-management.
Understanding the personal and social history of people with disabilities is
integral to developing intervention strategies for the following reasons. Given the
dominant social context in which they lived, people with disabilities had to
minimise aspects of their bodies which might be perceived as outside the social
norms, lest they became actual targets of discrimination. Occurrence of
impairment progression and new health conditions possibly related to ageing, are
both very difficult to manage without impairment specific medical and
professional advice. Now that the impairment specific practitioners known earlier
in the life course are retired or dead, people ageing with long-term physical
impairments need to develop a degree of trust in new specifically trained medical
and health advisers who are versed in disability. Professionals and possible
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service providers have to acknowledge that potential clients, like the
participants in this present study, need recognition and comprehension of their
adaptive strategies and impairment management. Intervention programs must be
carefully targeted and incorporate flexibility to enable the individual to evolve
further adaptive mechanisms.

Self-management.
People ageing with long-term physical impairments are likely to come into
contact with new professionals, geriatricians, social workers and allied health
personnel practising in the field of gerontology. Trust issues may occur as people
with disabilities learn to deal with ‘new’ professional health workers who may not
comprehend the struggle that life has been and the essential compromises that
have been struck. Participants believe aged care practitioners do not understand
long-term physical impairments, that they are concerned primarily with age
related illnesses. Participants wanted to be seen as informed, even expert,
sources of information about themselves and their capabilities. British research
also described respondents as having unused expertise in their own care (Zarb,
1993).
Limited funding for assisted self-management of a very few health
conditions has been introduced in Australia (Jordan & Osborne, 2007). There
appears to be no logical reason why this program could not be extended to
enable people ageing with long-term physical impairments, to be acknowledged
as full colleagues in management of their physical care and well-being. Further
development of positive results for patient self-management programs, from a
medical perspective, will depend on five factors; locally delivered services, better
referral processes, quality assurance measures, flexible patient education
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processes and effective training of health professionals (Jordan & Osborne).
From a disability rights perspective it is suggested professionals and service
providers should acknowledge the survival skills of people ageing with long-term
physical impairments and enlist their expertise.
A low key model of self-management has been operating for some years
via the informal partnership of PSV and the Victorian Polio Network of polio
survivors and colleagues. The Network has developed and circulated selfmanagement information approved by PSV medical and allied health
professionals. Information pamphlets and seminars have included material to
assist education of general practitioners and other health professionals about
polio and associated issues. This model could be studied further and replicated
for people with other physical impairments.
Centralised clinic and outreach programs.
Another option for using patient expertise would be a designated clinic for
people with disabilities who are ageing. This would conceivably be more
attractive than a generic aged care assessment centre, for people who perceive
their primary impairment as equally or more important than ageing processes.
Such a disability and ageing clinic would have to include impairment specific
assessment and advice as well as ageing expertise. One current model which
has been unexpectedly successful in attracting people ageing with post-polio
issues is Polio Services Victoria (PSV), a Victorian Department of Human
Services Ageing Division Sub-Acute Ambulatory Care funded clinic. The clinic’s
existence is due to extensive lobbying by polio survivors, who know they need
specific impairment advice until life’s end.
The wisdom of older people with disabilities could be included on
committees of management of potential service providers. Telemedicine is
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another possibility when treating impairments outside of reasonable travelling
distance by clinic staff. It has been trialled in Queensland where local medical or
health professional staff could consult with specialists about complex issues
occurring in aged patients (Smith & Gray, 2009). This communication and
consultation technique could be used between rural and remote health
professionals, their patients and a disability and ageing clinic.
Role of social workers and other aged care professionals.
Aged care personnel were seen by participants as gate keepers to aged
care programs. A common perception was that aged care was only to be
consulted as a last resort, just to get into an aged care facility or gain access to
an equipment provision program. No participant wanted to be admitted to a
facility again, following their personal early experiences and more recent
involvement with arranging care for elderly relatives.
Social workers, engaged in relevant research and social policy formulation
concerning aged care, are vital in delineating and advocating for the at risk
population of people ageing with long-term physical disabilities. Social workers
can explain the socio-cultural context of these people to their colleagues in other
professions, service providers and innovative service and program development.
Discrimination on the grounds of disability caused many people to react with
outrage against their circumstances. Understanding their quiet struggle for
human rights and fostering further growth of client rights and self-determination is
an essential part of the social work role (Australian Association of Social
Workers, 2010). Ife stated this role succinctly: “Social workers must always be
articulating the political aspects of the personal and the personal aspects of the
political” (2008, p.182).
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people ageing with long-term physical impairments need to develop a
degree of trust in new specifically trained medical and health advisers who are
versed in disability. Professionals and possible service providers have to
acknowledge that potential clients, like the participants in this present study, need
recognition and comprehension of their adaptive strategies and impairment
management. Intervention programs must be carefully targeted and incorporate
flexibility to enable the individual to evolve further adaptive mechanisms.
Self-management.
People ageing with long-term physical impairments are likely to come into
contact with new professionals, geriatricians, social workers and allied health
personnel practising in the field of gerontology. Trust issues may occur as people
with disabilities learn to deal with ‘new’ professional health workers who may not
comprehend the struggle that life has been and the essential compromises that
have been struck. Participants believe aged care practitioners do not understand
long-term physical impairments, that they are concerned primarily with age
related illnesses. Participants wanted to be seen as informed, even expert,
sources of information about themselves and their capabilities. British research
also described respondents as having unused expertise in their own care (Zarb,
1993).
Limitation of Research and Recommendations for Future
Research Directions
The qualitative research approach and grounded theory methodology
enabled exploration of participants’ life experiences and opinions. The design
led to unexpected findings, a delight to any qualitative researcher. A limitation is
the difficulty in replicating this approach. Thick description and social context are
vital to comprehending the changing status, experience and adaptive strategies
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of people who have lived with disadvantage. The researcher’s insider status
was useful in that respondents may not have revealed as much about themselves
as they did, if they had been part of a focus group, or if they were interviewed by
an outsider.
This study has other limitations in terms of participants’ readiness to
explain their views, and geographical bias.

The participants were self-selected

from disability related email discussion lists or news magazines relevant to
people with disabilities so they had been exposed to some disability rights
information. All had some interest in ageing of family, friends and themselves.
All were Victorian residents. Further studies in other states or geographical
regions are needed to explore the experiences of people ageing with long-term
physical impairments. The social context might be varied a little in terms of input
by other state, territory or local governments.

It is possible that future research

is needed to test the probability that people ageing with long-term physical
impairments have similar experiences and have formed similar opinions about
ageing.
A greater imperative is to research, develop and test models of health
promotion, self-management and maintenance of life skills for people ageing with
long-term physical impairments. A second research direction is to take these
models to younger people with physical impairments to delay or ameliorate
secondary health conditions which will affect their ageing.

Conclusion
It is time the ageing of people with disabilities and impairments was
differentiated from the bio-medical model of ageing. People ageing with long-term
physical impairments have survived to begin their ageing journey. Their identities
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as people with disabilities must be recognised and enlisted in health and
ageing in place initiatives. Positive ageing can be enhanced for people ageing
with long-term physical impairments by targeted programs to assist community
based ageing, fullfilment of social roles and reduction of stressors.
Although impairments remain and ageing processes continue to occur,
sensitive interventions can help this population to age in place and maintain their
quality of life. Since this piece of research concluded, the rights of people with
disabilities have been further acknowledged by the Australian government’s
ratification of the international Convention on the Rights of Persons with
Disabilities. Not only are participants, and their like, deserving of better aged
care, they are entitled to it.
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APPENDIX A: TIMELINE

This timeline is intended to indicate the relationship of some events within
disability history, affecting people with mobility impairment, to the Australian
social context and some international occurrences. The timeline is not
exhaustive.
Year

Victorian Event

Australian Event

1834
1848

UK British Poor Law Act
Opening of Yarra Bend
Asylum (Cage,1992;
Epstein, 1980)

1850
1851

International Event

UK Australian constitutions
Act
Est. Colony of Victoria
(Retrieved July 13, 2010
from
http://www.foundingdocs.gov
.au/resources/transcripts/vic
3_doc_1851.rtf).

1854

France. Adoption of Braille
by the Paris School for the
Blind (Wilson, 1987).

1861

Opening of the Deaf and
Dumb Institute (Wilson,
1987)

1866

Asylum and School for the
Blind (Wilson, 1987)

1871

UK Publication Darwin’s
‘Origin of the Species
(Darwin, 1871).

1872

Government declared
education for children free,
secular and compulsory
(Norris, 1974).

1876

Children with mental
handicap excluded from
compulsory education
(Lloyd, 1988).

1886

Est. of publicly funded
Institute for the Deaf and
Dumb (Cage, 1992; Epstein,
1980)

1887

Kew Cottages Idiot Colony
opened. (Reichel, 2003).
Known as an Asylum
(Manning, 2008).

NSW & SA first outbreaks of
polio (Bentley & Dunstan,
2006).
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Year

Victorian Event

1894

Founding of Association of
Braille writers (Wilson,
1987).

Australian Event

1896

Tilly Astin founded the
Australian Association for the
Advancement of the Blind.
Majority of members were
blind (Wilson, 1987).

1897

Tilly Astin,gave evidence,
supporting a blind pension,
to the Royal commission on
Age pensions (Wilson,
1987).

1901

Australian constitution
creating Commonwealth
government (Retrieved
February 16th 2010 from
http://www.aph.gov.au

18991902

16,000 men sent to Boer war
(Retrieved February 16th
2010 from
http://www.bwm.org.au)
2398 men were wounded
(Retrieved February 18th
2010 from
http://www.naa.gov.au/collec
tion/explore/defence/conflicts
/aspx

1902

Blind persons entitled to vote
under federal electoral laws
(Wilson 1987).

1907

Higgins’ Harvester Judgment
on definition of basic wage

1908

1. Invalid and Old Age
Pensions Act (Carne, 1997).
2. Polio epidemic (Bentley &
Dunstan, 2006).

1909

Qld Sister Kenny, soon to be
a polio treatment pioneer,
sets up her first small
nursing hospital

1911

Tasmania Polio declared a
notifiable disease (Hall,
1993).

1914

1. War Pensions Act

191418

2. 416,809 Australians
enlisted, 60,000 killed.
156,000 were wounded,
gassed or suffered as
prisoners (Retrieved
February 16th 2010 from
http://www.awm.gov.au

International Event

South Africa Boer War

USA 1st eugenics law
enacted (Gallagher, 1995).

Europe World War 1
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Victorian Event

Australian Event

1917

Yooralla free kindergarten for
physical weaklings was
begun by Sr. Faith of the
Methodist Mission (Norris,
1974).

Soldiers’ Repatriation Act.
This Act established the
Repatriation Department to
administer veterans’
payments.

1918

Polio epidemic (Bentley &
Dunstan, 2006).

1920

Australian Soldiers’
Repatriation Act 1920
clarified existing legislation
(Retrieved February 17th
from http://www.aph.gov.au)

1922

USA International Society for
Crippled Children
established (Norris, 1974).

1. Yooralla established as a
school (Norris, 1974).
2 Hospitals & Charities Act
1922 est. the Charities Board
of Victoria for the
administration of benevolent
societies (Retrieved August
11th 2010 from
http://www.prov.vic.gov.au

1925

Polio epidemic (Bentley &
Dunstan, 2006)

1926

1927

USA. Franklin Roosevelt
sets up a polio treatment
centre at Warm Springs
Georgia (Gallagher, 1994).
Yooralla restricts admission
to the "educable" (Norris,
1974).

1928-9

Polio epidemic (Bentley &
Dunstan, 2006)

1929

NSW. New South Wales
Society for Crippled Children
(Norris, 1974)

193033

Qld Sister Kenny developed
her polio patient practice
(Bentley & Dunstan, 2006).

1931

International Event

1. Dame McNamara &
McFarlane Burnet discover
polio has multiple viral
strains – an important step
towards a vaccine (Bentley
& Dunstan, 2006).
2. Dame McNamara sets up
a world first domiciliary
massage service for
children with polio auspiced
by the Royal Children’s
Hospital (Bentley & Dunstan,
2006)

Polio epidemic (Bentley &
Dunstan, 2006)

USA Great Depression
begins
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Victorian Event

Australian Event

1932

USA F D Roosevelt
becomes President

1934

1. Lord Nuffield gifted 50,000
pounds for the care of
crippled children in Victoria,
NSW, SA, Qld, WA,
Tas.(Norris, 1974)
2. Polio epidemic (Bentley &
Dunstan, 2006).

1935

Victorian Society for Crippled
Children and Adults formed
with an interest in vocational
outcomes (Norris, 1974).

Australian Soldiers’
Repatriation act 1935 which
created service pensions

193738

RCH massage service
extended to adults with polio
(Bentley & Dunstan, 2006).

Major polio epidemic with
39.1 cases per 100,000
population (Hall, 1993).

1937

First Education Department
teacher appointed to
Yooralla (Norris, 1974).

193945

1939

Mental Defectives Act
differentiated people with
intellectual disabilities from
the mentally ill and enabled
the development of new
institutions (Retrieved
August 11th 2010 from
http://www.access.prov.vic.g
ov.au )

1940

Experimental education
centre for spastic children
established at Yooralla
(Norris 1974).

1941

International Event

International Society for
Crippled Children developed
the Crippled Child's Bill of
Rights (Norris, 1974).

993,000 Australians enlisted,
27,073 killed 23,477
wounded, 30,560 taken
prisoner (Retrieved February
16th 2010 from
http://www.naa.gov.au/confli
cts )

World War II

Australian Physiotherapy
Association named at the
2nd national conference of
Masseurs. This profession
remains important in the
rehabilitation of children and
people with disabilities
(Bentley & Dunstan, 2006)

Germany and acquired
territories Aktion T4 - a
policy to execute all children/
adults with disabilities
(Gallagher, 1995)
World Int. Society for
Crippled Children changes
name to International.
Society for the Welfare of
Cripples (Retrieved February
18th 2010 from
http://www.riglobal.org
USA Sister Kenny sets up
polio clinics during major
epidemics (Bentley &
Dunstan 2006)

Australian amendment to the
Invalid and Old Age
Pensions Act by which
pension could be considered
as a training allowance
(Carney, 1991)
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Victorian Event

Australian Event

1941

Child Endowment introduced
(Retrieved February 2nd
2010 from
http://www.abs.gov.au - 1301
– Year Book Australia ,
1988)

1942

Legal aid enabled for service
personnel (Cass, 1988).

1944

Est. Australian Advisory
Council for the Physically
Handicapped
(Marshall, 1978).

194547

Major polio epidemic
(Bentley & Dunstan, 2006)

1945

Re-establishment and
Employment Act for returned
forces

1946

The Health Department sets
up a Polio Division with
Consultative Council and
medical and domiciliary
physiotherapy services
within the sector of General
Health (Bentley & Dunstan,
2006).

1947
1948

International Event

Introduction Commonwealth
Employment Service
(retrieved January 6th 2010
from http://www.aph.gov.au

Social Security Act which
introduced Sickness Benefit.
Hospitals & Charities Act
gave administration of
charities to the Minister
(Retrieved August 11th 2010
from
http://www.access.prov.vic.g
ov.au)

Est. of the Commonwealth
Rehabilitation Service
(Dept.Social Security, 1984).

1949

WA & NSW Est.Civilian
Maimed and Limbless
Associations (Ewing 1981).

195053

17,164 Australians enlisted,
339 killed, 1,500 wounded
and/or disabled (Retrieved
February 16th 2010 from
http://www.awm.gov.au

UN Universal Declaration of
Human Rights Article 23
"Everyone has the right to
work, to free choice of
employment, to just and
favourable conditions of work
and to protection against
unemployment."
England First Stoke
Mandeville paraplegic games
(Mitchell 1988).

Korean War
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1951

General Motors' Holden and
the Vehicle Builders' Union
agree on an employment
programme to include those
with disabilities.
(Personal communication
from first medical director Dr
Cooper of General Motors’
Holden Australia 1996.
Personal communication Drs
Knight, Milne & McDonald
1998).

Australian Pensioners
Medical Service introduced

1952

Blind Pension exempted
from means test

1954

Victorian Disabled Motorists'
Association began the 1st
lobby group for disabled
drivers in Australia (Lever,
1985).

Aged and Disabled Persons'
Homes Act
WA 1st spinal unit in
Australia est. Shenton Park
(Mitchell, 1988).

1956

Est. Spinal Injuries unit at
Austin Hospital (Mitchell,
1988).

1. Polio epidemic (Hall
1993).
2. Salk vaccine introduced
(Bentley & Dunstan, 2006)

1957

Est. of Victorian Paraplegic &
Quadriplegic Association
(Mitchell, 1988).

1958

1. Education Act amendment
gave educational rights to all
children but ‘principals could
suspend attendance pending
allocation of additional
resources’ (National Council
on Intellectual Disability,
1988. p.85)
2. First sheltered workshop
set up by VSCCA (Marshall,
1978).

1959

International Event

UN ILO recommendation on
Vocational Rehabilitation of
the Disabled. Section VII 29
(Norris, 1974).

USA. First publication of the
USA Toomey J Gazette for
polio survivors, later the
Rehabilitation Gazette
(Laurie,1980). This
magazine had international
circulation

UN Declaration of the Rights
of the Child Principle 5: "The
child who is physically,
mentally or socially
handicapped shall be given
the special treatment,
education and care required
for his particular condition."
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Victorian Event
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First Australian Paraplegic
Games held in Albert Park
Vic. (Mitchell, 1988).

Japan Law for Employment
Promotion of Disabled
Persons may have been the
first use of a quota system
(ESCAP, 1995).
Rome 1st Paralympic
Games
World Int. Society for the
Welfare of Cripples changes
name to Int. Society for the
Rehabilitation of the
Disabled (Retrieved
February 18th 2010 from
http://www.riglobal.org

Est. Australian Paraplegic
Council (Mitchell, 1988).

First Commonwealth
(Empire) Paraplegic games
held in Perth WA (Mitchell,
1988).

196272

More than 50,000
Australians enlisted, 2398
wounded and/or disabled,
521 killed (Retrieved
February 16th from
http://www.naa.gov.au

Vietnam war

1963

1. Australian Council for
Rehabilitation On the
Disabled (ACROD) formed
from the service provider
coalition Australian Advisory
Council on the Handicapped
(Marshall, 1978).
2. Disabled Persons’
Accommodation Act enacted
to fund accommodation for
working adults.

1960

1962

1. National Guide Dog
Centre est. at Kew (Wilson,
1987).
2. Mental Health Act est. the
Mental Health Authority.
3. Est. Paraplegic &
Quadriplegic Association of
Victoria (Mitchell, 1988).

1964

1967

USA Civil Rights Act
Tokyo 2nd Paralympic
Games
NSW
1. Est. Australian
Quadriplegics Association
(Jones, 1992).
2. First draft code on building
design in relation to disability
published by the Australian
Standards Association
(Mitchell, 1988).
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1968

International Event
USA Architectural Barriers
Act (Kaltenheuser 1995).
Tel Aviv Israel Paralympic
Games

1969

1. Handicapped Children
Assistance Act enabling
parents to afford some of the
expenses of caring for their
children at home.
2. States Grants (Home
Care) Act to assist state and
local governments to provide
some domiciliary services

1970

Henderson Report on
Poverty (Henderson’ 1970).

USA University of Berkeley
funded by federal dept. of
Health Education & Welfare
for the Physically Disabled
Students Program. Ed
Roberts as manager
(Shapiro, 1994).

1971

NSW Weemala nursing
home residents' committee
established. Some of the
Weemala residents mounted
the first publicly recorded
challenge to nursing home
management, by people with
disabilities wanting some
control over their care.
(Roarty, 1981).

New Zealand Accident
Rehabilitation and
Compensation Act to provide
no fault insurance except for
congenital conditions.

1972

National Health Bill
introduced the domiciliary
nursing benefit. This was the
first payment to home based
carers of people with
disabilities.

Germany Paralympic
Games
USA 1st Center for
Independent Living
incorporated at
Univ.Berkeley campus
(Shapiro, 1994).
World Int. Society for the
Rehabilitation of the
Disabled changes name to
Rehabilitation International

Commencement of the
Domiciliary Nursing Care
Benefit

USA Rehabilitation Act

1973

Vic. Victorian Education
(Handicapped Children) Act
enabled early intervention
services for young children
with developmental or
hearing impairments
(Committee of Review, 1983)
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Victorian Event

Australian Event

International Event

1974

Development of regional
disability activist groups
stimulated by the Australian
Assistance Plan
(Commonwealth
Government Social Welfare
Commission, 1976)

1. Report proposing a
national rehabilitation and
compensation scheme
(Woodhouse & Meares,
1974).
2. Handicapped Persons'
Assistance Act which
increased the capital subsidy
available to organisations
providing specialised
accommodation and
extended subsidy eligibility to
other types of services
including activity therapy
centres.
3. Introduction of the Spouse
Carer allowance

USA Est. of the American
Coalition of Citizens with
Disabilities (Driedger, 1982).
Rehabilitation Act’s Section
504 prohibited some forms of
discrimination against people
with disabilities.

Est. National Federation of
Blind Citizens Australia

UN Declaration on the Rights
of Disabled Persons
New Zealand Disabled
Persons Community Welfare
Act (ESCAP, 1995).

1975

1976

Day training centres became
Special Developmental
Schools and became the
responsibility of the Minister
for Education (Retrieved
August 11th 2010 from
http://www.access.prov.vic.g
ov.au ),

1977

Health Commission requests
that their Advisory
Committee make
recommendations to the
Spastic Society of Victoria on
sexuality of disabled adults
(Sargent, 1977).

World 1st Winter Paralympic
Games Sweden

1. Commission of Inquiry into
Poverty included disability
(Treloar, 1977)
2. Commonwealth
Rehabilitation Service
broadens eligibility to include
all people with disabilities
within the working age band.
women now could be
rehabilitated despite
ineligibility for a pension or
benefit (Department of Social
Security Rehabilitation
Division, 1984).
3. Est. Commonwealth Legal
Aid Commission (Retrieved
November 16th 2009 from
http://www.aph.gov.au ).

USA Disability activists
protest in San Francisco until
Secretary Califano signed
Rehabilitation Act Sect. 504
which dealt with architectural
and economic discrimination
(Shapiro, 1994).
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1978

Australian Event

International Event

1. Final Report of the Royal
Commission on Human
Relationships (Deveson
1978)
2. Minister for Posts and
Telecommunications issued
broadcast licences for radios
for the print handicapped
(Wilson, 1987).

1979

Est. D(ignity) E(ducation)
And L(anguage) DEAL
Annie McDonald is released
from St Nicholas Hospital by
the Supreme Court to the
care of Rosemary Crossley
(Crossley & McDonald,
1980).

NSW first protest against
lack of access to public
transport.

1980

1. Formation of local and
state committees for IY DP.
2. Submission by the Victoria
Australian Quadriplegics
Association and Northcote
City Council for funding of
the Personal Workers' Study
to the Vic Employment
Initiatives program (Shea,
1984).

1. Formation National IYDP
Committee
2. WA Est of Disabled
Advocates and Self Help
(DASH)
2 NSW Est. of Union of
Handicapped People.

Canada Winnipeg.
Delegates with disabilities
denied time to speak at
Rehabilitation International
Winnipeg Canada
(Chandran-Dudley, 1994).
Netherlands Paralympic
Games

1981

1. Office of the
Commissioner for Equal
Opportunity releases a report
of a survey of people with
disabilities alleging
discrimination experience
(Bradshaw, 1981).
2. State IYDP Committee
funds delegates to
Singapore Assembly

1. National IYDP nongovernment Advisory
Committee funded delegates
to participate in the first
Disabled People's
International Assembly
2. Federal Program of Aids
for Disabled Persons funded
3. 1st national survey of
handicapped persons (ABS,
1982).

UN International Year of
Disabled Persons (IYDP)
World Est. Disabled
Peoples’ International at
World Assembly in
Singapore

1982

1. Est. Victorian Disability
Resources Centre (Cooper,
2000a.)
2. Est. of the first MultiPurpose Taxi Program for
people with mobility
impairment
3. Railways introduce ramps
for wheelchairs (Quibell,
2004).

1. McLeay Committee
recommendation for an
Attendant Care allowance
(Macleay, 1982).
2. Review of the
Handicapped Persons
Assistance Act 1974
3. NSW Aust. Government
funded a pilot attendant care
study (Cooper, 2000a)

UN World programme of
Action concerning Disabled
Persons 1982-1992
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1983

1. Est. of Disabled People's
International (Australia) in
Melbourne (Cooper, 2000 a)
2. Est. of Disability Advisory
Council of Australia (Report
of the Handicapped
Programs Review, 1985).
3. Carer Pension
4. Mobility Allowance
introduced

UN Decade of Disabled
Persons 1983-92 (ESCAP,
1995).

1984

1. Asia Pacific regional
Assembly of Disabled
People's International at
Adelaide.
2. National Women’s
Network formed within
DPI(A). This was the
forerunner of Women With
Disabilities Australia

UN Declaration of Human
Rights
New York Paralympic
Games

Bahamas
World Assembly DPI

1985

The 150th committee and
Victorian Department of
Employment and Training
both gave $75,000 each for
work on the Disability
Resources Centre’s
recommendation to establish
a Disability and Employment
Action Centre

1. Federal government's
Report of the Handicapped
Persons Assistance Act and
Programs Review "New
Directions"
2. Home and Community
Care Act enabled extension
of services to some people
with disabilities.

1986

Guardianship &
Administration Act est. the
office of the Public Advocate

Est. Human Rights and
Equal Opportunity
Commission

1986

Disability Services Act
Est. of the 325 Attendant
Care Pilot which was to
become the National
Attendant Care Scheme
(Department of Community
Services & Health, 1990).

Asia Pacific D P I Assembly
held in Korea (Hall-Bentick
op.cit)

1987

1. Disability Services Act
1986 proclaimed
2. 2nd DPI(A) Assembly at
Sydney

UN Mid term evaluation of
the Decade of Disabled
Persons
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1988

Report commissioned on an
accessible transport plan
(Street et al, 1988).

1. A.S. 1428 Part 1. Design
for Access and mobility General Requirements for
Access - Buildings.
2. Release of "Towards
Enabling Policies: Income
Support for people with
Disabilities’ (Cass, 1988).

Seoul Korea Paralympic
Games
USA Americans with
Disabilities Act (Shapiro,
1994).

1989

New plan for disability
announced (Spyker, 1989).

1990

Federal government review
recommended support for
community based living
(Zakharov, 1990)

1. Federal Government
release of discussion paper
"National employment
initiatives for people with
disabilities.” (Ronalds, 1990)
2. Social welfare ministers
develop devolution of
disability services funding
and responsibility under
Commonwealth/State
Disability Agreement

1991

Disability Services Act

3. Social Security Act
enabled reviewable Disability
Support Pensions and
Sickness Allowances.

Singapore DP I Asia Pacific
Assembly
USA Americans with
Disabilities Act proclaimed
(Dart, 1990).

1992

1. Introduction of the
Disability Reform Package
‘to improve the participation
of people with disabilities in
employment, education and
training activities.’ (Baume &
Kay, 1995, p. 29)
2. Disability Discrimination
Act.
3. Release of ‘Strategy for
consumer rights and
responsibilities for people
with disabilities.’ (Moyle,
1992).
4. D P I(A) National
Assembly Adelaide
5. Superannuation
Guarantee Act proclaimed

Barcelona Paralympic
Games
World Paralympics Games
now held immediately after
every Olympic Games
Vancouver World Assembly
DPI
UN ESCAP Conference for
government representatives
to discuss and implement the
2nd Asia and Pacific Decade
of Disabled Persons 19932000

1993

1. ABS Survey of Aged and
Disabled Persons.
2. Building Code of Australia
including revisions to AS
1428.
3. Commonwealth Disability
Strategy announced

UN Standard Rules on the
Equalisation of Opportunities
for Persons with Disabilities
adopted by the 48th session
of the General Assembly.
Asian and Pacific Decade of
Disabled Persons 1993-2001
proclaimed by the Economic
and Social Commission for
Asia and the Pacific.
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1994

1995

Equal Opportunity Act

Australian Event

International Event

1. National Agenda for
Women grant to Disabled
People's International(A)
National Women's network
2. National Women’s
Network is incorporated as
Women With Disabilities
Australia (Cooper, 2000 a).

DPI World Assembly in
Sydney.

1. Office of Disability sets up
the National Caucus of
Disability Consumer
Organisations
2. Office of Disability
contracts AQA NSW to set
up the Physical Disability
Council of Australia.
3. DPI(A) in receivership

1996

USA Georgia Paralympic
Games

1997

Pensions linked to MTAWE

1998

Commonwealth Employment
Service abolished in favour
of privatised Job Network
(Retrieved March 4th 2010
from http://www.aph.gov.au)
Est. Centrelink

2000

Sydney Paralympic Games

2001

1. Introduction of Welfare
Reform (Carney, 2006)
2. Australia sends troops to
support USA War on
terrorism

2002

Intergenerational Report
(Budget Paper No. 5).

2003

Est. Australian Federation of
Disability Organisations

2004
2006

2008

USA terrorist attacks.
President Bush declares war
on Terrorism

Greece Paralympic Games
Charter of Human Rights &
Responsibilities

High Court rejects wrongful
life cases (Neville & Lokuge,
2006)

World Paralympic Games
Beijing
UN Convention on the Rights
of Disabled Persons adopted
by the UN General Assembly
13/12/2006

1. Disability Discrimination
Act 1992 Accessible
Transport Standards passed
by Parliament.
2. Australia ratifies the
Convention on the Rights of
Disabled Persons

UN Convention on the Rights
of Disabled Persons comes
into force 3/5/2008
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2010

Victorian Event

Australian Event
Disability Discrimination Act
Building and Access
Standards passed by
Parliament.

International Event
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APPENDIX B: INTERVIEW GUIDE
Initial Statement
People with long term physical impairments, that is having an impairment
or difficulty with their legs, arms or back, or disability, for more than forty years,
very often have had to cope with many changes during their life. This study is
looking at what ageing means for people ageing with long term physical
impairments.

Sometimes the significance of the changes are not recognised until one
has a chance to look back and reflect on what has happened. Sometimes how
one adjusts to change becomes buried in all the activities which go on in life. The
aim of these interviews is to look at the changes in your life caused by
impairment, disability and ageing, and to discuss how you cope.
General Information Questions and Interview Prompts
A.1.

Age.

A.2.

Educational Background.
Are you involved in any current educational activity? If so, what is it?

A.3.

Partnership status

A.4.

Employment paid or unpaid.
a.

What has been your main job during your life?

b.

Do you still do paid or unpaid work?
If so, please describe.

A.5.

Where do you live?

A.6.

Family?

A.7.

Friends?

A.8.

Social affiliations?

A.9.

Terminology.
a.

What word do you use, disability or impairment or something else?

b.

How would you describe your disability/impairment?

A.10. Age of Impairment.
a.

When did your major disability/impairment occur?

b.

Can you describe what happened to you?

A.11. How did you feel/cope?
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END OF FIRST SESSION
Second interview
B.12. Disabling experiences
a.

How do you feel about your opportunities in life?

B.13. How are you going with ageing?
a.

What are your thoughts on ageing?

b.

What is ageing like for you?

B.14. Is there a difference in your ability to do things?
a.

If you are experiencing changes in your abilities, what are they?

b.

Are these changes due to your primary impairment or ageing or
other cause?

B.15. Do you have any health issues now?
a.

related to your impairment?

b.

related to ageing?

c.

related to some other factor?

B.16. Adaptations to change
a.

Do you feel you have changed your ways of coping?

b.

How?

B.19. What do you wish for the future?
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APPENDIX C: LETTERS OF INVITATION TO PARTICIPATE

An exploration of the meaning of ageing for people with long term physical
impairments.
As you know very little knowledge exists on how people with long term
impairments/disabilities cope with ageing. We would like to do some work on how
people have coped with long term impairments/disabilities, and what issues arise
as they age. We are interested in the knowledge and opinions of people with
disabilities.
We need people who have been managing their disability for at least forty
years.
The interviews will centre around two questions, one asking for general
information and about your disability, and one looking at perception of ageing.
The interviews will take about an hour and a half each. You can be interviewed
by phone or at your home or other place of your choice. Margaret uses a
wheelchair and does need to meet with you at an accessible place. Margaret will
be using a tape recorder to make sure she gets accurate information.
All information will be kept strictly confidential. The information you give us
will have all identifying data such as your name and address removed. Each
questionnaire and tape will be identified only by a letter of the alphabet, which
most likely won’t be the same as your own initial. Then the tapes and
questionnaires will be stored securely at La Trobe Department of Social Work
and Social Policy and used in a thesis. We may be publishing a professional
journal article on our findings in due course. We may include verbatim comments,
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but the commentator will not be identified. If you would like a copy of any
published work let us know at the time of interview.
We don’t have any funding for this research, so are unable to pay you for
your time.
However we would appreciate your volunteering your time and knowledge.
Your contribution will be part of a study about the ageing of people with
disabilities which is hoped may be useful in developing appropriate policies and
services.
If you would like to assist please contact Margaret on tel/fax 97732437 or
by email m.cooper@latrobe.edu.au
Any questions you have regarding this project may be directed to Margaret
Cooper postgraduate student on tel/fax 97732437. If you have any complaints or
queries that the researcher has not been able to answer to your satisfaction, you
may contact the Ethics Liaison Officer, Human Ethics Committee, La Trobe
University, Bundoora, Victoria 3086, telephone (03) 9479 1443.
The research will be part of a Doctor of Philosophy thesis being
undertaken by Margaret Cooper. Dr Christine Bigby is Margaret’s research
supervisor.

Thank you for your assistance,

Professor Allan Borowski

Dr Christine Bigby

Margaret Cooper

Senior Investigator

Post-graduate student
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Explanatory Letter accompanying the statement of informed consent

Date
Dear………….

An exploration of the experience of ageing for people with long term
physical impairments
Thank you for volunteering to assist us in this study.
We hope we are able to develop more knowledge on the meaning of
ageing for people with long term disabilities. You will have contributed to that
process.

Please would you return the attached Statement of Informed Consent to
Margaret Cooper, School of Social Work and Social Policy, La Trobe University,
Bundoora 3084

Once we have received your consent, Margaret will contact you about a
convenient time to meet you and carry out the interview.
Thank you for your assistance,
Yours sincerely,

Dr Christine Bigby
Senior Investigator

Professor Allan Borowski

Margaret Cooper
Post-graduate student
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An exploration of the experience of ageing for people with long term
physical impairments
Statement of informed consent
I………………………………........... , have read and understood the
Information Sheet and any questions I have asked have been answered to my
satisfaction. I agree to participate in this project, realising that I may withdraw at
any time. I agree that research data collected during the project may be included
in a thesis, presented at conferences and published in journals, on condition that
my name is not used.
I understand that research data, with all traces of identity removed, will be
kept for five years, according to La Trobe University research protocols and the
regulation of the Public Records Office Victoria.
I understand I have the right to withdraw from active participation in this
project at any time and, further, to demand that data arising from your
participation are not used in the research project provided that this right is
exercised within one month of the completion of the interview.

NAME OF PARTICIPANT: (in block letters): .........................................................

Signature: (in block letters):....................................................................................

DATE:…... ..............................................................................................................
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NAME OF SENIOR INVESTIGATOR: (in block letters): .......................................

Signature: (in block letters):....................................................................................

DATE:…... ..............................................................................................................

NAME OF RESEARCHER: (in block letters): ........................................................

Signature: (in block letters):....................................................................................

DATE:…...

