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Introduction

Although there have been efforts to quantify the number and types of disabilities experienced by Aboriginal people (Thompson & Snow, 1994), there have been few studies into the perception and experience of being an Aboriginal person with a disability. Those studies, which have been done, are difficult to use for comparative purposes due to a lack of consistency in the definitions of impairment, disability and handicap. A workshop held by the Australian Bureau of Statistics, the Australian Institute of Health and Welfare and the Department of Health and Family Services called for the adoption of 'definitions of disability which are meaningful in an Indigenous cultural context, but that maintain comparability with definitions in general use' (ABS, 1998).

The ICIDH provides such a consistency of definitions. Research is necessary, however, to determine the relevance of the concepts of the ICIDH to Aboriginal people and the applicability of using such a classificatory system within Aboriginal communities. This report describes research that was conducted in two Aboriginal communities to examine individual and community perceptions of disability and the potential relevance of the ICIDH.

The ICIDH

The ICIDH is a classification of disability and functioning, developed by the World Health Organisation. It systematically groups consequences associated with health conditions at body, person and society levels. It is not a classification of disease, disorder or injury, which is the aim of the International Classification of Diseases (ICD) (Madden & Hogan, 1997). The ICIDH-1 had three dimensions: Impairments, disabilities and handicap. 

Impairment: In the context of a health experience an impairment is any loss or abnormality of psychological, physiological or anatomical structure or function.

Disability: In the context of a health experience a disability is any restriction or (resulting from an impairment) of ability to perform an activity in the manner or within the range considered normal for a human being

Handicap: In the context of a health experience a handicap is a disadvantage fro a given individual, resulting from an impairment or a disability, that limits or prevents the fulfilment of a role that is normal (depending on age, sex, and social and cultural factors) for that individual. (WHO 1980)

These dimensions were criticised for a number of reasons, including overlap of the dimensions, difficulties with translation of the word handicap and lack of a system to take account of environmental factors and their effect on the disabled person. Madden and Hogan (1997) discuss these criticisms in detail.

The ICIDH is currently being revised. The dimensions of the draft ICIDH-2 are:

· Body functions and structure and Impairments: Body functions are the physiological or psychological functions of body systems. Body structures are anatomical parts of the body such as organs, limbs and their components. Impairments are problems in body function or structure as a significant deviation or loss.

· Activity: Is the performance of a task or cation by an individual. Activity limitations are difficulties an individual may have in the performance of activities.

· Participation: is an individual's involvement in life situations in relation to health conditions, Body functions and structure, activities and contextual factors. Participation restrictions are problems an individual may have in the manner or extent of involvement in life situations. (WHO 1999).

In addition to these dimensions the revised ICIDH, also includes an annex on contextual factors that interact with all three dimensions. These are composed of environmental factors and personal factors (WHO, 1999)

The most significant change in the ICIDH is the re-naming of the third dimension as participation. The former title, 'handicap', contained a negative connotation, of a person's lack of ability to perform certain activities. The re-named domain recognises that participation is not only the result of impairment, but the opportunities and choices that are available to the individual (Madden & Sykes, 1999)

The principal aims of the ICIDH-2 are summarised as:

· To provide a scientific basis for understanding and studying the functional states associated with health conditions;

· to establish a common language for describing functional states associated with health conditions in order to improve communications between health care workers, other sectors and disabled people/people with disabilities;

· to permit comparison of data across countries, health care disciplines, services and time;

· to provide a systematic coding scheme for health information systems;

The main focus of this report will be on the activities and participation domains, as it is beyond the scope of this research to make significant comment on the nature or number of impairments experienced by community members, except in a general manner.

Literature review

The international literature stresses that people living in non-western cultures may have different perceptions of disability, from the ideas of causation, what conditions are thought to constitute a disability and a person with a disabilities expected role and place in the community. Much of the literature however is based on generalisations for example the following from New Zealand:

"The indigenous Maori in New Zealand regard the common Western goal of rehabilitation, that is independence, as strange or even "sick". They see interdependence and the ability to carry out participation in social grouping as a proper and suitable goal. With the emphasis on strong family connections, and an interconnected personal identity or self, independence is not a desirable or even acceptable, objective"(Gregory, 1993).

These descriptions tend not to comment on the fact that disability is also an individual experience, and that each person's experience may vary within the culture. Within cultural norms a person's experience of having a disability will also be dependant on their resources in terms of carers and finances, their age, sex and social standing.

Aboriginal beliefs about the causation and treatment of illness have been extensively examined, for example (Reid, 1983, Taylor, 1977, Wiminydji & Peile, 1978). The studies show that concepts of health are intertwined with ideas of maintaining social harmony, conforming to social and spiritual norms of behaviour, and a person’s connections with traditional lands. An understanding of these concepts is very important for this study as the perceived causation of a person’s disability may have an effect on their experience of that disability.

The information specifically on the experience of Aboriginal people with disabilities is more limited. A number of accounts demonstrate the tolerance and great efforts taken to ensure the continued participation of those with disabilities, in the life of the group, with people who were unable to walk being carried from place to place (Berndt&Berndt, 1964, Kalberry, 1939). 
There are, however accounts of old and frail people being left behind and several authors also comment that new-borns with significant physical disabilities were killed at birth (Meggitt, 1964, Cowlishaw, 1979). Western medicine and the change to a sedentary lifestyle has made accommodation of people with disabilities possible (Elliot, 1994). For these reasons Zierch (1990) comments that the integration of people with serious disabilities into remote Aboriginal communities is a recent phenomenon.

Reid examined the status of old people in Yirrkala and found that although there was a general ethic of caring for old people, some old people were more likely to receive care and attention as they grow older. She concluded that: 

'The treatment and status of the elderly is probably no more uniform in Aboriginal society than it is in Western Societies. Differences between the fortunes of individual elders largely reflect their personalities and their differential location in the economic, political and social structures' (Reid, 1985:92).
Recent studies of Aboriginal perceptions of disability are very limited. In a study undertaken for the Commonwealth Rehabilitation Service, Elliot (1994) makes the following points about social perceptions of disability in remote Aboriginal communities:

· social stigma is not attached to disability;

· an impairment was only of concern to a person if it lead to handicap, people identified as having a handicap were those who needed assistance with the activities of daily life; and

· elderly people were not regarded as being disabled; their limitations were considered to be a normal part of aging.

A Department of Health, Housing and Community Services Needs Assessment Report on People with Handicaps, and the Frail Aged in Five Aboriginal Communities in the Northern Territory (1992) found that the word handicap was disliked. In addition, there was significant social stigma associated with being labelled as ‘handicapped’. As can be seen there is considerable inconsistency in the accounts of disability. It is not clear, however, as to whether these inconsistencies were the result of different attitudes of Aboriginal populations or a different set of beliefs guiding the researchers.

Ariotti’s (1997) study of the Anangu perception of disability found that some people, and especially those with obvious physical impairments, such as amputations, were ashamed and embarrassed about their appearance, to the point of avoiding other people. Ariotti also found that a person’s perception of their own disability was also dependent on the knowledge of available aids and services. He described the case of one elderly woman who was unable to walk, but did not consider herself to have a disability, because she considered that she was able to do most things she wanted to do (talk to friends and family, make artefacts). When she visited another community and saw a person using a motorised wheelchair she was suddenly made aware of increased opportunities for participation in her own community.

The overall view of Aboriginal perceptions of disability gained from the literature is the diversity of accounts, which of course is to be expected given the diversity of Aboriginal populations and experience. 

Aims of the project

Because of the limited understanding of what concepts of health, quality of life and disability mean to Aboriginal people, testing of the ICIDH requires a very different approach to that which may be adopted in non-indigenous communities. It is necessary to discover:

· How people with impairments are perceived by their community;

· What criteria is used to identify people with impairments;

· What activities are considered to be normal in the community;

· What individuals regard as being important in their lives;

· What individuals feel that they cannot do, or actually cannot do because of their disability;

· What contextual factors limit or prevent a person from achieving their aims; and

· What contextual factors could help a person achieve their aims.

A study to test the relevance of the ICIDH in Aboriginal communities needs to be long-term, as the researcher needs to be aware of the following factors:

· The environment and setting in which people live and what impact this has on their ability to participate;

· what areas of participation are expected at certain periods of their life; and 

· the hopes and ambitions of individuals in relation to the participation dimension.

Methodology

Field work was conducted in two Aboriginal communities in the Northern Territory, the first was an urban community situated within Darwin (Kalaluk community) and the second was a remote community in South East Arnhem Land (Ngukurr community). A total of six months fieldwork was conducted in the first community and six months in the second. The approach taken however, was different in each of the communities. In the urban community I did not live in the community and the research was largely based on surveys supplemented by interviews and discussion. In the second community, I lived within the community and as well as surveys and interviews; there was a far greater emphasis on participant observation, which added to the richness of the information obtained.

The emphasis of this project was to provide background material for the ICIDH, rather than specifically test the instrument. Therefore the broad headings of impairment, activities and participation provided the framework for the study.

Description of the two communities 

The urban community in which the first period of fieldwork was conducted, is situated within the suburbs of Darwin and has a population of approximately 200 people. The community is on the traditional homelands of the Larakia people, but is also home to Aboriginal people from a variety of places throughout the Northern Territory and the rest of Australia. The community administered a nursing home, and the residents of this home were also considered in this research.

The remote community where the second period of field work was conducted, is situated in South East Arnhem land, and is home to 1060 people, 856 of whom are Aboriginal, with the remainder being non-Aboriginal staff (Teachers, nurses, council staff and their families) .The community is about 300 kilometres from Katherine and its remoteness, especially in the wet season is exacerbated by 70 kilometres of unsealed road and two low level river crossings. The community is a former mission settlement and as such is home to people from seven different language groups in the area. A common language of Kriol is spoken in the community, as well as English 

The community has a school and a health clinic, a council building and a shop. The community faces issues such as high levels of overcrowding in the houses, high unemployment and the perception that there are few opportunities for school leavers to work within the community. There are high levels of chronic disease, particularly diabetes and respiratory disease.

Similarities and differences between the communities

In both communities there was a great emphasis on the importance of the family care for the family, both immediate and extended was an important part of being Aboriginal. In the urban community, however, which was home to people from a wide variety of places, an individuals family may be limited to a few neighbouring houses. In Ngukurr, however, nearly everyone was related to each other, so family encompassed the entire community. 

Of course the residents of the urban community had a much greater contact with non-Aboriginal urban people. Contact for the Ngukurr residents was only occasional with very occasional trips into Darwin and Katherine. People in the urban community used mainstream services outside of their own community (for example schools, medical services) while Ngukurr residents have a school and a clinic within their own community.

Findings in the Kaluluk Community

The first question of interest was to explore what things people in the community were interested in participating in. The following life areas were considered to be most important by members of the urban community. Table 1 illustrates the results of 25 long interview. Eleven men and 14 women were interviewed, their ages ranged from 18-65.

Table 1: Most important life areas

Life area
Number of times mentioned

Family
20

Knowing about culture and land, including going hunting and fishing for bush tucker.
15

Having pride in yourself
13

Health
9

Feeling in control of your life
8

Finding a job
8

Having enough money
7

Obtaining an education
6

Feeling safe
6

Having enough to eat
5

Being involved in the community
2

Participation in the area of the family was not limited for anyone in the community because of their disabilities. Indeed the family was seen as a source of strength to help in times of illness. People commented ‘Your family is always there to lean on’ and ‘Your family will always look after you’. Younger people were encouraged by the parents to check on their older relatives. It was commonly said that Aboriginal people always look after their relatives. Participation was however limited by the fact that people's families were often located in distant and remote locations across the Northern Territory and it was difficult to visit families and attend important events such as funerals.

In the case of the residents at the Janinga Nursing Home, some of the residents lived in cabins where relatives could visit or stay, but many people were separated from their families and thought that they had lost touch with their relatives, including spouses. They were also often unable to return to their communities to participate in important events such as the funeral of a family member. Visits home to the community were difficult to arrange as many of the residents had conditions that prevented them from travelling in light aircraft. It was also difficult to ensure that the individual would have someone to look after him or her when they arrived home. When people are separated from their community and family for very long periods it is difficult to fit them back in again, even for a very short period. These limitations in are well covered by the ICIDH (participation in social relationships-chapter 4 and participation in community, social and civic life-chapter 9). 

Cultural activities and hunting and fishing expeditions were encouraged at the nursing home and happened on a frequent basis. The problem is however, that many of the residents were from different parts of the Northern Territory and so the land around the centre and the animals had not real meaning for them. For example one lady commented on the strange things that salt water people go hunting for and said she missed the bush tucker from her own country. People at the nursing home also commented that they missed the opportunity to talk with other people in their own language. This was again due to the many different communities of origin for the residents. 

Participation in these aspects of life is less easy to classify. It could come under chapter 9: Participation in community, social and civic life, and chapter 3:Partipation in the exchange of information but neither of these capture the deep emotional and spiritual significance of participating in such activities. As one woman commented:

"when people are sick going out into the bush and their country is like medicine to them, while they are out there they don't think about being sick".

Issues such as being in control of your life and having pride in yourself were consistently mentioned in interviews. Such issues relate back to the social barriers preventing Aboriginal people from participating in the wider community, which were apparent in many aspects of everyday life, whether it was participating in employment, catching public transport or just feeling comfortable visiting the local supermarket or post-office.

Measurement of disability in the community

Disability was found to be a difficult concept to talk about, because people had different view about what being disabled meant. Although people in the community would discuss health conditions such as Asthma and chronic back pain they did not consider these condition to constitute a disability. This term was reserved for more major health conditions, for example a condition that left a person confined to a wheelchair. People were often not aware of how much they were limited by their condition. Some people had different expectations of health and different perceptions of what is normal and expected. Self-reporting of milder conditions is linked to the communities knowledge about disabling conditions and availability of aids for disabled people (Douglas and Mathers, 1998).

In a survey of self-perceived health in the community which was administered to 55 people (27 men and 28 women). This was a significant percentage of the total population of 200 adults and children. The majority of people considered that their health was good. Good health in the community means something different from freedom from disease and unrestricted bodily functioning. For example, one woman, who was a diabetic and very weak, described her health as being good due to the fact that her family was always around to help her. 

The results of the question on self-perceived health are illustrated in figure one. Fifty percent of women and 59.3% of men surveyed described their health as being good. Differences are apparent, however, between the sexes at either ends of the scale. Thirty nine percent of women surveyed reported themselves to be in excellent to very good health compared with only 3.7% of the men. No men described themselves as being in excellent health. The difference in the perceived health of men and women in the community was explained to me in terms of the roles available for men and women. There was very limited employment for the men in the community, which lead to boredom, despair and a sense of not being in control of their lives. This in turn could lead to very heavy drinking. Women, on the other hand, had a clearly defined role in the upbringing of children, care of other members of the family and maintaining the home. In this way it is possible to see how lack of opportunities to participate in valued activities can have a direct effect on an individual's health.

Figure1: Self perceived health in the urban community
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Barriers to participation in the community

The physical environment:

The physical environment of the community is limiting to people with disabilities. The roads are dirt and deeply corrugated causing great difficulties for those in wheelchairs or who are unsteady on their feet. In the wet season the roads are often flooded and always boggy. Moving around the community can be very difficult. Transport is also a problem for members of the community. Very few people have cars and public transport is limited. Buses do not come into the community-they do stop on the main road outside the community, but this is a long walk for many people. Taxi drivers do not like entering the community (there is a perception that the people from the community will not pay the fares) and therefore such transport is often very unreliable. Both communities are a considerable distance from the nearest shop, post-office, medical service and school.

Shame:
Shame appears to be a very important concept in understanding extent of participation in the community. Some authors have commented on the shame that Aboriginal people express about their impairments, especially visible impairments such as an amputated limb (Ariotti, 1997). Shame in itself, however, could also be viewed as something, which directly limited a person’s participation in the community. People interviewed talked about the shame they felt outside the community when they felt that they were being treated differently because of their Aboriginality. This had limitations on their ability to do essential daily tasks such as doing the shopping or visiting the doctor. Gething’s notion of Aboriginal people having ‘a double disability’, in that being Aboriginal is considered to be a handicap was often stated by members of the community (Gething 1994). But shame also operated within the community, with people who were too shy to leave their houses and have contact with anyone but their close family. When I discussed these issues with people in the community they repeatedly said that isolation and loneliness were causes of ill health.

The ICIDH does not refer to non-participation dues to a person’s: ‘gender, race, social class, economic condition or religion’. Furthermore, it states that: ‘should a person choose not to participate in some area, or choose to restrict his or her participation voluntarily, that is not a restriction that needs to be classified’.

It is becoming increasingly clear that it may be difficult actually determine the cause of non-participation and that the linkages between an impairment and non-participation may be difficult to detect. It is also clear that for many people in the community non-participation due to non-Aboriginal attitudes and discrimination was considered to be more important than any lack of participation due to disability.

 Attitudes towards disablement:
It has been often said in the literature that there was no social stigma associated with disabilities in traditional Aboriginal society (Elliot, 1994). However, it can also be argued that children surviving with severe disabilities are a fairly recent phenomenon in Aboriginal communities, due to low survival rates of people with very high care needs (Zierch, 1990). The health workers who I have talked to in regard to Aboriginal children with disabilities said that there was a difference between disabilities caused by accidents and those that a child is born with.  It was stated that congenital disabilities are believed to be a result of some wrongdoing on the part of the mother. The disabled child is therefore a visible manifestation of the mother’s shame, and for this reason parents are unable to accept disabled children. Impairments caused by accidents do not carry the same social stigma. These different attitudes towards disability (and the way, which they influence a person’s potential to participate in the community) should also be investigated.

Another area that should be examined is different attitudes towards people with intellectual or behavioral disabilities as compared to physical disabilities. From conversations with people in the community, I have the impression that people with mental health problems are treated with some distance. In one case an individual’s condition was described in medical terms, but at the same time it was also suggested that the individual could be behaving in such a way as a result of being cursed. It was also implied that it was safer to stay away from this person. Obviously such perceptions will have a great effect on the ability of a person to participate in their community.

Findings in the Ngukurr community

Fieldwork was carried out in the Ngukurr community from September 1999 to March 2000. One of the earliest tasks was to conduct a household survey in every Aboriginal house in the community. Ninety-one households participated in the survey, only one person refused and six houses were continuously unoccupied during the survey period. The age range of the people surveyed was from under 20 to 60 and over. Fifty-three of the respondents were women and 38 were men. The actual meaning ascribed to health was however left to the respondents to decide. 

One of the sections of the survey asked people two questions on self-perceived health. These were:

· How healthy do you feel? and

· How happy are you with your health?

Responses were provided on a scale from 0 to 10 (completely unhealthy /unhappy to completely healthy/happy).
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Figure 2: self rated health in the remote community
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Figure 3: happiness with health in the remote community

Thirty-nine percent of people described themselves as being completely healthy and only 10% of people rated their health as less than five out of ten, with 3% of people describing themselves as being completely unhealthy.

When it came to satisfaction or happiness with health, 59% of people said that they were perfectly happy with their health, however there were also more people who rated their happiness with health as less than five out of ten, with 5.6% of people describing themselves as completely unhappy with their health.

People often provided information about their health condition, but said that they were not worried about their health. Interviews with health workers and community members also consolidated this very functional view of health, which was, "if I can keep going and do the things that I want to do then I'm OK" As one health worker said:

"People with disabilities keep going as usual, they don't complain. If the doctor tells them not to do things they don't worry about the doctor. It’s the Aboriginal way doing what you want to do"

On the other hand, in the case of chronic ill-health, many people readily described their conditions and the limitations it places upon their lives, in terms of the care they have to take or the modifications (for example to diet) they have to make to remain healthy.

"I have to watch it when I work too much, I feel no good. I have to go and have a rest, otherwise my heart beats too fast and I might drop dead any time"

But this person described herself as happy with her health despite these limitations, as did many other people.

Things considered to be important for a good life

Figure 4 shows one person's ideas about the most important things in their life. This particular diagram was discussed in small groups in the community and the categories were generally accepted as being the most important one. As can be seen the concepts can be divided into activities centered around the family, and those to do with getting out of the community to go camping or fishing in the bush. As will be discussed in the following section people's ability to leave the community may be very restricted by lack of transport.

Figure 4: Things important for a good quality of life or a Gudbala laif
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As can be seen, the results of this show some important differences to those found in the urban community. There was not an emphasis on having 'pride in yourself', as was found in Kaluluk and there was much greater emphasis on the community as whole. Interestingly, there was no mention of good health as being important for a good quality of life. It is quite clear that health is valued in a very different way in the two Aboriginal communities studied. Far from being the most important thing for a good quality of life, as has been found in studies with non-Aboriginal communities (for example Bowling, 1995), health had very little impact on a person's overall assessment of their quality of life. This low level of interest in health has important implications for how health services are perceived and utilized and for the effectiveness of health promotion activities. Importantly for this study, it means that people are also likely to display a low level of interest in the classification of disabilities.

Attitudes towards disability

Disability was a difficult concept to talk about in the community, even with local people who were involved in the health system as health workers. It was immediately clear that there was a general lack of interest in discussing health-related problems. The difficulty in talking about these problems did not improve even after I had become well accepted in the community, people would brush aside questions about health to focus on more interesting aspects of life.

My PhD research specifically addressed this issue and found that health (and disabilities) were often seen as a problem of the health system (the clinic) and not of the individual. This is in contrast to the individual notions of personal responsibility for your own health (and an abiding interest in the topic) that is typical of middle class people from a European background (Crawford, 1980).

People were more willing to talk about disabilities in general than to specifically address personal issues. A young women who assisted on this project, who had a heart condition explained the situation by saying that she wasn't ashamed of having that particular disability, it was just part of life (and such problems were very common). She was adamant, however, that she didn't want people to talk about it, or to classify her as being a 'cripple'. Her stated reason for this was her unwillingness to be reminded of her condition. As she said "I just want to get on with my life and not worry about it". Acceptance of her condition however, also meant that she would then have to take some responsibility for it, in terms of modifying her diet to lose weight, doing regular exercise and giving up smoking. None of these activities were acceptable to her.

After consultation with health workers and other community members, this study grouped impairments into the broad categories of:

· Physical impairments including sensory impairments

· Mental impairment

· Children born with disabilities

· Old age

Sorcery as a cause of impairment

Sorcery beliefs are widely held in Ngukurr, for example 25% of people in the household survey reported that sorcery was their main reason for feeling unsafe in the community. As one woman said "It’s the main thing for Aboriginal people's life. You have to teach your kids how to stay out of trouble". Sorcery beliefs usually come into the fore when a person dies unexpectedly but it is also believed that sorcery can be used to cause illness and disability. A person or object can be 'sung' or cursed. For example a person can be impelled to perform a particular action, or a car can be made to crash. A sorcerer can also magically insert foreign objects into a person's body to cause crippling pain, wasting and, eventually death.

Physical impairments
Physical impairments were seen as being caused by the natural process of aging, from accidents, and from sorcery. People only tended to talk of impairments that caused a severe restriction in functioning as being disabilities, for example those people dependent on wheelchairs or walking frames to move around. 

Sorcery can be used to sing motor vehicles to cause the driver to have an accident, but while sorcerers are considered to be able to make people cripples, the more common intent of a sorcerer is to cause a fatality.

Most people with functional impairments participate in the community to the extent that their family members assist them. As one woman said of her sister who is confined to a wheel chair: "She's OK, she likes to go and watch the football and gets around the community, a nephew and niece push her around".

There was no stigma attached to physical or sensory disabilities. The emphasis the community gave was on the provision of care and support for these people as one health worker said " The community views people with disabilities as being an important person and everyone keeps an eye on them".

The level of participation of someone who was dependent on others to move around the community is also related to their standing within the community and the individual's own personality, as discussed by Reid (1985).  I n the community, there is a carers group which is run through the Women's Centre.  The job of these women is to help clean the houses of old, disabled and sick people, and also help them do their washing and prepare their food. It is obvious that some old people receive more of these attentions than others, as a result of their own popularity in the community.

Mental Health problems
There was a very clear difference in attitude between people's views of mental health impairments as compared to physical impairments. Individuals with mental impairments were viewed by some and especially older community members as people to be avoided or hidden away. As one women who is involved with the care of a person with a mental impairment said: "as soon as they (other community members) see people with mental health problems they run to their house and shut the doors" Another person commented that "they should find a home a long way away for the mad ones, long way from everyone".

People with mental impairments were described as being frightening when they were aggressive and unpredictable in their behaviour There was also the anxiety that people with mental impairments would not follow the correct rules of behaviour, which in every day life would be the source of embarrassment for families but would be viewed far more seriously in the ceremonial context. 

Although people with mental impairments could be viewed as being dangerous for the reasons outlined above, there was no indication that madness could be caught like a disease from contact with the afflicted person. For example in Central Australia, mental illness is called Rama and it is thought that Rama can be transmitted from one person to another like any other disease.

Three main causations for mental impairments were given.

· Drug abuse, including petrol sniffing

· Sorcery

· Spirits of dead people coming back and making people go crazy

People stated that you could always tell the difference between someone who was crazy because of drugs and a person who was crazy because of sorcery. In practice however, there was considerable speculation in the community about the cause of people's mental health problems.

Children born with disabilities
There a several different factors which are considered to be the cause of children born with disabilities, including marriage with an inappropriate partner (wrong way marriage), and young girls not following food prohibitions before marriage.

"Young girls, ones who are not married are not allowed to eat Bush Turkey, Brolga, Jabiru, long necked turtle, file snakes, big Barramundi, big Cat Fish, kangaroos, echidna and goanna. If you eat that stuff you won't have good children. Your first born may be a cripple or wont grow to be a big healthy person, they will be sick all the time"

Other factors relate to precautions that should be taken by the mother and her family to protect the foetus:

"If my son or daughter, if they spear a catfish and if they have baby in tummy something will go wrong with the baby, especially the feet or hands, or sometimes they cannot speak or go blind"

A mother spoke about her anxieties surrounding the births of deformed children and the guilt surrounding the cause. There was also acknowledgment, however, that these things could also be hereditary and run in families and therefore there was nothing you could do about it:

"When I saw that (problem with feet) I was very frightened thinking 'what did I do wrong' But my family said 'No, don't worry, they inherited this from their grandparents, its not your fault".

People stated that children born with disabilities are not a lasting cause of shame, as has been noted in other studies. People emphasised that it was more important to get on with your life and take precautions and teach people correct behaviour surrounding marriage and childbirth to minimise the risk of future disabilities. It was stated by older respondents, however that babies born with disabilities would have been killed in the past (they were talking about their grandparent's time). The reasons for this were the necessity to move around and the difficulties of caring for a disabled child in this sort of lifestyle and also because the disability itself was usually the result of a wrong marriage.

Old people

Getting old is accepted as inevitable. There is however divided opinion on which people are old and what the accepted roles of old people are. Generally most people who are over 50 are referred to as being 'old', but this particular tag bestows status on the individual as implying wisdom. The old people are deferred to in matters of traditional knowledge, for example bush medicines, traditional languages, ceremonial knowledge So being considered old is also to be considered knowledgable and powerful. There is also the indication that this is a tag which relates to achieving a certain stage in life, as I was told that I would always be referred to as a 'young girl', if I didn't have any children. 

Classification of a person as being as a 'poor old thing' related to that person's functional status. One elderly woman referred to her neighbours as 'poor old things' because they were not able to move about freely and required people to look after them. They were also not considered to be leaders or decision-makers in the community. Again, this status is greatly influenced by the individual's personality and the level of support from their families. At a recent community meeting, a very old woman frequently addressed the crowd with her views, which were often incoherent. But her participation in this meeting was tolerated and respected, because her influential younger sisters were also present and because she had been a woman of standing in the community. 

Although people acknowledged that old people needed care from their families, there were differences in opinion in whether old people were accepting of this role. One health worker stated that: "Old people don't hunt, but they have families who hunt for them. They ask their family to get things for them. Elderly people accept that they can't do things any more"

This view can be compared with that of an elderly woman:

"Old people feel really sorry for themselves, they can't walk around and see their country. They are sad because they can't leave their house because of their wheelchair. We must look after them, bring them bush food and fish for them. They might need it to make their health stronger and get better"

It was also apparent that even when transport was available, families were often reluctant to take elderly people out to the bush with them. Younger people commented that old people could be very demanding and so distract them from their fishing. Old people's lack of mobility was also referred to in terms of safety: One reason given for not taking an old lady fishing was that she would not be able to run away from a buffalo if it attacked the group.

The most severe threat to participation for old people is to be sent away to a nursing home in Katherine and Darwin. The community for example has no facilities to deal with renal failure:

"We need to have dialysis here, and families have to be trained to look after these people, People get lonely when they are sent away"

People also emphasised that it was important for old people to die in their own country, not away in a nursing home.

"old people want to die at home, not in hospital. They have to see important people before they go".

The burden of care

It was commonly stated that it was families responsibility to look after people with disabilities, and that caring for people and helping one another was a very important part of life and also as how people viewed themselves. There was however, the view expressed that this responsibility could be very hard on the carers:

"If you have a family, you care for all of your family, and all your in-laws too. All this looking after them makes you stressed out. In our way we must look after old people"

The responsibility for looking after others also limited the carer's participation in the things they wanted to do, for example one woman talked about her inability to attend a training course at Batchelor because of her responsibility to look after her father. Another woman talked of her inability to have a break from care:

"I need freedom from the old man. Sometimes my brother or sister can look after the old man, but I can't have a holiday, I tried it once, but the old man was too much on me, I keep on thinking about him even on a five minute walk"

Many of the women who were involved in the care of elderly or disabled relatives talked about the need for an old people's home within the community to provide respite for families, while not depriving the old person of the comfort of living in their own community.

"We need funding for an old people's home in the community, because when old people are taken into town they get really homesick".

People also said that there were old and disabled people who did not have enough done for them. A frequent suggestion, for example was that the Women's Centre should have a role in providing meals on wheels and helping to keep the houses clean for old people and to do the washing.

Environmental factors 
A major factor limiting participation for disabled and non-disabled people is availability of transport in the community. In terms of the local environment, the shop and the council offices are placed in the centre of the town at one of the highest points. The clinic and school are at either ends of the community. At the end of the wet season the temperatures can reach from 36-42˚C, which makes walking around the community unpleasant and difficult for even young fit people. Therefore transport is necessary for older people and people with health conditions to move around the community, to do their shopping, collect their mail, attend meetings, attend the clinic and visit friends. Transport is also necessary to be able to go out to the bush and to go fishing, which are some of the most important activities that people want to participate in. 

"Old people are not used to sitting around camp, they are used to walking in the bush. People could take them to the billabong and get them to talk about their childhood. But there is so little transport and in the wet it gets harder"

One woman in the community, who has suffered a stroke and is unable to walk, has a motorised wheel chair. Her ability to move around the town is in fact greater than for a person of similar age without a disability. People in the community are well aware of the advantages of having such a means of transport, and do not refer to it as a wheelchair, but a 'shopper', indicating its functional status and its desirability as a means of easy transport around the community. As one woman said "every one is jealous for that shopper".

There have been efforts to modify houses for disabled access, with the provision of access ramps and rails in the bathrooms and toilets. Several houses are still waiting to be modified, and some houses still have outside bathroom and toilet facilities that are difficult for old people and people with disabilities to get to. Although most public buildings in the community are at ground level, (such as the clinic, council, school and shop) some are still difficult to access due to one low step (the clinic is an example of this). Other buildings such as the women's centre, the kid's centre and the library are elevated buildings with no wheelchair access.

Other factors that limit participation for people with chronic health conditions are the limitations of the clinic to deal with these conditions. As mentioned previously the need for specialist equipment, often means that people have to be removed form the community to obtain treatment. This is often seen by community members to be counter-productive:

"How can people get better if they are away from family?, if people are happy they will get better quicker"
There are obviously a number of environmental factors relating to health services that limit individuals ability to participate in the community. From moderate factors that include very limited health promotion activities (to prevent disability through the affects of chronic disease) to the complete, which includes the total absence of the technology or expertise to deal with some health conditions.

Case studies

In order to gain an idea of how the ICIDH maybe used and understood in this community two case studies are provided below.

Case study 1

A twelve year old child in the community suffers from a degenerative disease that has left her dependent on a wheel chair to move around. She has been seen to participate in most of the activities other children her age engage in, such as going swimming and going to discos, watching sporting events. She is limited in her ability to perform these activities, as she is dependant on other people and her mechanical aids to take her to events (in the second qualifier for activities she would be classified as 3= both non-personal and personal assistance). There is of course the question of the child's satisfaction with her level of participation in these areas. It may be that she finds watching the other children dance at the disco very upsetting, or she may derive pleasure from just being a spectator. There is one area where her participation is very limited; although she is enrolled at school, she is an infrequent attender, although the school liaison officer drives to her home to pick her up. An obvious conclusion would be that the child could be classified under the ICIDH as having a limitation in participation in education in school (p40120). 

The reason however for her non-attendance is not clear. Attendance at the school generally is low (50-60% of enrolled students) and parents are often reluctant to insist that children go to school if they don't feel like going. The child's participation in this case rather than due to her disability may be more related to her and her parent's attitudes towards education. 

Case study 2

A middle-aged man in the community had a severe respiratory problem, which made it impossible for him to move independently around the community. He was dependent on someone else to drive him from his house to the council and shops.

His importance and participation in matters pertaining to the running of the community and of ceremony however remained undiminished. He therefore had full participation in the areas that the community felt to be most important, because other community members were aware of the importance of his involvement and ensured that he was picked up to participate. 

He however, experienced restrictions participation in everyday activities relating to self care such as being able to go shopping for food, as lifts were not always available for unplanned less important activities. The individuals desire for independence lead him to apply for a driver's licence, but his ill health prevented this being granted.

Both case studies although brief illustrate the need for an in depth understanding of people's attitudes and values in the community, as it would be very easy for an outsider to misinterpret the situation.
Similarities and differences in the way the ICIDH-2 would perform

The ICIDH could in the main part perform in a very similar way in the Aboriginal context as in the non-Aboriginals it is a flexible tool which covers most life experiences. The barriers to its use are going to be the knowledge of the person using the tool about the community and the communities' acceptance of that person. One problem with the actual classification was found in trying to classify the act of going out to the bush to go hunting or fishing. As a recreational activity (p920) this does not capture the emotional and spiritual significance of being on ones own country. As a religious or spiritual activity (p930) the sociability and recreational aspects are not addressed, however the broader heading of participation in community, social and Civic life (chapter 9) covers both aspects. Another problem was that social disability in the form of shame could not be classified by the ICIDH, as the individuals involved did not necessarily have a health condition.

The hardest thing undertaking research in the area of health and disability in Aboriginal communities, is the very low level of interest that people have in these aspects of their lives. People have often told me that they would rather not know what was wrong with them, as from their experience the discovery of something wrong with their bodies usually triggers a series of events that they would rather avoid: such as evacuation from the community, medical examinations and surgery. Or it may make people suggest types of lifestyle modifications that are seen as unpleasant, or not possible, due to the accepted norms of behaviour in the community. It is for example very unusual for a person not to smoke in the community. Smoking is a social activity and the redistribution of cigarettes and tobacco reinforces relationships between people in the community.

The apparent apathy has even more complex origins. People do not feel that they have the information or the ability to make changes in their world (In Kaluluk this included the world outside the community, in Ngukurr it was the inability to make changes within the community). They feel that decisions are made by other people about how their lives are run. This was explained to me when I asked about people's lack of interest in attending meetings to discuss community issues. My informant said 'they know they can't change anything, so why should they go'. This perception that the individual is powerless to make changes extends to the area of health, within this environment, the whole idea of taking care of yourself and participating in health promotion activities appears to make little sense. People in these communities are therefore unable to participate effectively in the area of health services and health promotion. Through the ICIDH this could be classified as an environmental factor (e575 Health services).

Summary 

There was a strong rhetoric within both communities that Aboriginal people always care for their sick, elderly and disabled relatives. Indeed, this caring ethic was part of people's way of defining themselves as being Aboriginal. Complete acceptance of this, however, obscures the reality. When people were consulted about this, there was a concern from health workers, carers and people with disabilities that there was often not enough done for some individuals and also that the burden of care for some people was unacceptably high. The ICIDH, with its emphasis on the individual and their needs could assist in seeing past what is the desired or appropriate behaviour surrounding people with disabilities, to the reality of experience for the individual and their family.

In terms of comparison between the urban and remote communities, in both there were factors, which were not to do with a person's disability that clearly limited participation. In the remote community, these were largely environmental, such as availability of transport and lack of facilities to deal with people suffering from particular health conditions. In the urban community, concepts of shame were given as detrimental to participation in society.

One potentially negative aspect of the ICIDH is that it refers to all consequences of a health condition as disabilities, which is obviously far broader than the way disabilities are thought of by members of the community. For example, people with chronic diseases such as asthma were not thought of as having a disability, even when that condition limited the things they could do. The ICIDH therefore could classify people as having disabilities, even though they would never describe themselves in such a way. There was comment by the indigenous people who attended the ABS workshop that they objected to another set of labels being placed upon them and this act of labelling has also been equated to set of discriminatory labels for Aboriginal people (Gething 1994, Bostock, 1991).

There has also been a tendency in the literature to generalise about disability at a community or societal level, resulting in a danger that the individual who does not conform to these norms of behaviour will be dismissed as aberrant. It was clear from this research that there is considerable variation in the experience for individuals in the community, (as there are in any community). This was due to the person's standing within the community, resources of the family and resources in terms of knowing what help and assistance is available and how to access this help and support.

Application of the ICIDH, without a thorough knowledge of the community has the potential to produce misleading results. A person using the ICIDH must try to obtain a good knowledge about what people want to do and how they are prevented by their impairments. As was shown in Case Study 1 and the description of shame in the urban community, other factors than impairment may impede full participation of the individual with a disability. It is also clear than some factors that prevent people from doing what they want to do are common for most community members, disabled, or non-disabled, such as the lack of transport.

There is a very real need, in both the Aboriginal and non-Aboriginal context to develop the proposed second qualifiers for participation, as it is not enough to know if a person is participating in an activity, they must also be content with their level of participation. 

Table 2: Overview of the ICIDH to illustrate difficulties and positive aspects of the classification in an Aboriginal community.


Characteristics
Difficulties in an Aboriginal community
Positive aspects for an Indigenous community

Bodily functions and structures
Body function/ body structure
· People may be unlikely to recognise or acknowledge certain types of disability.

· People may not want to talk about or pay any attention to having a disability.

· Certain types of disabilities are more likely to be recognised as such then others (eg wheel chair bound people as opposed to someone suffering from chronic back ache.


· Recognition of levels of disability in communities could lead to improved health services.

· Better statistical collections could also lead to more funding being directed to those people with needs for services.

· May also assist in planning the focus of health promotion and health education activities.

Activities
Performance of individuals activities
· Carers may consider some activities to be more important than others and be more willing to provide assistance.
· An understanding of the levels of assistance that individuals need will bring awareness of the burden on carers in Aboriginal communities. 

Participation
Involvement in life situations
· Requires knowledge of what situations are regarded as important by the community and by the individual with a disability.

· What are the types of activities that are considered appropriate for an individual to engage in at a particular stage in their life

· The individual with a disability and their carers may have very different opinions on appropriate levels of participation.
· There is the need for the proposed second qualifier for this domain, as the issue is not only whether the individual participates in an activity, but also how well this level of participation fulfills their needs.

· May facilitate a greater understanding of those things that are most important for Aboriginal people to participate in and look at ways in which this participation can be enhanced.

Contextual factors (environment and personal factors)
Features of the physical, social and attitudinal world and attributes of that person
· The environment may limit participation of both disabled and non-disabled people.
· A detailed study of the environmental restrictions may lead to improvements to facilitate participation by people with disabilities

Conclusion
When the high levels of unmet need for Aboriginal people with disabilities are considered (Senior 1998) there is a role for the ICIDH to be used to document and classify these needs. As a classification tool the ICIDH has been found to be broad enough to be used in the Aboriginal context and the concepts of activity and participation are ones that translate well into people's everyday experience.

As a tool, however, the ICIDH is only as good as its user. As outlined in the table above one of the major problems with the use of the ICIDH to produce a meaningful classification, would be lack of knowledge about the community. Any classifications would have to be used by someone who was well acquainted with the community. Obtaining this level of understanding is undoubtedly a long and costly exercise, but it may be possible for example to train health workers in the use of the ICIDH. One of the greatest hurdles that any classification has to face is the apparent apathy towards health and health-related activities that have been encountered in the two communities. This is due to different values that are placed on health and physical functioning. Satisfaction with level of participation is an area which is very important to examine. This would be true in any society, but particularly so in those like Aboriginal society where there are norms of behavior for people at a particular stage in their life, which the individual may or may not agree with.

The question however, that has to be asked: Is it worth it? Systematic classification of disabilities in Aboriginal communities can produce some obvious benefits in terms of information about levels of disability in the community (again outlined in table 2). These will only be considered to be worthwhile if they can be translated into tangible benefits for individuals and communities in terms of more effective health services to meet their needs. If time and resources are to be put into such a classification then these have to be matched by resources to improve health care delivery.
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