Disability Discrimination Amendment Bill 2003

Personal submission from Emeritus Professor Ian W Webster AO, Physician

The principle of ‘equalisation of opportunities’ in the United Nations Standard Rules on Equalisation of Opportunities for Persons with Disabilities requires the levels of participation for a person with disablement be compared with expected levels of participation for persons without disablement.

This is the principle under challenge in the proposed Amendment Bill, 2003.

There are a number of issues of ethics and justice raised by the proposed Amendment to the Disability Discrimination Act. These are in the likely effects, confusing rationale and outcomes sought in the amendment.

The effects will be to further marginalise a group of citizens already discriminated against in other ways, to treat similarly affected persons differently and introduce into legislation assumptions about lifestyle and merit not applied to other medical and psychological conditions.

The rationale assumes an all or nothing causal relationship between substance use, dependence, risk to others and performance in work and other specified areas. The basic assumption is that dependence on a substance is wholly a self-inflicted injury and further, that the motivation of the individual is all that is required to overcome the state of dependence. There are implied moral judgements about persons and drugs which are at least questionable. This places the Parliament at risk of being seen to intervene inappropriately in personal life and in medical and other forms of treatment and rehabilitation.

The Amendment fails to acknowledge that there is in Australia a continuing mismatch between the number of persons dependent on substances and their access and acceptance into effective treatment and rehabilitation programmes.

Since the impetus for the Amendment has arisen from employment and the beliefs of employers, it would proper to consider what accountability employers have to employees and the degree to which they respect the personal integrity of employed persons. Employers’ responsibilities are twofold: one, that the employee can and does perform the duties of work and, secondly, that the person’s behaviour does not constitute a risk to other employees or the general public. The existing Occupational Health and Safety legislation and employment agreements are more than adequate for these purposes.

Employers on the other hand have social responsibilities to the wider community to assist persons with disabilities and, in the case of drug dependent persons, to provide opportunities for gainful work within the process of rehabilitation. The Amendment Bill will limit this essential component of rehabilitation.

Relationship between substance use problems and disability and incapacity for work:

Disability (incapacity):

In health, disability has a particular meaning. This meaning has been defined in international agreements such as the WHO International Classification of Impairments, Disabilities and Handicaps.
 There are current reviews of this classification as persons with disabilities have argued that this is a negative framework and they wish the emphasis to be placed on their capabilities – activities and participation.
 This too, is the view of groups who represent people with mental health problems.

New International codes for disability in the ICIDH-2 recognise that concepts of disablement are important for monitoring health needs and outcomes (as in disability measures) and also for social policy and service outcomes which are reflected more in activity, participation and contextual factors (which may be enabling, facilitatory or conversely - barriers).

It is indeed unfortunate that the Australian Government is proceeding to intervene in the predicament of substance use problems in such a way that additional contextual/environment barriers will be created for affected persons in their participation in our community in gainful ways.

The concepts and definitions related to disablement have been important for two reasons: first, they can be used to measure the prevalence of disabling conditions in a community and they are an important outcome descriptor of health problems, just as mortality is a measure of severity of the impact of a disease on a population; secondly, they are a way of defining outcomes of a person’s disease or injury, and especially of the needs that they may have for assistance. The later developments of the ICIDH –2 will enable social service and policy outcomes to be assessed more appropriately, especially from the consumer perspective.

The definition of disability is critical in social security systems as in Australia where a continuing income support payment can be made (Disability Support Pension) for persons who are unable to work and who have insufficient personal income from other sources. This income support provision arose out of the Invalid Pension. Australia was one of the first countries to introduce an Invalid Pension. The first Pension apart from the Aged Pension in Australia was the Blind Pension. The Invalid Pension then followed. At that time Australia was an international leader of social reforms.

The focus in income support is on the inability to work and earn an income. The definition of eligibility for an Invalid Pension was that the person had to be 85% incapacitated for work. Clearly, this was an arbitrary definition and led to much contention as to what it actually meant. Implicit in our social security system was the view that persons receiving income support were deserving and genuinely could not work. During the past three decades eligibility criteria have been modified but are still based on the principle of capacity to work.  

In these circumstances the definition of disability is the gateway to income support to keep the person out of poverty. It is a social welfare provision. The question of whether people were lifted out of poverty by such a measure has been much debated.

The other main area in which disability is defined is in compensation systems. In these systems an injured person is entitled to compensation where fault can be attributed to the employer or other responsible authority. It must be shown that the person has been damaged, that a monetary assessment can be made of pain and suffering or loss of earnings and that negligence can be found against another person or authority.

Some enlightened schemes have based their payments on an ongoing payment and support for a person who is disabled, but many compensation schemes have dollar amounts related to particular injuries; so many dollars for the loss of an eye; so many dollars for the loss of a leg etc.

The alternate remedy is in the civil courts where a person may sue for damages and the court determines the monetary payout.

In Veterans Affairs if a disability can be shown to be war caused the person is entitled to free medical treatment and other support from the Department of Veterans Affairs.

Thus it can be seen that disability is a gateway to various social benefits and compensatory payments. 

The nature of disability:

There is a cascade of effects that may follow a disease or injury which can lead to consequences that continue (usually taken to be more than 6 months).
 The notion is that an internal intrinsic condition (disease/injury) expresses itself through effects on the person and then on that person’s relationship with the external world. 

The first effect in this cascade is impairment. This may be of the body or mental systems and is an objective effect, that is it can be measured. Hearing may be damaged and the impairment would be the extent of loss of hearing; a person may have lung disease and the impairment would the measurement of the decreased lung function; or a joint may be injured or a leg lost, and the impairment would be the measured loss to function of that joint or leg. A head injury would produce an intellectual impairment.

The next effect is disablement; this is the effect on function or activities of daily life which results from the impairment. Thus a loss of hearing may mean a person cannot converse, or loss of leg may mean a person cannot walk, or brain impairment may mean a person cannot use words or think clearly. (As mentioned above these definitions are changing in international codes – to activity and participation.)

A disability is assessed by what a person can do. Can they walk on the flat or upstairs, can they read, can they calculate, are they able to feed themselves, can they perform at work, and so on? Scales have been devised to measure in the very disabled their capabilities for activities of daily living.

The final expression in this cascade is handicap. Handicap is the social role a disabled person can fulfil. It relates to basic survival functions: ability to orientate him or herself, ability to earn an income, ability to socialise, mobility and independence. (The new ICIDH – 2 codes refer in relation to participation to – personal maintenance, mobility, exchange of information, social relationships, education, work, leisure, spirituality and civic and community life.)

Thus disease/injury leads to impairment(s) which in turn cause disability(s) and the social disadvantage which follows is the handicap(s). Social security and compensation systems are designed to address the social disadvantage, whereas medical treatment and rehabilitation are directed to the underlying causes, the impairments and disablement.

Now in this scheme of things, it is not always a linear relationship. Some impairments do not lead to disabilities, some disabilities do not lead to handicaps. And there are conditions and circumstances in which the social disadvantage is out of proportion to the impairments or original disease/injury.

Epilepsy can be extremely handicapping because of the attitudes and prejudice to this condition; a young woman with a burned face will be severely socially disadvantaged out of proportion to the impairment caused to her bodily systems. In similar vein being labelled an ‘addict’ or a “druggie’ or a more pejorative term adds to the handicap and social disadvantage of a drug dependent person.

With mental illness, it is often difficult to know the nature of the original condition; it is possible to assess the disabling effects such as compulsive behaviours, or the effects on understanding of delusions, or the effects on behaviour of hallucinations. What is important about mental illness is that the ‘handicapping’ aspects and the disablement are exacerbated and magnified by prejudice and misunderstanding of the nature of mental illnesses. This too will be the case with dependence of substances. 

Substance use problems can lead to the effects described above. Smoking can cause lung damage, impairment, breathlessness and social disadvantage. Alcohol consumption can damage the liver, impair the brain or lead to injury which may have disabling and handicapping effects. Indeed this is the typical picture of the deteriorated alcohol dependent person. Heroin overdosage can lead to brain impairment or paralysed muscles from rhabdomyolysis or other diseases and injuries.

Disablement in substance use problems

The nature of disability in substance use problems is akin to mental illness when drug dependence is present.

Diagnostic Criteria for Substance Dependence

A maladaptive pattern of substance use, leading to clinically significant impairment, or distress, as manifested by three (or more) of the following, occurring at any time in the same 12-month period:

(1) tolerance, as defined by either of the following:

(a) a need for markedly increased amounts of the substance to achieve intoxication or desired effect

(b) markedly diminished effect with continued use of the same amount of the substance

(2) withdrawal, as manifested by either of the following:

(a) the characteristic withdrawal syndrome for the substance (refer to criteria A and B of the criteria sets for withdrawal from the specific substances)

(b) the same (or a closely related) substance is taken to relieve or avoid withdrawal symptoms

(3) the substance is often taken in larger amounts or over a longer period than was intended

(4) there is a persistent desire or unsuccessful efforts to cut down or control substance use

(5) a great deal of time is spent in activities necessary to obtain the substance (e.g. visiting multiple doctors or driving long distances),  use the substance  (e.g. chain smoking), or recover from its effects

(6) important social, occupational, or recreational activities are given up or reduced because of substance use

(7) the substance use is continued despite knowledge of having a persistent or recurrent physical or psychological problem that is likely to have been caused or exacerbated by the substance (e.g. current cocaine use despite recognition of cocaine-induced depression, or continued drinking despite recognition that an ulcer was made worse by alcohol consumption)

Specify if:

With physiological dependence: evidence of tolerance or withdrawal (i.e. either item 1 or 2 is present)

Without physiological dependence: no evidence of tolerance or withdrawal (i.e. neither 1 or 2 is present)

Course specifiers:

Early full remission

Early partial remission

Sustained full remission

Sustained partial remission

On agonist therapy

In a controlled environment

Dependence has the characteristics of disablement. (This is can be due to the direct effects of drug use on body and mental systems and appears to be built into neurobiological patterns in the brain which may persist for years.) 

It continues over time, and may fluctuate. It affects a person’s behaviour and can affect their functioning in activities of daily living. These disabling aspects can in turn cause social disadvantage. The social disadvantage is often out of proportion to the actual impairment and disablement because of the legal strictures placed on the person and the social stigma associated with drug use.

The Disability Discrimination Amendment Bill 2003 before Parliament places strictures on the prohibition of discrimination in employment and other essential aspects of contemporary living which will create further disadvantages and barriers for a group of citizens regarded as problematic drug users.

These effects may be compounded by the presence of a physical condition but especially by an associated mental disorder. There is a high prevalence of co-existing mental and substance use disorders and physical health problems in this group of people.

The potential of the Bill to add further complexity and further compound problems is a serious issue, which will make the tasks of clinicians and service providers even more difficult than at present.

While the Bill exempts those with mental illness from the operation of the legislation it does not disentangle realistically the multitudinous intersections between mental and substance use problems. It is the antithesis of what can be achieved in practice.

Anti-Discrimination

Anti-discrimination legislation has been introduced so those groups of people identified by certain personal characteristics should be treated equally as other citizens. There is a long history for disabled people of barriers to access for education, work and other community amenities. Society has taken the view that this is unjust and should be prevented by law. The case has been particularly strong for people with mental illness who only in more recent times have been accepted as a group who should be treated equally. Indeed Mental Health legislation now entitles them to fair treatment, treatment in the least restrictive environment, and spells out conditions under which they should be seen as autonomous persons with rights of representation and advocacy.

The same rights have not been extended formally by legislation or informally by common consent to people who have substance use problems. Why this should be so must reflect subliminal anxieties and fears and irrational appreciation of the nature of dependence and the social risks occasioned by drug use.

The question of “free will” and “choice” in substance use disablement:

Implicit in the Bill is the assumption that problematic substance use is a question of choice; that the person has decided for himself or herself that this is their lifestyle.

Choices are being made all the time to experiment, take risks and to deal with internal discomfort and distress. These decisions occur especially in the period of transition from childhood to adulthood. Why some people become dependent having chosen to use a substance and others do not is not known, if indeed, decisions made in during youth and development can be regarded as fully informed choices, that is, made with “free will”. 

We know there are environmental and social influences, predispositions from early experience and biology, protective factors and risk circumstances and vulnerabilities. There is a complex ecological triad between the person, their settings and environment and the nature of their exposure to substances as well as attributes of the drug.

In disability law and especially criminal law there is reluctance to accept alcohol intoxication and dependence as ‘worthy’ or ‘justifiable’ impairments or disabilities, or as a defence in criminal law. But in this Bill alcohol abuse is accepted.  Paradoxically the Bill also proposes that other mind altering substances upon which the person may be dependent (benzodiazepines, tranquilisers, sedatives and some narcotics) will not moderate the application of disability discrimination legislation.

This can be contrasted with the Veterans Affairs Department where alcohol problems, tobacco smoking (and their consequences) and possibly other substance use may be accepted war disabilities. Soldiers, it can be recalled were given tobacco rations, armed forces personnel were encouraged to drink and in Vietnam drug use was prevalent. In these settings the Commonwealth Government has accepted the environmental and social influences.

The question of drug use and employability:

Can a person affected by drugs work effectively? Are they dangerous? 

Many substances effect physiological function, some improve function others create degrees of impairment of mental and body functions. The severity of the impairment and effect on function depends on the nature of the substance, its effects, its concentration in the body, the tolerance of the person’s systems and a range of other factors such as their previous or underlying mental state.

In high-risk situations consumption of drugs of many kinds may impair fine judgements and place lives at risk. In these circumstances drug consumption will be prohibited, as it should be. But for many tasks drug use and its treatment have no impact at all on the performance of work tasks. People on methadone programmes can undertake most jobs as effectively as people not on such a programme. Morphine and opium use did not impair the contribution of many writers, poets, philosophers and professional personnel in the past.

Fundamentally, capacity for work should be judged on the person’s functional ability to do the task.

It is important for the benefit of the whole society and for other reasons that persons who use drugs and especially when completing treatment are able to participate in employment. Having a job, being able to work is the central issue for rehabilitation in contemporary Australia.

Why should the disablement of substance use (however the substance is classified) be treated any differently than a mental illness, psychological disturbance or the physical disabilities from the common chronic medical conditions. A small to large part of the causation of major groups of chronic medical conditions arise from the person’s lifestyle, from ‘choices’ that person has made. The reduction in activity and participation in persons suffering from coronary heart disease, hypertension, chronic obstructive lung disease and diabetes share many of the antecedents of problematic drug use. Why then do people with these problems enjoy protection against discrimination and people affected by the problems of substance use not be so protected?

Recommendation:

that the Committee recommend that Parliament not agree to the Disability Discrimination Amendment Bill 2003.

20 January, 2004
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