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Section 1.
Introduction and overview of issues
1.
The National Welfare Rights Network
The National Welfare Rights Network (NWRN) is a network of 14 community legal centres throughout Australia which specialise in Social Security law and its administration by Centrelink. Based on the experience of clients of NWRN members, the Network also undertakes research and analysis, develops policies and position papers, and advocates for reforms to law, policy and administrative practice.
NWRN member organisations provide casework assistance to their clients in the form of information, advice, referral and representation. NWRN member organisations also conduct training and education for community workers, they produce publications to help Social Security recipients and community organisations understand the system and maximise their clients’ entitlements.
2.
Carer Payment (child) in perspective - the numbers tell the story

Despite the 2005 changes to eligibility criteria for Carer Payment (child), this payment remains probably the most difficult of all income support payments to obtain. By April 2007 only an additional 850 carers had qualified under the new criteria, bringing the total number of Carer Payment (child) recipients to just 2,800. While we acknowledge that Carer Allowance (child) is paid under different criteria, it is illuminating to note that in 2005/06, 106,662 parents received Carer Allowance (child).
  Only a fraction of this number (2,800) were in receipt of Carer Payment (child).

There is little publicly available data on the number of Carer Payment (child) grants and rejections, and whether recipients are successful or not in appealing an adverse Centrelink decision. The Annual Reports of the Social Security Appeals Tribunal combine the data for Carer Payment (adult and child), so do not allow for an examination of rejection and appeal rates for Carer Payment (child).

However, some data is available through Senate Estimates, and this is reproduced below in Table 1.
	Carer Payment (child) claims


	Financial Year
	Granted
	Rejected
	Total claims

	2004-05
	502 (11.7%)
	3,791 (88.3%)
	4,293

	2005-06
	591 (12.1%)
	4,299 (87.9%)
	4,890


In 2004/05, only 11.7% of Carer Payment (child) claims were granted, with 12.1% of claims being granted in 2005/06. The percentage of grants for Carer Payment (child) compares very unfavourably with other income support payments. Comparable data related to the number of initial grants and rejections across various income support payments is no longer readily available, however, in relation to new claims for the Disability Support Pension (DSP) between June 2003 and June 2004, 63.4% were granted, and the corresponding figure for 2004/05 was 62.3%.
 Grants for other payments such as Newstart Allowance and Age Pension would be considerably higher.

3.`
Experience with carer payments

NWRN solicitors and caseworkers regularly advise and represent parents and guardians who are appealing against decisions to refuse or cancel Carer Payment and/or Carer Allowance in respect of children. Given our perspective as advocates, this submission concentrates on sections 5.2 and 5.3 of the Taskforce Discussion Paper.
4.
Current legislation 

It is apparent to us that inadequacies in the legislation providing for qualification for Carer Payment and Carer Allowance (child) inappropriately limit access to the payments. The legislation is clearly in need of amendment so as to better target carers whose capacity to work is affected by the care they must provide, and to make claim requirements and the review process less burdensome.
5.
Complexity in claiming and appealing

In our experience, many carers who are refused Carer Payment and/or Carer Allowance despite the fact they provide a high level of care, are reluctant to appeal. Many have been “blinded by the science” once the technical basis of a decision to refuse payment is explained to them, and they conclude that an appeal would be hopeless. The complexity of claim requirements, legislation and policy serves to add to the distress of carers of children with recently acquired disabilities, or congenital conditions with gradually emerging effects. For long-term carers, Centrelink decisions involving assessment of the nature and extent of the care provided can be intolerable.

6.
Impact of Welfare to Work measures

Further inadequacies are emerging for carers of children with disabilities due to the recent Welfare to Work measures introduced in July 2007 – namely the phasing out of Parenting Payment where a person’s youngest dependent child is under eight, and the introduction of activity testing for “saved” Parenting Payment recipients. There is a pressing need to address activity test issues for carers whose work capacity is limited by care responsibilities but who cannot qualify for Carer Payment and whose only option is to claim Newstart Allowance or activity-tested Parenting Payment. The Government introduced an annual temporary exemption from activity test requirements for parents of a child with a disability as part of their Welfare to Work changes. The main problem is, however, Centrelink does not publicise the availability of this exemption to parents who potentially might benefit from it. A further problem is that a parent with an exemption will be paid at the Newstart Allowance rate, rather than the Carer Payment or Parenting Payment (single) rate. This equates to a loss of around $30 a week, even though the Government acknowledges that these parents will be unable to undertake work because of the significant nature of their caring responsibilities. We suggest that the Taskforce consult with the Department of Employment and Workplace Relations regarding its activity testing policies for carers claiming Newstart Allowance and Parenting Payment.
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7.
Form requirements and problems with doctors
A primary issue with regard to the assessment process for Carer Payment and Carer Allowance (child) claims and eligibility reviews is the lack of transparency.

This issue is the most significant regarding assessment of Carer Payment claims in respect of children with disabilities which require the carer to manage behaviour as well as meet physical needs. While a doctor may have no doubts that an adult with such high-level care needs would be in institutional care if not for the care provided by a carer, the situation for a young child is quite different. Doctors are generally unaware of the significant changes to Parenting Payment qualification rules, and often still presume that a person with a child in their care, who needs Social Security income support, will qualify for a payment other than an activity-tested unemployment payment. A doctor may be convinced that his patient’s carer could not sustain an adequate level of care if working but they may have no idea on completion of the form that their answers will mean the carer will not qualify for Carer Payment, and that they will face great difficulty convincing Centrelink to formulate activity test requirements that do not jeopardise the quality and level of care.
In our experience many doctors approach completion of Centrelink questionnaires with attitudes ranging from annoyance to anger. Carers therefore ask their child’s doctor to complete these forms with some trepidation. We advise our clients that it is important to go through the questionnaire with the doctor if they can, but this is often not possible in practice. Many doctors insist on taking the form for completion later, and the carer may have no opportunity to point out, for example, that the doctor’s responses to two questions are contradictory. Further, many of our clients feel daunted by the prospect of asking for medical reports and bearing the brunt of the doctor’s complaints (often in the form of a tirade) regarding Centrelink’s paper-work requirements. It is also understandable that many carers feel unable to point out mistakes or carelessness to a doctor in the completion of a report, it being so apparent that the doctor has only completed the form under sufferance.

We also note that some doctors tend to leave responses to medical report proforma questions blank if none of the responses seem appropriate. While Centrelink at times contacts doctors as to why a question has been left blank, this is not always so. This is unfortunate when this may be the one missed answer that tipped the score to below the required rating for Carer Allowance (child); particularly given that the result may be technical hitches with back-dating (see case studies, below).
Complaints about “Centrelink requirements” are often misdirected – the fundamental problem being that the legislation makes such questionnaires necessary - but the doctors and carers have no way of judging this. Hopefully reforms stemming from this review will address some of the legislative issues that give rise to the complexity of the claim and review process, and the questionnaires required. 

8.
Child Disability Assessment Tool (CDAT) score issues

We understand that the Child Disability Assessment Tools were introduced as the Government was concerned that assessment of eligibility for Child Disability Allowance was subjective, and that decision-making was inconsistent. The introduction of “tools” to assess information provided by the carer and the child’s treating doctor was intended to make decision-making rigorous and thereby fair, in that subjective opinions and value-judgments of delegates would have no influence. But as the case study below CDAT process is not working. 
Case study - Barbara 

A Welfare Rights Centre client, Barbara, has a nine year old son with severe reflux such that during sleep he is at risk of choking as he may breathe some of his stomach contents into his lungs.  Due to this the boy sleeps with his parents and must sleep on his side on a raised pillow.  His mother goes to bed at the same time as her son and rarely sleeps through the night due to her concern that he will choke. 
Barbara’s claim for Carer Allowance was refused as her Child Disability Assessment Tool (CDAT) score was assessed at less than one.  She appealed to the Social Security Appeals Tribunal against the decision and the decision was affirmed. The explanation to Barbara that she could only qualify for Carer Allowance if her score were “not less than one”, angered her and made her dealings with Centrelink fraught.  She had believed that the Social Security Appeals Tribunal process would at the very least bring her to understand why she cannot qualify for Carer Allowance in spite of the extensive care she gives her son, but the SSAT, although sympathetic, was also forced to affirm the decision – because her CDAT score was less than one.
People with care responsibilities, particularly in respect of a child with a severe disability, can be justifiably distressed when the care they provide is not acknowledged by public policy. CDAT scoring should be more transparent, so that the applicant understands what particular questions are getting at.  When we scrutinise the answers our clients have given on questionnaires, it is often clear that they have inadvertently over-stated a child’s skills in some areas. For example, one client over-stated her child’s verbal and written communication skills. Had she appreciated the point of the questions, or had she been simply asked whether her child has skills appropriate for his age, this would not have occurred.  The CDAT is unnecessarily mysterious for applicants and is frustrating and counter-productive.

In our experience many carers whose Child Disability Assessment Tool scores are inadequate to attract Carer Allowance do not appeal – convinced (sometimes with the assistance of Centrelink officers), that it would be useless to question a score arrived at by a computer on the basis of special tables. It is widely acknowledged that people with care responsibilities deal constantly with a bureaucratic maze of disability and carer services and entitlements provided by local, State and Commonwealth-funded bodies. Fulfilling complex claim and appeal requirements in order to secure Social Security assistance targeted to carers, can be a further hurdle that impacts on a carer’s emotional capacity to deal with the many personal issues relating to providing personal care.

The Child Disability Assessment Tool as it stands can produce scores that inadequately reflect the care needs of children with a psychiatric disability, an intellectual disability, a personality disorder, or an acquired brain injury, brain injury, autism or developmental delay in conjunction with another disability. Scores fail to reflect the diverse care needs of children with, for example, adolescent onset schizophrenia or autism, where the care extends from intensive monitoring to prevent harm, to enhancing the child’s involvement in home and school life. In terms of the Claimant Questionnaire, a carer of a child with autism whose behaviour requires constant supervision, can score poorly if the quality of the care provided and the fact that it is provided by a particular person, is effective in managing the child’s behaviour. For example, the child may never be at risk of self-harm because their behaviour is so closely monitored that risk of harm is minimised if not virtually removed. This effect for behavioural disorders is a “catch-22”. 
The role of carers of children with these types of disability can be complex and demanding. This was addressed, to an extent, in the 2005 amendments to the Carer Payment (child) qualification criteria so as to allow an alternative test in respect of children with conditions causing dangerous behavioural problems, but such children still do not necessarily attract Carer Allowance. 
We believe that there can be no policy rationale for a carer who attracts income-tested income support by way of Carer Payment for a child not to also attract Carer Allowance. Having separate and complex qualification and claim requirements creates needless hurdles for carers, doctors (and for Centrelink staff, advocates and appeals tribunals).
9.
Recommendations

· That, as Carer Payment and Carer Allowance claim requirements are too onerous for carers and doctors,  – particularly for carers and doctors already overwhelmed by bureaucratic requirements of other Commonwealth, state and community service providers, and that this limits access to the payments, the Taskforce should recommend that the eligibility criteria and claim requirements be thoroughly revised.
· That the lack of transparency of the process be taken into consideration in the Taskforce’s review of Carer Allowance and Carer Payment cancellations and refusal decisions.
· That, in relation to people solely claiming Carer Allowance (child), the Taskforce should recommend that the CDAT be further revised, such that carers of children with disabilities affecting behaviour more readily attract scores which reflect the extent of necessary care provided (as has been partially addressed for Carer Payment).
· That the Taskforce recommend that where a child qualifies for a grant of  Carer Payment to their carer, Carer Allowance should also be granted automatically. 
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10.
Definition of “profoundly disabled child”

Case study – Janet
Centrelink determined that Janet did not qualify for Carer Payment as her son Sean was not considered to satisfy the definition of a “profoundly disabled child” contained in s197(2) of the Social Security Act (the Act). 

The Social Security Appeals Tribunal reviewed the decision and determined that Sean did not satisfy at least three of the circumstances set out in s197(2)(c) of the Act’s definition of “profoundly disabled child, as required. The Tribunal found that Sean met only two of the conditions, and determined that therefore Janet was not eligible for Carer Payment in respect of Sean.

We proposed that Sean does meet three of the criteria set out in s197(2)(c) of the Act and that he thereby satisfies the definition of “profoundly disabled child”.

(We note that this particular case pre-dated amendments to provide for an alternative definition of “profoundly disabled child” at s197(2AA) of the Act, in respect of dangerous behavioural disorders. It is arguable whether this amendment would have allowed Janet to qualify for Carer Payment in Sean’s respect, because it appears that the potential consequences of his behavioural problems are not sufficiently severe to meet the alternative definition.)

Sean has a profound intellectual disability and severe physical disabilities as a consequence of a chromosomal abnormality. This was not in dispute. It was also not in dispute that as Sean is incontinent, he satisfies subparagraphs197(2)(c)(iv) and (vii) of the Act. Accordingly, it was not in dispute that he satisfies two of the circumstances set out in s197(2)(c) of the Act.

The issue in dispute was whether Sean also satisfied s197(2)(c)(v) of the Act, namely whether he “cannot stand without support”. We proposed that the Social Security Appeals Tribunal’s interpretation of the meaning of “stand without support” was unduly narrow and failed to take into account that a person whose mobility is impaired in terms of a lack of control over movement (rather than in terms of a lack of capacity to move), may not be capable of either standing still or moving to a standing position from a seated or prone position, without assistance. We proposed that the phrase should properly be given a broader interpretation that would take into account whether Sean can remain standing without assistance when a situation requires that he stand; or whether he can stand up from a sitting or prone position without support, without unbalancing. We quoted pertinent dictionary definitions to support our interpretation, and organised for Janet to prepare a statement to portray his instability and tendency to lurch forward leading to him being constantly at risk of falling.

We contended that Sean fulfils the requirement of not being able to “stand without support”. Having regard to the Macquarie Dictionary definitions of “stand”, we proposed it to be clear that without “support”, James:

· cannot keep an upright position on his feet;

· cannot remain motionless or steady on his feet;

· cannot cease moving, halt or stop;

· cannot take a position or stand as indicated; cannot become or remain still or stationary.

We therefore contended that Sean satisfies at least three of the criteria set out in s197(2)(c) of the Act; that he is thereby a “profoundly disabled child” pursuant to s197(2) of the Act; and that the applicant thereby qualified for Carer Payment in his respect, pursuant to s198(2)(b) of the Act.

Given the profound nature of Sean’s multiple disabilities and the high level care needs associated with those disabilities, Janet is perplexed that establishing her Carer Payment eligibility was such a protracted process. As in other cases, Centrelink staff and Tribunal members have been supportive of her claim, and have encouraged her to pursue appeals. If not for this, and for her conviction that the CDAT method is unfairly skewed so that intellectual disability combined with motor disability rates insufficiently, she would not have persisted. 
However, her appeals were ultimately unsuccessful.
Case study – Ying
Ying was eight when he suffered third degree burns to 80 per cent of his body and had two fingers amputated. His carer cannot yet qualify for Carer Payment residentially, but it is clear that despite his profound disability and high-level care needs, Ying will not satisfy the “profoundly disabled child’ definition once she qualifies residentially, because only two of the s197(2)(c) criteria are satisfied. (Neither would either of the alternative “profoundly disabled child” definitions apply; Ying has no behavioral problems and he is not terminally ill.)
Considering Ying’s care needs there can be no policy rationale for precluding his carer from Carer Payment and forcing her to try to somehow meet Newstart Allowance activity requirements.

11. Recommendations 

· That, as the current definition of “profoundly disabled child” with the requirement that three very particular and specific criteria be met, creates absurd results for some children with profound disabilities, the Taskforce should recommend that the Carer Payment (child) qualification criteria be amended to achieve more flexible assessments that relate to the level of care requirements of the particular child. 
· That the Taskforce recommend to the Department of Employment and Workplace Relations that it review its policies regarding activity test exemptions for carers, so as to allow long-term carers of children with high-level care needs, who are ineligible for Carer Payment, to qualify for Newstart Allowance without unrealistic activity requirements that clash with their caring responsibilities.
12.
Carer Payment qualification criteria where care is provided for two or more children with disabilities
S198(2)(c) of the Social Security Act provides that a person may qualify for Carer Payment in respect of two or more children with a disability, if “the children require a level of care that is at least equivalent to the level of care required by a profoundly disabled child.”
The policy guidelines regarding this provision are set out at 1.1.T.90 of the Guide to the Social Security Act, which states that: 
“Two or more children with disabilities are seen as requiring the same level of care as a child with a profound disability if:

· each child has a severe disability…. OR severe medical condition …., AND 

· each child needs continuous personal care ….. for AT LEAST 6 months unless one of the children has a terminal condition, AND 

· between the children, AT LEAST 3 of the following circumstances must apply: 

-the child receives all food and fluids by nasogastric or percutaneous enterogastric tube, 

-the child has a tracheostomy, 

-the child must use a ventilator for at least 8 hours a day, 

-the child is 3 years of age or over and has faecal incontinence day and night; OR is under 3 and is expected to have faecal incontinence day and night at the age of 3, 

-the child is 2 years of age or over and cannot stand without support; OR is under 2 and is expected to be unable to stand without support at the age of 2, 

-a medical practitioner has certified in writing that the child has a terminal condition for which palliative care has replaced active treatment, 

-both or all children require personal care on 2 or more occasions between 10 pm and 6 am each day, AND if the children are under 6 months old, are expected to need personal care on 2 or more occasions between 10 pm and 6 am each day at the age of 6 months.“
 
In our view this interpretation of these provisions whereby at least three of the s197(2)(c) conditions must be satisfied where there are two or more disabled children, is erroneous. We believe that it is clear that S198(2)(c) is a discretionary provision which confers power on the Secretary to form an “opinion” as to equivalence of care needs of two or more children with disabilities to a “profoundly disabled child”. We submit that there are no constraints on the Secretary in forming an opinion as to whether the level of care required by more than one child with a disability is at least equivalent to that of a single “profoundly disabled child”.

13. Recommendations

· That s198(2)(c) of the Act be amended so as to remove any ambiguity.

· That in the interim, the Taskforce recommend that FACSIA amends the policy guidelines at 1.1.T.190 of the Guide to make it clear that where a person cares for two or more children with disabilities, the relevant issue for assessment is the level of care, and that satisfaction of three of the criteria is not necessarily relevant or essential.  
14.
SSAT jurisdictional issues regarding the CDAT
Part 2(2.2)(3) of the Secretary’s CDAT Determination (Disallowable Instrument) states that if the Secretary is not satisfied that the professional questionnaire is an accurate reflection of the child’s disability and care needs, the Secretary must ask for a replacement professional questionnaire to be completed, by another Health Professional. This means that the Social Security Appeals Tribunal (SSAT) cannot itself review a score, because even though there may be a doctor on the particular Tribunal considering an appeal, s/he is there as part of the Tribunal, in the shoes of the Secretary, and cannot also be a Health Professional. As such, the most the Tribunal can do is determine that it (in the shoes of the Secretary) is not satisfied that the questionnaire accurately reflects the child’s care needs, and ask for a replacement questionnaire. This is cumbersome, and sends the carer off chasing their tail – again, and creates the potential for further internal review and appeals of a rejection or cancellation. Carers in this situation feel they are being forced to jump hoops and are puzzled by our attempts to explain the technical obstacles to the Tribunal changing a decision it clearly regards to be incorrect.
15.
Recommendations

· That the Taskforce recommend that the Secretary make a new CDAT determination, addressing this anomaly such that the SSAT and AAT have determinative power to review a score.
· That the Taskforce recommend that the Act be amended such that all recipients of Carer Payment who are granted Carer Allowance, have arrears paid to the date of grant of Carer Payment. This would not only allow for the payment of arrears to people who failed to claim earlier due to ignorance or incorrect advice, but would also resolve technical problems associated with the need for a different doctor to provide a report for a review of a decision based on an inadequate ADAT score for the professional questionnaire.
16.
Need for discretionary provisions

Recent cases brought to the media’s attention show the need for more flexibility in the qualification criteria for Carer Payment and Carer Allowance (child). Whatever the legislative requirements, there will always be cases that fall between the cracks despite profound disability and high care needs. As the situation now stands, even if Centrelink and Departmental policy experts are convinced that a particular child should attract Carer Payment and/or Carer Allowance, and that failure to qualify is due to a flaw or quirk in the Tables or legislation, the decision to reject the claim for Carer Payment or Carer Allowance must stand. This can mean that the only income support option for a parent may be an activity tested Newstart Allowance or Parenting Payment. The $10,000 Carer Payment (child) ex-gratia payment that was introduced in the 2007-08 Federal Budget as an interim measure to address acknowledged gaps in the legislation is clearly an inadequate solution to a problem that requires a long term, transparent and compassionate response.
17.
Recommendation
· That the Taskforce recommend that a discretion be built into the legislation to allow the Secretary’s to grant Carer Allowance and Carer Payment in “special circumstances”.
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