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Introduction

The Black Sash Trust welcomes the opportunity to make a public submission on the Social Assistance Amendment Bill [B5-2010]. 

We make our submission in accordance with section 57 of the Constitution. 

Our submission deals with:
(a) The Bill’s proposed definition of disability and its implications for those with a chronic illness.  

(b) The Bill’s proposal with respect to reconsideration and appeal.
We believe our comments raise crucial issues, which if not considered properly, will result in severe consequences to the quality of life and the right to social assistance of tens of thousands of vulnerable people.

Short period of notice for public participation and poor intergovernmental co-ordination of this process
The Black Sash does not understand the reasons why the Department of Social Development’s Portfolio Committee is treating this Bill with such urgency. Notice for the public to be able to respond is only 14 days and includes public holidays. This, in our opinion, does not provide adequate time to make the public to engage with the proposed Bill. 

Similarly, we believe the Committee has not used the most effective or efficient channels of communication to reach its intended audience. The notice calling for written submissions, and the advertising of the public hearings, apparently went out in only four national newspapers aimed at mainly well-off readers (namely the Sunday Times, Rapport, City Press and Mail & Guardian) and over the Easter weekend when many people were away. The Black Sash attended the briefing of the Portfolio Committee on 13 April 2010 but did not obtain confirmation that that community radio stations or the newspapers were used to reach the affected individuals and communities. 

We believe this would have meant that many of the beneficiaries who receive the disability grant (and the communities mostly affected by the grant) would not have been reached by your communications. It is especially important that people who are chronically ill and receive a disability grant are made aware that the grant they depend on for survival will be withdrawn by the state once the disability review process proposed by the Department gets underway.  

We therefore would like to place on record our concern over the short notice period given for the preparation of written submissions to the Portfolio Committee. 

We recommend that the committee extend the deadline for written submissions as well as the public hearings scheduled for 20 
April 2010, to allow for advertisement on community radio stations and in community newspapers and to give sufficient time to the affected communities to respond to the Bill.  

We further recommend that such notice carry a paragraph informing communities about the actual effect of the amendment, highlighting the disability grant review process and pointing out that those who suffer from a chronic illness, but who are not found to be functionally disabled, will likely lose the grant when it goes under review.  

We trust that the public will be given a fair opportunity to be heard as we believe this amendment will have a severe impact on the beneficiaries as well as their households. 
We also note that consideration of the Bill by other Departments and Parliamentary Portfolio Committees is clearly required.  We are particularly concerned that Health, and Women, Youth, Children and People with Disability
 have been absent from this process. This underscores the fact that there has been limited consideration of the Bill and too little time allowed for public participation.

A. The Bill’s proposed definition of disability and its implications for those with a chronic illness.  

1. The proposed definition of disability
Black Sash has for many years expressed its concern that there has been no agreed definition of disability or consistent application of a standardised tool to assess disability. This has subjected many of our clients to the discretion of medical practitioners and officials, which contradicts the basic principles of administrative justice.  

For this reason, we do understand the need to implement the standardized disability tool (known as the Harmonised Assessment Tool, or HAT) based on a clear definition of disability linked to functionality.  

We are, however, very conscious of the possible implications of this reform for people who are chronically ill.   Many people with chronic illnesses will inevitably be excluded from this vital form of income support with the application of the HAT.  The Black Sash is deeply concerned at the negative impact this will have on individuals and households battling the dual challenge of poverty and illness.  

2. Our case for a Chronic Illness Grant
For many years, thousands of people who have chronic illnesses, notably HIV/AIDS have been provided with a Disability Grant by the Department of Social Development.  
In principle, we do not think it is appropriate for people who have chronic illnesses to necessarily be defined as disabled, as it both misrepresents these people’s potential for health and works perversely against health-affirming behaviours.  For example, most people can manage a chronic illness (whether communicable or non-communicable) if they have access to medication and can maintain a healthy lifestyle.  It is important to note that both these preconditions are dependent on sufficient income.  

It has been a reality of the linking of chronic illness to the disability grant, that improved health of a beneficiary has resulted in the withdrawal of the  grant and inevitably a return to ill health.  If the only form of income support available to people with chronic illnesses is one associated with deteriorating health (often to the point of functional disability), our society is essentially encouraging those who are ill to become disabled too.  We argue that this policy trajectory will create an intolerable burden for individuals, families, communities and our public health systems. 
It is in this context that we make the case for the inclusion in the Bill of a provision for those who are chronically ill to receive income support.  We would argue it would be a grave error if the proposed Bill goes ahead without a provision for chronic illness.  Such provision should provide surety that chronically ill people who currently receive the disability grant (as well as those who are not yet on the social assistance system) are considered for an alternative grant to provide some income support to cushion the blow caused by removing the disability grant.  

The dire consequences for thousands of chronically ill beneficiaries and their families (who currently depend on the state assistance and who are likely to lose the grant) cannot be ignored. Even though the longer term effects on the thousands of people that stand to lose their disability grant is difficult to quantify, we know it will be extremely detrimental to both the beneficiary and his or her household.  

3.
Constitutional considerations of ‘available resources’ and ‘progressive realisation’
The main Constitutional provision we rely on for making the case for a chronic illness grant to be included in the Bill, is Section 27 (1) (c). It provides for the right to social security and reads as follows:

          “Health care, food, water and social security

          27,     (1)     Everyone has the right to have access to-

(a)....
(b) ....
                   (c) ... social security, including, if they are unable to support themselves and their dependants, appropriate social assistance.

(2)     The state must take reasonable legislative and other measures, within its available resources, to achieve the progressive realisation of each right.

This section places a positive obligation upon the state to ensure that everyone who is in need of social assistance (within its jurisdiction) receives it.  
While we understand that the right to social assistance must be read within the State’s available resources, we believe the matter of resourcing should be understood in the context of three major cost saving areas:

· The saving of disability grant allocation can be transferred to chronic illness grant provision.

· We believe there will be significant potential financial and social cost saving to the public as such a grant will reduce the number of people with chronic illnesses from becoming functionally disabled, unable to participate in society and dependent on costly state institutions.  
· The grant will also increase the life expectancy of the recipients, reducing the number of household and family members who would become dependent on the state, with a particular consideration of the high number of orphans in our country.
Secondly, we note the judgement in Grootboom which holds that Government would be acting on a prima facie level in a regressive manner if it took away assistance previously provided to people.  We hold therefore that if disability provision is removed from those with chronic illness without it being replaced in a reasonable manner, this Bill would be contrary to the spirit of the Constitutional commitment to the progressive realisation of social security.

In Khosa and others vs the Minister of Social Development, the Constitutional Court re-iterated that socio-economic rights are closely linked to the founding values of human dignity and equality. They are intersecting rights which hold a specific context and history in South Africa [at para 40].  The Black Sash is committed to ensuring the dignity of all living in our country and believe that this Bill is at risk of undermining this key commitment for thousands of people who live in poverty in South Africa
4.  Cash or an in-kind transfer?

We propose a chronic illness grant in the form of a cash transfer rather than an in-kind transfer in the form of goods (such as food) or vouchers for goods.   

Cash transfers are an efficient way of providing assistance as they give the recipient choice. They also have fewer cost implications for the recipient, especially if the money is paid directly into a bank account. But most of all, it is the most dignified way in today’s economy to provide assistance.   

Some disadvantages of vouchers include the costs of printing, distribution and redemption. Vouchers also restrict what people can get and may not meet their priority needs. If people do not want the goods that vouchers are intended to buy or need the cash for other items, a parallel, unregulated market in vouchers may develop. Vouchers could also stigmatise recipients. Traders may be reluctant to participate and may make it difficult to redeem the vouchers.  

5.  The importance of cash transfers in the context of poverty and high inequality

South Africa has a large percentage of people who are chronically ill and live with HIV/AIDS, respiratory diseases and diabetes amongst others.  We believe a Chronic Illness Grant would be an effective poverty intervention (like the Child Support Grant) and as such would make a valuable contribution to households that have been made vulnerable by illness. 

Small scale qualitative research in rural KwaZulu-Natal suggests that there is a potentially very important relationship between antiretroviral treatment (ART) and access to social grants, specifically the disability grant. Social grant income helps to improve treatment outcomes making the provision of treatment more cost effective and returning people to normal functioning. Access to social grants in these households also had more widespread positive repercussions for other household members indirectly-affected by illness. (Knight et al., 2009)

Social grants or cash transfers have many advantages for individuals and communities. Over the past decade a large and growing body of research has documented the positive outcomes of giving social grants to impoverished and vulnerable South Africans.  They are used to purchase essential food and clothing, improving nutrition and basic human welfare.  Households that receive grants are also statistically less likely to have malnourished or stunted children.  They are also better able to access essential State services, such as health clinics and schools (Samson et al, 2004)
.  
Less well documented, yet emerging in recent research, are findings which show social grants also generate economic benefits.  They improve the recipient’s ability to manage risk and insecurity; they encourage investment and saving; and they facilitate productive economic activities (such as informal trading or enabling other household members to migrate in search of work) (Neves et al., 2010).

 In this way, social grants enable recipients to leverage their capacities (including their time and energy) and strengthen their livelihoods. While these positive welfare and developmental effects are associated with State cash transfers generally, they are more pronounced with the higher value grants, including the Disability Grant.  

In addition, in-depth research demonstrates the manner in which the positive effects associated with grant receipt, are distributed within receiving households (Du Toit & Neves, 2009). 
 
Social grants enable their recipients to enter into existing systems of social reciprocity and mutual support, which continue to mark many impoverished South African communities.  They enable recipients to care for their households, underwriting their continued entitlement to support and protection within these networks.  In this way, grants empower otherwise marginalized household members (such as the ill and disabled) to participate in systems of mutual support and social reciprocity.

In the light of this recent research on the positive impacts of social grants, it is logical that a poverty grant provided to people with chronic illnesses would lead to an improvement in their nutrition, personal care and wellbeing as well as enabling them to make a productive contribution to our economy. 
The Black Sash therefore argues that the selection of the illnesses to be covered by a Chronic Illness Grant be based on the burden of disease on the individual, the household as well as the health system as a whole.

For as long as our health systems must carry the responsibility of providing care for the thousands of people that are made sick through poverty, we will never realise the right to healthcare for all our people.  Beyond this, the impact of a disabled society on the broader functioning of communities and the economy is deeply concerning.  

6.
Proposed Amendments 

In the light of these arguments, the Black Sash would like to make some concrete recommendations (below) around various sections of the Bill as it was published, as well as a number of further additions.  We are available to engage on any subsequent proposals the Department may have for clauses with similar intent and meaning. 
6.1 The short title of the Bill
We suggest that the short title includes an acknowledgement of the   insertion of a definition for chronic illness and a definition of a Chronic Illness Grant. 

6.2 Section 1 of the Bill

The Black Sash proposes an addition to Section 1 of the Social Assistance Act, 2004 with the insertion of a definition for ‘chronic illness’ and a ‘Chronic Illness Grant’.  
We propose the following two definitions to form part of Section 1:

· “Chronic illness”, an illness which is lifelong and incurable, yet which is controllable and manageable with treatment [1]
· “Chronic Illness Grant”, means a grant made in terms of Section 9 of the Social Assistance Act which aims to enhance the quality of life, to enable healthy living and to allow a chronically ill person to lead a dignified life. 

 6.3  Section 9 of Act 13 of 2004

 

To give effect to the above definitions the Black Sash proposes an amendment to Section 9 of the Bill. 

The following section to be included in section 9 of the principal Act and numbered 9 A:

“Chronic Illness Grant”
9 A.   A child or an adult is, subject to section 5, eligible for a Chronic Illness Grant, if he or she has—

(a) has a chronic illness as determined in terms of a schedule of chronic illnesses published and updated yearly by the Department of Health;

(b)     met the prescribed requirements of the means test and the income threshold.

B. ‘Reconsideration of the decision by Agency and Appeal’

1.
Internal review

To our knowledge there is no data setting out the exact reasons why applicants appeal. We therefore believe the proposal to automatically and uniformly do an internal review of all unsuccessful applications, before permitting an independent appeal, would be a mistake. 
It would make sense in instances where people are rejected for technical reasons i.e. they do not have the correct documentation, such as identity documents or where their application is not supported by appropriate medical or financial evidence. In these cases, a person should not have to go through the entire appeal process but should be referred by SASSA in to an automatic review process.   We would however recommend that the Agency’s internal review process take no longer than 30 days. If the application has not been processed (or if it is unsuccessful) within this period, then the applicant must still have the right to appeal.  
We however do not support a “blanket” internal review process for those who have all their documentation and who have not been recommended for a disability grant by SASSA’s medical practitioner. Should SASSA reject such an application, the Black Sash would recommend that the applicant be able to appeal directly to the Minister without having to be subjected to an internal appeals review process. 
2. Social Assistance Appeals crisis

We are concerned that the Bill does not make any reference to the existing and very serious current backlog of appeals. The Social Assistance Act, 2004 requires that all appeals be heard by the Minister of Social Development or a Tribunal appointed by the Minister. However, the Department Social Development failed to establish a Tribunal when the Act was first introduced in 2005. It was eventually set up in 2008, and faced a logistical nightmare as appeal hearings had been suspended up until 2007. There are literally tens of thousands of appeals still outstanding. 
In 2008, Black Sash Regional Offices reported on their fruitless attempts to resolve the cases of clients who had waited for unacceptably long periods of time for appeal hearing dates.  According to the Department of Social Development’s own 2009 figures, 47 701 people across the country are trapped in this systemic appeals backlog. The appointed Tribunal is attempting to address the backlog but at its current rate and allocated recourses, it will take at least two to five years to address the backlog (according to some DSD officials). 

The Black Sash has persistently engaged with DSD, the Tribunal and the Minister for more than a year in an effort to find a solution to this problem. We held meetings, wrote letters and even entered into formal agreements in a bid to address the backlog.
It was only after finding no viable way forward, that we have joined 24 disabled people from the Eastern Cape and instituted legal action against the Department of Social Development. As we have said, this decision was not considered lightly and followed more than a year of strenuous efforts to resolve the situation amicably with DSD.    

The Black Sash would like to use this opportunity, therefore, to alert the Portfolio Committee to the seriousness of the appeals backlog and to urge the Committee to seek effective ways to resolve it so that the tens of thousands of affected people can be given their right to a hearing.
B. The Black Sash Trust
The Black Sash Trust is a non-profit human rights organisation dedicated to ensuring the recognition and protection of all our citizens' human rights – by law and through monitoring the implementation of these laws.  

 

Our aim is to empower marginalised communities and people (with the emphasis on vulnerable groups) to recognise and exercise their human rights, particularly their social and economic rights, and to create a society which has effective laws and delivery systems including comprehensive social protection for the most vulnerable.

Our advocacy work includes both primary and secondary advocacy strategies: Primary advocacy targets decision makers in government, in industry and in civil society who have the power and the resources to effect the desired change. Secondary advocacy targets individuals, groups and organisations that have the power to work together to persuade the decision makers to effect the desired change.

D.
 Organisations and individuals who endorse our submission  
1) Treatment Action Campaign 
2) PHANGO Patient Health Alliance of Nongovernmental Organisations with at least 22 member organisations     
3) Alliance for Children’s Entitlement to Social Security an alliance with at least 1300 member organisations
4) Pierre de Vos, Claude Leon Foundation Chair in Constitutional Governance, Department of Public Law, University of Cape Town

5) Dr. Monde Makiwane,  Senior Research Specialist, HSRC
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[1] The definition for a ‘chronic illness’ is taken from the World Health Organisation





