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SUPPORTING OLDER CAREGIVERS TO

 PERSONS AFFECTED BY HIV AND AIDS
A policy framework

This policy brief contextualises the problem of HIV and AIDS as it impacts older people in South Africa, particularly individuals who are caregivers to family members infected with or affected by the disease. Based on findings of an extensive, multi-method investigation conducted in urban and non-urban areas of three of South Africa’s provinces (Petros, 2010), the brief offers a framework to guide policy makers and planners in appropriate intervention to alleviate the older caregivers’ plight and to support them in their contribution to the management of the epidemic. The policy framework is a response to a lack of dedicated policy and programmes to support older caregivers and older persons regarding HIV and AIDS in general, and is intended to encourage and guide key role players to policy action.
Older caregivers’ situation 

Evidence has shown that much of the burden of care for persons living with HIV and AIDS (PLWHA) and orphaned and vulnerable children (OVC) in South Africa falls on older family members, older women in particular. The majority of these persons render care under conditions of extreme deprivation, and they are largely unprepared for this responsibility and are unsupported. To date, the government has not formally acknowledged the major role that the caregivers play and neither gives them any support. It has neither thus far viewed older persons as vulnerable to infection with the HI virus, nor recognised that a growing number of individuals are indeed entering old age with the virus. Older persons are also not included in routine HIV/AIDS screening, counselling and therapeutic protocols for the public healthcare sector.

The dire socio-economic and psychosocial situation in which the majority of older caregivers find themselves is exacerbated moreover by factors such as follow: They lack adequate knowledge and resources for caregiving. Many are impoverished through having to give up paid work to care for a sick family member. Their household’s income and food security as well as access to other basic necessities are further diminished when a stricken breadwinner dies. They bear the costs of caring for and schooling affected grandchildren with few resources and little or no help. 

Although older persons in South Africa may be eligible to receive a social grant, they typically expend the money on the needs of other household members and neglect their own needs – particularly so in households affected by HIV and AIDS. The disease remains stigmatised, and older caregivers often choose to shoulder the care burden in isolation in their home, foregoing access to help offered by some nongovernmental organisations (NGOs) who serve this population.  
Older persons have been excluded in public discourse on HIV and AIDS, and their perceived and real needs are not included in public agendas.  

No HIV and AIDS policy exists in South Africa to address the support needs of older caregivers to PLWHA and OVC. Several international instruments have recognised the caregivers’ contribution and plight, and recommend policy actions to support them. The United Nations’ Madrid International Plan of Action on Ageing 2002 in commits signatory Member States to improve assessment of the impact of the disease on older persons, and to “introduce policies to provide in-kind support, health care and loans to older caregivers to assist them in meeting the needs of [adult] children and grandchildren…” The Plan calls specifically for adequate information, training in caregiving skills, medical treatment and care, and social support for older caregivers. the and The African Union Policy Framework and Plan of Action on Ageing 2003 identifies HIV and AIDS as a major problem facing older persons in Africa, and urges that mMember sStates tomust supportprotect affected older persons in their contribution to the fight against the disease. The framework explicitly encourages the integration of older persons' interests in this regard in state policies and intervention. 

The UN (Malta)/Help the Aged Declaration of Commitment on HIV and AIDS 2005 recommends that governments and civil society support older caregivers politically and economically, and mainstream them in HIV/AIDS policies and programmes. It calls for policy action that promotes intergenerational cohesion; targets the needs of infected and affected persons in all age groups simultaneously and comprehensively; and provides support through cash transfers, income generation opportunities and micro-loans to households affected by HIV/AIDS, to enable the households to sustain their economic viability and the caregivers to cope. South Africa is a signatory to all three international instruments.
A policy framework for South Africa 

Despite a growing body of empirical evidence and the South African government’s commitment to the international instruments, it has yet to formulate a strategy to support older caregivers, and to target older persons in AIDS prevention and treatment programmes. It is crucial therefore that their healthcare needs and their household’s support needs are given urgent attention in policy development and implementation.  

The evidence based policy framework shown in figure 1 on page 3 is offered as a tool to guide policy makers, and other role players and stakeholders in the design and implementation of a strategy to support older caregivers. The framework states desired outcomes in six key areas, followed by synopses of situational analysis outcomes and a brief set of policy recommendations in each case. 
           Conclusion

Recent research evidence has highlighted the situation, plight and support needs of older caregivers to persons affected by HIV and AIDS as well as older persons in general in South Africa. A need for policy and intervention in this area is strongly indicated, to support the caregivers, and to mainstream older persons in HIV/AIDS prevention, diagnosis, counselling and treatment programmes. The framework is aimed at forging policy action. A challenge is now for the national, provincial, local and district levels of government to domesticate the framework, and to formulate a strategy and implement actions as recommended.

Figure 1:   Policy framework towards supporting older caregivers 

	
	Desired outcome
	      Situation
	Policy recommendations

	1
	Strengthened capacity  of older persons to care for  AIDS  infected and affected persons, and to protect themselves against HIV infection
	· Caregivers typically render care under conditions of extreme deprivation. They lack formal support and receive only limited support from NGOs

·  Most caregivers are knowledgeable about HIV/AIDS, but some hold unorthodox and fatalistic beliefs about the disease 

· Most caregivers lack basic equipment (e.g. latex gloves,  plastic aprons)  to protect themselves against HIV infection 

· Caregivers develop ailments from the stress of caregiving and inadequate access to health care services 
· Older persons are excluded in AIDS prevention, screening, counselling and therapeutic programmes
 
	· Government at district level should provide caregivers with information,  support and life skills training to empower them and enhance their caregiving

· Government at provincial level should provide health care services including AIDS prevention, screening, counselling and therapeutic services to meet older persons’ specific AIDS related healthcare needs

· Healthcare service providers at district level should be trained in the sympathetic and effective management of older clients at health service points 



	2
	Improved access for caregivers to essential services, including 

nutrition services, safe water and sanitation


	· Caregivers often have limited access to vital services such as potable water and sanitation 

· Caregiving is typically provided in conditions of extreme poverty and with poor housing infrastructure,  food insecurity, and only limited income support through social grant(s) 
	· Government at district level should assess older caregivers’ dwelling infrastructure, and improve access to safe water and sanitation, if necessary,  to facilitate caregiving

· Government should provide grants to older caregivers to support food cultivation for their household 



	3
	Involvement of older caregivers and/or their NGOs in HIV/AIDS   policy development 


	· Neither caregivers nor their NGOs are involved in HIV/AIDS policy formulation, and the caregivers’  specific concerns and support needs are overlooked 

· Very few caregivers benefit from child support grants from the government for bureaucratic reasons and a lack of information
· Application for a child support grant to help care for OVC is often  stymied by bureaucratic delays and bungling 
	· Government at provincial level should review and reformulate policy and programmes to ensure non-discrimination and inclusivity of older caregivers and their NGOs 

· NGOs should identify and help affected households to access social  grants for which household members may be eligible      

· Government departments should put systems in place to
         expedite applications for child support grants


	4
	Co-ordination of 

activities to support

older caregivers at the

district level 


	· NGOs working with caregivers and the departments of Health and Social 

      Development do not co-operate to meet caregivers’ support needs. Government  

 departments typically shift responsibility for older caregivers to other departments and no action ensues. NGOs do not work co-operatively with other NGOs  
 
	· NGOs and government at district level should build strong

      working partnerships in which the government assists NGOs to

      support  older caregivers 

· NGOs should establish co-ordinating mechanisms at district level
 to ensure the exchange of information and address caregivers’ support needs jointly

	5
	Avoidance of ageism, stigma and discrimination
	· HIV/AIDS related stigma and discrimination inhibits some caregivers from seeking help and they  render care in isolation  
· Some government personnel view HIV only as a problem of younger persons and do not view older persons as being at risk of contracting the disease

   
	· NGOs and religious bodies should encourage community
   leaders to talk openly about HIV/AIDS and the impact on older persons 

· Ageist attitudes of government personnel relating to HIV/AIDS must be changed at provincial and district levels to stamp out discrimination against older caregivers  who need help 

	6
	Engagement and dialogue with 

traditional healers and religious bodies on the impact of HIV and AIDS on older caregivers


	· Traditional healers play a role in the management of  various ailments of clients in both urban and non-urban areas 
· Some caregivers believe traditional healers can cure AIDS and some traditional healers believe they can cure the disease. Caregivers pay traditional healers exorbitant sums from scarce resources in the hope of finding a cure for a stricken adult child 
·  Many caregivers believe AIDS is a form of punishment from God and that only divine 
      intervention can remove the problem
 
	· Government and NGOs should capacitate traditional healers through dialogue and education  on the cause and spread of the disease
· Government at district level should involve traditional healers in mainstream public health awareness and management of the epidemic, and discourage futile ministrations of traditional healers
·   NGOs and government should encourage religious leaders to

 talk openly about HIV/AIDS, and to refute beliefs that the disease is punishment from God
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