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1.
Purpose of the meeting

Consideration of the following:

· What is the connection between the legal fraternity and the palliative care fraternity?

· Where do our interests coalesce? 

· Where are the strategic opportunities for each fraternity if we work together? 

· Can we enhance our work by adding a legal side to the palliative care work, and a palliative care consciousness to legal thinking?

2.
The Law and Health Initiative: OSI New York

The Law and Health Initiative is directed by Jonathan Cohen. The purpose of the Law and Health Initiative is to draw the links between legal advocacy and healthcare, and to integrate those two fields.

The Law and Health Initiative has found that providers of hospice care want to be better carers for their clients. Clients often face a whole range of legal problems, such as inheritance planning, discrimination based on HIV-status, etc. Thus providing better care implies providing some legal assistance, or access to legal assistance.

3.
The International Palliative Care Initiative, New York

Mary Callaway directs the International Palliative Care Initiative. IPCI has been in existence since 2000, and has grown steadily. In 2002 it began work in South Africa. 

· To integrate palliative care into medical and nursing undergraduate and graduate education programmes

· To integrate palliative care into national health care plans, policies, and systems of care

To ensure the availability and accessibility of essential medicines, including opioid analgesics

To engage national and international donors in supporting palliative care 
4.
Overview of palliative care in South Africa

Points made in conjunction with a PowerPoint presentation available from Liz Gwyther.

· HPCA is a membership group of numerous hospitals which supply palliative care, and we try to support them in providing a better quality of care.

· Currently, palliative care is provided by the NGO sector. For it to be accessible to all, it must be integrated into public health care and the formal sector. Greater commitment from officials in the Department of Social Services is needed for this to occur.

· Palliative care is not a place but a philosophy.  It can be delivered anywhere and usually in a person’s home.
· In terms of holistic care, palliative care includes physical care, psycho-social care, and spiritual care.  HPCA aims to manage proactively – proactively manage pain, proactively prevent opportunistic infections in the case of HIV-positive patients.  

· Palliative care focuses on the living.  It enhances the quality of life for patients and positively influences the course of an illness.  With anti-retrovirals (ARVs), HIV/AIDS patients have 20+ more years to live.  ARVs are the most effective form of palliation for HIV,

· Palliative care is a human right, as is pain control and access to medication.  Palliative care providers see themselves as the voice for vulnerable patients.

· Palliative care is applicable early in the course of an illness, and it is better to have it early on.  In the developed world, palliative care may be instituted at the time of diagnosis of illness, alongside other clinical care. In the developing world, however, with significantly fewer resources, a patient does not have the option of palliative care at the time of diagnosis.

· After the death of the patient, HPCA care continues in the form of bereavement care, care of orphans, and other care.

· It is essential that ‘ordinary’ doctors and clinicians are familiar with the palliative care approach, so that the switch to palliative care does not entail a break from normal care. 

· Most terminally ill patients need a combination of palliative care and continuing clinical care. Unfortunately many clinicians have the idea that once palliative care has begun, the role of clinical care has ended.

· The reality is that HIV patients seldom move to palliative care at all in South Africa.

· Our generation has failed its children – we have not put in place ARVs early enough to prevent mothers from dying and leaving their very young children to head households. 

5.
Palliative care, HIV and ARVs

There is a common misperception that if you’re on ARVs, there is no need for palliative care. Our clinicians must understand that this is not the case. Clinicians often think that palliative care is a time of dying - they don’t recognize the aggressive medical and nursing care that is provided. 

Clinical colleagues often sideline palliative care and are not open to listening. Palliative care and treatment are not “either/or” but “both/and.” One of the reasons hospices are so successful in promoting the both/and approach is because funding enables us to offer the service for free. 

Although there is a lack of statistical evidence on this, there seems to be a definite indication that a good palliative care programme greatly enhances adherence to ARV use. In the UK, Uganda, and South Africa, it has been found that ARVs do not influence the pain and symptom burden. It’s also been found that adherence to ARVs is related to uncontrolled symptoms – a patient whose symptoms are uncontrolled and whose pain burden is not managed is less likely to adhere to his medication course. This reinforces the necessity of palliative care for HIV patients on ARVs.

One of the findings of a WITS Phd student conducting studies in this area is that in cases of HIV, pain starts far earlier than people realize. There is a role for palliative care there. 

6.
Hospices and the balance of needs
Historically there is a sense that ‘hospice equals cancer’. Where is the balance of needs on hospices currently tilted? The two largest needs are cancer and AIDS, and the balance depends on location. In the Western Cape, there is still more of a cancer than an HIV demand. But in KZN, the demand is 90% AIDS. 

Other illnesses placing demand on hospice include Motor Neuron Disease, Multiple Sclerosis, and end-stage liver failure. Hospices, depending on their capacity and resources, would open their doors to all of these. But already in KZN, hospice is concerned that it cannot offer proper cancer care, because of the HIV burden using up so much of its resources.

In terms of advocacy, we must know what percentage of people accessing palliative care is African, Coloured, white, Indian and so on, in proportion to the need in the race groups. Using the right comparator strengthens your hand in terms of advocacy.

7.
The rights and status of home-based community carers

The integrated, community-based homecare model, which is the model promoted, is a strong collaboration between the home-based care programme, working with Department of Health, and networking with a host of organisations focusing on things ranging from care of orphans to traditional healers and traditional remedies. The role of the home-based care programme is very strong.

Research shows that sometimes health care workers feel they’re being blamed, and that they have no rights. Community-based care-givers are often older women, giving care without receiving proper training. They are vulnerable themselves.

HPCA hospice care is home-based care. HPCA insists that recruitment and training of care workers be in place. All hospice home-based carers have a professional nurse whom they report to, and that accompanies them on visits. But 80% of home-based care programmes in this country do not have professional input. One of the things HPCA is engaged with is saying to the European Union and other donors: supporting the government’s stipend to caregivers is in fact perpetuating poverty in this area. The stipend is completely inadequate and for the government to rely on private caregivers in treating this epidemic without providing them with adequate support only perpetuates poverty.  The government needs to step-up support and put public programs in place for dealing with this epidemic.

Most community-based carers in KZN are providing treatment for TB, but none of them have been provided with protective garments (such as masks); nor have they been trained on the new TB strain. What about their rights? They are being placed in very dangerous positions.

Medical information from overseas is that the only masks that work are those imported into South Africa. Paper and surgical masks do not work. Until we get policy guidelines from Department of Health, medical teams must draw up their own policy. The key is just protecting against TB generally, taking all the normal protective measures that you would for that.

In reality, home-based caring is often just a job for women, many of whom themselves are HIV-positive and impoverished. The quality of support they provide is very poor, they are unmotivated, and under-equipped to perform their job. The ‘volunteerism with a small stipend’ approach is not a success – the concept behind the system is not a true reflection of what how the system is being used, and we need advocacy on this issue.

HPCA cannot afford to alienate the state, but we do need ongoing pressure to get them to co-operate in providing social benefits. 

8.
Government position on palliative care and the home-based care system

Is there is any Constitutional Court test case around community-based caregiving? Government chose community-based care as the system – are they supporting it and taking responsibility for it?  Is it a breach of their human rights obligations to delegate the delivery of palliative care to NGOs and the community and not support it adequately?

The training that the Department of Health is supposed to provide to community-based home carers, the 69-day course, is training that the HPCA developed for them. The problem is that many carers have not gone through that training.

Palliative care doesn’t have a specific budget, or a specific body which takes responsibility for it. It falls between different bodies (between health and social work, between chronic diseases and HIV/AIDS). There is no implementation policy from national level, and therefore provinces, responsible for implementing palliative care, have no direction. This could be an opportunity. It means there is a chance to inform a policy with actual needs from the ground. If we can come from the bottom with what is actually needed, we have a chance at a better policy, one which is more alive to our needs. 

At some point, however, you have to hold someone responsible or accountable for palliative care. If we look to the future, it is not enough to say palliative care falls across functions – we have to have a person who can be held accountable. 
9.
Home-based carers: employees or volunteers?

The Departments of Labour and of Social Development are in discussion around home-based care givers, and we need to be alert as to what is happening in terms of basic conditions of employment, and how they apply to ‘voluntary’ carers. Home-based carers seem to be a form of domestic worker, but they certainly don’t enjoy the same basic wage as domestic workers do. The Department of Labour has said they would like to remove the home-based carer from the domestic worker category.

We need to get the Departments of Health and of Labour to communicate. The Department of Health may pay stipends to ‘voluntary’ carers, but from a Department of Labour perspective, any person working under supervision, for a fee, is an employee. Those departments need to get clarity and agreement on how these people are classified legally. The departments seem to be moving toward this. There is a growing awareness that the ‘voluntary’ system of carers is not working. The Department of Health is moving toward this idea of a community health worker.

10.
Availability of legal knowledge

To what extent are home-based carers working alongside paralegals to inform people of rights, such as access to social security? It was found in KZN that carers were not au fait with information on social security benefits available to their clients. One of dying people’s main worries is: have I made provision for my family? This is essentially a legal question.

In the context of child-headed households, there is some training of community-based care workers on accessing grants, and the fact that these palliative care programmes have a social worker in their team, means they can assist community-based care workers in accessing those grants.

The TAC approach is to run a training programme for carers on treatment literacy, as well as to train on accessing social security benefits. The TAC also conducts campaigns whereby Home Affairs is forced to come to the community and register people who are unable to travel to apply for their documents.

The other issue is the link between palliative care and the national and provincial  Departments of Social Development. There are not enough social workers in South Africa to meet the country’s needs. In the context of the Children’s Court: the only real information received by magistrates and commissioners of child welfare will go via social worker reports. Educated social workers will go a long way to protecting children.

Legal input to help care workers would be valuable, but we must be cautious not to expect too much from these non-professional people. We don’t want community-based carers to become paralegals. We do need to train community-based carers on how to identify certain kinds of problems, and where to refer them. There is training on referrals for community-based carers. What is missing is referral to paralegal organisations. That information must be added into the training content.

11.
Integrating legal services in hospices.

The 76 hospice centres do not have a paralegal attached to them, only a social worker. 

In the Western Cape, every attorney must do a 28 hours of pro bono work per year. Short interventions, like drafting wills, are very easy for attorneys, many of whom want to do their 28 hours but are loathe to get caught up in a long saga. Perhaps Law Societies may be approached for lists of attorneys who may be contacted to do these short, sharp pro bono interventions, getting their hours at the same time.  At a local hospice AGM, an attorney approached the board and offered her services to draft wills and other legal documents. 

Another option would be getting final-year law students into communities to provide knowledge and advice.  We can make use of programs like Street Law.

Asking lawyers to sit on the board of hospice may also work well, because people would see such a request as an honour and would probably agree to do it.

Perhaps hospices can be encouraged to recruit a legal person in the same way as they recruit financial person.   This would be especially useful as it would enable the provision of legal services, customized to the palliative care context.  The provision of legal services to people at the end of life requires a different approach, and legal advice often needs to be very rapid and coupled with spiritual advice. A dedicated legal person, specializing in this work would enable legal advice to best meet the needs of patients.

12.
The role and value of paralegals

Even where people have been trained to give advice, there must be oversight. The Black Sash, for instance, has a number of advice offices, with an advocacy office at the top to oversee. Paralegals also need to beware litigation for negligence of the kind leveled against attorneys, if they advise incorrectly.

On the other hand, power and knowledge should be given back to the community, and they should be empowered to prepare for their own deaths. The fear of ‘doing it wrong’ or even the fear of being sued, in the case of paralegals, should not paralyse people into doing nothing at all. It is quite possible for people to draft their own wills, with a little correct knowledge.

We need to be careful about our definition of a paralegal. There is no uniform standard by which paralegals operate. Although the National Paralegal Association is apparently trying to get started again, there are a number of organisations and associations which already exist, co-ordinating paralegals. We should work with what we have, rather than waiting.

Paralegals can play a crucial role in ensuring a death is registered and the estate reported. Once the estate is reported, there is some form of protection. Without that, families take over the estate and the children are not protected. Simply registering the death and lodging the will with the Master is of huge importance.

A paralegal can help people with what to put into their will. It’s not appropriate for a family member to do that, but a paralegal can, because they are more neutral and their knowledge may enable a testator to draft such that his/her intentions really will be given effect to. 

Paralegals offering advice in the health ‘domain’ really need to have some training on health issues, so they have an understanding of what they’re working with. 

Also, paralegals/lawyers can be quite insensitive without realizing it – some sensitivity training for this field may be valuable. 

13.
Access to medicine: challenges

In South Africa, the issue of availability of pain medication is mostly logistical. Opioids are legal in South Africa, and on our medication lists. Prescribers and pharmacists are often reluctant to give out opioids, especially in high doses. Some areas have no healthcare facility that is licensed to carry morphine, so their access is severely hampered

The indications are what we have problems with. The drug lists need to be updated constantly. The other issue is availability of morphine short-acting tablets. In South Africa we have morphine syrup. This is very difficult to manage in a primary healthcare setting. Short-acting tablets are cheap and easy to manage, but they are not registered for use in South Africa. We are working with the Medicines Control Council to try and get the tablets registered.

There is a section of the Nursing Act, allowing primary health care nurses to prescribe and dispense scheduled drugs. The section has been used successfully in maternal health. If we could use that existing dispensation mechanism for palliative care, that would be great. How we get guidance on doing this is a job for our legal colleagues. 

14.
Pressing legal needs / issues

The training on the issue of wills must be very specific. We have to be extremely careful with that. On the other hand, people must learn how to write basic wills and people must know what the courts are saying about customary law and wills. This kind of knowledge should not be the preserve of lawyers

Debt is a very important issue. Terminally ill patients who have debt might need to know their legal position. Wills are very important, but they are not the only legal issue that needs to be addressed. The focus must be on complementarity - one issue is not more important than another. Thus, wills are not ‘more important’ than debt.

15.
Palliative care in South Africa: challenges

· The scale of the epidemic, the urgency of the scale and the long-term consequences of that scale. 

· Integrating government’s ‘step-down facilities’ into palliative care, especially for people who are very sick.

· The casualisation of the healthcare service, and the challenge of creating a career path for people to come out of the casual system and into the formal healthcare system. That is a policy issue.

· The need for advocates for caregivers to protect their rights and ensure their adequate training and remuneration.

· Access to morphine issues.

· The inability of nurses to dispense drugs.

· The following groups are marginalized in society, making them vulnerable to HIV and less likely to access services:

· Gay men

· Sex works

· Intravenous drug users

· Access to medical parole. The medical parole guidelines are very vague. Many people deserving of it are not getting it. Legally, the procedure is very cumbersome to work with. 

· Euthanasia and clinician-assisted suicide. The SA Law Commission looked at this issue – their recommendations have been sitting in the Department of Health since 1998, with no comment. That issue needs to be rejuvenated. On the other hand, there is a concern there would be that clinician-assisted suicide would eclipse the palliative care issue, because it is so emotionally-charged and so controversial publicly.

· Funeral benefits at community level, for those without private funeral plans. The Constitution guarantees us the right to social security – but who takes responsibility for burying a person who dies a pauper, with no-one to organize a burial? It is a deeply disturbing problem.

· Disability grants and ARVs: It seems that for HIV positive people who are on ARVs, once their CD count goes beyond 400, they lose their disability grants.

· Legal issues faced by palliative care patients:

· Guardianship of children
· Wills and succession
· Domestic violence, child abuse, abuse of the elderly

· Debt

16.
Advocating for palliative care: the approach

What is needed is to have a short, medium and long-term perspective on this issue simultaneously. A huge prevention campaign needs to be built in, because mere treatment is unsustainable. On the issue of dissemination of information, we need to add to paralegal manuals already in existence, or create new ones that meet palliative care needs.  A toolkit is a great way to disseminate information.  Couldn’t one be developed in this field?

Dissemination of information around a network structure may be useful, especially where the network is made up of organizations with which home-based carers are affiliated, such as the Sowetan Carers Network. That Network seeks to give community members who have volunteered, a voice. If you work as a network you present a much more powerful voice.

Young law students need to understand what is happening in the community. With that understanding they can go out into the community, where their legal knowledge can really be put to good use.

Test cases are not the answer, not on their own. What we all need to look at are things we can change on the ground – cases come at the end. 

From a community perspective, what we need to do is give home-based carers a voice. How do we empower the little person, when they meet with the lawyers or the nurses, to articulate what they need for their community? They need to be empowered so that when they meet at the district community forums, they have a voice that can be heard.

One of the critical things is getting paralegals into hospices. 

People working in the palliative care field need to document the problems they experience, such as the problem of lack of funds for burials. If we have documents and anecdotal evidence, we can act upon this, and use it in advocacy.

We need a mapping of existing resources so that we utilize civil society resources add on to them, but do not duplicate what is already there.

Civil society must be careful not to take over state functions. It must always be kept in mind that what we are working for is ultimately a state responsibility – we should not ’take it off their hands’, because civil society doesn’t have the resources to sustain that.

17.
Utilising the media: options

Health-e can be offered the chance to do a series of articles on these issues, and the resources for those articles are people around this room, so the journalists have credible sources. Journalists can write up articles, and the best one may be offered a fellowship. Health-e is at least a known quantity.

The tabloids, like the Daily Sun, have as their readership exactly the people who need this information. But utilising the tabloids is risky: they often put a completely different spin on the story, defeating the purpose entirely. Perhaps utilising community newspapers as well as mainstream media, a series of articles about this palliative and legal interface could be run. 

Hospice has quite a tradition in middle class areas. The concern is that this information is exactly the kind which must go to people who don’t have community newspapers. Community radio reaches a far larger audience than papers, and is very effective. On the other hand, unless the station follows up, one little programme or soundbite can be like a blip on the radar, with little long-term effect.

18. Steps for the future

18.1. A kind of cross-functional focus group or task group is needed to bring the issues out and take this work forward. This group can be formed immediately.

18.2. An article from a U.S. clinical guide to palliative care states that providing legal care is in fact part of palliative care – it improves people’s quality life and eases stress to know that their will is sorted out, and so on. Perhaps this can be adapted for a South African context. 

18.3. The HPCA will put together a series of articles and submit these to community newspapers, nationally.

18.4. Perhaps Access and Children’s Alliance could be brought into this process, as a role-player not represented at this meeting.

18.5. Parliamentary committees love materials. Development of some materials on these issues and presentation of them to Parliament may be effective. 

18.6. Parliamentary submissions are great, and parliamentarians people-interest stories. Ideally, take the actual people who have suffered, along to Parliament when you make the submission. Parliament also likes appealing to experts, if the expert is recognized; and if you have costed your model before you get there, you have a much better chance at being listened to. 

18.7. The Joint Committee for Quality of Life and Issues Affecting Women has just held a number if public hearings on issues that women experience. Perhaps they may be interested in something like this.

18.8. HPCA will ensure that the report from this meeting is disseminated to the Hospice and the Cancer Care Society across the country.

18.9. A more systematic method of identifying relevant legal issues should be developed, such as a questionnaire to circulate amongst palliative care patients, as to what their legal needs are.

18.10. A list of legal advice offices or advisors that are available could be compiled, and sent to all hospices. Likewise, send paralegals lists of hospices that may need their help, just to make the two groups aware of each other. The hospices should be primed for receiving this kind of information, it will not work if it just arrives in the post without any preamble.

18.11. It may be useful to get some information on The Clearing House, operating in Johannesburg, to find out the methods they use.

18.12. We should consider funding a part-time staff person to work for this reference group, especially if that person already works in hospice or a paralegal.

18.13. It may be a good idea in terms of dissemination, to look at large organisations like COSATU and TAC – they may be good mechanisms for dissemination of information.  COSATU will be particularly interested in issues of casualization of the workforce.

18.14. The Violence Against Women Network is very effective, and they do have a manual. Maybe HPCA can ask them to include the legal/palliative resource list in their manual.

18.15. The Children’s Institute has done a paralegal booklet listing contact details. Those resources may be useful for our own resource list.

18.16. The National Prosecuting Authority is busy revising their prosecutor’s manual, in terms of services available for referral of victims. The HPCA should send some short, sharp information to them for inclusion in that.

18.17. In two years from now, the HPCA and Cancer Care Society are having their national conference. By that time, we will have developed these materials and the reference group can attend and present there. And perhaps if there are national legal or paralegal conferences, we should consider getting someone from the reference group or HPCA to present there, to raise awareness.

19. The Reference Group

· Jacqui from the Community Law Center

· HPCA including Natalia and another

· Desia from Street Law

· Hayley from Webber’s Public Interest & Gender Law Dep’t

· Treatment Action Campaign 

· Aids Law Project 

· Black Sash or CLRDC

· OSI

The purpose of this is to keep the momentum going, and to keep the rest of us informed. The people / groups we’ve identified often sit on other bodies and can draw down from there as well. The group should not only collate the body of material we want, but also to identify other longer-term issues that need to be broached and identify opportunities for advocacy.  

19.1
Inclusion of government on the reference group

Although ultimately the goal is to influence policy, inviting a government representative to sit on the reference group was decided against on the basis that waiting for government to come on board could cause the process to get stuck in a rut. Moreover, the mention that TAC is involved will scare government off, and TAC participation is important.

19.2
Points for the group’s attention

· Paralegals, legal advisors, and palliative care organisations

· Rights of caregivers, linked to remuneration and training

· Funeral benefits

· Morphine access, and the legal issues

· Journalist fellowship

20. The workplan

· Tamar to disseminate report on list-serve

· HPCA to disseminate to Hospice and PC

· OSI to initially serve as secretariat for list-serve etc

· Survey/questionnaire to hospices on legal needs

· Survey paralegals and law clinics about palliative care issues and types of services they provide

· Compile existing info and resources: legal resources; mortality rates; utilization of morphine; estimate of morphine needs (for parliamentary hearings and litigation) 
· HPCA/ Community Law Center to:

· Compile referral list of health resources for lawyers, paralegals and law clinics 

· Compile referral list of law resources for hospices & hospitals

· Zohra/ HPCA to approach Health-e
· Hire part-time person to work with HPCA and the reference group

· Start work on a joint paralegal/ palliative care manual

· Deputy Minister of Health to write forward

