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Introduction

The Worldwide Palliative Care Alliance is a global network of organizations committed to the development of palliative care in order to improve accessibility and availability of palliative care services for people affected by life-threatening illness. 

The Worldwide Palliative Care Alliance identifies the contribution palliative care makes to strengthening health systems and the opportunities for governments to work with palliative care organizations to optimize health care delivery to communities. The WPCA supports the strengthening of health systems and structures as a key component to improving health service delivery. Palliative care should be included as part of the formal health care sector and in both public and private health care services. In practice, significant palliative care and support is provided by community organizations or Non Governmental Organizations. These organizations contribute to strengthening a country’s health system. While this is important, the community-based model is often not sufficient to reach all those who require palliative care. An integrated public health system approach therefore needs to be taken to address the gaps in provision of palliative care. 

Recommendations

The WPCA recommends that governments integrate palliative care into the formal health care sector as an effective way to strengthen the health system within the countries.

The WPCA recommends that all governments:

· integrate palliative care into their country’s health care system 
· ensure that all health care workers are trained in palliative care

· recognise community-based organisations as important providers of palliative care 
· support and work in collaboration with the NGO sector in the delivery of palliative care
When palliative care is not integrated into disease management patients and family members often experience abandonment by their primary health care provider when cure is no longer possible. Another concern is that without palliative care knowledge and skills patients may be subjected to futile treatment. Integration of palliative care services promote referral to community-based palliative care services such as hospices for continuity of care for patients and family members and improves equity of health care provision in a country.

The aim of this paper is to inform stakeholders such as national governments, bilateral and multilateral donors about hospice and palliative care and how palliative care supports a health system development approach. Palliative care exemplifies an interdisciplinary, patient-centred approach to care, provides education and training of health care workers and communities, builds capacity in health services and demonstrates a community based approach. Palliative care providers are encouraged to work with health policy makers and health service providers to integrate palliative care into health systems.
Introduction/ definition of palliative care and the health system (see also WPCA policy on defining palliative care http://www.thewpca.org/resources/ )
The World Health Organization defines palliative care
 as “an approach that improves the quality of life of patients and their families facing the problem associated with life-threatening illness, through the prevention and relief of suffering by means of early identification and impeccable assessment and treatment of pain and other problems, physical, psychosocial and spiritual. 

Palliative care:

· provides relief from pain and other distressing symptoms; 

· affirms life and regards dying as a normal process; 

· intends neither to hasten or postpone death; 

· integrates the psychological and spiritual aspects of patient care; 

· offers a support system to help patients live as actively as possible until death; 

· offers a support system to help the family cope during the patients illness and in their own bereavement; 

· uses a team approach to address the needs of patients and their families, including bereavement counseling, if indicated; 

· will enhance quality of life, and may also positively influence the course of illness; 

· is applicable early in the course of illness, in conjunction with other therapies that are intended to prolong life, such as chemotherapy or radiation therapy, and includes those investigations needed to better understand and manage distressing clinical complications.”

The World Health Organization states that “a health system
 comprises all organizations, institutions and resources devoted to producing actions whose primary intent is to improve health. Most national health systems include public, private, traditional and informal sectors. The four essential functions of a health system have been defined as service provision, resource generation, financing and stewardships relating to health systems.”

Health System strengthening
The WHO
 has identified Six Key Areas in Health systems. Palliative care is active in these areas to improve healthcare in communities.
The essential elements to health system strengthening include developing high quality health services which provide health care efficiently and effectively. Strengthening health systems includes improving access to comprehensive health care, efficient spending on health care and eliminating disparities in health care through building country health systems.
1. Service delivery

Hospices and palliative care services provide compassionate care in many different settings including patients’ homes, in community settings such as care homes for the elderly, community health centres and in hospitals. Palliative care originated as a community response and palliative care is taken to the patient and family affected by life-threatening illness in the setting of their choice. Palliative care practitioners provide quality, compassionate, patient-centred care appropriate to the stage of the illness and respecting patient preferences. There are three triggers that can assist clinicians in identifying patients who would benefit from palliative care
. These are the surprise question
 – “would you be surprised if this patient were to die within the next 12 months?”; patient choice or need; and clinical indicators.  
Palliative care is applicable early in the course of illness, in conjunction with other therapies that are intended to prolong life. Palliative care includes treatment support for disease specific treatment as well as end of life care. Palliative care services also provide advice on prevention measures for family members and communities. Palliative care focuses on quality of care responding to patients’ needs and with hospices established as community based services addresses issues of rural – urban health inequities. Facility-based palliative care promotes provision of palliative care in conjunction with therapies intended to prolong life.
Case study (USA)

Hospice offers is a system of care that is driven by the expressed needs of the patients and families dealing with serious chronic and life limiting illness, rather than by what motivates providers of health care. Hospice and palliative care providers do this in the following ways: engaging in dialogue with patients and their families to identify their goals for care; designing individualized care plans that are responsive to these goals for care; prevention of bad outcomes by anticipating the exacerbations of illness that are inevitable in serious chronic and life limiting illness, including around the clock pain control, management of breathlessness, agitation, nausea and vomiting, and other disturbing symptoms through education and evidence based practice; on-call services that give families and caregivers the confidence they need to maintain the patient in the home and significantly reduces unnecessary hospitalization and over treatment

2. Financing

Palliative care is provided in the public health sector, in some private care services and by NGOs. The provision of care in these different settings is complementary. The WPCA encourages governments to budget for and to provide funding for palliative care services and to facilitate access to philanthropic and charitable funding for NGOs. In many countries hospices access non-governmental funding that contributes to health care spending through funds that would otherwise not be available to the health budget. Hospices have a reputation of credibility that enable access to private donations, corporate donations, government funding, national & international funding. As community-based organizations, hospices are able to respond to identified gaps in care and may access funding to meet gaps. In many parts of the world hospice care is a free service to patients and family members thus ensuring accessibility of services to all sectors of the community. The WPCA encourages governments to integrate palliative care into formal health care services and to invest in the NGO sector to enhance the availability of palliative care services to all communities. The WPCA also encourages governments to assist NGOs such as hospices to access donor funding by endorsement of hospice services and reducing bureaucracy involved in funding applications. In some countries NGOs receive significant government funding which assist with sustainability. NGO funding is often uncertain and sourcing sustainable funding is a requirement of good NGO management. Palliative care services are cost effective
,
,
 and contribute to more effective use of limited health care resources
,
. Palliative care services in different countries have proven to decrease the hospital costs through reducing the number of admissions, shortening lengths of stay, and lower ancillary and pharmacy costs
,
,
. The National Audit Office in the UK report of 2007 estimates that palliative care delivered in the home care setting could reduce the cost of end of life care for cancer patients by £104 million per year, reduce emergency hospital admissions by 10% and reduce the average length of hospital stay of advanced cancer patients by three days – this equates to a reduction of 25% in the current average length of stayiv.
We recognize the concern that in some developing countries palliative care may be seen as the only care option and that it is important to advocate for prevention and effective treatment measures in health care in all countries. Palliative care is often the entry point to disease specific treatment that will prolong life and improve quality of life. 

Case Study (Romania):
A project to monitor allocation and expenditure for palliative care service at national level run by Hospice Casa Sperantei (the leading palliative care NGO in Romanian) has shown the lack of consistent criteria for allocation of funds and variety of measurements in different districts. A costing framework has been developed for inpatient and home care services reflecting the minimum palliative care standards. This framework was the base for introducing by the government of a funding mechanism for palliative care in home based settings. 

3. Governance
Non-Governmental Organisations emphasise the importance of community ownership of the NGO. Good governance and management structures are emphasized to provide credibility and accountability of the organization. Benefits include efficient use of funds to provide care and access to donor funds through accountability and credibility. Good governance and management is also essential within government health care facilities. Palliative care services in the formal health care sector and NGO sector must comply with in-country regulations on governance and standards.
Case Study (South Africa):

The NGO sector recognises that good governance and management is essential for the effective use of scarce resources – financial resources, human resources, physical resources.  The Hospice Palliative Care Association of South Africa (HPCA) has a strong focus on leadership and the Governance and Leadership standard is the first HPCA standard by which member organisation are assessed and accredited. HPCA presents a Leadership Development Programme (LDP) which was adapted and expanded from the Management Development Program of the US National Hospice Palliative Care Organisation (NHPCO). The importance and quality of the HPCA LDP has been recognised by the Leadership Centre of the University of KwaZulu Natal and is accredited by UKZN and offered to participants from NGOs, the private and Government sectors. The course is offered as a mixed method programme with face to face learning supported by web-based learning and self study.

4. Health workforce

Hospice palliative care services engage a dedicated trained workforce to provide quality compassionate care. NGOs also utilise a diverse volunteer workforce with similar dedication and training to provide health care. Palliative care training assists in preparing health care workers to care for patients with life-threatening illness and supports staff in responding to patients needs. It also assists in preparing staff to cope with the impact of caring for patients who are terminally ill.  In the palliative care setting additional human resources are mobilised including family, volunteers, neighbours, community members contributing to a home care team which shares the responsibilities of patient care. 

5. Information systems

It is important to ensure the collection, collation, analysis, dissemination and use of reliable and timely information on health determinants, health system performance and health status. Many hospice services provide information on the provision of palliative care to patients and family members and identify the needs of people at the end of life and provide information on key outcomes for patients and family members. Co-ordination of care and planning future care relies on information sharing amongst care providers at the same time respecting and ensuring confidentiality.
Case study (South Africa):

Palliative care is a complex intervention and, especially in the home setting, reporting on care provided to patient and family is a challenging process as is capturing a full range of in-patient care activities. With hospice staff providing palliative care information and expertise and Airborne Consulting providing IT expertise, the Hospice Palliative Care Association of South Africa has developed a data management system (HDMS) that provides information on care activities and staff providing this care to patient and family members. This information can be analysed to respond to many information needs required by hospice managers, directors, funders, department of health. Important information is also collected and analysed with regard to patient reported outcomes for patients receiving care in the hospice home care or in-patient setting.  These comprehensive data sets are important for planning services, efficient use of resources, improving patient outcomes and evaluating quality of care and quality of life for beneficiaries, financial projections, motivation for allocation of funds and human resources. Information is used to guide quality improvement programmes.
6. Supply management systems

Hospice services assist in ensuring equitable access to essential medicines and can provide medication to patients in day care settings or at home. Palliative care advocates for availability of opioids and other essential palliative care medication to ensure pain control and control of distressing symptoms. Essential palliative care medication is part of most countries essential drug lists. Palliative care training such as training in pain control ensures safe effective use of medication and cost effective health care. In resource-constrained settings, community based services meet additional needs and source supplies some of which are not traditionally part of palliative care services such as vehicles to get home care workers to the patient and family, surgical supplies, food parcels, social protection grants, community donation and faith communities’ assistance.
Case Study (Romania):
Access to drugs

Hospice Casa Sperantei has had a leading and catalytic role in changing an outdated and restrictive regulation concerning the medical use of opioids by working in partnership with international experts, national professional associations, government and politicians. As result according to the new law each physician can prescribe (previous for outpatients just oncologists from outpatients departments could prescribe), there is no restriction on the type of diseases (previous just cancer patient had access to strong opioids) and the control is done by health authorities (previous the police) The implementation process of the new law proved to be itself a challenge due to the radical changes brought by the new regulations. The national accredited palliative care trainers have developed and run a course with 3000 doctors (mainly GPs) attending it in the first year. 

Integration of palliative care into existing health care services

The WPCA supports the WHO public health model
 to support the integration of palliative care into existing health care services. This model has four key elements:

Policy 
Palliative care should be included in national health policies including HIV/AIDS and TB policies. It is important to identify key policy stakeholders, to inform them of the need for palliative care, the anticipated benefit of palliative care to the health system and the cost-effectiveness of palliative care. It may be helpful to assist in drafting policy documents for policy makers who may not have an awareness of palliative care. Health care policies will require funding and should be included in the national health budget.

Education  
Palliative care advocates interdisciplinary training across all levels of a health system, from community members to health professionals. This approach to skills development ensures that a health system receives education and skills that not only helps patients manage their illnesses (whatever their diagnosis) but also provides support for health professionals from a primary, secondary or tertiary level. Palliative care training can help staff retention and avoid burnout – for example in its focus on bereavement and psychosocial support. This can lead to fewer health workers leaving their posts in health services for other roles. Palliative care is also leading the task shifting agenda. In New Zealand, Uganda, UK and Zimbabwe, nurses have been trained and empowered to prescribe opioids and in South Africa support and training of community health workers in palliative care has led to the development of effective delivery of community-based palliative care services.

Availability of essential medicines
With regard to drug availability, it has been necessary to focus on access to and supply of opioids for palliative care. This has had benefits for overall provision of palliative care medications through raising awareness of the need for essential palliative care medicines. Palliative care requires an effective medicines procurement, distribution and quality assurance system that works in conjunction with other essential medicine systems. This is particularly important as palliative care requires the use of controlled drugs such as morphine. The carefully controlled supply chain mechanism that palliative care advocates for therefore provides valuable lessons for wider drug distribution. 

Implementation

Palliative care promotes a participatory response to implementation – so that communities can be empowered to address their own health issues.   Palliative care patients and families are encouraged to be involved in their own health care. This approach to community and patient empowerment, if applied to the wider health sector, creates important linkages between communities and health services and systems that can benefit health system resource allocation e.g. for care to be provided at home rather than more expensive in-patient facilities.

Summary of Recommendations
The WPCA recommends that governments integrate palliative care into the formal health care sector as an effective way to strengthen the health system within the countries. The WPCA recommends that community-based organisations providing palliative care (hospices) are recognised as important providers of palliative care and receive funding to provide care to people in the community.
Conclusion
Health systems benefit from the approaches that palliative care offers – in particular in its approach to training and support of the health workforce, including health care managers; patient-centred service delivery and provision of care in the community. Palliative care training should be provided for all levels of health careworkers, from community members to health professionals.
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