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Palliative Care Policy for Kerala

1. PRE-AMBLE

1.1.  The suffering in incurable and debilitating diseases:

a. Life with an incurable and debilitating disease is often associated with a lot of suffering.  Pain, many other symptoms like breathlessness, nausea and vomiting, paralysis of limbs, fungating ulcers etc can make life unbearable not only for that person, but also for the family.  Such suffering exists in incurable cancer, HIV/AIDS, many neurological, pulmonary, cardiovascular, peripheral vascular and end-stage renal diseases, incapacitating mental illnesses and in problems of old age.
b. In addition to physical problems, they usually suffer from social, emotional, financial and spiritual issues caused by the illness.  Many have clinical states of anxiety or depression.  On the social domain, when wage-earners get the disease, in the absence of any social security system, families often get financially ruined.  Cost of treatment adds to the problem.  It may lead to their children dropping out of school; families losing their homes, and often going into debt.
1.2. The relevance of palliative care:

a. Modern Principles of palliative care can take care of the suffering in patients with incurable diseases, considerably diminishing the anguish for the patient and the family.  Palliative care is aimed at improving quality of life, by employing what is called “active total care”, treating pain and other symptoms, at the same time offering social, emotional and spiritual support.
b. The World Health Organization in 2002 defined palliative care as “an approach that improves the quality of life of patients and their families facing the problems 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 patient’s illness and in their own bereavement

· Uses a team approach to address the needs of patients and their families, including bereavement counselling, 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.

c. In a study done in Malappuram District of Kerala (it was found that around 40% of those people who are dying would have benefited from applying the principles of palliative care in their management. In Kerala, with a population of 32 million and a crude death rate of 6.3 (Reference: Census 2001) around 80,000 dying patients and their families would be benefited each year. To this if we add the number of people living for years with chronic conditions the total number will be much more. 
d. To ensure that palliative care is available and accessible to the majority of the needy, a major thrust should be on a primary health care approach. World Health Organisation observes that “The fundamental responsibility of health profession to ease the suffering of patients can not be fulfilled unless palliative care has priority status with in public health and disease control programme; it is not an optional extra. In countries with limited resources, it is not logical to provide extremely expensive therapies that may benefit only a few patients, while the majority of patients presenting with advance disease and urgently in need of symptom control must suffer with out relief” (National Cancer Control Programmes, Policies and Managerial Guidelines. WHO, Geneva 2002)

e. Even when the disease is amenable to curative treatment, especially if the treatment is a long-drawn out process like in cancer, all principles of palliative care need to be applied from the time of diagnosis.  This is commonly called supportive care and needs to be incorporated into the disease-specific treatment program. 
f. Palliative care is a well-established branch of health care in most developed countries. The state, under Article 21 of the constitution of India, is duty-bound to ensure the fundamental right to live with dignity.  This policy is aimed at ensuring that palliative care services are established and integrated into routine health care in the state. 
1.3. Present palliative care scene in Kerala 
a. At present there are around 100 palliative care units in Kerala. Majority of them are:

· organised and supported by Community Based Organisations (CBO) and the rest are based in government and private hospitals.
· supported by local communities

· self-sustainable in terms of manpower, money and other amenities. 
· dependent on trained volunteers for organising the services and psychosocial support 
· supported by Local Self Governments Institutions (LSGI) and are
· able to provide home visits, outpatient service and free drugs for the poor.

 In some districts however, palliative care services are rudimentary.  
b. Currently palliative care training programmes for professionals are run by Institute of Palliative Medicine, Kozhikode and Regional Cancer Centre, Thiruvananthapuram. Calicut Medical College has been offering regular placement in palliative care for house officers as part of training.

c. There are around 4000 trained volunteers in palliative care in Kerala at the moment. About 25 doctors, 15 staff nurses and 50 trained nurses are working full time in palliative care in the state. I addition to this there are many health care professionals who contribute part of their time for palliative care.

2. AIMS AND OBJECTIVES

2.1. Aim: To provide palliative care to as many of the needy in Kerala as possible.
2.2. Objectives 

2.2.1 Short-term objectives for the first two years

2.2.a.1. To train at least 300 volunteers in palliative care in each district to facilitate the development and involvement of CBOs with emphasis on districts where there are no palliative care facilities. 

2.2.a.2. To conduct sensitisation programmes in pain relief and palliative care for 25% of all doctors, nurses and other health / social welfare workers in the state

2.2.a.3. At least 150 doctors and 150 nurses in the state to successfully complete Foundation Course in Palliative Care. (Ten days ‘hands on’ training in Palliative Care with three days/20 hours of interactive theory sessions) 
2.2.a.4. At least 50 more doctors and 50 more nurses in the state to successfully complete six weeks training in palliative care (Basic Certificate Course in Palliative Care). In addition to this availability of essential drugs including oral morphine and protected time for trained professionals and provision for inpatient beds where appropriate to be ensured in government hospitals having doctors and nurses successfully completed six weeks courses.  
2.2.a.5. To develop more than 100 new community based palliative care programmes with home care services in the state with active participation of CBOs, LSGIs and local government and other health care institutions. 

2.2.a.6. To develop common bodies/platforms in at least 25% of the LSGIs to coordinate the activities of CBOs, LSGIs and local health care programmes in the field of palliative care.

2.2.a.7. To establish a palliative care service, with availability of essential drugs including oral morphine and with at least one trained doctor and trained nurse, in all government medical college hospitals in the state and in district hospitals in districts without Medical College. 
2.2.a.8. To integrate the provision for palliative care into the house visit and field level activities of the field workers (Junior Health Inspector and Junior Public Health Nurse) and their supervisors.

2.2.a.9. To make essential medicines for palliative care available to patients covered by palliative care services through palliative care units / Primary Health Centres/other government hospitals.

2.2.a.10. To develop at least four more training centres in the state for advanced training in palliative medicine and nursing. 

2.2.a.11. To develop and incorporate palliative care modules in medical, dental, nursing, pharmacy and paramedical courses.

2.2.a.12. To introduce palliative care in to the training programmes for elected members to LSGIs and concerned officials. 

b. Long term objectives (five - ten years)

2.2.b.1. To ensure the presence of at least 1000 active volunteers trained in palliative care in each district at any time.
2.2.b.2. To make community based palliative care programmes with home care services available to most of the needy in the state with active participation of CBOs, LSGIs and local health care programmes  
2.2.b.3. To develop common bodies/platforms in most of the LSGIs to coordinate the activities in the field of palliative care of CBOs, LSGIs and local health care programmes. 

2.2.b.4. To ensure the presence of the minimum necessary trained professionals in palliative care in each district. This will mean all the doctors, nurses and other health / social welfare workers sensitised; Minimum of 75 doctors and 75 nurses to complete Foundation course; Minimum of 25 doctors and 25 nurses to complete Six week course in Palliative Care. There should be a mechanism to utilise the services of trained professionals in the delivery of services.
2.2.b.5. To empower the LSGIs in the state to develop programmes for training volunteers in palliative care and facilitating the development and involvement of CBOs. 

2.2.b.6. To develop a system of monitoring the palliative care service in the state to facilitate quality assurance. A guideline for quality control to be developed at state level with a monitoring / implementing mechanism at the district level. 
2.2.b.7. To develop a system to document and compile data on the palliative care related activities and patient population at district and state level. 
2.2.b.8. To continue training and facilitation to empower community to share the care and support of people needing palliative care by organising human and financial resources available locally
2.2.b.9. To develop post graduate courses in palliative care in Medical and Nursing Colleges in the state
2.2.b.10. To establish Palliative care as part of basic health care available at the community level
3. DEVELOPMENT OF SERVICES
3.1. Guiding principles:
a. Home-based care should be the cornerstone of palliative care in the state. The role of family in the care of chronically ill patients should be recognised. They should be socially supported and empowered to cope with the situation. The patient and the family should be the focal points of the palliative care programmes. 

b. Palliative care should be part of general health care system of the Government machinery. 
c. The three tier governance system in Kerala in which health care institutions up to the district level are transferred to the LSGIs, gives good opportunity for the LSGIs to facilitate the development of pain and palliative care services through the existing network of institutions in co-ordination with CBOs and community in general.

d. Field level health workers and their supervisors should be able to incorporate the principles of palliative care into their routine activity at the household level.  For this purpose the existing manpower and institutions in health need to be oriented and equipped adequately.

e. The Government machinery will make use of the experience that CBOs / NGOs have acquired in training and delivery of palliative care in the state and will work with them. 

3.2. Involvement by different sectors
a. Government Sector: There should be adequate facilities in govt. hospitals and other health institutions for providing palliative care services at the institutional level and field level. They are expected to work closely with the CBOs and NGOs under the overall coordination of the LSGIs. 

3.2.a.1. Field level and Sub Centre level activity:  Male and Female Multi purpose health workers, who are expected to provide the components of comprehensive primary health care services at the household level through the sub centers and at the PHCs, can be provided with the necessary orientation cum skill development training to play a major role along with the CBO volunteers and family members in providing home based care. CBOs and LSGIs should be encouraged to participate in palliative care delivery at this level.
3.2.a.2. Primary Health Centres and Community Health Centres: The PHCs and CHCs in the rural areas should be empowered to provide the necessary institutional level palliative care. Through the necessary training programmes and by filling the critical gaps in availability of drugs and other components of service provision, these institutions are to be equipped for the above purpose. The medical officer of the PHC/CHC will have a crucial role along with the CBOs and the LSGIs in developing a common platform for the co ordination.  

3.2.a.3. Taluk Head Quarters hospitals: Where ever the existing palliative care services are located at far away centres, efforts should be made to provide full fledged palliative care services in Taluk hospitals. Efforts should also be made for the integration of the pain and palliative care concepts and skills into the existing specialty services of the Govt. Hospitals
3.2.a.4. District Hospitals & Medical Colleges: Each district must have a tertiary level pain and palliative care service with a trained doctor and staff nurse, housed either in a Medical College Hospital or a District Hospital.  They should have specialist and inpatient palliative care services and ideally, facilities for training too.
3.2.a.5. Creation of training centres:  More training centres need to be developed in the state. In addition to training centres which may evolve in the NGO/CBO sector, efforts should be made to start more training centres in government sector. 
b. Community Based Organisations (CBOs) Issues associated with patients needing palliative care are as much social as emotional or physical. The society can pool its resources through CBOs to address many of these issues. As shown by experience in some Northern districts of Kerala, there is tremendous improvement is palliative coverage where CBOs are active. So participation of CBOs in palliative care should be encouraged. 
3.2.b.1. Proposed minimum criteria for involving community based organisations in palliative care.
a) They should be local organisations having clearly stated interest in the care of patients with needing palliative care in their area. 
b) The organisation should take the lead role in providing home care services to the bedridden patients. 
c) Should not charge patients or family for their services. 
d) The persons involved in the care of patients needing palliative care – volunteers, nurses, doctors and other health care workers – should have basic training in palliative care.
3.2.b.2. Responsibilities of CBOs

a) Identify patients needing palliative care in the area with the help of Local Self Governments (LSGI). 

b) Assess the needs of each patient and provide care accordingly. 
c) Provide home care service for needy patients. 
d) Empower the patients and their families; provide social support and rehabilitation where ever necessary. 

e) Conduct awareness programmes in palliative care for the community and provide training for volunteers and health care workers. 

f) Work together with Local Self Governments and the Government / Non Government Health Institutions in the area for improving the care received by the patients. 

3.2.b.3. Identification of CBOs: With the help of palliative care programmes in the neighbourhood, the LSGIs can identify and support CBOs.

3.2.b.4. Support for CBOs

a) Local Self Governments can take initiative to form a common platform for CBOs, Governmental and Non Governmental Health Institutions for organising support to the patients and family. 

b) Local Self Governments should take steps to provide medicines and other accessories to the poor patients with chronic diseases identified by the CBOs, with the help of Government health care system. 

c. Private Sector: Private sector plays a major role in the health care scenario in Kerala. Many private hospitals in Kerala are providing palliative care to needy patients free of cost. Palliative care initiatives by private hospitals should also conform to the quality control and training criteria set by the palliative care policy. 
4.  CAPACITY BUILDING:
In Kerala at any time there may be a minimum of one lakh people needing palliative care. So each Panchayat will be having approximately 100 patients at any given time. To give adequate care to these patients there should be at least one doctor and two nurses trained in palliative care in every Panchayath to work along with CBOs and other health care institutions. Also there should be enough trained volunteers for effectively organising and running the programme at local level.
a. Capacity building in government sector Considering the higher prevalence of the Non Communicable Diseases including cancers in Kerala, the significant number of people with HIV/AIDS and due to the increase in the percentage of the elderly population and the associated conditions requiring the palliative care services, it is essential that the health staff including the doctors are equipped with adequate technical and humanitarian skills for dealing the pain and palliative care services in a systematic manner.  
4.1.a.1. Palliative care sessions will be built into existing educational programs (some of them are given in appendix V)
4.1.a.2. Deputation of staff will be given for the following training programs:

4.1.a.2.1. One to two day sensitisation programs in palliative care arranged for the purpose in collaboration with existing training programs in the field.
4.1.a.2.2.  10 day foundation course on pain relief for doctors and nurses.  This course will authorise the doctors to man Recognised Medical Institutions (RMIs) which can store and dispense oral morphine and can provide basic pain relief to the needy.
4.1.a.2.3. Six weeks’ certificate course for doctors and nurses in approved centres.

4.1.a.2.4. Other training programs yet to be developed for other categories of staff including pharmacists, public health nurses, health inspectors etc.

b.  Capacity building at CBO/ NGO level: There are many NGOs and CBOs actively involved in palliative care training programmes for doctors, nurses and volunteers. Along with supporting these initiatives these training programmes should be validated and guidelines given. The experience the NGOs and CBOs have in training can be used to formulate and initiate palliative care training programmes in government sector. There should be efforts from governments, CBOs and NGOs to recruit and train more volunteers at local level. 

5. AVAILABILITY OF MEDICINES AND OTHER EQUIPMENTS

5.1. A palliative care programme cannot exist unless it is based on a rational drug policy. Persons with incurable and other chronic illnesses need medicines for prolonged periods, which they may not be able to afford. In many areas CBOs and NGOs are now providing medicines and other equipments, which is not enough to cover the enormous needs in the state. 

5.2. Medicines commonly needed for palliative care should be included in the essential drug list of the government hospitals. (Appendix II: List of medicines to be added to the present ‘Essential Drug List’) Also LSGIs should have provisions to purchase and distribute medicines and other equipments based on the need in their area with the help of health care institutions and CBOs.  

5.3. There should be clear and adequate guidelines for procuring, storing and dispensing medicines needing special licenses like morphine. (Appendix III: Guidelines on training)

6. ROLE OF OTHER SYSTEMS OF MEDICINE
6.1. Currently palliative care services are developing more as part of Modern Medicine. The possibility of having similar programmes in other recognised Systems of Medicine should be explored. 

7. RESEARCH 
7.1. There should be provisions for locally relevant audit and research at various levels for improving the programmes and for sharing the experiences. 

8. BUDGET ALLOCATION 

8.1. There should be separate provision for budget allocation for palliative care services under

a. Directorate of Health Service 

b. Directorate of Medical Education

c. Local Self Government Institutions

d. National Health Programmes

e. Employees State Insurance Scheme

8.2. There should be provisions for deputation of government doctors and nurses to palliative care services for supporting clinical work and training programmes.

9. PALLIATIVE CARE POLICY AND OTHER HEALTH PROGRAMMES

9.1. Palliative care can be a component of many health programmes like National Cancer Control Programmes, National AIDS control Programme, National Non-communicable Disease Control Programme, National Rural Health Mission etc. The state palliative care policy is also in line with these related health care programmes. 

10. EVALUATION AND MONITORING

10.1. It is necessary to evaluate the progress of the program at the end of one year, so as to analyse the strengths and weaknesses of the system and to formulate strategy for the long term policy.  An advisory panel of palliative care workers will be formed comprising of representatives of the concerned government departments along with palliative care workers.  The annual review will be followed by revision of short term strategy for the second year as well as formulation of long term strategy.
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