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Palliative Care terminology1
Palliative medicine and palliative care are recognised clinical disciplines with a body of knowledge and evidence to support quality care of people with life-threatening illness. 

Palliative medicine 
Palliative medicine is the medical specialty as practiced by palliative care physicians and is defined in the Oxford textbook of Palliative Medicine as the study and management of patients with active, progressive, far-advanced disease for whom the prognosis is limited (although sometimes it may be for several years) and the focus of care is the quality of life
. Palliative medicine was first established as a specialty in the UK in 1987.

There  are a number of misconceptions held by those who have not received training in palliative care that have constrained the understanding of palliative care by donors, policy makers and health care colleagues. Of most concern is the perception that palliative care equates with terminal care. So we have chosen to highlight this concept early in the document on palliative care terminology.
Disease stage

There is no predefined time point in the course of the disease marking the transition from curative to palliative care. Palliative care is appropriate for all patients from the time of diagnosis with a life-threatening or debilitating illness. So palliative care includes terminal care and bereavement care but is also appropriate early in the course of the illness in conjunction with other therapies implemented to prolong life2. This is illustrated in the diagram first described by the World Health Organisation in 1998.
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Palliative care is an interdisciplinary approach that addresses patient-identified needs and requires a team of healthcare workers (professional and non-professional) with knowledge and skills to apply in the caring process related to their discipline of practice.  Services that are not specialised in palliative care can use a palliative care approach or deliver basic palliative care, even when this can only be done by  one individual (for example, a professional nurse or general practitioner working alone), if they have access to support from an interdisciplinary team.

Palliative care is the discipline that underpins care and support programs and should be the foundation for training care workers – whether these are health care professionals or non-professional carers. This will ensure comprehensive care & support that can address individual patient/family/client needs.

WHO definition of Palliative Care

Palliative care is 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, psycho-social and spiritual.
The Worldwide Palliative Care Alliance endorses the WHO definition of Palliative Care and in the WPCA policy on defining palliative care
 makes the points that palliative care developed as a response to suffering; that it is accepted as a basic human right when curative care is no longer appropriate1; that the organization and provision of palliative care has to be adapted to the country, culture and context if the needs of the person requiring care and their family members are to be met; and that in resource-poor settings, the social circumstances of the person receiving care and their family members may be a major source of the patient’s suffering and may need to be a key focus for the hospice or palliative care team.
European Association of Palliative Care, Definition of Palliative Care

Palliative care is the active, total care of the patient whose disease is not responsive to curative treatment. Control of pain, of other symptoms, and of social, psychological and spiritual problems is paramount. Palliative care is interdisciplinary in its approach and encompasses the patient, the family and the community in its scope. 
The EAPC comment that supportive care is the prevention and management of the adverse effects of cancer and its treatment. This includes physical and psychosocial symptoms and side-effects across the entire continuum of the cancer experience, including the enhancement of rehabilitation and survivorship. There is considerable overlap and no clear differentiation between the use of the terms ‘palliative care’ and ‘supportive care’
.
The UK Consortium on AIDS and International Development define HIV Care and Support
 in terms of psychosocial, clinical, socio-economic, human rights & legal, family & community care and support. These elements are also described in the WPCA policy on defining palliative care3.

End-of-life Care
End-of-life care may be used synonymously with palliative care or hospice care, with end of life understood as an extended period of one to two years during which the patient/ family and health professionals become aware of the life-limiting nature of their illness
.
Hospice care

Hospice services are usually community-based services that deliver palliative and end of life care in all settings for patients, families and carers. Hospice programs may be different in different countries depending on resources available in state health & welfare services; on hospice resources; and on community needs and resources. In all countries it includes the comprehensive, interdisciplinary service described in the definition of palliative care. 
Common Values of Palliative care

The EAPC conducted a consensus process with national European palliative care association and identified a set of common values acknowledged among palliative care experts. This includes the value of patient autonomy and dignity, the need for individual planning and decision-making and the holistic approach. These values are echoed by palliative care services worldwide and underpin all training in palliative care.

Autonomy: In palliative care, the intrinsic value of each person as an autonomous and unique individual is acknowledged and respected.
Dignity: Palliative care should be provided in a respectful, open and sensitive way, sensitive to personal, cultural and religious values, beliefs and practices as well as the law of each country.

Care planning: Palliative care staff should maintain a collaborative relationship with patients and families. Patients and families are important partners in planning their care and managing their illness. Information should be provided to patients to assist them in making decisions about their care.
Quality of life: A central goal of palliative care is to achieve, to support, to preserve and to enhance the best possible quality of life – recognising that the meaning of ‘quality of life’ can only be determined by each palliative care patient individually for themselves.

Holistic approach: Comprehensive/holistic care is best provided by an interdisciplinary team including members from different healthcare and non-healthcare professions and 
disciplines who work together to provide and/or improve care for patients with a particular condition.
Communication: Good communication skills are an essential prerequisite for quality palliative care.

Communication refers to the interaction between patient and healthcare professionals, and also to the interaction between patients and their relatives as well as the interaction between different healthcare professionals and services involved in the care.
Levels of palliative care 

The EAPC notes that palliative care can be delivered on different levels and recommends that at least two levels should be available: a palliative care approach and specialist palliative care.

The palliative care approach is a way to integrate palliative care methods and procedures in settings not specialised in palliative care (such as the HIV clinic). This includes not only pharmacological and non-pharmacological measures for symptom control, but also communication with patient and family as well as with other healthcare professionals, decision-making and goal-setting in accordance with the principles of palliative care.
Specialist palliative care

Patients with life-threatening disease, and those important to them, may have complex needs, which require the input of the specialist palliative care team. Specialist palliative care describes services whose main activity is the provision of palliative care. These services generally care for patients with complex and difficult needs and therefore require a higher level of education, staff and other resources.
Palliative Care for Children
Palliative care for children begins when the illness is diagnosed, and continues regardless of whether or not the child receives treatment directed at the disease. The unit of care is the child and family. The family home should remain the centre of caring whenever possible. Every family should have access to an interdisciplinary, holistic paediatric palliative care team at home
.
The International Children’s Palliative Care Network
 (ICPCN) states that children and young people with life-limiting or life-threatening conditions have very specific and unique palliative care needs, often different to those of adults and provides definitions describing palliative care for children. The ICPCN shares a vision that children’s total needs should be met to encompass physical, emotional, spiritual and developmental aspects of care. 
Continuity of care

Continuity of care throughout the disease trajectory and across the different settings in

the healthcare system is a basic requirement of palliative care
.

Place of care

Palliative treatment, care and support are provided at home, in nursing homes, in residential homes for the elderly, children’s homes or place of safety, in hospitals, clinics, outpatient settings and in hospice programs which may be in-patient facilities or home care programs
. 
Grief, loss and bereavement

Palliative care offers support to family and other close carers during the patient’s illness, helps them prepare for loss and continues to provide bereavement support, where required, after the patient’s death. Bereavement services are recognised as a core component of palliative care service provision.
When the patient is a young person, they may have dependent children and special attention should be paid to these vulnerable children who have particular emotional, educational and developmental needs whose financial security is at risk. 

1 This document has been developed from the White Paper on standards and norms for hospice and palliative care in Europe - Recommendations from the European Association for Palliative Care. Much of the content of the White Paper is repeated verbatim and the WPCA is grateful for the lead provide by the European Association of Palliative Care in describing palliative care terms.
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