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Introduction
The WHPCA believes that palliative care is a fundamental component of the care of people living with Alzheimer’s and other dementias to improve quality of life.
As the world’s population ages it is absolutely fundamental that health and social care systems are built around the world to provide person centred care right through the life course to the end of life. There is always something that can be done, even when cure is not possible, and the palliative care approach should be available to all those living with, and dying from, Alzheimer’s and other dementias. 

Definitions

Palliative care 
Palliative care is 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.
 In many settings, palliative care provides a more holistic response also looking at addressing social, economic, legal and human rights support.

Alzheimer’s disease and other dementias
Dementia is a syndrome – usually of a chronic or progressive nature – in which there is deterioration in cognitive function (i.e. the ability to process thought) beyond what might be expected from normal ageing. It affects memory, thinking, orientation, comprehension, calculation, learning capacity, language, and judgement. Consciousness is not affected. The impairment in cognitive function is commonly accompanied, and occasionally preceded, by deterioration in emotional control, social behaviour, or motivation. Dementia is caused by a variety of diseases and injuries that primarily or secondarily affect the brain, such as Alzheimer's disease or stroke.
 Alzheimer's disease is the most common cause of dementia and may contribute to 60–70% of cases.
 There is currently no cure for Alzheimer’s disease or other dementias.
Background
Worldwide, 47.5 million people have dementia and there are 7.7 million new cases every year. Dementia has physical, psychological, social and economical impact on caregivers, families and society.
 The World Health Organization recognizes the essential role of palliative care for people with Alzheimer’s and other dementias.

Figures in the WHO and WHPCA Global Atlas on Palliative Care At the End of Life show that globally over 315,000 of the total number of people who die of Alzheimer’s disease and other dementias each year require palliative care at the end of life.
 However, this figure does not include those living with dementia who die from other conditions and would benefit from palliative care nor those who are not at the end of life but may be living with pain and other symptoms.
While a palliative care approach has been recognised as applicable for people living with Alzheimer’s and other dementias from early in the diagnosis of the condition, 
 there is a need to undertake further research to provide recommendations on where and how palliative care may be most relevant.
 
Current situation

Availability and accessibility of services
The availability and accessibility of palliative care for people living with Alzheimer’s disease and other dementias is not well understood globally. However, the WHPCA believes that the palliative care needs of people living with Alzheimer’s Disease and other dementias are often under-assessed and under-treated.


Policy
At the global level, there have been a number of calls for increased attention to the palliative care, including end of life care, needs of people with Alzheimer’s and other dementias.
,
 Nationally, there is often minimal inclusion of palliative care in national dementia policies.
 In addition, the World Health Organization resolution did not explicitly reference Alzheimer’s and other dementia’s
.
Education
The need to improve the education of health and social care professionals and carers to improve care for people living with Alzheimer’s and other dementias is well documented.
 Across the globe, there is a need to improve educational interventions for health and social care professionals to support the diagnosis of dementia
 and to improve quality care through to the end of life.


Medications for pain treatment and symptom control
It is estimated that over 80% of the world’s population do not have adequate access to medications for pain treatment and symptom control. In addition to the existing barriers, identifying pain in people living with Alzheimer’s and other dementias can be challenging. When it is identified, people can receive less pain relief than those with other conditions.
 The WHPCA believes that it is critical that people with Alzheimer’s and other dementias are assessed and treated for pain and other symptoms.
Some specific issues relating to palliative care and Alzheimer’s Disease and other dementias include:
· Quality of life – Specific consideration needs to be taken into account for critical physical, psychosocial and spiritual issues which affect quality of life of people with Alzheimer’s and other dementias such as nutritional support, preventing and treating recurrent infections, pain treatment, avoiding unnecessary hospitalization, preventing futile and aggressive interventions at the end of life, and addressing the revisiting and reliving of past trauma.
· A good death – Challenges with prognosis of death has been recognized as a key barrier which may impede people living with Alzheimer’s and other dementias accessing palliative care services to support a good death. 
· Advance care planning (ACP) and participatory care planning - This is vital for people with Alzheimer’s and other dementias. Enabling people to express, record and share their wishes and preferences and ensuring meaningful involvement in care planning means people are more likely to receive the care that they want. Importantly, this includes enabling people to express what they do not want, such as advance decisions to refuse treatment.
· Support for carers – The impact of cognitive decline of people with Alzheimer’s and other dementias on their carers is well documented. The palliative care approach could be better utilized to support carers both during the life of the person with dementia and in a period after to support bereavement and the adjustment to the loss of a caring role. 
WHPCA recommendations (adapted from the WHPCA statement)

1. National dementia strategies are developed and implemented which include explicit reference to palliative care. Palliative care is a person-centred approach and should be available from the point of diagnosis. There are particular concerns about the inclusion in national dementia strategies of prognostication, timely recognition of dying and preparations for the last phases of life. These are areas, which have been shown to be neglected in some parts of the world.
 

2. Improved training for health and social care professionals. Palliative care should be included in all health and social care workforce-training curricula to ensure that all health professionals and carers in dementia are trained in palliative care. All health and social care professionals working in palliative care should be trained in dementia care.
3. Increased and improved access to palliative care for people living with dementia in the home setting, including support for home-based family members and carers.
4. Since people living with dementia in some parts of the world are commonly cared for in long-term care facilities, including care homes, special attention needs to be paid to ensuring that all staff in these facilities has minimum basic training in palliative care.

5. Ensure meaningful involvement of people living with Alzheimer’s Disease and other dementias and their carers in the development and delivery of palliative care policies, research and programmes.
6. More research funding is allocated to palliative care for people with Alzheimer’s and other dementias especially in developing countries. There is currently limited knowledge around the need, effectiveness, service provision, economics and policies around palliative care for people with dementia.

7. Appropriate pain medications, including opioids, should be made available and accessible to address pain and suffering, whether as a result of Alzheimer’s disease or other dementias or other life-limiting conditions.

8. Funding is allocated to the development and provision of services, which includes a continuum of care through the life course to the end of life, and includes provision for palliative care services for people with Alzheimer’s and other dementias in multiple settings, including the home.
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