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� To consider  end of life care 
illnesses, signs and symptoms and 
prognostic triggers in pre-existing 
conditions/co-morbidities 

Session Aims and Objectives

conditions/co-morbidities 

� To recognise role in EoLC 

� To discuss Advance care planning 
and the challenges of EoLC 
communication and conversations 



� To discuss issues and decision 
making in holistically assessing and 
managing pain and other symptoms 
for people with a learning disability

� To identify priorities of  care over � To identify priorities of  care over 
the last few days of life 

� To consider bereavement support 
for individuals with a learning disability 
their families, friends and carers. 





Do you have a question?

What do you want to learn from today?



What do we 
mean by

End of Life 
Care?  Care?  



End of life care ……………….

helps all those with advanced, progressive, 
incurable illness to live as well as possible 
until they die. 

It enables the supportive and palliative care 
needs of both patient and family to be 
identified and met throughout the last phase 
of life and into bereavement. 



It includes management of pain and other 
symptoms and  provision of psychological, 
social, spiritual and practical support. 

(National Council for Palliative Care 2006)

ksprestigehomecare.com



EoLC is provided when an 
illness has progressed beyond 
the curative phase – generally 

When do we provide End of Life Care?

the curative phase – generally 
recognised that individual is 

potentially within last year of life 



The term

‘Terminal Care’ 

is used to describe the care 
provided over the last few days provided over the last few days 

of an individual’s life.  



End stage illness - Trajectories



The End of Life Care Pathway
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CQC Essential Standard 4K.

People at end of life will have

Involvement in assessment and planning of care, and decision 
making  about preferred options 

Arrangements made to minimise disruption to them and those 
close to them and those important to themclose to them and those important to them

A dignified death, ensuring privacy, dignity and comfort

A plan of care recording their wishes for care of their body and 
possessions after death

Appropriate specialist input

Adapted from Essential Standards of Quality and Safety    (Care Quality Commission 2010)



Where is EoLC provided ?

• As people’s needs and expectations are 
being recognised so provision is extending.

• Aim to deliver high quality services in all • Aim to deliver high quality services in all 
locations  (EoLC 2008) – general and 
specialist care

• This offers freedom of choice to individuals



Who Provides EoLC ?
Workforce Group A

Specialist Palliative/End of Life Care Teams

• Physicians in palliative medicine
• Palliative Care nurse Specialists 
• Allied Health Specialists 
• Palliative care pharmacists
• Chaplains
• Complementary therapists
• All hospice health and social care staff
• Some hospice volunteers

Workforce Group B

Teams who frequently deal with End of Life Care as part of their role

• Secondary care staff - Hospital Drs (all grades)
• Acute and community hospital nurses (all bands) 
• Chaplains, discharge co-ordinators
• Primary care staff – GPs 
• Community and district nursing staff (HCA’s to matrons)
• Ambulance and paramedic staff
• Specialist nurses (e.g. heart failure)
• Community pharmacists
• Social care staff
• Allied health professionals
• Independent nursing home staff• Independent nursing home staff
• Medical, nursing, allied health and social care students  (undergraduate 

and post-graduate)
• Some Hospice care non-clinical staff, e.g. catering, cleaning, fundraising
• Some Hospice care volunteers
• Out of hours teams (which will largely include a combination of the 

above)

N.B. It could be argued that some Care Home staff and Domiciliary 
Agency Care Staff fit into workforce group B.

Workforce Group C – Those working in Services who have some but infrequent involvement in End of Life Care
• Health Information Services
• Care home staff
• Domiciliary agency care staff
• Extra-care housing staff – sheltered housing and supported living
• Remainder of Hospice care staff
• Prison service staff
• Some Hospice care volunteers



Around 500,000 people die in England 
each year

• Over 99% are aged 18 years and over

To put EoLC into context

• Most occur in people over 65 years in age

(National End of Life Care Strategy 2008)

• People with learning disabilities are 58 times more likely
to die before the age of 50 than the general population. 

(Disability Rights Commission, 2006)



Nationally

Over the last 50 years (1960-2010) the average 
life span has increased by around 10 years for a 
man and 8 years for a woman.

South West

• 40% increase in number of people > 65yrs 
by 2025 

• Deaths of those > 85yrs to rise from 32% 
(2004) to 44% (2030)

Chronic illness and co-morbidity

• 52% of the over 65’s will have 2 or more 
chronic conditions

• 1 in 6 will have dementia



Promotion of EoLC in LD settings is 
needed because:

End of Life Care inequalities

(Mencap 2007, Department of Health 2010)

Local safeguarding concerns



Valuing 
Equality and 
Choice Choice 

http://www.easyhealth.org.uk



General Health Issues & LD

Higher healthcare needs

Increased levels of mental ill health 40%

3x more likely to develop schizophrenia3x more likely to develop schizophrenia

4x increased incidence of dementia

20x more likely to develop epilepsy

Multiple co-morbidities & complex drug regimes



Comparing General ill Health

Learning Disability

Obesity  28.3% 

Epilepsy 22%

General Population

20.4%

0.75%

Mental  Health 50%

Respiratory disease 19.8%

Visual Impairment 30%

Hearing Impairment 40%

25% 

5.5%



Cancer and LD 
Lower incidence of cancers of bronchus, prostate and breast

More at risk of Gastric Cancer (causes 58% of cancer deaths 
in LD but only 25% in general population)

People with Downs Syndrome are more likely to develop liver People with Downs Syndrome are more likely to develop liver 
cancer (7x), testicular cancers (2-13x) and childhood 
leukaemias but much less likely to develop breast cancer 
(25x)

People with schizophrenia have 90% increased chance

of developing bowel cancer and 42% increased 

chance of breast cancer



Dementia & LD

All people with LD are 4 times more likely to develop dementia

Downs syndrome (15-20% of LD population)

80% expected to live into their 50s .

Dementia will affect 1 in 3 age 50-59 yrs: 1 in 2 age 60- 69 yrs

Usually Alzheimer's disease (genetic predisposition)Usually Alzheimer's disease (genetic predisposition)

Average time diagnosis to death is 5 years

Often show different symptoms in early stages

Less likely to receive correct or early diagnosis

Experience a more rapid progression

Will require specific support from multi-agencies





� Generally feeling unwell

� Changes in behaviour

� Tiredness or lethargy

� Personality changes

How to recognise illness

� Weight loss or gain

� Changes in eating habits

� Asking for pain relief more often than usual

� Changes in toilet habits 

Carers need to be alert to changes  



Signs and Symptoms of Cancer

• weight loss

• anorexia

• nausea /vomiting

• change in bowel habit• change in bowel habit

• pain

• Cough/sob

NB screening programmes



What is my role in EoLC? 



Teamwork & Sharing information

�Electronic Palliative Care Register 
(EPaCCS)

Administered by Devondoc

Accessed by Doctors, SWAST & HCPs

Accessed through NHS computer systemAccessed through NHS computer system

�R.A.G Status of Individual

�Access to Multi-disciplinary Care

�Link Forum



Support Individuals to 
Advance Care Plan

• Preferred priorities for care (PPC)

• Treatment escalation plan (TEP)

• Advance decisions to refuse treatment • Advance decisions to refuse treatment 
(ADRT)

• Power of Attorney



Accessible Documentation



Support Individuals

• Assessment and monitoring

• Keyworker and Advocate

• Support families, staff and Carers, • Support families, staff and Carers, 
residents 

• Enable individuals to die with dignity 
and according to their PPC and future 
care wishes  



Comments or Questions



1. What are the key 6 aspects (steps) of the end of life care 
pathway?

2. What will help you decide if the patient is in the last year of 
life?

3. At what point should you be have discussions regarding an 
individual’s end of life care wishes?   

4. What does TEP stand for and what is it for and what does this 
include?include?

5. What makes up a holistic EoLC assessment

6. What assessment tools are available to support staff if 
individuals are unable to communicate their needs

7. What is the electronic register called or what are the initials 
and what is its function?   

8. What does R.A.G stand for and what timescales/phase does 
each element describe?


