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We aim to raise awareness of the palliative 

care needs of people with learning 

disabilities, to share and promote ‘best 

practice’ and to enhance collaboration 

between all services providers, carers and 

people with a learning disability.







Consideration’s : Learning Disability 

and Palliative Care

• Diagnosing ill health is difficult

• Increasing population

• Poorer health and more complex health issues. 

Different disease profiles

• High incidence of premature deaths in LD 

population 

• Health Inequalities and Discrimination



Diagnosis

• Recognising ill health 

• Communication 

• Screening 

• Diagnostic overshadowing 

• Attitudes and assumptions

• Institutional Discrimination

• Accessing services



Increasing Population



What are the most prevalent physical health 

conditions?    



What is the extent of multi-morbidity 
for this cohort?



Different Disease Profiles 

• Respiratory Disease 

• Coronary Heart Disease 

• Gastrointestinal Cancer

• Dementia 



Premature Deaths 

• Lower life expectancy

The average life expectancy for women with learning disabilities 

is 20 years lower (compared to the general population)

The average life expectancy for men with learning disabilities is 

13 years lower (compared to the general population)

• Increased risk of premature death 

22% of people with learning disability were under the age of 50 

when they died 

42% of deaths were considered premature.

CIPOLD 2013



Health inequalities and 

Discrimination

• Poor access to health services

• Inadequate health service responses

• Other causes or determinants of health inequalities such as 

poverty, housing, employment, social isolation and 

discrimination and the lifestyle ‘choices’

• Less likely to receive opioid analgesia in their final illness

• Less likely to have access to specialist palliative care 

• There deaths were sometimes described as not being planned 

for, uncoordinated and poorly managed. (CIPOLD 2013)



Consideration’s: Palliative Care and Learning 
Disability 

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.”

World Health Organisation 2010



The palliative care framework



The palliative care framework supports people 

irrespective of stage of disease or condition :

• early in the course of illness, in conjunction with other 

therapies that are intended to prolong life, such as 

chemotherapy or radiation therapy,

• living with complex health needs and co morbid conditions 

• living with chronic disease 

• approaching end of life care and

• support for those who grieve



End of Life Care 

People who are approaching the end of life when they are likely 

to die within the next 12 months. This includes people whose 

death is imminent (expected within hours or days) and those 

with: 

• Advanced progressive incurable conditions

• Generally frail and co existing conditions that mean they are 

expected to die within 12 month

• Existing conditions if they are at risk of dying from a sudden 

acute crisis in their condition

• Life threatening acute conditions caused by sudden catastrophic 

events 



Trajectory in palliative care 



It’s Everyone’s Business

• Deaths due to underlying causes which are likely to 

benefit from some degree of palliative and end of life 

care 

• A substantial shift in place of death from hospital to 

communities 

• Prognostic Indicators 

• Lives lived in communities 



Gold Standard Framework



SPICT
Supportive and 

Palliative Care 

Indicators Tool.
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• Anticipatory care planning

• Difficult conversations

• Support the individual to gain an understanding of condition and 

prognosis 

• Decision making and Choice

• Dignity and Value 

• Joint Assessment -Person centred, holistic assessment of 

physical, social, emotional and spiritual aspects of care

• Coordination of care and health advocacy

• Partnership and collaborative working to improve patients 

outcomes

• Better outcomes for the individual and those who care for them



• Identify the knowledge 

and skills required by  

health and social care 

staff. 

• Education 

• Partnership and 

Collaborative Working 





A skilled, knowledgeable and 

confident workforce :



Are you in ?



Allison.O’Donnell@ggc.scot.nhs.uk
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