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• John, 70, metastatic cancer
Moderate to severe level of intellectual disability, features of
autism, unsubstantiated mental illness, childhood abuse,
lives in group home.
• Isabelle, 30, mother died prematurely
Severe to profound intellectual disability, lives in a group
home.
• Anthony, 59, end stage dementia of Down syndrome
Diagnosis, decision to adopt palliative approach. Nursing
home vs group home.
• Simone, 25, husband died
Vulnerable. Mild intellectual disability. Own house.

+ strengthening important relationships
+ place of death
+ to support adaptive coping
+ bereavement
+ partner in stages of grief- shock, denial, anger, sadness, acceptance
+ pain and symptom control

+ wills

+ achieving a sense of control

+ funerals

+ finding a sense of closure
+ advanced care planning

+ palliative chemo

Person-centred palliative care
Principles

Reasonable adjustments

•

Use of a biopsychosocial
approach

•

Appreciation of the social,
conceptual and practical skills and
limitations (DSM-V)

•

Patient as a person

•

Plus seeing through the disability

•

Sharing power and
responsibility

•

Comorbid features

•

Social isolation, family dependency,
group homes, vulnerability, higher
rates of adverse events in hospital

•

Preserving autonomy

•

Therapeutic alliance

•

•

Doctor as a person

•

Finding out who is close to the
person
Including disability supports

•

Habits, foibles, likes, choices, values

•

Ensuring patient’s voice not lost

Palliative care communication skills
Principles
•

Truth telling (as long as
the person wants this)

•

PREPARED

•

SPIKES

•
•

NURSE
Fosters resilience and
coping skills
Prognosis

•

Reasonable adjustments
•
•
•
•

Truth telling (as long as the person
wants this)
Involve those close
Techniques of communication
Specific strategies
– Seize the moment
– Ritual of a pet’s death
– Small chunks of information and build
on
– Pictures and diary of what a person
may want with serious illness
– Death education morning tea
– Nominal group technique
– SPIKES
– Education to carers and family around
their own end of life
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Palliative care principles of pain management
Principles

Reasonable adjustment

• Adequate pain relief

•

May not verbalise pain

• Detailed knowledge of
the nature of the pain

•

Those close relied upon to help
report symptoms of pain

• Clinical pharmacology

•

Self-injurious to very quiet

• Oral, subcutaneous,
breakthroughs

•

Watch out for diagnostic
overshadowing

•

Pain scales? Better to have
someone close

• Pre-emptive and
continuous pain relief

•

Breakthough/prn may not be
suitable

• Not meant to prolong or
reduce life

•

S8 regulatory limitations in
disability sector

•

Check doses and tolerability

•

Check polypharmacy

• Range of medications

Health-disability interface in palliative care
Principle vs real life

•

Creating opportunities for cross
fertilisation

•

Health and disability sectors do
not work well together

Disability and health professional
delivered by Program of
Experience in Palliative Care
(PEPA)

•

Mutual conflict and disinterest
associated with preventable
suffering

Reference to consensus norms
for palliative care for people with
intellectual disability

•

Early referral to Specialist
Community Palliative Care

•

Use of established (but unused)
models on how to manage
demarcation of disability and
health worker roles and
responsibilities in hospitals

•

Bereavement support including
carers

•

Multidisciplinary critical to
healthcare quality

•

Shared goal for positive
outcomes

•
•

•

•

Tips for working together

Cross collaboration identifies
and reduced barriers on both
sides
Increasing disability supports as
disease progresses implications
for NDIS

Palliative care in adults with intellectual disability
Palliative care is a person and family centred care provided for a
person with an active, progressive, advanced disease, who has
little or no prospect of cure and who is expected to die and for
whom the primary goal is to optimise the quality of life
..for adults with intellectual disability….the same only different…
•
•
•
•

Person-centred- the person, their disability
Breaking bad news- making a connection
Pain and symptom relief- proactive approach
Health-disability-NDIS collaboration- led by professionals
working across both sectors

Thank you

• Coping can generate the potential for growth
and reward
• Coping does not occur if the demands of the
situation are overwhelming
• Suffering in chronic debilitating illness cannot
be eliminated but if adequate relief is
achieved then coping and growth can occur

