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Dictionary definition of ‘Neglected

Qj Suffering a lack of proper care

® Not receiving proper attention, disregarded



Health
Services

POLICY, LAW, FUNDING, ATTITUDES, KNOWLEDGE/SKILLS
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One of six guideline principles — National palliative care strategy

https://www.health.gov.au/sites/default/files/the-national-palliative-care-strategy-2018-national-palliative-care-strategy-2018.pdf

Careis accessible

All Australians will be able to access quality palliative care. There are population groups

that are currently under-served, including people who are:

While many people across society will experience varying levels of access and quality of care,
these population groups generally experience additional barriers in accessing services,
which will be addressed in initiatives to improve access and equity of care.

Palliative care needs to be flexible and responsive to ensure that care is accessible respectful,
culturally safe and appropriate according to need. Specialist palliative care services play an
important role in meeting complex needs and supporting others to provide this care.

Aboriginal and Torres Strait Islander

culturally and linguistically diverse, particularly new migrants
lesbian, gay, bisexual, transgender and intersex

living with disability, including cognitive impairment such as dementia

experiencing homelessness

in long-term institutional care (including being incarcerated)

ageing and frail

living in rural and remote areas.

Lk I

AT

o

-.-



What are the types of under-service which can occur

* NO access
» Service doesn't exist
* Mechanisms to reach service (practical, information, individual/community barriers)
* Funding/resources limit volume of clients or type of clients

* Access but to ‘not fit for purpose’ and/or ‘unsafe’ services
* Top down approach to service development
* One size fits all models
* Not trauma informed

* Not culturally responsive



What are the types of under-service which can occur

e |Late access

 Poor quality care
* Not underpinned by evidence

« Staff not adequately trained or limited scope of practice

* Impacted by systemic biases/discrimination (ageism, racism, stigma)

e Unidimensional care

often with a biomedical focus
Not collaborating with community/social care

No role of related non-health services (correctional services, disability support)
not underpinned by culturally or trauma informed care
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Do we also need to be considering lack of Quicames of patien

neglect
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Widespread physical and
emotiorad palierd harm

access to palliative care in a broader
conversation about errors in health care, Pallent neglect
patient abuse and harm?
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Department of
Developmental
Disability
SYDNEY Neuropsychiatry

Tallored model of care for people
with Intellectual disability



Background

* A survey of NSW health professionals found 63% of respondents did not believe that their
service was equipped to meet the needs of people with intellectual disability

» People with intellectual disability are more likely to experience life-limiting conditions as

they age with leading causes, respiratory, cardiovascular, cancer and neurological
conditions

* Multiple barriers to quality palliative care

» Delayed diagnosis, inequity in access to supported accommodation, late access or no
access to specialist palliative care

https://www.3dn.unsw.edu.au/sites/default/fles/documents/National Toolkit _health professionals.pdf
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What do you think helps
people with intellectual
disability to have a good
end of lite?

"Ah, to be happy.
And be — and be -
- comfortable.”

. . =, = Person with intellectual disability’
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Diagram 1: Guiding principles underpinning the Tailored model of palliative care for people with intellectual disability”.

Human rights are protected, respected and upheld as Family, carers and supporters are recognised and valued
per the United Nations Convention on the Rights of as partners in providing palliative care, when desired by

Persons with Disabilities the person with intellectual disability, and are supported
to enact their roles

p r I n C I p I e S Of Palliative care is person-centred and holistic Access to quality care is equitable

the mode| @ @

Dying, death and grief are recognised as part of life Care is well-coordinated and integrated

: L For guidance on how to implement the guiding
Care is high quality and evidence-based principles, see Part 3.

.L N =" B n 0 '.'.l 3 The Guiding principles were determined through an international Delphi study as part of 3DN’s research project Improving palliative care
u u L L services for people with intellectual disability. Find out more about this study on the project website here.



Part 1 - For the Person with Disability

Flagze fick the boxes below if the pereon hae experenced any of the following eigne and symptoms in the last year.
If wou are umsure or don't know the anewer, plesse tick the 'unsure’'don't know” box
To make an accurats medical asseasment of the perscn’s health, the doctor neede to know about these signe and eymiDtomes.
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1. Breathing system

Doss the parson cough?

Dosa the parson cough up blood?

Doss the parson cough up stuff/mucous/sputum?
Dosa the parson gat short of breath?

Doas the parson wheeze?

Timely N

Doaa the parson have chest pain®

|
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Doas the parson's heart ‘race’/beat quickly?

n m
d I a- I l OS I S Of Do the person's ankles swell?
Dioas the parson gat short of breath whils lying in bed?

Doas the parson gat a blue tinge to their skin
ifor examiple, fingara/lipatoas)?

ife limiting =
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Doas the parson have joint pain or back pain?

i
i
i

Dosa the parson have muscle pain®

conditions R ———

Hes the parson lost weight?

Doaa the parson have trouble swallowing?

Doaa the parson regurgitate/vomit?

Doss the parson gat heartburn?

Doaa the parson have diammrhoea?

Dosa the parson have black bowel motions/faeces?
Doss the parson gat constipated?

Doaa the parson loss control of bowel movements?
Doss the parson have abdominal/stomach pain?
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5. Urinary system

Doas the parson have pain whan urinating?

Doaa the parson have blood in the urine?

Dosa the parson urinate involuntarily/suffer incontnanca?
Doss the parson unnate a lotYmons than usual?

https://www.health.gov.au/sites/default/files/2023-05/adult-comprehensive-health-assessment-program-chap-annual-health-
assessment-for-people-with-intellectual-disability. pdf

Hmjm.
Hmjm.
L0 H|E

:L | - | -. ) .ll - - -.-..-. I- l --..:l::Hr.J:L_Nj“ﬂEﬁﬂ5 :L | o - | -. ) ) - | "
- - 1 - L - ie - - 1 r



Model components
Key for palliative care settings @Cz@ Persen with imtellectual disability and thek supporters
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Clinical strategles

‘Prepare [them] for what's going to happen...make sure they know all about what's
going to happen in the end.”

Person with intellectual disability

"..the issue around coroners cases is often a barrier, | think staff in group homes are

often scared...if the person dies in the group home...it becomes a coroner case and |
think there is a stress and anxiety around that.”

Health professional



Organisational strategies

‘| think what would be useful for the palliative service is having access to education
about how best to communicate with people [with] intellectual disability...”

Health professional

Artwork by Cara McLean
Hazy Daisy 2023
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Preparning for palliative care

About palliative care

_ = Palliative care is help for people who
e.!l'., 2~ have a serious health condition that they

= will die from.

When a person dies it means that their
§ . 7 body has stopped working and their life

has ended.

Palliative care helps people manage

their symptoms so they feel well until

they die.
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A story about Joe getting
good palliative care

The story

o~

@ made with
eoség photosymbols




During the appointment

ﬁ The palliative care team use
Words

~eqQsy -
\E%J simple words and Easy Read to

communicate with Joe.

The palliative care team ask

Joe

e What do you like?

e \What don’t you like?

e What is important to you?




After the palliative care appointment

Everyone follows the plan to

support Joe.

Joe I1s given medicine to help
with his pain and sickness.
Medicine is sometimes called

medication or drugs.

The palliative care team visit

Joe In his house every week.
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Bridget Kelly

Artist:
www.studioartes.org.au
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Bridget Kelly
Printing Shapes, 2024
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