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Aim

* Explore the transition into Specialist Palliative Care
for people with non-malignant conditions

- Disease trajectory

* Review the challenges for different non malignant
disease groups

- Prognosticindicators
- Multi-morbidities

* Proposed model for proactive collaborative care
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WHO definition Palliative Care
(accessed 2018)

Palliative care is an approach that improves the
qguality of life of patients and their families facing
the problem associated with life-threatening
illiness, 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.




Disease Trajectory

Figure 1. Models of involvement of palliative care services

A. The traditional model of late involvement of palliative services

Palliative care

Meurology and medical

Diagnosis

B. The model of early and increasing involvement of palliative
services
Meurology and medical

Palliative care

C. The model of dynamic involvement of palliative services based
on trigger points
Meurology and medical

Trigger points  Palliative care Trigger points
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Three trajectories of illness (Lynn et al)
reflecting the three main causes of expected death
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National Drivers for Palliative Care for Non-
Malignant Conditions

Ambitions for
Palliative and
End of Life Care:

* Access Inequalities

* Accessible palliative care ] A\ ———
from diagnosis to death
collaboration with active —
treatments and palliative N
support e P

Triggers for
palliative care

* Proactive early referral to
improve quality if life

. The Gold Standards Framework RoylCals o
framework Proactwe Identification Guidance (PIG) G l s

nnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnn

; o
Famework The GSF Prognostic Indicator Guidance X« (i«
The National GSF Centre’s guidance for clnicians to P
October 2011 suppart earlier recognition of patients nearing the end of life

GSF PIG 6th Edition Dec 2016 fhomas,)ul Armstrong Wilson and GSF Team, National Gold Standards Framework Ceatre in End of Life Care
org.uk for more detalls soe GSF PIG

Phyllis Tuckwell

Hospice Care



Specialist Palliative Care
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Specialist palliative care is the active, total care of patients with progressive, advanced disease
and their families. Care is provided by a multi-professional team who have undergone recognised
specialist palliative care training. The aim of the care is to provide physical, psychological, social

and spiritual support

http://www.ncpc.org.uk/sites/default/files/CommissioningGuidanceforSpecialistPalliativeCare. pdf
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Benefits of proactive palliative care involvement

* Allows for broader integration of care across services (Bakitas, 2013)

* Palliative care delivered in parallel with disease focussed treatment
(Boyd,2012)

* Supports timely advanced planning (Charnock, 2014)
* Reduced burden on caregivers (Higginson,2011)

*  Lower symptom distress (Schroedl| et al 2014)

* Patients and family may be better prepared for death
* Proactive bereavement support

Triggers for
palliative care

Marie

Joma 2015
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Challenges to transitions for palliative care

= 5

Triggers for
palliative care

* Prognostic uncertainty — variationto predict disease
trajectory

* Highlevels of hospital use
* No clear terminal phase

* Emerginglimited evidence base for non malignant
palliative care to establish patient outcomes

* Perception of HCPs - time, timing and confidence
* Perception of patients around palliative care

* Cancer trajectory still predominant

* Under developed links between condition specialist and
palliative care specialists




Triggers — Prognostic Indicators

The GSF PIG 2016 - Proactive identification Guidance

(vi ] Supportive and Palliative Care

= Unpl ih Fach

Cancer

Functional ability deteriorating
due to progressive cancer.

Too frail for cancer treatment or
treatment is for symptom control.
Dementia/ fraiity

Unable to dress, walk or eat
without help.

[Eating and drinking less;
difficulty with swallowing.
Urinary and faecal incontinence.
Not able to communicate by
speaking; little social interaction.
Frequent falls; fractured femur.
Recurrent febrile episodes or
infections; aspiration pneumonia.
Neurological disease
Progressive deterioration in
physical andfor cognitive
function despite optimal therapy.

difficulty communicating

and/or progressive difficulty with
swallowing.

Recurrent azpiration pneumonia;
breathless or respiratory failure.
Persistent paralysis after stroke
with significant loss of function
and ongoing disability.

Indicators Tool (SPICT™)

The SPICT™ is used to help identify people whose health is deteriorating.
Assess them for unmet supportive and palliative care needs. Plan care.

Look for any generai mdlcaturs of poor or deteriorating health.

(s)-
Per[onnam:e status is poor or deteriorating, with limited reversibility.
(eg. The person stays in bed or in a chair for more than half the day.)

Depends on others for care due to increasing physical and/or mental health problems.
= The person’s carer needs more help and support.

The person has had significant weight loss over the last few months, or remains underweight.
Persistent symptoms despite optimal treatment of underlying condition(s).

The person (or family) asks for palliative care; chooses to reduce, stop or not have treatment; or
wishes to focus on quality of life.

Look for clinical indicators of one or multiple life-limiting conditions.

Heart/ vascular disease Kidney disease

Heart failure or extensiva, Stage 4 or 5 chronic kidney
untreatable coronary artery disease (eGFR < 30ml/min) with
disease; with breatt or C iorating health.

chest pain at rest or on minimal Kidney fallure complicating
effort. other life limiting conditions or
Severe, inoperable peripheral treatments.

vascular disease. Stopping or not starting dialysis.
Respiratory disease Liver disease

Severe, chronic lung disease;
with breathlessness at rest

or on minimal effort between
exacerbations.

Persistent hypoxia needing long
term oxygen therapy.

Has neaded ventilation for
respiratory failure or ventilation is
contraindicated.

Other conditions

Deteriorating and at risk of dying with other conditions or complications
that are not reversible; any treatment available will have a poor outcome.

Speech problems with increasing LG L RRIG UGN LR OET T TR

Cirrhosis with one or more
complications in the past year:
= diuretic resistant ascites
hepatic encephalopathy
hepatorenal syndrome
bacterial peritonitis
recurrent variceal bleeds
Liver transplant is not possible.

= Review current treatment and medication to ensure the
person receives optimal care; minimise polypharmacy.

Consider referral for specialist assessment if symptoms or

problems are complex and difficult to manage.
= Agree a current and future care plan with the person and
their family. Support family carers.
= Plan ahead early if loss of decision-making capacity is likely.
= Record, communicate and coordinate the care plan.

Plaase register on the SPICT website (www.spict.org.uk) for information and updates.

SPICT™, April 2017
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Proposed Non Malignant Collaborative Model

Specialist
community CNS

Community
matron

Community
Specialist Team
remain involved
in care

Blocks of care
MDT discussion
at end of each
block

Retention on
non-malignant
service caseload
with Open Door
Policy for further
episodes of care

DN

Acute Trust

attend joint clin

Living Well
Services

Tailored
programmes of care
to encourage self-
management and
patient/carer
empowerment.

Joint clinic:
LIVING WELL WITH ADVANCED ILLNESS
Community based
Patients well enough to attend as out-
patient
» Specialist consultant/CNS & palliative
care consultant/CNS
Optimising medical management
Rationalising medication
Holistic assessment
Advance Care Planning
Identification of palliative needs

Y VvV

Y VVYY

ART

PTHC
Services
Via
Advice &
Referrai
Team

Day Hospice

Patients with no palliative
needs

Community therapies
Teams

oT

Physio

Patients with palliative needs
referredby joint clinicto PTHC via

Inpatient
Unit

Community
& Out-
patient
Service

v

SALT

Services available
across all areas:
* Patient & Family
Services
Physio
oT
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Monitoring and Evaluation tools — impact on

models of care

Phase of iliness allocation in accordance with phase definition

YES

YES

YES

' NO
|

|

References for Phase of lliness:
Centre for Health Service Development: University of Wollongong. (1997). The Australian National Sub-Acute and Non-Acute Patient (AN-SN AP) Casemix
Classification: Report of the National Sub-Acute and Non-Acute Casemix Classification Study.

Eagar K, Green J, Gordon, R (2004). An Australian casemix Classification for palliative care: technical development and results, Palliat Med 18: 217-226.
Eagar K, Gordon R, et al. {2004). An Australian casemix classification for palliative care: lessons and policy implications of a national study. Palliat Med, 18,
227-233,

Masso M, Allingham SF, et al., (2015) Palliative Care Phase: Inter-rater reliability and acceptability in a national study. Palliat Med 29(1):22-30

What is the patient's overall performance status?

D 100% - Mormal, no complaints, no evidence of disease

90% - Able to carry on normal activity, minor signs or symptoms of disease
80% - Normal activity with effort, some signs or symptoms of disease

T0% - Cares for self, but unable to carry on normal activity or to do active work
£0% - Able to care for most needs, but requires occasional assistance

50% - Considerable assistance and frequent medical care required

40% - In bed more than 50% of the time

30% - Almost completely bedfast

20% - T otally bedfast and requiring extensive nursing care by professionals andfor family

10% - Comatose or barely arousable, unable to care for self, requires equivalent of institutional
or hospital care, disease may be progressing rapidly

0% - Dead

I N N o B I




i-POS - Evaluation
Phynismckwe\r@ =

IPOS Patient Version w

) . p :
Patient name SRS www.pos-pal.org Over the past week
Date (dd/mmiyyyy)
) ) ) : Most of the
Patient number PSS (for staif use) Notatall | Occasionally | Sometimes e Always
Q3. Have you been
Q1. What have been your main problems or concerns over the past week? feeling anxious or
worried about your 'JD D 2|:| 3D ‘D
OSSO . iliness or treatment?
2 Q4. Have any of your
family or friends been
B e anxious or worried o a O O 0
about you?
i ali : : Q5. Have you been
Q2. Below is a list of symptoms, which you may or may not have experienced. For each feeling depressed? O O . O Al
symptom, please tick one box that best describes how it has affected you over the past
week. Always “""su’”‘g e | Sometimes | Occasionally | Not at ail
6. Have you felt at
pescer O | O .0 o | O
Not at all Slightly Moderately | Severely Over-
whelmingly Q7. Have you been

able to share how you

are feeling with your ,,I:I 1 I:| ZD 3D 4 D

Pain ED |D zD al:l

family or friends as

much as you wanted?

Shortness of breath ] O i} O

Q8. Have you had as

Weakness or lack of energy il O . O . much inf‘cgp?ntion as | O O im| O
— — ou wanted?
Nausea (feeling like you are y
going to(be si:?K) ¥ O | O | . Froblems | Problems | Problems | Problems | Problems
addressed/ mostly partly hardly not

No problems | addressed addressed addressed addressed

Vomiting (being sick) O | Al .

Q9. Have any practical
problems resulting

Poor appetite .;D 1 D zD aD

from your illness been .,I:| |:| 2|:| JD A D

addressed? (such as

Constipation ,;D 1 D ZD aD

financial or personal)

Sore or dry mouth ED 1 D ZD aD

([ ] A

- With help
Drowsiness o D ! D 2 D 3 D 4 On my own With help from a friend or relative from a

— member of
Poor mobility O O ] i ; statt

- ) ) @10. How did you
Please list any other symptoms not mentioned above, and tick one box to show how they complete this O O O
have affected you over the past week. questionnaire?
1. N O 2] s\ O
If you are worried about any of the issues raised on this questionnaire
then please speak to your doctor or nurse
2 O O [ O O
IPOS Patient Page 10f2 IPOSv1-PT-EN 26/02/2014

3. O O [ O O
IPOS Patient www_pos-pal org IPOSv1-PT7-EN 26/02/2014
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Outputs

* A clear referral pathway for patients with non-malignant
condition

* Advance Care Planning in place for patients

* With patients’ consent, care plans and resuscitation status
communicated to South East Ambulance Service securely
via their own IBIS database, thereby reducing hospital
admissions

* Improved service utilisation

* Reciprocal education programme between PTHC and local
health providers

* Submission of service evaluation and achievements for
publication in journals such as the British Medical Journal
and European Journal of Palliative Care
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Summary

* National drive for palliative care equitable access for
people non malignant conditions

* PTH has started to develop models of care — still
remains a large cohort of people who would benefit
to access to specialist palliative care

* As part of the models — recognition of Collaborative
approach across boundaries to supporting the
proactive management of advanced disease in the
non malignant population




Thank You
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...because every
day is precious




