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Jockey Club End-of-Life Community Care Project
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From Hospital to community -
Bridging the Gap to Enhance Life Rainbow for
Terminal Dialysis Patients & Their Family Members
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The Hong Kong Society for Rehabilitation
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Background EEEQ

e Support by the Hong Kong Jockey Club
Charities Trust Fund

e Aimed to

- Improve the quality of end-of-life care patients
and families

- Enhance the capacity of service providers

- Raise public awareness of this issue
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Target Groups of HKSR SRR
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e Patients with Late-Stage Non-Cancer Diseases,
including:
— End-Stage Renal Failure
— Chronic Obstructive Pulmonary Disease (COPD)
— Heart Failure

— Neurological Diseases (such as Parkinson’s Disease,
Motor Neuron Disease)
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Progress ? ECE.Q

Jockey Club End-of-Life Community Care Project

No. of beneficiaries:

No. of patients served: 67 Types of chronic diseases

Motor Neuron Others: 1
Disease (MND) =

Chronic
Obstructive
Pulmonary
Disease (COPD) =
End-stage Renal 34
Failure (ESRF) = 19

Most patients were referred from PYNEH,
No. of caregivers served: 99 Department of Medicine. Few were referred

from other NGOs or self referral.

(as at 31/3/2017) 4
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Life Count Down




Characteristics of Target Groups J C_EEE.Q
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e Patients referred from Department of Medicine,
rarely receive hospital’s Palliative Care Service

 What kind of medical & healthcare services they

receive? P
ﬁ

° Less than 10% are users of Enhanced Home &
Community Care Services (EHCCS)

— Follow-up in SOPD

— Admit to A&E for emergency need

* Age: 40% of patients are <69 6
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Features of Service Model 3 EEE.Q
Four Intervention Focus e

Positive Death Connecting to

Preparation Community Resources




e Why?
Patients & Caregivers:
— Lack of relevant knowledge and skills
— Lack of self-efficacy
— Unexpected difficulties encountered in home environment
— Related home-based support is insufficient
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Jockey Club End-of-Life Community Care Project

e How & Who will Provide?

Symptom
management
education &
prescription
of activity to

optimize

health

Provide
support to
sustain the

Patient
assessment
(symptom & Problem
relevant
health
behaviors

physical identification
health
condition)

—M

(by Project Nurse or Professional Volunteer, (by Community Volunteer,
assisted by Project Social Worker) & Project Social Worker)
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Psychosocial Spiritual J ECEQ_

Jockey Club End-of-Life Community Care Project

Support

e Celebrate life and reconstruct meaning

e Relationship reconciliation

e Prescribe joyful activity

e Prescribe activity to optimize social participation

11






S8 REIR

% 5 \
Positive Death JCEr~, O

Jockey Club End-of-Life Community Care Project
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Preparation

* Provide anticipatory guidance in coping with patient’s
progressive deterioration

e Communicate on care preference & wish
e Address unfinished business

 Leave a legacy
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Positive Death
Preparation




Connecting to
Community Resources
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Service Pathway

Case Referral

i

Case Intake

)4
15t Contact

A4

15t Visit

Prescribe
service

(by HKSR social worker, completed within two weeks)

Collaboration between HKSR & Hospital (Pamela Youde Nethersole Eastern Hospital, PYNEH)
Case discussion, Seek advice, Refer back to better utilize existing service provided by hospital

Four Key Service Components

Active Intervention Phase
(3-5 months)

4 )

Symptom
Management &
Optimizing Health
Functioning
N\ _/
( )
Psychosocial-
Spiritual Support
g J
( )
Positive Death
Preparation
N\ _J

Connecting to

Community Resources

!

( until patient passes away)

\ J
4 )
5 Regular Visit by
= Volunteers
\_ J
Regular
assessment
by social
worker
(in need of active intervention
<

Jockey Club End-of-Life Community Care Project

Maintenance Phase

Care & Concern Phone CaII
by Volunteers

Support

— before Dying
of the Patient

!

Patient
passes
away

Bereavement
Support
(6 months)
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Close Collaboration with Partners JC

* Pamela Youde Nethersole Eastern Hospital
(HA-HKEC)

 Formation of Clinical Advisory Team:
— “Early” identification of related patients
— Case discussion & giving advice on intervention
— Better utilize existing hospital services

— Developing Hospital-Community “Complementary
Model”

17
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Referral Criteria

e Late / End stage of disease

- |ate stage COPD with long term-home O2 therapy

- ESRF on dialysis with poor prognosis
e Presents of complications/ comorbid diseases
o Affected quality of life

e Advance dementia
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Case sharing Cop (O

e Mr. Lam, M/72

e PMH:

» Type Il DM, AF, severe OSA, ESRD on dialysis for > 10
yrs. (CAPD for 7 yrs. but complicated with PD
peritonitis, changed to hemodialysis since 2014

e Social background: divorced, lives with daughter &
domestic helper

e Admission in July 2016 for management of fluid
overload due to poor diet compliance
» Developed chest infection, type Il respiratory failure

requiring BIPAP, fast AF, line sepsis, AVF thrombosis,
Rvle’s tube feeding



Jockey Club End-of-Life Community Care Project

* Poor prognosis with meeting the referral criteria:
» Question ‘Would | be surprised if this patient died
in the next year? Answer 2 No

» Functional impairment: Karnofsky Performance
Status score < 40

* Prepared patient and daughter for end of life
care

e Relieving daughter’s anxiety for taking patient
care

21



Benefit to clinical team EDE.Q

e Established rapport between patient’s
daughter & medical team = more
understanding in patient care management

- less complaints to hospital staff :
* Showed appreciation to ward staff ﬂl{;&é

* Nice ward atmosphere in patient care 2
enhance patient quality of care



Benefit to patient & family L
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Jockey Club End-of-Life Community Care Project

i®n with daughter
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