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1. Background of the project
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JCECC Project Framework
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Jockey Club End-of-Life Community Care Project

In 2015, the JC Trust approved 255 million to launch the 6-year Jockey Club End-of-Life
Community Care Project (“JCECC”), aimed at improving the quality of end-of-life (EoL)
care, enhancing the capacity of service providers, as well as raising public awareness.
It is @ multi-disciplinary, multi-institutional and cross-sectoral collaboration, with special
emphasis on the interface between social and health care systems.
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Features of Community EoLC Models%E

(2016-2018)
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2. Implementation Sciences
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INPLEMENTATION 1 “Neglecting implementation challenges costs
RESEARCH IN HEALTH ' -4

lives and money” (p.13)

“implementation research takes what we
know and turn it into what we do.” (p.19)

“The basic intent of implementation research
is to understanding not only what is and isn’t
working, but how and why implementation is
going right or wrong, and testing approaches
to improve it.” (p.27)




How is implementation research used? . . . . .

(WHO, 2013) JCELL.O__

Jockey Club End-of-Life Community Care Projec

e - Understanding context

RESEARCH IN HEALTH

- Assessing performance

- Supporting and informing scale-
up

- Supporting quality
improvement and health
system strengthening
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Proof of concept:
Is it safe and does it
work?

Proof of implementation:
How does it work in

real-world settings?
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Health systems integration
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3. Evidence-based Practice
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Two different approaches (Spensberger et al., 2020)
- The process of Evidence-based practice

- The empirically supported practices or
intervention

11
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Translational Sciences (NIHNCATS, 2020)2 .0 = = *
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Tra nSIatiOn . Basic research: scientific exploration that can reveal
fundamental mechanisms of biology, disease or
behavior. Every stage of the translational research
spectrum builds upon and informs basic research.

“The process of
turning observations
in the laboratory,
clinic and community : |
into interventions” =

Patient
Involvement

Clinical Pre-Clinlcal
Research Research

(1 .
SSeminate the Fin
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The Rational Clinical Examination m———

Evidence-Based Medicine
A New Approach to Teaching the Practice of Medicine

Evidence-Based Medicine Working Group

A NEW paradigm for medical practice
is emerging. Evidence-based medicine
izes intuition,

dose of phenytoin intravenously and the
rug is continued orally. A computed

year is between 43% and 51%, and at 3
years the risk is between 51% and 60%.

ch'n.ical ience, and

dsean i nor-

mal, and h

ical decision ma]u.ng and stresses the
clinical

only findings. The patient is
very concerned about his risk of seizure

re-
search. Evldenee based medicine re-
quires new skills of the physician, in-
cluding efficient literature searching and
the application of formal rules of evi-
dence evaluating the elinical literature.
An important goal of our medical res-
idency program is to educate physicians
in the practice of evidence-based med-
icine. Strategies inchide a weekly, for-
mal academic half-day for residents, de-
voted to learning the necessary skills;
recruitment into teaching roles of phy-
sicians who practice evidence-based
medicine; sharing among faculty of ap-
proaches to teaching evidence-based
medicine; and providing faculty with
feedback on their performance as role
‘models and teachers of evidence-based
medicine. The influence of evidence-
based medicine on clinical practice and
medical education is increasing.

CLINICAL SCENARIO

A junior medieal resident working in
ateaching hospital admits a 43-year-old
previously well man who experienced a
witnessed grand mal seizure. He had
never had a seizure before and had not
had any recent head trauma. He drank
aleohol once or twice a week and had not
had alcohol on the day of the seizure.
Findings on physical examination are
normal. The patient is given a loading

How might the resident
proceed?

The Way of the Past

Faced with this situation as a clinical
clerk, the resident was told by her se-
nior resident (who was supported in his
view by the attending physician) that
the risk of seizure recurrence is high
(though he could not put an exact num-
ber on it) and that was the information
that should be conveyed to the patient.
She now follows this path, emphasizing
to the patient not to drive, to continue
his medication, and to see his family
physician in follow-up. The patient leaves
in a state of vague trepidation about his
risk of subsequent seizure.
The Way of the Future

The resident asks herself whether she
knows the prognosis of a first seizure

and realizes she does not. She proceeds
to the Lbrary and, using the Grateful

After a sei free period of 18 months
his risk of recurrence would likely be
less than 20%. She conveys this infor-
mation to the patient, along with a rec-
ommendation that he take his medica-
tion, see his family doctor regularty, and
have areview of his need for medication
if he remains seizure-free for 18 months.
The patient leaves with a clear idea of
his likely prognosis.

A PARADIGM SHIFT

Thomas Kuhn has described scientific
paradigms as ways of looking at the
‘waorld that define hoth the problems that
can legitimately be addressed and the
range of admissible evidence that may
bear on their solution.* When defects in
an existing paradigm accumulate to the
extent that the paradigm is no longer
tenable, the paradigm is challenged and
replaced by a new way of looking at the
world. Medical practice is changing, and
the change, which involves using the
medical literature more effectively in
guiding medical practice, is profound
enough thati lh'an npprﬂpnaka]ybemlled

Med program,’
literature search. She enters the Med-
ical Subject Headings terms epilepsy,
prognosis, and recurrence, and the pro-
gram retrieves 25 relevant articles, Sur-
veying the titles, one® appears directly
relevant. She reviews the paper, finds
that it meets criteria she has previously
learned for a valid investigation of prog-
nosis,’ and determines that the results
are applicable to her patient. The search
costs Lhe resldsnt $2.68, and the entire

the trip to the library

Wedcing Wiorking Group appearsat tha ndal o sr-

Repnl\l recuests 10 McMaster Linkersty Health Sci-
‘ances Cenire, Fioom 3W10, 1200 Main $1 W, Hamilion,
Gniario, Ganada L8N 325 (Gordon Guyatt, MD).

2420 JAMA, Novermber 4, 1892—Vol 268, No.

and the time to make a phuweopy of the
article) took half an hour‘

a parnd.lg‘m

of the paradigm shift
he in develo[ments in clinical research
over the last 30 years. In 1960, the ran-
domized elinical trial was an oddity. It is
now accepted that virtually no drug can
enter clinical practice without a demon-
stration of its efficacy in clinical trials.
Moreover, the same randomized trial
method increasingly is being applied to
surgical therapies® and diagnostic tests.®
Meta-analysis is gaining increasing ac-
ceptance asa method of summarizing the
results of a number of randomized trials,
md ultimately may have as pmiml.nd an

The results of dy show
that the patient risk of recurrence at, 1

i trials themselves! While
lesadmmhc.erumalmehhndologmlad—

. 17 Evidence-Based Medicine—Evidence-Based Medicine Working Group
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ICE
EBM ... de-emphasizes
intuition, unsystematic
clinical experience, and
pathophysiologic rationale
as sufficient grounds for
clinical decision making an
stresses the examination o

evidence from clinical
research

(Evidence-Based Medicine
Working Group, 1992)
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* The aim of EBM is to
integrate the experience o
the clinician, the values of
the patient, and the best
available scientific
information to guide

decision-making about
clinical management.

 (Evidence-Based Medicine
Working Group, 1992)
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Figure 2.1. Early model of the key elements for evidence-based clinical decisions.
From Evidence-Based Medicine Notebook, Vol. 7 {p. 36), by R. B. Haynes, P. J.
Devereaux, and G. H. Guyatt, 2002, London: BMJ Pl.lhlmhlng Group. Copyright
2002 by the BMJ Publishing Group. Reprinted with permission,

Jockey Club End-of-Life Community Care Project

Clinical state and circumstances

T ——

Patients’ R#Eﬂ'ﬂh
preferences - evidence
and actions

Figure 2.2. An updated model for evidence-based clinical decisions. From
Evidence-Based Meadicine Notebook, Vol. 7 (p. 37), by R. B. Haynes, P. J.
Devereaux, and G. H. Guyatt, 2002, London: BMJ Publishing Group. Copyright
2002 by the BMJ FPublishing Group. Reprinted with permission.



Evidence-Based Practice in Psy

olo

Evidence-Based Practice in Psychology

APA Presidential Task Force on Evidence-Based Practice

The evidence-based practice movement has become an
important feature of health care systems and health care
policy. Within this context, the APA 2005 Presidential Task
Force on Evidence-Based Practice defines and discusses
evidence-based practice in psychology (EBPP). In an in-
tegration of science and practice, the Task Force’s report
describes psychologv's fundamental commitment to sophis-
ticated EBPP and takes into account the full range of
evidence psychologists and policymakers must consider.
Research, clinical expertise, and patient characteristics are
all supported as relevant to good outcomes. EBPP pro-
motes effective psychological practice and enhances public
health by applving empirically supported principles of psy-
chological assessment, case formulation, therapeutic rela-
tionship, and intervention. The report provides a rationale
Jor and expanded discussion of the EBPP policy statement
that was developed by the Task Force and adopted as
association policy by the APA Council of Representatives
in August 2005.

Kevwords: evidence-based practice; best available research
evidence: clinical expertise: patient characteristics, culture,
and preferences

rom the very first conceptions of applied psychology
as articulated by Lighter Witmer, who formed the
first psychological clinic in 1896 (McReynolds.
1997), psychologists have been deeply and uniquely asso-
ciated with an evidence-based approach to patient care. As
Witmer (1907/1996) pointed out, “the pure and the applied
sciences advance in a single front. What retards the
progress of one, retards the progress of the other: what
fosters one, fosters the other™ (p. 249). As early as 1947,
the idea that doctoral psychologists should be trained as
both scientists and practitioners became American Psycho-
logical Association (APA) policy (Shakow et al., 1947).
Early practitioners such as Frederick C. Thome (1947)
articulated the methods by which psychological practitio-
ners integrate science into their practice by “increasing
application of the experimental approach to the individual
case and to the clinician’s own ‘experience™ (p. 159).
Thus. psychologists have been on the forefront of the
development of evidence-based practice for decades.
Evidence-based practice in psychology is therefore
consistent with the past 20 years of work in evidence-based
medicine, which advocated for improved patient outcomes
by informing clinical practice with relevant research (Sox
& Woolf, 1993; Woolf & Atkins, 2001). Sackett. Rosen-
berg. Gray. Haynes. and Richardson (1996) described
evidence-based medicine as “the conscientious, explicit.
and judicious use of current best evidence in making deci-

sions about the care of individual patients™ (pp. 71-72).
The use and misuse of evidence-based principles in the
practice of health care has affected the dissemination of
health care funds. but not always to the benefit of the
patient. Therefore, psychologists, whose training is
grounded in empirical methods, have an important role to
play in the continuing development of evidence-based
practice and its focus on improving patient care

One approach to implementing evidence-based prac-
tice in health care systems has been through the develop-
ment of guidelines for best practice. During the early part
of the evidence-based practice movement, APA recognized
the importance of a comprehensive approach to the con-
ceptualization of guidelines. APA also recognized the risk
that guidelines might be used inappropriately by commer-
cial health care organizations not intimately familiar with
the scientific basis of practice to dictate specific forms of
treatment and restrict patient access to care. In 1992, APA
formed a joint task force of the Board of Scientific Affairs,
the Board of Professional Affairs, and the Committee for

The Task Force members were Carol D. Goodheart, EAD (Chair, Inde-
pendent Practice, Princeton, NJ), Ronald F. Levant, EdD (ex-officio;
University of Akron); David H. Barlow, PhD (Boston University); Jean
Carter, PhD (Inc Practice, Washington, DC), Kanna W. David.
son, PAD (Columbia Unsversity), Kristofer J. Hagglund. PhD (University
of Missoun—C omm) Steven D. Hollon, PhD (Vanderbilt University);
Josephine D. Johason, t Practice, Livonia, MI); Laura C
Leviton, PhD (Robert ‘ood!o)mon Foundation, Prnceton, NJ); Alvin
R Mahrer, PhD (Emenitus, Unsversity of Ottawa); Fredenck L. Newman,
PhD (Flonda International University), John C. Norcross, PhD (Univer-
sity of Scranton); Dons K. Silverman, PhD (New York University); Brian
D Smedley, PAD (The Opportunsty Agenda, Washington, DC), Bruce E
Wampold, PhD (Unaversity of Wisconsin); Drew I Westen, PhD (Emory
University), Bnan T. Yates, PhD (American University); Nolan W. Zane,
PhD (University of Califormia, Davis). Professional American Psycholog-
ical Association (APA) staff mcluded Geoffrey M. Reed, PhD, and Lynn
F. Bufka, PhD (Practice Durectorate), Paul D. Nelson, PhD, and Cynthua
D. Belar, PhD (Education Directorate), and Merry Bullock, PhD (Science
Darectorate)

The Task Force washes to thank John Weisz, PhD, for his assistance
m drafting portions of the report related to chuldren and adolescents;
James Mitchell and Omar Rehman, APA Professional Development in-
terns, for their assistance throughout the work of the Task Force, and
Emestine Penmman for admumistrative support.

In Angust 2005, the APA Council of Representatives approved the
policy statement on evidence-based practice in psychology developed by
the Task Force and received a version of this report. The report contains
an expanded discussion of the isses rassed m the policy statement,
mchldm the rationale and references supporting it. The policy statement

at hitp//www apa.org pdfand as
dxe Appendix of tius article.
Comespondenc

e concerning this article should be addressed to the
Practice Directorate, American Psychological Association, 750 First
Street NE, Washington, DC 20002-4242.

May-June 2006 » American Psychologist
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APA Presidential Task Force on
Evidence-Based Practice in 2005

EBPP is the integration of the best
available research with clinical
expertise in the context of patient
characteristics, culture, and
preferences.”

the purpose ...to promote effective
psychological practice and enhance
public health by applying empirically
supported principles of psychological
assessment, case formulation,
therapeutic relationship, and
intervention

*(APA, 2006, p. 273
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Evidence-Based Practice and Policy: Choices Ahead

Eileen Gambrill
University of California, Berkeley

Choices about how to view evidence-based practice (EBP) are being made by educators, practitioners, agency
administrators, and staff in a variety of organizations designed to promate integration of research and practice such
as clearinghouses on EBP. Choices range from narrow views of EBP such as use of empirically based guidelines and
ireatment manuals to the broad philosophy and evolving process of EBP, by s ariginators, th
evidentiary, ethical, and application issues in a transparent context. Cuerrent views of EBP and policy are reviewed,
and choices that reflect the adopted vision and related indicators are described. Examples inclade who will select the
questions onwhich research efforts are focused, what outcomes will be focused on, wha will select them and onwhat
basis, haw transparent to be regarding the evidentiary siatus of services, how clients will be imvolved, and whether to
implement needed organizational changes. A key choice is whether to place ethical issues front and center:

* The process and policy of
Evidence-based practice in

Keywords:  evidence-based practice; choices: ethics: transparency

Choices about how to view evidence-based practice
(EBP) are being made not only by educators, practitio-
ners, and agency administrators but also by staff in a wide
variety of organizations designed to promote the integra-
tion of research and practice. There are many such organi-
zations including the Millbank Memorial Fund, which
recently published Evidence-Based Mental Health Treat-
ments and Services (Lehman, Goldman, Dixon, & Chur-
chill. 2004), the Urban Institute. and the Rand Corpora-
tion. Regional organizations include the Bay Area Social
Services Consortium (BASSC) and the recently formed
California Child Welfare Clearinghouse for Evidence-
Based Practice. The latter “exists to promote a quality
practices framework for California’s child welfare ser-
vice system to ensure that children are safe and stable in
families that can nurture them and assure their well
being” (California Child Welfare Clearinghouse for Evi-
dence-Based Practice, 2005). Such an organization may
influence how educators, administrators, clients, and
practitioners view EBP. What view of EBP will staff in

Author’s Note: Partions of tthe
Leadership Symposium on Evidence-based Practice in the Human Services,
sponsored by the California Social Work Education Center and the Child and
Family Institute of California, Sacramento, Califonia, July 14th, 2005. This
article was invited by the editor. Correspondence concerning this article should
be addressed 1o Eileen Gambrill, PhD, School of Social Welfare, Haviland Hall,
University of California, Berkeley, Berkeley, CA 94720-7400; e-mail:
gambrill @berkeley.edu

Research on Social Work Practice, Yol. 16 No. 3, May 2006 338-357
DOIL: 10 1177/1049731505284205
© 2006 Sage Publications

such organizations embrace? Will they define this nar-
rowly as basing decisions on practice-related research or
using practice guidelines? Will they use the name but not
the substance—continue business as usual? These ques-
tions are of vital importance because these organizations
have an impact on the decisions made by educators and
agency administrators, which in turn influence the deci-
sions of practitioners and clients. Indeed. the very
purpose of some is to advise administrators what services
should be used. Consider the following:

The Clearinghouse will provide guidance on selected evidence
based practices o stalewide agencies, counties, public and pri-
vate organizations, and individuals in simple straightforward
formats reducing the “consumers” need to conduct literature
searches, review extensive literature, or understand and critique
research methodology. The Clearinghouse, using both a state
advisory committee and a national panel of scientific advisors,
willidentify arcas of priority interest and establish a set of crite-
ria to select highly relevant evidence based practices to be in-
cluded in the Clearinghouse database for dissemination.
(California Child Welfare Clearinghouse for Evidence-Based
Practice, 2005, n.p.)

‘What criteria will be used to identify “highly relevant evi-
dence based practices”? The report from the Milbank Me-
morial Fund (Lehman et al., 2004) lists multisystemic
therapy (MST) as an EBP. as does the aforementioned
clearinghouse. Is there evidence that it is effective?
Choices made reflect different views of EBP and policy
that have been evident in the professional literature for
some time. Choices and indicators that can be used to re-
veal them are described in this article.

social work as a decision-
making process designed to
help social workers to
integrate ethical,
evidentiary, and application
concerns

(Gambrill, 2006)
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Best Available
Research
Evidence

Clients’
Preference and
Actions

(Gambrill, 2006, p.340)
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4. Inter-disciplinarity
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Growing trend of Interdisciplinary

Collaboration

f}

Lo~

“IH

Jt

Health X Social Work
Education X Social Work
Law X Social Work

Art X Social Work
Business X Social Work
Housing X Social Work
Combinations of above
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Three types of professional
EFEeLEg

competencies JCELL. O

Jockey Club End-of-Life Community Care Project

FIGURE 4: Barr’s (1998) three types of professional competencies

Common
Competencies

Individual
Professional
Competencies:
Complementary

IP
Collaborative

Competencies

(Interprofessional Educational Collaborative Expert Panel, 2011, P.13)
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Interprofessional Collaborative

Practice Domains JC EEESO_

Role Delineation

The Learning Continuum pre-licensure through practice trajectory

(Interprofessional Educational Collaborative Expert Panel, 2011, P.15)
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5. Evaluation of Complex
Intervention
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Complex Needs of Patients and
Family Members

Economic

Economic

Physical

Physical

Psychological Psychological

Conspiracy of Silence

Past N Future

Unfinished Communication Potential guilt, regret
businesses blockage and complicated grief

(Chow, Chau, Yu and Mak, 2019, p.137)
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Evaluating Complex Interventions 2.5 ="

JC S

Jockey Club End-of-Life Community Care Project

. Box 2 What makes an intervention complex?
Developing and

Some dimensions of complexity

eval u ati ng com p I ex * Number of and interactions between components within the experimental and control interventions
inte rventi ons: * Number and difficulty of behaviours required by those delivering or receiving the intervention
. . * Number of groups or organisational levels targeted by the intervention
FOHOWlng considerable * Number and variability of outcomes
development in the field since « Degree of flexibility or tailoring of the intervention permitted
2006, MRC and NIHR have jOintlY Implications for development and evaluation
commissioned an update of this « A good theoretical understanding is needed of how the intervention causes change, so that weak links in

the causal chain can be identified and strengthened

* lack of impact may reflect implementation failure (or teething problems) rather than genuine
ineffectiveness; a thorough process evaluation is needed to identify implementation problems.

* Variability in individual level outcomes may reflect higher level processes; sample sizes may need to be

guidance to be published in 2019.

Prepared an behalf of the Medical Research Councilby: larger to take account of the extra variability, and cluster- rather than individually-randomized designs
Fou Dippe Nofi Deparaman o Ot Sy Uiy o o considered.

Sally Macintyre, MRC Social and Public Sciences Unit

Susen Micie, Centre for Outzomes R sveness,Universiey Callge London + Identifying a single primary outcome may not make best use of the data; a range of measures will be

Irwin Nazareth. MRC Gener e Research Framework
Mark Petticrew, Department of Public Health and Policy, London School of Hygiene and Tropical Medicine

needed, and unintended consequences picked up where possible.
= Ensuring strict fidelity to a protocol may be inappropriate; the intervention may work better if adaptation
www.mrc.ac.uk/complexinterventionsguidance to local setting is allowed.

(MRC, 2018, P.7)
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Evaluation Component 8%

OUTPUTS )
ACTIVITIES key Club End-of-Life Community Care Project
(Proximal Effects)

Professional
(Health & Social
Care) Capacity
Building
(HKU + CUHK)

ion on Professionals

survey
e, knowledge, and skills
al Qol and Job

Residential Care
Staff Capacity
Building
(HKAG)

——

Professionals

Study 7: User

ion of Patients and Satisfactory

Members Survey
- Questionnaires

survey administered by

of Life, Emotional relsea;chers via
ily relationships telephone or

of health and social care _face i face
interviews

Enhanced
Health Care
(HHH)

Volunteer
Capacity
Building (SKHHC

Study 1:
Service pth Interviews with
Family Capacity Statistics Family Members

Building (SJS)
e and Impact.
Non Cancer

Patient Care
(HKSR)

ation on Volunteers

Patients, Families and Volunteers

Community
Knowledge and
Skill Transfer
(HKU +CUHK + 5
NGOs)

Community

34



- B RER

Evaluation of End-of-Life Care jfi% EEESD
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et

Challenges

— Inform consent

— Respect autonomy to participation
— Random assignment of intervention
— Participants’ induced distress

— Validated measurement

— Recalled biases

—Small n

— Attrition
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 Evaluation of Process:

— The importance of theory:
Process evaluation of mechanism of change of
complex interventions . .
the intervention

UK Medical Research Council (MRC) guidance

— The importance of Context

Prepared on behalf of the MRC Population Health Science Research Network by:

Graham M?urem, S;lzsmne Audrey'?, M:ry Barker®, Lynd:l — Desc ri ptio n of i nte rve nt i o n :

Bnndi, Chris Bonell’, Wendy Hardeman', Laurence Moore",
Alicia O’Cathain’, Tannaze Tinati*, Danny Wight®, Janis Baird®

I Centre for the Development and Evaluation of Complex h OW a n d W h at h a S b e e n

Interventions for Public Health Improvement (DECIPHer), 2 Cardiff

School of Social Sciences, Cardiff University. 3 School of Social and d e I iv e r e d

Community Medicine, University of Bristol. 4 MRC Lifecourse
Epidemiology Unit (LEU), University of Southampton. 5 Centre of
Excellence in Intervention and Prevention Science, Melbourne. 6

Institute of Education, University of London. 7 Primary Care Uhnit, - Sa m p I I n g : a I I fo r I m po rta nt
University of Cambridge. 8§ MRC/CSO Social & Public Health
Sci Unit (SPHSU), University of Gl . 9 School of Health H
c‘e";::; R:;a.red Researchn;;i;j;R;}, U::fz::igi a; S;:ﬁ?eid.ea d a ta a n d p u r p O S lve
sampling for indepth
analysis
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* Framework of Evaluation of Process

 (Moore etal., 2019, p. 24)



St. James’ Settlement

Cheering@Home Project

Dying Role Theory
(Emanuel et al., 2007)

Challenges

Dying Roles

© Practical needs
o Personal needs
o Relational needs

Jockey Club End-of-Life Community Care Project

 The Mechanism of Change of the Intervention

Intervention

Components Outcome

Care Tasks

© Practical tasks © Needs met
o Personal tasks O Increased
o Relational tasks

sense of control

Advanced
iliness

Broaden-and-Build Theory
(Frederickson, 2004)

Emotional Challenge
o Sadness

© Hopelessness
O Guiltiness

[

Cheering Activities
o Joy © Broadened
o Contentment thinking-action
O Interest ; e
© Built resources
o Love

« Increased quality

of life of patients
and families

« Reduced guilt and
complicated grief
of families

(Chow, Chau, Yu and Mak, 2019, p.139)



Complex Intervention in a
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Complex Condition JCEEESD
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 Complex intervention as part of Complex
intervention offered by a system of care
providers.

Complex
Intervention D

Offered by
Family
Members

Complex | Complex | Complex
Intervention A Intervention B Intervention C

Offered by

) Complex
Community

Offered by Intervention E

Primary Care Oljfere.d T’y NGOs
Providers ospitals Offered by
Community

Volunteers
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 While intervention is complex, evaluation is
even more complex

— The purpose of evaluation: what works the best
for patient and family?

— The process of evaluation: what reduces the
induced distress of evaluation? (shared record
and relevant data collection only)

Q— The use of findings: how can we improve the
e b | gre?

(e
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et

 Time Efficiency
— shorter duration
— Better expectation communication

— Better engagement skills to reduce testing out
period

— reduction of components which are not leading
to outcome

41
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et

* Resource Efficiency
— Higher ratio of Useful Output / Total Input

— Conservation of energy by reduction of
unnecessary input such as filling form & statistics

42
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Overview of Project Output h

*As at 31 December 2018

End-of-Life
Care Services

Ry T

5,002

Patients and
family members
served

8,192

health and social
care professionals

Public
Education

&

29,025

participants attended
1,377 community
education
programmes and
events

multi-media channels
(i.e. project website,
mini-movie and case

Jockey Club End-of-Life Community Care Project

586 36

volunteers elderly homes
engaged and participated
trained

2,256

professional and
frontline staff of
elderly homes

350,000+

views through

5,600,000

readership of
43 Newspaper reports
(i.e. press conference and
regular newspaper

videos) columns)
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Evaluation Framework and Methods
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Jockey Club End-of-Life Community Care Project

OUTCOMES IMPACT
(Intermediate Effect) (Distal Effect)

OUTPUTS
INPUTS » ACTIVITIES » (Proximal Effect] »

Innovative
Community Beneficiaries

Patients QoL:
-Physical
-Emotional & Social
-Practical concerns

EoLC served
Programmes

Patients and Family
carers:
-\ unnecessary health
and social care services

Family Carers QolL:
-Caregiver strain
-Emotion
-Family relationship
-Complicated Grief

Community:
-Cost effectiveness of
service

Users Satisfaction
Survey +
Telephone
Interviews

qu-post-FoIIowup Health and Social Care
Clinical Assessments Utilisation

Stakeholders
Survey

Patients: Change Within Patient
Intake = 15t Month = 3" Month
Difference from average patient
Family Carers:
Intake = 3" Month = 2 months Cost Effectiveness
post death
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Standardized Assessment tools IC EEESO

Patients

Family
carers

Jockey Club End-of-Life Community Care Project

Integrated Palliative Care e KING'S
Outcome Scale (IPOS) seate LONDON

A resource for palliative care

Medical service utilization
in the last 6 months of life

13-item Chinese version Modified-Caregiver

Strain Index (C-M-CS') (Chan, Chan, & Suen, 2013; Onega,
2008)

Level of intimacy with patient

Family anxiety (IPOS)

19-item Chinese inventory of complicated
grief (Prigerson et al, 1995; Tang & Chow, 2017)
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Outcomes of the Project IC
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Physical Symptoms (N=266) Specific Physical Symptoms (N=277-282)
*\y 18% x\y 24% wy14% *W22%

10

o N B~ O o
|

Symptoms Pain Shortness of breathe Weakness/Fatigue

M Intake  m After 3 months

As measured by Integrated Palliative Care Outcome Scale (IPOS) of King’s College
These analysis was based on 283 Patients have been assessed at intake and 3 month
*p<.05 for paired t-test; The percentages represent the % of changes of mean score between intake and after 3 nidnths



Outcomes of the Project J C EEESD
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Patients’ Emotional Symptoms Patients’ Practical Problems
(N=263-271) (N=276)
1.5
114 *\y 559,

1 _|

0.5 -
0 _|

Patient Depression Patient Anxiety Practical problems
M Intake m After 3 months

As measured by Integrated Palliative Care Outcome Scale (IPOS) of King’s College
These analysis was based on 283 Patients have been assessed at intake and 3 month
*p<.05 for paired t-test; The percentages represent the % of changes of mean score between intake and after 3 ménths



Outcomes of the Project
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£ 18

EFE® %R
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2.5

1.5

0.5

Spiritual distress (N=263)

*\y 32.2%

1.21

Not feeling at peace

M Intake

Jockey Club End-of-Life Community Care Project

Social barrier (N=256)

2.5 *-*—1—5%9’. A

1.97

1.67

1.5

0.5

Barriers in sharing feelings with
family members and friends

W After 3 months

As measured by Integrated Palliative Care Outcome Scale (IPOS) of King’s College
These analysis was based on 283 Patients have been assessed at intake and 3 month
*p<.05 for paired t-test; The percentages represent the % of changes of mean score between intake and after 3 months



Outcomes of the Project J C EEESD
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Family Anxiety Caregiving burden Family relationship
W 27% *NY 19% A 2.5% ,-o052
2 4
1.71 12.02 321 329
1.5 - 9.74
5 10 |
1 4 2
5 _
0.5 -
0 0 - 0 -
Family Anxiety (N=265) Caregiver Strain Level of intimacy with
Inventory (N=163) patient (N=164)

M Intake m After 3 months

“Family anxiety” was based on the response from 265 Patients have been assessed at intake and 3™ month; caregiver
strain and family relationship were based on the response from 164 caregivers with intake and 3™ month assessments
*p<.05 for paired t-test; The percentages represent the % of changes of mean score between intake and after 3 months
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Bereavement outcomes of family members (N=166)

M High risk group (scored above 25 on the inventory of

complicated grief)
il Low risk group (scored 25 or below on the inventory of

complicated grief)
100%

13.9% cChina estimated

prevalence #

A~ 3.7%

80%

60%

40%

20%

0%

Complicated grief (CG) of bereaved family members

# Li, )., & Prigerson, H. G. (2016). Assessment and associated features of prolonged grief disorder among Chinese bereaved individuals.
Comprehensive Psychiatry, 66, 9-16. doi:doi.org/10.1016/j.comppsych.2015.12.001



0g)
i}
{6
i

Outcomes of the Project ffi ‘ EEESO

Patients (n=120) o

3.5%

Overall service
satisfaction

Services met
your needs

Carers (n=148) 0%

W Overall service

satisfaction

7% 10.6%

l Services effectively
helped you take care
» of patient at home

v

0% 50% 100%

W Unsatisfied (1-4) W Satisfactory (5-6) " Very satisfied (7 or above)
Note: Data collected between Jan 2016 and June 2020 is analysed



Impact on Health Care Utilization .
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of Patients JC EEE.Q_
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50 A ¥4.87days 3 575 A—4032time———
$125% | T e oA ¥ 11.6%
10 2.5 - '
2 _|
30 -
1.5 -
20 -
1 _
10 -
0.5 -
O -
O _|

LOS (acute and convalesce)

A&E attendance ICU beddays

m CDM (N=13783)

B JCECC deceased patients with retrospective data from caregivers (N=221)



Impact on Health Care Utilization .
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\ of Patients JC EEE.Q_
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* Based on the calculation of the 777 patients
served by our project from 2016 to 2018,
JCECC...

o

Iz=|

{ Emergency )

LINTENSIVE CAR%
Offered 3784 Offered 62 ICU Reduced 249
hospital bed days bed days for A&E visits
for other needy other needy

patients patients 54
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Integrated Community End-of-Life

Care Support Team (ICEST) Model JC EEESD

Jockey Club End-of-Life Community Care Project

e Evidence-driven, stakeholder participatory process

Consultations with

Conduct systematic
literature review to
literatur f
assessment & terature O
intervention
recommendations

Department

NGO partners

representatives of Food and

. e Health Bureau, Labour and
develop evidence-based Systematic Participation Welfare Bureau, Hospital

e stakeholders Authority, and Social Welfare

Model building workshops with

Evidence from

service evaluations

Synthesis of findings and implications
from evaluation of pilot community
based EoLC service models
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Care Support Team (ICEST) Model h Y
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Assess
/ (Evaluation)
L —

Developed in Jan 2019
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Standardised Assessment for

Need Based Intervention JC EEESO

e Needs assessment: Multi-dimensional

assessments on patients and
caregivers’ needs

* Clinical: 3-Ps (physical, psychosocial
spiritual, practical) assessment
composed of need-level-stratifying
indicators for care planning

* Outcome evaluation: repeated
assessments to evaluate outcomes
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Technology-facilitated Real )
g R B8
Time Assessment JCELL. O

Jockey Club End-of-Life Community Care Project

Online assessment platform will be handy for indicating
need areas in real time

T h

Use of tablet for Real-time
assessment summary/report on
assessment
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Multi-dimensional need assessment re%té_lgs -

with need levels ?C

{eg

Jockey Club End-of-Life Community Care Project

PTO PT1 PT2

2 019- 2019- -
’Fﬁ A ﬁﬂﬁg‘:ﬂﬁ‘.ﬁg% FEEN (233-28 04-29 ‘2;(7)3:2
Physical BESRER
s
BETE NS
BxLExS
Psychosocial
EEHTRE
EETEWHRERT . NOo
BEEEHRERE NO.
B ENEERE |
Practical |
BERARE \
B BRI BSRERE
cGTO CGTH G T2
w8 2019-03-28 2019-07-02
R BT
i £ Toe /
ZEEE /
Psychosocial ~ FWiEEis IR 7
ZHWBIETEEW P
FENEIE 7 /
EREEES NO /
Practical T
EBRARE NO

- High(top)need | M2 High(middie)need LI Low RS noindicates
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Need-based targeted intervention
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g

Jockey Club End-of-Life Community Care Project

Targeted
interventions
for high needs

reduced

Need-
stratifying

Need-
stratifying

indicators
(evaluations)

indicators
(assessment)

Assess

Targeted
interventions
15t and 3" month
for low needs for patient
3'd month for
No caregivers

indicate
d needs

Need-based targeted interventions

targeted outcomes
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Development of Intervention
EFgLEg

Recommendations JCEr~, O

Jockey Club End-of-Life Community Care Project

* Literature search on evidence-based clinical
practice in palliative and EoLC and relevant
practice guidelines according to the search strategy
in Clinical Decision Support Tool developed for the
IPOS items

van Vliet et al. BMC Medicine (2015) 13:263
DOI 10.1186/512916-015-0449-6 . TN
¢ GM\C Medicine . (-‘0)
HPCad o

How should we manage information needs, @ e alincuding eterence g o
. . . .. Vidence
family anxiety, depression, and breathlessness _ Clinical Decisiop 5,

for those affected by advanced disease:
development of a Clinical Decision Support
Tool using a Delphi design

Liesbeth M. van Viiet"”, Richard Hardingw, Claudia Bausewein?, Sheila PayneB, Irene J. H\'ggmson] b.
and on behalf of EUROIMPACT

information needs
family anxiety

depression

breathless,-,eSs

(van Vliet, Harding, Bausewein, Payne, & Higginson, 2015) -
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BEEERER

ICEST Model JC

Death of Jockey Club End-of-Life Community Care Project
l HA identifies and refers patients ] Patient
Identify . |
ICEST engages patients and families; and i —
introduces services in 5 working days i Close
. = 1
[ Notes: 1 Carer . No . No
- v plosd v S Aot i declines md:ca:;ed indicated
andardized questionnaire on patse , fanuly
[ Comprehensive 3P(Physical, Psvehosocial- carers (CG) } support . o | meeds §
spiritual and Practical) assessment on W [ N\ ( Y '
: i a ss;ssmenl on Y Lol Needs
R T RS IR assessment
Intake: ntake form, Pt T0, CGT0' ves | family carers Byt s JMSEMEM, || present
Assess Month 1: P 71 g 1| (1) As soon the - g ief outcomes ™
; ! ! paticnt’s death, outcomes for g
(Evaluate) Month 3. e T, €. T | @) Befk caregiver at 2 for caregiver at
When it is deemed necessary by workers: Phase (2) Before months post- 46 months
 change questionnaire i ’ 3;hk':3:m dsaih post-death
[ E funeral J G2’ ) 9
! J Y 4
N 4 E Needs Needs
ipresent present
Discuss assessment results with patients & .
carers, set intervention priority i Develop a Develop a
L Reach s_chequleg E peeliminary R )
evaluation time? ' bereavement care care plan with Refer f)tll'l to
F - Change of care phrases i plan based on the results of SPGB
(change between stable, unstable, 1| bereavement risk griel services for
deteriorating. mmlnal)'? ' 11 factors, postdeath assessment complicated
High need areas oW sz Chan . \ | clinical takenantd grief cases
Assess the causes Provide - e 0 SNE PR i assessment consideration
and develop supportive care 7 ;twm"'g‘?d“""gm 0 '
 targeted and monitor S . i Y, % ) \ )
intervention changes regularly i
]
. i
T L~ -
Determine an integrated care plan jointly with v ( n :
patients and carers and set care goal(s) Regular review of care plan i - F mdc s"::‘ﬁ?d evcixof sppont
YU patterit s cancs : in’:nr?:é?;.: (:‘i Un(i’ce?zsal :uppon to all bereaved
1
p [ I i | support according (2) Selective support 1o family
! 1o expressed members who need more support
Provide targeted interventions for intended ! needs (3) Indicative support to those who
Intervene outcomes, with considerations of patients and = 1 require specialist interventions
carers’ needs, preferences and care goals J i
1
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Professional Capacity Building
Programmes

Couse
types

Target
groups

Short-term
courses

Model-
specific
courses

Competence
domain
specific

course

Care
Setting-
specific
courses

Care
professionals
& managers in
community
elderly care
service units

Social work
students

Intermediate-term

courses

Intermediate

course

Basic course

Health & Social Care Professional

(Practitioners)

Long-term

course

Leadership
Training
programme

Middle-
managerial
staff in
community
care service
units
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3-tier course structure IC

Jockey Club End-of-Life Community Care Project
4 ] N\ N
E-learning courses (8 X 0.75 hour/Total 6 hours) Assessments
Basic Course 8 modules covering basic knowledge in EoLC competence domains MCQ, course-
(6 hours) Videos, self-reflection questions, pre-post course assessment by end short
MCQ questions
. VAN J
. N (- N
/ E-learning courses \ 4 Small group ) : Workshop Assessments
(8 X 0.75 hours/Total 6 hours) Tutorials (1 X 8 hours)
(3 X 3 hours/ Examinations
e
Intermediate 7 modules covering Total 9 hours) = . )
Course theories and latest * * 1 ' aeerEborts
(23 hours) EWde_nce on effective m Self-reflection
practices in 7 EoLC paper
competence domains Group discussion,
i di Application of Lec_thr_eJ group
videos, readings, pre-post knowledge, case activities
Qou rse MCQ tests / \sharing Yy, \_ J U Yy
4 N
/ E-learning courses \ / Tutorials \ Assessments
(6 X 0.5 hours/Total 3 hours) (12 X 3 hours/Total 36
hours) Examinations

6 modules covering in-depth

knowledge and latest evidence on E‘;‘: Case reports
ACP, Communication, Psychosocial

care, bereavement care, self-care . o Live
and multidisciplinary teamwork 5k|II|—Ib.U|I{i|ng demonstrations
activities, role-plays,
videos, short questions, readings, case discussion Self-reflection

\ pre-post course MCQ tests / \ / \_ paper
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EoLC Competency Framework ffi’% ECE.Q
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g % =N m ] ,'\E Jockey Club End-of-Life Community Care Project
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Evaluation Framework JC -

{6

Jockey Club End-of-Life Community Care Project

Professional Capacity Building Evaluation

OUTPUTS
INPUTS ACTIVITIES (Proximal

OUTCOMES IMPACT
(Intermediate Effect) (Distal Effect)

. = ’
Funding Professional : Professionals
Professionals outcomes:

trained N Knowledge in EoLC
N Attitude towards
EoLC
/N skills in EoLC
/N Satisfaction

Professionals:
Mob satisfaction
\Vlob stress
N EoLC competences
among professionals in
general

capacity
building

Participants’ changes
in EoLC behavior

Participants’ supervisor’s
assessment

+ Follow-up evaluation




Project Outcomes
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Tarlavr Clhih Ernd_Af 1l ifa CAarmmaimita Cara Draiant

Pre-post differences on basic online course participants’ EoLC

com petences
* %k %
T ‘ 33.85% f * %k % * %k % - % % %
6 #45.45% 4 51.43% .
‘48 28% i d ' f 50.28% f 4508% f |
Domain 1: Domain 2: Self-care Domain 3: Domain 4: Domain 5: Domain 6: End-of- Domain 7:
Overarching values and self-reflection = Communication Optimizing Comfort Psychosocial and life Decision Making Bereavement Care
and knowledge in Skills and Wellbeing of spiritual care
EoLC (and N=238 patients _ N=149 N=146
application) N=190 N=153
N=174
N=398 B Pre M Post

Notes. Outcomes between Oct 1, 2019 — June 30, 2020; ***p<.001
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Project Outcomes ﬁ?ﬁ

Jockey Club End-of-Life Community Care Project

35 students completed both pre- and post-evaluation

Changes in EoLC Competence in two time points (Paired T-test; N= 35) ET0 ETL
! % %k %k % %k %k % %k %k
%k %k %k %k 3k %k %k 3k k
0,
] T os30a% T a2.43% Pae779  M60.37% s089% ®e705% 5;"5";;)"
5
4
3
2
1
0
Pre Post Pre Post Pre Post Pre Post Pre Post Pre Post Pre Post
Domain 1: Domain 2: Self- Domain 3: Domain 4: Domain 5: Domain 6: End-of- Domain 7:
Overarching care and self- Communication Optimizing Psuchosocial and life Decision  Bereavement care
values and reflection Skills Comfort and well-  spiritual care Making
knowledge in EoLC being of patients

(and application)
Notes. ***p<.001
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https://foss.hku.hk/jcecc/online/learning

73


https://foss.hku.hk/jcecc/online/learning

Jockey Club End-of-Life Community Care Project

Questions and Answers
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