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1. ExecutiveSummary

1. EXECUTIVE SUMMARY

1.1 Introduction

In 2015, the Hong Kong Jockey Club Charitable TapgirovedHK$131 millionto launch the 3

year JockeXClub Endof-Li f e Community Care Project (-AJCECC
of-life care (EoLC) in Hong Kong to improve the quality of life of older people with terminal

illness. The project involves muligvel of intervention through capacity buildifgr the public,

patients and family membenglunteershealth care and social cgefessionals, direct service

delivery of care in viable communi#tyased service models and rigorous evaluation of the
outcomes and impacts of the capacity building aretticare. Complementing the existing service
provisions by the government in a coordinated manner, it is hoped to provide quality
comprehensive care for individuals touched by terminal iliness.

Eachproject component in the JCECC project targets on a specific type of servi¢€igses

1.1). The professional capacity building programmesin the projectare settingspecific. The

capacity building programme in the community, led by theUniversity ofHong Kong, Faculty

of Social Scienceemphases on changing attitude, enriching knowledge and enhancing skills

for health and social care professionals working in the wider community seftireggslong Kong
Association of Gerontology (HKAGndeavoredoe nhance RCHEG6s capacity

Project Components
Professional Capacity Building
= - | ,
\ Health
‘mpad (Community) (Hospital) ﬁ &csao‘céal
Assessment E professionals
and (RCHES)
Programme Capacity Building in RCHEs
Evaluation Bl community
. stakeholders
Community-based EoLC programmes Patientsand | (smmusitypaitincs
= families in In fotl pragrammes)
;” ,}:» E @ .@’ community

! Volunteer Capacity Building

»Hm»® QB

= g @ @ .\a @ E General Public

Service users

Figure 1.1 JCECC Project components and respective service users
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through acapacity building programme in RCHES while theJockey Club Institute of Ageing
of the Chinese University of Hong Kongnplemented acapacity building programme in
hospitals The HKAG also targeidon improving quality of life oORCHEsresidents with endf-
life issues and their family members

On the other hand, four NGO partners, nanely Jamesd Settl ement (S
Christian Service (HOH), Hong Kong Society for Rehabilitation (HKS&)d S.K.H. Holy
Carpenter Church District Elderly Community Centre (HCCDEGI&yeloged and piloed four
differentcommunity EoLC service modelsvhich aim to promote quality of life of community
dwelling endof-life (EoL) patients and their family members. All of these models involve
medicalsocial collaboratiorbetween the NGO service teams and other community stakeholders
including hospitals and other social servic&nbedded in the Communitpased EoLC
programmes is #volunteer capacity building programme in which community volunteers
were recruited and trained by the four NGO partaedthe University of Hong Kongp support

EoL patients and their family membeksowledge and skill transfer wasjointly conductecdby

all partnersof the project. The component increases public awareness on EoLC and gromote
conversations and dialogues &wvL issues.Lastly, Impact assessment and programme
evaluationwasled by The University of Hong Kondt is a unique component whignovides an
all-rounced assessmertf the outcomes and impacts of theECC Project on multiple levels of
stakeholders

This final report seeks to pmrt the output, outcomes and impacts tfie JCECC Project on
different service users including health and social care professionaisthe community and
RCHEs patients and family membeirs the community and RCHEsommunity stakeholders,
volunteers, andhe general publidn the first 3 years, between 2016 and 20IBe excutive
summary highlighgthe significant outcomes and impacts on each service user group.
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1.2 Health and Social Care Professionala the Community

In the Professional Capacity Building Programmmethe Community which was led by HKU
altogether46 professional training workshops were delivered based on the JCECC EoLC
domain competence framework. These workshops significantly impriheedompetences of
participants inall severdomains. Besides, leadership programme has lasting positive impacts on
leaders. There is evidenteat health and social care professionals at large perceingatoved
competencenendof-life decisiormaking symptom management, and community E&@\@rall,

the outputs and outcomes of the Professional Capacity BuiRliogramme greatly exceeded the
pledged targetsvhile the rippling effect was emerging but need more imp@&tus evaluation
suggestedhe differentiated level of traininguse of distance learning to reach out to more
professionalsand strengthening ofdaming onbasic values and knowledge, communicatioi,
decision making, psychosocial caagd symptom management

Future Plan

ADevelopment of

QOutcomes
AParticipants of

Output

A46 professional training

Impacts

AHealth and social carg

workshops were delivered by
renowned local and
international experts in EoLC,
with over 1,500 health and
social care professionals
participated(185% target
met)

ATwo 1-year leadership training
programmes were delivered t(
47 future leaders in EoLC
nominated by leading NGOs
in Hong Kong.(115% target
met)

ACaregiver training workshops
were held which benefited 40+
caregivers(102% target met)

ATwo Chinese manuals "Basic
Concepts" ( (=)
andiRel axat i u(
(O ) were published
in 2018.

professional
training
workshops
reported 23.4%
in EoLC
competences

ALeaders reported
31.6%; in EoLC
competences,
47.5%¢ in
leadership skills.
Aggregately,
40%s .

Aover 80% of the
professioinal
workshop
participants and
leaders were
satisfied with thg
programmes

professionals in
community reported
3.1%; in EoLC
competences betwee
2016 and 2018

AThe two batches of

leaders showed
sustained and even
further improved
competences 6
months after
completion of
programme. 36.2%
¢ in EoLC
competenceand
50.5% in leadership
skills were recorded
compared to pre
training assessment.

specialty level
differentiated
curriculum in
second phase
project

AStrengthen skills
training in
domains of EoL
decision making,
psychosocial care
and
communication in
second phase
project

AUse of online
learning to reach
out to more
professionals
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1.3 Staff, Residents and Family Caregiversn RCHEs

TheHKAG EoLCin RCHEs consists of @apacity Building Programmiargeting on RCHEstaff

as well as direct EoLC services for residents with-eflife issues and their family members. The
Capacity Building Programmbasbenefitedmore than 2,000 staff in RCHHBoth professional

and nonprofessional staffvho have received traininghowed significant improvements in
readiness and competence in providing EoLC in RCHEs. The enhanced competences were
sustainedafter the programmdas implemented for 2 year©n the other handioL residents
served by the programnshowed significantly improved physical and psychological symptoms.
Moreover,deceased residents showed remarkably redutleshtion of medical services in the
last 3 monthsof life when compared to Eopatients in generallt was estimated that the
programme has saved 25.4 millioredical cosin 3 yearsEvaluation suggested that tleewasa

high need for ossite clinical coaching and practical skill trainings amoRGHE staff

Output

A36 RCHEs
participated in the
programme&100%
target met)

A384 residents were
admitted and served
by the HKAG
programme(86.5%
target met)

A2 ,256 professional
and front line staff of
RCHEs received
EoLC training under
the programme.
(114% target met)

Outcomes

ARCHE staff
showed a
12.2%; in EoLC
competences

Aafter 6 months of
service, residents
showed a
15.8%e in
symptoms.

ACaregivers at 6
months: caregiver
strain14.2%

Impacts

AThere was evdience that
the HKAG programme had
led to positive changes in
the care home culture, suc
as increased awareness 0
the importance of
psychosocial care and
autonomy in elder care in
the care homes.

ADeceased residents
receiving EoLC showed a
reduction of

in the last 3
months of life when
compared to EoL patients
in general.

AThe HKAG EoLC
programme in RCHES was
estimated to have

in 3 years

Future Plan

AExtend the EoLC service
to 12 more RCHEs,
altogether 48 RCHEs

AEngage Hospital
Authority to develop a
viable collaboration
model

ADevelop and deliver
advanced EoLC training
programmes for RCHE
staff

Aestablish validated
quality standard for
EoLC provision in
RCHEs
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1.4 Patients and Familiesn the Community

The four NGO communityased enf-life care models were effective in enhancing quality of life
of patients and family members. Patients showed significantly reduced physical symptoms,

emotional distress, practical problems, difficulties in sharing feslinvhile caregivershowed
reducedanxiety, caregiver strain, and felt more intimate with patighgtients and caregivers on
general highly satisfied with servieeEvidencesuggested thathe modelswere effective in
reducing medical servicetilisation of patientsin the last 6 months of lifét was estimated that
the programmes have saved 20.6 million medical cost in 3 years. Each msdksl specific
strengthsA unifiedmodel will be developed by integrating effectieevicecomponentglentified
from each service model, and engaging Hospital Authority and Social Welfgartbent to

explore aviableinterfacemechanisnbetween the integrated EoLC service team and the existing

social and medical services.

Output

A777 endof-
life patients
were admitted
and served by
NGO
partners.
(112.6%
target met)

Outcomes

APatients at 3 months:
practical problems 55&6,
depression 47%, anxiety
31%e , physical symptoms
18%¢ , difficulties in
sharing feelings 15%.
98.7% felt their wish was
respected.

ACaregivers at 3 months:
anxiety 27% , caregiver
strain19% , family
intimacy 2.5%g

£89.9% bereaved caregivers
reported low risk for
complicated grief, i.e.
26.26% reduction in risk.

£ 95% highly satisfied with
services.

Impacts

APatients showed a
reduction of

in the
last 6 months of
life when
compared to EoL
patients in
general.

AThe 4 NGO
programmes were
estimated to have

in 3 years

Future Plan

AAn integrated model, which i
developed through refining
and integrating effective
model components in each
NGO service model, will be
refined as the guiding model
in the second phase. This
model will be supported by a
needstratification assessmen
tool.

AEngage Hospital Authority,
Social Welfare Department,
and Food and Health Bureau
on the development of
integrated model and possibl
integration with existing
support services.

AFurther improve the rigor of
evaluation by conducting ces
benefit analysis and
calculation of cost per case.
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1.5 Community Stakeholders

Community partners who referred cagesICECCcommunitybasedEoLC servicesfound the

service played a pivotal role in fillindhe currentservice gapfor EoL patients and their families

in the communityCommunity partnersvere generallyhighly satisfied with the serviseThey
observed positive changes in patients and caregivers supported by the services, and the shared
care in turn promote better communication and trust betwedba community partners, patients,

and their family member®©verall, holistic and coordinated EoLC was provided by the services
through the integration of medical and psychosocial care and bridging care across care settings
and service providerd.he sample in the stakeholder survey was a representative one as reflected
by a relatively high response rate of 70.5%.

Outcomes Future Plan

AHigh satisfaction rate of
8.19/10 on the JCECC NGO
communitybased EoLC
services

Impacts

AObserved reduced
hospitalisation on some
patients

AContinue the development of
model of care to fill the gaps
in the community

AObserved enhanced trust anc

£89.8% would recommend the
services to others

ACommunity partners
described JCECC NGO
EoLC services as "holistic",
"service gagilling", and
"flexible"

APositive changes on patients
and famly members were
observed: improved emotion,
reduced stress, improved
family relationship, more
opened towards discussion
on EoLC issues

communication between
community partners, patients
and their family members

AFindings suggested that the
JCECC community EoLC
services made holistic,
coordinated and continual
community EoLC possible.
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1.6 Volunteers

In the Volunteer Capacity Building Programme, theessiorcentralised volunteer core course
was proved effective in building the EoLC competences among voludteensrease 020.3%

in EoLC competences was reported upon traicmgpletion;a mild but significant improvement

in meaning in life (3%)and selconfidence in death work (2.4%y)ere also reported.The
coordinated recruitmerdnd standardisedscreening procedures implemented collaboratively by
the HKU Project Team and NGO partners were found effe€@iver170 applications for the core
couse were received less than a monikith the use of screening tool and intervie\gq,
volunteers were eventualiyrolled The course completion rataes defined by an attendance rate
of 80% or abovewas 901%.

Output

AOver 170 applications
received for the
volunteer core course,
121 volunteers screened

A82 volunteers were
trained by the volunteer
core course, with a
completion rate of 90.1%

AThe experience of
volunteer recruitment,
use of screening tool,
and the core training
programme were
organised and published
as a volunteer
coordinator manug{

L ) in June 2018.

Outcomes

£20.3%¢ in EoLC
competences upon
training
completion.

£23.9%¢ in EoLC
knowledge upon
training
completion.

Impacts

A% ¢ in meaning
in life which was
statistically
significant

AL.2%c¢ in quality
of life

A18.5%¢ in the
likelihood in
promoting EoLC
to acquaintances
who may need the
service

Future Plan

AEvidence on the impact
of training on volunteers
will be collected.
Recording system on
volunteer activities will
be reviewed and refined.

Ain a long run, further
improvement of
volunteer management
for promoting
sustainable and effective
EoLC volunteer services,
will be developed as the
goal of the phase two.
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1.7 General Public

Various public educational activities have begganised and EoLC were promoted via various
types of media with an aim to raise the public awareness on EoLC. Participants of public seminars
generally showed high satisfaction with the activitiBlsree waves ofannual communitywide

public surveybetween 2016ral 2018showed that the publibad increased knowledge on the
related terms and components in Eoh€ross timeHowever, 2018 survey revealed that only
minority of the respondents knew about Advance Care Planning (ACP). Neverthéiess,
relevant termsn EoLC were explainedover threefourths of the respondents supped the
signing of Advance Directivé8\D), and around 80% would choose to receive EoLC if they were

diagnosed with a terminal illnessThe proportions of supporters also increased sigaiftly
between 2016 and 2018 all three wavesmajority of the respondents>70%) were positive

towards community EoLL@nd the proportion of respondents who chose home as the most suitable

place for EoLC significantly increased between 2017 and 2Qi@rall, the public showed
support towards community EoLC, high receptivity to the EoL related tamdshas become
more readyto learn more about theubject ofeoLC.

Output

A48 public seminars/forums were
organised with more than 7,300
participantg123% target met)

ATwo international conferences with

840 participants(140% target met)
APromotions through various
multimedia have an overall hit rate
over 280,00(236% target met)
Aviedia coverage encompassing 15
episodes of Radio programme, 19

issues of newspaper column, press

conference with over 5,500,000
readers/audien¢e43% target met)

ANewsletter and-eewletters with
over 91,000 readef402% target
met)

AMini-movie Premiere with over
1,000 participants

AProduction of communication card

game with 1,000 sets distributed to

the public

Outcomes

£96.4% of
surveyed
participants
were satisfied
with the
education
programme
(53% fia
and 43.4%
Afstrong
agreeo
they were
satisfied with
the education
programme).

Impacts

& 2% in public attitude
favoring communitybased
EoLC in 2018 (preference
for EoLC provided by

social service agencies, an

at home; support EoLC
facilities built near home,
support neighbor receive
EoLC at home)(

AKnowledge on terms
related to EoLC increased
by 10% among the public
from 2016 to 2018

AThe public showed 5.4&6
in confidence towards the
effectiveness of EoLC,
34.7%; in intention to join
EoLC related education
activities

Future
Plan
AA

systematic
way of
disseminati
on of core
messages
will be
carried out

in the phase
two.
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2.HEALTH & SOCIAL CARE PROFESSIONALS

2.1 Professional Capacity Building in theCommunity

2.1.1 Programme descriptions

Professional Capacity Building Programme of the HKU Project team consists of two core levels
of education, namely the leadership training programme targeting on middle management staff in
leading NGOs which intendeid develop EoLC services in the community, and professional
training workshops for health and social care professiomate community

Leadership training programme

This is a oneyear programme which aims to cultivate future leaders to promote faol€
services in the Hong Kong community. Two leadership training programmes have been conducted,
the 201617 and 201718 programmes. Leading NGOs in Hong Kong were invited to nominate
staff to participate in the programme, and altogethérleaders were enrolled in the two
programmes. Leaders received 90.5 hours of training consisting of lectures and interactive learning
activities in the two leadership training programme combined. In the BP®programmes, leaders
completed a capstone projeand presented their service proposal as posters in the graduation
ceremony.

Professionatrainingworkshops for health and social care professionals in the community

The professional trainingvorkshopsunder JCECC HKU team wasganisedbased on a muki
dimensional EoLC competencies framework with 7 diversified domains, namely, basic values and
knowledge in EoLC, symptom managemefgvidencebased) psychosociabpiritual care,
communication, EoL decision making, bereavement care, aficeflekction and seltare.These
workshopswvere shortermed, with duration ranging between one to three training darggeting
ontheEoLC competence domaingentioned abovéarticularly, a standardised foundation course
which covers basic knowledge all competence domains has been developed and delivered twice.
Between October 2016 and August 2018, altogetBavorkshops have been delivered by both
renowned local and international speakdvgnefiting over 1,500 health and social care
professionalsApart from the foundation course, each of the other workshops was designed to
target on one to two competence domaim{part from the trainings for professional€)seminars

and training werelesigned especiglfor family caregivers.

Publications

Twomanuals fBasic EbameépfiRéel §dxatiOon Bweaci ses
published in June 2018 which target on health and social care professionals to provide basic
knowledge and concepts in EoLC.
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2.12 Evaluation Framework

: Post-
Evaluation | 25‘ programme Sallsfa(Flon survey

studies

Pre-post evaluation on Professional Training Workshops
Pre-post-followup evaluation on leadership training programme

3-wave community-wide

professional survey
Assessment Multi-dimensional EoLC Competence Measure
tools Self-competence scale in death wock (SC-DW)

Figure 2.1 Evaluation framework on professional capacity building programr

Evaluation on the outcomes and imsof theProfessionalCapacity Building Programmeas

carried out through three studies as showedrigure 2.1 The exgcted outcomes of the
programmeare enhanced EoLC competesc knowledge and attitude of health and social care
professionals, whereas impacts concern with sustained competences in workshop participants, and
the extended impacts of the programme on EoLC competeamong health and social care
professionals in Hong Kong at large. f@st or prepostfollowup evaluation was conducted
amongprogramme participants assess the outcomes and impacts, whereasa&community

wide professional survey across thejpcb periodis employed to evaluate theternded impacts

of the programmen health and social care professionals in Hong Kong. A fdimitensional

EoLC Competence measure was developed by the research team to assess 7 domains of EoLC
competences in all widies involving professionglseach item in this measurement assess
respon d-parceived spaciid EDLC competence on gbint Likert scale, with 1=totally
incompetent to 10=vergompetent Apart from this, theéSel-competence scale in Death Work
(SCDbW)'was al so wused. These two measurements
overarchingknowledge and values in EOLC, communication skills, symptom management, EoL
decision making,(evidencebased) psychosocial care, bereavement care, andcsedf. In
particular, the domain averarchingknowledge and values in EoLli€ further composed by two
subdomains, with one sulomain refers to the understanding EoLC in general, and another
involves knowingand utilising community EoLC, which is a specific focus in the JCECC Project

In family caregiver seminars, only pgatogramme satisfaction survey was conducted.

1Chan, W. C. H., Tin, A. F., & Wong, K. L. Y. (2015). Coping with existential and emotional challenges: Development and
validation of the selftompetence in death work scaleurnal of Pain and Symptom Management(5099105

10
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2. Health and Social Care Professionals

2.13 Findings from Professional Training Workshops

894 professionals whavere predominantly social workers (53.7%) and nurses (patticipated

in the professional workshops were assessed orBbke( competences before and after training.
They came fromvarious service settings, for exampglielerly longterm-care residentiasetting
(13.1%), long-term-care community setting (16.4%), hospitals (15.8%), hospice (5.4%), and other
social service settings (24.1%). Tiber chart below showed the changes in each EoLC competence
domain ofthese professionalsFigure 2.1). Significant improvements were reported on all
measured EoLC domainand the overall competence levels increased by 23H§aré 2.1).
These supportedhe effectiveness of the professional workshops in enhancing the- multi
dimensional competences of participan#oreover 966 participants responded to the post
programme satisfaction survey. On-pdintL i k er t s Sterdgly disadgreg o Stooigky
agred ) , 24.8% strongly agreed and 61% agreed
suggesting a generallygh satisfaction rate.

A 123.4%
ok k ***
7.2
59 ' ' ' '
Overarching Overarching Communication Symptom Eol Dedsion Bereavement Psychosodial and Self-competence Overall
knowledge and knowledge and skills managemant making care spiritual care in EolC Compaetance
values - General values -
Community EolC ]) 01
support 8 Pra-traming B Post-training *p<.001

Figure 2.1 Competence level before and after professional training (N=894)

2.14 Findings from Leadership Training Programmes

2.1.4.1 Quantitativefindings

The47 leaders came fromvariety of service settings including eltly longterm-care residential

setting (27.%), long-term-care community setting (17%), hospitals (6.4%), hospice (14.9%), and
other social service settings which support elderly and persons with intellectual disabilities
suffering from chronic illnesses (25.5%). The participants were predominantgl sarkers
(74.5%), and a few nurses (8.5%) and physicians (6.4%). The mean number of years working in

11
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2. Health and Social Care Professionals

the field of EoLC was (4.186 5.32) years. It was observed that the 2017 batch of leaders were on
general more experienced than those in the 2016 batch (2.30 vp<S(R),

Prepostfollow-up assessments were conducted on leaders. Upon completion of the programme
(posttraining), 32 leaderswho underwent assessmesttowed significant improvements in all
competence domains and leadership skitlgyre 2.2 andFigure 2.3). The overall competence

level and leadership skills improved by 31.6% and 47.5% respectively.

k% o, A #31.6%
ok *ekk 7.5 7.7 7.5 7.5 £ 7.5
*kx Fedkek ek ke ok *odek
5.4 5.5 5.4 5.7
49
Overearching Communication Symptom Eal decision Bereavement  Psychosocial and Self-competence Overall
knowledge and skills management making care spiritual care in EoLC Competence level
values
{combined) ; y P01 TTTpe.001

B Pre-training W Post-training

Figure 2.2 Pre-post differences in EOLC Competences among 2016 and 2017 leadership programme participants (N=32)

A %47.5%
7.7
7.4 7.2
*dkk %k %k
*kk
4.8 5 4.8 a7 4.9 >-1
Most up-to-  Identify service Critically Recognise Communicating Prowviding Strengths & Plan & promaot Overall
date gap appraise practice vision on training advice bamers in EolC EolC leadership skilis
knowledge models models sarvice model guidance pProgramme.  Programmes

promotion
---P._ 001
B FPre-training MPost-training

Figure 2.3 Pre-post differences in leadership skills among 2016 and 2017 leadership programme participants (N=32)
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2. Health and Social Care Professionals

A follow-upassessment was conductedf la year after completion of the leadership progragyme
with 28 participants assessetdihe significantimprovemens in all competence domains and
leadership skills upon completion of training were able tcslstainedat half yar after the
completion of the programm@=igure 2.4 and 2.5). The overall EOLC competence level and
leadership skills increased by 36.2% and 50.5% respectively when compared between pre
programme and half a year after completion of the programme.

/\ f36 2%
* k% k%
*kk ;5 badaded 7574 badaded 7717 7472 7.57.6
7 6.86.9 -
S‘b 54 :,l 5-2 ' '
Overarching Communication Symptom Eol decision Bereavement Peychosocdial and Self-competence Overall
knowledge and skilis management malking care spiritual care in EolC competence
values fevel
{combined)
EPretraining WPost-training @ Half-year folow-up <o

Figure 2.4 Changes in EOLC competences between pre-training, post-training, and half-year follow-up among 2016 &
2017 leadership programme participants (N=23)

A #50.5%

7.9 7979
7.8 o 7575

7771 7.27.3 7R7R

Most up-to-date Identify service Cntice Recognise Communicating Providing Strengths & Plan & promote Overall
knowledgs gap apprais2 modeispractica models vision on serwca training bammers in EolC EolC leadership skifls
model advicefguidance programme programmes

promotion

it BTk b BN ol 7001
@ Pretraining @ Post-training m Half-year follow-up

Figure 2.5 Changes in leadership skills between pre-training. post-training. and half-year follow-up among 2016 &
2017 leadership programme participants (N=23)
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2. Health and Social Care Professionals

2.1.4.2 Qualitative findings

Apart from objective evaluation, focus group has been conducted with the leaders in the 2017
programme (n=20)nterviewed leadermdicated that the programniadbenefitted them in the
following approaches:

(a) Good variety of course contentwhich broadened participant's horizons, cultivated
new perspectivesand provided a more holistic view on EoL issues

AT - H7 A - Y 27A P 233/ AP -®
i HW 4 . SN EA ¢’ . Pk YHT v~ T
YA sy U synoV y.XY Yv.95 ... B |o
fis overseaprofessors  sharingy 7 K ¢ K oV
YT QO YZ K 7..present Cré& YT... £tV s [ HW
a Y B¢ V.8 Y s ®
i v Ay 3 social work profession ACP MAP ey J kw8
y’' 2 SACT AUWA W L 7Tr "BrA AA
KWy iy 3 VCGIIXNX/ITRYH VGO hY EA
@

(b) Facilitated reflection on one's owrpractice and the service gap

@& of "y =s5AAWD Y endof lifecared  ~ LU/ .0
Ta KW YT A ( WAYY o KW B. YH” Jkw’ MH™
MKW =~ 14 B o

&..4”"0B35A JIR. Yv..1 f..0B5A/R. YBF~ &+
service Y P ZEJ Vv ..¥ .."qg~Y 6eqgp. EJ 1 serice
oYKWy € YH™ v ‘KW  ww | o

fi T 2" AT U’ deliverserviceds YX I AY™ 4 CJ
A ¢ clenty 1 PA1 Y6 A" UA 6] ~nL’
M  professory A1 o Y4 T UA oy~ vt 7 AU
0
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2. Health and Social Care Professionals

(c) Useful lecture noteswhich provided condensed knowledge andnformed latest
international development

A HW1r ALEAFAF a > rJaay 1k literature review

s Yacademic Y 2 .. fillOé Y gap” 4+ O s trends v
£ EN A apply localcontext Y7 2 k & L HW

g . vYZ v.. 1 DYE y 4 oy 7 KW

modify 4 [/Wo ki o

A 254 oo 3 qg¢ yn 65 f0v2G) Y" KWg &
Y A NYqgvVvn qg¢  ya QA I €Ew

fin  appreciated ... X lecturenotes / ...Y & 2 gothrough lecture
notesy’ Y é T oSAvYUW..XY LY A3 #  related

iy . lecture note® £ @

(d) Mutual support and networking for leaders

e, tW »x’ LA ¢ OB~A ...0 ¢ group y

L2 Y, + _ friend” 4 X comment Y insights | @

fic 77 7 "1 Asharing -xY (Y tZ €4 7 . A 7
wy ENAWLKWY= Af 0

2.15 Findings from Survey with Health and Social Care Professionals

2.15.1 Objectives

Though the training offered by the JCECC Project caneathall health care and social care
professionals in Hong Kong, it tsopedthat the participants will bring a ripple effect to their
colleagues after joining the training, for instances, sharing what they learnt from the workshops

with their colleagues. Thus 3wave communitywide professional survey has been conducted

across the project period with 500 participants per wave as target, amdanttRinterval between

each wave. The objective of the survey is to evaluate the extended impact of the pmifession
capacity building programme on health and social care professionals in Hong Kong. We focused

on their attitudes towards EoLC, EoLC competences, job satisfaction and meaningfulness, job
stressandturoverratel n addi ti onal , wesatiefacpoh towaelsitheJCECT e s s i «
programme in the 2018 wave of survey.
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2.15.2 Methodology and Participants

The first survey was held between Apfiine 2016, the second between Apuhe 2017, and the

third wave was launched in April 2018 and data collection was completed in early July 2018. Data
was collected mainly through online survey. Health and socral peofessionals, particularly
physicians, nurses, and social workers, were recruited mainly through relevant professional bodies
and academic and research institutions includingHbieg Kong Geriatrics Societyhe Hong

Kong Palliative Medicine Societyhe Federation of Medical Societies of Hong Kotiie
Association of Hong Kong Nursing Staffhe Hong Kong Soci al,th&Vor ke r
Hong Kong Social Workers Associati@UHK Alumni Affairs Officethe HKU Development &
Alumni Affairs Officethe Centre of Behavioral Healtthe Centre on Agein@ndthe mailing list

and Facebook fan page of tl€e ECC Projectinvitation letters have also been sent to physicians
working in family clinics, and specialties related to cardiology, nephrology,eamergency
medicine. Totally, 515, 53@nd 523health and social care professionalmpteted the surveys in

the 20162017and 2018vaves respectively. The distributions of prafess of participants in the
threewaves were similarTable 2.7) (p<.05). As expected, social workers/counsealanurses, and
physicians were the three predominant graopsur sample in all three waves

Table 2.1Professions of participants in 2016, 2017, 2018 waves of professional survey

2016 wave 2017 wave 2018 wave

N 515 532 523
Social workers/counselors 174 (34.7%) 193 (36.3%) 126 (26%)
Nurses 172 (34.3%) 165 (31%) 222 (45.9%)
Physicians 110 (21.9%) 109 (20.5%) 98 (20.2%)
Others® 46 (9.2%) 65 (12.2%) 38 (7.9%)

Note.? This include occupational therapist, physiotherapist, chaplain or other religious workers, and trainers.

Professionals ithe threavaves have slightly different bagtounds Table 2.2). In the 2018vave,

higher proportions of participants frohospitalsand elderly longerm are settings (LTC) as
compared to the 2016 and 2017 wave was observed while those came from other social services
has slightly risen compared to 2017 wave. Participants in 2018 wave were also more experienced
in EoLC as shown by tirdonger years in EOLC experience. Moreover, participants in 2018 were
more likely to have joined JCECC tramgi workshop(s) as compared to their counterparts in 2016.
Given thatall threewaves employed the same recruitment strategies, these discrepaigii¢

reflect that the professional survey has increasingly caught the attention of professionals who are
relevant to EoLCMoreover, an increasing number of participants have joined training under
JCECC, which also reflects the increasing impact of JCEQhe field of EOLC professionals.
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Table 2.2Demographics of 2016, 2017, 2018 waves of professional survey

No. of participants

2016 wave
512

2017 wave
531

2018 wave
522

Gender (Maley* 133 (26%) 184 (34.7%) | 132 (25.2%)
Age
20-39 231 (45.1%) | 220(41.4%) | 207 (39.7%)
40-59 233 (45.5%) | 265 (49.9%) | 272 (52.1%)
60 or above 48 (9.4%) 46 (8.7%) 43 (8.2%)
Service Setting**
Hospice 14 (3.1%) 30 (6.4%) 15 (3.3%)
Hospital 165 (36.6%) | 176 (37.5%) | 249 (55.3%)
Private practice 30 (6.7%) 19 (4.1%) 23(5.1%)
Elderly LTC 122 (27.1%) | 180 (38.4%) | 88 (19.6%)

Other social services

120 (26.6%)

64 (13.6%)

75 (16.7%)

Involvements in EoLC

None

109 (21.4%)

85 (16%)

86 (16.4%)

Small proportion(1/3)

265 (52%)

273 (51.4%)

252 (48.2%)

Substantial proportio(between 1/3 and 2/3 of
practice)

88 (17.3%)

109 (20.5%)

120 (22.9%)

Most of the practicémore than 2/3 of practice)

48 (9.4%)

63 (11.9%)

65 (12.4%)

Experience in working with EoL patients and
their family members (Years)

4.25 (1.0)

5.87 (8.54]

6.29 (9.763)

Have joined training under the JCECC Project

*kk

90 (17.6%)

150 (28.5%)

170 (32.5%)

Notes.d 2 test was adopted to test the group differefitps.01; ***p<.001.

Additional analysisvasconducted to explore the relationship between Eob@petence levels

and background characteristics of participants. Findings suggested significant but mild positive
correlation between levels of involvement in EoLC and all competence domains (range of
correlation: .09- .28), between experience in EoLCdaall competence domains (range of
correlation: .1 .23).Respondents who have previously joined training under JCECC also showed
stronger EOLC competence, except for symptom manageieese reflect that both practice
experiences and training can affda levels of competences in EoLC.

As expected, staff in different service settings which are not specialised in palliative care or EOLC
alsoreported certain involvements in EoLEidure 2.3). Staff of these service settings might have
various trainingheeds in EoLC as well.

Table 23 Involvements in EOLC by service settings (3 waves aggregated)
Hospice | Hospital

LTC LTC
Community Residential

Other social
services

Private
clinics

None 0(0%) | 63 (10.7%) 21 (29.2%] 23 (12.2%) | 9 (4.5%) | 85 (32.8%)
Smallproportion | 22 (37.3%)| 463 (78.5%] 47 (65.3%)] 161 (85.2%)| 169 (84.1%)| 147 (56.8%)
Substantial to 37 (62.7%) 64 (10.8%) 4 (5.6%)| b5 (2.6%) | 23 (11.4%)| 27 (10.4%)
most
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2.15.3 Key findings

Changes irattitude towards EoL@cross years

Attitude was assessed by 12 items, each was measured wipoaniQikert scale, with 1 being
totally disagree and 10 being totally agréeseries of onavay ANOVA was conducted to
determine statistically significant didffence among the three waves.d\gnificantdifference was

found Subsequentlyresponses wergategorisednto two groups with 6/7 fixed as a eoff score

which stands for high agreement with an attitufiable 24 shows thedistribution of high
agreement groupn each item across years and the results on an aggregated sample from all three
waves.It can be concluded thatostprofessionals identified with the core values in Edv@n

at baseline (2016 wave$jor examples, over 95% of all professionals survay#ue three waves

of surveys highly agreed that EOLC is a worthwhile experience, and only 4% thought that EoLC
means giving up on liferofessionals viewed EoLC a famibased holistic care that not only care
about the medical care of patients, but @sghasized family involvement and psychosocial care
for both patients and familgrovided that over 95% of them strongly agreed with the rateva
items

Table 24 Attitude towards EoLC professional survey participants by year and aggregated

2016 wave 2017 wave 2018 Three waves
wave aggregated

% of high % of high % of high % of high
agreement agreement agreement agreement

Caring for family is important part ofdeEC 97.5% 98.5% 97.9% 98%

Psychosocial support for patients & family is  97.9% 97.9% 97.5% 97.8%
importantpart of EOLC

Family should be involved in process ailEC 96.1% 96.1% 96.7% 96.3%
Important to tell patients & family what to 95.1% 97.4% 96.2% 96.2%
expect after prognosis

Community support is important part ilEC 95.5% 95.5% 96.4% 95.8%
Giving care to advanced illness patients is 94.4% 97.2% 94.1% 95.2%
worthwhile experience

Important to tell patients & family truth aboul  94.7% 95.9% 93.5% 94.7%
incurable prognosis

Patients with advanced illness and family 90.9% 91.4% 93.3% 91.8%
should be keylecision makers in@.C

Willing to discuss BLC with patients & 89.5% 92.3% 90.4% 90.8%
families

For patients & family, receivingdtC in the 81.4% 82.7% 81.8% 82%

community is a better arrangement

Current community resourcesssfficient in 10.1% 9.4% 9.9% 9.8%
supporting patients & familfNegative item)

EOL impliesgiving up on life(Negative item) 4.1% 3.6% 4.4% 4%

Note.2scoresequal to or highthand&ec onsi dered fhi gh agreementod.

Notwithstandingwhile 95.8% strongly agreed that community support is important part in EoLC,
only 9.8% strongly agreed that there is sufficient community support for EoL patients and family.
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This suggested high unmet needs for community Epe@eivedamong the profegsnals.
Related to this is that although 82% strongly agreed that receiving EoLC in the community is a
better arrangement for patients and family, the #goéemenivas lower than othéfoL.C values
Probably, the perceived inadequacy of community supyasdontributed tdhe lower agreement

on this item On the other hand, although around 18% of all professionals from three waves
expressed no involvement in EoLC in their practice, around 90% of our subjects expressed strong
willingness to discuss EoLC thi patients and families. These findings revealeat professionals

were generally motivated to support EoL patients and the families.

Changes ircompetence level across years

Figure 2.6showsthe means of each competence domain by wave of ahdlglso the aggregated
means of all three wavad/ith oneway ANOVA, datistical significant effect of time wathowed

in the levels of EoL decision making [2,1550] =10.103p<0.01) and community EoLC support

(F [2,1547] =4.402,p<0.05). Post hoc test revealed statistical significance in symptom
management between 2016 & 2(p8.05), EoL decision making between 2016 & 2qp£0.05)
andbetween 2016 & 201§<0.05) and community EoLC suppdretween 2016 & 201{{<.001)

and between 2016 & 2018p<.00]). In another word the competence levaeln symptom
managemerntas been steadily increasifigm 2016 to 2018while the competence levels of Eol
decision making and community EoL support both gihtre trend of increase from the first wave
and therlevelled off from2017to 2018 Indeed, the overall EOLC competence shared the same
pattern that it significantly improved in 2017 and then levelled off between 2017 and 2018, with a
3.1% overall increase from 2016 to 20F8y(re 2.6).

A%3.1%

« 20168 zms"* 2016 & 2018:
e —— -
,'--'> ‘-(LS{“": vh"’"’“‘fl’*“ 687 6.9 | ||| L’f,b; 2.7 6.6

’17 0s;

v con y
2016wave ®2017wave m2018wave @ Three waves aggregated p<-001

Figure 2.6 EoLC competence levels of participants in professional survey by waves and aggregated
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Comparing competence level acrossnains
Comparing the competence levels across different dormathsthe aggregated meafsigure
2.6), it was found thathe competency ofi c o mmuni t y E evhic@ is a suglpnaint o

und e rOvaranchingiin owl edge and valueso and focuses or
community services to provide support to EoL patients and their family meni@esated by
professionals athe leastcompetentimean [SD]=5.8[2.26])Other thee competence domains
which were rated below 6.5 over 10 included
management 0, and E providied@ diredtian for tnaiairg itopia in need by
professionals in Phask
Changes in josatisfaction, meaningfulness, stress and-owar ratesacrossyears
ANOVA and Chisquare test were conducted to compare the job satisfaction, meaningfulness,
stress, and turover rates amorntipreewaves of participantdable 25). In particular, weselected
participantswho indicated at least some involvemen€&ioLC in their dutiesor this analysis in
order toobtainmore contextelevant result§Table 25). The findings suggested no sigodint
differences among the threaves.
Table 25 Comparison on turnover rates, job stress, job satisfaction and meaningfulness between
three waves of participants who have some involvement in EOLC
2016 wave 2017 wave 2018 wave D between
2016 & 2018
N 400 441 436
Changed job over the last 12 monthg§Yes) 59 (14.8%) | 72 (16.3%) | 51 (11.7%) e 20.9%
Reasons for changing job
Salary 3 (5.1%) 3 (4.5%) 6 (14%)
Development/Promotion 13 (22%) 19 (28.4%) | 10 (23.3%)
Stress & burnout 18 (30.5%) | 13 (19.4%) | 10 (23.3%)
Personal reasons 19 (32.2%) | 28 (41.8%) | 17 (39.5%)
Overall job stress level (110) (mean[SD]) 6.07(2.226) | 6.20(2.091) | 6.09(2.220) ¢ 0.4%
Overall job satisfaction level (310) (mean[SD]) | 7.09(1.791) | 7.09(1.784) | 6.97(1.869) e 1.7%
Overall job meaningfulness (210) (mean[SD]) 7.9 (1.61) 8 (1.57) 8 (1.53) ¢ 1.8%
Note.? Calculated with missing
Relationship between job satisfaction, meaningfulness, stressompetences
A supplementary analysis was conducted to explore the relationship between job satisfaction,
stress, andneaningfulness with competencesi EoLC contr ol |l i ng ftor par

in EoLC work It was foundthat for those who were involved in EoLC (minor to high
involvement) higher competnce in EOLC were significantly correlated witigher levels ofob
satisfaction ananeaningfulness, but lower level of job streSalfle 26). Theseresults suggest
thatenhancing EoLC competences among these health and social care professionatsrk
with EoL patientscould improve their jotsatisfaction and meaningfulness while lowering job
stressresulting in a more competesmd stable workforce ithe field ofEoLC.
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Table 26 Correlations between EoLC competences and job stress, satisf&ctrmgningfulnessrj

Job stress Job Satisfaction \ Job Meaningfulness

Basic values and knowledge in EoL( -.18" 28" 28"
Communication skills -.15" .34™ .33
Symptom management - 117 .26™ 26"
Psychosocial and spiritual care -.15" 29™ 27"
EoL Decision making -16™ 28" 27"
Bereavement care -12" 317 .29™
Community EoLC -.13" 25" 19™
Self-care -25" 357 .38™

Notes.** p<.01; ***p<.001.Sample which had minor to high level of involvement in EoLC work was selected.

Satisfaction towardghe JCECC Project

In the 2018 wave, satisfaction towards the JCECC Project was assessed. Among 523 professionals
surveyed, 299 (57.2%) have heard of the JCECC Prajduen asked the channels of knowing

the JCECC Projectinformation in workplace (52.2%), participation in the JCEC@jpct

activities (%), project promotion emails 920), and friends (@%0) were the4 most common

sources which participants were notified of the Projemure 2.7). It is noteworthy that apart

from direct promotion there wa a considerable portion heard about the project through-eferd

mouth (friends), which provided support to our assumption that the news about the project could
have been spread to nparticipants through rippling effect. Moreovthe electronic social media

such as Facebook was found to catch the attention of some participants as well.

200 156
(52.2%)
150
- 105
(35%)
29""&-
100 { F 57
l:m@: . 43 a7 (19%)
50 (144%) (124%) 34 _
3
4.7%
imC -
0 - —
Workplace Project Promotional Friends Facebook  Mewspaper Radio YouTube Others
information  activities emails DIOET Amimes vdeos

Figure 2.7 Channels of knowing the JCECC Project [ Allow multiple options] (N=2949)

Participants who have heard about the Project were further asked their satisfaction with the Project
education initiatives Each item is assessech a 10point Likert scale, from 1=totally
dissatisfiedotally disagreg¢o 10=highly satisfiettrongly agreelf scores equal to 7 or above is
classified alstronglpaged, y7 % twerfa eldi ghly satisfi ec
as a wholeKigure 2.8. Furthermore80% and 73% strongly agreed that the Project has enhanced
professional capacities in providing EoLC, and that the Project has raised public awareness on
EoLC respectively It should be noted thathang these 299 participantnly 170 (57%) had
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personallyparticipated in the training workshops of JCECC befagain, the high proportions of
satisfied responses particularly on the professional training activities might teedppling
effect of the educational initiatives of tReoject.

7?% Mean (SD)
I 1
itisfaction level (N=298) 21 26.4% 281% AERESEWEY 7,44 (1.550)
73?6
r |
ict raised public awareness on EolLC (N=280) 218 17.4% 221% 19.7% 140% 7.71(1.737)
8(1%

1
t enhanced professior apacities ir 2l .
C (Nw267) o SR (629
providing EolC (N=26/

Figure 2.8 Satisfaction with JCECC Project education initiatives

Preferred educaticformat

In order to design training programmes with formats which meet the needs of various professions,
further analysis was conducted on the preferred types and formats of training among the three
waves of surveyeprofessionals. Professionals generally preferred workshops;tehortourses,

and lectures/seminars more than retreats and longer term cdtiggee @.9). Probably, thdirst
threetypesrequire lower time commitment which made them more suitable émyrhealthcare

and social care professionals with busy and tight work schedules. Mqgré@rerwere significant
differences in the preferred types of programmes between profedsiorishops, which imply
practicebased training but are likely to be stiterm, were most preferred by social workers.
Nurses showed preference for all workshops, steom courses, and lectures/seminars. However,
they showed the highest preference for skemn course among all chogend also among all
professions. Regding doctors, they preferred workshops or lecture/seminars. They were also the
group which had the highest proportion of votes to lectures/seminars, which imply more
knowledgebased of training, among all professions.

Regarding format of training, fage-face training was the most popular choice for all professions,
although doctors showed a particularly lower votes compared to other professgums @.10).

Online learning and multimed@ase demonstrationgere also welcomed by over otterd of the
participantsAmong 76 participants who suggesteter means of education, considerable number

of them (42%) suggested trainings which are pradiased including experiential learning,
clinical supervision, achment programme, rofdays and case discussion. Around -6marth
suggested online platforms such as Webinar, Podcast, and well establishetirey platform
specific for EOLC.When preferred day was analysed by professions, nurses and socialsworker
were more likely to prefer weekdays than doctors and other professions, while doctors preferred
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weekends mord={gure 2.17). Furthermore, it was found that for all professions, except weekends
evening was less preferred, each of other options (morrtegy@on and evening) was preferred
by around on¢hird of the professions.

T
EEE
100% 1
A0 - T3 THa 0%
g g
l_l_l
| R
40% ';n o %;,E -
05% 118 m
20%
0%
Workshops Short term courses Lectures/Seminars et ats LOnger term courses
mAll mDoctors o Nurses o Social workers B Others ~=ep= 001
Figure 2.9 Preferved types of professional education programmes by professions and all [Multiple options] (N=15T0)
ok
L
r 1
100% B?.E‘}EI'E%
*
80% - |
L] | |
60% - soes g gub2. 3%
3.5
40%
20% -
0%
Face-to-face Online learning Multimedia skill demonstration
mAll W Doctors M MNurses M Social Workers W Others L '"'qim
S
Figure 2.10 Preferred formats of professional education programmes by profession and all [Multiple options] (N=1570)
TT
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Figure 2.11 Preferved day and time for education programmes (N=1570) B
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2.16 Comparing competence levels across samples

Figure 2.12 shows the comparisarf the postprogramme competence levealsiongleaders and
professional workshop participants, and surveyed health and social care professionals in 2018.
First, the surveyed professionals reported lowest mean competence levels across most domains
when compared to programme participants. Although surveyed pafaksireported higher
competence in EoL decision making than their counterparts in 2016, there was clearly room for
further improvement in EOLC competences, for example in psychosocial and spiritual care, among
health and social care professionals in tbmmunity. Second, trained leaders had comparable
pretraining sense of EOLC competences to participants of professional workshops, but they ended
up with the highest sense of competences and the competences maintained at the same height after
/ bt)

completion otthe programme.

Knowled and Lommumication Symptom ol decison reavememt care Psychc ampetenca

10
9
/172 /J"ﬁ 4

‘.'-«"__uw skalle managem making spir 7',.;51 care n LolLC

® Leadership Post-training scores m Professional workshops post-training scores m 2018 survey

Figure 2.12 Comparison of EOLC competence levels between leaders. workshop participants and 2018
survey participants

2.17 Key Performance Achievements

The overall output in the Professional Capacity Building Programme hascivieved its target
by 157% Table 27).

Table 27 Outputs of Professional Capacity Building Programmige Community
Pledged output for ¢ Actual output upto  Achievements

years December 312018
Leadership Training Programme 40 47 118% achieved
Professionals 850 1,570 185% achieved
Caregivers 395 404 102% achieved
Total 1,285 2021 157% achieved

The results fronthe four studies on professionals suggested that the outcomes on professionals
who participated in the JCECC capacity building programenearkablyexceeded the standard
set in our key performance indicatofi@able 28). Apparently, achievements regarding extended
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rippling impacts emerged particularly on EoLC competergrek turnover rate but it was not
apparent in job meaningfulnespb-satisfaction and stres®verall, the rippling effectwas
partially supported by auesults.

Table 28 Key performance indicator achievements in professional capacity building programme

Key Performance

Indicators

Health care
professional oflifferent
levels will have a 10%
increase in sense of
competence in EoLC

Performance oProfessional capacity building

programme in community/

Pre-post training change in EOLC competences

among professional workshop participants (1)

9 Participants reported a 23.4% increase in ove
EoLC competences upon completion of the
programme

Achievements

234% achieved

Pre-post training change in EoLC competences
and leadershipskills leadership training
participants (p.12)

1 Leaders reported a 31.6% increase in EoLC
competences and 47.5% increase in leadersh
skills uponprogramme completion. The overal
increase was 40%.

400% achieved

Change in EoLC competences among healthcare
and social care professionals in the professional
surveys between 2016 and 2018 {19)

1 Surveyed professionals in 2018 showed a 3.1
increase in overall EoLC competences when
compared to participants in 2016. Significant
improvements were found on domsiiof EoL
decision making, symptom management and
community EoLC support, which increase by
8%, 5% and 5% respectively.

31 % achieved

Average?

222% achieved

A 5% reduction in
lower turnover rate anc
stress. With a more
competent and stable
team,patients as well
as their family

Change in turn-over rate among healthcare and

social care professionals in the professional

surveys between 2016 and 2018 9f)

1 There was a 20.9% decrease in turnover rate
when comparing the 2016 and 2018 waves.

418% achieved

members in future will
be benefited from the
project indirectly

Change in job stress among healthcare and socia

care professionals in thgrofessional surveys

between 2016 and 2018 (p0)

1 The reported job stress increased by 0.4%
between 2016 and 2018.

Not achieved
(-8%)

Average 4

205%achieved

2 All % changes were caltated by the formula: (new valuésld values)/old values.
3 KPI achievements were calculated by: % changes in the KPI obtained/targeted % changes
4 Assuming all indicators involved share the same weight.
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2.18 Lessons Learned and Future Plan

2.18.1 The programme was effective for participating professionals

Theleadership programmes and professional training workshops were effective respective to their
objectives. Leaders showed significant improvements not ordyl @oLC competences but also
leadership skills necessary in driving future development in Ed0% increase in competences).
Theenhanced competences maintained for 6 months and longer upon completion of programme.
Referring to thecomparison of EoLC competence levels among leaders, workshop participants
and surveyed participantd, showed that théailor-made leadership training programme was
successful in providing more advanced level of knowledge and skills to professionals to equip
them as future leaderkikewise, participants of professional training workshops consistently
reported significanimprovemens in selfperceived EoLC competences after train{@8.4%
increase in competenceg)dditionally, thefavorableresults from satisfaction surveys reflected

the course contents met the needs of particip@atssfaction items in the professional survey also
showed that 80% of the respondents strongly agreed the JCECC capacity building programme
hel ped enhance pr oOwexsericocsumdestal thahedevelepmenof the s .
professional traimg programme badeon the Zdomain competence framewonkas on the right

track, and the competence framework also heigeatify training needs among health and social
care professionals in the community.

2.18.2 Augmenting the rippling effect with these ofmulti-modal education programmes

The revelations of leaders and the satisfaction survey with professionals in wider community
suggested that rippling effects of the capacity building programme has been taking place.
Participants of the JCECC capacity building programmes have spread thefrieev$?oject to
non-participants, whictnelpedraise their awareness on EoLC as well as the Prpggciue The

rippling effects on EOLC competenaasemerging as seen froaur professional survefa 3.1%
increase in competences between 2016 and 204®8png the seven domains of EoLC
competences assessedi(t h t he AOverarching knowltwdupe and
domains)n the professional survegix areasshowedpositive direction of changes despite afbt

were statistically significant. In particular, mild but significantimprovements regarding
community EoLC, symptom management and end of life decision malirgobservedsiven

that the rippling effects anadirect ones the ceiling effect andelatively mild changeamong
professionals in communigrefairly understandabléne possible explanation for the observed
differentiatedeffectson differentcompetencelomainss that the rippling effects have been more
effective on domains that were new to many professiofradeed, the three domains which
showed significant improvements were three of the four domains which scored the dbwest
baseline (2016 wave)Probably, direct training might be indispensable to promote further
improvements in domains that professionals already had some basic undersieldied. is that

our survey showed that healthcare and social care professionals are largely recdpoiv€ to
valuesand talking with patients and families about EoL issues. They are ready to learn more about

26



2. Health and Social Care Professionals

EoLC and be involved in providing support to patients and families facing EoL iSEues.
guestion remains: how fartherstrengthen the rippling effecésd engag more professioné?s

The exploration on preferred types and formats of education programmes provided helpful insights
to this questionit is known that many professionals faced challemgscheduling time for regular
faceto-face training andprofessionals tended to choose programmes of shorter @wen that

online learning was welcomed by more than-tmed of the professionals in our survey, it could

be assumed that developing online learning course caititdct a considerable number of
professionals whare otherwise difficult to engage throufglteto-face training. However, there

are limitations for online training, for examples, it could be less interactive and limit the
opportunities for practictevel of learning Furthermore, mfes si onal s& prefer ence
level learning (e.g. case demonstration) through modidia wasnot as high as faemw-face
training. It follows that for professionals who require practicum training, faméace training
programme should be offered

These findings shed light dime importance fortraining programmes tbe able to offetboth
knowledge and practice experiencethaconsideration on the time commitment and flexibility.
One solution is to develop multimodal programmes which make good use of online learning to
deliver knowledge, while provide practicum training faocdace. To promote knowledge
acquisition through online learninmore interactive learning elemesisch @ discussion forum

and knowledge quizzeshould also be embeddemlthe online learning platform. The goals of a
multimodal programme armulti-folded: (1) to allow selpaced learning witlonline platformto
reach out to professionals, (2) eptimize traning effectiveness by fully utilising fae®-face
training time for practicum training, (3) to promote continual learning through online networking
even after completion of the courdeis believed that by extending our direct training to more
professbnals, rippling effectwill be reinforced as well, amanifested as improvement in the
attitude, knowledge and skills of othesalth and social care professionals in the field

2.18.3 Theneed for a levetlifferentiated standardised curriculum in EoLC

Most of the professional training workshom®nducted in the past three years waompetence
domainspecific trainingdesigned for targets who have basic understanding on EoLC. However
we found that a considerable number of workshop participants hatiitgd understanding on
basic values and knowledge BoLC (a competence level below 6). The lack of solid foundation

in EoLC might hamper their application of more advanced skills learned from our workshops
Moreover, as showed in the professional surpeyfessionals come across EoL patients and their
families in various service settings. Although many professionals are not specialised in EOLC, they
haveto be equipped with necessary knowledge and skilEolrC in order to provide high quality
support to their clients with EoL issues regardless of setiitgysce a course which spans all core
domains igparamounto provide more comprehensive knowledge base for health and social care
professionals, so th#tey can further build their competences in specific care domains based on a
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stronger knowledge foundation in EOLC. A standardised foundation course for professional which
covers basic knowledge in all competence domains has been developed and deliverade

past three years with favorable responses from participants. This was just the first step towards
building a structured curriculum in EoLC.

As proposed in the Strategic Framework for Palliative care by Hospital Authority, ddliete
sharedcare model between ngualliative care specialists and palliative care specialists is
considered appropriate in supporting EoL patients and families with various levels of EoLC
needs. It follows that differentiated curriculum for various levels of spégia EoLC should be
developedin thephase Il Projec¢icourses of various levethiouldbe establishedsuch that basic
course should cater the training needs of all healthcare and social care professionaisorghile
advancedevel courseshould bedelivered toparticipants with high involvement in EoLCin

return, they will be expected to master the skills in providing specialised EoL psychosocial care to
patients and families with complex needs after completingdivancectourse.

2.18.4 Identifying the training needand optimizing training effects

Reviewing the findings from all the training programmes, the-rasting competence levels of
various domainsvere capped below 8 (out of 10) except for-selinpetences. On the other hand,
professional survey informed relatively higher training needs regarding community EoLC,
symptom management, EoL decision making, and psychosmiiélial care as compared to other
competence domainghese four domains, one is related to basic knowledgeliiC (community
EoLC), and three are practicelated.

However it is inappropriate to consider the seven competences as totally independent entities. The
competences are intdependent as manifested in our professional sufMeywugh conducting
caseconferences with NGO partners tine past three yearsur experience informed us that
improving communication skills is fundamental to the upskilling of aforementioned competencies.
The vital role of effective communication skills cannot be overlookedmportance was further
supported by our professional survey which showeddbmadmunication skillsvereintertwined

with the remaining competency domairnend thatit was also associated with higher job
satisfaction and sense of meaningfulness.

Concluing from the discussion above, we believed that there are still rooms for improvements in
all competence domains, bile sequence of delivering training on seven competences could be
reshuffled to optimisethe training effectsFor all professionals, biasknowledge and values,
particularly on community EoLC, s h o upbsitiveb e a
attitude towards EoL@ community settingsThe basic values should then be followed by topics

on selfreflection andself-care Although professionals showed relatively high-selnpetence in

5 Hospital Authority (2017). Hospital Authority Bttegic Service Framework for Palliative Care (p.63) Retrieved on May 18,
2018 fromhttp://www.ha.org.hk/haho/ho/ap/PCSSF_1.pdf
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death work in our findings, this part is fundamental as it facilitates professionals to reflect on their
readiness in engaging in EoLIEshould be followed bypractice domains. Communiaat skills
should be the first domaiiw be introduceéscommunication skillpenetratento all remaining
four practice domains. The domains of symptom management, psychagoctahbl care, EoL
decision making, and bereavement care should then bersliin relation to the communication
skills. Particularlymore effort should be made to offer progressiamings on physical symptom,
psychosociakpiritual care, and EoL decision makjstarting from the basics and proceed to more
advanced levelsgiven the relatively limited knowledge and skills on thesgnainsamong
professionals Regarding bereavement care, professiosfisuld be helped to review their
understanding on the topic, and thmeight be more ready to receive advanced traifamghis
topic.

29



2 Health and Social Caferofessionals

2.2 Professional Capacity Building in the Residential Care Homes for the
Elderly (RCHES)

2.2.1 Programme descriptions

This section reportthe evaluatioron an innovative initiativef the Hong Kong Association of
Gerontology (HKAG)to provide culturally appropriate trainirgn endof-life carefor staff in
residential care homes for the elde®CHES9. Between 2016 and 2018, through the JCECC
Project, the HKAG implemented EoLC in 38CHEs under 18 NGOs in the Kowloon East,
Kowloon Central and Kowloon West districesdopting the concept and practice of District Based
End of Life Care Professional Support to RCHE in the practice of Palliative and End of Life Care
in RCHEs, two of th@verarching goalef HKAG programme are to:

1 develop a culturally congruent, locally applicable and evidérased endaf-life (EoL)
care model for improving outcomes in care for the terminally ill elders in RCHESs

1 Serve 36 subvented RCHEs on delivering o care services and test out the district
based model

To this endcapacity building of RCHEs in EoL care was therefore implementestruttured
training programméasbeen designed to target all staff of RCHES, with two streams of education
tailoredto professional and neprofessional staff (frontline staff). This training programme was
developed on the premise that healthcare workers (both professional aptbfemsional) can
provide quality EoLC if education dronsite coaching is provide@oreelements of the training
programme for all staff include symptom control, ACP and Advance Directives (AD), legal and
ethical concern in decisiemaking at EoL, psychosocial and spiritual care, grief and bereavement.
Additional trainingwasprovided for pofessional staff to assess and manage symptoms. Training
was delivered using multipronged approaches such as lectures, workshops, skill demonstrations
and onsite coachingMoreover, sipportive attitudes and an empathic culture are essential for
deliveringquality EoLC, and therefore mindsghanging experiential workshopsere provided

to all staff in each RCHE before EoLC services are commefaedinuous support has also been
provided to RCHESs. @going onsite coachinghas beerprovided in the particiging RCHES
throughout the EoLC service implementation period in order to support staff in putting what they
have learnt into practice. Thigasactioned by a nurse and a social worker from the JCECC Project
team designated to eatbngarwi sketsitangf whot hoe
delivering quality EoLC.

Between 2016 and 2018, the HKAGsh#elivered 840 sessions of lecture training and talks to
benefit more than 2,000 managerial staff, professional staff and front line staff in RKIbIEs.
than 7,400 professional consultations, 1,306sibe support session, and around 246sibe
coaching sessiortgavebeen provided to RCHE staff.
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2.2.2 Evaluation Framework

The evaluation of the capacity building programmes inREBHEswas conducted through a
mixed-methods study which consists of three core studies: (1) benchmarkipgvision of
palliative andEoLC in RCHESs (2) evaluation on the EoLC knowledge ameddiness in EoLC
provision among trained RCHEs staff, and (3) qualitative studies (focus group -deg@tim
interviews) with RCHEs staff regarding their experiences with the training and EoLC
implementation in their RHEs Figure 2.13).

Benchmarking of provision of palliative and EolLC
in RCHEs

Quantitative

studies Evaluation on the EoLC knowledge and readiness

in EoLC provision among trained RCHEs staff

Focus groups and in-depth interviews with
RCHEs staff regarding their experience with the
EoLC programme

Figure 2.13 Evaluationframework of the capacity building programmes inRI@HES

Regardingbenchmarking, level of palliative anadEcare provision in RCHES were assessed by

an assessment tool developed by HKAG. The instrument consists of items on the background
information of the RCHE and 30 items &oL care divided into three parts, namelgllative

care (16 items)EoL car (7 items), and postmortem care (7 items). The assessmerd
conducted by 1 to 2 assessors througisimdocument review. Each item of the assessment is
rated by assessor with scale ranged from 0, 1a, 1b, 2, tabléArding to the degree of provision

of EoL cares. In order to compare the difference in the level of the care provision in RCHESs after
the programme repeated assessmemwereconducted for three timeat baselinebefore the
programme(To), one year (1) and two years (J after RCHEs joined therogramme Same
assessment tool is used far, T: and T.

ToassessRCHEst af f 6 s r e a d [EoL easesafter joining ta@grogrameme a 16-igem

validated questionnaifevas used to capture changd@$e questionnaire comprises three aspects,

namely willingness, capability and resilience. Each stafasked to complete the questionnaire

at the first activity of thggrogrammeas baseline (o), as well as one ¢J and two years (o) after

joining theprogrammefor comparison. Same assessmentwagused in b, T: and T,. To assess

the effectiveness of the trainipgogrammeé n enhanci ng st af fwésaskeknowl e (
to complete a set of questionon their knowledge regarding the training topaegore (o) and

6 Chan, H. Y. L., Chun, G. K. M., Man, C. W., & Leung, E. M(E018). Staff preparedness for providing palliative and@fnd
life care in longterm care homes: Instrument development and validation. Geriatrics and Gerontology International, 18(5), 745
749.
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after (Ty) joining the training session, as well as one year after the training sessioSgme
assessment tool is used if) Tr and T.

In order to collect qualitative data regarding HRE s staff ds experience
programme, between June 2017 and April 2018, the HKU research team conducted focus groups
and indepth interviews with staff of 16 RCHEs whicbhmpleted training providedy HKAG.
Managerial staff (superintendent, vegperintendent), professional staff (social workers, nurses),
and frontline staff (personal care worker, health worker) were the target participants in this study.
Focus groups were arranged for managerial staff and professional staff separatelydeptia in
interviews were conducted with frontline staff. Random sampling was adopted to randomly select
3 RCHEs from which frontline staff were recruited to participate-tdpth interviews. The HKU
research team facilitated the focus groups arakpth inteviews with semistructured interview
guidelines.

2.2.3 Findings from benchmarking of provision of palliative and EoLC in RCHEs

To and T data were collected froB2 RCHESs for comparison$dble29) . The proporti
decreased and the proportion of 626 increased
For the OEOL cared category, the proportion

improvement was the most salientinthd&e OL car edé category, foll owe
category.

For To, T: and o comparisons, data from 11 RCHEs were gatheFadlé 210). The proportion

of 606 kept decreasing and the prO@awii{li on of
comparisons According to the results of the pp®st comparisons, in general, the proportion of

06026 increased and t he imdicatipgomptovement irottie provisionofl e c r e
EOL care one year after the implementation of the profauatl the positive effects could be

sustained over two years. The figures imply that the project was effective in improving the
provision of EOL care at nursing home level.

Table 2.9 Level of palliative and EOL care provision in RCHEs-{k comparisons)
Palliative care | EOL care Postmortem care Total

To% | To% AT T,o6 | T,% [RRAIN T, | T, % AR T,% | T, % [
Diff Diff Diff Diff
0 333 | 2.7 BEEEE 38.8 | 3.6 ERRRCE 112 | 2.7 EECEE 294 | 2.9 BERES
la 5.1 33 -1.8 0.0 5.8 +5.8 1.8 | 2.7 BN 3.1 3.8 +0.6
1b 9.4 | 104 BEHN) 5.8 4.9 -0.9 6.7 6.7 BN 79 | 82 +0.3
2 51.6 | 820 PEX[FN 19.6 | 65.6 EEFIHNON 56.7 | 64.7 BEIHON 453 | 741 EEVARS
N/A 0.6 1.6 BEFMON 35.7 | 20.1 EENEYGE 23.7 | 232 BEOVE 142 | 110 |Eeechi
Number of RCHEs = 32
% Diff =% of T1 T % of To
0 = Neither had written guidelines/policies/procedures/mechanisms nor execution and documentation
la = Had written guidelines/policies/procedures/mechanisms but no execution or documentation
1b = No written guidelines/policies/procedures/mechanisms louéxecution and documentation
2 = Had both written guidelines/policies/procedures/mechanisms and execution and documentation

% %
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Table 210 Level of palliative and EOL care provision in RCHEs-{Tk- T2 comparisons)

Palliative, EOL and Postmortem care

To% T:1% T2% To-T1% Diff T1-T2% Diff To-T2% Diff
0] 29.7 4.8 4.5 -24.8 -0.3 -252
la 3.0 3.0 2.4 0.0 -0.6 -0.6
1b 5.2 15 2.1 -3.6 +0.6 -3.1
2 46.4 82.1 83.3 +35.8 +1.2 +36.9
N/A 15.8 8.5 7.6 -7.3 -0.9 -8.2

Number of RCHEs = 11

To-T1 Diff = % of Ti17T % of To

T:-T>2% Diff = % of To1T % of T1

To-T2% Diff = % Osz T % of To

0 = Neither had written guidelines/policies/procedures/mechanisms nor execution and documentation
la = Had written guidelines/policies/procedures/mechanisms but no execudimcuarentation

1b = No written guidelines/policies/procedures/mechanisms but had execution and documentation

2 = Had both written guidelines/policies/procedures/mechanisms and execution and documentation

224Fi ndings from quant i s@dparedesséoEalLlC dedliveryanth on st
knowledge in EoLC

Staff preparedness data were collected from 1003 professional and frontline staff from 33 RCHEs
for To-T1 comparisons {able 2.11). Pairedsamplest tests showed thahe mean scores of
willingness,competence and resilience significantly increased across professional and frontline
staff at .. The increases for level of competence were the most ob¥lates were also collected

from 209 professional and frontline staff from 9 RCHESs to compare trepapedness to deliver

EOL care in B, T: and T, (Table 2.12). Pairedsamples tests showed that the mean scores of
willingness, competence and resilience of professional and frontline staff were still significantly
much higher at Fcompared . As one of the key performance indicator, the HKAG programme
was found to enhance the competences of all ranks of RCHESs staff by 12.2% by the time of two
years after programme startdable 2.12).

Results showed that staff preparedness to EOL daligery improved one year after the
implementation of the project. And the positive effects could be sustained over two years. The
figures impled that the project could bettequip staff in terms of willingness, competence and
resilience in delivery EOkare at nursing home level.
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Table 2.11 Level of staff preparedness to EOL care delivery {1 comparisons)

To T1 : D between
Mean (SD) = Mean(sD)  MeanDiff 5 andT
Professional staff
Willingness =342 3.56(.57) 3.66 (.52) .096* ¢ 2.8%
CompetencenE344) 3.11(.58) 3.47 (.49 361+ ¢ 11.6%
Resilience (=344) 3.68 (.53) 3.82 (.47) 137 * ¢ 3.8%
Frontline staff
Willingness =651) 3.20(.64) 3.31(.60) .106*** ¢ 3.4%
CompetencenE643) 2.84(.67) 3.07 (.56) .229** ¢ 8.1%
Resilience (=659 3.48(.65) 3.63(.58) 153%* ¢ 4.3%
All staff
Willingness =993 3.29 (.68) 3.30 (.67) .102*** ¢ 0.3%
CompetencenE=987) 2.90 (.70) 3.24 (.58) 275%* ¢ 11.7%
Resilience 11=1003 3.51 (.66) 3.75 (.55) .148%* ¢ 6.8%

Number of RCHEs 33
MeanDiff = T1 Meani ToMean

Items were rated from 61 completely disagreeb6, 062
*p < .05by pairedsampleg test
**p < .01lby pairedsampleg test
*** n < .001by pairedsampleg test
Table 2.12 Level of staff preparedness to EOL care delivery{# T2 comparisons)
To T1 T2 To-T1  T1-T2 To-T2 Dbetween
Mean Mean Mean Mean Mean Mean ToandT:
(SD) (SD) (SD) Diff Diff Diff
Professional staff
Willingness (0=76) 3.56(.67) | 3.62 (.56)| 3.72(.53)| .058 105 | 163 | ¢ 4.5%
CompetencenE76) 3.16 (.71) | 3.44 (.58) | 3.49 (.46) | .279** | .048 |.327** | ¢ 10.4%
Resilience 1(=76) 3.70 (.59) | 3.79 (.51)| 3.83(.48)| .083 .048 132 | ¢ 3.5%
Frontline staff
Willingness (=128) 3.15(.63) | 3.31(.60) | 3.47 (.61) | .154** | .155 |.310"** | ¢ 10.2%
CompetencenE132) 281 (73) | 3.16 (52) | 3.19 (.64) |.348*** | .026 |.363** | ¢ 13.5%
Resilience 1(=133) 344(.74) | 368 (.60) | 3.66 (.63) |.241***| -026 | .217* | ¢ 6.4%
All staff
Willingness 0=204) 3.30 (.67) | 3.42 (.60)| 3.56(.59) | .118** | .137* | .255** | ¢ 7.9%
CompetencenE208) 2.94 (.74) | 3.26 (.56)| 3.30(.60) |.322** | 340 |.350"** | ¢ 12.2%
Resilience 11=209) 3.54 (.70) | 3.72 (.57)| 3.72(.58) |.183*** | 001 | .186** | ¢ 5.1%
Number of RCHEs 9
To-T:Mean Dff = T1 Meani To Mean
T1-T2MeanDiff = T, Meani T; Mean
To-T2MeanDiff = T, Meani To Mean
Items were rated from 61 completely disagreedo, 062

*p < .05by pairedsampleg test
**p < .01by pairedsamples test
*** p < .001by pairedsampleg test
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Staff knowledge data were collected from 1447 professional and frontline staff from 36 RCHEs
for To-T1 comparisonsTable 2.13). Pairedsampleg tests showed that the mean total score of all
training topics at Twas significantly higher than those at Th particular, the professional staff

i mpr oveme(nlt) @ n( #4h0e. &8%)p i a

achieved the greatest
(rr)ée
i mprovement in the top

i c 060

(white Zhe Zrémijline staff have the most obvious
(+40. 8 %) .

Data were also collected from 438 professional and frontline staff from 23 RCHEs to compare
their level of knowledge towards EOL care i T: and T (Table 2.14). Pairedsampled tests
showed that although most of the staff showed retention of knowledge received in the training,
there are fall backs in certain topics. For professional staff, in the topics

(N4 (-8.9%) a significant drop ithelevel of knowledge is noted. As for similar topics like
1 (-3.55%) a de@ase in

0 (I 1-24%) a(d
knowl edge is also note
1 (-0.36%) , a slight decrease in knowledge

d.
levelss aoted.

For

frontl i

ne staff

Results showed that the knowledge level of RCHE staff requires consolidation and reinforcement
after one year especially in the care of residents in late stage illnesses and in the final days.
Reinforcement can be achieved by on site coaching and furditeng programs.

Table 2.13 Level of staff knowledge towardsoLC (To-T1 comparisons)

To T1 Mean
Mean (SD) Mean (SD) Diff
Professional staff
\ AV (n=595) 2.70(.83) 353 (.67) | .830**
A "N Q () (n=550) 2.61 (1.03) | 368 (.62) | 1.065**
A "N Q (I (n=522) 2.48 (.87) 3.53 (.59) | 1.046**
" Q Ky (n=485) 2.86 (.88) 3.80 (.48) | .942**
T nNfu A1 (n=505) 3.15(.93) 3.65 (.65) | .495**
L N T (n=525) 2.76 (.77) 3.55(.71) 790r**
7 L, (n=478) 3.35(.71) 3.77 (.50) | .425***
Frontline staff
\ AV (n=852) 2.52 (.78) 342 (.73) | .900**
A "N oy Q (n=778) 2.72(.81) 3.64 (.70) | .916**
_ 1| N TN (n=746) 2.75 (.69) 3.54 (.67) | .792**
A TuzZAN o n 3 € (n=783) 161 (.81) | 3.16 (1.10) | 1.544***

Numberof RCHEs= 36
MeanDiff = T1 Meani ToMean
*** n < .001by pairedsampleg test
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Table 2.14 Level of staff knowledge toward®oLC (To-T1-T2 comparisons)
To T1 T> To-Ta
Mean Mean Mean Mean

(SD) (SD) (SD) Diff

Professionalstaff

\ AV (n=182)|2.76 (81)|3.53 (.67) 3.01(.85) | .775** =522+ .253*
A ) Q 0] 2.69 (.98) 3.80 (.46) 2.47 (1.02)1.108** | -1.323** -.215*
(n=158)
A "N Q (1 2.57 (.85)3.70 (.50) 2.51 (.80)(1.132** | -1.19%** -.059
(n=152)
" Q Ky (n=145) | 2.92 (.85) 3.86 (.43) 2.82 (.93)| .945** | -1.04T** -.097
T nfu 1 -~ 3.25(.90) 3.74 (.57) 3.45(.71)| .487** - 287** .200¢
(n=150)
_ L N 2.72 (.80) 3.60 (.67) 2.94 (.67)| .882** -.653** 229
T ~ (n=144)
7 L, (n=156) 3.44 (.64) 3.78 (.46) 3.38 (.72)| .346** -.397** -.051
Frontline staff
\ AV 2.66 (.78) 3.54 (.63) 2.82 (.82)| .881*** - 726+ .155%
(n=252)
A "N oy Q 2.75 (.74)3.71 (.62) 2.78 (.80) | .966*** -.938** .027
(n=256)
) L N 2.76 (.72) 3.49 (.66) 2.75 (.67)| .725** - 733 -.008
TN ~ (n=236)
A TuzZA on 1.56 (.85) 3.19 (.06) 1.57 (.74)|1.63F** | -1.623*** .008
3 € (n=236)

Number of RCHEs 23

To-T1Mean Off = T; Meani To Mean
T,-T.MeanDiff = T, Meani T; Mean
To-T2MeanDiff = T, Meani To Mean
*p < .05by pairedsampleg test

** n < .01lby pairedsampled test

*** n < .001by pairedsampleg test

2.2.5 Findings from qualitative study

One focus group with managerial staffiefocus graip with professional staff, and 6-ohepth
interviews with frontline staff were condudteThese staff have stayed in the programme for
more than a year. In the following, comments from the interviewed RCHE staff are summarised.

Perceived positive impacts of th&lKAG capacity building programme

From the discourse of interviewed RCHE staff, the impacts of the HKAG progamme, including
the training and theontinuous clinicakupportwere evident on several levels:
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(a) On the RCHEstaff level interviewed RCHE staff generalpgreedthat the HKAG training
programme haduccessfullypromotel empathy and EoL values identification amd®GHE
staff, which in turn enhancedt a dorhnditsient in providing quality care to residents in EoL.
Moreover, staff agreed that the training enhanced the knowledge of staff regarding EoLC,
facilitated the internalization of the importance of holistic care in,Emhd raised the
awareness on the importance of psychosespaiitual needs of residents HoL. In addition,

staff who identified strongly with the goals of the programme expressed promoted sense of
meaning in their work.

& 0v..¢ UE O v Aéyv.., +t° UMl kK éc¢ K

1 3 v soll N | Kw B3 7 4 | o(Professional staff)

@& ry L¢ Y. t Ap ob Kw Y X Y44 f

y nfYH’ family COr ¥ 1 KW 3 Yy 4

Wi 7 Kw’ Y Y Yy ’ K 7 YenN
Ty detail 7/ @ (Frontline staff)

@ VT..070 Y, £ oUN P G5 Y LA

3YC¢ YAwi oYH’ o . ~ "/ o(Frontline staff)

& A i 7 ... comprehesive/ 7 y EY ;e Y/
X U ¢ Wl QyH™ ... K ¢ gE v Y

| @ (Superintendent)

&L’ B3 SAJL Y. DA £ &Y programme Y g0 )%
I YZ sSA N 07 YT 4 KWBEV..r wArAKW =V
"6 0UY" KW B Y CF. REFLY ..oA. Ry Ycomplete oA Y
mission yv..a ... ar Ya o r | o (Frontline staff)
i YWyyv] é . o Y ¢ workshop Bp Y.. ¢
YH” | 0 (Superintendent)

(b) On the patient and family caregiver levielterviewedstaff, particularly front line staff who
had participated in the programme for a longer penaiceived that the programme had
reduced hospitaation of residents in their end of life, had helped dying residents to achieve
dignified end of life, increased quality family time between residents and caregivers, and
reduced the risk of complicated grief of family caregivers.
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o
S
it X/ AU A Y o LGY L K v aH
Re o6BYT... K ABYHV XCf..1n ol 0
| 1 %6 Wy Y . YHWé .l KW B%ecUWYK
w3 W | %6 WX .. Yév L O(Frontline
staff)
A7 ..sofar £ Z49q9 é v scheme ... Y H™ v v
9 Y X Uv sYv .. Kwr 203 o Y év.. JF
l 7497 .. v... 7 ¢wv~ 49 0 (Frontline staff)
A A% UWW Yk Xo 1 7 NB Y KW H L WEANLLD
Vv "] Q&% ¢ H Y ¥ x JGH e Yy
Y M | o (Frontline staff)
n el . TY L7 X O thank you card/ / yv .. é ¢
7 YKWEL, £ 1 e ey i LY Kweéew oy
BYJVv. R Y+ YWY Z A2 év ZelUEFV .. K Of
YZ L L 0 (Frontline staff)

(c) On theorganisttional leve] interviewed stafbbservedcertain changes in the atmosphere or
culture of the RCHE that they were workimy For i nsdwarcene sd adr 6rse s
autonomy was raiseafter joining theHKAG programme Moreover, they observed that staff
had become more proactive in engaging frail residents and family members in discussing AD
and their wishes Some suggested thaRCHE stafffamily communication had been
strengthened while others observedhanced teamwork after the introduction of the
programme

Av ...Z ...é Yy A, t F X DonsYws K

.. = SYHT [ T¢ xéYVv .. KWw. 50 kf
rsAY ... ow o YH Y +i 2~ 3 Z .. KW BéC¢
| 0O (Professional staff)
A~ A e A Y X KWF “ e U o Y~ A4 checkO
V.. x M [Gévyz X Kwv.. BYY pary £ 0é¢y 7

y # | 0 (Professional staff)
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A7 ...~ A so far o MYZ €N e @ YV ..o T L@
y EN f£#F #H L W Z €4 YVv.. Xcase 7 YY | X
case r 14 r 94 Y say byebyes Y HW 7 Z

.1 o(Frontline staff)

irA &1 Yv ..ol ..3..soundmind ¥ .KWf @& 1 4& Y~
v ADs /| o(Professional staff)

(d) Regardingthe collaboration with HKAG teaminterviewedRCHE staff generally perceived
strong supporfrom the HKAG EOL team regardingursing care andommunication with
family members of resident$his kind of support was usually described by the interviewed
staff as fAextra helpo.

g ( )’ ' oY N GO X t ). t_ 1 H A
Y A Y B4 [ o(Frontline staff)
fo Il X v T v OAY 2y . Y 1
.. YH” cor L.l HBAT o 7 0 (Frontline staff)

Perceivedchallengesn the implementation of EOLC in RCHEs

Notwithstanding the benefits the programme brought, interviewed staff perceived various
challenges for them to implement EoLC in RCHEs. Below are two core challenges that they
mentioned.

(a) Interviewed staff particularly frontline and professional staff, expressed needs for more
practical skills training and personal coaching in orddostertheir confidence in providing
directcare to EoL residents in the nursing home setting.

fi a g O+ BY v ...practical 1 k 9 Y

~ 0 (Frontline staff)

na J T3E€K wmw k€OYHW™  ww | Kw éGCJqgfF yv
La U =/ .. YECI "~ w S U p p @rorttlide staff)

(b) Stafffrom different ranks hadifferent views on the handling of critical situations. While there
was no mention on the role eéch party in decision making when handling critical situation,
for instance whether to send residents to hospital or not, frontline staff believed that residents
would stay in the RCHEs once they were enrolled to the service, whereas professional staff
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and managerial staff perceived that making this decision is still a challenge toathenmey
need a concrete guideline to follow in handling these critical situations.

- . o ~ -

Al K X: vyv.. fwév Y F g’ xY X V
W 19 YK 1+ 0~ e Tk g yn ¢ fv. 7
A Od 6V f£.6V.. ~ H™ g HE £ o i
lVv.., RxXvpoint 3 *v Y K .. T dév H
lv.. "V 1 7 ) ¢ Y... /| o(Professional staff)
i 2 Join Y6 " VYH B LSCWw/ Y y
I tCE .. Y A o S uw o
(Frontline staff)
i~ U X iy L0 i é Y. critcal ..Y2" 2V
AL ~ clinicaly H”™ professionalstatf z ~ 'H [ P> kY
judgeB Y oYN Qi Yk ¢ T[]~ > Uk 0
(Superintendent)

It should be noted that these interviews were conducted betweezOdiicand April 2018 so that

it might fall short of presenting the latest scenarios of the programme implementation at the Project
end. Indeed, these findinggerediscussed with HKAG shdyt after the completion of interviews.

It was noted that HKAG had also been developing new strategies in helping RCHEs with the
identified challenges.
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2.2.6 Key Performance Achievements

Table 215 andTable 216 show the beneficiaries and key performance achievements of HKAG
capacity building programme in RCHESs. Overall, the results suggested that the capacity building
programmehadachievel the targeted performance.

Table 2.15 Outputs ofHKAG capacity buildingprogramme in RCHES

Actual output up to Dec Achievements
31,2018
Number of participated homes 36 100%achieved
Number of professional and frontline staff 2256 113.9%achieved
trained

Table 216 Key performance achievements of HKAG capacity builggnggramme in RCHES

Key Performance Performance oHKAG capacity building programme Achievement$
Indicators in RCHES’

1 | Health care Changesin EoLC competencedetween 122%
professional of differen| programme start and two years after programme | achieved
levels will have a 10% | implementation amongall RCHE staff (p.34)
increase in sense of 1 RCHE staffparticipating in the HKAG
competence in EoLC programme reported a 12.2%erease in
competence two years after enrolled in the
programme

2.2.7 Lessons Learned and Future Plan

Thecurrent findings suppatlit he ef fecti veness of HKAG prograr
performance in palliative care, EOLC armbpmortentare provisionMoreover, RCHEs staff who

had received EoLC training in the HKAG programme reported significantly increased willingness,
competence, and resilience to deliver EoLC at nursing home [Bveteimprovements were

evidenta yearafter joining the HKAG programme, and were maintaireer two years after

joining the programmeEvaluation on EoLC knowledge gained also suggested that the training

was effective in improving RCHE staffés wunder
including boosting sessions or clinical coachmgght be needed tmaintain theknowledge
acquisitionamong staff. Theesultsfrom the focus groups and-depth interviews concurred with

the quantitativefindings that RCHEs staff perceived benefits broughobut by the HKAG
programmeon various level$ on staff (enhanced knowledge, competences and values in EoLC),

on patients and families (increased quality family time and reduced hospitalisatidioy; the

RCHEs as a whole (integration of EoLC valueslder caregnhanced espect f or r es
autonomyimproved communication on elder care and with family members). Overall, they found

the programme meaningful bileyexpressed needs farore clinical coaching and practical skills

7 All % changes were calculated by the formula: (new valugd values)/old values.
8 KPI achievements were calculated by: % changes in the KPI obtained/targeted % changes
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training in order tgrovidedirectcare to dying residentd handle crisisore confidentlyNew
measures to reinforce knowledge and skills acquisition are needed.

Informed by the phase | evaluation, the future plan of the HKAG capacity building programme in
the next Jyears are summaad below:

1 Extending the EoLC service to 12 more RCHESs, altogether 48 RCHEsS;

1 Establishing a validated quality standard to develop an accreditation tool on quality of EOLC
in RCHEs;

1 The tailored EoLC training programmes had been effectnee gained high regard from
RCHE staff. The training programmes will be offered to RCHEs that newly joined the
programme; and

1 Developing and delivering advanced EoLC training programmes foipstdicipating in the
programme
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3. RESIDENTS AND FAMILIES IN
RESIDENTIAL CARE HOMES FOR THE
ELDERLY

3.1 Programme Descriptions

The background of the HKAG EoLC programme in the RCHESs has been introduced in Chapter 2.
The HKAG programme is primarily a capadiyilding programme with an aim to upskill RCHEs
staff to provide EoLC. Apart from the two goals mentioned in Chapter 2, the HKAG programme
also aims to improve the quality of life and reduce medical servicsatibh of frail residents in

the RCHEs who re facing the end of life. This chapter reports the evaluation findings on the
effectiveness of the HKAG programme in achieving this goal.

In order to reach this goal, the HKAG established a Didhasted Professional support tearol(E
Team) which formedby EoL Team Nurse and Social Worker to supfeot.C implementation in
RCHEs. TheEoL Team provided regular visits to RCHES, provide coaching to RCHE staff and
assisted them to follow a standardiZsol C protocol that was developed by HKAG to guide the
EoLC service in RCHE. Concretely, ool Team Nurse was designed to serve 4 RCHEs,
whereas onEoL Team Social Worker served 12 RCHEs. They provide assessment and counseling
to residents and their family members, and enhance community with the medicalrtéampport

front line and professional staff of RCHES in delivery of palliative and EoL care.

Moreover, a comfortabl&oLC Room furnished with homkke environment and necessary
medical equipment was prepared in each RCHE. Apart from routine careqar@ddording to
protocol, individualized care of residents in final days, supportedEbly nurse, private
Geriatricians and private night nurse 24 hours a day was also provided to RCHEsLTIream

did not provide service on their own, they collaborat#ti the RCHE staff, and the CGATs and
the parent medical team in hospitdlae project ceoperated with the respective regional hospitals
and six CGATSs of the Hospital Authority in Kowloon East Cluster, Kowloon Central Cluster and
Kowloon West Cluster tprovide professional medical support to the residents in participating
RCHEs.

Apart fromEoLC, the HKAG programme also promoted Advance Direct{(¥d3) and Advance
Care PlannindACP) in the RCHEs. They promote@iD to residents with a sound mind, and
promoteal discussion ofACP to family members of residents with advanced demeStating
from the 3rd yeaof the programmeheEoL servicewasextended to elderly participanisth life
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limiting conditionswho mightbenefit fromearly identification anaarly engagement iACP.

This change was made because it was found that family members usually need much time to reach
aconsensusontmLCc hoi ce of residents. These particinpg
notyet inEoLC services.

By the end of December 2018, the HKAG programme has served 384 residents, including those
admittedtoEoLCand t hose i n t h.dhefpregragnmehasratbentfited moaeg e 0
than 2,000 family members. TE®L Team has conducted more than 1,100 visit&\foP, above

5,000 times of visits for symptom management, more than 4,800 sessions of counselling, and more
than 2,800 times of psychosocial support to family members.

3.2 Evaluation Framework

I n order to evaluate the patients and family ¢
programme in RCHES, a quantitative study was uBeplire 3.1 showed thestudy design of the
evaluation.

Quantitative Dath edical |
Evaluation studles | Pre-postclinical assessments on patients & family | | 205 b
Merbers | service utilisationof |
deceased patients
RCNE vesndrms Famuvy caregwers Collection ot

medical service

Study — utilisation in the
design last 3 months of
life of deceased
patients, and
comparison with
reference data in
Hong Kong

Figure 3.1 Evduation framework on RCHE residents and family
caregivers enrolled to the HKAG ewndHlife care programme in RCHEs

3.2.1 Outcomes

Two different packages afinical assessmembols were designed for residents with dementia and
those without dementia respectively. For residents with dementia, Symptom management at the
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endof-life in dementia scale (SNEOLD)® was used to measure symptoms, while Bedford

Al z hei med Sevehitybubscale (BANS)°was used to assess resi
dementia. For residents without dementia, symptom severity was measured with Edmonton
Symptom Assessment Scale (ESAS)hile functional levelwas assessedith the Barthel

Index'2. For evaluation purpose, the HKU research team collected two time points of data, with

the first one being service intakepf Bind the second one after receiving service for 6 monihs (T

A 6-month interval was chosen because the functional assessmerBlN.$-S and Bl) were

conducted at a halfear interval, so that data on all assessments would be available only at a half

year intervallt should be noted that physical functiemot considered an outcome indicator but

a control variable insteadt senes to reflect the impacts of course of disease on the residents
across timeThe EoLC aims to reduce distressing symptoms but it is unrealistic to expect the
interventions will improve physical function among a group of severely dependent older adults

who are dying.Regarding family members, the modified Chinese version caregiver strain
inventory C-M-CSI) was adopteddssessment time points were at service intakgdid after 6

months of service (1. Table 3.1showed an overview of the assessment tools.

Table 3.1 Measurements used in the evaluation of HKAG EoLC in RCHEs

Residents with dementia Residents without dementia
Outcomeon | Symptom Management at the Endof-Life | Edmonton Symptom Assessment Scale (ESAS
residents in Dementia Scale (SMEOLD) [0-45] [0-80]
9 Higher scores the better the symptom{ § Lower scores fewer symptoms
are being controlled
Control Bedf ord Al zhei mer-06s| Barthel Index (Bl) [0-100]
variable Subscale (BANSS) [7-28] 1 0-2 Totallydependent; 260 Severely
91 Higher scores poorer the function dependent; 690 moderately dependent;-91
99 Slightly dependent; 100 Totally
independent
... Famiycaregvers
Outcome on C-M-CsI [0-26]
caregivers Higher scores morearegivingstress
3.2.2 Impacts

In order to evaluate the impactee medical service utilisation of deceased residents in HKAG
programman their last 3 months of lifevas compared to that of deceased-efilife patients in

2015 in Hong Kong collected from the Hospital Authority. Thigioality of HA data will be
further explained in Chapter d€ction 4.2. Specifically, he number of hospital beddays and A&E
admissiorwere compared. It is believed that the programme would reduce hospital admission of
EoL residents.

9Volicer, L., Hurley, A. C., & Blasi, Z. V. (2001). Scales for Evaluation of ®fidlife Care in Dementia. Alzheimer Diseases

and Associated Borders, 15 (4), 19200.

Oyvolicer, L., Hurley, A. C., Lat hi, D. C., Kowal I , N. W. (19
Journal of Gerontology, 49, M223226.

11 Bruera, E., Kuehn, N., Miller, M., Selmser, P., & Macmillan, K991). The Edmonton Symptom Assessment System (ESAS):

a simple method for the assessment of palliative care patients. JouPadllaifve Care, 7,i®.

12 Mahoney, F. I., & Barthel, D. (1965). Functional evaluation:Baethel Index. Maryland State Medical Journal, 14636
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3.3 The Sample

3.3.1 Demographics

Between 2016 July and 2018 December, data on 158 cases admitted to the HKAG EoLC
programme were submitted to HKU. These participants were enrolledEolli@services of the
programme (not engagement stage), and were recruited from &2difRCHEs. The number of
participant(s) recruited by each of these RCHESs ranged between 1Tahl8.3.2 summarised

the demographics of the participants and their family caregiver.

Table 3.2 Demographics of RCHE residents and family caregivertK AG EoLC programme

__Freq. (%)/Mean (SD

Residents (participants) 158
Age 90.3 (8.15)
Gender (Male) 32 (20.3%)
Religion

No religion 74 (46.8%)
Christian 32 (20.3%)
Catholics 16 (10.1%)
Daoist 10 (6.3%)
Buddhists 16 (10.1%)
Traditional Chinese folks 17 (10.8%)
Education
llliterate 69 (43.7%)
Have received education 38 (24.1%)
Primary school 21 (13.3%)
Secondary school 14 (8.9%)
Tertiary education or above 1 (0.6%)
Marital Status (8 missings)

Widowed 110 (69.6%)
Married 31 (19.6%)
Single 8 (5.1%)

Financial source (Major) (17 missings)

Family support 39 (24.7%)
Pension 3 (1.9%)
Savings 1 (0.6%)
Old age allowance 19 (12%)
Disability allowance 12 (7.6%)
CSSA 67 (42.4%)

Dementia (Yes _ 131 (82.9%)
Age (58 missing) 57.13 (12)
Gender (Male) 16 (23.2%)
Frequency of visiting the resident per week (10 missings) 3.14 (2.419)
Relationship with the resident (5 missings)

Adult child 111 (70.3%)
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Relatives (Mostly niece/nephew/adopted child etc.) 20 (12.7%)
Spouse 9 (5.7%)
Daughter/Sofin-law 8 (5.1%)
Grandchild 3 (1.9%)
Sibling 1 (0.6%)
Friend 1 (0.6%)

Overall, the mean age 468 residentsvas 90.3 (8.15) yeaisld, with majority of them being
female (79.7%), and over twbirds are widowed. Regarding major source of finance, over 40%
were relying on CSSA, followed by receiving family financial sup@4t7%) old age allowance
(12%), and disability allowance (7.6%). Not surprisingly, majority (82.9%) of tlessdentsvere
suffering from dementia.

There are considerable amount of missing data regarding the age of family caregivers.
Nonetheless, the relationship of these caregivers with the participant suggested that over 70% were
adult child of the elderly participants. It is legitimate to assuraertiajority of these caregivers

are in their middle age. The mean frequency of visit by the caregivers is 3.14 (2.419) times per
week. Indeed, among the 148 responses, only 13 (8.8%) replied none regarding their frequency of
visit per week, while all othdamily membersisited the participant at least once in a week.

3.3.2 Disease groups

Unknown, 3,

. 2%
Diabetes
mellitus, 3, 2%
Chest disease,
3,2% e L
ch:l ;l:;ease. /e Cancer, 45,
v - 28%

Stroke, 4, 3%
Dementia,
3,2%

Hypertension, -
75, 47%

Figure 3.2. Major diagnosis (N=158)

Hypertension (N=75, 47%) was the most common major diagnosis received Bsithents
followed by cancer (N=45, 28%) and hediseases (N=18, 11%lrigure 3.2). Majority of the
residentswere suffering from comorbidities, among them, 130 (82.3%) were diagnosed with 3
diseases, 19 (12%) with 2 diseases, and only 6 (3.8%) regorggemajor diagnosis. Those who
died (N=86) alsdhvad hypertension as major diagnosis (47.7%), followed by cancer (33.7%), and
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heart disease (11.6%). The disease distribution was similar among residents who have already
passed away and those who were still alive by December 31, 2018.

3.3.3 Serviceduration

Up to December 31, 2018, 86sidentshave passed away, the mean service duration was 4.99
(5.646) months. When all participants are considered, the mean service duration up to December
31, 2018 for all 158 participants was 6.79 (6.350) mdatfiie range of service duration was
between 0.07 and 28.33 months.

3.3.4 Assessment completion rate

Among participants with dementia (N=131), 60 (45.8%) were able to complete both the intake
assessment (J the assessment after 6 months).(Regardingparticipants without dementia
(N=27), only 13 (48.1%) were able to complete the assessment after 6 mapttestif&r fully
completed or partially completed.

3.4 Key findings

3.4.1 Baseline results

In order to understand the conditions of residéytthe time of programme admission, the baseline
results of all participants were shownTliable 3.3. Not surprisingly, the baseline results on Bl and
BANSS both suggested that the participants were severely depeRigarding baseline
symptom severitythe findings on ESAS and SMEOLD suggested that the admitted residents did
face certain degree of distressing symptoms. When it comes to family caregivers, they were found
to report relatively low caregiver strain (mean=2.98) when compared to their iqEarhire the
community(mean=12.28in section 4.3.p Although these caregivers had frequent contact with

the residents (around 3 days per week), due to the fact that most physical care and IADL support
were provided by RCHESs staff, certain items in tRI€CSI might have become irrelevant to this
group of caregivers.

Table 3.3. Baselingesults of RCHE residents and their family caregivers

N Freg. (%)/Mean (SD) |
BI(0-100) 26 35.77 (29.110)
ESAS (080) 25 20.88 (14.669)
BANSS (728) 131 22.13 (2.952)
SMEOLD (045) 102 40.47 (6.424)
Caregiver strain Index {R6) 153 2.98 (3.716)

13 Service duration for deceased duration was calculated by deathaiste start date, whereas the formula for active cases is Dec 31, 2018
case start date.
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3.4.2 Changes in residents with dementia

Figure 3.3 showsthe changes in symptoms and physical functions of residents with dementia
between service intake and after 6 mordhservice. Although 60 residents have received two

times of assessments, due to missing data, the total number of cases varies across indicators. The
findings suggested that residents with dementia experienced a significant improvement in overall
symptomscore by 8% as measured with SMEOL®x.01). When individual symptoms were
examined, residents showed significant improvements in shortness of breath, depression, and
agitation p<.05 top<.01). There were also marginally significant improvements in roedm

anxiety and resistiveness to care. Regaraingctivephysical function assessed with BANSS,

there was no significant change observeR.e si dent s6 functi onal per fc
(22.56/28 at 6 months) but almost the same as baseline (22.62).

Overall SMEOLD (N=45) Changes in SMEOLD items across 6 months (N=46-60)
ok 1, * ; A\ ;
Protiems  ** AN 8% Prab«*e:; $? 3% 13% ¢ 11.4% 7. 8% * 3.7% 9 4% 9.5% 10%,
d fmanag
40
d
30
3
20
2
10 . 59%
o
SMEOLD sum [0-45] o
(N=45) & O
ﬂ‘“ 5 |;\ ?6‘- ."'\? Q“FF
ps;_'i} oF Q&Q‘ o Qg:;':"
&
= W intake M After & months ap<.1; *p<.05 ** p<.01

Figure. 3.3Changes in outcomes among RCHE residents who were suffering fro
dementiaafter 6 months
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3.4.3 Changes in participants without dementia

Figure 3.4showsthe changes in symptoms and physfoaktions of residents without dementia.

The findings suggested thadfter 6 months in serviceesidents without dementi@porteda

significant reduction in overall symptom score by 47% as measured with EBAR)X. When

individual symptoms were exaned, residents showed significant reduction in pain and sadness
(p<.05). Regardingbjective physical function assessed with Bl, there was also a significant
reductionafter6 months suggesting residentsd6 phySheseal f ut
findings suggested that while these residents were approaching death and experiencing significant
deterioration in their functional performance, their distressing symptoms, particularly pain and
sadness, were successfully controlled under the ssreicthe HKAG programme.

Overall ESAS (N=13) Changes in ESAS items across 6 months (N=13)
Severity of * * 47% Severity of ¥
problem problem
37%
21.23 5;*55_1% L TN
20 4 369 3.85 38.3%
73, 2‘}6
3 25 4%
l BS B5
10 2 1.62 IDD“«E. 1 77
1 El EE
] 0
ESAS sum [0-80] Pain energy disgust Anxiety  Tiredness  Appetite  Shortness
[N=13] of breath
W Intake ™ After 6 months *p<.05

Figure. 3.4Changes in outcomes after 6 months among RCHE residents \
were not suffering from dementia
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3.4.4 Changes in family caregivers

For family caregrers, 57 of them completed both intak&sessment and. &ssessment upon 6
months in service. Caregivers experience marginally significant reduction in their caregiver strain
(p=.055)(Figure 3.5). A 14.2% of reduction in caregiver strain was recorded.

Caregiver Strain (N=57)

aw14.2%
2.74

2.5

ap<.1
Caregiver Strain Index

W Intake W After b months

Figure. 3.5Changes in caregiver straafter 6 months

3.4.5 Impacts

Up to December 31, 2018, 37 deceased residents had retrievable data on medicalifiesatioa

in the last 3 months of life. A compson of their medical service ugétion with CDM sample
suggestedhat deceased residents in the HKAG programme had 13.25 fewer hospital beddays and
0.33 fewer A&E attendancéBigure 3.6).

| CDM (N=13783) ® HKAG RCHE programme deceased patients with retrievable data (N=37)

40 2
1.79
A # 03 Mimes

30 28.9 15 1.46 384

L}

1A B13.25days

! 45.8%
20 A 8458 1

15.65y
10 0.5
0 0
LOS ARE

Figure. 3.6 Comparisoron medical service utilisation in the last 3 months of li
between deceased residents in HKAG programme and the CDM sample
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Further to the findings above, medical cost saved among these 37 deceased patients was
estimated with the following equatidf

‘m®™ mrwrog¥ Fpirprag¥ growfubegc dprc | >rOEerg Fy
WET OLAIQEIIQQO LT WOQUE ¢ V WA Qi WQ
WET OLVRE 6 QQODHO 0 QE QOhE ©Q
p& v thov mM® o plv wm O X
h h

Table 3.4 further showsthe estimated total medical cost saved by the HKAG programme by
extrapolating the medical cost saved to all 384 participants sertlbd pygogrammeThe potential
medical cossavedf the serviceswvere provided to all RCHE residentsth EoL issues whmay
choose to receivEoLC, was also estimatedihe estimated medical cost saved by all 384 RCHE
residents in the HKAG programme was2hillion (HKD 25,361,741)The programmenight

save HKD 449 milliormedical cost if made territonyide.

Table 3.4 Estimated medical cost saved by the HKAG EoLC programme in RCHEs

(A) (B) (C)

Medical cost Projected Potential medical cost saed if the

saved per medical cost programme was provided in Hong

participant saved by the Kong territory -wide

in the HKAG programme

EoLC Assumptions:

programme  § Extrapolating § 46,000 deaths/year in 2016

in RCHEs the findings § 30,000 deaths among older adults
from 37 caused by cancer or chronic disease

patients to all § 21,000 (70% of above) requires EOL
384 patients care per WHO®
in the § 17,000 (>80%) choose EOL care pe
programmes JCECC public survey

1 6,800 (40%) were elderly home EOL

=

patients
Formula 52,696,4987 (A)i 384 (A)i 6,800
Estimated HK$ 66,046 HK$ 25,361,741 HK$ 449,112,800
cost saved 25.4 million 449 million

14 The medical cost saved by the 2#dceased patients was estimated by the differences inA&¥Sattendanceand ICU
beddaysetween the 221 deceased JCECC service users and the CDM sample multiplied by cost per patient day in acute &
convalesce wardost per A&E attendancand cost pepatient day in ICU. The costs for acute & convalesce ward and A&E
attendancstated in HA Annual Report 2012018 were taken as references
(http://www.ha.org.hk/ho/c@comm/AR201718/eBook/en/index.html#p=31®hereaste charge on intensive care unit (ICU)

per day for noreligible person in 2018, which is 24,400, was assumed to be the cost of ICU per patient day
(http://www.ha.org.hk/visitor/fees_and_charges.asp?lang9ENG

15World Health Organization (2014). Global atlas of palliative care at th@glifé. London: Worldwide Palliative Care

Alliance.
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3. Residentsand Familiesn Residential Care Homes for the Elderly g,
3.5 Key Performance Achievements

As mentioned previously, the HKAG programme has reached 384 residents with EOL issues
(Table 3.5). The number of elderly beneficiaridgl not meet théargetbecause it was found

that much timavas generally needed by family membtragree on the decision to participate

in theEoL service. Gten, the chance to receiveoEC servicewasmissedasthe condition of the
residentfurther deterioratedrlo tackle this challengehe programme hasxtendedhe servicdo
elderly participantsvith life limiting conditionswho might benefited frorearly identification

and communicatioon ACP. Regarding kg performance indicator achievemerite HKAG
programne were able to achie\al of the key performaceindicators (KPIs)Table 3.6).

Indeed, the outcomes greatly exceeded the target set in the key performance indicators, which
had been set atralativelyconservative level at the beginning of phase | Project. In phase II
Project, the target in KPIs can be adjusted to gauge a meaningful level of achievements.

Table 3.5 Outputs ofHKAG EoLC programmeén RCHEsS
Actual output up to Dec Achievements

31,2018
Number of participating elderly 384 86.5% achieved

Table 3.6 Key performance indicator achievements of HKEGLC programmen RCHEs

Key Performance Performance oHKAG EoLC programme in RCHEs | Achievement¥
Indicators 16

1 | A5% increase in Changesin symptoms of residents between service| 316% achieved
quality of life of intake and 6 months after service
patients 1 Residents with dementia showed 8%

improvements in symptoms 4%) while residentg
without dementia showed 47% improvements |
symptoms (f20). With aconsiderationhat
residents with dementia constituted 80% of
HKAG programme participantsyeighting
factors of 0.8 and 0.2 were applied to the chan
in residents with dementia and those without
respectively. Theveighted average obtained is

15.8%.
2 | A5% increase in Reductionin family caregiver strain between 284% achieved
quality of life of family | service intake and 6 months after service
caregivers 1  Family caregivers reported 14.2% of reductior]

caregiverstrain after 6 months in service §f)
3 | Reduction of 2 days of| The reductionin hospital service utilisation in the | 343% achieved
hospitalsation as well | last 3 months of lifecompared to CDM data

as 5% A&E 1  Deceased residentstime HKAG programme

admission in the last showed a reduction of 13.285.8% reduced)
months for patients hospital beddays and 18.4% reductioM&E

receiving the services. admission in the last 3 months of |{{g51)

16 All % changes were calculated by toemula: (new values old values)/old values.
17KPI achievements were calculated by: % changes in the KPI obtained/targeted % changes
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3.6 Learnings and Implications

3.6.1 Effective in promoting quality of life of RCHE residents facing EoL issues

The findings proved that tHeKAG EoLC progammdan RCHEswaseffective inimproving the

quality of life ofresidents with EoL issues. From the findings on both residents with dementia and
thosewith asound mindsignificant improvements were reported in both physical distresses and
certain psychological symptomssch as sadness and anxiety (8% reduction among residents with
dementia, and 47% reduction among residents with normal cognitive afilig¥ample size of
nonrdemented residents might be too small to abowadgeneralizatiorof the findings however,

given that these residents provided direct responses to the assessments, the results generated from
them have the advantage of being objeclivéid provide strongupport to the efficacy of service

in relieving both physical and psychological distresses of the residents in face of significant
deterioration in physical function. Regarding family caregivers, findings suggested a desirable
change in their caregiver strain as measured by the Chinese modified caregiver strain #vilex (C
CSI). The change was marginally significahihe irrelevant items in ®1-CSl in the caregiving
context for family caregivers in RCHEs might have limited the seitgitf the measurement.

3.6.2 Effective in reducing unnecessary medical service utilisation

The HKAG programme was also found to be effective in reducing unnecessary medical service
utilisation ofresidentdn their last 3 months of life. A reduction of 13.25 beddays in acute and
convalesce wards, and 0.33 times of A&E admission per patient were recvtiemh
extrapolating this to all 384 residents in the HKAG programme, the programme was estimated to
have educed the use of hospital beds by 5088 days, and A&E by 126.7 times, while the involved
medical cost reduced would be 25.4 millitinvas estimated that the programme would save HKD
449 millionmedical cost if made territonyide. One limitation in usinghe CDM data to compare

with the findings from HKAG programme should be noted. As we were unaldertofy RCHE
residents from the CDM sample, the CDM diateolvesboth patients residing in the community

and those from RCHEsyith a high possibility tht the former being more representative
Nonetheless, the finding of reduced hospitalisation echoed with the observations of RCHE staff
who were interviewed in our qualitative stu@h@pter 2).

3.6.3 Future plan

Similar to the future plan mentioned $ection 2.2.7the HKAG programme would be extended

to 12 more RCHEs, althougther 48 RCHEs in order to benefit more RCHEs and their residents.
They will also pilot the implementation of Distibased EOL care operation model to support
EoLCin RCHEs in thesame districtMoreover, HKAG willengage Hospital Authority to develop

an agreed communication flow and collaboration model with medical teams and CGATs from
hospital in order to provide seamless care to residents in end of life.
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(5

BT

However, since the HKAG EoLC programme in RCHES is a complex interveth@mvolve

multiple parties providing different aspects of support during the service period (e.g. HKAG team,

RCHEs staff, and CGATSs), a mixedethod research was suggested in otdenvestigate the

outcomes, process, and impacts of the programme more thoughtfully. In phase Il project, the

following advancements evaluation framework on HKAG programme were recommended to
improve the rigor of the evaluation:

1. Aligning core outcme measures and time frame on collecting medical service utilisation data
between thecommunitybased EoLC programmeasnd the HKAG programme to allow
meaningful comparison;

2. Collecting service records to understand service delivery process, allow explooétio

effective service components, and estimate the professional input per case;

Conducting satisfaction survey with residents and family caregivers;

4. Conducting indepth interviews with residents and family caregivers to solictejth
information on sarice experiences.

w
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4. Patientsand Familiesn the Community

4. PATIENTS & FAMILIES IN THE
COMMUNITY

4.1 Programme Descriptions

Four NGO partners in the JCECC pragjec i ncl uding St Jamesd Set:
Hope Christian Service (HOH), Hong Kong Society for Rehabilitation (HKSR), and S.K.H.
Holy Carpenter Church District Elderly Community Centre (HCCDEQ{&\eloped four

discrete innovative communityasedendof-life care (EoLC) modelsThese models of care

serve patients aged at least 60 years of age, who have been diagnosed with an incurable disease,
and who have a prognosis of six months or [€kge common features of all service models

are the strong edical social collaboration where each NGO collaborates with one or more
public hospital(s) in serving the patients ameir family members, and an emphasis on psycho

social care, family care, and respect for choice and autoribmecommon care component

and service components specifierh service model were summarizedable 4.1. In short,

there are six common foci for all four models: (1) Practical support, (2) symptom management,

(3) psychosociaspiritual care, (4) Family communication, (5) ewfdife decision making,

and (6) bereavement caFaurther details on the service componentsaich service model will

be elaborated in the by programme sec{g@ttion4.6).

Table 4.1 NGO Innovative community EoLC service models

SJS HOH HKSR HCCDECC
Programme Cheering@Home HospiceatHome fiLi fe R¢ AHospi
Endof-Life Care Endof-Life Care Fami | y 0O
Services Services Care Support
Services
Service Model Family capacity Enhanced Non-cancer Community
building model communitybased patient capacity capacity
health care model building mode  building model
Common care Practical support, symptom management, psygdwial spiritual care,
components communication, endf-life decision making, bereavement care
Special - Family approach - strong nursing - EoLC for non - Volunteer as
interventions - Cheering support and cancer patients life companion
activities with an ~ personal care in  at home closely
objective to bring  home - Empowering supported by
happiness, bliss environment patients and case manager
and joy to - strong focus on  family in - Regular case
patients and advance care symptom sel conference
caregivers at planning management with palliative
home skills care team
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4.2 Evaluation Framework

There are three overarching objectives of this evaluation:

1) To evaluate the effectiveness of the four sermaelels as a whole, in terms of outcomes
and longetterm impacts;

2) To identify effective intervention components by evaluating individual model,

3) To consolidate a unified community EoLC model based on the evidence generated from
the evaluation.

To achieve thse objectiveg common evaluation framework has been develapddapplied

across the four modelg-igure 4.1). Two levds of evaluationwere caried out: outcome
assessment and impact assessment. Outcomes are immediate effecéermidbenodelsn

patients and family caregivers. On the other hand, impacts are the distal effectseoVites

It is expected thahe service modelwill help reduce unnecessary medical servicesatilbn

of patients and thus affect the cost in medical care in tigerlan.To capture outcomes which

may otherwise be missed in a purely quantitative approach, mmeg#abds study design was
adopted in this evaluation. Patients and caregivers were selected with systematic sampling
method for indepth interview.

INPUTS OUTPUTS OUTCOMES IMPACT
(Proximal Effect) (Intermediate Effect) (Distal Effect)

Patients: Patients and Family
~Quality of fife: carers:

Physical, Psychologieal | - unnecessary health
and social health and soclal care services

Family Carers: Community:
-Caregiver strain -Cost effectiveness of
-Complicated Grief service

Family relationship

Quantitative studies | pre_post followup clinical assessments with patients | Data on medical
& family members service utilisation of
deceased patients
Patients Family caregivers

-
TO assessment (inta TO assessment {intake)

) Collection of
Study design —
y desig W inedical sévice

T2 assessment (3-month) T1 assessment (3-month)

utilisation in the last
6 months of life of
s::;ms e deceased patients,
and comparison
with reference data
in Hong Kong

12 assessment {2 months
post patient’s death)

Satisfaction Survey with patients & family members

Qualitative study In-depth interviews with patients & family members

Figure 4.1 Evaluation framework on the NGO community EoLC models
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4.2.1 Outcomes
There are two levels of outcomes: objective outcomes and subjective outcomes.

Objective outcomesere assessed with a gvestfollowup clinical assessment conducted on
patients and caregivers using standardised measurements. Quality of life of patients, and
caregiver strains, family relationship, and grief of family caregivers were assessed. The
Integrated Palliative Care Outcomes Scale (IPOS) was used to measure the physical symptoms,
emotion, practical concerns, perceived family anxiety, barriers in sharing feelings with family
members, and information needs of patients. Regarding family mentie@hinese modified
Caregiver strain Index (®-CSI)!8 a single item on perceived intimacy with patient, and the
Chinese Inventty of Complicated Grief (ICGY were used to measure the expected direct
outcomes on caregivers. Moreover, as a generic outcome on caregivers, the holiseingell

of caregiver was assessed using thigedh integrateebody-mind-spirit scale. This scale
measur es c aperegged physical fealth, eeindtional health, life satisfaction, and
spiritual health. Apart from these outcomes, demographic information of patients and family
caregivers were collected at baseline. In addition, caregiving conditions including the number
ofhor s per week that <caregivers provided car e
support from other family members on caregi\
were collected as control variables. Both patients and family members sgessed at three

time points. For patients, at service intake) (I month after service (), and 3 months after
service (B). For family membrs, at service intake )l 3 months after service {JT and 2

mont hs aft er jpladed.2mafstheserdice foti Wwith (helrespective objective
outcome assessmenitsshould be noted that only five foci could be mapped with the items in

the objective outcome assessment, while@Hride decision making was assessed with an item

in subjective assement.

Table 4.2 Service foci and corresponding objective outcome assessments

Service foci Objective Outcome Assessments
Patients Family caregivers
Practical support Practical concerns (IPOS) Caregiver Strain Index
Information needs (IPOS) (C-M-CSI)
Symptom Physical symptoms (IPOS) --
management
Psychasocial spiritual Depression (IPOS) Family anxiety (IPOS)
care Anxiety (IPOS) Integrated bodynind-spiritual
Not at peace (IPOS) wellbeing (IBMS)
Family Sharing offeelings (IPOS) Intimacy with patient
communication
End-of-life decision Singleitem on satisfaction with discussion
making on care plan in the subjective outcome
Bereavement care -- Inventory of Complicated
Grief (ICG)

18Chan, W. C. H., Chan, C. L. F., & Suen, M. (2013). Validation of the Chinese version of the Modified Caregivers Strain
Index among Hong Kong caregivers: An initiative of medical social workers. Health & Social Work, 38(#)2214Doi:
10.1093/hsw/hit021

19Tang, S. & Chow, A. Y. M. (2017). How do risk factors affect bereavement outcomes in later life? An explortitéon of
mediating role of dual process coping. Psychiatry Research, 25830297
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Subjective outcomesfer to satisfaction of patients and family membewnsatadsservicesand

their experiences with the servic&atisfaction surveyand indepth interviewsvith patients

and family members were conducted independently by the HKU research team throwgh phon

and faceto-face interviews respectivehAll patients and family members were invited to
participateto satisfaction surveyith the help of NGO partners. Patient survey was conducted

3 months after service, while family members were interviewed 2 monta f t er pati ent
In each of the three years, two patients and two bereaved family members were recruited from
each NGO partner by systematic random sampling fatepth interviews. The interview

periods for patients and family members were theesasxior satisfaction surveys (i.e. 3 months
after service for patients, and 2 months aft

4.2.1 Impacts

In order to evaluate the impacthe medical service utilisation of deceased patients in the
JCECC Community EoLGerviceswas compared to that of deceased-efitife patients in

2015 in Hong Kong who had a principal diagnosis of cancer, COPD, congestive heart failure,
endst age renal di seases, mot or reeuedonnhe @4 s e as ¢
months prior todeath. These data were retrieved from the Central Panel on Administrative
Assessment of External Data (CPAA) of Hospital Authority in a clinical data mining (EDM)
Figure 4.2 plots the mean LOS, A&E admission, and ICU beddays by month in the last year
of life of thesepatients. It shows that medical service utilisation in the last year of life gradually
increase in the first 6 months, then substantial rise starts since the last 6 months in terms of
hospital length of stay and A&E admission, with the npysiminent rise in length of stay in

the last two months of life. With the introduction of NGO community EoLC services, it is
expected that there would be an impact on the medical service utilisation of patients in their
last 6 months of life.

Length of stay (LOS) ARE admission ICU bed days

Figure 4.2 Medical services utilisation in the last year of life of elderly EoL patien
(aged 60 or aboveyho passed away in 20{8=13,783

Retrospectie report ord e ¢ e a s e dmegicaltsengca ttiksétion in the last 6 months of
life provided by bereaved caregivergre used to compare to the findings derived frtima

20The use of Hospital Authority administrative data on deceased patients for the purpose in this Project has been approved
by Hospital Authority.
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CDM on data from HA. Different from other NGO partners, the HCCDECC retrithesxk
data from their hospital partner directly. These medical service utilisation data include length
of stay, number of A&E admission, and number of ICU bed days in the last 6 months of life.

4.3 Service Users

4.3.1 Response rates and attrition

Data collection period ended on December 31, 20 four NGG have admied 777
patientsup toDec 31 2018(Figure 4.3). Among these patient614 (79%) have participted

in the intake assessment, 409 (82)&nd285 (36.76) respectively haveompletedl'; and T
assessmentQverall, B8 (34.86) patients have completadl assessmentsor theremaining
509 patients who had only partial assessmentsctre reasons foattritionwer e pati ent
deathbefore assessment (188, 38.90) , pat i e nwad$ wmsuitabenfar assdssment
(N=99, 19.4%),pat i ent 0 s61,rl®0), andfailure t6 Arrange assessment on time
(N=50, 9.8%). In addition,15 patientswere assessashly at To and T, and were included in
the final analysis as welllhis constituteca final sample of &3 patients for evaluation of
outcomeson patients One hundred and twent{i5.4%) patients also participated in the
satisfaction surveyHigh attritionrates have been consistently reported in EOLC studidis a
follow-up element The response rates and reasons of attritiothe current studywere
comparable to other EoLC studiesnductedaround the world*?2,

900 777
_ 800 0 (79%)
2 700 1 614
~ 600 _ (52.6%0)
500 109 (36.70)
100 285
300 :
200
100
0

® Admuitted

712

u Completed TO

(23.7)/0)— u Completed T1

169 166 148 20.9%)

ney (%

(15.2%)
120

Freque

& Completed T2

Patients Famuly Caregivers
Figure 4.3 Assessment conducted up to December 31, 2018

The primary family caregivers of the patients were invited to participate in the assessment. A
family caregiver was identified fronil2 cases. Among thesgl2 family caregivers 458
(N=64.3%) participated in thentakeassessmenand169 (23.7%6) completed T assessment
However, onlyl64 (23% completed both dand Ti. The response rate at $howedfurther
improvements compared to th&EL. 9% in June 2018Caregivers failed to compled® and/or

T1 assessmer(N=547) mainly becaus@atient passed away before dssessmeniNE186,

34%) , foll owed by Nela@, &9 are rfailuse tor agrdngesaaskessnient

2L Hui, D., Glitza, I., Chisholm., Yennu, S., & Bruera, E. (2013). Attrition rates, reasons, and predictive factors in
supportive care and palliative oncology clinical tri@ancer, 11¢5), 10981105. DOI: 10.1002/cncr.27854

22 BougaMachado, R., Rosério, M., Alarcéo, J., Corr€iaedes, L., Abreu, D., & Ferreira, J. J. (2017). Clinical trials in
palliative care: a systematic review of their methodological characteristics and of the quality of their repii@ng.
Palliative Care, 1§10). Doi: 10.1186/s1290@16-0181-9
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