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Jockey Club End-of-Life Community Care Project

Hong Kong is facing arapidly ageing population, and the number of elderly suffering from terminal
illnesses has also escalated correspondingly. In view of the growing demand for end-of-life care
services in the community, The Hong Kong Jockey Club Charities Trust approved HK$131 million
to launch the “Jockey Club End-of-Life Community Care Project” (JCECC) in 2015. The project is a
three-year initiative aimed at improving the quality of end-of-life care, enhancing the capacity of
service providers, as well as raising public awareness.

JCECC is a multi-disciplinary, multi-institutional and cross-sectoral collaboration to help enhance
end-of-life care in Hong Kong with special emphasis on the interface between social and medical
systems. Five service models are being developed and piloted in the community to provide holistic
support to elderly people suffered from terminal iliness. The goal is to enable the city’s older people
to have informed choices of care and enjoy an improved quality of life.

® TheTrust’s partnersin JCECCare The University of Hong Kong Faculty of Social Sciences, The Chinese ®
University of Hong Kong Jockey Club Institute of Ageing, Hong Kong Association of Gerontology,
Haven of Hope Christian Services, The Hong Kong Society for Rehabilitation, St James' Settlement,
and S.K.H. Holy Carpenter Church District Elderly Community Centre.

Please visit http://www.JCECC.hk/

SRBIRIAE: Initiated and Funded by:

HHBEBEESEMATES
The Hong Kong Jockey Club Charities Trust

Bl [E25 I3 RIDING HIGH TOGETHER

S{EE 4 Partners:

(’)

LB Jociry Club Institus of Againg

=z HaEmw
L) ddlen. QQ‘D _. ) sl ecey ; @
aEcm-amzR ol 1 = o o S8 Jarmas' Satiernaet

H graduation_Book_vr4_A4_v2.indd 3 @ 6/14/2018 6:18:53 PM H



JCECC Leadership Training Programme 2017/18

Aims

Tomorrow’s leaders in end-of-life care (EoLC) are expected to be effective, innovative, strategic and
flexible in responding to the emerging challenges of global ageing. The JCECC Leadership Training
Programme 2017 aims to nurture a group of leaders in community EoLC. The programme will recruit
professionals in a supervisory role in the community to review the international best practices
and standard of clinical excellence in community EoLC. The participants in the programme will be
exposed to state-of-the art, evidence-based and innovative practices in quality community EoLC
for patients and their family caregivers. The practice-based learning approach will empower the
participants to develop EoLC services in their own work settings, through exemplary clinical care,
international best practices, and evidence-based skills training.

Programme Objectives

- To empower the participants with state-of-the-art, evidence based and best practices in quality
care for patients and family caregivers locally and globally.

- To enable the participants to develop clinical and supervisory competencies in community
EoLC.

- To facilitate the participants to design innovative EoLC service programme appropriate to their
respective work settings and to Hong Kong.

Learning Outcomes

Upon completion of the JCECC Leadership Programmes, participants are expected to be able:

1. To master the latest developments of best practices in community EoLC

2. To demonstrate their knowledge and capacity with evidence-based practices in quality EoLC for
patients and family members.

3. To develop collective vision on scalable service models and innovative programmes for patients
or/ and family members in their end-of-life.
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Programme Components

The programme consists of four learning components including Knowledge Enrichment sessions,
Tutorials, Exchange sessions with International Experts, and Capstone Project.

1) Knowledge Enrichment Sessions

There are eight knowledge enrichment sessions in EoLC. Educational domains of background and
basic concepts of EoLC, psychosocial and spiritual care, communication, decision-making and self-
reflection as well as self-care in EoLC are covered. Each session consists of a lecture and learning
activities. The participants are required to prepare for each session by reading the assigned
portfolio before attending the session.

2) Tutorials

Tutorial sessions will be held before the end of each knowledge enrichment session. Participants
will be divided into small groups and to discuss the assigned readings with discussion points
provided by the speaker. The discussion aims to facilitate the integration of relevant knowledge
and learning experiences into service planning and development.

® 3) Exchange Sessions with International Experts ®

There are occasional sessions for meeting with international experts. Participants are expected to
prepare questions on their own challenges encountered related to the topic before they join the
session. After meeting with the international experts, the participants have to reflect on what they
have learned and how they will apply into their work settings.

4) Capstone Project

The capstone project is the key project of integration of knowledge and learning experience
for all participants in the Leadership Training Programme. It provides the participants with
the opportunity to actively integrate and apply all their learning from the programme to their
respective work settings. Through the creation of a project design for the development, knowledge
enrichment and implementation of end-of-life care service, participants can reflect on their own
professional development and critically examine their respective work setting’s unique capacity
for social impacts in the community.
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Chan Chung Ho

General Manager of Elderly Core Business
Hong Kong Christian Service

Chan Chung Ho, Karrie, is a registered social worker. She has
worked with diverse target groups, including at-risk youth,
ethnic minorities and the elderly. She is now the General
Manager of the Elderly Core Business in Hong Kong Christian
Service, in which capacity she oversees the operation and

@ development of multiple community and residential services
to support the elderly.

BEEEBIMBE
HONG KONG CHRISTIAN SERVICE

cave for all excel in all
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Recent tragedies about homicides of sick family members by their beloved caregivers significantly alarmed
public awareness on caregivers’ burden. A report revealed that 26.3% of frail elders'key caregivers were their
spouses (Census and Statistics Department, 2009). Considering rising number of dual-old families, there were
over 200 thousand as reported by 2011 Census and many were the main caregivers of their frail spouses. For
married couples, the spouse has an integral role in helping a partner to manage the end of life experience.
Deciding the end-of-life care of their spouses would be stressful to the elders. Through early communication
on Advance Care Planning {ACP) between the older married couples, the distress in handling the dying of
their spouses is ameliorated.

Although death |5 a taboo in

Hong Kong, older people are

i g found to be less anxious in

partner m nede the elders’  facing death as  compared

physical and me with the younger generations

Chen, 2016) [The University of Hong Kong,
2014)

Proposed Sﬁtutinns

Commurnicating Advance Care Planning with Elder Couples

Figure 1. Literature review on the issues and proposed solutions
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Target: Cognitively capable old couples (age 60 or abave) fiving in the wiches - and’: coricite E:'-s i
community and with one or both of them suffer from conflicts,
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progressive non-malignant illnesses
Objectives: Toenhance the knowledge, skills, and readiness of old couples Older Couples Dialogue on ACP
in preparing ACE
Contents; The project will usa"the significant banquets among Chinese Helptorecord the ACP&  Join  the "Goodbye H
farnilies” namely *Mardage” (BE), “New Bor® (RAE), facilitate to acquine new  Banguet” to know the

FE) and “Goodbye” (I a5 analogy to facilitate the Rt W

“Graduation” (B3] Retirement” (EFFE)60th Birthday'{ P b d'f:;’th‘ﬂaﬂ"‘“ ol aiiplesVisting st “
communication of end-of-life care preference. s k

Figure . Project autline

= The readiness to face the distress caused by the loss of spouse will be better managed which
will reduce the risk of further physical and mental health problems.

= Involvernent of volunteers, relatives and friends in the project will help to promaots public
awareness on end-of-life care,

= Early involvernent of old couples in advance care planning will help to identify
high-risk couples for early intervention and may prevent further social problems.
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Chan Lo Yan

Manager (Special Projects)
Senior Citizen Home Safety Association

My beloved grandmother was a wonderful woman. She raised
me, and we lived together until she passed away. She was also a
lucky woman. On her last trip to A&E, she was sent to a doctor who
was courageous enough to offer her “good death” after reviewing
her condition. The doctor then arranged for a ward for her so that
she would be surrounded by her family while receiving limited
life-sustaining treatments.

| believe that policy and standard practice, rather than luck, should
govern the receipt of hospice palliative care within the patient’s
discretion.lam a social worker by training. My mission at work is to
enhance the quality of life of the elderly in the community. | hope
| will be able to apply the knowledge and insights | gain from the
JCECC Programme in the planning and execution of a meaningful
project within my work setting so as to support the confident stay
of more elderly people in the community, even in the last stages
of their lives.

SENIOR CITIZEN

HOME SAFETY ASSOCIATION
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Established in 1996, Senior Citizen Home Safety Association (SCHSA) provides
24-hour personal caring and emergency assistance services to elderly and
people in need through its core service, Personal Emergency Link (3 :
The number of deaths has risen significantly among SCHSA users. In 2016, a
total of 3,998 SCHSA users terminated services due to death, which was 8.57%
of the total number of deaths in Hong Kong. In other words, SCHSA can be a
gateway to engage one-tenth of end-of-life elderly.

How digital solution enables end-of-life planning? ... Comparison of SCHSA deceased users and numbers of deaths in Hong Kong

“Shared records” is one of the success factors for s o s cusam it v sances s L T

developing an innovative model of integrated .. TRl i - .-..m
hospice palliative care [(Canadian Hospice “I
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Palliative Care Association, 2013). In U5 i
significant number of digital companies have %

been established to engage individuals and
families to consider all end-of-life options and Lo
document their preferences through electronic ==
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records (Mobi-Health News, 2017). Some = v

widely-recognized advocacy campaigns are also ... = I I

moving toward electronic records, for examples, | .t [ I

POLST and Five Wishes. PP R E R G R AR RER RRE

@ The Bucket List: a service to record personalized wishes within online depository portal @

Objective - The project acts as a showcase in Hong Service Delivery 5=

Kong that enables people to record their end-of-life

wishes and preference, in order to make electronic &%

profile available for coordinating emergency services [ ]

and social care with more recognition of their voice, ,E&E,,

L7

Pz Disdoa
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Cheung Bo Ping

Resident Doctor
Jockey Club Cancer Rehabilitation Centre
The Hong Kong Anti-Cancer Society

Cheung Bo Ping received his Bachelor of Medicine and Bachelor
of Surgery degrees from the University of Hong Kong in 1985.
He started taking care of terminal stage cancer patients in 2012
while working as the Center Physician of the Hong Kong Anti-
® Cancer Society’s Jockey Club Cancer Rehabilitation Center, which ®
was previously known as the Nam Long Hospital. He works
closely with his team to ensure the best symptomatic control for
his patients.

Yo | i B @

HONG KONG ANTI-CANCER S0CIETY
Since 1963

ANNIVERSARY
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The Hong Kong Anti-Cancer Society (HKACS) is a non-profit making ffjg' "'-ua irsig . e U

cancer organisation with the lengest history in Hong Kong since m,,:tWrsh
1963. The mission is: To fight against cancer by advocating,
engaging, empowering and supporting all. The HKACS provide a -

wide range of services, including a residential care facility of the ﬂfi:gg ﬂ%

wu 9921 3833
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HKALCS Jockey Club Cancer Rehabilitation Centre,
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The Project Wish was launched to help patients

Accomulated Numbar of
in wish fulfilment during their end-oflife. Charey Schemak | evicer [ —
Project officially launched in 2009. Served a Prof HC Ho Memorial Medical 5658 cases fsince 2006)
total of 36 families in 2017 and a total of 210 Kislstaries Sfpgramme
families since 2009. Paftia Chisung Brénst Cancar Sunpart 368 cases (sincs 2007)
Project Wish Qutput 2017 F_rw
= Family auting to Disneyland: 12 33% Ret !ﬂ ru Hﬂﬂﬂ
s Family outing to Ocean Park; 5 T cr

Family dinness {new year, birthdays and HKACS: Hong Kong Baptist Univeisity 7,050 patients (xince 2009)
® impartant festivals) : 11 3168 h.mm mﬁﬂummmn
@ s Wedding inthe hospice: 2 B 1323 cases {aince 2011) @
= Gohome:2 5k
s Hair cut for a dignified death: 2 59 1 ‘ol eases {sinca 2011)
= Family album: 1
s Life review story book: 1 | Fh

L
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The patients died with wish fulfilled. Family members were most grateful to the holistic intervention offered by
the HKACS. A lot of photos were taken during the occasions which served as record of their loved ones living life
to their fullest until the last moments of life. They have sweet memories and their bereavement risks reduced.

Case Mustration: A 51 years old man with end-stage Mediastinal Cancer wanted to bring his family to
a trip. His wife and daughter went on a HK tour with him,
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Chow Suk Kuen

Service Manager (Endless Care Services)
Endless Care Services, Elderly Services
Tung Wah Group of Hospitals

Chow Suk-kuen, Rita, is the Service Manager (Endless Care Services)
of the Tung Wah Group of Hospitals. She is keen on the service
development of end-of-life services and life-and-death education
projects in the community. There are currently eight services,

® including the “Funeral Care” service for the childless elderly, the
“Be-with” funeral support service for the bereaved, the “Present for
You” life review for elderly and terminally ill patients and the “Life
X" life-and-education project under Endless Care Services.
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The death of a significant others can create high distress for many people. Funeral can play an important role for the
bereaved including: acknowledges the death, provides a setting for dead body disposition, recognizes the lived
experience of other lives, demonstrates reciprocal environment and social obligation, and offers a chance to gather
and recall the deceased’s life (Despelder & Strickland, 2011; Worden, 2010).
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The "Be-with" service of Endless Care Services was established under the Tung Wah Group of Hospitals in
2012, with the aim to provide continuous psychosocial support for the bereaved persons throughout the
funeral process. This project is a retrospective analysis on "Be-with" service effectiveness and impact an
about 100 bereaved peaple. A focus group with 5 workers of the service was conducted in March 2018,
commenting on service users' satisfaction and direction for service improvements. The workers
highlighted that the project is effective in helping the bereaved to learn about the funeral procedures,
manage the funeral budget and provide emotional companionship and bereavement care. The service
received a large number of compliments by service users.

Demographic of Service Users (201 2-2017)
Gender of Service User

This proposed study will help to formulate a service model for free funeral
support and consultation services in Hong Kong. It will identify needs of the
bereaved people in the different stage of lose and explore how the funeral
procedures may help the bereavement adjustment of Chinese bereaved
persons.
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Chu Cheuk Yan

Social Worker (End of life care project)
Methodist Centre

As a social worker providing end-of-life care (EoLC) to elderly
people with terminal illness and their families, my role is to be
with the families and to help them have better experiences of
separation.

| am glad to have the opportunity to join the JCECC End-of-Life
Care Leadership Training Programme. With the knowledge-
enrichment sessions, | have gained more comprehensive EoLC-
related knowledge. | have also developed more conceptualized
knowledge of international practices.

Most importantly, | have met a group of workers who are
passionate about providing and enhancing EolLC in the
community. This programme has empowered and equipped me
to provide higher quality service.

B E I g

Methodist Centre
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Culturally-sensitive psychosocial-spiritual care is as important as medical care in holistic End-of-life Care (EolLC)
(National Institute for Health and Care Excellence, 2017). Despite the Hospital Authority's provision of day hospice and
home care services to end-oflife (Eol) patients, the lack of indigenous intervention guideline on
psychosocial-spiritual support for Eol patients in the community makes monitoring and quality assurance of services
difficult. This project aims at building a practical framework on psychosocial-spiritual care for EoL patients, which will
be developed to a practice handbook in future.

Pl |y N St "ol N

Issues Identified In end-of-life (EoL) psychosocial-spirtual care In Hong Kong

affect the Chinesa Enl pathents shared some specfic tonoerms, &,
ifE spiritualrowth, family concems, continuing bond and
13} carers acceptanceandsupport
(Chan & Epstein, 2002 Ho ot al, 2013)

N practice gui

interventionsin Eol q Kaneg.

Proposed Solutions

Clinical data miring (COM) s ussful in
disconnering nesw or Ridden finks In wast
-amoungs of dinical data and have been
usedt i EalC
{Lodhi et al 2015

CDM gives less ethical arguments and
Increases the chance o keepa
representative sample; which increases
the chance for high guality evidence to
inform practice,

COM on Eol. p
helgs reveal

nts' :[lr‘u al data

Figure L Literatume reveenw on the issues and proposed solutions
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The Blissful Life Project (the Frcject}. cunducted by the Methodist Centre in Hong Kong, has provided 70
community-dwelling EoL patients and their families with psychosocial support since 2016. Clinical data mining will be
conducted on the service data of patients (Table 1) who passed away between 2016 and 2018. A three-step procedure

will be carried out to develop the framework of psychosocial-spiritual care for Chinese elders in Eol (Figure 2).

i "-{ e =K

Tabea 1, Sources of data and data included in the COM anabysis Figure Z Three-step procedue of developing peychosocial-spiritual case framewark

Clinlcal Data Mining oo deceased patients service dati to answer 3 e=eacch quigstions

FHnnt. demographics; age, gender, marital status,
financial condition, care physical symploms
Servioe fecords: intake dete, service start date

Apglication farm

' Sarvice recard farm Paytho-saclal assessment; mental conditien, sooa,
financial and ervironmental support, patients and

11 What were the needs of the cases?

2 Which type of patients banefitad most from the sernce?

31 Which interventions wor maost effec mresponding to patienty' psythosocial
needa’

carerd’ withes towardd care glans snd funesal
Service recards including types and freguencies of
sarvices pravided

Results from the annual assessments on death
anxiety, general wellbeing, quality of life of
patients and caress’ strass

Outcome sssessment farm

wehosocial-s

Build 2 culer
o icdentifisd neeg
1 practice handbook will be dew

oclad-spiriual
COMmponeEnts, unﬂ
oped using the feamework

* Poychosocial-spiritual support to Eob patients will be advocated

Cammunity *  The handbook will benefit the Eol psychosocial-spiritual care development in
other Chinese communities

*  Professionals will be encouraged to provide high quality psychosocial-spiritu-
al support to Eal patients

* Professionals' confidence in providing psychosoclal-spirlutal support in EolC
will be enhanced

Pr_pi:iEsE]ni"_!'als

« Patient's quality of life will be enhanced due to better psychosocial-spiritual
suppart in the community

+ Risk of caregiver bumouts will be reduced
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Huang Wai Ka

Operation Manager
Po Leung Kuk Fuk Wai Home for the Elderly

Huang Wai Ka, Tony, a registered social worker, joined the Po
Leung Kuk after graduating from the Chinese University of Hong
Kong. He is currently working at the Po Leung Kuk Fuk Wai Home

® for the elderly. For more than 10 years, he has been engaged in
the provision of elderly services, including community support,
community care and self-financing life-education services. In
recent years, he has been responsible for promoting palliative
care services in the Po Leung Kuk residential homes.
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Autonomy is crucial to quality end-of-life care. A!Iowing choices in the place where care and death can take
place, through the implementation of advance care planning and advance directives {Dixon, Matosevic &
Knapp, 2015; Scott et al., 2013) and expansion of psycho-social care in the process can facilitate good death
with wishes and preferences of elderly being respected. However, given the legal and cultural constraints,

death in locations other than hospitals challenging in Hong Kong. Nearly 90% of the total 46,000 deaths in
Hong Kong happened in public hospitals in 2014,

— T
i i el 8 | _,_._:I‘_____.

i - | ! | The project aims to make dignified death in place possible in Hong Kong through expanding

e J—L =22 ehoices in end-of-life care in Residential Care Homes for Elderly (RCHES), The team organized
briefing session for the residents and relatives in regular meetings and staff training with the
JCECC team to promote the project rationale. The key components are:

Woek diane with multitiseialinary team toalleviate detressing physlcal

Frepare approphate egulprment and facilities sech as EGC machine and
syrmptoms and pravide ﬁﬁhmrlhlﬂp]m s freezer

Renovate an end-ofite care room — a warm environmest for residents | HEW uﬂ:ﬂl mmnydﬁ thae iramapaartalen unﬂuwng:ul
and family membears to say gu-c::l-hya - thie body including cantingency plar i pobiic halidmee

Yy e s e e
| ol ; % =8

e b T =

The project was implemented from April, 2017 to April, 2018, with 86 RCHE residents
signed their DNR forms and indicated preference to receive palliative treatment. Three
residents passed away peacefully in residential home in according to their wishes,

accompanied by family and friends. Family of residents and staff were generally o
satisfied with the arrangement with no regrets. -

| o |
| e e |

- [ e
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The project demonstrates the feasibility to expand end-of-life care in RCHEs, maintaining
autonomy for elderly residents who have indicated preference for caring and/or pass ' BT

away at RCHEs. It also enhances staff competence in providing end-of-life care to RCHE ..m'at
residents and increase public awareness on advance care planning. ™
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Kong Wai Lin

Officer in Charge
Patient Resources Centre, Pok Oi Hospital

Rita Kong is a registered social worker and holds a master’s
degree in social work from McGill University. She has twenty
years of hospital experience working in a patient resource center
with a focus on health promotion via patient empowerment. Rita
is particularly interested in working with patients with chronic

@ diseases and those at the end-of-life stage. In practice, she
enjoys facilitating disease self-management and various support
and therapeutic groups. Rita is also an executive member of the
Hong Kong Remotivation Therapy Association and an honorary
consultant with the Hong Kong Association for Specific Learning
Disabilities.
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Death is often considered a tabooed topic among Chinese communities, Yet, the compassionate
community concept advocated community engagement in preparing one's own death and expressing
individual wishes and preferences (Kellehear, 2016). The Pok Qi Hospital initiated a life and Death edcuation
program in hospital and set up a community network for promoting medical social collaboration in the
community engagement in end-of-life care.

The project aims to engage the community in end-of-life care conversation and raise
the public awareness on death preparation through a series of education and
training activities. In addition to direct services to patients and carers, the project
extended the public education component in collaboration with NGOs service
network to increase social participation based on the pilot experience with patients
and carers since 2010, A scaffolding strategy is adopted in which each members in
the community are encouraged to promote life and death education within their
social and community network, breaking the death taboo, normalizing the
experience of death and facilitating cross sector collaboration in promoting ACP,

The participants in the projects include patients, carers,
professional staff, community organizations and general
public. Both qualitative and quantitative evaluation was
carried out for all training and education activities,
Participants generally have positive feedback on the
activities:

HEEHESSE LA THENL, BT
B4, T . R DE
sl BERERL HEAE, B
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VEry inspiring, encourags workes
o provide trainkng o Bfe and
death in - difference ways, - also
have a degp reflection. Also very
mformatived

The Life and Death Education network demonstrated how medical and social sector
could be collaborated at the hospital and community level, through establishing network
with NGOs. The project increase staff competence in providing end-of-life care and
bereavement related information, as well as public awareness in life and death issues.
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Lai Yuk Kit, Rosanna

Supervisor
Hong Kong YWCA Elderly Service Department

Rosanna Lai is a veteran social worker with twenty years of

working experience in youth and elderly services. At the Hong

Kong YWCA, Ms Lai is responsible for supervising both the
community and residential care services of the Elderly Service @
Department.

Z
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N
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The project aims at encouraging the elders who are frail and home alone in the community to openly
discuss with their family members on their preferences for the arrangement after death and to access
the knowledge of Advance Directive, Enduring Power of Attorney and will, to share their last wishes &
unfinished affairs.

The frail elderly service users of the HKYWCA Integrated Home Care Services Team were invited to
participate in this project to discuss their advance care planning.

This project aims to widen participants’ horizon through a series of experimental games, activities and case study.
Before the launch of games, a talk on Advance Directive, Enduring Power of Attorney and will was organized for
volunteers and frontline staff . A focus group was organized to collect the opinion on'good death’ by community
elders and their family members. Participants suggested that public education in the community and in schools
were greatly needed to reduce the taboo of talking death.

y A = ) 2 1 = Sy
v fol e | g e o e,
1 ' ¥ ' i

Owver QG% of partlﬂpants reported that the games and activities helped them to change their attitude
towards death and would become more proactive in initiating death discussions. The program provided an
open platform to enable elderly participants to share their views on the death arrangement and planning
continuously with different family members so that they can build consensus with their families to
determine the best treatment in end-of-life. The project proposed that the elderly can make good use of
the technology to well record their wishes.

Hong Kong Young Women's Cheistian Association his newly developed an
app called Angel MK By using AngeLIMNK mobile apgiication, the eldery,
vt or without the help from hisfher famiby member, could oeate hisher
‘Memair by ingerting past data such as texts, photos and videos Info
different chapters in the memolr which could then be enpched with
feedbacks and shared among family members evennwhere and anytime.
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Law Miu yee

Advanced Practitioner of Social Worker
Haven of Hope Christian Service

Ms Law is an experienced clinical social worker who has worked
in hostel-based rehabilitation for adults with intellectual
disabilities for about twenty years. She is experienced in training

(O} adults with intellectual disabilities, case management and hostel
management.
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In advance care planning (ACP), good communication between persons with intellectual disabilities (PwlD), their
families and professionals can enhance better sharing of information and identification of patients’ perceived
needs and expectations. Understanding patient’s preferences and wishes contribute to better psychological
adjustment facing medical treatment, yet PwiD are usually excluded from the ACP process because of their
communication and intellectual barriers (Voss et al,, 2017). This proposal aims to develop a new ACP tool which
can be used with PwID,
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Issues |dentified for Persans with Intellectual Disabllities (PwiD)

Exclusion from the process of cae planing in Eal

‘due tointellectual and communication bariers. [ Eal apApeesi
Wess etal, 2007) : .

There are starytelling baoks v issues
el 1o Geath and dif for Pl
produced in UK, (Reast et &, 2013]

Proposed Solutions
Create commmmication tools with YR technolagy

and muktimedia 1o educate Pl about death and
dying: and communicate ACP with Pwil

Virtual u_riliimnrhmt wihich i created through virtual reality (VR)  The use of text with graphic images and videos have
technology enables mdividusls with moderate to sedene been found to improve comprehension of some PwiD
i Diawis & Wilsan, 2006; lanes et al., 2007)

innellextual disabilities to exphore. control and leam {Jeffs, 2009)

Figure 1. Literature review on the issues of care planning with persons with intellectual disabilities and the proposed solutions

) )

i s iloldioin) E
el L i .
Communication tools using VR and mobile or computer applications (Apps) technology can be developed to engage
PwiD in ACP. covering 4 important care domains in EoL:
VR movies allow PwiD to "experience” the process of various
medical examinations and episodes of hospital stay, helping
them better understand different situations in EolC.
Story-telling through videos with interactive functions in
Apps can help PwlD understand the symptoms of diseases,
different choices of care and funeral arrangements, and
facilitate their expression of preference and wishes.

« Need and process of different examinations
« Common symptoms of thair diseases

« Avallable cholcas af eate . Clnica of attending spiriuat sy o

« Chinice refated to funeral :

— — =
i

=1010 | i i
bt g Mg Mt | LB T

This project is expected to bring about the following impacts:

| * Professional care teams will understand the
preference of PwiD better and able to
provide high quality care

= Family will understand more the wish and
preference of the PwiD

# Family wiil be able to arrange care to the
PwiD which is consistent ta his/her wish,
and thus leave family no regrets and
facilitate adjustment in bereavement stage,

* Wish of PwlD will be respected,

= After understanding the treatment, PwiD
will be lags resistant towards treatment, and
exhibit lower level of challenging behaviar.

Famnily

« Parsans that they want to mest/fo
give thanks/give gift'to say somry to

+ Their wishes
« What to do to make oneself happy

» Persans ta be Included in one’s own
commemarative book

Figure 2. Description of project

6/14/2018 6:19:18 PM H
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Leaders
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Lee Wing Sum

Supervisor

Jockey Club Tsin Ngai Day Activity Centre cum Hostel
Tung Wah Group of Hospitals

Sandra Lee, the supervisor of a day activity center-cum-hostel,
serves fifty people with different levels of intellectual disability.
In 2017, a service user with severe-grade intellectual disability
got end-stage lung cancer, and all hostel members of staff were
anxious about taking care of him as they had never come across
that end-of-life situation. This inspired Sandra to rethink end-of-
life care for people with intellectual disabilities.

Fh:1

Tung Wah Group of Hospitals
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Many family caregivers believe that persons with intellectual disabilities (PwID) have insufficient intelligence to make
their own end of life (Eol) decisions. Care plans are therefore often made by their families, friends, paid caregivers, and
physicians instead of by the PwlD themselves (Wiese et al, 2014; Wiese et al, 2015). However, there is growing evidence
that PwlD can understand death (Chow et al., 2017) and their rights to be included in the discussion of their own Eol
decisions have been advocated (Tuffrey-Wiine et al., 2007). This project aims to encourage the inclusion of PwlD in EoL
decision making by improving an existing care planning toal.
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e e
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Issues ldentified for Persons with Intellectual Disabilities (PwiD)

Exclusion of Eol decision making as protection
(Wiese et al, 2014; Wiese et al, 2015)

Proposed Solutions

Mutiterdecision making  Alternative for
(Stein & Kenwin, 2010)

{iohnsan, 2010)

Figure 1. Literature reviews on the issues of care planning with persons with intellectual disabilities and the proposed solutions
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Rehabilitation services of TWGHs developed a booklet called (EFAZRE) (Family Will) in
2017. It allows family members to record their preference in caring for the PwID, and can be
passed on to other caregivers to communicate care arrangements of the PwlD after the
main caregiver passes away. A new edition tited (Z25H0EE) (My humble wish) is
proposed by expanding the Family Will to capture both the wishes of PwID and of the
family. Alternative means for communication will be added to facilitate a multi-tier

decision making process.
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This project is expected to

Community

el

ey A
i &

A

bring about the following impacts:

* The experlene and tool can be shared to other PwiDs

* The movement will facailitate the promotion of respect of
autonomy as a whole

= Staff will be more competent In carrying out ACP for PwiD
« Autonomy of PwiD will be further promoted in organizations

= Autonomy of PWID will be respected
« Praference of PWID will be articulated

L[ =2 T

CEAEE Braae
FESREUE § HEEE

B Ll Ll

¢ Family member will be less stressful when the PwlD approach end of life

+ Family members will have less regrets

Figure 2: Impacts expected to bring to society by the project
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Leaders
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Leung Wai Ping
Bereavement Counsellor

Jessie and Thomas Tam Centre
The Society for the Promotion of Hospice Care

Apple Leung received her bachelor's degree in social work
from CUHK and her master’s degree from HKU. She has worked
for youth and elderly service organizations. At present, she is

® the Clinical Social Worker at the Society for the Promotion of ®
Hospice Care. Committed to the field of end-of-life care, she has
specialized in the area of bereavement counselling.

Dise

Society for the Promaotion of Hospice Care

o)
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often have intimate yet ambivalent relationship with their parents (Bouchal, et al. 2015), and suffer from
emotional distress, caregiving burden and anticipatory grief (Bambauer, et al,, 2006; Holley & Mast, 2009;
Nijboer, 1995). They are also likely to experience intensive grief reactions following the death of the parents
(Bert, et al., 2015). This project aims to use the EAST framework to enhance support for adult children
caregivers, and improved their transition to end-of-life care, death and bereavement of their parents.

Emotional distress, careglving burden and an-
ticipatory grief (Bambauer, et al, 2006; Holley &
Mast, 2009; Nijboer, et al. 1959

Proposed Solutions

n
Education Mdvocacy Jupport arget intervention

W Figure 1, Issues identified and proposed solutions

g e -

{adiei

The EAST framewaork consists of four components: education, advocacy, support and target intervention,
Education refers to a mutual platform for adult children and their parents, functioning as a knowledge
sharing hub and support network for adult children and parents. Advocacy helps adult children
appreciate their own efforts in the caregiving process as fulfillment of filial obligations. Support is the
establishment of comprehensive end-of-life care service portal, mobile app and telephone hotline to
provide tele-support to adult children and parents. Target intervention is tailored for those who are
deprived of family or community resources, Physical-psychosocial assessment will be provided by a
designated case coordinator during proactive home visits.
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This project is expected to bring about the following impacts:

* |ncrease public awarenesson the needs of adult children caregivers
Community * Reiterate the cultural value of filial piety

¢ 3 Establish partnership relationship with adult children
are Praviding caregivers in providing care for patients in the end-of-life
Crganizaticns = 3

Improve communication between adult children and parents
Improve social and community support

Relieve caregiving burden and emotional distress

Prepared for the impending death of parents

W Figure 2, Expected Social impacts
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Mok Lai Ying, Susan

Registered Nurse
Jockey Club Home for Hospice Care
Society for the Promotion of Hospice Care

| am Susan Mok, a nurse working at the Jockey Club Home for
Hospice Care.

The essence of end-of-life care entails promoting choice, showing
respect and becoming a companion to the patient and his whole
® family through the difficult period of impending separation. @
This journey can start much earlier, before the patient needs
palliative care. The ongoing discussion of his preferences with
his family and communication with the professional team help
with advanced care planning. With intensive support and care,
the patient can spend his remaining days enjoying good quality
of life and have his wishes fulfilled, ultimately passing away in

dignity and peace.

D A
g.

Society for the Promotion of Hospice Care
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A public survey showed that the general public in Hong Kong have various preferences on place of death, and around
one-fourth wished to die at home {Chung et al,, 2017; The University of Hong Kong, 2017). Advance care planning {ACP) has
been found to help promote patient autonomy and cholces, and reduce unnecessary hospital admissions (Klingler, Schmitten
& Marckmann, 2016). A programme named “lourney of Choice, Peace, Respect (CPR)" is proposed to encourage elders to
express their Eol care preferences and fulfill the wish of those who hope to die at home.

Thiz psblkc showeed a reed for choloes on places of death, In 2094, around 9% of all deaths n Legal barrers iComoners Ordinancel, operational barreris, and

Ao d one-fourth of the peaple wished todie 1 home, Harg Koag happensd in hoaspaals socis-cultural barrers make home death challénging in Horg Kong,
{Chung et al, 2017: The University of Heng Kang, 201 7) iChung, 2017) (g, 2017}

Proposed Solutions

Early engagemint of eldedy people with life-threthening Prowigion of holistic, flewibie, continual home care services with. | kentification of patients with strong wish to stay homa,

Iliness in ACF and explore wish for home death Ernergency sUppo thiaugh multl-discgpiinary appraach and family memiers with strong commitments.,
[Husdson, 2003) (Hudzan, 2003; lack et al, 2016; Morris et al., 2005) (5héh e al, 20146]
T L) BT ) [ S

! i B N Bl Bl |
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Objective: To assist patients who wish to die at home, and help them peruse a dignified
home death under intensive home care support,
3 Distinct Features: : :
- = Feapuie canm i Hpmpsce oo of nesd,
@ 1} Early Engagement (Figure 1) -nwmfmﬁmmmw:; il @
2} Continuous Assessment of Strengths and Meeds of Patients and Families (Figure 2)

3} Intensive Professional Home Care Support (Figure 3) -'_ " :%:'.“niﬁt"&i“&ﬂ&'ﬂ%“""‘“‘“
« Members from Evangelical Lutheran Chirch Elderly Centres in Shatin
= {ognitfuety soand

- Diagnossd with a life-limiting condition inchusive of cances, chronic heart, lung, renal disease ’ :m“:“q'f"f,“"m“"ﬂﬂﬂ"““

« Patients’ phiysical, psychoifogical, social and spiritual needs will be assessed

B Taagral ppor!
RTTVTE UTPINT s e fo purseni s duaih

et « Patierts will be irvited to join activities and tafk on End of Lite care and Advanced Care Planaing
'!M . Social worker, as a case manager, hefps fo explore their wish, Raise with family and reinfarce
respect. for their choice

|puamey « Homse care tearn meel with the patients/Tamily to understznd their prefierences over cane
"'m‘;i;h" = Eliigible clients who wish 1o pernse hame death are recruited to the CPR pragram
Figure 1, Early Engagement
sislin « Explore personal valoes

= Life review
« Family involvemens with Advanced Care Planning

« Muhti-disciplinary approach to provide bolistic cae
« Build trust and partnership with respect
« Requiar family conference to allow discussion and me 1o consensus

¢ Public awareness on patient's cholce and autonomy will be raised.
Prepaation « Review of their resources and home enviranment p—
R - Explanation of the dying process and care Irvolved Fatertsand
e + Altemmative measures to fulfill the last wish of Home death Fam|ly Merribeds
« Logistics far transfer of the body -

«  Last wish of patient will be respected
= Regular home visit by Dector and narse to provide comfort care

« Care of the cares - reassurance, mpownrment, sugport »  Unnecessary hospital admissions of patients in Eol will be reduced.
. ological prepa whids family to 'let ga’ with peace and dignicy @ *  Family members will feel 'no regrets’ and will have lower risk o
Ingical raticn of whibe family to'let ga’ with i dignity of the elder Famil bers will feel md will h | k of
complicated grief.

= Blurse assists In last office and psychological suppart for the family o Pathents will be abi i s 1
 Pior il b e carikation atbents will be able ta enjoy more chances for bond development

with family members,
= Reassurance that they have done the best for their beloved one ¥
= Arrangermenl of the body 10 our hospice home mortuary

« CHOICE, PEACE. RESPECT
« Bereavement care

ourniey ends

Figure 2, Centinuous Assessment of Strengths and Needs of Patlents and Familles
e T ey
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Shing Siu Fan

Deputy Home Manager
Haven of Hope Nursing Home
Haven of Hope Christian Service

Shing Siu Fan, Florence, is the Deputy Home Manager of Haven
of Hope Nursing Home under Haven of Hope Christian Service.
She has been working in residential care for the elderly for over
@ a decade. She graduated with a degree in nursing from the ®
Chinese University of Hong Kong and a Master of Social Science
in counselling from the City University of Hong Kong. Her passion
is serving the elderly and enhancing their quality of life.
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The Haven of Hope Nursing Home serves older adults with severe impairment level and most of them suffered from
various chronic ilinesses.

Advanced Care Planning (ACP) in nursing home aims to promote shared decision making between elders and
families as preparations for their end of life, It also enhances medical care which will meet elders and families’ needs
and expectation in nursing home.

around 1/3 old age home residents accept dying in place
and majarity prefer comfortable treatment (Chu et al, 20171)

B

ACP discussion should focus on but not limited to the +
condition of disease | treatment and patient's =
preferences, family wvalue and concern should be
considered as well (Hospital Authority, 2015)

ACP Group in
Mursing Home

| Life review approach would help residents feel their lives
' were positive and happy and had a good conclusion

. 'Target group: Mentally competent clients (~15,6% of 270 residents in + rOp s £
@ the nursing hame) v Mannower | Thed

+ The ACP process involves the appraisal of personal values, Family
memibers’ readiness to engage in the group could enhance the
discussion and group process, ; il
Moreover, voluntesrs with essential knowledge in the end of life care M stiisr=ncy ) et i
would show compassion and emotional support to residents.

] the B = Nursing home social worker, health care staff or chaplain will
= Tofacilitate elderlies to plan for and communicate thelr own wishes work with family members to understand and accept the choice

. of the life-sustaining treatment of residents made.
at end of life
+ Toencourage families to understand and concern residents’ « Mursing home staff, social workers and chaplains will document
preferences and value their wishes
Designed with referencing " B BRIELEE | 7 S onicif i - Each session comprised of too much issues in content to work
[Society far the Promation of Hospice Care, 2017) on. Spiritual care and more group sessions will be considered in
y future group.

Exescme S Taciate family
s e e L CENTHTHAN Cathon

f ' A I
N

e L R s i

+ Residents have opportunities to express their preferences

« Family members can alleviate burden in decision making in care when the
residents are unable to make decision.

+ Mursing home medical staff could make arrangement for residents at Eol

according to their choice in life-sustaining treatment
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So So Chi

Assistant Centre-in-charge
Ma On Shan District Elderly Community Centre
Evangelical Lutheran Church Social Service -Hong Kong

Life stories collector: | enjoy encountering different people and
learning from their life experiences.

| believe in love and my favorite quote about life is “The most
important thing in life is to learn how to give our love and to let
® it come in” (by Mitch Albom, the author of Tuesdays with Morrie). ®
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A call from a bereaved daughter beside our year:‘.-tﬂng observation inspired the idea of this project. The
daughter called to say "Thank You" as we had recorded the words, wills, and wishes of her father through
our life and death educational project. After the conversation, we sent her back the photos and videos we
had taken during the programs; the daughter was grateful. No matter what ways we used to record the
words, wills, and wishes, it could be artworks, letters, videos or photos, but the point is all those things
contain the heartfelt messages to connect the deceased and the bereaved. It is priceless for a family and
what we could do at an earlier stage.

Rationale:

o |t is wery comman that after one passed away, the bereaved would fee| deep regrets. The regrets originate from the Incomplete feeling
abaut the unsald and undone of both (Byrock, 2004; IEEE S8, 2013)

Thie unfinished business may severely affect the relationship of the deceased and the bereaved, Those regrets could critically Impact the
bereavement ad|ustment and hinder the bereavement process| = &, 2015)

* Good communication amang the family at the end-of-life stage or even earlier could help to connect the family

= Any means which contains one’s concermns, blessings, appreciation, and hope is the "BEST GIFT" to family SRTE, 2012; (G EEH, 2014;
BEE 2011}

o Forthe deceased, 1o say the words, wills, and wishes by any means could soothe their fear of being forgotten, For the bereaved, the "GIFT”
contains the concarns, biessings, appreciation, and hope of the deceased is kind of emotional connection and relationship extension

SN RS 2014 A0S | WMERH, 2010)

& The'GIFT" can complete the family and is very powerful to fx and transform the family refationship as well as reconstruct the meaning of

deathi B ZE, 2012 EEMFTHERSE 2018

Target: Elderly and their families or caregivers
Objective:

1. To help elders record their heart words wishes, ; ; % : g e
wills and hopes about life and death in the : i PublTi:E:d_\ﬂﬂg{qh

form of artworks, then share with the family - exhyibit the artworks of

i - the aliders
2. To strengthen the connections among the Arts can tell - inwite the. families to
family even after the death of elders Content < afinc shafin or disceeon aﬁmd anr# share elders'
on life and death fses, hts:
| elders do their own creations S *ﬂP‘-‘ﬂ - uh]icu;knldﬂf

r;f-"x Sl

MR
i ;l.._.-l-” L"':i";
oA A AR ”!_:“.

= Talking about death is stlll taboo In Chinese soclety. To visualize and articulate the thoughts about life and death by artworks is a2
way to promote a cultural change.

* By choosing an appropriate means to let the elders express without a barrier and bridge them with their families to open the
conversations of the hidden but wanted topic, is a kind of "revolution.”

# The conversation not only reduces the regrets of death but also ensures better bereavement process which may prevent mental
health issues including depression caused by complicated grief.
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Wan Kit Lee, Wendy

Superintendent
Yam Pak Charitable Foundation King Lam Home for the Elderly
Christian Family Service Centre

| have over twenty years of working experience in the field of
social work. | graduated with a Bachelor of Social Work from the
City University of Hong Kong, an Executive Diploma in Advanced
Business Management from the Chinese University of Hong
Kong and a Master of Quality Management from the Polytechnic
University of Hong Kong.
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Christian Family Service Centre
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Yarm Pak Charitable Foundation King Lam Home for the Elderly established in 1991,
providing residential care to 104 elder persons.Most of the residents suffer from more
than 3 chronic illness and around 50% are demented. Most residents at the home
around 3 vears before they die. All the staff is well trained in E-o-L.

...... g

Cumrently, there is no mandate to Oncetheresidentin RCHEsis  Advance care planning (ACF) ACP irmproves both the patients’
support dying-in-place in RCHES dying, hospital admission isa  ensures indiviudal's preference in - and their families' satisfaction
{Fang,Lou & Kong, 2016) commaon practice, care and treatment is respectd il and reduces their stress
the end of life (Sellars et al 2015) (Detering et al 2010}

Proposed Solutions

Project "My Choice, My Wish, Your Promise”
Implementation of ACP with residents and their carers in a RCHE in Hong Konig

Figure 1. Literature review on the issues and propesed solutions

Ii'.-...': ’ oA
Aims ; T o -
- To enhance the sense of autonomy of the residents and their families at end of life
- To promote the concept of ACF among the residents and their families

- To build up own service model to implement ACP

Target : Residents and carers of Yam Pak Charitable Foundation King Lam Home for the Elderly

System Infrastructuns
» Assess the needs of end of life care in admission
« Develop a system for staff to initlate ACP conversations System
with the residents and their carers infrastrctume
+ Develop a system for documenting ACP '
« Set up guidelinge and protocol

el | F cOucation
Quiality Improvement Continuous Bducation * Provide training to the staff, residents and carers
+ Develop indicators for measuring the effectivenass '1m]jm3 - Develop information resoirces
+ Hold supportive programme for staff and family members. « Promote ACP and mutual support amang the residents
= Share the experience with the public and their family members through different activities

Figusre 2. Project Framework

e e
L} L] ¥

e T e B N L R R R N

« With ACP conversations, individuals' preference is respected in end of life
and reduce families’ stress

= Frail elders can die at place of choice and avoid unnecessary hospitalization.

H graduation_Book_vr4_A4_v2.indd 35 @ 6/14/2018 6:19:34 PM‘




Leaders

JCECC Leadership Training Programme 2017/18

Wong Kin Shing

Deputy Medical Superintendent
Haven of Hope Annie Skau Holistic Care Centre

Wong Kin Shing, Paul, graduated from the University of Hong
Kong’s Faculty of Medicine in 1985. He is now the Deputy Medical
Superintendent of Haven of Hope Sister Annie Skau Holistic Care
Centre. He also serves as Honorary Consultant Physician and
Nephrologist in the Department of Medicine at Pamela Youde
Nethersole Eastern Hospital and Honorary Clinical Associate
Professor in the Department of Medicine at the University of
Hong Kong.
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Rationale for evaluating spiritual needs

Spiritual needs of patients are often overlooked in medical care planning. In the arena of EOL Care, omission of spiritual
needs and care could have serious impact on the well-being of the patients and their care-givers. Spirituality and
spiritual needs are defined as: "the aspect of humanity that réfers to the way individuals seek and express meaning and
purpose, and the way they experience their connectedness to the moment, to self to others, to nature, and to the
significant or sacred” (Puchalski, et al., 2009).

Methodology

A 30-items Holistic Well-being Scale developed for Chinese patients (from 20 to = 60) by Chan et al. (2014) was used for
measuring the Holistic well-being and spiritual needs of the patients and care-givers. This instrument was designed and
validated based on a holistic view of health and well-being which emphasized on the interconnectedness of body, mind
and spirit, under an Eastern cultural and philosophical framework. The focuses are on the dual goal of alleviating
suffering and achieving enduring happiness (Eastern notions of “affliction” and “equanimity”). These 7 factors {domain)
are grouped under “Affliction” and "Equanimity” (peace of mind). Medical records of patients under the HOHSASHCC
JCECC Home Care (HC) program from January 2016 to December 2017 were reviewed for the holistic wellbeing and
spiritual neads of the patients and caregivers by our professional team.

Results and Analysis

The record of 120 patients were reviewed. The mean age was 76.15 (range 60-105) years, male to female ratio 1:1.31 and
the mean Palliative Performance Scale (PPS) was 62.83/7100 {range 30-100). The mean number of symptoms was 2.45
(range 0-6) with 45% of the patients having 3 of more symptoms. Of the 120 patients, 27(22.5%) were surviving at the
end of the study period, and 107 (84.2%) had ACP discussion with our home care workers.

Tabie 1; The Prevalence of spiritual Distress

Dimension Domain

Affliction Emaotiona

50 24

Even though bodily symptoms can be controlled by medication or other physical therapy in EOL care, the overall
spiritual distress, especially those related to peace of mind or equanimity in patients requiring EOL care (42.4 - §3.9%)
and their care givers (38.5 - 74.4%) are very high. Spiritual needs in EQOL care patients and their care givers are prevalent
and spiritual workers should be incorporated as one of the main player in the EOL Care team,
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Wong Oi Kau

Social Work Consultant
Hong Kong Family Welfare Society - Wanchai Office

Stephanie Oi Kau WONG, RS.W., M. Soc. Sc. (Gerontology),
M.S.W., Pg. D. in Mental Health, B.S.W., Accredited Mediator and
Supervisor (Family), Certified Dementia Care Planner and Social
Work Consultant of the Hong Kong Family Welfare Society,
established the Elders and Caregivers Mental Health Service and,
over time, has initiated projects on elderly depression, dementia
and advanced care planning.

BRERENNT

ong Kong Family Welfare Society

Since 1949
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With rising aging population, increasing chronic disease and filial piety beliefs,
Advance Care Planning (ACP) is impartant to prepare elders facing their end of
life, and communicate their wishes with their families for better guality of life
and reduce family distress. Discussion of Advance Care Planning (ACP) can result
in enhanced respect for personal EolC, reduced costs, improved patient and
family satisfaction in hospitalized elderly patients and reduce stress in surviving
families.
Hong Kong Family Welfare Society (HKFWS) has over 20 elderly service units
serving about 4,000 elders. As at 7.12.2017, among those receiving our IHC &
EHCC service, majority (64%) are 80-years-old or above, singletans (43%) or lived
with spouse (25%) and lack of soclal support. Thirty-four percent of the users'
reported chronic diseases are life-threatening diseases. It is a good opportunity
to discuss with these users on End of life care (EolC) when their physical
condition is relatively stable.

_‘""\-— e L :"i-r_-.;r_“‘-"\—.
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Objective: -

HKFWS planned to pilot an "ACP" Project to raise community awareness and support elders with life-threatening

disease to face Eol for improving their quality of life and reduce caregivers' distress.

Targel:
= The first tier aims at raising general public's understanding on ACP by different outreaching efforts.
« The second and third tiers target elders with life-threatening disease (e.q. cancers, stroke, respiratory illness, COPD,

@ diabetes, dementia, coronary heart diseasel. Upon social worker's assessment, elders with mental capacity will be
invited to do ACP.
(e, W oy MR o= o] i L iy 1
(Bt ianallmnact
WA CAC RS LU DILUULY P2

« Over 25 soclal workers/nurses received basic training on ACP and will start to do ACP cases. We have adopted
similar three-tiers model in our Dementia and Depression Projects with favorable feedback.

» 36 volunteers were trained and 19 life reviews (LR) were completed with elders with life-threatening disease.
According to self-report of the elders, they indicated improvements in mental-health well-being, self-acceptance,

meaning in life, life completion, face illness and death, and social connection. For volunteers, they reported positive
impact after doing the LR.

ACF parinery; soliston, L smﬂTmiﬁlﬂg
dactary, luneal e )
slanming agencies, relited NGOY ' ThidTee N

Trainirsg to internal staffs in elderly service units
{e.q. home care, NEC, daycare)

Advisory Support

Academic:

Professional: Solicitors, geriatricians, psychiatrist,
nurse, religiousfuneral planning professionals

praferral tor Professionel for addizional
A stapportt P QT Mussa, Mediaton

Eocial Warker, Dayearn, Home Cam

Essistant: pationt grais

*ACP may drchad GG IenT-COMpOTents accoidng 10 meads of B elders and thek ciegivars
= Phyibeat Mudie sl fpce of s, Advanos Dlies ey

Vnlunenr
chairch biodies

= Financlal Wil Endimng/Contistnm Powers of fittomey
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Wong Sui Kam

Pastoral Care Worker
Caritas Medical Centre Pastoral Catholic Care Unit
Diocesan Commission for Hosptial Pastoral Care

lvy Sui Kam Wong is a pastoral care worker. She is currently the
Clinical Pastoral Education Assistant Supervisor of the Diocesan
Commission for Hospital Pastoral Care. Over the years, she has

® been involved in the training of pastoral care volunteers. She is
also a CPE supervisor in the Asia Association for Clinical Pastoral
Education.

HONG KONG

S\ S 7 ¥ W &
e zf> Caritas
2
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End-of-life care is a matter for everyone in the ccmmumty. Churches with a mission to care for the sick
people are at good position to increase public awareness on the needs of patients with advance illnesses
and their family, provide direct care and services, as well as to organize and train volunteers to build a
compassionate, caring environment for end-of-life care.

R L e

SASREAOA L i

The project is initiated by The Diocesan Commission for B e
Hospital Pastoral Care established in 1991 by the Catholic ol i spainial
Diocese of Hong Kong. It is designed specifically to train
parishioners who are interested in becoming end-of-life care
volunteers in the church. It adopts collaborative approach to
foster care partnership with hospitals, family members, and
parish, professional and neighborhood volunteers to support
families in need. The aim of the project is to mobilize parish
resources in raising public awareness on life and death issues,
empowering volunteer network to support patients and family
members influenced by advance illnesses, relieving caregiving
burden and enhancing quality of life. Main service components
of the project included: (O]

= S "'_'l_'“-wla

e

2017 Number of Volunteers 2017 Volunteer Service Statistics

MMJEMLMLI;

The projer:t is an mltlal attempt to promote good death through
mobilizing parish resources. While established end-of-life support in
important for patients and family members affected by advance
illnesses, the role of the church should not be overlooked. The
well-developed network in hospitals and NGOs, with medical and
social professionals and the crucial function in providing spiritual
support make it a perfect partner in holistic, integrative and
collaborated end-of-life care in the community.
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Wong Suk Han

Assistant Service Supervisor
The Salvation Army Kim Tin Residence for Senior Citizens
The Salvation Army

Avis Wong Suk Han is the Assistant Service Supervisor of the
New Territories Integrated Residential Service for Senior Citizens
under the Salvation Army. She has worked in the elderly service
sector for over a decade. She graduated with a master’s degree

® in social work from the University of Hong Kong. Her passion for
serving the elderly gives her the strength to press on, and she
continues to look into ways of enhancing quality of life for the
elderly.
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Capstone Projects

Chents” Diet Profile at the Satvation Ammy Kam Tin
Resedersce for Senior Citizgens
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Dysphagia is a prevalent difficulty among aging adults. Conservative
estimates suggest up to 68% of residents in long-term care settings suffer
from dysphagia (American Speech-Language-Hearing Association, 2018,
In the Salvation Army Kam Tin Residence for Senior Citizens, about 70% of
our 145 residents suffer from dysphagia requiring either thickening of

fluids and/or alternation of diets to facilitate safety in oral intake. Tieal e boer Al allers TS
Modified diets lead to distortion of the food's ariginal shape and texture, ey
Some elders show strong resistance to “congee like” puree foods leading W fegutar ot
to poor intake and malnutrition. Upon admission to hospital, many may e i
be put on tube feeding. b R e e s
Teniake of pures diet due o dertsl problem
I Passtmes
S b5 A B[R B 1A Bl

Difficulty Encountered in Dysphagla Managementand Pr

= -.,—~.-| |+ VR
b

Poor imake & Pnsalhie cause for tube feeding for Family caregivers ignote swallowing guidelines to feed
chents(Luk et al, 2017) clents non-itered foods, leading to choking

N/

Irr'r|_:|rc|-.rz=:! r:ulreediet_s o Promote Careful Hand Feeding (CHF) skill Educate family caregivers ¢
raise Clients appetite amang staff 1o increase ol etary intake diet compliance for clients @
(Sura et al, 2012) {Luk et al, 2017}

Improved purcs dioe

Flgture 1: Literatore review on the bsies of difficulty encountered In dysphagia managemant @nd proposed solutien

LESE N RBLION

This Project will initially be launched for 1 year in long-stay facilities of Salvation Army. Dietitian will be
consulted to coach the chefs to use food molds to improve puree foods' traditional “congee-like” outlook.
Speech therapists or nurses will deliver talks to 1) family caregivers on dysphagic information; and 2) our staff on
CHF technigques. Newsletters will also be sent to educate family caregivers on importance of diet compliance.
Measurement on the elders’ intake level will be taken for project evaluation. Besides, questionnaires will also be

distributed to evaluate the knowledge of the staff and family caregivers after training.

Thiz project is expected to bring about the following impacts:

et B ' - s r et
A Wb bl " : SR I, SR e it

Formal Caregivers = Enhance staff competencies in applying THF technigues to feed
resicents with dysphagia

Elderly Residents = Increase residents hutritional intake through improved puree diets

and Family +  Enhancefarmily mernbers knowledge on symiptoms of dysphagis and assoclated
Members fishes B0 endist thair support for dist compliance for dysphagic residents

Workshop oonducted by speech theragist
et s of Thckenens
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Yeung Shou Fong, Annie

Superintendent
Buddhist Li Chong Yuet Ming Nursing Home for the Elderly
Heung Hoi Ching Kok Lin Association

After graduating from the CUHK MB ChB Programme in 1990, Dr
Annie Yeung started her medical career at the Hospital Authority.
She took up the Superintendent post at the HHCKLA Buddhist Li
Chong Yuet Ming Nursing Home for the Elderly, the first of its
kind, in 1998. Dr Yeung is now in charge of the nursing home
and two community care services for the elderly. In addition
to offering professional services, Dr Yeung devotes her time to
serving the community and was awarded the Chief Executive’s
Commendation for Public Services in 2008 in recognition of her
contributions.
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Cross sectional study with anonymous questionnaire survey was carried out in March 2018. Caring
professions including doctors, nurses, social workers, physiotherapists and occupational therapists
working at nursing home were invited to reveal their views on end-of-life care {EolC) plans for
themselves and close relatives and assess their view and knowledge of advance directive (AD),
advance care planning (ACP) and enduring power of attorney (EPA),

RESULTS:

62 staff were being invited. The response rate was 90.3%. Most respondents had worked in own
field for 5 years or more (Figure 1],

- Aok sid willk S A W Bt 34y reckoned thelr close relatives were ready
i = ' S to discuss own EolC

« Wherwidld lke to disciiss?
« 5355 when they were diagnosed with « Whip to discuss with?
life-threatening ilinesses: «  Majority: with spouses
« 325 when they reach certain age [ranging. |+ Adult children become more significant
From 40-80y.0.; 50-60y0. inmajarity] '
- Whoio discuss with? IFigure 2]
« 0N Wit Spouses

<1 W15 BE-10 B>10 Ersinformation
Figee 1. Year of Services in profession

Figura 2, Who to dhcuss with
B Caring Professions
Care Professions chase refatives

Fpouse parents aculichidrens  close friends.  Fiendbwith farity doctor - specialist soclal warkar sibdings athor
med dactorinurse
kg

Concerns in EoLC: Personal and nursing care was placed as the top priorty [Figure 3).
Views and knowledge on AD, ACP & EPA;

Subjects were asked to weight 0 to 4 on the importance and knowledge
of AD, ACP and EPA an EolC

Simple "Yes/Ma" questions on the legal status of AD, ACF and ERA were used to test the knowledge of the
subjects on these three areas. Only 21% could comrectly answer all three questions.

DISCUSSION:

This study shows that the subjects are ready to discuss own EolC issue, This reflects that professions, with their knowledge on aging and disease
process, prefer early planning. And they are more concern about the nursing and personal care being received during their last stage. This
finding gives a reflaction to the profession on what and when to discuss with own patients,

Despite caring professions consider AD, ACP and EPA having value in EoLC, this study exposes the inadequacy in the knowledge and applications
of these means. In order to enhance the acceptance and utilization of EoLC plan,

= Legal aspects in EolC shall be included in the curriculum of professional training.

+« Continuous education programmes shall be arranged for professions.

« The Government shall promate the concept AD, ACF and ERA as part of public education,

«"Life and Death” topics can be incorporated in the General Education of secandary school.

fimance

place of dying

CONCLUSION:

This study explores the attitudes and knowledge of caring professions regarding EolC. The findings indicate that care professions are ready to discuss
own care and engage close relatives in discussion. The overall fair knowledge of AD, ACF and EFA sugoests "Life and Death”as part of professional training,
public education and General Education of secondary schood Is crucial to get the community prepared for the aging population.

personal & nursing came
g lifie sistain rastment
stop ife sustaln treatren

fgura 3. Key Concerns on Eol plan
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Yiu Lai Shan, Iddy (BSW, MCS)

Service Director
Hong Kong Sheng Kung Hui Welfare Council Limited

Iddy Yiu was a service supervisor of a primary school counseling
service and a superintendent of a residential care home for the
elderly. She is now the Superintendent (Service Director) of Hong

@& Kong Sheng Kung Hui Nursing Home. Her belief that“God’s grace
is sufficient, and life is full of hope” has motivated her to walk
closely with her residents, clients and colleagues. She loves and
cherishes life. Thus, she always wants to contribute more and to
dedicate herself to meaningful service.

HEERELGHRAWGAERLSAE

HONG KONG SHENG KUNG HUI WELFARE COUNCIL LIMITED
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Elderly residents in nursing home are at an average age of over 90. Their frailty conditions can be imagined:
many of them have medical, functional and even cognitive and emotional impairments; their ability to live
independently decline; and are suffering from multiple illnesses and the side effects of treatment.
Communication problems are also common, residents may have difficulties in sharing their memories and
life stories verbally. The use of photography could be an innovative, visual and artistic way ta help the elders
to review lives, fulfill wishes and leave a legacy.

— — e
e e TR

) siloxdlolm One of the nursing homes under Hong Kong Sheng Kung Hui Welfare Council
St et | imiited introduced the Life Story Photography. The project aims to facilitate frail
elders to re-tell their life stories; fulfill their wishes and leave a legacy, and
ultimately promote their wellbeing. The process would not be simple. Social
workers and photographers have to work together, conducting interviews with
residents and their core family members to elicit life stories and capture the
significant moments of the elders. Photographers will then use their creative

instincts to create images photographic tale which is unique to each resident.

Elicit ife staries

 and dreaims.

Interview the

farmily

Communication Engagement Bullding trust

A 93 years old bed-ridden lady shared her last wish
was to scatter her cremated ashes at the field,
capturing the meaning of "The fallen petals, in
return, will transform into the soil to nourish the

flower in spring” ([{EAEFEEEEL)

'. e o e N e
[} | 0 g
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The project engages frail elderly residents to talk about their life stories and wishes, facilitate mutual
communication between residents and family members. As an extended activity, Life Story Photography
Roving Exhibition will be held at different venues. This serves as an excellent platform to increase public
awareness on aging and end-of-life care issues.

Mursing
Life review Home
Schools
Precious
mioments of
the family
Churches Community
Last wish
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Yu Mei-ying
Superintendent

Tsang Shiu Tim Home for the Elderly & Lee Quo Wei Day Rehabilitation &
Care Centre, The Hong Kong Society for Rehabilitation

+ Superintendent:
The Hong Kong Society for Rehabilitation
Tsang Shiu Tim Home for the Elderly
 Supervise home services and a day rehab center
® - Social worker
 Graduated with a Master of Social Sciences in Social Work
(City University of Hong Kong)
« Have worked in the elderly residential setting for over ten years

The field of elderly services is challenging. | enjoy working in the field.

\% EEERE
\\; )’A The Hong Kong Society
m

for Rehabilitation
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Capstone Projects

Most of the residents in residential homes are frail elders and suffered from varies of chronic illness such as
dementia, stroke, heart disease and cancer.

“Love your life" aims to encourage elders to talk and express their thoughts towards life and death issues. A
series of programs are designed to promote the life and death education as well as enhance the guality of

life of these residents.

The Scope of Death (1977), Daniel Leviton Identified the goals of death education and defined
death education as a developmental process in which death-related knowledge and the
implications resulting from that knowledge are transmitted. He identified the following goals
of death education: primary prevention (preparing individuals for eventual death events),
intervention (helping people face personal aspects of death), and rehabilitation
{understanding and learning from death-related crises). More specific goals included
promoting comfartable interactions with the dying, removing taboos and reducing anxiety.

| " el e
§ 1
2 Al 1]
"Love your life”-Life and Death Education 2. Rationale
1. Dbjectives of the project: « Well understanding of life and death lssue asg

s To encourage elders to have a better understanding of life and

death issue.

» To prepare elders for the end of life through different programs
and to enjoy their life with a positive attitude,

companicned with positive attitude bring elders "good
death”and "no regret”.

+ 'Integrative Hody-Mind-5pirit Maodel’ is proved has a
significant positive effect on chronic illness patients.

s Toenhance elders guality of life.

3. Detalls of the project

Elrst year (Primary prevention):

A special care team (BEES:\FH) is established to promote and
carry out the project.

“Life and Death” movies sharing give eiders a platform to

discuss and see other people’s views.

Life and Death education to residents and family through

talk and group.

included, It aims to

g out horticultural therapeutic group, enhance elders

e emotion and gain the happiness from planting.

“Life and Death"is still a taboo among elders. There is a need to promote life
and death education. Attitude change brings the change of quality of life.
People may have a broader mind-set when encounter life and death issue.

team members and receive thelr regular visits and
companionship A sanes of bed-side activities are designed

el el 1 Felders
"Spiritual Health Group” is faunched and eight sessions | 5-8 elder (b alive b o
lders to face their loss with “Clap for Qur Lives” group: It helps elders face death issue &5
with positive attitude and prepare the end of life
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