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Where do you want to die?Where do you want to die?

How do you want to die?How do you want to die?

At the final moment, who
do you want to meet?

At the final moment, who
do you want to meet?

What taste of food will you
miss the most in your final

days?

What taste of food will you
miss the most in your final

days?

What is the most
important to you in

your final days?

What is the most
important to you in

your final days?

Questions we all have to think about at the end …
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Art pursuits

Source: http://www.channelnewsasia.com/news/singapore/young
cancer patients/2506308.html;Lin et al., 2012, Palliative Supportive
Care
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Painting on silk
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Pamper persons in their end of life as
someone who is pregnant?

10 months 6 months to 1 year

VS.
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The joy of artistic fulfillment: painting

Source: http://www.newsherald.com/article/HR/20130726/NEWS/307269884;
http://www.news herald.com/article/HR/20120320/NEWS/303209988
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Beauty of Expression: Writing poetry

Source: http://www.channelnewsasia.com/news/singapore/young cancer patients/2506308.html
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Somatic Expression: Dance together

Source: http://www.istd.org/news/news archive/careers
corner dance movement psychotherapy/&
http://www.octaband.com/dementia_therapy.htm
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Vibration, Percussion, Music, Songs

Source: VNA of Middlesex East, Sawtelle Family Hospice House 9

Enjoyment and indulgences

Source:
http://www.theguardian.com/world/2
014/aug/01/french hospital open
wine bar terminally ill patients
clermont ferrand
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Pet therapy: Love

Photo: The Good Dog Foundation
Source: Fleishman et al., 2015; J

Community Supportive Oncol
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Human touch

Source: http://www.comforttouch.com/ 12
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Fun and empowerment

Source: http://www.dailymail.co.uk/femail/article 3332943/Danielle Javernig dresses Wonder Woman day chemotherapy treat
breast cancer.html
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Living instead of dying

Source: http://www.ambulancewens.nl/ 14
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Family reunion

Source: http://www.dreamfoundation.org/ 15

Having your loved ones at your
bedside when you pass away

Source: http://www.independent.co.uk/arts entertainment/the
lessons for living we learn from the dying 1167510.html
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Live life to 
the fullest 
despite

end-of-life

Creative art
Music

Last
wishes Dancing & fun

Family,
community
& pets

Care & comfort
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Back to the reality
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Patients’ psychological distress

About 40% of EOL patients demonstrated

significant level of self perceived burden
Chochinov et al., 2007, J Pain Symptom Manag

About 40% of EOL patients demonstrated

significant level of self perceived burden
Chochinov et al., 2007, J Pain Symptom Manag

20.7% prevalence for depressive
disorders (DSM IV) in palliative care

patients
Wilson et al., 2007, J Pain Symptom Manag

20.7% prevalence for depressive
disorders (DSM IV) in palliative care

patients
Wilson et al., 2007, J Pain Symptom Manag

13.9% prevalence for anxiety
disorders (DSM IV) in palliative care

patients
Wilson et al., 2007, J Pain Symptom Manag

13.9% prevalence for anxiety
disorders (DSM IV) in palliative care

patients
Wilson et al., 2007, J Pain Symptom Manag

1 in 4 patients demonstrated

anxiety + depression
symptoms

O’Connor et al., 2010, MJA

1 in 4 patients demonstrated

anxiety + depression
symptoms

O’Connor et al., 2010, MJA

1 in 6 (17%) terminally ill cancer patients wished to hasten
death or felt hopeless

Breitbart et al. 2000, JAMA

1 in 6 (17%) terminally ill cancer patients wished to hasten
death or felt hopeless

Breitbart et al. 2000, JAMA
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Self perceived burden & distress
Sense of

Dependence

and obligations

Inability to
fulfill social

roles’
expectations

and obligations

Perceived
Inequity in

interpersonal
relationships

Self perceived
Sense of Burden

Source: McPherson et al., 2007, J Palliative Care

Anticipated

by others

Anticipated
sadness and
loss endured

by others

Psychological
distress (e.g.,
depression,

hopelessness)
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Conflict among family members

Provision
of

Physical Care

Caregiver
witnessing the

death

Substituted
decision

making for
life sustaining

treatment

Potential Sources of Sense of Burden

Source: Chochinov et al., 2007, J Pain Symptom Manag

Self perceived burden & distress

22
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Caregivers psychological distress

30% caregivers felt
anxiety, sadness, and
frustration

National Family Caregiver Association, 1998

32% clinical level of

anxiety
Gough & Hudson, 2009, J Pain Symptom

Manag

40 60% high level of
psychological

distress (vs. 19% in
general population)

Dumont et al., 2006; J Palliative Med

Other distress:
Helplessness,

burden,
loneliness, anger

12% clinical level of

depression
Gough & Hudson, 2009, J Pain Symptom

Manag
23

How to empower patients and
families?

Community engagement in end of life care

Source: Sallnow et al., 2016, Palliative Med; Brown & Walter, 2014, Brit J Soc Work

• Engaging & empowering families, friends, volunteers,
and community members as a part of the “caring team”
together with the professionals

• Enhancing community’s death literacy

24
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Death is …

Holistic care by
professionals to families

and patients

An issue that concerns
all walks in the

community

Engaging and
empowering
community

25

Quality co ordination of care –
chronic and complex medical conditions

Palliative Social Work Symposium 2015
10Nov2015

26
Source of artwork: http://www.nationalhme.com/img/care img.png
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What can the community do to help
patients and families?

From the experience of 8 local community groups within an interest in
end of life care and death in Canberra, Australia:

Pragmatic support

• Financial assistance

• Food vouchers

• Housework

• Information
navigate health
system

Respect &
responsiveness

• Normalization
activities to reduce
stigma

• Offer respect and
reassurance to
encourage social
engagement

Connection &
empowerment

• Peer support

• Social reconnection

• Social networks
(art groups,
exercise groups,
social outings)

Source: Mills et al., 2014, Critical Public Health
27

Structure of community engagement

Circles of care

Needs of patients to be
fulfilled by its nearest circles
(i.e., close family members).
Outer circles empower and
support inner circles
Dual role for professionals:
1. Deliver professional service
2. Empower community and
informal caregivers

Source: Abel et al., 2013, BMJ Supportive Palliative Care 28
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Burns, C. M., et al. (2011). What is the role of friends when
contributing care at the end of life? Findings from an
Australian population study. Psycho oncology, 20, 203 212.

Outcomes of community engagement

Involving friends
as caregivers

Home deaths &
use of palliative
care services

29

N = 2093, South Australia

Outcomes of community engagement

Greene, A., et al. (2012). Can assessing caregiver needs and
activating community networks improve caregiver defined
outcomes? A single blind, quasi experimental pilot study:
Community facilitator pilot. Palliative Medicine, 26, 917 923.

Community network
facilitator to assess
and help mobilize
caregivers’ own social
network

Caregiver fatigue,
role resentment

30N = 66, South Australia

Support, confidence in
seeking assistance
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Outcomes of community engagement

Jack, B. A., et al. (2011). “A bridge to the hospice”: The
impact of a community volunteer programme in Uganda.
Palliative Medicine, 25, 706 715.

31
N = 64, Uganda

Theme 1:
Impact on patients and

families

Theme 2:
Education & support

Theme:3
Bridge to the hospice

Physical care
Practical help

Counseling
Education about
medical procedures

Linking up patients to the
hospice services

Outcomes of community engagement –
Summary from a systematic review

Source: Sallnow et al., 2016, Palliative Med

1. Marking a practical
difference to the lives of
patients and families
Meeting basic needs
Information provision
Tackling social isolation
Bridging with mainstream

services

1. Marking a practical
difference to the lives of
patients and families
Meeting basic needs
Information provision
Tackling social isolation
Bridging with mainstream

services

2. Personal growth and
empowerment for all caregivers

Knowledge, skills, and
attitudes to death and dying
Personal reflection and say
“yes” to life

2. Personal growth and
empowerment for all caregivers

Knowledge, skills, and
attitudes to death and dying
Personal reflection and say
“yes” to life

3. Developing community capacity
Increase in social capital Advocacy
Influencing professional practice Sustainable changes

3. Developing community capacity
Increase in social capital Advocacy
Influencing professional practice Sustainable changes
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Learning from the champions

33

“In Belgium, for example, a strong network of volunteer workers exist.
In New Zealand (…) public awareness of palliative care and advance
care planning is increasing, while Hospice New Zealand, which leads
the country’s hospice movement, has a robust community engagement
goal in its strategic plan.” (Extracted from Quality of Death Index 2015,
p. 45)

Examples of community
engagement

Source: Dying Matters – England & Wales

Dying Matters, set up in 2009, is a coalition of 30,000 members
across England and Wales which aims to help people talk more

openly about dying, death and bereavement, and to make plans for
end of life.

34
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(…) If “it takes a village to raise a child”, it also
takes a village to support someone who is
dying and their family. This year’s Awareness
Week celebrates everyone who has every cared
for someone who has died. (…)

Examples of community
engagement

Source: http://www.goodlifedeathgrief.org.uk/content/awareness week 2016/
35

Examples of community engagement

(…) The Good Neighbour Partnership can assist the
person affected by advanced illness, and their
family, to find the extra social and practical
support that they may need from within their
community by making links with those living close
by who would like to offer help. (…)

Source: http://www.compassionatecommunities.ie & McLoughlin et al., 2015, BMC Palliative Care 36
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Examples of community engagement

Source: http://www.beautybus.org/

A collaboration between beauty
professionals and community

volunteers(befrienders)
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Examples of community engagement
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Symposium on Hospice
Palliative Care
Volunteering held at
European Association
for Palliative Care
(EAPC) World Congress
in Vienna, April 2015.

Source: https://www.ehospice.com/Default/tabid/10686/ArticleId/16480/
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Recently published special issue on public health in
Progress in Palliative Care Feb 2016

39

Palliative Social Work Symposium 2015
10Nov2015
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Personal • Holistic focus on patients & carers

• Supporting resilience, and living with the disease

Clinical and services • Single point of entry, single point of contact

• Flexible and multi faceted care co ordinators

Community • Support from volunteers

• Community awareness and trust

Functional • Effective communication of client information

• Electronic health records OR “high touch low tech”

Organizational • Local leadership and commitment

• Care suited to local needs

System • Funding for health and social care

• Social climate supportive of person centered care

Key success factors of care co ordination for persons with
complex needs (The King’s Fund, 2013)
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41Source : National Palliative and End of Life Care Partnership, 2015
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See each
person as an

individual

Fair access to
care

Comfort &
well being

Co ordinated
care

Competent
staff

Supportive
community

6 ambitions for end of life care

Source : National Palliative and End of Life Care Partnership, 2015
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Foundations for the ambitions:

1. Personalized care planning

2. Shared records among care teams

3. Evidence based measurement of outcomes

4. Involving families, friends, and caregivers

5. Competence building for staff

6. Round the clock access to services

7. Co design with beneficiaries and experts

8. Local and clinical leadership
Source : National Palliative and End of Life Care Partnership, 2015

Hong Kong Jockey Club Charities Trust
End of Life Community Care Project (HKJC ECC)
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Coverag
e

Contin
u ity

of care
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Choice

Cost
effectiv
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NGOs
&

public

RCHE
s

Hospitals

Autonomy Comfort Fulfillment
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Capacity Building
Programmes at Hospital

District based Support
for RCHEs

Public Education and
Knowledge Transfer Im
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Hospitals

RCHEs

Home & Community
Day/Home Care Units
District Elderly Centres, NGO

Home & Community
Carers, Family Members, Volunteers

General Public

EoLC Systems Project Components

Innovative Services for
EOL Patients

Hospice Based Home Care (HHH)
Volunteer Based Care (HC)

Professional Support for Home Care (SJS)
Holistic and Neighbourhood based Care

(HKSR)
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Initiative in Hong Kong – JCECC

Agitation Anger

Tears
Attachment/
Detachment

Pain
Sickness

Losing
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Distress in
end of life
Distress in
end of life
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Fun
Food

Communication

Mobility

Laughter

Sleep

Legacy

Discussion
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Friends &
families

Quality of life
despite advanced

illnesses

Quality of life
despite advanced

illnesses

Live life to 
the fullest 
despite

end-of-life

Creative art
Music

Last
wishes Dancing & fun

Family,
community
& pets

Care & comfort
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Compassionate care
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Source: http://articles.latimes.com/2013/jul/03/local/la me ln singing
nurse 20130703
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