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Editorial

Dr Raymond SK LO

MBBS, MD, MHA, Dip Geri Med,
Dip Palliat Med, FHKCP, FRCP, FHKAM

President, the Federation of Medical Societies of Hong Kong

Editor

Palliative Medicine has come of age, and it is most timely to dedicate
an issue of Medical Diary to this vital clinical specialty. Following the
momentum of the Federation 50th Anniversary Scientific Meeting on
care for advanced diseases, it is particularly worthwhile to pursue with
the sharing of expertise from fellow colleagues on the science and art of
palliation. We hope this issue can engage health care professionals from
all specialties, as care for the dying transcends all fields of clinical care.

Since the establishment of Palliative Medicine as a specialty by Royal
College of Physicians in United Kingdom in 1987, and the endorsement
of palliative care approach by World Health Organisation in 1990, much
progress has been made in the field locally in Hong Kong. While the care
for advanced diseases has undoubtedly improved in recent years, much
effort still needs to be devoted in the following four directions in future.
Firstly, the internationally accepted notion of the specialty needs to be
more broadly promoted: palliative care should be offered at any stage
once an advanced incurable illness is diagnosed, if there is a need. Cure
and care are not mutually exclusive. Secondly, the equity and access to
palliative care have to be enhanced in hospital settings, both public and
private, as well as in the community including residential care homes
for elderly. Thirdly, professional training should be in place, not just on
concepts of palliative approach, but also on wider aspects of humanity
including life and death education for all health disciplines. Fourthly,
the general public needs to be better informed on the positive benefits of
palliative care, and on their options and rights to receiving such services.

As the United Kingdom Department of Health has stated in the
National End of Life Care Strategy in 2008, how we care for the dying
is an indicator of how we care for all sick and vulnerable people. It is a
measure of society as a whole, and it is a litmus test for health and social
care services. The Economist Intelligence Unit has conducted the first
survey on countries across the world, and generated an international
quality of death index in 2010. The survey explored stakeholders views
on four indicators: quality of end-of-life care, availability of end-of-
life care, basic end-of-life care health environment, and costs of care.
Hong Kong ranked 20th on this international rating in 2010, with areas
requiring improvement as follows: availability of hospices and palliative
care services per million population aged 65 and over; number of
hospices and palliative care provision, end-of-life care policy provision,
and existence of government-led national palliative care strategy. The
results of a second survey have just been published in October 2015,
with ranking of Hong Kong now lower at 22nd. While the results of any
such comparative studies of course need to be interpreted with caution,
the survey did nonetheless help highlight aspects where improvement
is likely to be needed locally. With the excellent health care services
and guidance from our service leaders and policy makers, Hong Kong
certainly has the vast potential to ascend on the ladder of quality care
for our citizens at end of life. Patients and public are increasingly health
literate, and the voices of the advocates need to be heard.

In this issue of Medical Diary, we are delighted to share with you articles
on the key aspects of palliative care, in cancer and non- cancer conditions,
in paediatric and elderly age groups, and advance care planning. We
hope you will find this issue an interesting read, with a more insightful
understanding of the specialty, as well as inspirations in help promoting
palliative approach for better care at end of life.
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kidney disease (CKD).

Dosage & administration: Can be administered subcutaneously
or intravenously in order to increase haemoglobin(Hb) to not
greater than 12g/dl (7.45mmol/I). Subcutaneous use is preferable
in patients who are not receiving haemodialysis to avoid puncture
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10g/dl (6.12mmol/l) to 12g/dl (7.45mmol/l). A rise in Hb of
greater than 2g/dl (1.24mmol/1) over a four-week period should
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common reasons for incomplete response to ESAs are iron
deficiency and inflammatory disorders. Consider diagnosis of Pure
Red Cell Aplasia (PRCA) if all the possible causative factors
excluded. Discontinue Mircera and do not switch to another ESAin
case PRCA is diagnosed. PRCA caused by anti-erythropoietin
antibodies has been reported in association with ESAs and these
antibodies have been shown to cross-react with all ESAs. Epoetins
are not approved in the management of anaemia associated with

hepatitis C. In patients with chronic kidney disease, maintenance
Hb concentration should not exceed the upper limit of the target
haemoglobin concentration. Adequately control blood pressure in
all patients before, at initiation of, and during treatment with
Mircera. Consider dose reduction or withheld treatment if high
blood pressure is difficult to control by drug treatment or dietary
measures. As with all growth factors, there is a concern that ESAs
could stimulate the growth of any type of malignancy. Caution in
patients with haemoglobinopathies, seizures or with platelet
levels > 500 x 109/1. Misuse of Mircera may lead to an excessive
increase in Hb. This may be associated with life-threatening
cardiovascular complications.

Drug Interactions: No interaction studies have been performed.
Clinical results do not indicate any interaction of Mircera with
other medicinal products.

Use in Pregnancy & Lactation: There are no adequate data on
the use of Mircera in pregnant women and caution should be
exercised when prescribing to pregnant women. It is unknown
‘whether methoxy polyethylene glycol-epoetin beta is excreted in
human breast milk. Risk-benefit ratio should be considered when
use in nursing mothers.

Undesirable effects: Common: hypertension. Uncommon:
vascular access thrombosis, headache. Rare: hypersensitivity,
hypertensive encephalopathy, rash (maculo-papular, serious).

Date of preparation: June 2012

Full prescribing information should be viewed prior to
prescribing.

Roche Hong Kong Ltd
24/F., Caroline Centre,
2-28 Yun Ping Road,
Causeway Bay, Hong Kong.
Tel : 2723 2832

Fax: 27237820

(Continuous Exythropoiti Receptor Activatr) ance every 2 weeks oronce monthly maintans stabl Hblvels fter converting directlyfrom IV epoeti 1-3 timesper week in atints with CKD on dilysis. Abstract SA-P0205, presented at AN Annual Meeting,

37-646.4. Jarsch M, Kubbes

M, Lanzendarfer M, Haslbeck A, Brandt M. CER A act ifeentlyat the rythropoiti (EP) eceptor compare vith epoetn beta: UT-7and D34+ el stimulaton ssays. Abstract SA-PO209,presented at ASN AnnualMeeting,November 14-19, 2006 S Diego, Calforia. A Soc Nephrol. 2006;17:619A. . Jasch M, Brandt M, Haseleck A. Consumption o CERA.and
epoetinbetain  cellular assay:UT-7 consumption model Presented at American Society of ematology (ASH) 48th Meetng, Decenber 9-12, 2006, Orando, L




VOL.20 NO.11 NOVEMBER 2015

Palliative Care for Patients with
Advanced Cancer: Principles and Practice
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Medical Bulletin

Dr Wai-man LAM

The Origin of Palliative Care

Cicely Saunders, the pioneer of modern palliative care
movement, observed the phenomenon of “total pain”
through systematic attention to patient narratives in
terminally ill patients and by listening carefully to
stories of illness, disease and suffering. The concept of
total pain moved beyond the physical to encompass
the social, emotional and spiritual aspects of suffering.
She also pioneered the research on the use of powerful
analgesics regularly based on the conviction that
“constant pain needs constant control”. In 1967, she
founded St Christopher’s Hospice in South London, the
first modern hospice combining excellent clinical care,
education and research. This has inspired health care
workers around the world to look for ways to relieve
suffering of dying patients and palliative care continues
to flourish in many parts of the world.!

In Hong Kong, the first palliative care team was piloted
at Our Lady of Maryknoll Hospital in 1982. The first
independent hospice, the Bradbury Hospice, was
opened in 1992. In 1993, the Hospital Authority (HA)
Hospice Care Service Development and Coordinating
Committee described the philosophy, objectives, and
scope of service, including inpatient care, day-care,
home-care, outpatient care, and bereavement care
policies.” Initially, most care is directed towards cancer
patients. In recent years, services are developed for
patients with non-cancer diseases as well. Today, there
are sixteen services in HA that provide palliative care.

The Essence of Palliative Care

Palliative Care is “an approach that improves the
quality of life of patients and families facing the
problems associated with life-threatening illness,
through the prevention and relief of suffering by means
of early identification and impeccable assessment
of pain and other problems, physical, psychosocial
and spiritual.” It provides relief from pain and other
distressing symptoms, and integrates the psychological
and spiritual aspects of patient care. In offers a support
system to help patients live as actively as possible until
death, and to help the family to cope during the patients’
illness and in their bereavement process. It affirms
life and regards dying as a normal process, intending
neither to hasten nor to postpone death. It is applicable
early in the course of illness, in conjunction with other
therapies that are intended to prolong life, such as
chemotherapy or radiation therapy, and includes those
investigations needed to better understand and manage
distressing clinical complications.?

Palliative care focuses on the person rather than the
disease. It targets on the suffering experienced by whole
persons, who have many aspects beyond the physical
dimension. Suffering can be defined as “the state of
severe distress associated with events that threaten the
intactness of person”, and a person perceives the threat
of an advanced illness in his/her own way.* To diagnose
suffering, clinicians need a high index of suspicion,
and patients must be directly questioned on patients’
subjective experience of suffering. It requires methods of
empathic attentiveness and non-discursive thinking on
the part of clinicians.’

The presence of an advanced illness already adversely
affects a patient’s quality of life after its diagnosis. In
addition, with newer treatment like targeted therapy,
newer chemotherapeutic agents and hormonal therapy,
the disease courses of cancer have been prolonged for
certain types of cancer. The old model that palliative
care is instituted only after life-prolonging or curative
treatment should be revised. A newer integrated model
that both palliative care and life-prolonging care are
provided throughout the course of disease should be
adopted.®
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Figure 1: Integrated Palliative Care

The Multidimensional Needs of
Advanced Cancer Patients: Physical,
Psychological, Social and Spiritual

The quality of life of advanced cancer patients is
determined to a large degree by the presence and
intensity of the symptoms of their disease. In a
systematic review including 50 studies on symptom
prevalence, five symptoms including fatigue, pain, lack
of energy, weakness and appetite loss occurred in more
than 50% of patients with incurable cancer.” A local
study showed that fatigue, cachexia and anorexia were
the three most distressing symptoms in the last week
of life of advanced cancer patients.® The progressive
functional decline in the last few months of life adds to
the suffering.

mnonckonec MEDICAL DIARY



The physical burden of cancer is compounded by
psychological distress. Advanced cancer patients grieve
about their continual losses and fear about the multitude
of uncertainty in their future. A meta-analysis revealed
that approximately 30% of patients in palliative care
settings experience some combination of depression,
anxiety and/or adjustment disorder.” Such psychological
morbidity not only adversely affects their quality of life
but also predisposes their informal caregivers to a higher
likelihood of psychiatric disorders.'

Both the patients and their families face a myriad of
social adjustments. The change in roles in the family,
social isolation, actual caregiving needs, and financial
burden associated with loss of income and costs of
medical treatment and caregiving all add to the burden
to patients and families. The sense of burden perceived
by patients adds to their psychological distress and
suffering. In a Canadian study of 52 advanced cancer
patients, 19% experienced a moderate to extreme level
of self-perceived burden, while 48% of respondents
reported it as their single most distressing social
concern.” A local study found that 95.2% of primary
informal caregivers of patients with terminal cancer in a
hospice home service perceived difficulties in rendering
care, and identified four main kinds of difficulties:
relationship with the care receiver, emotional reactions
to caring, physical demands, and restricted social life.

Measures of spirituality and spiritual well-being
correlate with quality of life in cancer patients, cancer
survivors and caregivers. Studies exploring the spiritual
concerns of palliative care patients have identified
several domains which reflect their existential concerns:
domain of identity / worth / dignity / value (“What is
my place in the world?”); domain of hope (“What can
I hope for?”); domain of meaning / purpose (“What is
most important in life?”); and domain of relatedness
/ connectedness (“Who can I count on?”)."* Patients
experiencing crisis in these domains may experience loss
of dignity, hopelessness, meaninglessness, helplessness
and loneliness, with a resultant poor quality of life.
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Figure 2 : The multidimensionality of quality of life

The Delivery of Palliative Care:
Team work, Continuity of Care and
Communication

The essential elements in the delivery of palliative care
include an interdisciplinary team approach, coordinated
services enhancing continuity of care, and truthful
communication and advance care planning.

i H VOL.20 NO.11 NOVEMBER 2015
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With the multidimensional nature of quality of life and
suffering, a team of physicians, nurses, physical and
occupational therapists, social workers and counsellors,
psychologists, chaplains and volunteers in various
combinations work closely together to support patients
by symptom assessment and control, psychological and
spiritual care, rehabilitation measures to enhance their
functional state and daily living, provision of tangible
resources and aid, and support to the family caregivers
and the bereaved.

Continuity of care cannot be overemphasized. The
provision of inpatient services, outpatient services,
day care, home care, and bereavement services should
ideally be coordinated under the care of the same team
of health care professionals so that the needs of the
patient and family are known and communicated across
various sectors of the health care system.

An essential element of palliative care is communication.
With the quality of life of patients and their families
as the center of care, palliative care workers should
understand their awareness of the diagnosis and
prognosis, perception on the illness experience and
suffering, goals and values, preferred place of care and
dying, and preferences on life sustaining treatment.
Advance care planning is the process of communication
among patients with advanced progressive disease,
their health care providers, their families, and important
others regarding the kind of care that will be considered
appropriate when the patient cannot make decisions.
With a proactive communication process, the patients’
quality of life will be enhanced by provision of care in
line with their goals and values.

Effectiveness of Palliative Care

Have palliative care services fulfilled their mandate
of improving patient’s quality of life? A retrospective
study involving 494 patients dying of cancer in four
hospitals in Hong Kong revealed that patients who had
received palliative care services and died in palliative
care wards had fewer admissions to acute care wards
and intensive care units, and shorter duration of stay in
acute care units in the last six months of life compared
with those who had not received any palliative care
service. In the last two weeks of life, the former group
had more symptoms documented, a higher likelihood
to use analgesics, adjuvant analgesics, and sedatives,
and fewer interventions initiated. The latter group
had less “do-not-resuscitate” order documented and
more died after a cardiopulmonary resuscitation. This
study reflected that involvement of palliative care had
an impact on optimum usage of health care resources
appropriate to patients’ needs, attention to symptoms
and distress, and involvement of patients and families
in advance care planning.**

A systematic review in 2008 on randomized controlled
trials studying the impact of specialized palliative care
on quality of life, satisfaction with care and economic
costs consistently showed improvement in family
satisfaction but mixed results on quality of life and
cost saving. However, most studies are limited by
methodological shortcomings and carefully planned
trials are called for."
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Subsequent better designed studies have proven the
effectiveness of palliative care in cancer care. A nurse-
led, palliative care-focused intervention addressing
physical, psychosocial, and care coordination provided
concurrently with oncology care had higher scores
on quality of life and mood compared with those
receiving usual oncology care.'® A landmark study on
patients with metastatic non-small-cell lung cancer
showed that patients who had early palliative care had
better quality of life and mood, had less aggressive
care at the end of life but a longer survival.” A cluster-
randomized controlled trial comparing early palliative
care interventions and standard oncology care showed a
significant difference in quality of life, satisfaction with
care and prevalence of severe symptoms at four months
favoring the palliative care group. The palliative
care interventions include coordinated outpatient
care, inpatient care and home care and adopted a
multidisciplinary approach, addressing physical,
psychological, social and spiritual needs.'

The Future of Palliative Care

With evidence supporting the value of early specialty
palliative care, there is a movement in the United States
to call for early integration palliative care in oncology
practice.” The European Declaration on Palliative Care
2014, grounded on evidence-based recommendations
by two EU funded projects, calls upon policy and
decision makers at regional, national and international
level to adopt a public health approach on the delivery
of and access to high quality palliative care, establish
palliative care policies, promote basic palliative care
skills for all health care professionals, promote public
awareness through community level approaches,
develop mechanisms to ensure access to specialist
multidisciplinary palliative care services or teams,
support inter-professional and multidisciplinary
collaboration, and promote palliative care education
and research.” The Global Atlas of Palliative Care at the
End of Life describes palliative care provision at three
levels: a “palliative care approach” adopted by all health
care professionals, provided they are educated and
skilled through appropriate training; “General palliative
care” provided by primary care professionals and those
treating patients with life threatening diseases, with a
good basic knowledge of palliative care; and “Specialist
palliative care” provided by the specialized teams for
patients with complex problems.”!

I envision oncologists and palliative care specialists
“co-managing” patients with advanced cancer, with
the primary oncology team providing the oncological
treatment as well as assessing pain or other symptoms
and inquiring about patients’ understanding of
their diseases and their goals of care, while specialty
palliative care provides extra support by helping with
more challenging symptom management, psychosocial
support, complex decision-making, advance care
planning, and transitions in care.

Medical Bulletin
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Introduction

Hong Kong prides herself as being a place with
one of the longest life expectancies in the world. It
is anticipated that by 2030, more than 30% of the
population will be over 65 years of age'. Chronic
progressive diseases typically strike hardest at the older
individuals. It can be anticipated that many of them will
be living with multiple diseases. Medical advances have
enabled patients with chronic diseases to live beyond
what would have been impossible half a century ago.
Over the past years, deaths from chronic diseases have
consistently out-numbered that of cancers, with heart
failure, chronic lung diseases, and chronic kidney
diseases making up the majority of these non-cancer
diseases®. It is therefore imperative that our medical
plan should encompass the needs of those suffering and
dying from advanced non-cancer diseases.

According to the World Health Organization®, palliative
care is “an approach that improves the quality of life
of patients and their families facing the problems
associated with life-threatening illness, through the
prevention and relief of suffering by means of early
identification and impeccable assessment and treatment
of pain and other problems — physical, psychosocial,
and spiritual”. This philosophy of holistic care is by no
means diagnosis specific, nor does it imply a limitation
to any stage of a disease. A few decades have passed
since the establishment of palliative care service in
Hong Kong. Like in many places around the world, the
traditional palliative care model focusing on the needs
of cancer patients has begun its evolvement into the
realm of non-cancer diseases.

Trajectory of disease — cancer vs. non-
cancer

One of the greatest challenges to the provision of
palliative care in non-cancer diseases is the unpredictable
disease trajectories. Cancer patients are often able to
sustain a period of good functional level when they may
or may not be receiving oncological treatment. As the
disease progresses or becomes refractory to treatment,
these patients undergo an accelerated decline in the last
weeks or months. This course of decline with the final
death is relatively predictable.

Patients with chronic progressive diseases, on the other
hand, can exhibit a roller-coaster pattern of clinical
course that is far less predictable as compared to that
of cancers. Patients with end-organ failures often

experience recurrent episodes of exacerbations over the
background of a slow decline that spans many years*’.
Patients may become critically ill at certain points
and still could find the possibility of recovering, but
only to a functional level that is a step lower than that
before the exacerbation. These episodes of exacerbation
occur at more and more frequent intervals as disease
advances, with perhaps the need of introducing
interventional support such as the non-invasive
ventilator at some point. Even with the same disease,
the disease progression rate and the exacerbation
intervals can be highly variable depending on other
factors such as the patient’s lifestyle control, concurrent
illnesses etc. Exacerbations often result in patients’
being in and out of hospitals until the last episode when
death occurs. One of the aims of palliative care then is
to minimize emergency department attendance through
an early detection and control of exacerbation. It is also
important to enhance patient’s coping in situations
when the symptom intensity increase was simply
reactive and transient.

Palliative needs of patients with
advanced non-cancer diseases

Symptoms management is one of the main foci in
palliative care and the work of palliative care team
in this area is well recognized®. Studies suggested
that patients with non-cancer diseases experience
a considerable number of symptoms. Patients
with advanced heart failure suffer from marked
dyspnea, fatigue, and symptoms related to end-organ
hypoperfusion’. The dyspnea and pain in chronic lung
diseases were found to be as significant as those in lung
cancer®. Similar high prevalence of pain was found in
cancer, dementia and patients with chronic obstructive
pulmonary diseases'. Patients dying from motor neuron
disease or other neurodegenerative conditions can have
as many symptoms as those dying from cancer'. A
local study on end-stage renal failure patients found a
mean number of 20 symptoms during the last month
of those who did not undergo renal replacement
therapy'?. Nearly all studies that focus on symptoms
related to advanced diseases add to the evidence that
these patients suffer from a symptom burden that is
comparable to, if not more substantial than, that of
patients with cancer.

In addition to physical symptoms, patients with
chronic illnesses have psychosocial needs that are easily
left unattended. In their last months when physical
symptoms can be significant and debilitating, a majority
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of these patients become either homebound or they are
admitted to an old-aged home because caring at home
is met with difficulties due to their functional decline.
The high level of distress these patients experience was
associated with poor quality of life and social isolation’.
They face the psychological and spiritual sufferings as
all those who face death and dying do, with anxiety and
depression being identified as some of the unmet needs
in them™™,

When pain and symptoms management takes its high
priority in cancer care, there is no reason why patients
who will be facing their end of life with non-cancer
conditions should be denied an adequate symptoms
control. Knowing the prevalence of multiple symptoms
in this group of patients, clinicians should proactively
look for the presence of symptoms to ensure a thorough
assessment, taking note that the chronicity of them does
not diminish the urgency of control. Same rigor should
apply in assessing and managing the psychospiritual
needs as one would in seeing any patients with life-
limiting diseases.

Model of palliative care

The Gold Standards Framework", with its surprise
question asking whether one ‘would be surprised if this
patient were to die in the next 6-12 months’, serves as
a reminder to clinicians on the palliative care needs of
their patients. Yet palliative care is more than just end-
of-life care. Nor should it be seen as lying on one end
of a dichotomous care model to be triggered when ‘no
further active treatment can be offered’.

Palliative care is about the relief of sufferings,
maximizing quality of life and empowering patients
and families to make their choices in the face of a life-
threatening disease. Palliative care can be appropriate
early in the course of an illness. Active and palliative
treatment may run concurrently over the continuum
of the disease trajectory, each assuming a different
proportion of care at different points of time according
to the needs of the patient. The proportion of palliative
care usually increases with time until when the end of
life approaches, it becomes fully responsible for the care
of the patient.

The aim of palliative care for patients with non-
cancer diseases can only be achieved through a
multidisciplinary effort and in collaboration across
different specialties. In Hong Kong, a territory-wide
program of palliative care for end-stage renal failure
patients was started in 2010. The program is run in
collaboration with specialists in nephrology. Patients
suffering from renal failure and who decided not to
receive renal replacement therapy will be referred to the
palliative care team. The palliative care team comprises
of palliative doctors and nurses, physiotherapists,
occupational therapists, social workers, clinical
psychologists, and pastoral care workers. Together
the team works towards patient’s symptoms relief,
offer support in psychosocial and spiritual aspects,
facilitate discussions in advance care planning, prepare
the patients and families for the end of life, and follow
through with their bereavement.

Advance care planning

It is known that clinicians are often over-optimistic
in their prognostication of cancer survival until the
time when death is close®. The inherent uncertainties
in the trajectory of chronic diseases only make this
prognostication task even more challenging. It is difficult
to predict which of the exacerbation episodes will be the
patient’s last, especially when many of the aged group
of patients have multiple comorbidities that can all
contribute to an episode of exacerbation. Decisions on
interventions are becoming complex as more and more
life-sustaining treatment options are now available.

These uncertainties, however, should not preclude
the opening of an honest conversation about the
limits of medicine. Previous studies revealed that the
majority of healthcare workers did not communicate
end of life issues with their patients'®?”, and patients
were left unaware that they might die from the
diseases™. A recent study showed that end-of-life care
communication in chronic organ failure was still poor®.
Patients and families should be told about the terminal
nature of the diseases, for the acknowledgment of
the advanced stage of disease is the basis of further
discussions on the appropriate goals of care.

Advance Care Planning (ACP), with communication
being at its core, is a dynamic process that focuses on
patient’s values and choices in relation to future care
plan. Apart from the common issues of resuscitation,
ventilator support, artificial nutrition and hydration
etc, issues specific to a particular condition such as the
deactivation of defibrillator, the withdrawal of dialysis
etc. should also be addressed. An understanding of the
preferences of patients and families will direct our care
decisions to ensure that they match to patients” wishes.
More often than not, the ACP serves as a platform
where difficult conversations on death and dying can
take place. Uncertainties can be brought to the open and
emotions such as fear and anxiety addressed. Evidence
has found that with communications in ACP, hope can
be sustained®.

Conclusion

Despite the advances in medicine and the availability
of life-prolonging treatment, the mortality of patients
with chronic progressive diseases is still higher than
their age-matched population. Many of these are elderly
patients whose course of illness is further compounded
by the co-occurrences of more than one chronic diseases
and their functional decline by an ageing physical
body. Evidence showed that patients with non-cancer
diseases have physical and psychosocial needs that are
comparable to those with cancers.

Palliative care, with its focus on the quality of life and
relief of sufferings, is an approach to support the needs
of these patients through the work of a multidisciplinary
team and in collaboration with other specialties.
Ongoing communication is encouraged among patients,
families and healthcare professionals in terms of
discussing prognosis and end of life issues as well as
setting the goals of care that are in line with patient’s
and family’s values and preferences.
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In recent years palliative care in Hong Kong has begun
to move beyond the paradigm of cancer care to patients
with advanced non-cancer conditions. Much yet is still
to be learned in this development, but experiences have
affirmed the value of palliative care in showing that
improving quality of life in the presence of a progressive
organ failure can be achieved.
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Background

Palliative care for children with life-limiting conditions
is an active and total approach to care, embracing
physical, emotional, social and spiritual elements. It
focuses at enhancing quality of life in the face of an
ultimately terminal condition, and also supporting the
family. The management includes relief of distressing
symptoms, provision of respite and care through death
and bereavement. The causes of death in children
are substantially different from the cause of death in
adults, and the palliative guidelines for adult may not
be appropriate for children. Parents are the main carers
of the sick children, the care providers must respect the
child’s and family’s wishes. Paediatric palliative care
(PPC) service is less well developed and is a relatively
new subspecialty. Royal College of Paediatrics and
Child Health in UK published the first guideline
on “Withholding or Withdrawing Life Sustaining
Treatment in Children: A framework for Practice” in
1997. American Academy of Pediatrics formulated
the first statement on “Palliative Care for Children”
in 2000. One of the reasons for the slow development
of PPC is the small number of children dying that
makes the development and maintenance of expertise
difficult. There are also many rare conditions which
are only encountered in paediatric practice. Over the
years, it attracts more attention on the development
of PPC service in most western countries. Many non-
government organisations have active participation in
education, fund-raising to support non-hospital service
including hospice care. In UK, there are now over 50
hospice centres serving children with various life-
limiting and life-threatening conditions. PPC is now
also a formal subspecialty in both UK and US.

Why PPC in children is different from
adults

The causes of death in children are very different from
adults. In Hong Kong every year there are about 200
deaths in children under age of 15 years. About half
of the deaths occur before age of 1 year, and mostly
during the neonatal period. Prematurity and congenital
malformations are the common causes of mortality in
neonates. After infancy, non-medical related conditions
including injury and poisoning accounts for 25% of
the death. Cancer is the commonest medical illness
contributing the death in children after infancy, about
25%. Infection related death is becoming less common
with advances in medical care. However there are
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children having conditions that are life limiting, i.e.
mostly will not survive to adulthood, and have the
chronic disabilities for many years before they finally
succumb. There are four groups of conditions that will
benefit from PPC: (1) conditions where potentially
curative treatment has failed, e.g. refractory leukaemia
resistant to all salvage therapy; (2) conditions where
intensive treatment may prolong life but premature
death occurs, e.g. mucopolysaccharidosis Type 1 treated
with enzyme replacement therapy and aggressive
cervical spine surgery; (3) progressive conditions
where treatment is exclusively palliative, e.g. Duchenne
Muscular Dystrophy putting on assisted ventilation; (4)
non-progressive neurological conditions which result
in an increased susceptibility to complications and
premature death, e.g. cerebral palsy child may require
tracheostomy, gastrostomy and intensive physiotherapy,
and stable for many years but may deteriorate rapidly
after an episode of infection and die within short period.
These non-cancer patients require PPC for prolonged
duration, some may start from infancy and can be more
than 10 years. In adult palliative care, the duration from
referral to death is usually in the range of 1-2 months,
whereas PPC may be extended over years. In overseas
experience, the non-cancer cases constitute over 70%
of the referrals for PPC. The involvement of parents as
care givers and decision-makers sometimes increases
the complexity of care. The parents have to spend many
years of great effort to give the best care to their children
with life-limiting conditions. The trauma experienced
by parents, siblings and other family members from
the death of a child can be profound. These family
members may suffer from complicated grief reactions
and impaired long-term adjustment. Thus the PPC
would provide help not only to the child but also to
the family. At the same time, children are growing in
many dimensions thus the developmental, ethical and
physiological aspects must be well taken care of.

When to start palliative care

There are myths about palliative care, such as ‘palliative
care is end of life’, ‘palliative care starts when curative
treatment stops’. One of the special features of PPC is
the patients being served have great diagnostic diversity
and prognostic uncertainty. It is difficult to identify a
point at which treatment becomes exclusively palliative.
It is always preferred to introduce PPC early in the
phase of the treatment. Some parents however may
not accept the idea of PPC at the time they still have
high hope on the cure of the disease, and they may
consider ‘PPC is doing nothing’. In some countries like
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Canada, the PPC team is named as Pediatric Advanced
Care Team (PACT) and may be more easily accepted
by parents, and they do receive more referrals in recent
years. Thus a mixed model of care in which facets of
palliative care and cure-oriented or life-prolonging
treatment is integrated, e.g. a child with advanced
neuroblastoma arranging for autologous stem cell
transplantation and at the same time receive maximal
symptom management and support in coping with the
uncertainty and possibility or probability of death. The
PPC team will support the family to ‘hope for the best
but prepare for the worst’. At a point when transition to
PPC is clear, the staff should help the family to gradually
accept the change of their focus from cure to palliation.
The process of having consensus on the goal of care
needs delicate balance between maintaining hope and
addressing reality. The clear message of active approach
to symptom control and quality of life would help the
parents to overcome the emotional disturbance, and can
arrive at the decision which is of best benefit to the child.

Symptom control in PPC

Children with life-limiting and life-threatening
conditions also develop symptoms similar to adult
patients. Dyspnoea and pain are the commonest
symptoms in PPC, the other common symptoms include
nausea and vomiting, constipation, anxiety and anorexia.
Pain is especially common in malignant conditions and
pain assessment in children needs special tools as young
children may not be able to express their complaints.
Pain may be due to neuropathic, bone-related, muscle
spasm or cerebral irritation. It is important to find out
the nature of pain and then provide specific treatment
to control pain. The severity of pain in older children
can be self-reporting, use of visual analog scale or
face pain scale is commonly adopted. Parental report
is very useful as they understand their children best.
Sometimes parents may have underestimation of pain
due to various reasons, such as fear of opiod use. WHO
guideline (2012) on the pharmacological treatment of
persisting pain in children with medical illnesses is a
useful guide for paediatricians. The two-step approach
has now replaced the three-step approach. Paracetamol
and NSAIDs are the recommended non-opiod analgesics
as starting medications. For moderate and severe pain,
strong opiod is recommended to provide effective
analgesic control. The previous recommendation of
using codeine as second-step of the three-step ladder is
now stopped. Codeine is a weak opiod that is a prodrug
requiring conversion to the active metabolite morphine
by the enzyme CYP2D6. There is variable expression
of the enzymes involved in the biotransformation of
prodrugs to active metabolites. Children under age of
five years may only have 25% of the enzyme activity of
adults. On the other hand, some individuals may have
rapid metabolise of codeine that have risk of severe
opiod toxicity. Neuropathic pain should be managed
with gabapentin, and the use of antidepressants such as
tricyclic depressants and selective serotonin reuptake
inhibitors need further research in children. Ketamine
may be used as adjuvant to refractory neuropathic
pain. The use of adjuvants and non-pharmacological
measures to relieve pain should be considered as well.
Education of staff in timing administration of sufficient
analgesics to control the distressing pain is necessary.
Use of opiods is very effective in relieving the dyspnea,
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and adding benzodiazepine may improve symptom
control.

PPC in Hong Kong

There is no epidemiological study in Hong Kong on
PPC. The prevalence of children with life-limiting and
life-threatening conditions requiring PPC in western
countries is estimated to be 1 in 1000 children. Based on
this projection, there would be about 1500 children in
Hong Kong who may benefit from PPC. Cancer is the
commonest cause of death in the post-infancy period
and PPC is better developed in this field. Paediatric
oncologists have close collaboration with Children’s
Cancer Foundation (CCF) and established the PPC for
cancer children for over 15 years. Paediatric oncologists
have also prepared a manual of Symptom Control
for staff as reference for managing the distressing
symptoms. CCF has set up a team of palliative care
nurses to provide the community based service. The
four nurses are now paying home visits, providing
nursing care and psychological and emotional support
to the patients and their families. Pain control at home
by intravenous infusion of morphine and patient-
controlled analgesic infusion pump facilitates the
patients staying at home as long as possible. Palliative
care nurses will report to paediatric oncologists for dose
adjustment and achieve maximal pain control. CCF is
also arranging an annual overseas visit to a theme park
in Asia and this is most welcome by the children and
families receiving PPC as this is likely the last trip for
these children. They also continue the care after the
death of these children, bereavement is an essential
part of the service. There are also supported by other
professionals of CCF, including counsellors of social
worker background, child life specialists with training
in play therapy, clinical psychologist and occupational
therapist. The CCF Rehabilitation bus allows the
transport of disabled patients back home, and returning
to hospitals for follow-up or treatment. The number
of children dying from cancer is about 40-50 per year,
some patients may have PPC service more than a year
due to the slow progression of disease, while some may
die from complications of treatment which PPC is not
planned. As there is far more non-cancer conditions
that will benefit from PPC, CCF also piloted the service
to non-cancer cases in the past few years. About 50
such cases have been served and the palliative care
nurses face the challenges on caring these children as
the underlying disease and disease presentation or
symptomatology is quite different from oncology cases.

Future development of PPC in Hong
Kong

Hospital Authority had conducted a commissioned
training course on PPC in the first week of September
2015. Three overseas experts from Wales and Toronto
delivered a series of lectures and participated in the in-
depth discussion of the local case presentations. The
training courses attracted a large number of doctors,
nurses and allied health workers attending the sessions.
The training will stimulate colleagues to think more
about the palliative care approach for patients under
their care with life-limiting conditions. However
Hospital Authority must start planning a service model
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for children who need PPC, Hong Kong Children’s
Hospital is a good opportunity for setting up a territory-
wide service for these unfortunate children and their
families. Engaging the NGOs in non-hospital service
is extremely important as they have the resources and
experience in running the service, the community and
home based service is the service direction. In Hong
Kong, the model of hospice care should be evaluated,
but respite care is definitely necessary for families with
children requiring long term intensive home care.

References

1. Association for Children with Life Threatening or Terminal
Conditions and their Families and the Royal College of Paediatrics
and Child Health. " A Guide to the Development of Children's
Palliative Care Services' London 1997.

2. Palliative Care for Children. American Academy of Pediatrics
Committee on Bioethics and Committee on Hospital Care . Pediatrics
2000;106;351-357.

3. Standards of Practice for Pediatric Palliative Care and Hospice.
Pediatrics 2010;126;e488.

4. Better Care: Better Lives. Improving outcomes and experiences for
children, young people and their families living with life-limiting and
life-threatening conditions. Department of Health, UK. February 2008.

5. Pediatric Resident Education in Palliative Care: A Needs Assessment.
Pediatrics 2006; 117; 1949-1954.

Perfect balance between
bowel regulation & stimulation

Desirable solution

Champion against Constipation

glolax

Dual actions of

/ Fiber \

Sennosides

L]
.

Soluble Insoluble ®  Lioch
fiber fiber - dolsgage

. Stimulation Pharmacological

. f cchanical of propulsive action .

mn Ingo un oy

(Swe]llng Og\/cglz;)r?iglv:s” mOtlhty Stimulation of

fluid and
mucus secretion

\ Distension of

the bowel wall

—_—

water content

[ ]
G L]
- L
. Unique Delivery System .
L] (Slow release of sennosides) -
) e Agiolax _«*
@ Fiber products : L Gr il % )
+Is more effective LI & anu -
*Taken in lower amounts L™ Acceleration — Agio
*Works also in acute constipation TS ’ of colon transit ‘ sasnns® - 7 s Uy lax
& stimulants : l g -
*Has no drastic action . o -
Provides the gut with fiber Softening / lubrication -
*Has a more physiological mode of action of intestinal contents
«Is a natural laxative based on plant sources l - J
@‘ Lactulose : = = i
*ls more effective . v -
*Causes less flatulence Increase in StOOI ‘_f-'
*Produces no watery stool /’
._ -
Weight o g .
Meon it @ Enquiry Hotline : 2635 5161

ruenong kone MEDICAL DIARY




Oral Nutritional Supplement
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Philipson Hospital Outcomes Health Economic Study (11-year retrospective
study on 44 million US adult inpatients; matched ONS episodes, n=580,044
and matched non-ONS episodes, n=580,044):
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ONS = oral nutritional supplement

Effect of ONS use (on LOS, probability of readmission and episode cost) significant at the 1% level. Instrumental variables
regression analysis was used to account for selection bias.

T Readmission dafined as return to a study hospital for any diagnosis; data measurad delayad rea