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1. Introduction

In recent years the incidence of incurable disease and disability has been on the increase in
developed and developing countries which in turn is increasing the need for pediatric
palliative care all over the world (Gwyther & Cohen, 2009; Rogers et al., 2011). Medical and
technological advances have certainly reduced infant and child mortality rates and, at the
same time, have improved the survival rate of children with severe and potentially lethal
pathologies, not always, however, offering the hope of a cure. This has produced an increase
in the overall number of gravely ill children who continue to suffer from life-threatening
problems.

For many years palliative care was not offered to pediatric patients and, even today, only a
small percentage of children with incurable illness can actually benefit from palliative care
services. Many of these children will die in inadequate conditions; without relief from
distressing symptoms, usually in a hospital setting and rarely in their own home (Feudtner
et al.,, 2011; Gwyther & Cohen, 2009).

Multiple cultural, organizational, educational and economical reasons have given rise to and
have influenced the persistence in these shortcomings in patient care.

The purpose of this chapter is to examine the state of the art and need for palliative care in
children. It sets out evidence for policy development, documents the importance of
palliative care for children, describes the needs of children and their families, provides
arguments for integrating palliative care across health services, summarizes evidence for
effective care solutions, and formulates recommendations for health care policy.

2. Why palliative care for children?
The World Health Organization (WHO, 1998) defines Palliative care for children as:

“The active total care of the child's body, mind and spirit, and also involves giving support to the
family. It begins when illness is diagnosed, and continues regardless of whether or not a child receives
treatment directed at the disease. Health providers must evaluate and alleviate a child's physical,
psychological, and social distress. Effective palliative care requires a broad multidisciplinary approach
that includes the family and makes use of available community resources; it can be successfully
implemented even if resources are limited. It can be provided in tertiary care facilities, in community
health centers and even in children’s homes”.
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Childhood diseases requiring palliative care differ from those of adults; they are usually rare
and familial and are either life-limiting or life threatening.

Life-limiting illness is defined as a condition where premature death is usual, for example Duchene
muscular dystrophy.

Life-threatening illness is one where there is a high probability of premature death due to severe
illness, but there is also a chance of long-term survival to adulthood, for example children receiving
cancer treatment.

It is important to draw a distinction between “palliative’ and “terminal’ care. ‘Terminal care’
refers to the care of the patient and family during the period when death is imminent
(weeks, days, hours). Palliative Care is not terminal care but includes end-of-life care (EAPC
Taskforce, 2007). This misunderstanding seriously conditions eligibility criteria, specific
needs and the way services are offered, particularly in the pediatric sector.

2.1 Spectrum of illness

Four different categories of childhood diseases have been identified (Aldrich, 1995):

Group 1 | Life-threatening conditions for which curative treatment may be feasible, but
can fail (for example, cancer, organ failure of heart, liver or kidney, infections)

Group 2 | Conditions requiring long periods of intensive treatment aimed at prolonging
life, but where premature death is still possible (for example, cystic fibrosis,
HIV/AIDS, cardiovascular anomalies, extreme prematurity)

Group 3 | Progressive conditions without curative options, where treatment is palliative
after diagnosis (for example, neuromuscular or neurodegenerative disorders,
progressive metabolic disorders, chromosomal abnormalities, advanced
metastatic cancer on first presentation)

Group 4 | Irreversible, non-progressive conditions with severe disability causing extreme
vulnerability to health complications (for example, severe cerebral palsy, genetic
disorders, congenital malformations, prematurity, brain or spinal cord injury)

It is difficult to predict the duration of palliative care in children: in some cases (congenital
disease), it may be limited to the first years of life; in others (neurological, cardiac and
autoimmune pathologies) it can be long-term; while in others, it is concentrated in a brief
period before death. In all these situations, there is no distinction between curative practices
aimed at prolonging and enhancing the quality of life and treatment that is purely
‘palliative’. Both approaches coexist, each prevailing depending on the phase of the disease
and the circumstances (Fig. 1).
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Fig. 1. New Model of Palliative Care (Korones, 2007)

Cognitive development and age along with child’s experiences form the basis for a child’s
understanding of the concepts of illness and death which tend to change over time and vary
between one child and another. Palliative care is as a result different in children in the
following areas (Korones, 2007):

e Different spectrum and duration of illness

e  Smaller, more varied patient population

e  Specificity and complexity of services required.

e DParents are generally more involved as care-givers and decision-makers

e  Developmental factors influence the child’s understanding of illness and death, as well
as their ability to communicate and participate in decision-making

e Sibling and extended family needs

e  Grief in parents is more likely to be severe, prolonged and complicated

3. Epidemiological evidence

According to van de Wetering and Schouten-van Meeteren (2011), in developed countries
the survival rate of children with cancer exceeds 75%. Children can tolerate more intense
and combination therapies that have improved survival rates. 25% of children in developed
countries will enter the palliative phase and ultimately die from their disease, while this rate
exceeds 70% in developing countries.

Comprehensive epidemiological data is not available or is imprecise in many countries. In
order to provide effective palliative care solutions, information relative to numbers, diagnostic
category, age range and location of children with life-limiting or life-threatening conditions is
essential. The available data regards mainly two statistics: mortality from life-threatening or
life-limiting illness and the prevalence of life-threatening or life-limiting cases.

The published literature in the UK indicates that the prevalence of some conditions
requiring palliative care is increasing, probably because of improvements in the survival
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rate of low birth weight babies and increased life expectancy (Department of Health, UK,
2007). It is estimated that approximately 20,100 children and young people in the UK aged
0-19 years are likely to require access to palliative care services annually (18,000 if neonatal
deaths are excluded). The estimated prevalence rate for children and young people likely to
require palliative care services is 16 per 10,000 population age 0-19 (15 per 10,000 if neonatal
deaths are excluded).

In England, there were 42,400 deaths of children and young people from causes likely to
have required palliative care in the period 2001-2005 (Fig. 2). The proportion of deaths likely
to require palliative care is highest among children less than 1 year and lowest among older
children (15-19 years) and young adults (20-24 years). There have been on average 2,109
neonatal deaths per year from causes likely to require palliative care in the period 2001-2005
(Department of Health, UK, 2007).

Three-quarters of non-neonatal deaths likely to require palliative care among children and
young people aged 0-19 occurred in hospitals. The proportion of deaths in hospitals is lower
for young adults aged 20-39 (61%) than it is for young children under one year (88%) or 1 - 4
years (74%). Almost all (98%) of neonatal deaths occurred in hospitals. In the years 2002-2005,
the average proportion of deaths requiring palliative care at age 0-19 (excluding neonates) that
occurred at home ranged from 14.5% to 25% in London (Department of Health, UK, 2007).

There are variations in mortality figures among countries. In the UK and Ireland the
mortality from life-limiting and terminal illness is 1.2 in 10,000 in the UK (Department of
Health, UK, 2007) and 3.6 in 10,000 in the Republic of Ireland (Department of Health and
Children, the Irish Hospice Foundation, 2005).

External causes of morbidity & mortality -:I
Mental and behavioral disorders -i
Certain infectious & parasitic diseases :
Injury, poisoning & other consequences of external causes [
Diseases of respiratory system =
Diseases of musculoskeletal system & connective tissue [
Diseases of digestive system -=

Diseases of genitourinary system
Diseases of blood & blood forming organs & certain 1

disorders involving immune mechanism
Diseases of circulatory system

|

Certain conditions originating in perinatal period

Neoplasms

Diseases of nervous system
Congenital malformations, deformations & chromosomal T

abnormalties T T T T T ' .
0 500 1,000 1,500 2,000 2,500 3,000

Fig. 2. Data from causes likely to require palliative care for ages 0-19, England 2001-05,
excluding neonatal deaths (Department of Health, UK, 2007)

As for causes of death, in the UK 83% of the palliative care deaths in the neonatal period are
from “conditions originating in the neonatal period”. This group of conditions also accounts
for 34% of the deaths in the 28 day to 1 year group. After the age of 1 year the most common
causes of palliative care related death are congenital malformations, deformations and
chromosomal abnormities, neoplasm, and diseases of the nervous system. During the year
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2001-6, 68% of palliative care related deaths in the 1-19 year age group took place in a
hospital setting, 8% occurred in hospices and 22% occurred at home (NHS, 2011).

In the United States, in 1900, children 5 years of age or younger accounted for 30% of all
deaths; in 1999, that number dropped to 1.4%. Despite this change, more than 50,000
children die every year, and more than 500,000 children suffer from life-threatening
conditions in the US (Korones, 2007).

According to the American Academy of Pediatrics, 50% of pediatric deaths in the USA are
one year of age or younger; most of these infants die from complications of prematurity,
perinatal complications, or congenital abnormalities. The death of older children (1 to 19
years) is from accidents, homicide, or suicide. However, a minority of infants and children
(approximately 10,000 a year) die from complex chronic conditions that encompass a broad
spectrum of disorders such as neuromuscular disease, cardiac abnormalities, renal failure,
metabolic abnormalities, chromosomal anomalies, blood disorders, and malignancies.
Children who have complex chronic conditions are the primary potential beneficiaries of
palliative care services (Korones, 2007).

4. Needs of children

Pediatric palliative care is based on the same principles as adult palliative care but also
recognizes the unique needs of the children, the adolescents, and the families faced with a
child’s illness and death (Liben & Goldman, 1998; Pritchard et al., 2011).

Physical needs: Pain and other symptoms are common and should be managed in a timely
and skilled manner. This requires that healthcare providers be knowledgeable with
pharmacologic and non-pharmacologic treatments for pain, dyspnea, nausea, and vomiting
and other symptoms (Himelstein et al., 2004; Wolfe et al., 2000). Planning ahead can reduce
pain and other symptoms; providing the child with the adequate pain killers and using
distraction or other forms of non-pharmacologic therapies before an invasive procedure can
assist in reducing the stress and anxiety associated with the procedures (Mercadante, 2004).

Psychological needs: The developmental stage of children affects their emotional and
spiritual needs. The use of non-verbal and expressive communication methods such as
drawing pictures, writing stories, and playing music can help children express their anger,
fears, hopes and dreams (Himelstein et al., 2004). Honest and open communication with the
terminally ill child is very important; children need to have hope and need to trust the
healthcare provider (Abu-Saad Huijer, 2001; Hilden & Chrastek, 2000). Additionally,
children need to feel safe in the environment they are in, and hence presence of a familiar
person like a family member or a close friend, is of great assistance (Hynson & Sawyer,
2001).

Social needs: Children undergo a process of physical, emotional, cognitive and spiritual
development. Religious and cultural beliefs, patterns of coping, disease experience, previous
experience with loss and death, sadness, and other emotions associated with grief, all
influence a child’s understanding of death (Canadian Hospice Palliative Care Association,
2006). Additionally, children are members of many communities, including families,
neighborhoods and schools. School is an integral part of their lives, and it is essential they
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have ongoing opportunities to pursue their education. Their continuing role in these
communities should be incorporated into their dying journey.

Spiritual needs: Spiritual support should be available if and when requested taking into
consideration the religious and cultural background of the family.

Special attention is given to the needs of adolescents and young adults who require
palliative care (Pritchard et al., 2011). The emotional and social needs of this population
are complex and vary significantly, depending on the level of maturity of the patients and
the extent to which they have made the transition from complete dependence on parents
and family to independence. Newly gained independence can be lost with severe illness and
the patients again find themselves dependent on their parents for physical, financial, and
emotional needs. In addition, peer involvement and support are vital in this period of life
especially because adolescents feel isolated from their social surroundings and friends while
on treatment and whenever they are being hospitalized. Social support is often provided by
other adolescents and young adults of a similar age group being treated for cancer and
receiving palliative care (Pritchard et al., 2011).

5. Needs of family

The unit of care is the family, defined as the persons who provide physical, psychological,
spiritual and social comfort to the child, and who are close in knowledge, care and affection,
regardless of genetic relationships. Family members may include biological, marital,
adoptive, and custodial families (Canadian Hospice Palliative Care Association, 2006).

Parents of children with life threatening illnesses become healthcare provider, mental health
counselor, spiritual counselor, home health aide, in addition to being parent, spouse and
employee. They perform roles for which they receive little or no training and no payment, in
order to avoid institutionalizing their child. They bear heavy responsibilities which may
include making decisions in the best interest of the child at a time when they are highly
stressed and grieving the loss of their child’s health (Goldman, 1998; Hinds et al., 2005;
Hynson et al., 2003; National Hospice and Palliative Care Organization, 2001).

The needs of the family can be categorized as follows (Texas Children’s Cancer Center,
2000):

Educational needs: preparation and education that is specific to the unique needs and
concerns of family members in various aspects of care provides a sense of competence and
ease during a frightening transition.

Emotional needs: anticipatory grief and guilt can be addressed by social workers, support
groups, and counselors. Relationships between couples and among families might weaken
due to the increased stress and tension; encouraging individual family members to seek
support outside the family circle can ease this burden.

Religious and spiritual needs: resources such as chaplain, other spiritual leaders, or social
worker may be of help to the child and family who seek spiritual comfort. They can offer
support by learning to be comfortable with death, listening to the family, and performing
small acts of kindness.
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Financial needs: changes in lifestyle can affect employment status and the financial security
of the family. An examination of the economic resources available to the family, coupled
with early planning, can help families manage finances.

In a study following up the needs of families of children who died from cancer (Monterosso,
Kristjanson, & Phillips, 2009), parents reported the need for clear and honest information
about their child’s condition and prognosis throughout the trajectory of illness. Parents also
requested access to, and advice from, multidisciplinary health professionals when caring for
their child at home. Parents verbalized their preference to care for their child at home
wherever possible and reported being well supported by immediate and extended family
and friends.

6. Needs of siblings

Siblings of chronically ill, dying children are at risk of becoming forgotten. They feel isolated
because the priorities of the parents shift to the care of the sick child, and their own needs
are not considered as priority. They are at high risk for school problems, problems with
parent-child relationships, and other psychological and social problems following their
siblings” deaths.

Siblings have unique needs during and after a child’s death (Lauer et al., 1985). Grief for a
child is a process that might take time to resolve; it can last weeks to months. Grief can be
manifested differently in children: shock and numbness, anger, guilt, disobedience,
temporary regression, and believing deceased is still alive. One should be aware of this
range of manifestations in order to intervene and help the grieving sibling accordingly
(Table 1) (American Academy of Pediatrics, 2000; Texas Children’s Cancer Center, 2000).

Siblings of children who die at home cope better with the loss than children whose siblings
die in the hospital. At home, they are more likely to know what is going on, to take part in
the care, and to be present at the time of death. In the months and years following the death,
they are more comfortable with what happened and have better relationships with parents
and friends (American Academy of Pediatrics, 2000; Texas Children’s Cancer Center, 2000;
Lauer et al., 1985).

e  Siblings should be included in discussions of care from the time of diagnosis, through
death of the child, and beyond.

e  “Protecting” siblings by excluding them may cause long-term harm.

e  Siblings should be included in discussions about end-of- life care.

e  Siblings should be included in funeral planning.

e  Certain resources should be made available to support siblings through their grief and
bereavement.

Table 1. Guidelines for Assistance to Siblings of Children Who Have Cancer (Korones, 2007;
Spinetta, 1999)
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7. Effectiveness of pediatric palliative care

When comparing the availability of palliative care services for children with cancer in
economically diverse regions of the world, low income countries were most likely to report
self-payment for oncologists, palliative care services, and symptom management
medications. Availability of specialized palliative care services, pain management,
bereavement care, high-potency opioids and adjuvant drugs was significantly less likely in
low income countries. Physicians in low income countries were significantly less likely than
others to report high-quality symptom management, emotional support, bereavement
support, interdisciplinary care, and parental participation in decisions (Delgado et al., 2010).

7.1 Symptom assessment and management

Children dying in the hospital suffer from many symptoms that are often distressing. In the
last week of life, symptom prevalence increases and some symptoms like lack of energy,
drowsiness, skin changes, irritability, pain, and edema of the extremities occur in 50% or
more of children (Saad et al., 2011; Drake, 2003).

The most common symptoms reported are pain, lack of energy, fatigue, dyspnea, nausea,
lack of appetite, drowsiness, cough, and other psychological symptoms like sadness,
nervousness, worrying, and irritability (Collins et al., 2000; Hongo et al., 2003; Saad et al
2011; Wolfe et al., 2000). Overall, the majority of children (Fig. 3) experience a great deal of
suffering from at least one symptom (Saad et al 2011).

100 [Bymptoms |

— [ISuffering a lot ora great

30 -H — I deal —_—

o0 HIHEd MH MM

400 HIHIHIHIHFH I - T

Fig. 3. Symptoms and their burden (Saad, Abu-Saad Huijer, Noureddine, Muwakkit, Saab,
& Abboud, 2011)

Although pain is a major symptom in pediatric palliative care (Breau et al., 2003; Wolfe et
al., 2000), pain assessment, pain management, and post-intervention reassessment are
underreported in the medical charts by both physicians and nurses (Carter et al., 2004).
Symptoms can be controlled if clinical guidelines including effective drug treatment
combined with practical, cognitive, behavioural, physical and supportive therapies are
followed (Canadian Hospice Palliative Care Association, 2006; Charlton, 2005; Korones,
2007; Selove et al., 2006; Texas Cancer Council, 1999).

www.intechopen.com



Palliative Care in Children 231

7.2 Communication and information-giving

Informative, effective communication between health care providers, the child, and the
family is critical when addressing end-of-life issues. In a study conducted by Saad et al.
(2011), lack of communication was seen by parents as a barrier to effective and holistic care.
The main concerns raised by the parents were: accessibility to healthcare services &
empathy and acceptance of parents’ situation and behaviors by the healthcare team.
Providing parents with the information they desire in order to participate in informed
decision-making should be a primary goal. Compassionate delivery of distressing news to
the parents is an important step in facilitating adjustment. Parents can maintain a sense of
hope for their child’s survival even after being told that their child’s death is certain (Hinds
et al., 2005).

The child’s right to be informed about his or her illness, available treatment options, clinical
trials and their potential benefits, risks and burdens depends on the child’s stage of
development (Canadian Hospice Palliative Care Association, 2006). Parents determine how,
when, and what information is shared with the child, with the guidance of professionals,
taking into account the child’s temperament, cognitive abilities, developmental level, and
cultural beliefs and values (Canadian Hospice Palliative Care Association, 2006).

Parents have the right to know about the child’s disease condition, available treatment
options, and their potential benefits, risks and burdens, and palliative care. They have the
right to make decisions about all treatments including the right to withhold treatment, and
to determine goals for care (Canadian Hospice Palliative Care Association, 2006). In lower
income countries, where poverty, limited resources, cultural norms and the absence of laws
safeguarding self-determination are present, parents were seen to participate less in
decisions regarding their child’s care than in higher income countries (Delgado et al., 2010).

Language and cultural differences create barriers to information-sharing by healthcare
providers to parents who are in need of pediatric palliative care. Inadequate information
sharing contributes to frustration, anger, and sadness for parents long after their child’s
death. Therefore, healthcare providers are in a very critical position when providing
information to parents from a diverse cultural background and need to be very sensitive to
this issue (Davies et al., 2010).

8. Pediatric palliative care services

The needs of each family are unique and change over time; therefore a spectrum of services
is needed in order to provide flexible care (ACT, Royal College of Pediatrics and Child
Health, 2007):

- A locally based palliative care service led by a pediatrician or other appropriate senior
professional and including a multidisciplinary network.

- Access to a children’s hospice for short term respite, terminal and emergency care and
bereavement support.

- Training, information, and psychological support for all carers (health carers, social
workers, volunteers, family members).

- Specialists/tertiary hospital services (diagnosis, treatment, clinical management, and
specialist palliative care services).

- District hospital services (inpatient and outpatient services for symptom management).
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Short term breaks or respite care services
Medications, medical equipments, and supplies.
Bereavement support services.

Specialist palliative care support services

Providing care to children using community services is more cost effective than allowing
children to spend inappropriate time in hospitals. Community services can manage for
example children with cystic fibrosis who require intensive courses of antibiotics to be
treated at home rather than in the hospital. Similarly, children who need long-term
intravenous nutrition or tube feedings can be managed more effectively at home (York
Health Economics Consortium/Department of Health Independent Review Team, 2007).

Bereavement services are provided for parents who have lost a child and for children who
have lost a sibling (Rolls & Payne, 2003). Despite the growing evidence that families would
prefer their children to die at home (Collins, 1998; Hannan & Gibson, 2005; Himelstein, 2006;
Vickers & Carlisle, 2000), for the last decade, most children used to die in hospital. Recently,
a new study published in the UK reported that similar proportions of children are dying at
home (45%) and in hospital (47%), and the percentage dying in a hospice or care home has
increased from 2% to 10% between 1996 and 2006 (Shah et al., 2011).

Deciding on the place of care and place of death for children is difficult and depends on
several factors (Hearn & Higginson, 1998):

- Families value time left with children and therefore want their child to remain at home,
in part to retain normality, but also because it is what the child often wants.

- Families want to feel safe and secure, having control but also wanting support. This
leads some families to choose hospital in the absence of good community support.

- Families do not know what to expect, knowing how long a child will live is important.
Having a child living longer than expected is emotionally and physically problematic,
and conversely if the child dies sooner the family feels cheated of time spent with child.

- Specialist services are known to differ from conventional care (Department of Health
and Children, the Irish Hospice Foundation, 2005). Specialist teams improve satisfaction
by managing patient and family needs at home, improving symptom control, reducing
hospitalization, and decreasing overall costs.

9. Ethical issues

Ethical issues about care for infants and children with life-limiting or life-threatening
conditions have mainly focused on decisions (Institute of Medicine of the National
Academics, 2003).

Decisions about who decides: Parents have the legal right to make decisions about medical
care for the child but this does not mean that parents and physicians should exclude
children from decisions about their care. Decisions may be constrained by culture,
organizational or governmental policies, and environmental factors.

Decisions about treatment: Stopping versus not starting treatment: most physicians and
ethicists consider these two options as the same. It is important for those deciding such
interventions to be extremely knowledgeable about all clinical aspects that are in the best
interest of the child.
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Life-sustaining treatments: examples include cardiopulmonary resuscitation, mechanical
ventilation, mechanical provision of nutrients or fluids, blood transfusions, antibiotics, and
dialysis. It is now generally accepted by physicians, ethicists, policymakers, and the public
that abstaining from life-sustaining treatment is appropriate when death is near.

Decisions about the criteria for decisions: a major goal of palliative care is to enhance the
quality of life of the child, and not only to prolong it. When taking decisions in the course of
care, parents and physicians should identify and weigh the potential benefits and burdens
and their influence on the quality of life. As health care costs have increased in the past
decades, disagreements often rise about the provision of services that are not beneficial.
Consensus in the clinical field has been that resources should not enter the physicians’
judgments about patient care unless supported by available scientific knowledge.

Not all conflicts can be avoided but it depends on the way they are handled can increase or
decrease the potential for damage. Developing evidence-based and consensus based
guidelines, improving communication skills and sensitivity to cultural differences, and
developing organizational policies and procedures are possible strategies to deal with
conflicts.

10. Pediatric palliative care solutions
10.1 Holistic and family-centered care

Palliative care for children is an active and total approach to care, embracing physical,
emotional, social and spiritual elements. It focuses on enhancement of quality of life for the
child and support for the family, and includes the management of distressing symptoms,
provision of respite and care through death and bereavement. Pediatric palliative care is a
holistic approach, and as such enhancing the quality of life needs to be family-directed and
should serve as the guiding principle in determining the plan of care throughout the illness.

10.2 Place of care

“Children, during the trajectory of illness from diagnosis to end of life care and bereavement
support for their families, require care from different services. Acute care may be provided
by inpatient hospital services, whilst ongoing support may be provided by community
teams. Respite care may be provided by hospices, whilst end of life care may be provided by
hospices, hospitals or community teams in the families’ own homes” (Hynson & Sawyer,
2001). Palliative care for children has a combined hospital, hospice and community focus for
care delivery.

Home is the preferred place for care during the illness trajectory and more specifically
during the end-of-life period and it has been verbalized by children and their families
(Monterosso, Kristjanson, & Phillips, 2009; van de Wetering, & Schouten-van Meeteren,
2011). In the UK, the number of children provided with palliative care at home and
eventually dying at home is increasing gradually (Shah et al., 2011).

10.3 Care coordination and management

Since no one person can provide all necessary support for the child and family, palliative
care is best provided using an integrated interdisciplinary approach. The provision of

www.intechopen.com



234 Contemporary and Innovative Practice in Palliative Care

palliative care for children involves coordination between the child, family, teachers, school
staff, and health care professionals including nurses, primary care physicians, social
workers, chaplains, bereavement counselors, and consultants (American Academy of
Pediatrics, 2000).

The following has been recommended as a core standard concerning the care coordinator on
the palliative care team (European Association of Palliative Care (EAPC) Taskforce, 2007):
One professional from the palliative care team must be identified as the family’s care
coordinator or key worker. The care coordinator will help the family to build and maintain
an appropriate support system of professionals so the family will be ensured access to social
services, practical support (including appropriate aids and home adaptations), spiritual and
respite care. The care coordinator will act as the main link, providing continuity, ensuring
that the care provided is consistent with the needs of the child and family.

Since chronically ill children are often cared for by a number of healthcare providers and
across a variety of settings, including clinics, inpatient units, home and school, the absence
of clinical leadership and effective interdisciplinary communication across care settings may
cause conflicting therapeutic goals among providers, placing unnecessary burdens on the
children and their families (Department of Health and Children, the Irish Hospice
Foundation, 2005; National Hospice and Palliative Care Organization, 2001; Wolfe et al.,
2000).

10.4 Respite care

Respite is defined as “the provision of care, for the ill child by alternate care providers,
rather than the parents, when a child is medically stable, enabling time off from the
exhausting care these children require. Parents of children with life threatening conditions
need time and energy to attend to their own basic physical and emotional needs and to be
available to care for other members of their family. Respite care can be provided in the home
by a trained professional, family member, volunteer, or paid sitter. Out-of-home respite can
be provided by hospital units, residential facilities, licensed foster parent respite care or
medical daycare programs” (National Hospice and Palliative Care Organization, 2001).
Respite for family carers and the child is essential, whether for few hours or a few days; it
should be possible to provide respite care in the family home and away from home
(European Association of Palliative Care (EAPC) Taskforce, 2007).

10.5 Caregiver support

Health care professionals must be supported by the palliative care team, their colleagues,
and institutions in dealing with the child’s dying process and death. Institutional support
may include paid funeral leave, routine counseling with a trained peer or psychologist, and
regularly scheduled remembrance ceremonies or other interventions such as inviting
bereaved families to return and celebrate with staff the deceased child’s life (American
Academy of Pediatrics, 2000).

The following are some guiding principles and norms of practice for caregivers support
(Groot et al., 2005):

Formal and informal caregivers” physical, psychological, and spiritual well-being should be
integral to the provision of pediatric palliative care. Ongoing programs should be in place to
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address employee issues and improve work life satisfaction. The institution should work to
identify and minimize occupational risks and stresses. Formal caregivers should have access
to ongoing support, including grief and bereavement support. Formal caregivers should
have the opportunity to reflect on their own comfort and ability to enter into difficult
conversations with children and families.

10.6 Education and training of health care professionals

Studies evaluating the knowledge and understanding of physicians and nurses regarding
palliative care in several countries, whether developed or developing, depicted lack of
knowledge and skills in that area and were considered as barriers to daily practice (Abu-
Saad Huijer & Dimassi, 2007; Amery et al., 2010; Groot et al., 2005; Raudonis et al., 2002;
Rogers et al., 2011; Walker & MacLeod, 2005). Lack of knowledge was mainly seen in pain
and symptom management, referring patients to palliative care services, and talking to
dying children and their families (Abu-Saad Huijer, 2006; Abu-Saad Huijer & Dimassi, 2007;
Feudtner et al., 2007; Groot et al., 2005; Raudonis et al., 2002; Walker & MacLeod, 2005). This
lack of knowledge is attributed to the absence of formal education and training in palliative
care (Abu-Saad Huijer & Dimassi, 2007, Barclay et al, 2003; Rogers et al., 2011).
Improvement in the knowledge and attitudes of nurses and physicians towards palliative
care after educational interventions have been reported in several studies (Cramer et al.,
2003; Duong & Zulian, 2006; Ersek et al., 2005; Fischer et al., 2003) and several others
stressed the importance of integrating palliative care in undergraduate curricula (Ury et al,,
2000). A study conducted recently in Lebanon recommended that pediatric palliative care
would be improved with the implementation of structured educational programs for the
staff, especially symptom management and communication, improvement of psychological,
social and spiritual support for families with a seriously ill child (Saad, Abu-Saad Huijer,
Noureddine, Muwakkit, Saab, & Abboud, 2011).

The following recommendations are made regarding the education and training of health
care professionals including nurses (Wolfe et al., 2000): Appropriate faculty expertise, time
and resources must be mandated to address pediatric palliative care issues. Pediatric
residency and subspecialty fellowship programs must incorporate pediatric specific
palliative care information. Continuing education programs and certification is needed to
make pediatric palliative care more available and accessible. Training in pediatric palliative
care for home care and hospice workers, parents, and volunteers must be provided to enable
competent care for children living with life threatening conditions, particularly in the
terminal phase. Finally, counselors, psychologists, school teachers and officials need training
to effectively accommodate the needs of terminally ill children and their classmates.

10.7 Public education

A survey conducted in Scotland (Scottish Partnership for Palliative Care, 2003) on public
awareness of palliative care in general showed the majority of respondents reporting some
knowledge of palliative care, with 32% reporting no knowledge and 3% high levels of
knowledge. Almost 90% felt palliative care should be offered to all those with terminal
illnesses, with cancer ranking top on the list. Twenty percent preferred staying at home as
long as possible, 10% had a preference for hospitals and the majority favored hospice care.
The majority would like to see issues of death and dying more openly addressed and
information about palliative care services more generally available.
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Public education is one area in palliative care that has not received adequate attention. The
public needs to be educated regarding the services provided, treatment modalities, and that
pain and other symptoms can be adequately treated and relieved. These issues create
challenges for palliative care that should be taken seriously (Abu-Saad Huijer, 2001).

11. Conclusion

In conclusion, the number of children needing palliative care is small and geographically
spread over large areas. The duration of care can be prolonged and is difficult to predict.
Children have complex palliative care needs that require the interventions of an expert
multi-disciplinary team. Pediatric palliative care services must be an integral part of
community health services. Home care improves the quality of life of the child and family
provided skilled support and assistance are available. Hospital-based palliative care does
not always offer the best solutions for the child and family. Education and training of health
care professionals in pediatric palliative care is insufficient.

A considerable body of evidence shows that children, adolescents and young people suffer
unnecessarily due to underassessment and undertreatment of their problems and due to
lack of palliative care services to meet their needs. Children experience a multitude of
unique problems and disabilities and as such require a family-centred approach to
treatment and care. The predominant focus of the existing palliative care services in this age
group is still on cancer; children with other life-threatening conditions are left out.

There is a misperception among healthcare professionals, legislators, administrators and the
general public that palliative care is only of use when all curative efforts have been
exhausted and that it is mutually exclusive with life-prolonging care. Very few practitioners
are experienced in guiding decision-making or in caring for dying children and their
families. Variation in the cognitive, emotional and social development of the child affects
communication and decisional capacities. Determining the best interests of a child is as a
result difficult for families and professionals.

Societies do not expect children to die. Families often believe medicine can currently or
imminently cure all diseases. Death is inherently a social/community event, not a medical
event. At the present time, it is placed in the hands of a medical community ill-prepared to
meet these unique needs, particularly for children, who frequently die in the hospital. Poor
communication, guilt, and societal expectations, often force children to endure therapies
that adults, given the choice, reject for themselves. Families willing to forgo life-prolonging
therapy are at risk of being accused of not caring about their child.

There is a huge disparity in Western countries in resource allocation for research, favoring
“cure oriented” acute care interventions over palliative care. Adequate funding for research
in pediatric palliative care must be allocated. Only then will children and families be
assured that they are receiving proven therapies. Outcome measures relevant to the child
and family must be developed. Research applied to children must be derived from children
and their families. Research should build on evidence that already exists, be innovative, and
fill existing gaps in knowledge and applied practice (National Hospice and Palliative Care
Organization; 2001).

The conduct of research in palliative care or end-of-life care, and the recruitment of
participants remain a major challenge (Tomlinson et al., 2007). The potential that the child is
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unaware that he/she is dying, and the possibility that parents have not yet come to terms
with the inevitability of their child’s death are some of the prevailing reasons. The ethical
issues around pediatric palliative care and end-of-life research are significant; researchers
must consider and address all the challenges in order to eliminate potentially preventable
emotional burden on the child and the parents.
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