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Introduction

Approximately 200 children or adolescents under the age of 18 lose their lives each year in Finland
due to disease, accident, suicide or violence'. Some of them receive palliative or end-of-life care.
Palliative care refers to the comprehensive care of a patient with a life-threatening or life-limiting
condition and their family that seeks to improve the quality of life by preventing and alleviating
physical, psychological, social, and existential suffering®#. End-of-life care is part of palliative care
provided during the final weeks or days of life*.

There is currently a lack of precise data regarding the number of children and adolescents in need
of palliative care in Finland®. According to WHO estimates, up to 21 million children and adolescents
worldwide need palliative or end-of-life care every year. The International Standards for Paediatric
Palliative Care® and the Convention on the Rights of the Child” outline the right to palliative care for
all children, adolescents and their families suffering from a life-threatening or life-limiting condition®.

Specialised palliative and end-of-life care for children and adolescents improve the quality of life of
children, adolescents and their families®®. Palliative and end-of-life care for children and adolescents
have certain special characteristics compared to adult care. A child constantly changes as they
grow, and the different care setting and interaction appropriate to their developmental level require
sensitivity, as the child is always dependent on the adults who take care of them. A child's illness
impacts the entire family, and the uncertainty surrounding the prognosis, along with complex
treatment decisions, presents unique challenges for professionals compared to the care of adult
patients.?

Palliative care for children and adolescents is challenging for healthcare professionals®%'° and
competence varies in units and home hospitals that treat children and adolescents in Finland and
internationally®'"'2, Professionals need regular training to develop their competence?®13', In
addition to the skills gap among professionals, the implementation of high-quality palliative and end-
of-life care for children and adolescents is challenged by inconsistent and missing practices®'®.
There is currently no national framework in Finland for the provision of palliative and end-of-life care
for children and adolescents. .

This NRF Clinical Practice Guideline® addresses palliative and end-of-life care from the perspective
of children and adolescents. The guideline excludes oral care, non-medicinal pain management,
and the encounter and support of the family members of children and adolescents in palliative care
or end-of-life care, as separate guidelines addressing these topics have either been published'®"
or are in preparation.
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Purpose, aim, target groups and key concepts of the
guideline

Purpose and aim of the guideline

The purpose of the NRF Clinical Practice Guideline™ is to compile evidence based on critically
assessed studies and expert opinions, and to provide recommendations based on this evidence
to guide the actions of healthcare professionals in the palliative and end-of-life care of children
and adolescents. The goal of the guideline is to strengthen the voice of children and adolescents
in the planning and implementation of their own care, and to harmonise the practices and
guidance related to the palliative and end-of-life care of children and adolescents. Additionally,
the aim is to produce evidence that can be utilised in the development of palliative and end-of-
life care of children and adolescents as well as the related education.

Target groups

The NRF Clinical Practice Guideline™ is intended for all healthcare and social services
professionals who, in their work, care for and encounter children or adolescents in palliative or
end-of-life care. The guideline is suitable for use in home care, primary healthcare and
specialised healthcare. In addition, the guideline can be used to support nursing leadership in
workforce planning and in ensuring the competence of nursing personnel. The guideline can
also be utilised as educational material and in the development of educational content in nursing
education, including basic, supplementary, and continuing professional education.

The guideline does not cover oral care or the support and engagement of family members of
children and adolescents in palliative or end-of-life care, as separate NRF Clinical Practice
Guidelines on these topics have already been published'® . In addition, non-medicinal pain
management for patients in end-of-life care is excluded from this guideline, as a separate clinical
practice guideline addressing the topic is currently being prepared.

Key concepts

Palliative care

Palliative care refers to the active and comprehensive care of patients with a life-threatening or
life-limiting conditions, as well as their family members. Palliative care aims to prevent and
relieve physical, psychological, social and existential suffering, while supporting the patient’s
quality of life through symptom management. The need for palliative care increases at the end
of life, but it has not been defined in relation to the time of death.'® Palliative care for a child or
adolescent should begin when a life-threatening condition is diagnosed and continue regardless
of whether the child or adolescent receives treatment for their disease. The goal of the care is
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to achieve the best possible quality of life, and the duration of care may range from months to
several years. When making care decisions, the best interests of the child or adolescent must
be the primary consideration. Support for family members after the child's or adolescent's death
is an important part of palliative care.?

End-of-life care

End-of-life care refers to the part of palliative care that occurs close to the time of death (in the
last days or weeks). The end-of-life care phase focuses on the care of the dying patient and
support for their family members.'®

Child and adolescent

In this Clinical Practice Guideline™, a child refers to a person aged 0 to 11 years, while an
adolescent refers to a person aged 12 to 17 years.®

Perception of death among children and adolescents of different ages

Children begin to contemplate themes related to death at an early age, interpreting them in
ways that reflect their developmental stage. For an infant under six months, only immediately
perceived things exist, but a 1- to 2-year-old begins to notice the absence of a close person. In
the preschool age (2 to 5 years), death is perceived as partial and temporary. The child may not
distinguish between temporary separation and death, and may perceive death as a reversible
state, believing that the deceased person will return. The child begins to understand the finality
and universality of death at the age of 5 to 7. At this age, children understand that death has a
cause, and that the separation is permanent. However, the perception of death is not yet
personal, but the child may believe that death can be avoided. At school age, children are
interested in death and have a concrete and realistic perception of it. They start to realise that
death affects everyone, which can be distressing and frightening. Those over the age of 10 may
contemplate the fairness of death and have the ability to understand death as an event, but they
often need the support of adults to face situations and handle emotions. At adolescence (12 to
17 years), the young person achieves an adult-like abstract understanding of the permanence
of death and understands it as a natural process. During adolescence, it can be difficult for the
young person to deal with emotions caused by death.?° Anxiety and depression are more
common among adolescents than among young children. They may feel disappointment, anger
and bitterness about losing their future.?’ Adolescents may also be afraid of death and feel
ashamed of the experience of being different.?
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Recommendations

1. Ildentification, monitoring and treatment of disease-
related symptoms

Regularly assess and relieve pain in children or adolescents receiving palliative
or end-of-life care, as

» there is moderate evidence that pain is a common symptom in children and
adolescents in palliative and end-of-life care?? 23, (B)

» there is strong evidence that children and adolescents receiving palliative or
end-of-life care experience significant challenges living with pain, which
affects their daily lives?4-26, (A)

e Pain makes it difficult for children and adolescents to sleep at night?.
e Pain limits children’s and adolescents’ ability to participate in everyday and leisure
activities and is often their most pressing concern.?

» There is moderate evidence that children and adolescents in palliative care
consider regular pain assessment using individually appropriate instruments
to be important.?. (B)

e Most children and adolescents in palliative care (5 to 17 years) find the facial scale
the most acceptable pain assessment method. They consider an assessment interval
of several days to a week to be appropriate.?”

Assess and try to alleviate the loss of appetite and nausea of a child or adolescent
in palliative or end-of-life care, as

» there is moderate evidence that children and adolescents with cancer perceive
loss of appetite and nausea as disturbing symptoms?2 23 28_(B)

e Children and adolescents rate poor appetite and pain as the most disturbing
symptoms?2,
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Assess and try to alleviate other symptoms of a child or adolescent in palliative
or end-of-life care, as

there is strong evidence that

>

children and adolescents with cancer often suffer from many concurrent
symptoms?3 24,28 (A)

¢ Children and adolescents with cancer report itching, tingling, weakness, headache,
blurred vision, bruising, rash?, shortness of breath? 24 abdominal swelling®*,
constipation?® 24 28 dizziness?3, diarrhoea and depression?.

fatigue, sleeping difficulties and lack of energy are common symptoms in
children with cancer??24 29,30 (A)

symptoms caused by the disease and treatments cause suffering, anxiety and
exhaustion in children and adolescents in palliative and end-of-life care24 29-31,
(A)

Enable symptom relief for children and adolescents in palliative or end-of-life care
through the use of non-pharmacological methods, as

>

there is moderate evidence that children and adolescents in palliative and end-
of-life care benefit from non-pharmacological methods3? 33, (B)

e Massage may reduce the pain and anxiety of children with cancer who are in palliative
care®.

¢ Children in palliative care may respond positively to Reiki therapies, showing signs of
relaxation, such as peaceful sleep after a Reiki session®.
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2. Recognising and supporting emotions

Pay attention to the emotional states of a child or adolescent in palliative or end-
of-life care, as

> there is strong evidence that children and adolescents in palliative and end-

of-life care experience a range of negative emotions related to the disease?*
26,30, 31,3437 ()

Children and adolescents in palliative and end-of-life care experience grief?® 303134
3 worry?3 3035 yncertainty3#, hopelessness due to uncertainty about the future?®,
depression? 3%, anxiety?® 3, anger?® 30.31. 35 fear?® 3435 |oneliness, disappointment
and a sense of loss®.

Children and adolescents with a life-threatening or life-limiting condition describe
mood swings, fatigue associated with medication and thoughts of suicide.?".

Children and adolescents with a life-threatening or life-limiting condition are
particularly concerned about the visible symptoms and changes caused by the
disease, which they feel highlighting their difference from others®.

Adolescents with cancer are concerned that they are a burden to their family
members®’.

Support a child or adolescent in palliative or end-of-life care in processing and
expressing their emotions, as

>

there is strong evidence that emotional reactions in children and adolescents
in palliative care can appear in many ways?24 26:34_(A)

Emotional reactions identified in studies include crying?® **, restlessness and
emotional turmoil®®.

there is moderate evidence that talking about emptions is difficult for
adolescents in palliative care?S. (B)

there is moderate evidence that children and adolescents in palliative care
need support in processing the emotions caused by the disease?>. (B)
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» there is strong evidence that children and young people in palliative care want
to protect their family members from their own emotions or bad news?26 30, 31,
(A)

e Based on Finnish expert experience, the guideline working group notes that a child or
adolescent does not necessarily express their emotions honestly but instead tries to
be brave to protect their family members.

> the evidence is uncertain, but it suggests that adolescents with a life-limiting
condition avoid negative thoughts through alternative activities3. (C)

e Adolescents with a life-limiting condition try to avoid negative thoughts by reading,
listening to music or playing computer games®.

3. Truthful information and participation in decision-making

Communicate openly, truthfully and in a way that is understandable to a child or
adolescent receiving palliative or end-of-life care, as

> there is strong evidence that children and adolescents in palliative and end-
of-life care want truthful and open information about their disease and its
treatment30: 35,3739 (A)

there is moderate evidence that

» children and adolescents in palliative and end-of-life care want to be aware of
the state of their disease3% ¥, (B)

> children and adolescents in palliative care feel that truthful information about
the prognosis of the disease makes it easier to talk about their wishes related
to death3. (B)

> it is important for adolescents with cancer to receive understandable
information about the state of and treatment choices for their disease3": 40, (B)

» children and adolescents in palliative and end-of-life care feel that they receive

too little information about their disease, which may lead to distrust towards
the information provider3' 35, (B)

NURSING RESEARCH FOUNDATION | 9.12.2024 m



> adolescents in palliative care want to participate in the decision-making
concerning their care?. (B)

Try to ensure that the same people care for the child in palliative or end-of-life
care as much as possible, as

» there is moderate evidence that with frequent caregiver changes, children find
it difficult to understand and assimilate aspects related to their care*'. (B)

Ensure the willingness of a child or adolescent in palliative or end-of-life care to
discuss their disease and that the circumstances are favourable for discussion,
as

there is moderate evidence that

» children and adolescents in palliative care experience the lack of privacy and
professionals' hurry as obstacles to discussion3'. (B)

> adolescents in palliative care wish to talk about topics beyond their disease*'.

(B)

> children and adolescents in palliative care feel that they are not heard
regarding their own care3'" 4, (B)

NURSING RESEARCH FOUNDATION | 9.12.2024 m



4. Individual treatment and the respectful consideration of
needs

Treat a child or adolescent in palliative or end-of-life care individually, as
there is strong evidence that

> children and adolescents in palliative care want to be treated as individuals3>
M (A)

> children and adolescents in palliative care feel that they are treated differently
compared to their healthy peers because of their disease35 42, (A)

e Based on Finnish expert experience, the guideline working group notes that
adolescents wish to be treated the same way as other young people.

Take into account the possible spirituality of a child or adolescent in palliative or
end-of-life care, as

» there is strong evidence that children and adolescents in palliative and end-
of-life care find spirituality an important source of support26 30,31,37.43_(A)

¢ It is worth noting that religion can cause conflicting emotions for some children and
adolescents*.
Pay attention to the own view of the child or adolescent in palliative or end-of-life
care, as
> the evidence is uncertain but suggests that the views of children and

adolescents in palliative care have more positive views of their condition than
their parents?. (C)
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Consider the needs of a child or adolescent in palliative or end-of-life care
comprehensively, as

> there is strong evidence that children and young people in palliative care
appreciate that their needs are addressed*® 41, (A)

» there is strong evidence that children and adolescents in palliative care seek
an underlying purpose for their disease?* 2631, (A)

» there is moderate evidence that children and adolescents in palliative and end-
of-life care want to plan their future?* 30, (B)

5. Discussion about death and the respectful consideration
of wishes

Engage in open conversations about death with a child or adolescent receiving
palliative or end-of-life care, if they wish to do so, as

> there is strong evidence that adolescents with life-limiting condition have
wishes regarding their own death or the final phase of their life3% 37.38_(A)

¢ Adolescents with cancer value the opportunity to receive visits from family and friends
before death®”.

e Almost half of the adolescents wish to die at home®’.

o A significant proportion of the adolescents wish for a natural death and consider it
important not to use life-prolonging machines®.

e Some of the adolescents with a life-limiting condition find it more important to focus
on living a good life than preparing for their upcoming death®®.

> there is moderate evidence that children and adolescents in palliative and end-
of-life care experience fear related to death?+ 34, (B)

» the evidence is uncertain but suggests that matters related to death cause

conflicting feelings in children and adolescents with a life-limiting condition?S.
(C)
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Offer adolescents in palliative or end-of-life care the opportunity to discuss their
end-of-life plans privately, as

> the evidence is uncertain but suggests that young people with a life-limiting
condition may not want to talk about their wishes in a group?5. (C)

6. Enabling independence and age-appropriate activities

Enable a child or adolescent in palliative or end-of-life care to experience
independence, as

> there is strong evidence that children and adolescents with a life-threatening
or life-limiting condition feel themselves dependent on others30 3642 (A)

> there is moderate evidence that children and adolescents with a life-
threatening or life-limiting condition want to be independent?®. (B)

e Young people's need for independence sometimes causes tension in their relationship
with their parents, and adolescents may sometimes be upset by their parents' constant
presence?®.

Enable a child or adolescent in palliative or end-of-life care to have an individual
daily life that takes their condition into account, as

»> there is strong evidence that children and adolescents in palliative and end-
of-life care wish to be able to maintain as normal and age-appropriate an
everyday life as possible?5 26, 30,31,45 (A)

e Based on Finnish expert experience, the guideline working group notes that young
people want to experience important things related to their age, such as attending a
confirmation camp or the seniors' ball.

> there is moderate evidence that the disease impairs the ability of children and
adolescents in palliative care to engage in age-appropriate activities3% 45, (B)

e Electronic devices, such as tablet computers, are the most popular everyday play
tools*.

e Adapting to peer groups is difficult for children and adolescents with a life-threatening
or life-limiting condition, as they cannot always participate in their former hobbies®.
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Support the physical activity of a child or adolescent in palliative care according
to their condition, as

» the evidence is uncertain but suggests that physical activity has a positive
impact on the psychophysical health of children and adolescents in palliative
care?s. (C)

7. Interaction and maintaining social relations

Enable face-to-face or technology-based interaction for a child or adolescent in
palliative or end-of-life care, as

» there is strong evidence that children and adolescents in palliative care find
conversation an important means of help?> 4!, (A)

e Children and adolescents in palliative care sometimes find it challenging to find a
professional with whom conversation is of help*'.

there is moderate evidence that

> children and adolescents in palliative care value confidential relationships
with healthcare professionals*'. (B)

> children and adolescents in palliative care want to feel they are respected*.(B)

> the ability to use technology in interaction is important for children and
adolescents in palliative and end-of-life care3* 4. (B)

e According to adolescents, the use of technology in communication improves care
quality, information sharing, and care plan updates. The use of technology also helps
adolescents feel less pressured when reaching out for help or support.3®

e Children and adolescents prefer to communicate about their symptoms using an
electronic aid. Sensitive matters, such as life-sustaining measures, are preferably
discussed face-to-face. Regardless of whether technology is used in interaction,
children and adolescents in palliative care expect an individual approach.*’

Enable the presence of family members during palliative or end-of-life care for
the child or adolescent, as
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there is moderate evidence that

> adolescents in palliative care find connection to their family meaningful?s. (B)

o When trying to cope with their disease, adolescents explain that they seek closeness
and comfort from their family members?°.

» children and young people with a life-threatening or life-limiting condition
appreciate the positive atmosphere created by family members3!. (B)

» for children and adolescents in palliative care, being part of the family’s active
life is meaningful and joyful“2. (B)

» children and adolescents in palliative care miss their family members when
separated from them?34 3¢, (B)

» the evidence is uncertain but suggests that children and adolescents in
palliative care want information about their condition from their parents or that
their parents are present when healthcare professionals provide such
information3°. (C)

Support a child or adolescent in palliative or end-of-life care in maintaining age-
appropriate social relationships, as

» there is strong evidence that a life-limiting condition narrows the social
environment of children and adolescents?5 30,31 (A)

e The changes in appearance caused by the disease are difficult for children and
adolescents in palliative care to handle, as body image is important to them?3'.
e Children and adolescents in palliative or end-of-life care may experience bullying®®.

there is moderate evidence that

> children and adolescents in palliative and end-of-life care miss their friends3%
31_ (B)

» children and adolescents in palliative care wish to maintain contact with their
friends?4 30, (B)

» adolescents diagnosed with a life-threatening or life-limiting condition seek
comfort from their peers?¢. (B)
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