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Hospice-Palliative Care
For Children

Ida M. Martinson, RN, PhD, FAAN
Professor, UCSF School of Nursing

Which children need palliative care?

=tMalignancies (e.g. leukemia, neuroblastoma)

» Metabolic (e.g. mucopolysaccharidoses)

« Blood (e.g. Aplastic anaemia )

Immune (e.g. Immunodeficiency syndrome, HIV/AIDS )
Nervous (e.g. spinal muscular atrophy, Cerebrai palsy )
Musculoskeletal (e.g. Systemic Lupus Erythematosus)
CVS (e.g. Congenital heart disease)

Respiratory (e.g. Cystic fibrosis, premature babies)

GI (e.g. Short bowel syndrome)

Characteristics of conditions

A wide variety of pathological conditions:
= cancer
= chronic, progressive illness
= degenerative neurological disease

= develop anytime between birth and early
adulthood

= course of disease vary from a few days to
many years
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onnditions Treatment Palliative care Examples
may help when:

Life - Curative tx ~ Uncertain Cancer
threatening  may fail prognosis/ tx fails Organic failure
Chronic, - Longterm  Premature death Cystic fibrosis,
unstable intensive tx  anticipated Muscular

- Prolong life dystrophy,

AIDS

Progressive - Palliative tx  From diagnosis  Mucopoly-

- For years saccharidoses
Severe non  Long term Complications Cerebral palsy
progressive intensive tx raise
neuro.
disability

Factors affecting the needs

Age, developmental level of child

= diagnosis, course of disease, physiological
changes

a cognitive awareness

a emotional level

= understanding of iliness/death

s family structure, family communication pattern
= Social circumstances

Models of care
Curative Vs Palliative care

= Model 1: curative then move to palliative

n Model 2: palliative become increasingly
important

= Model 3: palliative care only

= Model 4: palliative and curative care run
alongside each other, with emphasis changing
as needs fluctuate
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Symptoms in Dying children

Pain

GI: nausea & vomiting, difficulty swallowing, constipation
» Cardiorespiratory: dyspnea, hypoxia, anaemia, heart
failure,

Urinary dysfunctions: dysuria, frequency, hematuria

Infections: UTI, pneumonia, fungal infections (e.g. oral
thrush/fungal skin infections)

General malnutrition, dehydration

General weakness, skin breakdown

Contractures

Neurologic: increased ICP, seizures, paralysis,
neuropathic pain

sleep disturbance

"

Special concerns for care

re for infants, children, adolescents

Care for patient, parents, siblings, whole family
Curative Vs palliative care, considering course of
disease

End of life decisions: who to make decision? How to
decide when there are differing preferences of those
who are involved?

Site of care/residence: home, acute care setting,
hospice; where to die?

u Care before the death, at time of death, after death

Case study: 9-year old boy facing the
death from brain tumor

How is it like to take care of a
dying child at home?

What impact has it given to the
family caregiver?
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Case study

... He couldn't eat anymore, we use gastric tube.
I feed him every meal thru’ the tube and I
bathe him alone. I need to help him for all
these things...”

I can no longer take care of him on my own now.
His body build is not small. Carry him and bathe
him in the bathtub, bring him back to the
hospital for follow-ups, this is not a simple job
to do. If you ask me to describe, 1'd say there
was not a single easy day in walking with him
through these one and a half years...”

Case study

* ... I won't leave him in the hospital as someone
suggested me taking him to a convalescent
hospital. It might be easier for me. He could be
looked after by the nurses but I can do the
same...Other people are not his mother, I'm his
mother...It must not be as close as the mother
loves her child...I ought to take care of him till
the last minute...I should take care of him , he's
still calling me mummy all the way through...”

*...I can still bear the responsibility to take care of
him till the last day...”

What is bothering the mother?

What is the special meaning of
symptom control for this mother?
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Continuation of Case study

* ...You want me to accept that he is dying. Yes,
1 can do that. But you should give him
comfort. He is now relying on the pills to
control his twitching [seizure]. 1 see that it's
very hard for him.”

*...My only hope is that you help me, to the best
you can, to make him comfortable as much as
possible...I just hope that the doctors can find
out a solution, a medicine to control his
twitching, then I'll be most satisfied...”

Continuation of Case study

* ...Why do so many events happen to him? He
suddenly had twitching, maybe fever
tomorrow, something else the next day, I
don’t know...Is he going to face the torture
for the remaining days? ...I fear that
something is going to happen to make him
suffer more, What I worry most is that he
will be tortured by the illness until he leaves
Does he really need to suffer like this before
he can leave?...”

What will the difference be if the
symptoms are relieved?
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Continuation of Case study

...5ometimes when I see him keep on twitching, I

couldn't stand it, T walk away. After I leave, I ask
myself, *Am I too cruel? You escape from it when
the son is suffering. You should accompany him.
But I really can't watch him like this.”

...What is the difference between having one more

month and one month less? He can't communicate
with me any more, the meaning of his life is none.
If he doesn’t have twitching, I'll hope for one day
after each. Seeing his condition now, I ask him not
to struggle.”

What impact has it given to other
family members?

Continuation of Case study

* ...he said, ‘you stayed with [patient] for 24 hours
a day, I've that need [sexual need].’ He felt that
I neglected him...I told him, ‘We don't know how
many days are left for him, but you and I have a
long way to go. I dont mind the martial
relationship for this one and a half years. If you
really mind it, I'm sorry for that. Maybe I have
really neglected you during this period. I felt too
exhausted because of taking care of him. I'm too
tired to think of any other things.”’

™ I need to take care of the son first, marital
relationship is next...”
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Continuation : After the child’s death

" ...Every time I returned home after going out with
[sibling], I'm not happy... I regret it, I dont know
why. ./

" 1 miss [deceased child] so much, he’s still part of
my life. I still buy many things for him. I bought a
toy helicopter for him recently [in Japan]... and
placed it in front of his picture. I just left them
there, they still belong to him...the little brother
saw it and wanted to play with it. I thought,
‘What's wrong with you? I bought it for your elder
brother, I won't let you play with it.” I can’t accept
[the sibling]. I don't want to see him. I can't force
myself to forget his brother and accept him.”

Physiology of dying

Some characteristics of dying and
death

Definitions

= Historical
» Current definitions
» Somatic death of the body as a whole

» Cell death is the permanent cessation of
life functions of the cell
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Physiological Changes during dying

» The brain ceases to supply information
vital for controlling

» The lungs are unable to supply
adequate fresh air for gas exchange
with the blood stream

» The heart or blood vessels are unable
to maintain adequate circulation of
blood to vital tissues

Symptom management

Gastrointestinal symptom
= Anorexia

s Bowel obstruction

= Constipation

= Dry mouth/Dehydration

= Mucositis and mouth sores

a Retention
o Incontinence
= Infection
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CNS Symptoms

a Insomnia & restlessness
a Myoclonus (muscle twitching)
a Seizures

Respiratory Syndrome

= Cough

a Dyspnea

a Cheyne-Stokes respiration
= “Death rattle”

Hematologic Symptom

a Bleeding
» Thrombocytopenia
= Coagulopathy
= Related Tumor

= “Death rattle”
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Other Symptoms

a Fever

« Hiccups

s Itching

= Nausea/Vomiting
w Skin Breakdown
= Sweating

Continuation

= Fatigue

= Delirium

a Confusion

m Agitation

u Depression

« Functional decline

Comprehensive Pain Management

a Pain assessment

u Pain severity scales

» Guidelines for analgesic drug therapy
» non-opioid
« weak opioid
» strong opioid

a Guidelines for non analgesic drug
therapy
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