FROM CLOWN TO CLONIDINE

Palliative symptom relief — a teamwork

Lilla Erstagarden
Children’s and youth
hospice

Karin Backdahl Pediatrician @
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Pediatric Palliative symptom relief
Aim

= Similarities and differences between children and
adults

= Similarities and differences between different
palliative diagnosis

= How to change the palliative care in different phases
through case management @
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Symptom and suffering
the last month of life
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Wolfe et al. NEJM 2000.
Symptoms and suffering at end of life in children with cancer
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What we do matters
— for a long time

Care related stressors Experienced Affected (4-9 yr after)

Pain could not be relieved | 46% 57%
Difficult moment of death 32% 57%
Negligent care of my child | 46% 41%

Insufficient contact with
health care staff after
my child’s death 43% 33% @

Kreicbergs U. et al. J Clin Oncol 2005; 23;(36):9164-71
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Palliative Care for Children

TRUST

Be honest

Don’t promise something you can not keep

Courage to stay

Important to include the child as much as

possible @
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Groups of patients I

= Neurological diseases

= Neurometabolic degenerative diseases - Krabbes
= Malformation syndroms — trisomi 13, syndroms

Causes of death in children

= Oncological diseases i Sweden n 2015
= Other
= Cardiological diseases
* Metabolic syndroms ot s 1t
= Neonatal conditions @

= Respiratory insufficience Ersta dishoni




Symtom

i} :
Pal_n » Pain 84 %
= Fatigue > Loss of Appetite 73 %
- Anxiety > Fatigue 63 %
» Nausea/Vomiting 58 %
- Dyspnea » Dyspnea 55 %
= Circulation > Constipation 47 %
= Nausea
= Nutrition
= Elimination (Constipation/micturate)
= Skin/Eyes/Itching @
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Symptom relief

ﬁ Distraction

- Medicine

Art, music
and play
therapy

Physioterapy
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"there’s an app for that” Ersta diakoni



Palliative Care for Children

Guidlines for symtom control in children
= There are guidlines for adults — "vardprogram”

= We are working on guidelines in Sweden to be a part of

"vardprogrammet”
. . - FipHpH
u - A
There are international guidlines fees
. Basic Symptom
http://www.rainbows.co.uk/wp-content/uploads/2011/06/ mmsy:ﬁdmt
Rainbows-Hospice-Basic-Symptom-Control-In- Polliotive Core
Paediatric-Palliative-Care-8th-Ed-2011-protected.pdf
http://www.starship.org.nz/for-health- w
professionals/national-paediatric-palliative-care- Starshlp
clinical-guidelines/#All Child Health
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Pharmacological treatment
-routs of administration

= Peroralt/gastrostomi/nasogastric tube
= Rectal (younger children)

= Buccal

= Nasalt

= |nhalation

= Cutanous E

= Intravenously /PCA-pump - SVP
= Subcutaneous

= |ntratecal
= Intramusctiar




ANNA
Pediatric palliative care and
symptom relief

= Anna was born healthy, but from 2 yrs of age she
gradually loses abilities like walk, talk and eat/swallow.

= Diagnosed with a leukodystrophy - a progressive
neuro-metabolic disease without cure or treatment

= She develops myoclonus and severe spasticity
= She receives gastrostomy for all her food and medicines

= Anna is blind, she cannot talk and its not sure if she

can hear @
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ANNA
Pediatric palliative care and
symptom relief

= A large multi-professional team is working with Anna
and her family
= Physical therapy, habilitation, social worker, neurologist
* Respite care at Lilla Erstagarden

= Different palliative dugs in high doses against
spasticity and pain
= Baclofen, benzodiazepines and Clonidine (Clonidine also for
pain and anxiety)
= Against presumed neuropathic pain--Neurontin/Gabapentin
= Sleep regulation with Melatonin/Theralen/Clonidine

P> Integrated palliative care for a @
o long period of time WMJI
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Who can be admitted to
Lilla Erstgarden?

= End of life — prio 1 patients

= Patients in a palliative definition
- Respite care, shorter periods
- Post-care if need of a prolongation of
hospital care if acute illness, operation.

No longtime solution of care/respite

Q
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Care planning at Lilla Erstgarden

The care team visits the family in the acute ward/hospital for
presentation to the family and to make a care planning

The family is offered to visit Lilla Erstagarden children’s and
youth hospice o (L

Detailed inventory of the patients needs
= Med. tech/ medical needs
= Medical aid
= Nutrition
= Medicines
= Caring needs
= Family needs; parents, sibling & other relatives

Admittance for end of life care or a respite/post care period@
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Hemsjukhus, hemsjukvard (spec.lak, spec.ssk,
dietist, fysioterapeuter), habilitering, smartenhet
Art

therapist Bl
P therapist

Social
worker

Sibling
supporter

: : Barns::lierska Physio-
= therapist
s @ @ Ersta diakon:

Hemsjukhus, hemsjukvard (spec.lak, spec.ssk,
dietist, fysioterapeuter), habilitering, smartenhet
Music
therapist

Social

Sibling
supporter

Barn-
skoterska
/usk

Physio-
therapist

<>
©
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Pediatric palliative pain
= |s the child in pain? — How do we know?

= What kind of pain?
Nociceptive, Visceral, Neuropathic, Existential?

= Long-term pain compared to acute onset of pain

Q
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Children with neurological
disease/symtoms

* no verbal communication, impaired cognitive ability

= more than one disabilities as EP, dystonia/spasticity,
constipation

= All neurological symptoms may be exacerbated due to
discomfort, infection, constipation, disturbed sleep and medicine
side effects

Often a complex pain situation
must weigh relief against sedation

IF WE THINK IT MIGHT HURT @
IT PROBABLY DOES!! Era dinon




Pain assessment tools

ALPS 1 Newborn - 1 month
ALPS 2 1 month - 3 yr = ==

Face scale From about 3 yr

= VAS From about 6 yr et i il g
—H - =-

BOSS/FLACC Children non-verbal,
neurogical impared @
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rFLACC

Face, Legs, Activity, Cry, Consolability
A Preverbal (Non-verbal) Patient Pain Scale

The Revised FLACC Scale (rFLACC)

Individual

.n-.-lpma--u.-,
i 1o & AHEON (0
]

(Voepel-Lewis, Merkel, Tait, Trzcinka & Malviya, 2002) @

Ersta diakoni




BOSS _ &==—

Beteende Observation ‘=== TITE
& Skattning av Smarta e

| e ——

e flrppE

T
s o

T

Children non-verbal, :&====== . @ G
neurogical impared ~ [=Z- TTEEE]
5 min observation LR L

0-20 yrs

* Non-Communicating Children’s Pain List” et al Lynn Breau @

Pain assessment ’tools”

= Don’t forget one of our most important tools
- the experience of the parents
- the experience of the nursing staff

= Together with the child self -assessment
and/or a validated assessment tool

Q
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Discomfort in children with severe
neurological impairment

GERD; UTI; pancreatitis,

fracture, hip subluxation
Treat if possible the condition

Spasticity \ll
Baclofen, Neuropathic pain

Benzodiazepins, quceptlve pain Gabapentin, TCA,
Clonidine Opiods, paracetamol Clonidine

Discomfort Central Pain
Dysautonomia 7 Gabapentin,
Gabapentin, Clonidin TCA. Clonidine
Morfin
Viceral
Hyperalgesia
Gabapentin, TCA
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Neuropathic pain

Neuropathic pain

treatment ladder Step 3

Methadone
+/- adjuvant

Step 2
Clonidine

ORTCA
+/- adjuvant

Fran Drdulia Hauer
Boston Children’s

Step 1
Gabapentin

Adjuvants: opioid,

benzodiazepine @
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+/- adjuvant




Neuropathic pain

Neuropathic pain Step 3

treatment ladder Methadone
+/- aduvant

Step 2
Clonidine
ORTCA Frén Drél:n Hai:ar
+/- adjuvant

= Gabapentin (antiepileptic), | s
30-45- ? mg/kg/day |c-va

Divided by 3 dos/day, increase gradually
less side effects in children than adults?

Pregabalin (Lyrica) — older children?

= Amitriptyline (tricycles antidepressant)

1 dose at night @

Ersta diakoni

Neuropathic pain

Neuropathic pain Step 3
treatment ladder Methadone
+/- aduvant
Step 2
1 1 Clomdine Fran Drlulia Haver
Clonidine (Catapresan) omrex g
Step1

’m
+/- adjuvant

= a2-receptor agonist

= oral- tablets/oral solution
= rectally - injection solution/ oral solution

= intravenous injection,

= continuous intravenous infusion with bolus doses

= patch?

Ersta diakoni




Neuropathic pain

Neuropathic pain Step 3
treatment ladder f}?tzcalggggt
P H Step 2
Clonidine (Catapresan) |
+/- adjuvant
Step 1
’m [ Adjuvants: opioid,
u Effect On +f- aquvam benzodiazepine
= pain (neuropathic and nociceptive)
= gpasticity
= anxiety
[

do not affect respiration

= Limited side effects - sedation/hypotension/headache?
= Dose initially 1-3 mcg/kg x 3-4, can be increased
= Large therapeutic window @
Neuropathic pain
Neuropathic pain Step 3
treatment ladder f}?tzcalggggt
Methadone
+/- adjuvant Boston Chidren's
= NMDA receptor antagonist | aqan B

= Often a combination of methadone and other opioid
= Methadone according to FASS contraindicated in

children Kontraindikationer FASS 0

Andningsdepression.

Overkénslighet mot den aktiva substansen eller mot nagot hjdlpdmne.

Akut obstruktiv luftvdgssjukdom.

Samtidig administrering av MAO-hdmmare eller administrering inom tvé veckor efter
e-Befraneding ed MAC-hammare.

Q2

Consult someone with experience in children c..é.




| Non-Pharmacological treatment

. Integrative methods

= Breathing exercises

= Mucus mobilization

= Massage/ warm/heat/bath
= Physical activity
= Positioning A
= Self regulation skills

= Distraction/diversion
N = ”

ANNA
Pediatric palliative care and
symptom relief

Different palliative dugs in high doses against spasticity and pain
- Baclofen, benzodiazepines and Clonidine
(Clonidine also for pain and anxiety)
- Against presumed neuropathic pain--Neurontin/Gabapentin
- Sleep regulation with Melatonin/Theralen/Clonidine

Gradually worsened

One day intense vomiting with blood and
symptoms of bleeding from the stomach

Pre-planned plan of action

Q
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Limitations in care

Stallningstagandet innebar: Document on

Ingen begransning av (livsuppehallande)] behandling |Ife-SUStaI n | ng teatme I"It

98 &v:t3 frdn att pabiria livsuppehillande behanding, namligen:

Avbruta pdgdende ivsuppehdliands behanding, namliger:

MIG [mobila intensivvardsgruppen) Andringzoxygen

& 14 [intensiveard) Y azoaktiva lakemedsl Li m itati O n i n Ca re
HI& [higrtintenziveard] Antibiotika

R Aterupplivning efter histstopp Cytostatika Ca n be a tOOI to
Pacemaker ICD [intern defibrillator) [ utrition reaCh th e g Oa I Of

¢ Irivasiv ventiiatorbehanding Viteka Ca re

Wonirvasiv ventilatorbehandling

Dialys

B Operation

Stralbehandling

Blodtransfugian @
OPTIFLOW ! alRvVO7 Ersta diakon:

Limitations in care

The medical record should contain

= g clear references to notes where limitation
in care has been discussed

= any decisions that have been made by the
responsible doctor and patient/family

Documentation regarding life supporting
actions shall be clear and easily accessible @
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~~~~~~~ — Important to talk about what
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we should do to alleviate more
than to talk about what we
shouldn't do and to document

o
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An agreement on the “ambulance-paper” is
made between the physician and parents

Valid for 3 months may be extended if needed

Documented in the patient's journal in under the
keyword “treatment limitations"

The parents choose whether to use it or not

Q
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ANNA
Pediatric palliative care and
symptom relief

Limitation in care — decisions made in advance
She has an "ambulance-paper” -

Possibility to a direct admission
= Anna is admitted

= No more food/fluids/medications can be given through
the gastrostomy

= No intravenous access/no iv fluids or TPN
= What do we do now?
= How can we now alleviate her symptoms?@
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Nutrition
«Ata bor man annars dor man”
= |v infusion or not? There is a lot of evidence in
adult to avoid iv fluid in the end of life we belive it’'s

the same for children.

= What you want to eat — " if you want to eat”

= Food/fluid in gastrostomy/NG tube or not?
- When do you stop giving food and fluid?

"Food to give wellbeing and palliation”
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ANNA
end-of-life care- without neeles

No liquid or food could be given
— Mouth care

= No medications could be given through the
gastrostomy

= No iv or sc access @

ANNA
end-of-life care- without needles

Instead

= Opioids - Durogesic patch (0,5 of 12ug/h -
About 15-20 mg of po Morfin/day) with rescue
dose of Morfin inj solution rectal

= Clonidine (inj solution) and Paracetamol
(supp) rectal x 6 and as needed

= Midazolam buccal as needed @




Patient with severe cancer pain

Opioid ex Oxynorm 10mg/ml i PCA pump, infusion with
bolusdoses/max1 in 30 min ... or.

When the volume becomes a problem transition into
Hydromorfon 20mg/ml ( 7 times more potent opioid)

iv inj of Clonidine/ infusion in PCA-pump
lv opioder and bensodiazepiner as needed

Ketamin infusion (no PCA) jvin SVP
Midazolam infusion (PCA-pump)
Propofol infusion (no PCA)

Non - opioids

Paracetamol
= antipyretic, analgesic and .....
= oral/gastrostomy, rectally, intravenously

NSAID

= Antipyretisk och anti-inflammatory effect
= oral/gastrostomy, rectally

Q
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Around the clock (ATC) or
as needed (PRN)?

Important considerations in children who may find it difficult:

To describe or define the pain.

To be believed?

To dare to tell?

Or cannot tell — more than maybe when the pain is
very strong — ex small children, severe neurological

disease children @
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Weak opioids — step 2

GIVE A “STRONG" OPIOID INSTEAD! @
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a,- receptor agonist

Clonidine

An alternative step 2 for children?

= Many routs of administration
= Effect on
= pain (neuropathic and nociceptive)
= gpasticity
= anxiety
= Do not affect respiration
= Limited side effects - sedation/hypotension/headache?
= Large therapeutic window @

Strong Opioid

t ex Morphine

= Per oral /gastrostomy at least x4-6/day

0-6mo 0.075 - 0.15 mg/kg/dos
6-12mo 0.15 - 0.2 mg/kg/dos
1-5yr 0.2 - 0.3 mg/kg/dos
5-16 yr 0.3 - 0.4 mg/kg/dos

= So many ways of giving opioids.....

= |f a regular opioid — always add Naloxone per os
2-12 mcg/kg x 4 prophylactically to prevent
obstipation (older maybe MoventigR (Naloxegol)
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Transdermalt fentanyl-patch

= |f possible find a dose pol/iv first and then transfer to

Transdermal fentanyl in children
= Fentanyl in ethanol gel - Fentanyl HexalR
= Fentanyl in matrix - DurogesicR, MatrifenR

= Matrix patch-can be divided into smaller pieces
for smaller children, but more expensive

= Change recommended after 72 hours — @
consider replacing after 48 hours in children...%..

NMDA receptor antagonist

Methadon

Ketamin
= Continuous low-dose infusion without bolus doses.
= Can be administered orally (bitter) alt given nasally

= Side effects - hallucinations, raises blood pressure

Q
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ANNA
end-of-life care- without needles

= Opioids - Durogesic patch (0,5 12ug/h - About 15-20
mg of po Morphine/day) with rescue dose Morphine inj
solution rectal

= Clonidine (inj solution) and Paracetamol (supp) rectal
X 6 and as needed

= Midazolam buccal as needed

Doses increases as needed according to symptoms

After 7 days Anna dies calm and alleviated @
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Home visit by or contact with the social worker

After a month meeting with the team

Thereafter individual support according to the
needs of the family

One year of bereavement support

Ersta diakoni




What if the child doesn’t die?

We have to be prepaired to change the care
from end of life to more longterm palliation
again if needed!

Q
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How does the team coop?

Self care
and
improvement of

Reflections over the

days work in a staff-

meeting at the end of
the day

Structured reflections in
a staff-meeting after a

death of a patient Ersta diakoni



Day of remembrance

A day for families that have lost a child during the @
past year at Lilla Erstagarden Ersta dikoni

I Welcome to visit us at

Lilla Erstagarden o




