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Childhood cancer
Reaches 80% survival
overall






16 year old boy Glioblastoma Multiforme WHO IV

Treatment RT + temozolamide and maintenance Temozolamide x 6 months
9 month after diagnosis he progressed Reirradiation no effect,
Deterioration clinical condition- Palliative phase

How to Prognosticate
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Aug 2017 primary diagnosis

Initial treatment RT and
Temozolamide

April 2018 relapse

RT? Trial involvement
Palliative care
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Table 2. Patient characteristics and symptoms categorized per tumor type

/N
/jBM \

Medulloblastoma Anaplastic ATRT DIPG Other® Total
SPNET Ependymoma

Total 8 4 5 5 5 34
Characteristics at initial diagnosis

Median age, y 7.2 6.6 6.5 6.9 9.0 6.6 6.4

Range age, y 2.2-17.1 1.9-15.9 0.5-16.9 47-114 46-17.2 0.4-15.6 0.4-17.2

Metastases at initial diagnosis, n (%) 2 (25%) 2 (50%) 2 (60%) 0 0 3 (60%) 9 (26%)

Initial resection, n (%) 8 (100%) 4 (100%) 4 (80%) 0 6 (86%) 3 (60%) 25 (74%)

Complete resection, n (%) 6 (75%) 0 0 0 0 1 (20%) 7 (21%)
Days from initial diagnosis to incurable disease®

Median 695.5 401.5 246 0 93 272 168

Range 156-1008 86-2480 109-469 0-0 0-231 71-617 0-2480
Reason for start palliative phase®

Incurable from diagnosis, n (%) 0 0 0 5 (100%) 3 (43%) 0 8 (24%)

Progression during treatment, n (%) 1(12,5%) 2 (50%) 4 (80%) 0 4 (57%) 4 (80%) 15(449%)

Recurrence after CR, n (%) 7 (87,5%) 2 (50%) 1 (20%) 0 0 1 (20%) 11(32%)
Anticancer therapy in palliative phase®

Chemotherapy, n (%) 6 (75%) 1 (25%) 0 2 (40%) 4 (57%) 5 (100%) 18 (53%)

Duration, d (range) 305 (5-350) 50 (no range) 107 (83-130 55 (5-86) 54 (3-190) 54 (3-350)

Radiotherapy, n (%) 2 (25%) 0 0 4 (80%) 3 (43%) 1(20%) 10 (29%)

Duration, d (range) 1 (no range) 17 (30-28) 30 (17-39) 6 (no range) 16 (1-39)

Surgery, n (%) 1(12,5%) 0 0 0 1 (14%) 3 (60%) 5 (15%)
Duration of palliative phase in days®

Median 261 52 50 116 82 56 80

Range 19-603 1-243 5-92 68-576 7-227 47-326 1-603
Days before death that last anticancer therapy was administered (curative or palliative)

Median, n 78 66 96 48 26 16.5 43

Range, n 7-256 0-653 6-122 0-89 1-134 7-26 0-653
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Table 1. Symptoms during palliative care in children with a brain tumor presented in the literature

Hongo et al 2003*  Jalmsell et al 2006°  Goldman et al Pritchard et al 2008> Jagt et al 2015°
2006’
Patients with brain tumor (n) 7 157 59 18 34
Prospective/retrospective Retrospective Retrospective Prospective Retrospective Retrospective
Presence of symptoms At any point during At any point during last At any point during At any point during  On a weekly basis from start
defined: palliative phase month before death  palliative phase palliative phase of palliative phase until
death
Poor appetite 100% 53% 58% 17%
Dyspnea 57% 29% 39% 22% 26%
Pain 71% 64% 81% 56% 91%
Fatigue 43% 83% 58% 11% 44%
Nausea/vomiting 57% 62%/52% 63%/64% 6% 53%
Constipation 71% 45% 58% 35%
Disturbed consciousness 100% 1%
Reduced mobility/paralysis 82%/55% 90% 74%
Seizures 39% 56%

All above symptoms were
present in our patient
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Table 3. Occurrence of symptoms

7\

Medulloblastoma Anaplastic Ependymoma ATRT DIPG BM Other Total

n (%) n (%) n (%) n (%) n (%) n (%) n (%)
Pain 7 (87.5%) 3 (75%) 5 (100%) 5 (100%) 6 (86%) 5 (100%) 31 (91%)
Decreased mobility” 5 (62.5%) 4 (100%) 2 (40%) 5 (100%) 6 (86%) 3 (60%) 25 (74%)
Somnolence 4 (50%) 3 (75%) 3 (60%) 4 (80%) 5(71%) 3 (60%) 24 (71%)
Change of cognition” 5 (62.5%) 2 (50%) 5 (100%) 2 (40%) 5(71%) 5 (100%) 22 (65%)
Change of appearance® 4 (50%) 3 (75%) 3 (60%) 5 (100%) 3 (43%) 3 (60%) 21 (62%)
Seizures 5 (62.5%) 2 (50%) 2 (40%) 1 (20%) 7 (100%) 2 (40%) 19 (56%)
Sight/hearing disorders 6 (75%) 2 (50%) 1 (20%) 3 (60%) 3 (43%) 3 (60%) 18 (53%)
Vomiting 2 (25%) 2 (50%) 4 (80%) 2 (40%) 5 (71%) 3 (60%) 18 (53%)
Fatigue 5 (62.5%) 1 (25%) 2 (40%) 2 (40%) 2 (29%) 3 (60%) 15 (44%)
Speech disorders 2 (25%) 1 (25%) 2 (40%) 5 (100%) 1 (14%) 2 (40%) 13 (38%)
Constipation 3 (37,5%) 0 2 (40%) 2 (40%) 2 (29%) 3 (60%) 12 (35%)
Dyspnea 1 (12,5%) 1 (25%) 1 (20%) 2 (40%) 3 (43%) 1 (20%) 9 (26%)
Insomnia 3 (37,5%) 0 1 (20%) 3 (60%) 1 (14%) 1 (20%) 9 (26%)
Incontinence 3 (37,5%) 2 (50%) 1 (20%) 0 1 (14%) 1 (20%) 8 (24%)
Urinary retention 1 (12,5%) 1 (25%) 1 (20%) 2 (40%) 2 (29%) 1 (20%) 8 (24%)
Dysphagia 1 (12,5%) 1 (25%) 1 (20%) 2 (40%) 1 (14%) 1 (20%) 7 (21%)

N4



(N EnglJ Med 2000;342:326-33.)
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- Pain

Do - Treat pain according to a set (time) scheme, use the most

suitable way and adjust to the needs of the child.

Consider -Consider melatonin for headaches and sleeping disorders.

- Consider complementary therapies.

Treatment Level of evidence | Level of evidence | Effectiveness
for children for adults

Pain
Integrative therapies Level 2 [183,184) Possibly effective”
Psychological therapy Level 1 [185] Effective
Acetaminophen n.a [186) Effective
NSAID n.a [186]) Effective
Tramadol n.a. [186) Possibly effective
Codeine n.a. [186) Controversy
Morphine n.a (186) Luvel 3 [154] £ ftective
Oxycodone n.a [186] Possibly effective
Buprenorphine n.a [186] Possibly effective
Corticosteroids n.a [186) Possibly effective
Amitriptyline Level 1 [188,189) Effective (adult)
Gabapentin Level 1[189-191) Effective (adult)
Pregalabine
Phenytoin Controversy [189] | Controversy
Carbamazepine
Valproate acid
Opioids Level 1[189,192] Effective







Conclusion on how to offer best
palliative care for LLC

* Adequate communicative skills
* Guidelines as tool to educate care givers
* Prediction of symptoms based on research

* And a palliative care team to support child
parents and siblings.



And our patient??7??

He chose to stay in the
hospital and spend his

last days with his family
around him

He was prepared as to
what was going to happen
and was not
anxious................
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