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What services are available for children with life-limiting or life-threatening
conditions, and what is the status of pediatric palliative care In
Luxembourg?
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Pediatric Palliative Care Needs
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= Over 21 million children globally require a palliative approach. Of this, more than 8 million
need specialized palliative care services for children. (connor et al, 2017)

= Around 170,000 children will die every year in Europe with health-related suffering and no
access to palliative care. (arias-casais, Garralda, & Rhee, 2019)

= In Luxembourg, the National Cancer Plan from 2014-2018 estimates that 8-10 children with

cancer need end-of-life care, while 40-50 children require palliative care yearly. (pirection de santg,
2014)



Pediatric Palliative Care Services
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Table 2 Availability of national pediatric palliative care activities and pediatric palliative care services per country®

national pediatric palliative care activities pediatric palliative care services

plan/ strategy networks documents PPHC ccs PPCU ICAH OCHS
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Iceland [ ] [ ] o ] ® 1 ] [ ] o
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Lithuania [ ] [ ] [ ] [ ] [ ] @] 4(14) 1(6
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Republic of Ireland ® 2010 ® ® ® o 2 ® ® 18 ®
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total exist= yes 9 18 19 21 20 5 16 11

nr (nr beds) 183 96 18(144) 117(434)

@ existent@ non-existent@ under developmentOnot stated

2 Exist Existence of, nr Number of, PPHC Pediatric palliative home care, CCS Clinical consultation services, PPCU Pediatric palliative care unit, ICAH Inpatient ch (Wager et a| . 2022)
and adolescents'hospices, OCHS Outpatient children’s hospice service !
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Building Upon Existing Knowledge, Our State-of-play
Sheds Light On Various Perspectives...
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January 2024 until May 2024

Design: Exploratory Sequential mixed methods with a
two-phase approach ceswere ciar 2017)

Sampling: Snowball and purposive

Recruitment: Participants chosen for their
experience, roles, and care for children with serious
llinesses

Analysis: Qualitative phase: Documentary analysis &
Thematic analysis
Quantitative phase: Description of secondary data

Documentary
review

Personalized
emails or open-
ended
interviews

Quantitative
secondary data
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Methodology: Data Collection
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Documentary data Qualitative data Quantitative data
(grey literature) (Personalized emails or open-ended (secondary data)
interviews)
Governr_nen_tal and .
or%slgézsziattleosnal Long-term care insurance, Administration of Evaluation Health Dlrectcl){g;?.st(r?fuse of Death
and Control
Expert consultation .
for non-pub"shed qu’[g-ter_l”n care msura_nce,
materials Home-care networks Administration of Evaluation and
Control

Healthcare professionals

Associations and NGOs

Academic institutions

National Social Security Fund- Palliative department




Methodology: Key Persons and Contact Response Overview
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— (Ontacts Reached Tota)
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[Homecare Networks (8 contacted}] HeaIt (are Professwnals(sdoctorsand1nursecontacted) [Associationsand NGOs (13contacted)} [Academic Institutions(3contacted)] [Long-term (are Insurance(Zcontacted)] 1Health Directorate 1 contacted)] [National SocilSecury Fund's Pallaie Department]

/ \

brespondevia emll octors respondedia emall 1 nurseing erwewed

2 responde vi el

D responded vi eml

10 respondevia emll

T respondedia emal 1 responded by phare

ntenviewed

2 doctors nterviewed

.

= Total responses via personalized emails: 27
= Total interviewed: 5
= Phone call: 1
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Qualitative data: Regulations and Services Overview



Progress of adult and pediatric palliative care in Luxembourg
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History timeline of palliative care in Luxembourg

@ Late 8os O 1994 @ 2005 o 2009 o 2014 o 2023
» Law of March 16 on PC,

- Law of July 24,

1
Volunteers of Red First palliative care Start of the PC | advance directives, & ! regarding the rights | “Plan national fin de vie
Cross & Caritas unit at CHEM, pilot project at HELP | EOL support l and obligations of | et soins palliatifs” 2023-
provides end-of-life project with 5 beds (homecare) '+ Law on euthanasia, : patients : 2026
care I assisted suicide, and '« “Plan National Cancer” '
1 1
: EOL | 2014-2018 :
Lt Regulact:(nln OfAanl 28, | . Mobile team & 10 beds |
on procedures for ' . :
E granting the right to PC | unit at CHL hospital i
1
1 ] 1
e o ° ° ° (] ° o ° o °
| |
1 1
. . 1 1
» PCintegrated into I I » Regulation of February 8,
Luxembourg's legislation | | organization of training in PC
regarding the practice of Agreement between ! ! and end-of-life for physicians &
the nursing profession CHEM, Hellef Doheem, . The 'Haus Omega’ : other healthcare professions
Omega 90 fom}ded by « Law on hospital and Doheem Versuergt | (Pa]]'latwe Care _Center) !
Red Cross, Caritas, and establishments regarding the continuity officially opens its doors )
Amjpt_:r{f_s, prompte{_i by designated PC as a of PC between the . with 15 beds | . "Pour'une Pare{;[thése“ project to
the Ministry of Family hospital responsibility hospital and home : : establish a respite home for

children
@ 1990 @ 1998 @ 2006 o 2010 O 2019

Massaad, M. (2024)



Progress pediatric palliative care in Luxembourg
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= The National Plan for End of Life and Palliative Care 2023-2026:

AXis 4: New care concept development specific to children

»Addressing The Issue

Organizing Pediatric »Providing Training In Of Euthanasia And Establishment of a
Palliative Care Pediatric Palliative Care Assisted Suicide In Respite Facility
Minors
* Mobile expert team * PPC training into the * Prioritize PPC and « Offer tailored palliative
nursing curriculum at psychological support care services to children

- At diagnosis time, UniLu (40 hours) for the family and families

continues after age 18

up to age 27 » General training on PPC » Adapt the legal - e

framework o

PLAN NATIONAL
FIN DE VIE ET SOINS PALLIATIFS

2023-2026

Sante. public.lu



Specific leaves & support for parents
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Leave for family Supplementary
Accompanying leave reasons in the event of allowance for children
a child's illness with a disability

e Child under 18

* 5 working days per

GRS [T gl « 0-4: 12 days off per
child, 4-13: 18 days,  Cash assistance EUR
« Terminally ill, first- 13-18: 5 days 200
degree or second-
degree relatives « Maximum of 52
weeks

UNIVERSITE DU
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Night supervision

* Right for 10-day
annual fee for night
care

(Le gouvernement du Grand -Duché du Luxembourg, 2022)
(Law of 16 March 2009 on palliative care, advance
directives, and end-of-life care, 2009)

(Le gouvernement du Grand -Duché du Luxembourg. 2023)



Home-care services for children with LLC or LTC
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HC1 and HC2: do not provide PPC. One of them does not have a pediatric
nurse

HC3: trained in general PC, modest demand on PPC, currently not accepting
children with a palliative care booklet

HC4: PC for pediatrics is not common, having only one case since 2021

HC5: lately accepting pediatric patients, since July 2023 received one child,
trained in general PC
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HCG6: offer PC, agreement with 2 hospitals, one of them is neonatal, last 5 to 6
years, few cases LLC were followed for 5 years & infants' months old followed
shortly




Hospitalization & Key Associations for Children with LLC,LTC
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= Hospitalization:

» At the Centre Hospitalier de Luxembourg (CHL) KannerKlinik in the general pediatric ward or the
Intensive care unit.

» Transferred to neighboring countries where enhanced expertise and resources are available

= Key Associations

» Supporting children with serious illnesses and providing grief support for their families.
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Quantitative Data: Long-term care insurance



Long-term Insurance Statistics

[1 FACULTY OF SCIENCE, TECHNOLOGY AND MEDICINE il

UNIVERSITE DU
LUXEMBOURG

Annual Evolution Of Children's Care Coverage By Long-term Care Insurance (2020-2023):

Age Groups & Place Of Stay
490

51

433 36

410 42

14

<58 513 5 5957 513 10.5 5 5859 5 12-
Home ESI Home and ESI Home ESI Home and ESI Home ESI Home and ESI Home ESI Home and ESI
2020 2021 2022 2023
*Intermittent Stay and Care Establishments (ESI) * H0-4 m59 m10-14 m15-19
* All children are considered, regardless of their The government of the Grand Duchy of Luxembourg,
affiliation or country of residence. Ministry of Health and Social Security. General

Inspectorate of Social Security. (2024).
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Top 20 Most Common Dependence Causes By ICD-10-CM For Children Benefiting From Care Synthesis By Long-term Care Insurance In 2023

Q05 - Spina bifida

Q02 - Microcephaly

F71 - Moderate intellectual disability

G81 - Hemiplegia

F80 - Specific developmental disorders of speech and language

G71 - Primary disorders of muscles

Q93 - Monosomies and deletions of autosomes, not elsewhere classified
G93 - Other disorders of brain

G82 - Paraplegia and quadriplegia

F70 - Mild intellectual disability

Q87 - Other congenital malformation syndromes affecting multiple systems
R62 - Delayed developmental milestones

G40 - Epilepsy

Q99 - Other chromosome abnormalities, not elsewhere classified

F90 - Hyperkinetic disorders

F83 - Mixed specific developmental disorders

G80 - Cerebral palsy

F79 - Intellectual disability, unspecified

Q90 - Down syndrome

F84 - Pervasive developmental disorders

*All children are considered, regardless of their
affiliation or country of residence.
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The government of the Grand Duchy of Luxembourg, Ministry of
Health and Social Security. General Inspectorate of Social Security.
(2024)
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Comparison of 2018 and 2023 for Children Receiving Care Synthesis by long-Term Care Insurance:
Age Groups and Across Four Main ICD-10-CM Chapters

350
300
250
200 164
146
150 125 108
100 78 69 66 61 67 7282 77 72 69
46
36
. l || | B I<1° “ ik 1
0 - . = .
10-14 15-19 10-14 15-19
2018 2023

B Mental and behavioral disorders
B Diseases of the nervous system
B Congenital malformations and chromosomal abnormalities

All children are considered, regardless of their Symptomes, signs, and abnormal clinical and laboratory findings, not elsewhere classified

affiliation or country of residence. The government of the Grand Duchy of Luxembourg, Ministry of

Health and Social Security. General Inspectorate of Social Security.
(2024).
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Challenges And Recommendations



Limitation

The lack of a national registry
In Luxembourg limits the ability
to accurately estimate needs,
track changes over time, and

plan and allocate services
effectively

7
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Challenges And Recommendations
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Lack of resources for pediatric palliative care often compels families to seek care
abroad or relocate

Non-profit organizations offer psychological support initiatives mostly for cases related
to oncology

Hospital level: Encounter cases after health complications or at the end of life. Staff lacking
training in pediatric palliative care

Massaad, M. (2024)



Challenges And Recommendations
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Recommendation

» Implement the National Plan for End of Life and Palliative Care 2023-2026

» Establishment of a mobile pediatric palliative care team within hospitals

» Provide general and specialized training within academic institutions and continuous education
» Adjust regulations for the pediatric population in PC

» Create a respite care facility

» Raise community awareness

» Provide psychosocial support services

» Review and adjust the eligibility criteria for long-term care insurance

» Expand medical coverage

» Establish and/or support associations dedicated to pediatric palliative care
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