SLOVENSKI REGISTER ZA
CEREBRALNO PARALIZO (CP) IN
POMEN ZA OBRAVNAVO OTROK S CP




ZGODOVINA SLOVENSKEGA REGISTRA ZA CEREBRALNO
PARALIZO (SRCP)

L.1998 formirana Evropska baza podatkov za nadzor otrok s CP (ang.
Surveillance of Cerebral Palsy in Europe, SCPE)

SCPE - podatki iz 20 EU drzav, 31 medicinskih centrov o otrocih s CP
L.2010 ustanovitev SRCP na Pediatri¢ni kliniki

L.2011 vzpostavitev elektronske baze SRCP

SRCP je del SCPEja

L.2016 SCPE postane del EU Platforme za Registracijo Redkih
Bolezni (Platform for Rare Diseases Registration, Joint Research
Centre (JRC)
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SCPE

https://eu-rd-
platform.jrc.ec.europa.eu/scpe
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https://eu-rd-platform.jrc.ec.europa.eu/scpe

SURVEILLANCE OF CEREBRAL PALSY IN EUROPE (SCPE)

Zajema vec kot 20.000 otrok s CP (roj 1. 1975 — 2012)

Zdruzevanje podatkov iz razlicnih evropskih centrov:

poenotena definicija CP
poenotenje klasifikacijskih lestvic

longitudinalno epidemioloSko spremljanje CP

moznost zanesljivin analiz (epidemiologija CP pri razlicnih populacijah, opis
klinicne slike pri redkejSih oblikah CP)

skupna baza za ev. intervencijske Studije

vir podatkov za oblikovanje evropskih politicnih strategij o zdravstvenem varstvu,
izobrazevanju in socialnih storitvah
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SLOVENSKI REGISTER ZA CEREBRALNO PARALIZO (SRCP)

Vpis otrok rojenih od 1.1998 do |. 2011
V SRCP je skupno vpisanih prbl 660 otrok
Vir podatkov:

razvojne ambulante: izpolnjeni vprasalniki za vpis v SRCP s strani razvojnih
pediatrinj

dokumentacija PediatriCne klinike

rehabilitacijski, izobrazevalni centri: CIRIUS Kamnik, URI Soca
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SCPE DEFINICIJA CP

CP oznacuje trajne motnje gibanja in polozaja telesa, ki so posledica
nenapredujoCe okvare v razvijajoCih se mozganih.

Med CP ne spadajo:
Progresivne nevroloske bolezni
Bolezni hrbtenjace

Bolezni z izolirano hipotonijo.

Diagnoza temelji na klini€ni sliki in anamnezi in zajema bolezni z razlicno
etiologijo!
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SODELOVANJE PRI DELOVNI SKUPINI ZA
POSTNEONATALNO CP PRI SCPE

Poenotenje definicije postneonatalne CP: dogodek, ki je vzroCen za CP se
zgodi v obdobje med 29. dnem po rojstvu in 2. letom.

Predlagana nova

klasifikacija postneonatalne CP

Mew Classification proposed

& Infections

A1 Encephalitis (all origins, except autolmmune origing

A2 Moningitis |bacterial, viral, fungal, etc.)

A3 Respiatory infections (whatever the mechanism later resulting in CFj
A4 Severe sepsks, sepiicemia and septic chock

A5 Other infections and comsequences, Reye's syndrome, gastroenbesitis with severe debydrartion, fia,
waricela efc. ..

B1 Road traffic accident

B2 Other accidental ingury
B3 Non acckdental injury

B4 Unspaciied

€1 Cerebrovascular accident post-heart surgery or post-other surgery or post-invasihwe madical act

€2 Anouic brain damage after surgery |heart or other surgery or post-invashe medical act)

€3 Post-operative [heart or other sungeny or post-invasine medical act] brain damage without procision
4. Sequedae of braln surgery for brain tumor or other brain surgeny

D Cerebrovascular accident |if mo identifiable asse described In &, B or C)

D1 kschesm ic spontaneous

D2 Hemoarhagic spontanenus

D3 Unspechiied

E1 Mear-miss sudden infant death syndrome

E2 Mear-Drowndng

E3 Respiratory distress symdrome of non-infection origin (traumatic or related to forelgn body in
resplratory tract oc. ...}

E4 Cardiac arrest and heart infarction

ES Ao of other orign [ypoghyoemic coma, electrocution ete. ..

S Ao brain damage without predsion

F1 Status epllepticus, convulskons.
F2 Dihvers inclisding Acute disseminated encephalltls

Sre€anje CIRIUS Kamnik, 19.11.2021




SRCP VPRASALNIK

Vsebuje vse potrebne postavke za vpis v SCPE + prilagoditve, ki upoStevajo
slovensko zdravstveno organizacijo

Definicije, klasifikacije so poenotene s SCPEjem

Vsebinsko zajema:

demografske podatke

podatke o nosec€nosti, rojstvu in perinatalnem dogajanju
podatke o CP

podatke o slikovnih nevroloSkih preiskavah

podatke o epilepsiji in pridruzenih motnjah

oblike zdravljenja

socialno-ekonomske znacilnosti

SreCanje CIRIUS Kamnik, 19.11.2021




OBRAZEC SRCP

Slovenski register cerebralne paralize (SRCP)
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PRIVOLITEV ZA VPIS V REGISTER

ZADEVA: prosnja za privolitev vpisa otroka v Slovenski Register Cerebralne
Paralize

Spostovani,

kot starsa otroka s cerebralno paralizo vas prosimo za privolitev za vpis
otrokovih kliniénih podatkov v Slovenski Register Cerebralne Paralize.

Slovenski Register Cerebralne Paralize je elektronski dokument, voden na
Kliniécnem oddelku za otrosko, mladostnisko in razvojno nevrologijo na
Pediatriéni kliniki v Ljubljani, pri njegovem sestavljanju pa sodelujejo tudi vsi
slovenski razvejni pediatri in nekateri zdravniki iz Univerzitetnega
rehabilitacijskega instituta Republike Slovenije - Soca.

Namen registra je zdruZevanje in primerjanje kliniénih podatkov otrok s
cerebralno paralizo, na podlagi katerih dobijo specializirani strokowvnjaki
dragoceno znanje o tej bolezni in lahko zgradijo predloge za izbolj3anje
obravnave otrok, tako z vidika novih moinosti ugotavljanja vzrokov. kot tudi
boljSega zdravljenja. Vsi podatki so obravnavani strogo zaupno, dostop do njih pa
imajo le zdravniki, ki jim to odobri Komisija Republike Slovenije za medicinsko
etiko.

Vodenje podobnih registrov je v svetu uveljavljeno kot standardni postopek
pri obravnavi bolnikov s kroni¢nimi boleznimi.

Zahvaljujemo se vam za pomo¢ pri izbeljSanju obravnave otrok s cerebralno
paralizo in vas lepo pozdravljamo,

Vodja registra:
prof. dr. David Neubauer. dr. med.. visji svetnik, predstojnik Klini¢nega oddelka
za otrosko, mladostnisko in razvojno nevrelogijo. UKC Ljubljana

Spodaj podpisani stars otroka

dosegliv. = na:
soglasam z vpisom otroka v Slovenskl Reglster Cerebralne Parallze.

Kraj in datum: Podpis:

V primeru, da se starsi/skrbniki
z vpisom v register CP ne
strinjajo, otroka anonimno
vpiSemo v SRCP
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SRCP/SCPE PREVALENCA CP

Per 1000 live births

Figurel. Prevalence rates in your centre and the 14 other considered centres since 1990

3.0

1990 1991 1992 1993 1994 1995 1996 1997 1998 1999 2000 2001 2002 2003 2004 2005 2006 2007 2008 2009 2010 2011
Birth years

s o1 Centre =i (thers

SreCanje CIRIUS Kamnik, 19.11.2021




CP RAZPOREDITEV GLEDE NA GESTACIJSKO STAROST (SRCP)

Distribution by gestational age categories in your centre over the period 2007 -
2011

Birth year
Gestational age categories 2007 2008 2009 2010 2011 Total
uk-nc 0 2 2 0 1 5
0.00 5.56 4.88 0.00 3.23 2.78
very low gestational age 13 9 13 14 11 60
32.50 25.00 31.71 43.75 35.48 33.33
middle low gestational age 8 5 5 5 B 29
20.00 13.89 12.20 15.63 19.35 16.11
above 37 weeks 19 20 21 13 13 86
47.50 55.56 51.22 40.63 41.94 47.78
Total 40 36 41 32 31 180
100.00 100.00 100.00 100.00 100.00 100.00

First row has frequencies and second row has column percentages

Variable GA_CAT - Gestational age categories

. . . Distribution by gestational age categories
Skoraj polovica otrok s CP je Renisiry
o 5 Your Others Total
donoser"h . Gestational age categories centre
very low gestational age 11 205 216
36.67 31.35 31.58
middle low gestational age 6 113 119
20.00 17.28 17.40
above 37 weeks 13 336 349
43.33 51.38 51.02
Total 30 654 684
100.00 100.00 100.00

First row has frequencies and second row has column percentages
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PODVRSTA CP

Distribution by CP categories in your centre over the period 2007 - 2011
Birth year
CP classification 2007 2008 2009 2010 2011 Total
unknown 0 0 0 1 0 1
0.00 0.00 0.00 3.13 0.00 0.56
spastic 35 33 35 28 28 159
87.50 91.67 85.37 87.50 90.32 88.33
dyskinetic 3 3 5 2 3 i6
7.50 8.33 12.20 6.25 9.68 8.89
ataxic 2 0 1 1 0
5.00 0.00 2.44 3.13 0.00 2.22
Total 40 36 41 32 31 180
100.00 100.00 100.00 100.00 100.00 100.00
First row has frequencies and second row has column percentages

Distribution by CP categories
Registry
Your Others Total
. v CP classification centre
85-90% spasticha CP, spastic 28 578 606
0 : C % 90.32 86.14 86.32
9% diskineticnha CP, dyskinetic 3 co i
2-3% atakticna CP : 9.68 879 883
ataxic 0 34 34
0.00 5.07 4.84
Total 31 671 702
100.00 100.00 100.00
First row has frequencies and second row has column percentages

SreCanje CIRIUS Kamnik, 19.11.2021



SCPE - REFERENCE AND TRAINING MANUAL

https://eu-rd-platform.jrc.ec.europa.eu/scpe/reference-and-training-
manual en

Reference and Training Manual

The aim of the SCPE Reference and Training manual is to promote a
shared understanding of the words and phrases used to describe the
clinical, functional and neurological features of CP. Text and video
material are used to illustrate these features and discuss pitfalls in
diagnosis and classification.

The RTM is designed for health professionals who are compiling CP
registers and those wishing to enter data onto the SCPE database. It
can be also used for training purposes for health professionals
interested in children with cerebral palsy.

The RTM is divided into 6 sections.

1. CP and CP subtypes

2. Functional grading

3. Neuroimaging in the child with CP
4 Cases

5. References and Abbreviations

6. Neonatal imaging

SreCanje CIRIUS Kamnik, 19.11.2021
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RAZPOREDITEV GLEDE NA STOPNJO GROBOMOTORICNE

PRIZADETOSTI (GMFCS KLASIFIKACIJA)

Distribution by GMFCS levels

Registry
Gross Motor Function Your Others Total
Classification System centre

level I 12 229 241
38.71 33.83 34.04
level II 6 161 167

GMFCS Level |

: Crdren walk at home, school, cutdoors and in the
community, They can climb stairs witho the use

of a ralling. Childeen perform gross motes skills such
35 runndng and Jumping, but speed, balance and
coordination are limited

GMFCS Level i
Croldren walk in mast settings and climd stairs halding
onto 3 ralling. They may experience dfficuity walking
long distances and balancing on uneven terram,

fin

= clings, in crowded areas o Confied spaces.

Cridren may walk with physical assttance, a hand-
Feld o )
long distances. Children have oniy menimal abllity to

perform gross motor kil ch a3 runeeng and jumping.

ility device of used wheeted mobdRty over

19.35 23.78 23.59
level III 1 77 78
3.23 11.37 11.02
level IV 7 102 109
22.58 15.07 15.40
level V 5 108 113

"GMFCS Level Il

COradren walk using a hand-held mobility device in
most Indooe settings. Thay may climb sta¥s holding

: onto 3 ralling with supervision or assistance. Children

e wheeled mobility when traveling kong distances
and may self-proped for shorter distances,

16.13 15.95 15.96

Total 31 677 708
100.00 100.00 100.00

First row has frequencies and second row has column percentages 9@5 Sgdl 0

GMFCS Level IV

: Children use methods of mobdity that require physical

assistance or powered mobility i most settngs. They
ey wite {or hoet distances at home with physical
ASSITAIN0E o Lse powered mobidity ar 2 bady suppoeet
walker when pasitioned. At schocl, outdoces and
the community children are transported in a mamsal
wheelchass or use pawened mobility,

POMEN NEVROFIZIOTERAPEVTOV X )

GMFCS Level V

Cridoen are transparted in 8 masual wheelchav
i all settings. Children are Umikoed In their ablly
to maintain antigravity head and trunk postures and

= control leg snd srm movements.

AT O © MY Gran, DR R0 M0 ASserae Harey
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RAZPOREDITEV GLEDE NA STOPNJO FINOMOTORICNE
PRIZADETOSTI (BFMF KLASIFIKACIJA)

Variable BFMF - Bimanual Fine Motor Function Classification
Distribution by BEMF levels
Registry
Bimanual Fine Motor Your Others Total
Function Classification centre
level 1 11 163 174 p—
37.93 31.77 32.10 | L o O
level 2 6 137 143 e — e
20.69 26.71 26.38 /\ /\
level 3 5 77 8z
17.24 15.01 15.13 b —m—\ 5 & B
1l L2, ofe o>
level 4 3 57 &0 Restriction in advanced — A
10.34 11.11 11.07 s sictor skt b -]\ /\
level 5 4 79 83
13.79 1540  15.31 s _1 -
Total 29 513 542 " — H —_— ofe oo o0
100.00 100.00 100.00 LBl L ANA \
e L W 4 T 4
First row has frequencies and second row has column percentages O O
v [ —— 1, ey
v -—

POMEN DELOVNIH TERAPEVTOV

SreCanje CIRIUS Kamnik, 19.11.2021




GOVORNO-JEZIKOVNA MOTNJA (VIKING KLASIFIKACIJA)

Distribution by VIKING levels

Registry

Your Others Total

Viking speech scale centre
level I 10 214 224
35.71 36.52 36.48
level II 7 159 166
25.00 27.13 27.04
level III 4 58 62
14.29 9.90 10.10
level IV 7 155 162
25.00 26.45 26.38
Total 28 586 614
100.00 _ 100.00 _ 100.00

First row has frequencies and second row has column percentages

POMEN LOGOPEDOV

.

Simeen Viking Speech Scale, 2010

Read the descriptions of children’s speech overleaf. Circle the level that best describes the child’s speech.

Speech is not affected by motor disorder.
Speech is imprecise but usually understandable to unfamiliar listeners.

Speech is unclear and not usually understandable to unfamiliar listeners out of context.

. No understandable speech.

SreCanje CIRIUS Kamnik, 19.11.2021




KOGNITIVNA OKVARA

Stopnja kognitivne okvare (el imp) Refresh Plot | | view asBar Chart v |

Total
Count | Missing | Unique

(N)
659 |2(03%)| 6

Counts/frequency: Stopnja vet ali enako 70 (285, 43,2%), Stopnja med 50 - 69 {113, 17,1%), Stopnja med 20 - 45
{84, 12,7%), Stopnja < 20 (90, 13,7%), Stopnja < 50 (neopredeljena prizadetost) (18, 2,7%), Neznano (69, 10,5%)

Stopnja vec ali e...

Stopnja med 50 -

Stopnja med 20 -

Stopnja = 20

Stopnja < 50 (ne...

MNeznano

0 75 150 225 300 | @ Download image |
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IQ VREDNOSTI

Vrednost I1Q testiranja i ig vrednost)  Refresh plot

Total Percentile
Count| Missing |Unigue| Min| Max | Mean |StDev| Sum 0,50
N 0,05 0,10 | 0,25 . 0,75 | 0,90 | 0,95
(N) Median
36 25 (94.6%) 29 0,00 | 140,00 | 65,75 | 30,54 | 2.403,00| 7,50 | 30,00 | 50,75 | 70.00 [83,25|94.00( 108,00
Lowest values: 0, 0, 10, 20, 40
Highest values: 94, 94, 98, 138, 140
& .
™ L
_ 8 o . ®
® -..
¢ L
. L “ e g -
) ¢ ° .
L
) ]
- . ‘
® °
u® o o
1] 40 an 120 160

| @ Download image |
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HUDA INTELIGENCNA MANJZMOZNOST (IQ LESTVICA)

Variable SEV_INTEL_IMP - Severe intellectual impairment*

Distribution by intellectual impairment severity

Registry

Severe intellectual Your Others Total
impairment centre

yes 10 186 196

43.48 31.63 32.08

no 13 402 415

56.52 68.37 67.92

Total 23 588 611

100.00 100.00 100.00

First row has frequencies and second row has column percentages

Pearson chi2 = 1.4255 Pr= 0,233

1Q <20

Note: 25.8% unknown/not collected values for your registry and 14.9% for the 14 other registries

POMEN SPECIALNIH PEDAGOGOV,
PSIHOLOGOV, PEDOPSIHIATROV

SreCanje CIRIUS Kamnik, 19.11.2021




IZOBRAZEVANJE OTROK S CP

Total

Count | Missing | Unique
(N)

657 |3(05%) 6

Counts/frequency: Redni osnovno$elski program (218, 33,2%), Prilagojen uéni program z niZjim izobrazbenim
standardom (74, 11,3%), Posebni program vzgoje in izobraZevanja (OVI) (113, 17,2%), Prilagojen ucni program na
domu (4, 0,6%), Ne obiskuje (16, 2,4%), Ni znano (232, 35,3%)

Redni osnovnoSo...

Prilagojen uéni pr...

Posebni program...

Prilagojen uéni pr...

MNe obiskuje

Ni znano

0 60 120 180 240 | © Download image |
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MOTNJA VIDNE FUNKCIJE

Distribution by visual impairment severity

Registry

Your Others Total

Severe visual impairment centre
yes 2 72 74
7.14 11.46 11.28
no 14 201 215
50.00 32.01 32.77
uk-nc 1 29 30
3.57 4.62 4.57
no visual impairment i1 326 337
39.29 51.91 51.37
Total 28 628 656
100.00 100.00 100.00

First row has frequencies and second row has column percentages

Pearson chi2 = 3.9877 Pr = 0.263
Note: 9.7% unknown/not collected values for your registry and 9.1% for the 14 other registries

POMEN TIFLOPEDAGOGOV,
OKULISTOV

SreCanje CIRIUS Kamnik, 19.11.2021

Huda okvara vida:
vidna ostrina < 0.1




MOTNJA SLUSNE FUNKCIJE

Distribution by hearing impairment severity

Registry

Your Others Total

Severe hearing impairment centre
yves 1 20 21
3.45 3.31 3.31
no 1 18 19
3.45 2.98 3.00
uk-nc 1 6 7
3.45 0.99 1.10
no hearing impairment 26 561 587
89.66 92.73 92.59
Total 29 605 634
100.00 100.00 100.00

First row has frequencies and second row has column percentages

Pearson chi2 = 1.5631 Pr = 0.668
Note: 6.5% unknown/not collected values for your registry and 12.4% for the 14 other registries

SreCanje CIRIUS Kamnik, 19.11.2021

Raven izgube sluha
>70db na obeh uSesih




PRIDRUZENA EPILEPSIJA (AKTIVNA OBLIKA)

Distribution by epilepsy actity

Registry

Your Others Total

Activity of epilepsy centre
no epilepsy 12 398 410
40.00 62.28 61.29
activ epilepsy 17 192 209
56.67  30.05| 31.24
inactiv epilepsy T 35 36
3.33 5.48 5.38
activity uk-nc 0 14 14
0.00 2.19 2.09
Total 30 639 669
100.00 100.00 100.00

First row has frequencies and second row has column percentages

Pearson chi2 = 9.7236 Pr = 0.021

L.2011

Note: 3.2% unknown/not collected values for your registry and 7.5% for the 14 other registries

Slaba tretjina otrok ima
aktivno obliko epilepsije

Distribution by epilepsy actity in your centre over the period 2007 - 2011

Birth year
Activity of epilepsy 2007 2008 2009 2010 2011 Total
epilepsy uk-nc 0 1 1 1 1 4
0.00 2.78 2.44 3.13 3.23 2.22
no epilepsy 28 25 25 20 12 110
70.00 69.44 60.98 62.50 38.71 61.11
activ epilepsy 5] 8 10 8 17 49
15.00 22.22 24.39 25.00 54.84 27.22
inactiv epilepsy 7T Z S 3 T s
10.00 5.56 12.20 9.38 3.23 8.33
activity uk-nc 2 0 0 0 0 2
5.00 0.00 0.00 0.00 0.00 1.11
Total 40 36 41 32 31 180
100.00 100.00 100.00 100.00 100.00 100.00

First row has frequencies and second row has column percentages

SreCanje CIRIUS Kamnik, 19.11.2021




SLIKOVNA DIAGNOSTIKA

Variable IMAGE - Has imaging been performed?

Distribution by image

Reqgistry

Has imaging been Your Others Total
performed? centre

Yes 29 647 676

93.55 97.44 97.27

No 2 17 19

| 6.45 2.56 2.73

Total 31 664 695

100.00 100.00 100.00

First row has frequencies and second row has column percentages

Pearson chi2 = 1.6866 Pr = 0.194

Mote: 0.0% unknown/not collected values for your registry and 3.9% for the 14 other registries

Distribution by image in your centre over the period 2007 - 2011

Prbl 6% otrok ni
Imelo nikol
slikovne dg
(UZ/CT/MR)

Has imaging been Birth year
performed? 2007 2008 2009 2010 2011 Total
uk-nc 1 1 0 0 0 2
2.50 2.78 0.00 0.00 0.00 1.11
Yes 38 31 38 31 29 167
95.00 86.11 92.68 96.88 93.55 92.78
No 1 4 3 1 2 11
2.50 11.11 7.32 3.13 6.45 6.11
Total 40 36 41 32 31 180
100.00 100.00 100.00 100.00 100.00 100.00
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POVEZANOST MED KLINICNIM IZHODOM IN OBSEGOM
TERAPIJ, PODPORNO OBRAVNAVO?

Stopnja | Stopnja |
Stopna I Vkljuéenost Stopnia Vklju€enost
Sopnia 1 v RA med oo v RAmed
opnja opnja Il .
1.-3. mes 3.-6. mes Iin
Stopnja IV in Stopnja Stopnja IV StOpnja
e prizadetosti prizadetosti
opnja opnja
po GMFCS s po GMFCS
Neznano Neznano
0
Stopnja| Stopnja |
Stopnia Il Stopnja Il
e VkljuSenost VkljuCenost
V RA med Stopnja Il V RA med
. 6.- 12. mes 3.-6. mes
. o Stopnja IV . 0
in stopnja In stopnja
Stopnia v prizadetosti . prizadetosti
topnja V
po GMFCS po GMFCS
Neznano Neznano
0 10 20 30 40 0 15 30 45 60
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OTROCI VKLJUCENI V RA PO 6. MESECU STAROSTI

Razvrstitev glede na grobe motoriéne funkcijeGross Motor Function Classification /
GMFCS (zmfcs)  Refresh Plot | | View as Bar Chart v |

Total
Count | Missing | Unique
(N)

185 | 0(0,0%) B

Counts/frequency: Stopnja | (91, 55,2%), Stopnja 1l (29, 17.6%), Stopnja 111 (12, 7,3%), Stopnja IV (10, 6,1%), Stopnja V
(20, 12,1%), Neznano (3, 1.8%)

Stopnja |

Stopnja Il

Stopnija lll

Stopnja IV

Stopnja V

MNeznano

0 25 50 75 100 | 9 Download image |
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PRISOTNOST RIZICNIH DEJAVNIKOV V NOSECNOSTI/

ZGODNJEM PERINATALNEM OBDOBJU PRI OTROCIH VKLJUCENIH
V RA NAD 6. MESECEM STAROSTI

Ali so bili v nosecnosti prisotni dejavniki tveganja? i gz«

| View as Bar Chart |

Total
Count | Missing  Unique
(N)

185 | 0 (0,0%) 3

45% otrok, ki je imelo
prisotne riziCne
dejavnike, je bilo
vkljucenih v RA po 6
mesecu starosti

Counts/frequency:|Da (75, 45,5%)) Ne (82, 49,7%), Ni znano (8, 4,8%)

Da

Me

Mi znano

0 25 50 5 100
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POVEZAVA NACIONALNEGA PERINATALNEGA REGISTRA S
SRCP

310 Original Artide

Apgar Score and Risk of Cerebral Palsy in Preterm
Infants: A Population}Based Cohort Study

Damjan Osredkar'-2 Ivan Verdenik® Anja Troha Gergeli' Ksenija Gersak? Miha Lucovnik??

1 Department of Child, Adolescent and Developmental Neurology, Address for correspondence Miha Lucovnik, MD, PhD, Division of
University Children's Hospital, University Medical Center Ljubljana,  Obstetrics and Gynecology, Department of Perinatology, University
Ljubljana, Slovenia Medical Center Ljubljana, 4 Slajmerjeva, 1000 Ljubljana, Slovenia

2 Faculty of Medicine, University of Ljubljana, Ljubljana, Slovenia (e-mail: miha.lucovnik@kclj.si: mihalucovnik@yahoo.com).

3 Division of Obstetrics and Gynecology, Department of Perinatology,

University Medical Center Ljubljana, Ljubljana, Slovenia

Neuropediatrics 2021;52:310-315.

Abstract Alow Apgar score is associated with increased risk of cerebral palsy (CP) in term infants,
while such association remains controversial in preterm neonates. The objective of this
study was to assess association between 5-minute Apgar scores and CP in different
subcategories of preterm birth based on gestational age. The Slovenian National
Perinatal Information System was used to identify singleton children without congeni-
tal malformations live-born at 22 to 37 weeks of gestation between 2002 and 2010.
Data were linked to the Slovenian Registry of Cerebral Palsy in children born_ between
2002 and 2010. CP was diagnosed at a minimum of 5 years of age. ll
included, 241 (2.0%) died before discharge and 153 (1.3%) were dlagnose with CP.
Five-minute Apgar scores <7 were significantly associated with higher risk of death or
CP (compared with scores =>9) at all preterm gestations. CP alone was associated with
Apgarscores <7 only at moderately orlate preferm gestation (32-36 weeks) (adjusted
relative risk [aRR]: 8.27; 95% confidence interval [Cl]: 1.87-36.64 for scores 0-4 and

Keywords aRR:4.96;95% Cl1.89-13.06 for scores 5-6). In conclusion, alow 5-minute Apgar score
=~ Apgar score was associated with combined outcome of neonatal death or CP in all preterm births,
= cerebral palsy while in surviving preterm infants at =32 weeks a low 5-minute Apgar score was
= preterm birth associated with CP.
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KAKOVOST ZIVLJENJA PRI OTROCIH S CP

nnnnnnn

10.1515/sjph-2017-0001 Zdr Varst 2017 56(1): 1-10

HEALTH-RELATED QUALITY OF LIFE IN CHILDREN AND ADOLESCENTS
WITH CEREBRAL PALSY
Z ZDRAVJEM POVEZANA KAKOVOST ZIVLJENJA OTROK IN NAJSTNIKOV
S CEREBRALNO PARALIZO

Radesl A, Osredkar D, Neubauer D. Health-relatad quality of life in shildren and adolsssents with cerbral paley. Zdr Varst 2017; 56(1): 1-10

Anja RADSEL", Damjan OSREDKAR', David NEUBAUER'

"University Medical Centre Ljubljana, University Children’s Hospital, Department of Child,
Adolescent and Developmental Meurology, Bohoriceva 20, 1525 Ljubljana, Slovenia

Uvod. V luci vse vecjega trenda k celostnemu pristopu obravnave otrok s cerebralno paralizo se poleg dobrega
poznavanja in vrednotenja otrokove oviranosti med glavna orodja, ki so v pomo¢ pri naértovanju ebravnav,
uvrscajo vprasalniki za oceno z zdravjem povezane kakovosti Zivijenja. Cilja raziskave sta bila pridobiti vpogled
v z zdravjem povezano kakovost Zivijenja pri skupini slovenskih otrok s cerebralno paralizo in najti morebitne
povezave z njihovimi demografskimi in kliniénimi podatki.

Metode. V okviru presecne kohortne raziskave je bilo iz Slovenskega registra otrok s cerebralno paralizo
nakljuéne izbranih 122 druZin. Skrbniki otrok so bili pozvani k sedelovanju z izpolnitvijo proxy razlidice
vprasalnika o z zdraviem povezani kakovosti Zivljenja. Otroci brez kognitivne okvare so bili naprodeni, naj
izpolnijo razlicico vprasalnika, namenjeno samoocenjevanju.

Rezultati. Pri oceni z zdravjem povezane kakovosti Zivijenja je sodelovalo 91 drufin. Skrbniki 43 otrok in
48 najstnikov so izpolnili svoje razli¢ice vpradalnikov (proxy razli¢ica). Oseminstirideset otrok in najstnikov
brez kognitivne okvare je samih izpolnilo vprasalnik (self razlicica). Ocenjena z zdravjem povezana kakovost
Zivljenja je bila dobra. Otroci so jo ocenili bolje kot najstniki (povpreéno 80,8, SD 10,0 proti povprecno 69,4,

SD 19,4; p=0,01). Preiskovanci so jo ocenili bolje kot njihovi skrbniki (povprecno 75,6, SD 15,9 proti povpreéno
72,3, SD 17,9; p=0,048). Visja starost (p<0,001), prisotnost bolecine (p<0,001) in motnje spanja (p=0,002)
s0 bili moéni napovedni dejavniki za slabso z zdravjem povezano kakovost Zivljenja. Socialna vkljuéenost in
samostojnost sta bili najslabse ocenjeni domeni. Vprasalnik DISABKIDS se je izkazal za dobro orodje za oceno

z zdravjem povezane kakovosti Zivljenja otrok s cerebralno paralizo.

Skiep. Slovenski otroci s cerebralno paralizo ocenjujejo svojo z zdravjem povezano kakovost Zivljenja kot
dobro. Otroci jo ocenjujejo bolje kot najstniki ali njihovi skrbniki. Bolecina je najmocnejsi napovedni dejavnik
slabse z zdravjem povezane kakovosti Zivijenja.
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KAKOVOST ZIVLJENJA PRI OTROCIH S CP

L

,SPARCLE SPARC F

/\( /( A Study of Participation and Quality of Life of
Children with Cerebral Palsy Living in Europe

Denmark, France, Germany, Ireland, ltaly, Sweden,
England and Northern Ireland

The key findings were:

Children and young people with cerebral palsy Experienure than their peers in the general
population and more than had been appreciated before the stOdy

Children and young people with cerebral palsy are more likely to havg psychological problemsyhan their
peers in the general population

Parents of children with cerebral palsy are more likely to experience significant stress than parents of

children in the general population
Children and young people with cerebral palsy who can self-report hade similar ﬂualrl:-,r of Life to/other

children of their age - both at age B-12 years and at 13-17 years, except that—= =t7 years, the
young people experienced lower Quality of Life concerning 'social support and relationships with peers’

Far children and young people with severe learning difficulties, we rely on parents to report what
they think is their child's Quality of Life. In general Quality of Life was reported to be good unless the
child had much pain or psychological problems or the parents were very stressed

Children and young people with cerebral palsy take part in fewer activities than their peers; and
the activities they do take part in are usually engaged in less often

Quality of Life and Participation of young people with Eerebral palsy are predlct.ed by thew Eluallty

of Life and Participation when they were 8-1 ut they are al
psychological difficulties and parenting stress when the young people had heen E!-1E years

More information on the study and its published research papers are on the
SPARCLE website: http:/ /research.ncl..ac.uk/sparcle

old.

Some European countries provide environments which enable children and young people
with cerebral palsy to participate much more in life than children in other countries
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MOTNJE SPANJA PRI OTROCIH S CP

Ima otrok tezave s spanjem? (s spanec) Refresh Plot | [vi Kako pogosto se zbuja? s zbujonje) Refresh Plot | | viewas Bar Chart « |
Total Total
Count | Missing | Unique Count| Missing |Unique
(N) (N)
659 |2(03%) 3 56 |BOS(91.5%)| 3
Counts/frequency: Da (56, 8,5%), Ne (286, 43,4%), Ni znano (317, 48,1%) Counts/frequency: = 1x/ nof (18, 32,1%), > 3x / nof (25, 44,6%), Ni znano (13, 23,2%)
Da = 1x/not

Me = 3%/ noé

Miznanao Miznano

21 28
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BOLECINA PRI OTROCIH S CP

Ali otrok / starsi porocajo o boleginah? s o) Refresh piot ||

Total
Count | Missing | Unique

(N)
657 |3(05%)| 3

Counts/frequency: Da (47, 7,2%), Ne (301, 45,8%), Ni znano (309, 47,0%)

Da
Kako POgOStO? (si_bol pog) Refresh Plot | | View as Bar Chart v:

Ne
Total
Count| Missing |Unique

_ (N)
Niznano 47 | 613 (92,5%) 4
0 100 200 300 400

Counts/frequency: Redko (do nekajkrat v mesecu) (19, 40,4%), Obfasno (do nekajkrat v tednu) (18, 38,3%), Pogosto
(dnevno) (4, 8,5%), Ni znano (6, 12,8%)

Redko (do nekaj...

Pozornost na bolecino, ki Obéasno (do re..

pomembno vpliva na kvaliteto
zivljenja otrok s CP.

FPogosto (dnevno)

Niznano

¥ Download image |
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SPREMLJANJE KOSTNEGA ZDRAVJA PRI OTROCIH S CP IlII.-
V. STOPNJE PO GMFCS

Je bil otrok zdravljen zaradi osteoporoze / osteopenije?

Kostna gostota izmerjena? (i iosia gostors) Refresh Plot J
|_ View as Bar Chart v |

Total Total
Count | Missing | Unique c:unt Missin i
g | Unique
(N) (N)
268 | 0(0.0%) 3 268 | 0(0.0%) 3

Counts/frequency: Da (84, 31,3%), Ne (121, 45,1%), Ni znano (63, 23,5%) Counts/frequency: Da (82, 30,6%), Ne (132, 49,3%), Ni znano (54, 20,1%)

Da Da

MNe Ne
GMFCS Level |
Criaren walk at home, school, cutdoars and in the

i P commmnity, They can ctimb stairs withaa the use
Niznano Miznano of & railing, Childten parform gross motes skills such
a5 running and Jumping, but speed, balance and
coordination are limited
0 40 a0 120 0 40 a0 120

" GMFCS Level Ii

Crotddren walk in mast settings and climd stairs holding
ot 3 railing. They may experience afficuity walking
long distances and balancing on uneven terrain,

2 clings, in crowded areas o confred spaces.

= Ondren may walk with physical assttance, a hand-
Feld mobility cevice cr used whosied mobdsty aver

Vrsta terapije osteoporoze / osteopenije? (i ks sostora_th ko) Refresh Pl

Total tong distances. Children have anty menimal ability to
Count| Missing |Unique perform gross moter kills such 5 runvng e jumping
N :
(N GMFCS Level 1ii

83 | 185 (59.0%) 4

Cridren walk using & hand-held mobility device in
most Indoce settings. They may climb staws holding

: cnta a ralling with suparviskon or asststance. Children
e wieeled mobility wher traveling lorg distances
and may self-propet for shorter distances,

Counts/frequency: Vitamin D (81, 97,6%), Kalci] (59, 71,1%), Bifosfanati (12, 14,5%), Drugo (2, 2,4%)

Vitamin D GMFCS Level IV

£ Children use methods of mabdity that require physical
assistance or powered mobility in most settings. They
ey wifik for sheet distances at home with physical
285i5TINCE o USE pawered Mmebity af 2 bady SUDPGT
walker when positioned. At schaol. outdocrs and
the community children are transparted in a mamal

£ wheelchaie or use pawered mobility,

Kalcij

GMFCS Level V

Cridren are transported in & macual wheelchair

#nall sattings. Children aro imiod in their abily

o0 maintain antiravity head and trunk postures and
< control leg snd arm movements

Bifosfanati

Drugo

NS rripaons copyrighe © Pakaans ot . (1997) Sox v C30E Mt 153043 et Copee © Ko Gnban, D 30 a0 A3verae Naroey
CALPAT o canwlt T Ry Crdnon's Mg . olbursa
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GENETSKO PRESEJANJE BOLNIKOV NA KO OMRN,
PEK

Genetsko presejanje bolnikov s cerebralno paralizo na PediatriCni kliniki v
Ljubljani

KDAJ? Pricetek maja 2021-->

KDO? Bolniki s cerebralno paralizo (CP), ki so vklju€eni v Slovenski register
za cerebralno paralizo. Zaenkrat vkljuCenih prbl 120 otrok otrok.

KAJ? Odvzem krvi za genetsko testiranje — NGS panel veC kot 100 genov, Ki
so vzrocni za bolezni, ki spominjajo na cerebralno paralizo ,,CP-mimicking
disease”, vkljucno z DDC genom.

ZAKAJ? 20-40% bolnikov z dg CP ima v

OSﬂOVl genetS kO ObOlenJe, kl Spom|nja na CP Jin SC et al. Mutations disrupting neuritogenesis genes confer risk for

cerebral palsy. Nat Genet. 2020 Oct;52(10):1046-1056. doi: 10.1038/s41588-020-0695-1

ZAKAJ? Moznost specificnega zdravljenja pri doloCenih genetskih boleznih,
napovedovanje poteka bolezni, genetsko svetovanje.
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ZAKLJUCEK

SRCP je del evropskega registra._https://eu-rdplatform.jrc.ec.europa.eu/scpe

Pomen registra: usklajenost in oblikovanje skupnih definicij, klasifikacijskih
lestvic.

Spremljanje epidemioloskih trendov, ovrednotenje oviranosti na razli¢nih
podrocjih pri otrocih s CP - sooblikovanje smernic obravnave in politiCnih
strategij na podrocCju zdravstvenega varstva, izobrazevanja in socialnih
storitvah.

Analiza podatkov iz registra — osvetlitev mocCnih podrocjin/pomanikljivosti pri
obravnavi otrok s CP v naSem prostoru in primerjava z drugimi eu centri

Povezovanje strokovnjakov s podroCja CP - izmenjava novih spoznanj,
moznost konzultacij

Raziskovalno delo — nova spoznanja na podroCju CP — pomen za razvijanje
stroke

Baza podatkov, ki omogoca vkljuCevanje otrok v intervencijske Studije
(tarCna, podporna zdravljenja)
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https://eu-rd-platform.jrc.ec.europa.eu/scpe

ZAHVALA

StarSem in otrokom s CP

Razvojnim ambulantam, rehabilitacijskim in izobrazevalnim ustanovam za
sodelovanje pri vpisu v SRCP

VAM ZA POZORNOST!
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VPRASANJA?

E — naslov: anja.trohagergeli@kclj.si
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