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Varfor unga vuxna?

= De flesta individer med CP har normal forvantad livslangd

= De med svarast funktionshinder (GMFCS V + svar intellektuell
funktionsnedsattning, och ep) har hogre mortalitet sarskilt | barndomen,
oférandrat for fodda 60---90 tal ( Himmelmann rapport Vastsvenska
panoramat)

= Dyskinetisk och tetraplegisk typ & kvinnligt kon hogst risk for tidig dod
= Efter 2.a decenniet mer likt totalpopulationen

= Fran Australien har man sett att 80% uppnar 40 ars alder,
respiratoriska dodsorsaker dominerar. Oférandrade Overlevnad sedan
1970-talet. (Reid 2012)

= WHO'’s halsobegrepp:
- State of complete physical, mental and social well-being

= Kunskapsluckor kring fysiska, psykiska och socialaaspekter
efter barndomen

Kristina Tedroff 14/10/2019 3
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Socioekonomi hos individer med CP-vad vet vi

Danmark:
- Medianalder 32 ar. 55% hade varken arbete, sambo eller egna
barn jfr med 4% av totalpopulationen (Michelsen, S et al 2006)
= Australien:
- 20-30 ar. Anstallning 36% jfr 80% tot pop. Bor kvar hemma 80% jfr
21% tot pop. (Reddihough, D et al 2013)
= Nederlanderna, USA mfl:

—> Studier finns men saknas populationsbaserade urval.

= Kvalitativa svenska intervjustudier har visat att boende,
sysselsattning, relationer och personlig vard ar bland de

viktigaste fragorna for unga individer med CP (Bjorquist E et al 2015,
Tornbom K et al 2013)
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Sverige:

- (2001). Brevformular Stockholm, medianalder 36 ((20-54) ar.

24% jobbade heltid. Majoriteten levde i singelhushall. (Andersson C
2001)

L

- (2014).18-23 aringar i sodra Sverige (CPUP).
20% anstallning. Majoriteten bodde kvar hemma.
(Alriksson-Schmidt, A et al 2014)
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Fysisk och psykisk halsa

= QOklart kunskapslage gallande unga vuxna.

= Smarta, fatigue, forsamrad rorlighet och psykisk ohéalsa i den
vuxna populationen
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Ungvux studien Stockholm

= Fodda 1992-1995 med dx av CP och vard inom SLL
= Inbjudan till strukturerad omfattande intervju och unders6kning

= Utvarderingsprotokoll, Intervju data och fran journal
- Demografiska och antropometriska data

- Socioekonomiska data, transitionsdata ( modifierat Rotterdam
Transition formular)

- Héalsodata/medicinsk anamnes; syn, sdmn, lakemedel, alkohol o
droger, frakturbenagenhet, epilepsi, tonus , hjalpmedel, ortoser,
habilitering, sjukvardskontakter mm..........

- FSS, Saltin Grimsby skalan, SF36v2, BPI, FMS, MACS, GMFCS

Kristina Tedroff 14/10/2019 7
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Fragestallningar

Bl.a.

= Hur manga har flyttat hemifran? Sysselséattning?
Relationsstatus? Sjalvstandighet gentemot foraldrarna — ADL,
ekonomi?

= Hur ar den halsorelaterade livskvaliteten, bade fysiskt och
psykiskt? S6mn, fatigue, lakemedelsanvandning? (Spasticitet,
ledrdrlighet, selektiv motorisk kontroll mm)

=  Om jamforelsesiffror finns, hur relaterar dessa?

= Hur relaterar ovanstaende till grovmotorisk, finmotorisk och
kommunikativ niva och till intellektuell funktionsnedséttning?

Kristina Tedroff 14/10/2019 8



Unga vuxna med CP | Stockholm

Figure 1.
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Recruitment process

Exclusion, and reason

Born 1992-1995 and having an ICD-10

diagnosis of cerebral palsy (CP)
n=208

7

n=4, deceased

n=1, emigrated

n=3, protected/unknown address
n=11, erroneous ICD-10 code (not CP)

Target study population
n=189

n=51, unable to reach (see Methods)

Contacted
n=138

Study participants
n=61

n=77, declined to participate

Kristina Tedroff
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Deltagare | studien

Resultat:

= 61 individer, genomsnittlig alder 21 a o 2m (SD 8 m)
= 44% kvinnor

= 45% IF

= Populations-representativ fordelning avseende kon, kliniska
subtyp, funktionsnivaer, epilepsi, intellektuell
funktionsnedsattning (jfr CPUP data).
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Resultat - BOENDE

Studien: Jamforelse SCB-statistik:

= 20% flyttat hemifran = 44% flyttat hemifran

Tolkning: forsenad flytt hemifran.
SCB-statistiken dock nationell.

Kristina Tedroff 14/10/2019 11
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Resultat - SYSSELSATTNING

Studien: Jamforelse SCB-statistik:

= 79% av de utan intellektuell = (Svaravgransad statistik)
funktionsnedséattning var i
anstallning, hogre studier eller _

yrkesstudier 9% syssloldsa

= 21 % av de utan intellektuell | o
funktionsnedsattning var Tolkning: Sannolikt hogre grad av

syssloldsa syssloloshet.

Kristina Tedroff 14/10/2019 12
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Resultat - PERSONLIG EKONOMI

Studien:

31% var beroende av
foraldrarna for sin

personliga ekonomi.

Jamforelsesiffror saknas

Kristina Tedroff
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Resultat — ADL

Studien:

= 439% var beroende av

foraldrar for bas-ADL = Jamforelsesiffror saknas
dag som natt

- Inte inraknat roll som
assistent

Tolkning: En stor andel. Tydligt
stopp i processen att uppna
sjalvstandighet gentemot
foraldrarna

Kristina Tedroff 14/10/2019 14
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Resultat — INTIMA FORHALLANDEN

Studien:
= 51% hade erfarenhet av
sexuell relation

= 20% hade aktuell relation

= 50 var sambo

Tolkning: Tydligt senarelagd
etablering av intima relationer

Jamforelse SCB-statistik:

= >15% sambo (Svaravgransad
statistik)

Jamforelse
Folkhalsomyndighetens
Ungdomsbarometer:

= Sexdebuten har varit stationar
kring i medeltal 16, 2 ar under
en langre period

arolinska
nstitutet
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Sambandsanalys
GMFCS MACS CFCS ID
Spearman’s correlation coefficient
(p-value)
Moved away from -0.089 -0.210 -0.285 -0.208
parental home  (,_q 990 (p=1.000) (p=0.262)  (p=1.000)
Experience of intimate -0.166 -0.253 - 0.425** -0.278
relationships (p=0.200) (p=0.490)
In regular employment - 0.396* - 0.447**
or attending higher (p=0.016) (p=0.003)
education
Independent personal -0.401* - 0.469***
finances (p=0.014) (p=0.001)
Socializes with friends, -0.236 -0.339
outside home, including (p=0.702) (p=0.076) (p<0.001) (p=0.009)

on evenings

Kristina Tedroff
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Sambandsanalys

= CFCS-niva och intellektuell funktionsnedséttning starkast
kopplat till socialt utfall.
= CFCS-niva lll eller lagre (sémre) innebar bl.a.:
- 0% anstallning eller studier
- 91% bor kvar hemma
- 74% ingen erfarenhet av intim relation
- 0% sjalvstandig ekonomi

= Intellektuell funktionsnedséattning samma monster men inte lika
uttalade proportioner

Kristina Tedroff 14/10/2019 17
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Social integration minskad jamfort med jamnariga
- Starkast associerat med

= CFCSnivalll-V

= Intellektuell funktionsnedsattning

- Antyder att man bor satsa mer pa interventioner for att optimera
kommunikationen****

Meningsfull sysselsattning ett prioriterat omrade?

Kristina Tedroff
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EXPLORING SOCIAL PARTICIPATION IN YOUNG ADULTS WITH CEREBRAL

PALSY *

Jan N. O. JACOBSON, MD,*?, Kristina LC)WING, PT, PhD*3, Emma HJALMARSON, PT2 and Kristina TEDROFF, MD, PhD?
rom the Department of Women’s and Children’s Health, Neuropediatric Unit, Karolinska Institutet, Stockholm, 2Centre for Clinical
Research Sérmland, Uppsala University, Eskilstuna and *Karolinska University Hospital, Stockholm, Sweden

Dbjectives: To describe social outcomes for young
adults with cerebral palsy, and to explore associa-
tions of social outcomes with their classification le-
vels within the Gross Motor Function, Manual Ability
and Communication Function Classification Systems,
and with the presence of intellectual disability.
Design: A cross-sectional study with a population-
based inclusion approach at a neuropaediatric refer-
-al centre in Sweden.

Subjects: Sixty-one young adults with cerebral pal-
5y, age 20-22 years.

Methods: Physical examination and questionnaires
on social outcomes including living arrangements,
elationships, occupation, personal finances, extent
of family support with personal care, and physical
examination.

Results: Twenty percent of the young adults with ce-
rebral palsy had moved out of the parental home.
Forty-three percent were dependent on family sup-
port for basic activities of daily living. Seventy-nine
nercent of those without intellectual disability were
amployed or studying. The Communication Function

/LAY ABSTRACT )
A representative group of young adults with cerebral
palsy were studied in order to learn more about so-
cial issues, such as living arrangements, employment
and relationship status. It was found that, while some
young adults were well-established in occupations and
relationships, many remained highly dependent on
their parental families and their social situation was
reduced compared with their peers. Furthermore, low-
functioning communication level and intellectual disabi-
lity were the 2 most important risk factors for having a
sub-optimal social situation. This suggests that priority

should be given to interventions aimed at alleviating the
Qmpact of these particular risk factors. /

Cerebral palsy (CP) is the most common cause
of childhood onset life-long physical disability
and 1s present in an estimated 17 million individuals
worldwide; most having a lifespan similar to the ge-
neral population (1, 2). Consequently there 1s a large
population of adults with CP. Research has traditionally

farnicad Aan the ~childhAand sreare and little 1¢ lFavm



a%, g;;‘& Karolinska

< 22 7 Institutet
*i‘,quG' ﬁ_\ﬁ
I[ /A L
Kristina Tedroff 14/10/2019 20



