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Folgetilstand etter skade pa ryggmargen

* Motorisk utfall (Lammelser)

e Sensorisk utfall (Hudfglelse)

e Kroppsfunksjoner er pavirket (Bant annet
Blaere, tarm, lunge)

* Autonome nervesystem er pavirket
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Ryggmargsskadeomsorgen i Norge

*Sentralisert til 3 sykehus
*Livslang oppfelging

* Landsforeningen for
ryggmargsskadde

* Norsk ryggmargskaderegister
(NorSCIR)
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People with Spinal Cord Injury in Norway

Vegard Stram, PhD, Grethe Manum, PhD, Annelie Lenulfsrud, MA, Pia Wedege, MSc, Tiina Rekand, PhD,
Annette Halvorsen, MD, Leif Arild Fiellheim, and Johan K. Suanghelle, PRD

EPIDEMIOLOGY OF SPINAL CORD INJURY
IN NORWAY

In 2014,122 new cases of spinal cord injury (SCI) were
ed in the Norwegian Spinal Cord Injury Registry
(NorSCIR), of which 80 were traumatic and 42 were non-
traumatic.! Written consent is obtained from the participants be-
fore entering data into the registry, and permission is only
requested fiom SCI patients submitted t a specialized SCI
unit in Norway. Such permissions are obtained from 9
0 93% of the relevant patients. Data from 419 individuals
are included for the period 2011-2014: 250 with a raumatic
SCland 169 with a nontraumatic SCL Historical data on inci-
dence and prevalence of SC1in Norway are relatively sparse. In
1974-1975, the incidence of traumatic SCI was reported to be
16.5.% For the period 1952-2001, it was found 1o be 13.9 in
western Norway.” Thus, a relatively stable
ing the past 5010 60 years. The etiology of
2014 data from NorSCIR,' are nontraumatic causes
traumatic causes due to falls, 29.5%; sports, 13.9
13.1%; other tmumat J
causes of tmumatic SCIs have been unchanged for the past
50 years," except for an increasing trend toward higher inci-
dence of fall-induced SCI among persons older than 50
People with waumatic SCI have an increased mortali
(1.85) compared with the Norwegian population.® Women
with SCI have a significant higher mortality rate than men.**

regi:

THE PATIENTS' JOURNEY THROUGH THE CHAIN
OF CARE

The Norwegian emergency medical service system con-
sists of specialized res teams for acute medicine and
traumatology including SCI and provides ass
of time, place, and insurance by a uniform alert and respons:
sysiem. A dedicated toll-free phone number, 113, rout alls
to emergency medical dispatch centers (EMDCs). Ground
ambulances, boats, and/or helicopters are dispatched with

specialized teams including medical doctors b:hﬁi on criteria
in the Norwegian Index for Medical Emergent " adecis
tool to secure appropriate responses to medical emergencies.
Each call is classified as either “acute” (highest pricrity), “ur-
gent” (high, but lower priority), or “not ugent” (lowe:
ity). When “acute,” both ambulances and the medical staff on
call are alerted Together with the emergency medical dispatch
centers and increasing competence of ambulance personnel,
the emergency medic
s has improved.
s of accidents where a traumatic SCI cannot be
uded, the patient is as and stabilized as soon as
possible by specialized emergency medical staff and, with
some exceptions, transporied to 1 of 4 specialized trauma hos-
pitals. These hospitals are located in the cities of Oslo, Bergen,
Trondheim, and Tromse and cover 20 emergency regions.” In
6 of the emergency regions, the transport lime is less than
2 hours, In northern Norway, it is more than 4 hours in 2 of 5
regions.” If transport time is more than 45 minutes to a trauma
hospital, the patient will be transported to the nearest acute
care hospital.

In Norway, there are 3 specialized SCI rehabilitation units;
these are located at Sunnaas Rehabilitation Hospital, Haukeland
University Hospital, and St. Olav’s Unives {ospital. Each
s a designated part of Norway; Sunnaas Rehabil-
itation Hospital the southeastern part, Haukeland University
Hospital the western part, and St Olav’s University Hospital
the mid- and northern part of Norway.

LIVING WITH SCI

Norway has a number of laws and regulations aiming to
reintegrate people with disability back to employment Impor-
tant regulations are the Disability Discrimination Act,’ The
Working Environment Act,'” and the Agreement on Inclusive
Working Conditions between the government, the labor unions,
and the Norwegian Federation of Employers.'! The UN
Convention on Disability from 2006 was implemented into
the Norwegian legal system in 2008.'* Norway is among
the top spenders on publicly sponsored reeducation and
back-to-work programs in Europe.'®

Smgdies of the Norwegian SCI population show that ap-
proximately 65% o 70% s employed at some time afler injury
(Leiulfsrud A, Solheim E, submitted for publication, 2015)."
Important factors predicting employment after injury are levels
of education and the opportunity to continue working in the
same organization as before the SCI (Leiulfirud A, im E,
submitted for publication, 2015), and also age and severity of
the injury.'® Women have been reporied Lo have significant
Lower employment odds in the past," but more recent data

American journa of Physical Medicine & Rehahitation s Volume 96, Number 2 (Suppl), February 2017 wanw aipmr.com | §99
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orsk rygg

margsskaderegister

e® NorSCIR |

Arsrapport 2022

med plan for forbedringstiltak

Utarbeidet av Nasjonalt sekretariat for Norsk
ryggmargsskaderegister

Ann Louize Petzerzen og Annette Halvorzen
samarbeid med fagridet for NorSCIR

Sekzjon for medisinske kvalitetsregistre
St. Olavs Hospital
15.06.2023

veos ST.OLAVS HOSPITAL

{ELSE » 8« MIDT-NORGE

Halvorsen 2023

Kvalitetsindikatorer Norsk ryggmargsskaderegister med et blikk

Kvalitets-
indikatorer

Nevrologisk klassifikasjon ved innkomst og utreise

Andel pasienter som har fatt kartlagt og vurdert blzrefunksjon

Blaretpmmingsregime for pasienter med paraplegitilstand

| Lavest mulig andel pasienter skrevet ut til sykehjem

Andel pasienter som har fatt kartlagt og vurdert tarmfunksjon.

mm|O|O|m@|>

Andel pasienter med selvrapportert livskvalitet (PROM) under primaropphold.

Aktualitet av data i registeret
H | Andel pasienter som har fatt kartlagt og vurdert funksjon relatert til aktivitet og deltakelse

1 Andel pasienter med selvrapportert tilfredshet relatert til aktivitet og deltakelse

Andel gjennomfgrte kontrollopphold etter sykehusets egen anbefaling
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Fagradet NorSCIR
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Arsrapport 2022

Skade pa
ryggmargen

Skadearsak:

Traumatisk lkke-traumatisk
ryggmargsskade 44 %, ryggmargsskade 56 %,
vanligst fall vanligst degenerativ etiologi

d

Sammensetting av pasientgruppen:
31 % kvinner og 69 % menn
Gjennomsnittsalder 53 ar

Yngste pasient 11 ar og eldste 82 ar

e

Av 142 pasienter som var innlagt til spesialisert rehabilitering av sin ryggmargsskade er 128 inkludert i registeret.

(Dekningsgrad 90 %)

Halvorsen 2023 12



Arsrapport 2022

* Forflytter seg selvstendig med eller uten hjelpemidler: 91 %
* Selvstendig i av-/pakledning underkropp 72 %

* Selvstendig i spising/matsituasjon: 86 %

* Selvstendig i toalettsituasjon: 74 %

Gjennomsnitt livskvalitet skar (range fra 0 til 10) ved utreise:
* Generelt (overall well-being) 6.7

* Fysisk helse 6.1

* Psykisk helse 7.2

Naturlige funksjoner:

1 av 3 personer har moderat eller alvorlig nevrogen
tarmdysfunksjon.

1 av 3 personer opplever inkontinens for urin.

Det er kun 4 % av personer med en ryggmargsskade i yrkesaktiv
alder som skrives ut til sykehjem i Norge

Graden av selvstendighet i ulike daglige aktiviteter ved utreise:

13



Bruk av registerdata

* Konkret klinisk forbedringsarbeid:

* Nevrogen tarmfunksjon

* Livslang oppfolging

* Nevrologisk klassifikasjon
* Smerter

* Ledelse/administrasjon/styring
* Forskning

Halvorsen 2023
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Brukermedvirking i registeret...Ingrid forteller

* Erfaringsbasert kunnskap blir brukt i fagradet, for eks valg av
nye variabler.

* Resultater fra registeret blir brukt i arbeidet til Landsforening
for ryggmargsskadde (LARS).

* Resultater fra registeret blir formidlet til medlemmer i LARS
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Bakgrunn

* Motivasjon
o Klinisk erfaring

o Ubesvarte spgrsmal
o NorSCIR

* Unik mulighet med kobling av ulik registerdata



Mal forskningsprosjekt

* Ny kunnskap om a leve med
ryggmargsskade

* Spesifikk pa: Deltakelse - livskvalitet og -
omsorg

* Blant personer med ryggmargsskade og
deres pargrende
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Brukerrepresentanter - medforskere
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Brukermedvirkning

‘ v Oslo
'l' universitetssykehus

Brukermedvirkning i forskning

<

FORMI Forsknings- og formidiingsenheten
for muskelskjeletthelse

Idé
tema
Hva vil vi Hva er Formulere ‘ Utarbeide Kvalitets- Bearbeide og = Publisere Implementere
forske pa? gjort far? prosjekt: informasjon sikring - analysere data  artikler ny kunnskap
Formal, til deltakerei | | monitorering | - = ‘
Formulere studiedesign, | studien. (Good Clinical | | Tolke Formidle Bidra til
hypoteser maleverktagy, | — | Practice resultater forsknings- implementering
——— utvalg ' Godkjenning | | regelverk) resultater | av ny kunnskap
eksterne Formulere Konsekvens
etiske Invitere konklusjon avny
kontrollkomité | | deltakere | kunnskap
Finansiere  Kommuni-
- kasjon med
planlegging

Forskningspila for brukermedvirkning er ment som hjelpemiddel i planiegging og giennomfering av brukermedvirkning i forskning.
Utarbeidet av EUPATI og bearbeidet til norsk av FORMI, OUS,

|| Moyt krav til medisinsk/forskerkomp || Godt egnet til brukermedvirkning

lllustrasjon: Forsknings- og formidlingsenheten for muskelskjeletthelse/Oslo universitetssykehus
Halvorsen 2023



CONTROL
POPULATION

STUDY
POPULATION

PERSONS WITH SCI < 7

QUALITY OF LIFE
STU Dy 1 PARTICIPATION STU Dy 3
AQ%RE?)%STQ’E?LT ER%CUIP NEXT OF KIN

LABOUR MARKET PARTICIPATION CAREGIVING

PARTICIPATION
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LLRS

Landsforeningen for Ryggmargsskadde
gaardsgt. 12, 917 0134 Oslo

Til Extrastiftelsen Dato: 19.05.2017

EGENERKLERING FRA LANDSFORENINGEN FOR RYGGMARGSSKADDE

Erklaering samarbeidspartner til forskningprosjektet: «Register research in combination
with health surveys and patient data, to assess work participation and quality of life
among persons with spinal cord injury and their caregivers».

A f4 en ryggmargsskade er en stor pakjenning og farer til store endringer i livet for personen
selv, men ogsa for pargrende. Det er et stort behov for & samle informasjon og kunnskap om
hvordan en ryggmargsskade pavirker hverdagen og livskvaliteten for personen med skaden
selv og for omsorgspersonene rundt. Landsforeningen for Ryggmargsskadde (LARS) ser pa
denne studien som et viktig og n@dvendig arbeid pa veien med a kartlegge
omsorgsbelastning, forbedre livskvaliteten og ke deltagelsen i samfunnet for personer med
en ryggmargsskade og pargrende.

Annette Halvorsen har gjennom sitt arbeid som ryggmargsskadelege, leder for Norsk
ryggmargsskaderegister og leder for prosjektet for etablering av et Nordisk
Ryggmargsskaderegister hatt et naert og godt samarbeid med LARS.

LARS stgtter prosjektet og stiller som samarbeidspartner. Vi ser fram til  bidra med vart
brukerperspektiv for gkt fokus pa konsekvensene etter alvorlig funksjonstap for personen
som far en ryggmargsskade og deres pargrende.

LARS stgtter dette prosjektet og stiller som samarbeidspartner.

Med Vennlig hilsen

.’qw‘ll/5”¢~’b1 /Qwum

Anders Nupen Hansen
Leder for LARS

Halvorsen 2023
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F@rste mgte - gjensidige forventninger

* Roller
* Ulike faser
* Behov for tilrettelegging/oppleering

* Honorar
* Mgteform og sprak
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Utforming og testing av sp@rreskjemaer

e

e 0

SCICA WORK pasientskjema

€ Administrasjon / Skjematyper / SCICAWORK pasientsijema / V1

Fivi G ok i ble 0 har ot g SCICA WORK pasientskjema: V1 gzen e o
Skjemabygger ~ ePROM oppsett  Forhindsvis: | SkjemaieFORSK | Tekstliguvisning  Verdier  SkjemaiePROM
SCICA WORK pasientskjema
fonirrean o besawe. Vennligst fyll ut sparreskjemaet s4 fullstendig som mulig.

Huis du fyller ut skjemaet elektronisk, blir svarene farst registrert ndr du har svart pa alt ag trykket pd "Levere".

©om deg
1. Huilken utdanning er den hayeste du har fullfart? o
(barne- og foikehay:
& 1-2 Arig videregaende skole (realskole, middelskole, yrkesskole)
| 3ari 3ende skole (Artium, gymnas, ig retning i videregdende skole)

denne tigere hat N
o0 o0 ahio deg. NA Vi v sp9 SR | Fagbrev eller svennebrev
0 perscer med en whap Hegskole/universitet, mindre enn 4 &r
suden ses 1 A fordedre ry0g bade for personer med en ! Hagskole/universitet, 4 ir eller mer
L: ]

B L
2. Hvilke av falgende altemativer er mest dekkende for din hovedaktivitet?

ek sjon for

W'}"W”W“'M”mm'”ﬂ!

I jobb (ansatt eller selvstendig nzringsdrivende)

Ryggmargssiadde (LARS). Prosjektet er
Qockent Alderspensjonist (inkl AFP)
2018294/REX Mt Ufaretrygd, annen pensjon/trygd
l Hjemmewerende
4 Hva innobarer dettakelse | studien? Student
e t du byer ut ot Arbeidsledig / arbeidssaker

o9 arbexd Vied i fybe ut dette ap
35 mes & bervare shemaot

24
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ormidling facebook og medlemsblad LARS

ail One Call = 21:06 47 % =

LARS - Landsforeninge... Q e

Anders Nupen Hansen
© Administrator - 20. juni - &
Alle invitasjoner for deltakelse i Norges ferste
forskningsprosjekt som inkluderer bade personer med

en ryggmargsskade og pargrende har na blitt sendt
ut.

En stor takk til alle som har allerede svart!
Har du/dere allerede svart?

Informasjon om studien vises p& denne videoen. Ved
eventuelle spersmal kan man ta kontakt med
prosjektleder overlege Annette Halvorsen.
(Annette.Halvorsen@stolav.no)

PROSJEKTET HAR SOM MAL A
FRAMBRINGE NY KUNNSKAP OM

>
@ Duog 7 andre 4 kommentarer

s &2 O ® & =

Halvorsen 2023
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Stort engasjement i prosjektet for og av personer med en
ryggmargsskade og deres pargrende!!

Alle personer som har tidligere samtykket 8l registrering i Norsk ryggmargsskaderegister i periocen 2011-2017 har
tlet tilsenat en jon til d dena i gsprosj «A leve med ryggmargsskec(d)es. Det er fantastizk st hele
342 personer med en ryggmargsskade har svart pd dette spgerestjemaet. Sewve spgereskiemaet innehoicer spgrsmdl
om Cagig livet, funkzjon, ardeid, livskvaltet, mestring og prykisk heise

DeRagerne bie ogsd spurt om de har en pdrgrence som gnsker d dema i en pdrgrendestudie. Hensikten med dener d
fremdringe ny kunnskap om hvordsn cet er d veere pdrgrence til en perzon med en ryggmargskade, og detydningen
for mestring, i og ardei Veidig gledelige at det er Get 101 perzoner som har svart j8 O Oppgitt
X j nazjon til sin pd 54 langt har 71 av de pdrprence sendt inn sine svar! Tusen takk for
§0d o nyttig respons! Hvis du som plrgrende har DRt invitert og ikxe svart ennd: Det er itke for sent! Bare fyll ut
skjemaet au har tltt og senc inn

Prosjektet har nd tommet i en ny fase hvor vi skal Dearbeide og analysere sile data frs spgereskjemaer, Norsk
ryggmargsskaderegister og offentlige registre som vi har titt samtyke til | tillegg til norske og internasjonsie

forskere bidrar ogzd drukerrepr i - og Y Tre brukerrepe er mecforskere i
prosjektet og bidrar med egen erfaringskunnskap. Dette er viktig for § sitre en hoy grad sv relevans og nytteverdi for
personer med en ryggmargsskace og deres pdrgrence. Selve studie vil tillegg i

publikssjoner ogzd biir offentliggiort i Patetra!

«Som mecforsker i dette prosjektet fir vi goct innblikk i seive prosjektet. Vi er Celsktig i utforming av
speereuncerspkeien og fir ta del i slle fazene fra start til siutt i prosjektet. Vi sitter pd masse egenerfaring som
kommer 505! medi VO:F“I’D(HK 'NZFIIE‘ 30m her mec mCﬂl\ﬂs, Ivskvalitet °g m'ﬂ”f.lstu eret U‘N's
viktig prosjext. Det biir spennende d jodbe vicere frem til konkluzjoner om dette tema. Vi vil nok fd bekreftet mange
sntageiser, samtidig som Cette vil Canne grunnisg for § jodbe vicere med tematitken i vir organisasions

Prosjektet har godkjenming sv etisk komite og ska! ivareta informazjonssikkerhet og personvern
Dersom du har 3p 41, kan ou prosy ege of ¥ ipendiat Annette
annette no, eller veileder p Aslsk Stei . asiak.stes no
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Analyser og resultater
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PARTICIPATION AND QUALITY OF LIFE IN PERSONS LIVING WITH SPINAL CORD

INJURY IN NORWAY

Annette HALVORSEN, MD'2, Kristine PAPE, PhD’, Marcel W. M. POST, PhD**, Fin BIERING-S@RENSEN, PhD*, Steinar

MIKALSEN’, Anders Nupen HANSEN* and Aslak STEINSBEKK, PhD:2

From the 'Clink of Physical Medicine and Rehabilitation, Department of Spinal Cord Injuries, ‘Department of Medical Qualty Registries,

St Olavs Hospital, Trondheim University Hospital, *Department of Public Health and Nursing, Norwegian University of Science and
Technology, Trondheim, Norway, Center of Excellence for Rehabiltation Medicine, Brain Centre Rudolf Magnus, University Medical

Centre Utrecht, University Utrecht and De Hoogstrast Rehabilitation, Utrecht, *University of Groningen, University Medical Centre

Centre for Rehabiitation, Groningen, The Netheriands,

“Department for Spinal Cord Injuries, Copenhagen University

Hospha, Rigshospitalet, and Institute for Chmal Medicine, University of C Denmark, "User Skogn and

'User Representative, Kongsvinger, Norw:

Objectives: To describe the association between
soclodemographic and spinal cord injury character-
istics, of people living with spinal cord injury, and
’mwaumammwmmm

‘sociation between participation and quality of life in
this group of people.
Design: Persons registered in the Norwegian Spinal
Cord after post-acute rehabilitation be-
mnn-m7mmlnmm-
survey in 2019
Subjects: A total uuommmw
cord injury.

scale and

LAY ABSTRACT

Having paid work, leisure-time activities and good rela-
tionships with other people is important for one's quality
of life. For peopie living with spinal cord injury, it may be
more difficult to participate in such activities than it is for
people without heaith problems. A survey on participa-
tion problems was carried out among Norwegians living
with spinal cord injury. Sociodemographic factors, such as
family income and education, were found to have a greater
impact on quality of life and participation, than the sever-
Ity of the injury itself, Participation was strongly associated

with life and mental heaith. This indicates that

Issues should be given greater priority.

The
of the Utrecht Scale for of
Participation were used to measure participation.

ment (WHOQoL-5) and mental health was measured
using the Mental Health subscale (MHI-S).

having a family income in the highest quartile were

assoclated with higher scores on all 4 measures of

participation and quality of life. There was a strong

gradient between higher level of participation (fre-

‘quency and restrictions) and better quality of life.
was strongly

with life satisfaction and mental health in people

with spinal cord injury (SCI) may, however, experience

n.\lndmns or barriers lo participation in different dn-

mains, ploy or

activities (2). R h sues related to p

problems among persons with SClis, however, limited.

Inacritical systematic review on social and community
llowing SCI (3), the authors

that the samples in lhc reviewed studies were relatively

small lhﬂl the instruments used were oﬂcn duelnped

before di ofthe

of lunchomng. Disability and Health (ICF), and that

the use of the term “participation” varied. In addition,

knowledge aboul lhe lmpau of injury dmmc!ensuo

Key words: spinal cord injuries; participation; quality of life;
Norway.

Accepted Jun 21, 2021; Epub ahead of print Jun 29, 2021
) Rehabil Med 2021; 53: rm00217

Correspondence address: Annette Halvorsen, Clinic of Physical Medi-
cine and Rehabditation, Department of Spinal Cord Injuries, St Olavs.

hospital, Trondheim University Hospital, Trondheim, Norway. E-mail
Annette Halvorsen@stolav.no

on C { d (2). Furth
limited attention hm been given m the literature to how
clinical practice can be adapted to improve participa-
tion in persons with SCI. To do so, more knowledge of
factors mﬂumn.mg pannupanun is needed.
Inthe IC " refers to the
of an mdnvndnal in a life situation and represents the
social perspective on functioning (4). To measure
it has been ded to measure
participation both as the so-called objective state and
subjective experience (5). Objective pamupnlmn can
be d as self-reported of b
while \ubjegllvc pamupalmn concerns self- rcpungd

P provides for the fulfil
of basic human needs and can be an important de-
terminant of quality of life (QoL.) (1). Persons living

in society. It
has been commented lhBl |hc Iu definition of parti-
cipation does not adequately capture this (6).

This is an open access article under the CC BY-NC license. www.medicaljournals.se/jrm

Foundation of Rehabilitation Information

doi: 10.2340/16501977-2858

) Rehabil Med 2022; 54: jrm00278

ORIGINAL REPORT

CAREGIVING, PARTICIPATION, AND QUALITY OF LIFE OF CLOSEST NEXT OF KIN
OF PERSONS LIVING WITH SPINAL CORD INJURY IN NORWAY

Annette HALVORSEN, MD**?, Kristine PAPE, PhD®, Marcel POST, PhD*’, Fin BIERING-SORENSEN, PhD*, Monica

ENGELSJORD’ and Aslak STEINSBEKK, PhD®

From the ‘Clinic of Physical Medicine and Rehabilitation, Department of Spinal Cord Injuries, *Department of Medical Quality Registries,
St Olavs Hospital, Trondheim University Hospital, *Department of Public Health and Nursing, Norwegian University of Science and
Technology, Trondheim, Norway, *Center of Excellence for Rehabilitation Medicine, UMC Utrecht Brain Centre, University Medical

Centre Utrecht, University Utrecht and De

wen, Centre for

Utrecht, ity of gen, University Medical Centre
, ¥Section for Spinal Co»d Injuries, Depinmem for Brain and Spinal

Cord Injuries, Copenhagen University Hospital, R:psl‘ospltaler and Institute for Clinical Medicine, University of Copenhagen, Denmark

and "User Representative, Oppdal, Norway

Objectives: To investigate how next of kin of per-
sons with spinal cord injury (SCI) experience vari-
ous life areas in terms of caregiving, participation,
and quality of life, and the impact of personal cha-
racteristics of next of kin and SCI characteristics.
Design: Survey of next of kin linked to data on per-
sons with SCI in the Norwegian SCI Registry.
Participants: A total of 73 next of kin identified by
persons with SCI.

were
(4 ) P € , and qua-
lity of life (2 measures).
Results: Participants (73% partners, 73% female,
mean age 56.4 years) gave various support to the
person with SCI and considered it important to care
and were happy to do so. Three-quarters of parti-
cipants reported good mental health and life sa-
tisfaction, while one-quarter reported high levels
of caregiver strain, especially related to emotio-
nal adjustments. Higher levels of caregiver strain
were reported by participants of working age (<67
years), and by those with middle level education.
Conclusion: The majority of next of kin of persons
living with SCI in Norway are doing well in most
life areas. Caregiver strain may be reduced by
strengthening the ability of next of kin to cope with
emotional challenges.

Key words: spinal cord injury; caregiver; caregiver burden;
participation; quality of life; Norway.
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pinal cord injury (SCI) often drastically disrupts the
lives of both the individuals with SCI and the people

(LAY ABSTRACT )
A spinal cord injury (SCI) often drastically disrupts the
lives of both the individuals with SCI and the people sur-
rounding them, such as family members. Caregiving for a
loved one with SCI involves both physical and emotional
investment. A survey was carried out of the caregivers of
73 persons living with SCI in Norway to assess their life
situation, The study found that the majority of caregivers
of persons living with SCI in Norway are doing well in
most life areas. Three out of 4 caregivers reported good
mental health and life satisfaction. All participants consi-
dered it important to care and most were happy to do so.
Nevertheless, one-quarter reported high levels of strain,
especially related to emotional adjustments. Most at risk
for caregiver strain were participants of working age and
those with secondary education. Caregiver strain may be
reduced by strengthening the ability of the caregiver to
cope with emotional challenges.

\& ’ J

surrounding them. Many next of kin (close relatives,
spouses, etc.) provide extensive support to persons with
SCI(1, 2). This support is often necessary for persons
with SCI to continue living at home and to maintain
their well-being (3). Previous studies have reported
that between 25% and 50% of partners of persons with
SCI experience high levels of caregiver burden (4, 5).

The level of caregiver burden can be influenced by
caregiver characteristics, such as age, sex, level of edu-
cation, occupation status, and the type of relationship
between caregiver and care recipient (2, 4, 6). In addi-
tion, the personal and injury characteristics of the person
with SCI receiving support impacts the support provided
and the perceived caregiver burden (2). However, the
majority of previous studies of next of kin are based on
samples that are not representative of the population of
next of kin of persons with SCI and on self-reported data
on injury characteristics provided by the caregiver (2).
Therefore, studies using clinical register data, which
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STUDY DESIGN: A register based cohort study.

OBJECTIVES: To investigate labour market participation following spinal cord injury (SCI) and to describe the impact of personal

and SCI characteristics.

SETTING: Norway.

METHODS: Persons registered with SCI in the Norwegian SCI registry 2011-2017, and matched reference individuals without SCI

from the general population (named controls) were followed for up to six years after injury using national registry data on

employment, education, income, and soclal security benefits. Main measures of labour market participation were: (1) Recelving any

amount of pay for work, and (2) Receiving sickness and disability benefits.

RESULTS: Among the 451 persons with SCI (aged 16-66 years and working before injury), the estimated percentages receiving pay

for work and sickness and disability benefits in the sixth years after injury were 63% (95% CI 57-69) and 67% (95% C1 61-72).
percentages for the controls (n = 1791) were 91% (95% C1 90-93) for receiving pay for work and 13% (95% C1 12-15)

younger age at injury, and a stronger income, having an employer, less
wummwmmwmw
CONCLUSION: d d market up to six years after injury compared to matched controls.

labour
mu-mwmummmmmmmdw«tm more than half did so in
combination with receiving benefits.
Spinal Cord; https//doi.org/10.1038/541393-023-00876-4

INTRODUCTION working populations (7). Contextual country-level factors, such as
Employment is a key rehabilitation outcome for people with spinal Iabowmmuyslmmmk-esmhmsp«lmmdds«mly.
cord injury (SCI), and it tends to be positively m«imd with and may explain some of
adjustment to SCI, life satisfaction, a sense of purpose, mental the differences in levels across countries [8).

employment

stimulation, social contact and well-being [1). The level of employ- Norway has a well-developed welfare and health care system
ment among people with SC1 is positively influenced by a number with universal rights to health and welfare provisions, a strong
of factors, such as personal factors (younger age at time of injury, policy emphasis on high employment, and high expenditure on
higher level of education, higher motivation), SCl-related chuxta return to employment measures after sickness or lnjmy Com-
istics (less severe outcome) and pared with other European countries, a large portion of the
factors (support from the employer, possibility to continue wodung Norwegian population is on sickness and disability benefits (9]
in the same organisation) [2-6). 17% in the 18-66 age group [10]. Still, in the last quartile of 2021,

Most people with SCI can potentially be in employment if they 72.3% of the population aged 15-74 was part of the workforce
get access to appropriate work accommodations [1]. However, the  [11]. The proportion employed following SCI in Norway have been
average employment rate among 9875 persons with SCI in 22 reported to range from 35% to 52% in different studies (4, 5, 7, 12],
countries across the world was 38% (ranging from 10% to 61%),  which shows that there is considerable employment gap between
which was considerably lower than in the respective general persons with SCI and the general population.
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