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Swedish Intensive Care Registry (SIR)

Www.icuregswe.org

THE SWEDISH
INTENSIVE CARE
REGISTRY

= Started 2001

" 95% of all ICU’s in Sweden are members‘“

(n=79)

= Data before, during and after the intérj"sivg

care period
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90% of the,admissions to-the ICU are acute
Patient ang:l their'relatives are unprepared
All ages a'%d all diagnosis

The jointly are that all patients are ina"
serious condition or have a_seriﬁus illness
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THE S\)VED]SH "
INTENSIVE CARE O a t I e n tS
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" Primary ICU diagnosis
1. respiratory failure

. cardiac arrest

. septic shock

. Severe sepsis

o B W N

. multiple injuries
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The goal of intensive care

THE SWEDISH
INTENSIVE CARE
REGISTRY

To save lives and to support patients to return
to the most optimal self rated health and
health-related quality of life as possible

*

HRQolL are together with survival, the most important
outcome measure after critical care,

JAngus DC, Carlet J. Surviving intensive care: a report from the 2002 Brussels
Roundtable. Intensive Care Med 2003;29(3):368-377.
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Problems after hospital discharge

VR

THE SWEDISH
INTENSIVE CARE
REGISTRY

AR

=  Mouscle weakness = Hallucinations

= Cognitive impairment " Depression

* Impaired functional status = Forgetfulness

= Post-traumatic stress disorder (PTSD)
up to 25%

=  Fear
= Concentration disturbances

Oeyen SG et al: Quality of life after intensive care: a systematic review of the literature. Crit Care Med
2010, 38(12):2386-2400.

Orwelius L, et al. Pre-existing disease: the most important factor for health-related quality of life after
critical illness: a prospective, longitudinal, multicentre trial. Crit Care 2010; 14:R67

Rattray J, et al. Life after critical illness: an overview. J of Clinical Nurs. 2013; 23, 623-33
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PROM since 2005

INTENSIVE CARE
REGISTRY

= All ICU patients LoS >96 hours
= Age >16 years

» Health related quality of life (SF-36/RAND-36) 2,6 and
12 months after discharge from the ICU

* Employment before and after the ICU
= Activity of Daily Living before and after the ICU
= BMI before and after the ICU
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THE SWEDISH
INTENSIVE CARE
REGISTRY

ICU follow-
up clinic

Structure for PROM

*|CU recorded medical and nursing data reports continuously to SIR
eDynamic data
eIndication in the database what patient fulfil the inclusion criteria = ready for follow-

up

¢ 2 months after discharge from ICU: HRQoL, ADL, employment, BMI to SIR
e Conversation about mobilization, ADL, and consequences of critical illness r/t HRQoL

* If necessary, offered further contact with a counselor, psychologist or
physiotherapist, or an outreach clinic

¢ Feed-back/reports to the ICU staff — for clinical improvement

eIf needed, a second (and third) appointment within a time limit of 6 (and 12) months
from the ICU discharge is set up

e Measure HRQoL, employment, ADL and BMI at 6 and 12 months by postal survey
(web version)

eFeed-back/reports to the ICU staff — for clinical improvement
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Structure in the database

THE SWEDISH
INTENSIVE CARE
REGISTRY

~

e Reported PROM data for analyses at a local level
e Automatic standard reports (local and nationwide)

j

Local level

~N

e Local data in comparison with;
e County, region, nationwide - in different periods

In e Different selections (age-groups, gender,

. diagnoses, treatments, complications etc.
comparisons Y,
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Results
Health-related quality of life (SF-36)

SF-36 profile (mean values)

All diagnoses, complete follow-up (N=1,628)
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HRQoL — diagnose groups

All diagnoses (N=1,628), SF-36 profile (mean values)
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COPD (N=36), SF-36 profile (mean values)
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Sepsis (N=330), SF-36 profile (mean values)
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Cardiac arrest (N=59), SF-36 profile (mean values)
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SVENSKA INTENSIVVARDSREGISTRET
SIR

SIR startsida

Byt madul | Logga ut

Uppfiljning efter Intensivvdrd - SF26

e ™
SF36 - Resultat
—— 2 man
e B man/2
— 12 man/3
BP
Ny '
PF RP BP GH VT SF RE MH PCS MCS
2min 0 0 10 55 37,5 33,33 88 13,36 52,17
6min 40 0 22 55 75 0 88 25,01 45,87
12 man 50 0 72 85 25 0 92 33,45 41,22

Egna noteringar

Spara ‘ | Avbryt




Usefulness

1. identify risk groups

2. for decision-making in clinical encounters to
examine whether changes in the medical
treatment and care are indicated.

3. at an individual level during the follow-up visit
for shared decision-making with the patient and
next of kin. The strategy can empower the
patient and help in the next stage of the physical
and psychological rehabilitation process.
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Clinical improvements

= Early rehabilitation program
= Sedation regime

" The next of kin encouraged to be with the
natient during the ICU period, for support to
nelp the patient to feel security and relaxation

" Link for patients and relatives on SIR webside
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In Englizh | Webbkarta | Fragor och svar | Logga in

Svenska Intensivvardsregistret - SIR | se |

Nyheter Riktlinjer Uidata Kunskapsutbyte Webbformular Om Intensivvard Om SIR Medlemssidor For patienter

Inbjudan till forskningssymposium

SIR ordnar fir andra géngen ett forskningssymposium
15-18 november i Sigtuna.

Antal platser &r begransat.

Mer information och fill anmalan

SIR:s konferens Var Gard 2017

Kommande &r 2017 &ger konferensen rum 30-31 mars
vecka 13. Boka in i kalendem redan nu.

SIRI

- Owrigt

Alla influensapatienter (& och B) som vardas pa VA
jportal Mortalitetsfil fran SIR oavselt intagningsorsak ska registreras till SIRI vid alla
2016-06-01 inlaggningar pa MVa.

ide och ny funkiionalitet Medladdning pd webben via SITHS-kort i . ] N
Lank till utdataportsl som under influensasazongen

ad lista Gver internationella IVA-register  Nytt pa Utdataportalen presenterar inrapporterade influensapatisnter
§ 2016-D4-285 SIRI-utdatapartal
tionella lista over 'VA-register har utdkats med Kompletteringar & Justeringar

:h Colombia
Arets Eldsjal

watorer i Sverige 2015 2016-04-15
i Kerstin Bengts=on fran Sundsvall
n Sccialstyrelsen som baseras pa dodsfall inom

den Sederingsskala & sederingsmal
2016-03-02
or kvalitetsregistrens framtid Mu gar det att rapporterat

]
[ SATER AN TS A Nvtt Wehhformulir fir Vardheniran-MIG 2016



Start Nyheter Riktlinjer Utdata Kunskapsutbyte Webbformular Om Intensivvard Om SIR Medlemssidor

Start / For patienter

Fér patienter For patienter

\/ad &r Intensivvard Denna sidan vander sig till er som kommit i kontakt med varden pa en

intensivvardsavdelning som patient, narstaende eller besiokare Intorination G puticriter ach nassiende

Aft vardas pd Intensiven

Facebook-grupp for patientforetridare

For dig som &r narstzende (anhdnig) : I - Gruppen &r oppen for patienter, narstdende oo
(e ot sevint foretradare samt andra som ar intresserade av
patientsamverkan i kvalitetzregister. Den
Tiden efter infensivearden 3 startades av dsltagare frén en utbildning far

patient- och narstéendefiretradare som

Uppfdljningsmottagni
il ot ordnades av l[andets registercentrum med stéd
Mobil Intensivedrdsgrupp - MIG av SKL.
\fardresultat for patienter Har hittar Du Facebook-gruppen
Aft ge eller infe ge livsuppehaliande
behandling Lankar
Organdonation 1177 =&

Donationsregistret
GeBlod.nu

Fragor och svar fir allmanheten

Stall en fraga
Hationella Kvalitetsregister

SIR och datajuridiken

Referenser

Ovrig information

Rattigheter

SIR vill pa denna webbsida informera dig om
dina rattigheter som patient som galler vid
registrering av uppaifter som samlas | Svensks
Intensivvardsregistrat.

Wi vill beskriva vilken vard som erbjuds och vad det kan innebara att f& en livshotandeisvar
sjukdom och genomgd olika behandlingar. 4 vill &ven beskriva vad som hander efter att du
som patient Iamnat intensivvardzavdelningen. Hur det kan paverka din fysizka och peykiska
halsa, och hur du kan fa hjalp aft bearbeta det som du gtt igenom.

Fér narstaende kan informafion ge forstdelse och svar pa vad det innebér att vara
narstaende till ndgon som drabbats av en svar sjukdom. Vad innebar det nér vardtiden pa

Skriva ut hafte
Av=nitten i vanstermenyn Vad &r infensividard o
att skriva ut som ett hafte i AS format.

intensivvardzavdelningen &r slut och varden fortsatter pd en vérdavdelning med annan

vardniva? Vad hander nar ni kommer hem? Eller vad hdnder om din néra och kira inte

dverever? Inztruktion far att skriva ut

Skrhent | ens Andrreann
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Physical function

3) The following questions are about activities you might do during a typical

day. Does your health now limit vou in these activities? If so, how much?

Yes, Yes, No, not

limited limited limited

a lot a little at all
Vigorous Activities, such as running, QO O O

lifting heavy objects, participating in
strenuous sports

Moderate Activities, such as moving a
table, pushing a vacuum cleaner, O O O

bowling, or playing golf

Lifting or carrying groceries O O O
Climbing several flights of stairs O O @)
Climbing gne flight of stairs O O O
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Mental health

9) These questions are about how you feel and how things have been with

you during the past 4 weeks. For each question, please give the one answer
that comes closest to the way you have been feeling. How much of the time

during the past 4 weeks...

All of Most of Some of A little of None of
the time the time the time the time the time

Have you been very nervous? O O @) O @)

Have you felt so down in the O O O O O

dumps that nothing could
cheer vou up?

Have you felt calm and O O O O @)
peaceful?
Have you felt downhearted O O O O @

and depressed?
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