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Swedish Intensive Care Registry

— Founded 2001

— Patient information base @ Varmland Health Care
Region

— Board of Directors (M.D., R.N.)
— CEO: Carl-Johan Wickerts (intensivist)*

— Director of Board: Christina Agvald-Ohman
(intensivist)

— Varmland representative: Goran Karlstrom
(intensivist)*

* = founder



15-year-old registry

= Mature, well validated
= \Web-based submission
= Satisfied?

" Gold mine for research!
" Tool for head of the department

— Manpower

= Does someone else care?
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Registry data - research
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Samuelsson et al. Critical Care (2015) 19:129
DO 10011 86/51 3054-015-0873-1
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RESEARCH Open Access

Gender differences in outcome and use of
resources do exist in Swedish intensive care, but to
no advantage for women of premenopausal age

Carolina Samuelsson ', Folke Sjdberg™”, Géran Karlstrém?®, Thomas Nolin® and Sten M Walther”

[ Abstract

Introduction: Preclinical data indicate that cestrogen appears to play a beneficial role in the pathophysiclogy of and
recowveny from critical illness. In few previcus epidemiclegic studies, however, have researchers analysed premenopausal
women as a separate group when addressing potential gender differences in critical care cutcome, Our aim was o see
if women of premenopausal age have a better outcome following critical care and 10 investigate the assodation
between gender and use of intensive care unit {(ICU) resources.
Methods: On the basis of our analysis of 127,254 consecutive Simplified Acute Physiclogy Score lll-scored Swedish
Intensive Care Registry KL admissions from 2008 through 2012, we determined the risk-adjusted 30-day mortality,
accumulated nurse workload score and ICU length of stay. To investigate associations with sex, we used logistic
regression and multivariate analyses on the entire cohort as well as on two subgroups stratified by median age for
menopause (Up 1o and including 45 years and older than 45 years) and six selected diagnostic subgroups (sepsis, multiple
trauma, chronic obstructive pulmonary disease, acute respiratory distress syndrome, preumonia and cardiac arrest),
Results: There was no sex difference in risk-adjusted mortality for the cohort as a whole, and there was no sex difference
in risk-adjusted mortality in the group 45 years of age and younger. For the group of patients older than 45 years of age,
we found a reduced risk-adjusted monality in men admitted for cardiac arrest. For the cobort as a whole, and for these
admitted with multiple trauma, male sex was associated with a higher nurse workload score and a2 longer KOU stay.
Concdlusions: Lsing information derived from a large multiple ICU register database, we found that premenopausal
fernale sex was not assoeciated with a survival advantage following intensive care in Sweden. When the data were

i adjusted for age and severity of illness, we found that men used more ICU resources per admission than wormen did.




Swedish Intensive Care Registry

Annual Report on our website

WWWw.icuregswe.org

Open Comparison
National summary of all quality registries


http://www.icuregswe.org

Finding the “hot topic”

INTENSIVVARDSREGISTRET
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Discharge to another ICU because of resource scarcity
Annual report 2013 — media storm!
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National focus

= Swedish Assoc. of Local Authorities and
regions: all public service on local level

= Oppna Jamforelser (Open Comparisons)

" Quality indicators to visualise and rank
caregivers

= All aspects of health care
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™. och Landsting

Arbetsgivar-  Demokrati, ledning, Ekonomi, juridik, Halsa, Naringsliv, arbete, Samhaéllsplanering, Skola, Social omsorg,
fragor styrning statistik sjukvard digitalisering infrastruktur kultur, fritid stod

Startsida / Tjanster / English pages

f1 Listen S Contact % Subscribe Eng"Sh pages

About SALAR ®

Swedish Association of Local A ®
Authorities and Regions e

Members and employers' organisation Municipalities, county councils and

The Swedish Association of Local Authorities and Regions, SALAR, is both an employers' reglans O

organisation and an organisation that represents and advocates for local government in
Sweden. All of Sweden's municipalities, county councils and regions are members of SALAR.
SALAR represents and acts on their initiative.

Contact ®

About SALAR

Our mission - a matter of democracy

2016-02-22 Svenska Intensivvardsregistret 10



Open comparisons
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@®  Sveriges
Kommuner Q
och Landsting
Arbetsgivar-  Demokrati, ledning,  Ekonomi, juridik, = Halsa, Naringsliv, arbete, Samhallsplanering, Skola, Social omsorg,
fragor styrning statistik sjukvérd digitalisering infrastruktur kultur, fritid  stod

Startsida / Halsa, sjukvard

Publicerad: 18juni 2015 £ Lyssna Hélsa, sjukvard

E-halsa
Halsa, sjukvard —
Jamlik vard och halsa
Kunskapsstod, vard och behandling
Lakemedel

\( Patientinflytande

2016-02-22 Svenska Intensivva rds}egistret 11
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Dalarna
Gsterpitiand
Jankping
Stackhalm
sarmland
Grebro
Skdna
Blekings
RIKET
Jmtland
Visterbotten
varmiland
Givieborg
visternarrland
Morrbotien
Kalrmar
Uppsala
astra Gltaland
vastmanland
Gotland
Halland
Kronoberg

o8 10

B zoiz B 2012 MR - Standardised Mortality Ratio

Killa; SIk - Swenska intensindrdsregistret.

2016-02-22 Svenska Intensivvardsregistret 12



Dilemma — high quality data -

underutilised

= Clinical directors need data
" |nternal audit
= Quality improvement
= Comparison w/ others

= How can your quality registry help?

* Funding 2015: 212 Mkr = 16,5 M pounds
= 2016: cuts to 108 Mkr - ranking



SKL initiative

= Situation recognised by authorities
= Agreement w/ government -> project
= Regional quality centers (6)

" Support registries in increasing validity, educating
members in using out-data

= Aim: develop Qreg to become a tool for improving
health care processes, follow up and research



Quality Registry Center

" 6 centers in Sweden: support registries
— Technical
— Statistics
— Collaboration w/ other registries
— Education:
coaching
teamwork
quality improvement
leadership



iy Quality registries
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- Karolinska Childhood Cancer Epidemiology Group

' Institutet Childhood Cancer Research Unit, Stockholm

s s s s s i | St

Arkiv  Urval  Kvalitetsindikatorer ﬁrlqarappnrter Avlidna pd IVA

lhood Cancer Epide

. Svenska
neuroregister

rrform epidemioclogical si
r at a national, nordic an
roup iS responsitﬂe for tr Denna utdataportal presenterar inrapporterad intensivvardsdata far intensivvardstilifallen inskrivna

ist d the Nordi ) ] N frén och med 2008 och framdt.
r reg IS ry an ordi Start | Om oss | Fomknlng | Utbildning Resultat som presenteras | rapparterna hdmtas direkt ur den befintliga databasen | samband med att
wime tha Arsnm s tha M respektive rapport Gppnas. Det innebar att siffror kan &ndras far varje géng du Bppnar rapparten. Till

varje rapport finns en férklaring. Se Visa firklaring fér varje rapport.

' Under menyn Urval kan olika urval véljas fir olika rapporter. Observera 44 att "Detta &r en modifierad
Epilepsi . "'\-*‘ rapport” stér | diagrammet nar du forandrar urvalet.
. { SIR kan inte ta ansvar fér tolkningen av rapporter med férdndrade urval ifrén criginalrapporten.
Inflammatorisk - -,
polyneuropati
Motorneuronsjukdom

Multipel skleros
Myastenia gravis
Narkolepsi

Svenska neuroregister ar e
med syfte att géra den neu
SVAr neurovaskular och hogkvalitativ samt“atl !
LT behandlingsriktlinjer foljs.

2016-02-22 16
Svenska neuroregister finr
landsting och alla sjukhus

Parkinsons sjukdomn



QR Project 2012-16

" Focus: eliminate double registering and make
out-data more user-friendly

= Certifying = level 3-1, with increasing demands
on quality
" K =registry candidate; “newcomers”

= 89 registries, 18 candidates funded 2015

2016-02-22 Svenska Intensivvardsregistret 17



= Guidelines

" Open Comparison — data

= Coverage

" Patient information @ website
= Research and publications

" Member satisfaction — enquiry
= Expert review

" Validated data

2016-02-22 Svenska Intensivvardsregistret
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QRC Stockholm

= SIR one of 13 registries

= Several members educated, started quality
Improvement projects

= Collaboration w/ Dartmouth Institute
Microsystems Academy

" |eaders, co-workers and patients together

2016-02-22 Svenska Intensivvardsregistret 19



g TAS SV
SR e,
S

&

SRy
mICrosys tem academy About Programs & Events Knowledge Center Contact OneCF Login

IN HEALTH CARE

WHAT IS A MICROSYSTEM?

Clinical microsystems are the essential building blocks of larger organizations
and of the health system. They are the place where patients, families, and care
teams meet. Clinical microsystems do the real, hands-on, value-added work
within an organization. They are living units that change over time and always
have a patient (person with a health need) at their center. Clinical microsystems

must find ways to improve and innovate on a day-to-day basis if they are to

thrive in a changing environment (Value by Design, p. 315).

201632i2%ka Intensivvardsregistret 20



SIR experience

= 4 |CU’s educated by QRC Sthim

= Project topics:
— Reduce invasive ventilation
— Decrease SMR

— Analyze deceased who received treatment
restrictions during ICU stay

— Etc.

2016-02-22 Svenska Intensivvardsregistret 21



“This is the way to work with quality registry
data” (Christina Agvald Ohman, SIR)

SIR

QRC Stockholm Coachingakademi

FORBATTRINGSARBETE MED STOD AV KVALITETSREGISTER

1 § COACHING UTBILDNING COACHER LEDARSKAPSPROGRAM VERKTYG FILMER PATIENTSAMVERKAN

IN ENGLISH

HEM » NYHETER » INTERVJUER » — DET AR SA HAR MAN SKA JOBBA MED KVALITETSREGISTER. QRC Stockholm
- o e - - - “l
— Det ar sa har man ska jobba med kvalitetsregister. QRC I ST':“‘M
BY JENNYNBJORK on 5 MARS, 2015
Microsystem Academy

microsystem academy

Sheffield Micro System Academy

Vi stéllde nagra frgor till Christina Agvald- Ohman som &r ordférande | Svenska intensivvardsregistret —

SIR. Christina & med under denna omgéng som registercoach till tre team och hon gick &ven sjalv
coachutbildningen férra &ret. M A

Hur skulle du beskriva kvalitetsregistrens roll i forbattringsarbete? Sheffield Microsystem
Coaching Academy

- Jag tror det blir allt viktigare. Vi gér nu ifrAn att vara register som samlar data, vilket &r nédvandigt i

2016-02-22 Svenska Intensivvardsregistret 22



Patient representative

" |nvolving patients and next-of-kin
— Required by health department

= Patient’s experience and input

= SIR is currently establishing
= QRC offers education for pt repr.

2016-02-22 Svenska Intensivvardsregistret 23



ICU Follow-up

= A separate data collection; web based

= Reported in annual report and separate
patient/family version

= >16vyrs,>96 hrs
= SF-36 scale
= )-6-12 mo after

— Qutpatient or questionnaire

= 2 R.N. work part-time w/ follow-up at SIR
— Lotti Orvelius, Eva Akerman

2016-02-22 Svenska Intensivvardsregistret 24



ICU Follow-up

= Early contact (5-10 d) with pt. on ward

» Qutpatient visit 2 mo after discharge (family member
or friend accompanies)

® SF-36 and other data is registred

= Re-visit 6 och 12 months post-discharge

3k 3k 3k 3k 3k 5k 3k 3k sk 3k sk 3k sk 3k 5k 3k 5k 3k 5k 3k 5k 3k 5k 3k 5k sk 5k sk 3k %k 3k 5k 3k 5k 3k 5k 3k 5k 3k 5k %k 5k %k k
= Photo diary

= Otherissues: PTSD, memories, sleep

= Visit the ICU

= Meet PT, social worker, other staff, if desired

2016-02-22 Svenska Intensivvardsregistret 25



Research network seminar

= New forum for critical care researchers to
“mingle”

= Nov. 2015 at Swedish Intensive Care Society
annual meeting

= Aim:
— catalyze new constellations

— promote registry data usage for medical student
and resident (trainee) quality projects

2016-02-22 Svenska Intensivvardsregistret 26



Registry Annual Meeting

" Member input for development:
— i.e. web-based learning tool for correct diagnosing

= Teaching sessions
= Working groups: pedi, neuro
= 2-way channel: members’ voice

— “Mentometer”

2016-02-22 Svenska Intensivvardsregistret 27



Other ways of support and

communication

= Site visits: hands-on problem solving and
brainstorming

= “Hot-line” personal guidance

" On-line support — FAQ
— Visible for all

2016-02-22 Svenska Intensivvardsregistret 28



Summary

" The Swedish Intensive Care Registry is aiming
to move from good quality data to become

" More open

= More exciting
" More including

2016-02-22 Svenska Intensivvardsregistret 29
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