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Deceniralized health care
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Equal access to health care services for everyone

Public funded system with shared responsibility
between national government and local authorities

National level
legislation, monitoring and education/training

County councils and regions (20)
healthcare, but also regional development and
support to cultural activities and public transport

Municipalities (290)

social services; care of elderly and disabled people,
schools and school health care, spatial planning
and bvuilding, health and environmental protection,
rescue services, order and security and lots more
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National initiative builds on close
@ cooperation

Swedish Association of Local Authorities
% and Regions (SALAR) close agreements
S with the national government to improve

\ the quality of care nationwide. These
national initiatives builds on consensus and
close cooperation at all levels, takes
advantage of everyone's skills and

optimises quality and benefits for the
patients.

Examples of initiatives:
Patient Safety

Cancer care

Care of elderly
Psychiatric care

National Quality Registries
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Swedish population register and PIN

Total Population register
The personal identity number (PIN): (
* Infroduced in 1947 (consisted of date of birth and \/

/\
a 3-digit number) o~ \

Swedish Tax Agency

« In 1967, a check digit was added to the 3-digif
Number

« Daily basis update from Swedish Tax Agency to
other administrations, including Statistics Sweden

« Statistics Sweden stores all notifications with
updates in a notification database

Omid Beiki, MD, PhD 6
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Swedish population-based registries

Chart 2.10 A system of statistical registers —registers by object type and subject field

Population & Housing Census
Employment Register Statement of Earnings Register
Education Register Wages and staff, private sector
Income & Taxation Register Wages and staff, public sector
Privately owned Vehicles Occupation Register
Patient Register Unemployment measures
Cancer Register Compulsory school, pupils
Cause of Death Register Upper secondary school, pupils
Multi-generation Register School staff
Fertility Register Register of University students
Longitudinal Income Register University staff
Longitudinal Welfare Register Persons in education
Education & labour market transition

Population
Register

Activity
Register

Value Added Tax Register
Monthly wage sums

Income declarations
Standardised accounts data
Foreign Trade Register
Patent Register
Enterprise-owned Vehicles

Geographical database, GIS
Real Estate Price Register
Conversion of buildings
Newconstruction of buildings
Register on buildings
Register on dwellings

Business
Register

Real Estate
Register

Assessment real estate, assessment units Farm Register
Assessment of real estate, valuation units School Register
Owners of assessed units Longitudinal register of local units

Note: This model is not a model of Statistics Sweden’s system, the model shows general possibilities.
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Swedish population-based registries

= Virtually complete coverage

= High validity of information

= Few "soft” variables

= Lack of clinical detail

= Data collected via routine systems, e.g. tax office
= Reporting mandatory by law

= Register holders are typically authorities, e.g.
Statistics Sweden, National Board of Health and
Welfare

Omid Beiki, MD, PhD 8
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Vision
Quality Registries are used in an integrated and active way for continuous

learning, improvement, research and management to create the best
possible health and care together with the individual

« The registries contain individualized data
* Medical interventions, procedures and outcomes
- Integrated into clinical workflows and generate data in real time

« Supported by a jointly responsible organization of health care
professionals, researchers and patient representatives

- Contribute to innovative eHealth services, patient-centered approaches
and decision support functionalities, as well as IT development and
integration

- Annually monitored and approved for financial support by an Executive
Committee

* Four certification levels; 1 (highest), 2, 3 and the candidate level (lowest).
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National cancer Swedish Childhood
Registry Cancer Registry
ROC-Regional
Oncology Centers
Legally required Voluntary
Reports from Reports from

- pathology dpt - Treating centres

- clinics
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History of Swedish Quality Registries

= Knee replacement registry; 1975

= Hip replacement registry; 1979

= Vascular Registry; 1987

= Oxygen registry; 1987

= Hip fracture registry; 1988

= Pacemaker registry; 1989

= Registry for coronary angioplasty; 1990

= Registry for active uremia care; 1990

Omid Beiki, MD, PhD 11
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Swedish Quality Registries
= ”Dagmar agreement” (1990) between the government and
health authorities created a framework for the all resources

supporting the development and operation of the registries.

—> The National Board of Health and Welfare
(Socialstyrelsen) responsible for central administration

= Financial support from SKL (Sveriges Kommuner och
Landsting, SALAR Swedish Association of Local
Authorities and Regions)

—> Annual budget: 20 min kr 2003; 45,8 min kr 2008;
189.4 min kr 2014; 320 min kr 2015
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= Legal basis

—>Regulation and General Recommendations on Quality
Systems in Health Care and medical services adopted
by National Board of Health and Welfare (SOSFS
1996:24)

= Quality registers as a part of the Medical Access and
Result System (MARS), 1993;

-> National guidelines, clinical guidelines, patient
iInformation, statistics, classifications, publications,
quality registers (http://www.kvalitetsregister.se)
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Swedish Quality Registries 2016

108 registries covering a wide range of intferventions and diseases
« 13 onlevel ]

« 29onlevel 2

54 on level 3

12 candidates to become certified reqistries

Three different categories

1. Interventions, hip arthroplasty operation or heart surgery

2. Diagnosis—-based on an episode of a certain acute disease,
myocardial infarction or stroke

3. Diagnosis—chronic diseases, diabetes or rheumatoid arthritis

Omid Beiki, MD, PhD 15



Swedish Quality Registries

Proposed governance structure strikes balance between
central scale and local leadership
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Steering Committee Governance setup with 3 levels

T * SKL/Landsting * TV * UMC!rep
. g . S0S - Registry rep - Academia rep = National oversight and coordination
Population = - Patient rep Industry rep = Guidelines for industry cooperation
registries L 4 . E;’:.sm qualll)tgd registry furjdlngé&}_ﬁ:)
7 . ecutive supportin with assessments,
(EPCTB '#_}, — Executive body implementatio:, foﬁI}cF:'.?.r-upg
. (initially PMO role) + Central audit function
RY
Fronies % = Data use interface and services
Competence Centers ("'5) — Legal and financial expertise, marketing &
Universities commercialization, research collaborations
eaa . - L Dt (e.g. |PP'P53 | cpordination with LV & TLY
= : . ata analysis est practice = Data analysis services
Licensing interface and servic.ei shgring - Mandzmry quality of care and best practice follow-up,
[LV:' semces statistics & epidemioclogy expertise
Reimbursement = Cooperation with other registries
[TLV] Information technology (IT) - Ensun_e coherent mefrics definition
+ Best practice sharing
— Process know-how, workshops, training
Industry = [T infrastructure and support

= Metrics definition and data capture
= Registry management
g ™, = Mandatory participation in clinical outcomes
studies
— Prior approval from registry owners before
marketing of registry for academic research and
industrial studies

Quality Registries

Note: Structure for the interaction between the county councils and the state lpnhenla ly to be included in a new "ALF-agreement”
1. Univercity Medical Center 2. Potentially as part of renegotiated "ALF (Avialet mellan Landstinget och Staten om samarbete om Lakarutbildning och ForskningHaw™ 3. Public-private parinerships.

Source: BCG analysis
wFooter The Boston Consurtme Grour 130
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Swedish Quality Registries

First-class quality registry fulfill six requirements

* One team responsible Fast feedback of results
o — Clear process leadership — To allow comparisons over
— Personal dedication time for own results

Strong core team — Sense of ownership Systematic + Learnings linked to feedback
+ Strong support from specialists feedback — Learn from others
— Data collection is team effort — Workshops and seminars
» Entrepreneurial "can-do" spirit — Organized best-practice
— creating winners sharing
* Atmosphere of cooperation + Easy to enter data
— Evidence-based discussion — Only collect what is needed
Committed — Mutual respect_and_ team spint Easy-to-use — Easy-to-use IT_inten‘ac_e _
- — Peer pressure in joint efforts . — Move towards integration with
specialists » Evidence-based approach IT interface EMR systems
— Strong foundation in research + Easy to receive feedback
— Willingness to measure — Fast feedback of own results
— Decision-suppart tools
= Strong foundation in research » Access to stable financing
o Valid & - Intemationally_tested metrics o — Backing fr::_lm institutions
N — Proven causality Stable — Clearly delineated budget for
re"aPle — Paossible to benchmark financing registry admin, maintenance
metrics » In touch with clinical practice » Arms-length relationships with
— Practicality filter private financiers
» Risk adjustment possibilities — Access to funding without
— Collect relevant patient data compromising data integrity
Source: BCG analysis
alue guided heafthears Final Documentation_AugDg.ppt TaEe Boston Consurrivg GrRoUp 14
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Swedish MS Regisiry

—> Start in 1996: Database locally developed at Huddinge (dBase and Access)
- 1997-98: Hudmus (Huddinge Multiple Sclerosis Database)
- 1999: IDMS (Interactive Database for Multiple Sclerosis)

- 1999: Commenced cooperation with Carmona which provided with our
SMSreg (Swedish MS Registry), a twin to RA Registry (SRR - SRQ)

- 1997-2001: Crucial role of ?’MS-Forum”

- 1996-2000: Meetings, travel costs etc sponsored by Hoechst Marion Rousell
AB Serono Nordic AB, etc

—> Since 2001: Financial support got from Socialstyrelsen/SKL as a part of the
Quality Register funding’s initiative (only federal funding)

Omid Beiki, MD, PhD 19
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Swedish MS Regisiry
- Since 2001: Web-based SMS-Registry

- 2001-2006: New functions-scales, implementation of NAB Lab, registration of

Adverse events
- 2007: Monitoring of Tysabri treatment, 2" line DMT (IMSE projects)

genefics (GEMS project), environment (EIMS project)
- 2008: Merge with Total Population Register, first linkage between SMS reg

: ge wi
and EHR/EMR system Take Care
- 2014 Visualization and Analysis Platform (VAP), Patients own

registration (PER)
—> 2016 One of over 100 active Quality Registers in Sweden

20
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Swedish MS Regisiry i

= Research registry 1997-
= Quality registry 2001-

= Clinical tool used in daily neurological practice
2009-

Omid Beiki, MD, PhD 21
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Swedish MS Registry

System design
The key concept of the syst odular design- Three functional units
can be outlined in Hudmus 98 database, each consisting of several different
modules:

« Locked Standardized Core with basic personal information and clinical
multicenter data links)

(adiuslable for local needs, pmposed by
ing Group)

tem is its M

data (allowing
jalized Modules
s€ Co-ordinating

« Surrounding Si
the Swedish MS Databa:
or User Defined Modules

« Open structure i
HUDMUS-98 Ful

nctional Units

| 1 core data
ed modules

@ defined modules
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Swedish MS Regisiry
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Swedish MS Regisiry

Graphical presentation of the disease course
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First idea of a graphical presentation of patient’s overview 1998
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Swedish MS Regisiry
Modular structure of SMS-Registry

Own
modules

Own
Personal modules

demography data

Standardized
clinical
data

[ ] Core / base data

[] Specialized modules
User defined modules
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= 63 reporting Centers

= Over 18,300 registered MS-patients (approx.
1000 per year) ~ 82% of all prevalent cases

= 120,000 registered neurological visits 1,630
deceased

= Over 700 registered users
= ~ 15,000 accesses annual

Omid Beiki, MD, PhD
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& Svenska Meurologiregistret - Windows Internet Explorer provided by it@cmm.kise

]

@u - lC https://msreg.carmona.se/patient/overview/ patient_i
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