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THE SWEDISH NATIONAL 
ITEM BANK PROJECT

Pilot project:   1st May to 31st December 2016

Project management: 
Evalill Nilsson, QRC Stockholm evalill.nilsson@ki.se (project leader)
John Chaplin, Gothenburg University  john.chaplin@gu.se

Steering group representing each of the six Swedish RC:s (Registry 
Centers): Staffan Lindblad (QRC Stockholm), Jack Lysholm (RCN), Anders 
Tennlind (RCSO), Thomas Troëng (RC Syd), Ulrika Frithiofsson (RC VGR) 
and Monica Sterner (UCR).

The project is funded by the Swedish National Quality Register organization. 
However, the use of the item banks will not be restricted to the Quality 
Registers, but will be available for the entire Swedish Health care system.





Challenges to PRO measurement

• Many measures of the same health concept
• Difficult to compare & combine across studies 

& conditions
• Varying quality 
• Complex
• Long



Aim of the Swedish project

To establish the viability of a nation-wide item 
banking system for patient reported outcomes 

– that can be securely used by patients, linked to the national 
quality registries and available for clinical use. 





Why use PROMIS in Quality registries? 

• Covers the whole spectrum of:
– general and disease specific conditions,
– from severe to mild problems.

• Flexible – items can be added / removed
• Demonstrated use in both clinic and research.
• Adaptable to a computer data collection system.
• Recommended by the International Consortium for 

Health Outcomes Measurement (ICHOM).





Where does the idea come from? 
“roadmap” for medical research in the 21st century

• 2002 NIH aimed to identify major opportunities and gaps in biomedical 
research. (1) New Pathways to Discovery, (2) Research Teams of the Future, 
and (3) Re-engineering the Clinical Research Enterprise.
– Area 3. Accelerate and strengthen the clinical research process by adopting a 

systematic infrastructure to better and more efficiently serve the field of scientific 
discovery.
 One of the programs with area 3 was dynamic assessment of patient-reported 

chronic disease outcomes. 

– 2004 a multi-centre cooperative group - Patient-Reported Outcomes 
Measurement Information System (PROMIS). 

– “The clinical outcomes research enterprise would be enhanced greatly by the 
availability of psychometrically validated and dynamic system to measure PROs 
in a wide range of chronic diseases”



The big idea! 

• Develop PROs for physical, mental and social health

• Use across chronic conditions

• Improve measurement quality and precision 

• Harness modern psychometric methods – IRT / CATs

• No cost



The original PROMIS network of clinicians, 
clinical researchers, and measurement experts 

• The PROMIS network of clinicians, clinical researchers, 
and measurement experts was organized around 6 primary 
research sites and a statistical coordinating centre, all of 
whom work closely with NIH. 

• The main contact point for PROMIS is the assessment 
centre
– coordinates, facilitates, and maintains information exchange and 

dissemination of the item banks, protocols, study procedures and forms; 
develops end-user training materials for clinicians who will use the item 
banks and the CAT system.



• Methodology  - guidelines for PRO development

• Measures  - item banks, short forms, profiles; 
adult and child & parent proxy

• Software - for delivery of the item banks, CATs

ORGANISATIONSNAMN (ÄNDRA SIDHUVUD 
VIA FLIKEN INFOGA-SIDHUVUD/SIDFOT)What is PROMIS?



Relationship to the legacy instruments
• PROMIS consists of items drawn from other

questionnaires (legacy instruments). 

• 10,000 entries, approximately 7000 of which 
relate to the 5 health domains chosen for 
initial bank development. 

• Qualitative Item Review - “binning and 
winnowing”

• Cognitive assessments with patient 
populations. 

• Items revised as needed to improve clarity, 
precision, readability, translatability, and fit to 
a CAT framework. 



What is PROMIS?



ORGANISATIONSNAMN (ÄNDRA SIDHUVUD 
VIA FLIKEN INFOGA-SIDHUVUD/SIDFOT)What is PROMIS?



• Adults  (18+)

• Paediatric self report  (8-17)

• Parent proxy report for child (child 5-7)

ORGANISATIONSNAMN (ÄNDRA SIDHUVUD 
VIA FLIKEN INFOGA-SIDHUVUD/SIDFOT)Respondents 



PROMIS tools

Item banks can be use to create: 

– Computerized Adaptive Testing (CAT) –dynamic

– Short forms - static 

– Profiles (eg. Profil-29) 
 Depression, anxiety, fatigue, physical function, pain interference 

etc.





• All instruments are scored using a T-score
– Mean = 50 
– Standard deviation = 10 

– US reference population – until we collect enough data

– High scores = more of that domain

ORGANISATIONSNAMN (ÄNDRA SIDHUVUD 
VIA FLIKEN INFOGA-SIDHUVUD/SIDFOT)PROMIS metric





• US Assessment Centre calculates scores using 
item-level parameters

• PROMIS scoring manuals

• APIs available for stand alone and mobile 
devices

ORGANISATIONSNAMN (ÄNDRA SIDHUVUD 
VIA FLIKEN INFOGA-SIDHUVUD/SIDFOT)

ORGANISATIONSNAMN (ÄNDRA SIDHUVUD 
VIA FLIKEN INFOGA-SIDHUVUD/SIDFOT)How to score the instruments



• Homepage: download zip file of selected short forms 
• Download zip files of all PROMIS instruments after 

simple registration and login

ORGANISATIONSNAMN (ÄNDRA SIDHUVUD 
VIA FLIKEN INFOGA-SIDHUVUD/SIDFOT)

ORGANISATIONSNAMN (ÄNDRA SIDHUVUD 
VIA FLIKEN INFOGA-SIDHUVUD/SIDFOT)

ORGANISATIONSNAMN (ÄNDRA SIDHUVUD 
VIA FLIKEN INFOGA-SIDHUVUD/SIDFOT)How to get copies of the 

instruments

Assessment centre



Spearman correlation coefficients between PROMIS scores and EQ-5D on the first day and from 3- and 
6-month evaluations in the Transforaminal Epidural Steroid Injection group.

Comparison studies to the legacy quesitonnaires





Planned activities within 
the project

• The Swedish project, with close guidance from patient representation, 
will test the possibilities of using PROMIS item banks as an application 
within a national e-health service (1177) and evaluate possibilities for 
integration of item banking into the existing Swedish national registries. 

Infrastruktur för nationell Item Bank

uthoppInlogg 
med 

Bank‐Id

Patient Inkorg
Nationell
Item 
Bank

SMS/mail

1177 Register

Separat formulärmotor som kan nås 
av registerplattformarna



• Establishment of a Swedish network of active users and 
researchers working with item banks in general and with PROMIS 
in particular.

• Translation and validation of PROMIS domains according to a 
priority list. 

• Workshops and seminars to inform and identify potential future 
users and stakeholders.

• An outline of a national strategy for the establishment of patient 
reported outcomes via item banking in Sweden from 2017 and 
forward.

Planned activities within 
the project 



Item banks to be 
translated

Suggested Item banks for 
translation in first round

Items

Fatigue + cancer version 95  ‐ 7(‐4) = 88

Emotional depression + cancer  28  ‐ 4 = 24

Pain – Interference/ intensity + cancer 40 ‐5 =  35 

Physical Function + cancer + mobility + upper 
body + movement disabled

Adult 
Child

121  ‐4  = 117
23  ‐4  = 19

Ability to Participate in Social Roles and 
Activities (v2.0) 

35  ‐4  = 31

Total 314



PROMIS Adult – Sept 2016
PROMIS Item banks Num. of 

Items 
Patient group Research group Item bank 

project 2016 
ADULT  Fatigue short form‐7 7  post‐polio Department of 

Rehabilitation 
Medicine, Skåne
University Hospital in 
Lund

95 items + cancer 
version

Sexual function  (selected 
items)

43/72 cancer patients & 
gen pop 16‐39yrs

Dept. Neurobiology, 
Care Sciences and 
Society, Karolinska
Institutet, Stockholm

PROMIS‐29 profile 29 Systemic sclerosis Department of Clinical 
Sciences, Dept of 
Rheumatology
Lund University 

(SMBD Jewish General 
Hospital, Montreal, 
Quebec, Canada.)

Emotional Distress – Anxiety 4
Emotional Distress –

Depression
4  28 items + cancer 

Fatigue 4  95 items
Pain – Interference 4 40 items + cancer

Pain – Intensity  1
Physical Function 4  121 items + cancer 

+ mobility + upper 
body + movement 

disabled 
Sleep Disturbance 4

Ability to Participate in Social 
Roles and Activities (v2.0) 

4 35 items 



Nordic connections
PROMIS Item banks Item bank 

project 2016 

Nordic connections

ADULT  Fatigue short form‐7 95 items + cancer 
version

PROMIS‐57v2 Norway Fatigue 8a 

Sexual function  (selected items)
PROMIS‐29 profile

Emotional Distress – Anxiety PROMIS‐57v2 Norway Anxiety 8a
NIH Toolbox Emotion ‐ Clinical Neuropsychology, 
Helsinki Uni

Emotional Distress – Depression 28 items + cancer  PROMIS‐57v2 Norway Depression 8a
Fatigue 95 items PROMIS‐57v2 Norway Fatigue 8a 

Pain – Interference 40 items + cancer PROMIS‐57v2 Norway Pain Interference 8a

Pain – Intensity  PROMIS‐57v2 Pain Intensity item (Global07)

Physical Function 121 items + cancer + 
mobility + upper body 
+ movement disabled 

PROMIS‐57v2 Norway Physical Function 8b
PROMIS Adult Physical function  ‐ National 
Institute for Health and Welfare, Finland, Helsinki

Sleep Disturbance PROMIS‐57v2 Norway Sleep Disturbance 8a
PROMIS Sleep Disturbance 8b Helsinki University 
Finnish Psychiatric Association 

Ability to Participate in Social 
Roles and Activities (v2.0) 

35 items  PROMIS‐57v2 Norway Ability to Participate in 
Social Roles and Activities 8a



Neuro-QoL Adult

NeuroQoL Item banks Num. of 
Items 

Patient group Research group Item bank 
project 2016  

Adult Fatigue  19 Commercial company

Cognition general concerns 18 Multiple 
sclerosis

Dept of Clinical 
Neuroscience, 
Karolinska InstituteAbility in social roles and 

activities
8

Participation in social roles 
and activities

8

Lower extremity function 8

Upper extremity function 8

Positive affect and well‐
being

9



PROMIS Child   - Sept 2016

PROMIS Swedish translations Items 
translated

Patient group Research group Item bank 
project 2016 

PEDIATRIC  Emotional distress‐
Anxiety + proxy

13

Narcolepsy
Center for Health Care 

Sciences
Örebro University 
Hospital, Örebro

Emotional distress –
Depression + proxy

13

Peer Relationships    + 
proxy

15

Fatigue  + proxy 22

Pediatric Profile‐25    Orthapedic
Musculoskeletal Swedish pediatric

orthapedic register 
(SPOQ)

Physical Function Mobility  4 23 items + upper 
body 

Anxiety 4
Depression 4

Fatigue 4
Peer relationships 4

Pain Interference items 4
Pain Intensity item 1



PROMIS Swedish translations Item bank 
project 2016 

Nordic connections

PEDIATRIC  Emotional distress‐ Anxiety + proxy NIH Toolbox Emotion Clinical 
Neuropsychology, Helsinki Uni

Emotional distress – Depression + 
proxy

Peer Relationships    + proxy
Fatigue  + proxy

Pediatric Profile‐25   
Physical Function Mobility  23 items + 

upper body 
PROMIS Pediatric Mobility  ‐ National 
Institute for Health and Welfare, 
Finland, Helsinki

Anxiety
Depression

Fatigue
Peer relationships

Pain Interference items
Pain Intensity item

Nordic connections



Translation and validation 
procedure



• Pediatric Orthapedic Quality Registry (SPOQ)
• PROMIS-25  +  7 
• 100-250 patients from 5 clinics  (possible 21 clinics)

• Adult 
• Global-10

Ongoing validation 
studies



Global 
health - 10

• Validation in 
process



Conference: 
PROMIS®: MEASURING 
HEALTH OUTCOMES 
AROUND THE WORLD

Sunday, October 23 - Monday, October 24, 2016
Radisson Blu Scandinavia, Copenhagen, Denmark

Registration: https://www.regonline.com/PHO2016conference

Conference Fees:
• Professionals: $200 USD

• Students: $100 USD


