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Introduction

Spinal disorders represent a major cause for reduced quality of life (QoL), disability and health care costs in Finland, with
a population 5,5 million. Approximately 8,000 spinal surgeries are performed annually nationwide. The Finnish Society
of Spine Surgery in collaboration with BCB Medical Ltd has built a disease-specific register to support patient care, and to
monitor quality and effectiveness of spinal surgery. The Finnish Spine Register (FSR) collects important data on the spinal
surgeries and their follow-up. In order to determine the effectiveness of the treatment, data is collected on the disease
severity, the surgical treatment given, and the outcome. In addition to the clinical data, patients experience of their health
and functional status and QoL are critically essential to health care goals. The FSR provides information to help design a
more personalized spinal surgery.

Methods

The FSR is a web-based system integrated with electronic health record (EHR) systems, through which patient data is
electronically captured. Nationally convergent register allows for peer review of treatment outcomes.
To complement clinical register data, PROM/PREM data is collected with an online MyHealth service, which enables
automatic, recurring data collection directly form the patient. The system identifies the patient automatically based on the
diagnosis and the procedure. In this system, the measures captured are immediately available for clinician review. The FSR
covers pre-operative, intervention and post-operative data. At the pre-operative baseline, the patient gives self-reports for
pain, health-related functioning and QoL. The surgeon produces the intervention data (e.g. diagnosis, procedure,
pre-operative complications). Specified questionnaires are sent to the patient at designated post-operative measurement
time points (3 months, 1 year, 2 years, etc.).
With an ambition to follow recommendations of ICHOM, measurements were included: medical history, Oswestry
Disability Index (ODI), Visual Analog Scale (VAS) for Pain, Numeric Pain Rating Scale (NPRS), EuroQol-5D (EQ-5D),
Neck Disability Index (NDI), procedure satisfaction and post-operative follow-up.

Results

MyHealth is actively used in 6 hospitals with great inter-regional variation. According to MyHealth usage rate report, by
the end of 2019, the questionnaires were answered 130,377 times since the beginning of the implementation.
Deployment has expanded during 2019. In 2019, 106,632 forms were activated, with a response rate of 64,147, with an
average response rate of approximately 60%. The 18,208 number of unique patients activated the MyHealth
Questionnaire, and the 10,208 responded to one or more queries.

Conclusions

FSR with its systematic data collection enables the evaluation and comparison of patient care quality, which is not
accessible through EHR systems alone. Our electronic data collection model brings out the patient's voice and saves
resources since questionnaires can be automatically transmitted to patients in a nationally agreed cycle. Similarly,
the information is immediately available to clinicians. In addition, the data collected will inform the operator of its
own operational level. In the future, national comparison and monitoring of treatment outcomes will be increasingly emphasized.
The implementation phase of the FSR has taken a relatively short period of time and only preliminary conclusions
can be drawn. As MyHealth deployment proceeds across hospitals, the availability of the PROM/PREM data will increase. National comparisons are possible as the implementation of the FSR advances with sufficient data coverage.
This will take more years, and decisions and actions at national level will be taken after the pilot phase. International
research and peer development will continue to be an essential part of our activities.
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