
http://www.diva-portal.org

Postprint

This is the accepted version of a paper presented at HEC2016: This was a joint conference that united
the Medical Informatics Europe (MIE) conference, the conferences of the German Association for
Medical Informatics, Biometry and Epidemiology (GMDS), the German Society for Epidemiology
(DGEpi), the International Epidemiological Association – European Region and the European
Federation for Medical Informatics (EFMI)..

Citation for the original published paper:

Grünloh, C., Rexhepi, H., Cajander, Å., Åhlfeldt, R-M., Myreteg, G. et al. (2016)
Patient Empowerment Meets Concerns for Patients: a Study of Patient Accessible Electronic
Health Records in Sweden.
In: Alexander Hoerbst, Werner O. Hackl, Nicolette de Keizer, Hans-Ulrich Prokosch,
Mira Hercigonja-Szekeres, Simon de Lusignan (ed.), Exploring Complexity in Health: An
Interdisciplinary Systems Approach IOS Press
Studies in Health Technology and Informatics

N.B. When citing this work, cite the original published paper.

Permanent link to this version:
http://urn.kb.se/resolve?urn=urn:nbn:se:kth:diva-215971



Patient Empowerment Meets Concerns for
Patients - a Study of Patient Accessible Electronic
Health Records in Sweden

C Grünloh1, 2, H Rexhepi3, Å Cajander4, RM Åhlfeldt3, G Myreteg5, I Huvila6, 7

1KTH Royal Institute of Technology, School of Computer Science and Communication, Stockholm, Sweden, Stockholm

2TH Köln - University of Applied Sciences, Institute of Informatics, Gummersbach

3University of Skövde, Informatics Research Centre, Skövde

4Uppsala University, Department of Information Technology, Uppsala

5Örebro University Business School, Örebro

6Uppsala University, Department of ALM, Uppsala

7Åbo Akademi University, Faculty of Social Sciences and Economics, Åbo

Background
As part of a EU project, the Swedish county Uppsala launched a patient portal, Journalen in 2012 [1]. Patients can
now access their Electronic Health Records (EHR) online, which is aimed to increase patient empowerment. The
medical professionals reacted strongly on patients accessing the medical records. Main concerns were related to
quality of care, the effect on their work environment, providing bad news through the eHealth service, and also the
wellbeing of patients. While the opportunities of implementing these e-health services seem promising, the
concerns of the medical professionals have to be understood and addressed, as well as the actual use of the
system by patients. This presentation integrates results from two interview studies with physicians and patients
related to patients accessing their medical records online [2,3].
Methods
The presented results are synthesis of the interviews studies with 12 physicians [2] and 30 patients [3], which took
place about 6-12 months after the launch of the portal. The synthesis presented in this paper focus on
Technological Frames [4] of physicians and patients including the attitudes and experiences in relation to possible
1) anxiety creation, 2) increased of workload, and 3) the general value of patients reading medical records.
Results
Anxiety creation due to receiving bad news. Many physicians believe that breaking bad news to patients
during a patient encounter is vital as this would give them the possibility to also explain treatments and answer
questions. Somewhat unexpectedly, some patients preferred receiving bad news through Journalen instead of
waiting for the physicians. The patients argue that waiting times causes more anxiety. The choice of not accessing
is also important, as there are patients who do not want to receive bad news before a patient encounter.
Workload increases. Many physicians are worried about the workload of doctors, as reading the medical record
online may result in increased number of phone calls because of anxious patients. However, many patients did not
tend to take any additional contacts to ask questions. Some of the patients even believe that access to their
medical records reduces the number of contacts with healthcare.
Usefulness of accessing online. Many physicians are concerned that online access will have a negative impact
on the patient such as increased anxiety and misconceptions as they lack understanding of medical terms. Unlike
the doctors' perspective, many patients argue that they do not have major difficulties in understanding the
contents. They also argue that Journalen was central to their coping with their decease.
Conclusion
From this study it is clear that the Technological Frames of physicians differ from those of patients, and that they
have different attitudes and experiences towards the system. The intention from the politicians was that the
system would contribute to Patient Empowerment, but that framing of the technology differs from the physicians’



view, as they are concerned of the consequences. More research is needed on the framing of the technology and
how that has been changed after the launch of the system.

[1] Erlingsdottir, G., Lindholm, C. When patient empowerment encounters professional autonomy: The conflict and
negotiation process of inscribing an eHealth service. Scandinavian journal of public administration 2015;19(29):27-
48.
[2] Grünloh, C., Cajander, Å., Myreteg, G., “The Record is our Work Tool!” - Physicians’ Framing of a Patient Portal in
Sweden. J Med Internet Res (submitted). 
[3] Rexhepi, H., Åhlfeldt, R.-M., Cajander, Å., & Huvila, I. (2015). Cancer Patients’ Attitudes and Experiences of
Online Medical Records, 1–8. Proceedings of the 17th International Symposium on Health Information Management
Research ISHIMR 2015.
[4] Orlikowski, W.J., Gash, D.C. Technological Frames: Making sense of information technology in organizations.
Transactions on Information Systems 1994;12(2):174–207. doi: 10.1145/196734.196745

Keywords: eHealth and intersectoral documentation, health telematics, telemedicine, Digital healthcare strategies,
Health information and process management, Hospital information systems, computerized medical record systems,
Research IT infrastructures and EHR data reuse, Human factors

Information about submission 391:
Last change: 11 Mar 2016 13:53
Super theme: HEC 2016
Theme: Health - Exploring Complexity: An Interdisciplinary Systems Approach
Topic: Medical Informatics
Submission type: Oral presentation
Review status: -


	Patient Empowerment Meets Concerns for Patients - a Study of Patient Accessible Electronic Health Records in Sweden C Grünloh1, 2, H Rexhepi3, Å Cajander4, RM Åhlfeldt3, G Myreteg5, I Huvila6, 7 1KTH Royal Institute of Technology, School of Computer Science and Communication, Stockholm, Sweden, Stockholm 2TH Köln - University of Applied Sciences, Institute of Informatics, Gummersbach 3University of Skövde, Informatics Research Centre, Skövde 4Uppsala University, Department of Information Technology, Uppsala 5Örebro University Business School, Örebro 6Uppsala University, Department of ALM, Uppsala 7Åbo Akademi University, Faculty of Social Sciences and Economics, Åbo
	Background
	Methods
	Results
	Conclusion

