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PRO  ~ Rationale

* The study was built on

» digitalisation of healthcare has enhanced clinical decision-making
(DM) and patient engagement in chronic disease management,
including epilepsy.

* DM has shifted toward patient-centred shared decision-making

(SDM), involving mutual information exchange between healthcare
professionals (HCP) and patients (Hansson & Froding 2021)

* The role of information management is vital in

supporting treatment planning and continuity of care
(Min et al. 2021)
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Rationale

* Research shows that people with epilepsy experience unmet

needs regarding accessible and comprehensive information (Baker
et al. 2025, Henning et al. 2019, Rusten et al. 2025)

* HCPs play a key role in supporting patients and in meeting
patient’s information needs (Tian et al. 2025, Kalvidinen et al 2025)

* Nurses have a key role in supporting epilepsy management (Higgins
et al. 2018)

* Neurologists mainly lead assessment and treatment planning (Stern
et al. 2018)

* Digital services may offer opportunities for information
management (Shagog et al. 2020, Kuusisto et al. 2025)
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EHF,}SE Objective

 This study aimed to explore
* how HCPs use digital services to share information and

« examined neurologists’ and nurses’ perceptions of their own
and each other’s roles in DM,

 with particular attention to how digitalisation may support
information sharing,.
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Study Design

* Two focus groups November & December 2022
 neurologists (n=3) and nurses specialised in neurology (n=4)

* participants worked in Finnish wellbeing services counties, which are
responsible for organising public social and healthcare services.

* Sample (N = 287) of Finnish people with multiple sclerosis and
epilepsy (pwMS/E)

* Theinterviews were conducted via Teams Meeting App in Finnish
by two interviewers and one technical support person

 The participants were asked about their practices of information
sharing for patients as part of their roles in clinical DM.

* The discussions were audio recorded, and anonymity was .
considered in the transcription. The data were lploaded in Atlas.ti
software (version 23.0.7) and analysed using deductive content
analysis based on coding that identified the different themes.
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EJ,}SE Results

* Neurologists

» predominantly approached DM and information sharing from a clinical
expert perspective, and emphasised the medical and evidence-based
reasoning.

* Only one neurologist reported utilising digital tools, i.e. external virtual
hubs and websites (e.g. HealthVillage.fi, EURAP) in sharing information
with patients and considering the language skills of the patient.

* Another neurologist considered digital information sharing to be a nurse’s
duty.

“The epilepsy nurse goes through the medication information, what epilepsy
means and what kinds of things affect the success of the treatment, providing
basic information about epilepsy and introducing the Epilepsy Association's
website.” (Neurologist)
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EJ,}% Results

e Nurses

 considered neurologists as responsible for informing patients and making
treatment decisions,

summary of €  while neurologists viewed nurses as key mediators and follow-up contacts.
( era .coip! o oo o o o . . o o
I'alvtaey:ar: jsten. T05¢° I e * identified themselves as intermediaries, highlighting the importance of
S ’ o . . . o o
derstod ok et o read MY accessible information alongside healthcare access and sufficient
and ?(.::tn:z rcontac Z};:eo fren consultation time.
ncourad®y " aiso giving * Had a proactive role in sharing digital resources (e.g. the Finnish Epilepsy
help- tact if ne€ d . - . . . .
opportunityfo(r’\forr;e) Association, Brain Health interface, and MyKanta, a nationwide portal,

during in-person or video consultations.
* Written material was accordingly in use, especially for older patients

« Considered there’s urge for digital care pathway
» Yet found patient’s preferences for acquiring information important
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L Summary of the results
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Conclusions & Discussion

* Digital technologies were underutilised in clinical decision-
making (DM), especially for patient information sharing

* Information was still delivered mainly in face-to-face
appointments

* Nurses are more active in using digital services than neurologists

Adequate, timely information is critical:
* Enables patients to evaluate treatment options and
* Express preferences
* Improves understanding of disease impact on daily life

Inadequate information:
* Weakens decision-making

* Leads patients tq‘ seek potentially unreliable external sources
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SPH%% Implications & Future Research

Digital care pathways seen as a key solution:
* Improve care coordination and information accessibility
* Provide reliable, patient-centred information

Combining traditional counselling + digital tools:
* Supports self-management
* Enhances patient engagement and SDM

Emerging tools (e.g., digital epilepsy registry) enable:
* Integration of patient-generated data into clinical DM

* Future research needs to:

* Evaluate effectiveness, accessibility, and user experience of digital
Interventions

* Understand how digital information sharing supports
interprofessional collaboration across time and place

A .
ab . 2




PRO /References

SHADE

4h

Hansson SO, Froding B. Ethical conflicts in patient-centred care. Clinical Ethics 2021; 16: 55-66.

Min A, Miller WR, Rocha LM, Borner K, Correia RB, Shih PC. Understanding Contexts and Challenges of Information Management for
Epilepsy Care. Proc SIGCHI Conf Hum Factor Comput Syst. 2023 Apr;2023:328.

Baker GA, Brodie M, Davies E, Jedrzejczak J, Lally L, Mifsud J, Mostacci B, Okujava N, Sofia F, Winterbottom J, Wollscheid L. Survey
assessing the reproductive healthcare and information needs of women in Europe of childbearing age living with epilepsy. Epilepsy
Behav. 2025 Oct 8;172:110737.

Henning O, Alfstad KA, Nakken KO, Lossius MI. A call for better information about epilepsy: The patients' perspective-An online survey.
Seizure. 2019 Jul;69:173-179.

Rusten FK, Nakken KO, Lossius MI, Henning O. A call for better information about epilepsy: The next of kin perspective. Seizure. 2025
Feb;125:10-15.

Tian W, Yin X, Pan W, Liu C, Zhao Y, Tang L, Feng X. Factors influencing self-management in patients with epilepsy: a systematic review
and meta-analysis. BMC Nurs. 2025 Apr 22;24(1):447.

Kalviainen R, Hadj-Allal Z, Kirjavainen J, Roivainen R, et al.; Finnish Severe Epilepsy Coordination Group. Epilepsy care pathway: The
Finnish model. Epilepsia Open. 2025 Feb;10(1):177-185. doi: 10.1002/epi4.13093

Shegog R, Braverman L, Hixson JD. Digital and technological opportunities in epilepsy: Toward a digital ecosystem for enhanced
epilepsy management. Epilepsy Behav. 2020 Jan;102:106663.

Kuusisto H, Hamalainen P, Nurmi H, Kalvidinen R, Soilu-Hanninen M. Patient Generated Digital Health Data: An Example from the
Finnish Neuro Registry. Stud Health Technol Inform. 2025 Apr 8;323:174-178.

Higgins A, Downes C, Varley J, Tyrell E, Normand C, Doherty CP, Begley C, Elliott N. Patients with epilepsy care experiences: Comparison
between services with and without an epilepsy specialist nurse. Epilepsy Behav. 2018 Aug;85:85-94.

Stern JM, Cendes F, Gilliam F, et al. Neurologist-patient communlcatlon about epilepsy in the Unlted States, Spain, and Germany.
Neurol Clin Pract. 2018;842):93-101. » - & ¢ " g

B L (PR




PRO

SHADE

Reliable Knowledge

for Health Care: Process
and Practice of Shared
Decision Making

‘.A ”
A UNIVERSITY OF
j \’ EASTERN FINLAND

Acknowledgements and Contact Info

'D Tampere University

This study was funded by the Strategic Research Council
(SRC) established within the Academy of Finland (project
numbers 31213358415) and the Finnish Work Environment
Fund.

"/

ECF UNIVERSITY OF OULU

DUODECIM

‘ stratedic

Contact information:

Milla Rosenlund, postdoctoral researcher

University of Eastern Finland, Finland Ty('jsuojelurahasto
Arbetarskyddsfonden
milla.Rosenlund@uef.fi s The Finnish Work Environment Fund
Y 4 . » ' @ proshade.fi
’ A A 2 proshadestn
ﬁ j] l Ei proshadestn
B proshadestn



PRO

SHADE



	Slide 1: Decision-Making in Epilepsy Care - Are Digital Services Underutilised? 
	Slide 2: Rationale
	Slide 3: Rationale
	Slide 4: Objective
	Slide 5: Study Design
	Slide 6: Results
	Slide 7: Results
	Slide 8: Summary of the results
	Slide 9: Conclusions & Discussion
	Slide 10: Implications & Future Research
	Slide 11: References
	Slide 12: Acknowledgements and Contact Info
	Slide 13

