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Introduction
On 17 October 2025, 50 care professionals working with people living with epilepsy and 
intellectual disability came together to share experiences, exchange perspectives, and 
discuss best practices in care.

The meeting was organised by the Nordic epilepsy organisations, with financial support 
from Jazz Pharmaceuticals, and aimed to recognise the individuals and organisations 
who go above and beyond in supporting this community.

The programme included educational presentations, best practice poster sessions, and 
a collaborative workshop focused on identifying opportunities for future care 
innovation.

This document compiles the posters and key outcomes from the workshop discussions.



01 Best practice 
sharing posters



COUNTRY
Sweden

ACTIVITY OWNER
Annie Egelin

OUTCOMES

•  Often children and adolescents look forward to upcoming visits/ 
procedures because they know they get to go into the Treasure Room  
afterward.

•  Many guardians are pleased that we have gifts suitable for everyone  
regardless of age and diagnosis.

•  The room also brings joy to healthcare staff as they get to conclude the 
visit on a high note for the patients. 

APPROACH

•  Two years ago, I was given  
permission to clear out one of the  
clinic’s storage rooms and fill it with gifts.

•  The gifts are mainly purchased with money  
allocated to our clinic by the Astrid Lindgren Foundation, from which I 
regularly apply for financial support to restock the room with gifts.

NEXT STEPS & REFLECTIONS

•  There are other foundations that can contribute to similar projects.

•  I will continue to apply for financial support to be able to maintain the 
Treasure Room.

 
•  I recommend that more healthcare units try to expand their “gift box”. 

Even if it’s not possible to create an entire room, it’s possible to expand 
and adapt the concept with minimal resources.

•  In Stockholm, we are fortunate to receive financial support from the 
Astrid Lindgren Foundation, but there are other foundations that can 
contribute to similar projects.

BEST PRACTICE SHARING

The Treasure Room

BACKGROUND

•  Healthcare visits can sometimes be perceived as something negative for 
children and adolescents, particularly when they involve procedures such 
as blood sampling or injections.

•  The Treasure Room was created so these children and adolescents can 
leave the visits on a more positive note.

•  The Treasure Room is intended for children and adolescents visiting the 
neurology outpatient clinic. They may enter after completing a procedure 
(e.g., blood sampling, injection) or following a healthcare visit that was 
perceived as challenging.

•  Inside the Treasure Room, each child or adolescent is invited to select a 
gift of their choice.

•  The aim is to help the child or adolescent associate the healthcare  
visits with a more positive experience by concluding it with something  
enjoyable.
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Theme 1 | Making
Collaboration Work

Limited resources – Both human 
and financial constraints were 
highlighted as the largest barrier. 
Limited resources can contribute to 
a challenging working culture and a 
high rate of staff turnover. 

Information and knowledge gaps – 
A lack of understanding of the 
broader care pathway and 
knowledge gaps amongst carers 
makes it difficult for collaboration 
to happen

Limited platforms for knowledge 
sharing – Within each country and 
across the Nordics there are limited 
initiatives dedicated to 
collaboration and best practice 
sharing. We lack platforms to start 
the dialogue and work closer 
together

Challenges and barriers

Lack of resources is 
making it difficult for 
collaboration to work.

These resource shortages 
are creating a knock-on 
effect on collaboration, 
contributing to a 
challenging working 
culture and a high rate of 
staff turnover and 
increasing knowledge gaps.

The need for more regular 
knowledge-sharing 
events, such as Eir Nordic, 
was highlighted as a key 
priority to strengthening 
collaboration.

Key take-aways

There's widespread consensus amongst participants that there is a need for 
more regular knowledge sharing and the exchange of best practices. 
Opportunity to build more forums and events for people with vested interest to 
engage in dialogued – also across care pathways (patients, families, care homes, 
HCPs, patient organisations) 

Enhancing knowledge sharing would support individuals and organisations to  
identify key contacts, bridge barriers, raise awareness of challenges, and learn 
from successful initiatives.

Some also suggested the possibility of developing an e-learning program/online 
resource to share knowledge across the Nordics

Possible action

Meetings and Events

Online Professional Forums

Guidelines and policy

Collaboration culture

Access to practitioners

Resources

Leaders

Where is the biggest opportunity for impact? Participant rating across areas



Theme 2 | Increasing awareness

Limited resources – Both human 
and financial constraints were 
highlighted as major barriers. The 
lack of dedicated resources makes it 
difficult to focus on activities 
beyond immediate care, including 
raising awareness.

Low public awareness – Limited 
understanding among the general 
public about the seriousness of 
epilepsy and intellectual disability 
makes it harder to draw attention to 
the issue and combat stigma.

Lack of visibility in public 
discourse – The difficulty of 
bringing these challenges into the 
broader public conversation limits 
political engagement and, in turn, 
progress in public health policy.

Challenges and barriers

Lack of resources is 
making  it hard to deliver 
high-quality care for those 
who need it most.

There is a need for 
largescale campaigns to 
raise awareness, educate 
and force this issue into the 
public conversation  - both 
amongst policy makers, 
health care professionals 
and the general public

Any campaign activity 
should rely heavily on 
SoMe to reach a wider 
demographic, and the 
patient association would 
be a powerful collaborator 
to get the message out

Key take-aways

There's general agreement amongst participants that there is an urgent need 
for widescale, national campaigns to raise awareness for those living with 
epilepsy and intellectual disability and force their stories into the public 
conversation.

Awareness campaigns should be directed towards different target audiences. 
Beyond the general public -  policy makers and healthcare professionals 
including assistants and care givers were identified as key audiences.

The discussions highlighted the importance of recognizing the vital role played 
by volunteers. Their stories and perspectives are powerful levers for raising 
awareness.  There was also a general agreement that epilepsy associations 
should collaborate to get the message out.

There were many great ideas on the practicalities of campaigns. There was 
widespread agreement that it should include heavy use social media (including 
TikTok) to reach a different demographics.

One point that raised conversation was the idea of a figurehead for the 
movement or a "Greta Thunberg" to speak for epilepsy. 

Possible action

Awareness campaign

Community engagement

Political lobbying

Partnerships

Sponsorships and patronage

Education

Where is the biggest opportunity for impact? Participant rating across areas



Theme 3 | 
Quality of Life

Lack of education and training was seen as a key barrier. 
Many care staff lack the knowledge and confidence needed to 
provide optimal care. This often leads to uncertainty or fear, 
which can hold them back from trying new approaches or 
activities.

Diagnostic overshadowing was highlighted as a major 
challenge. People living with epilepsy and intellectual 
disability often face multiple health issues, where other 
conditions may take precedence - leaving epilepsy 
insufficiently addressed.

Health policy limitations were discussed as another barrier. 
Across the Nordics, political focus on enabling people to 
“stay at home” for as long as possible can unintentionally 
stand in the way of ensuring adequate, specialised care.

Limited best practice sharing remains an issue. While there 
are pockets of excellence, these examples rarely reach the 
wider community. Participants agreed that initiatives focused 
on sharing best practices should be prioritised.

Transition from child to adult care was raised by all groups. 
Vital information, routines, and lived experience are often 
lost during this transition, which can significantly impact 
wellbeing and continuity of care.

Geographical disparities were also noted. In some regions, 
limited access to resources, expertise, or education directly 
affects the quality of care and quality of life.

Challenges and barriers

Multiple barriers stand in the way of 
improving quality of life. Some are local 
and can be addressed through better 
access to information and stronger 
sharing of best practices, while others 
are systemic — such as policy 
limitations and geographical disparities 
— and will require political action.

Participants proposed creating a shared 
“bank” of best practices to strengthen 
collaboration and knowledge exchange 
across the Nordic epilepsy 
organisations.

It’s clear that continued effort and 
cooperation are needed to identify and 
implement effective solutions that truly 
enhance quality of life for this 
community.

Key take-aways

There were suggestions from the participants about 
creating a best practices "bank", a central resource 
that epilepsy organizations could use to ensure the 
best quality of life care.

Despite there being strong consensus on some of 
the major barriers, it's clear that there's still much 
to be done to identify and implement the next 
steps.

Action

HCP access 
and support

Mental health 
support and therapy

Family support

Education

Medical research

Communication

Transition focus

Where is the biggest opportunity for impact? Participant rating across areas



Thank you!




