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About the Nordic Youth Panel and our key priorities

Who are we? 
The Nordic Youth Panel is an advocacy group consisting of young people 
from Denmark, Norway, Sweden, and Finland. All members of the Nordic 
Youth Panel contribute from a place of lived experience and knowledge from 
peers, and we are actively involved in youth health advocacy in our home 
countries. This includes being part of hospital-based youth panels and other 
organizations focused on young people with chronic illnesses and long-term 
conditions. 

We strive to 1) give young patients a stronger voice in healthcare decisions 
affecting us, and 2) improve the conditions in the healthcare system for 
young people living with chronic illnesses or long-term conditions across the 
Nordic countries.

What do we do?
We act as a bridge between young patients, professional associations for 
adolescent medicine, and the healthcare systems in the Nordic countries. 
Our own experiences with chronic illness or long-term conditions make us 
uniquely qualified to understand and advocate for the challenges of being a 
young patient. We want to use this knowledge and experience to contribute 
to the ongoing conversation on how to improve healthcare for young people 
in the Nordic countries.  

Who are we advocating for, and why? 
We are advocating for young people between the ages of 15 and 29 years 
old living with chronic illnesses and long-term conditions in the Nordic 
countries. Our advocacy includes young people with somatic and 
psychiatric conditions. Being young comes with a set of challenges and 
transitions that make us different from both children and adults. We are 
learning to navigate the world on our own while managing the additional 
burden of an illness or long-term condition. Hospital visits, treatment, and 
illness-related worries and limitations need to be incorporated into a youth 
life, alongside education, friendships, dating, and moving away from home 
for the first time. We need a healthcare system that views us as a distinct 
patient group, being attentive to our unique life circumstances. The first 
step towards this goal is to bring forth youth voices and offer youth-friendly 
communication and initiatives in hospital settings.  
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Our health priorities 
The Nordic Youth Panel has identified three health priorities aimed at 
addressing some of the challenges faced by us as young patients. We have 
brainstormed and discussed different health priorities. Finally, all members 
voted on the final three priorities, which were then refined. 

1.	 Bridge the gap between the children’s departments and the adults’ 
departments in the healthcare system  
- A smooth, structured, and secure process moving from pediatric to adult 
care  

2.	 Break down the silos in the healthcare system  
- Increased collaboration and coordination between departments treating 
young patients with complex conditions

3.	 Focus on quality of life and the psychosocial and existential aspects of 
living with illness  
- Holistic care that encompasses all aspects of being young and living with 
a chronic illness or long-term condition 

The process of identifying our health priorities has been both rewarding and 
disheartening, as we see ourselves reflected in each other’s experiences — 
yet also recognize the striking similarities in the challenges we face as young 
patients in our home countries. This only highlights the urgent need for action.  

Our solutions can contribute to a healthcare system that is more coherent, 
collaborative, and focused on the whole person. However, we need your 
help to achieve this. If you are a politician, part of hospital management, or 
another stakeholder with decision-making authority within the healthcare 
systems of the Nordic countries, we would like to discuss our ideas and 
suggestions for more youth-friendly healthcare with you. Invite us to a 
dialogue at your conference, hospital, organization, or political group; or 
reach out for a quick chat over a cup of coffee.

We are looking forward to hearing from you. 

Read more about the Nordic Youth Panel, find our contact information,  
and watch our short film here: https://dsum.dk/the-nordic-youth-panel/ 

https://dsum.dk/the-nordic-youth-panel/ 
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Focus area
The move from pediatric to adult care is often a big and abrupt change, 
happening from one day to the next when we turn 18. We do not change in one 
day, but the environment, the way we are treated, and the care we receive do. 
Many of us experience a lack of information about the new faces, expectations, 
and customs that we will meet at the adult department, leading to feelings of 
uncertainty and anxiety during the moving process. At the same time, many 
healthcare professionals do not have specialized knowledge about how young 
patients are different from children and adults. To ensure that young patients 
like us are not lost in the system, we need to create initiatives that gradually 
prepare us for the move to adult care and provide healthcare professionals with 
the competencies and knowledge necessary for caring for young patients.

Bridge the gap between the children’s departments 
and the adults’ departments in the healthcare system

“The uncertainty is 
the worst part. To not 
know what’s waiting 

for you.”  
- Member of the 

Nordic Youth Panel 

“Walking into the adult ward, a week after my  
18th birthday, I remember feeling scared. I was scared to 
lose the healthcare workers that I had gotten to know, the 

people I had learned to trust. More scared, perhaps, to 
lose the ones who got to know me. I was suddenly treated 

as if I were 20 years older. I felt like they expected me to 
behave differently, and I longed for the support I used to 

receive. I had to explain myself and my story over again, as 
there seemed to be a lack of communication. I wish there 

had been a more dynamic transition, one that made me 
feel safer and more listened to. I was, after all, only 18.” 

– Member of the Nordic Youth Panel

54



5

The Nordic Youth Panel   Bringing young voices together

Solutions
•	 Implementing a transition plan, a structured process that gradually 

prepares the young patient for the move to and the onboarding in adult 
care. This process should start in the early teenage years, take time, and 
include visits to the new department before the actual move. Each patient 
should be assigned a coordinator during the process. While it is essential 
to develop a standardized plan, there should be room for some degree of 
personalization.

•	 Having a section in every adult department dedicated to hosting young 
patients who have recently moved from pediatric care.  

•	 Incorporating knowledge and competencies on young patients in the 
healthcare curriculum for all healthcare professions. 

“I had a complicated transfer between departments.  
I went from being followed by 8 children’s departments 

to currently being followed by 14 different adult 
departments after I turned 18. It felt like a loss of control 

to me when I had to change departments. I felt as if 
some of the adult departments did not have the time, 

resources, or willingness to learn about me and my 
situation and see me as a whole person. Luckily, I was 

referred to a department that took the time to get to know 
me and my concerns and needs in relation to my disease. 

In addition, they were also interested in other parts of 
my life (education, personal interests, etc.). It was very 

comforting and relieving to feel like a department finally 
wanted to take responsibility for me and did not just see 
me as a social security number, but as a whole person. 
I trust my primary doctor in this department enough to 
come with my concerns to him, with the expectation 

that he is willing to listen to me and take me seriously.” 
– Member of the Nordic Youth Panel

5
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Focus area 
A lot of young people with chronic illnesses or long-term conditions are 
in contact with different parts of the healthcare system, such as when 
we move from pediatric to adult care, when we have complex conditions 
that require treatment in multiple departments, or when we are treated in 
both somatic and psychiatric care. When a patient’s symptoms span over 
multiple specialties, professionals often focus narrowly within their own field, 
failing to ensure holistic care and coordination with others. This fragmented 
approach compromises both patient care and system efficiency, causing 
vital information to be lost and healthcare providers to lose sight of the 
whole person. Consequently, the unfair burden of having to act as our own 
secretaries is placed on us. We have to be the ones explaining symptoms, 
forwarding test results, and coordinating between appointments and 
healthcare professionals – all while struggling to understand what is going on 
in our bodies and minds. To effectively prevent silo thinking in the healthcare 
system, we must look beyond individual responsibility and focus on structural 
changes that enable healthcare professionals to collaborate more easily, 
efficiently, and meaningfully.

Break down the silos in the healthcare system

”Silo thinking in the healthcare  
system has caused me, as an adolescent 

patient, to act as the bridge between 
my healthcare providers. I have had to 
communicate, share, and update each 
of them on my previous appointments, 

treatment plan, test results,  
and overall care.”  

– Member of the Nordic Youth Panel
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”The doctors and nurses did once 
disagree about my treatment plan. 

Instead of making and having the time 
to talk to each other and figure out the 
best plan together, I, as an adolescent, 

was forced to be the binding link 
between them for them to discuss  

the plan through me.”  
– Member of the Nordic Youth Panel

Solutions 
•	 Interdisciplinary health teams. To have established fixed interdisciplinary 

teams that regularly meet to discuss complex cases. This will improve 
diagnostic accuracy, helping health professionals get input on their 
patients’ cases and evaluate treatment approaches. These teams do not 
have to be active daily. Still, they should exist as a standing structure to 
bring together expertise across the hospital.  

•	 Scheduled interdisciplinary meetings across departments. We should 
implement regular meetings between departments, particularly between 
pediatric and adult services, as well as between somatic and psychiatric 
care. Some of these meetings should include patients or youth 
representatives to ensure a whole human-centered approach.  

•	 Youth coordinators. Dedicated youth coordinators should be appointed 
to support adolescents and young adults with complex conditions 
as they navigate the healthcare system. They should assist with 
appointment coordination, treatment plans, and communication with/
between different departments. It is essential to recognize that complex 
conditions encompass not only medical complexity, but also life 
circumstances or psychosocial challenges that can make a condition 
complex. 
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Focus on quality of life and the psychosocial and 
existential aspects of living with illness

”If the test result was fine, then 
everything was considered fine. 

But I wasn’t fine. I was exhausted, 
gaining weight in a body I didn’t 

recognize, struggling to function 
— and no one asked what it was 

like to actually live with this.”  
– Member of the Nordic  

Youth Panel

Focus area 
Living with a chronic illness or long-term condition can significantly impact 
a young person’s daily life, affecting our education, social interactions, and 
overall well-being. Navigating an illness at a young age can feel isolating 
and overwhelming, and sometimes our physical symptoms can even lead 
to psychological issues. Our illness does not only exist inside the hospital; 
it follows us in every aspect of our lives. However, the psychosocial and 
existential aspects of living with an illness are often neglected in the 
healthcare system today since many healthcare professionals focus 
almost exclusively on the biomedical aspects of disease and treatment. If 
the biomedical approach stands alone, it can create feelings of uncertainty, 
diminished trust in healthcare professionals, and difficulties with finding 
meaning in our treatment plan. To improve these challenges, we need 
holistic care that addresses the specific developmental, emotional, and 
social circumstances of being a young person living with a chronic illness 
or long-term condition.
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”It’s not just about surviving 
– it’s about being seen, heard, 
and supported in all the ways 

that make us human.”  
– Member of the Nordic Youth 

Panel

Solutions
•	 Systematic psychosocial screening with the opportunity for referral to 

interventions such as disease management, mentorship programs, 
group therapy, etc. 

•	 A higher diversity of educational backgrounds and interdisciplinary 
teams in the healthcare system to ensure that all aspects of well-being 
are assessed and discussed with the young person (e.g., more social 
workers, psychologists, and pedagogues).

•	 Implementing conversation tools that can facilitate conversations 
about psychosocial and existential aspects of living with an illness or 
long-term condition in clinical practice (supports the patient in bringing 
up more sensitive topics, e.g., sexual health, education, and other 
aspects of being a young person). 



The Nordic Youth Panel





The project ’The Nordic Youth Panel: Building a strong youth voice in 
future decisions on health and healthcare’ has received funding from 
the Nordic Council of Ministers’ funding program Norden 0-30.
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