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Attendees:
Finland: Vaula Ollonen, Heli Harinen
Denmark: Holger Steinrud, John Ernager, Merete Nordentoft
Norway: Anne Helene Lindseth
Sweden: Margaretha Herthelius, Lennart Lundin, Åsa Konradsson Geuken, Per Torell
Moderator: Ann-Kristin Sandberg, Chairman at Attention and President for Nationell Samverkan för
Psykisk Hälsa (NSPH).
Description of the organizations: The structure of the different organizations are built up very similar,
with a national board and local affiliations. Significant for FinFami is that a larger hired crew runs the
organization, while most of the work in the Swedish, Danish and Norwegian organizations is run by
volunteers. Importantly, FinFami (FIN) and Pårørende innen Psykisk helse (NOR) are organizations with
a broader perspective on mental health other than just schizophrenia.

Summary of the meeting
A Nordic network
An active Nordic network for schizophrenia associations is of great importance as it would gather
unique experiences and knowledge within the field of schizophrenia, which is of importance to
pursue specific and Nordic questions regarding the disease in e.g. health care, education and as well
as formation of opinions. Initiators of the first Nordic meeting were representatives from the Danishand the Swedish organizations, Holger Steinrud and Åsa Konradsson Geuken. Sweden was hosting
this meeting in November 2019 which gathered twelve representatives from Skizofreniforening (DK),
Schizofreniförbundet (SWE), FinFami (FIN) and Landsforeningen for Pårørende innen Psykisk helse
(NOR). The meeting was doable due to financial support from the pharmaceutical companies Otsuka
Pharma Scandinavia and Lundbeck Pharma A/S.
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Topics of the day
The topics of the day were to describe and discuss the organizations, priorities, challenges and best
practices. During the discussions, it was clear that common challenges for all organizations were the
stigmatization and the lack of knowledge of schizophrenia in the society, healthcare systems with
limited willingness to invest in severe mental illness and challenges to recruit members to the
organizations. In addition, Holger Steinrud briefly referred to a newly published analyses developed
by the five Danish regions and ministry of law showing correlation between lack of quality
psychiatric care among 218 forensic patients and the risk of committing crime. Correlation was
shown in 74% of investigated patients1.

A research presentation about OPUS
Professor Merete Nordentoft from the University of Copenhagen, DK were specifically invited to give
a talk around OPUS as well as her research. Interestingly, OPUS is one of the most successful and wellstudied projects in the world focusing on early intervention in psychiatric disease i.e. psychosis. With
a comprehensive effort and the fact that the Danish politicians were highly involved, it has been
possible to establish the OPUS clinics with the specific teams nationwide (DK), and the research team
is now doing 20-year follow ups. OPUS first follow up, which was 5 years post the initiation was
internationally recognized, as it showed that slightly fewer than one in five patients had clinically
recovered.

Furthermore, Merete showed interesting data on the effects on children growing up in families where
schizophrenia and/or bipolar disorder are present among parent/s. For example, these children have
an increased risk of developing e.g. schizophrenia, bipolar disease and/or ADHD themselves2.
Moreover, they also have a higher risk of developing cognitive deficits3, rhetoric- and motoric
problems as well as reduced social skills4. Finally, she presented data clearly showing that the children
growing up in these families do not get fully support at home, thus they will need more support from
the society5.

Conclusions
In conclusion, the newly build Nordic network sees great potential in collectively work on reducing the
stigma and disseminate information on schizophrenia. Of great importance is also to start a discussion
regarding Merete’s data on the disabilities of children growing up in families where schizophrenia
and/or bipolar disorder are present among parent/s within the Nordic societies e.g. healthcare
systems and politicians.
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Outcome of the meeting




An active Nordic Schizophrenia network is established
Sweden is responsible to put a Nordic Grant application together and to apply for money to
enable future meetings.
Denmark will host the next meeting during spring 2020
o Topic: to investigate the availability of data on re-hospitalizations.

Common future goals:



Scrutinize National Guidelines to look for similarities and differences from a Patient
Advocacy perspective to generate topics to ask for in specific countries
Find common clinical measurement in all countries (e.g. re-hospitalization) to be able to
compare data to be used in education and as well as formation of opinions.
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