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ABSTRACT
Purpose:  To access the attitudes of service users about the sharing of health records for research and 
to foster collaboration between municipal health services and the specialist health services in Norway.
Methods:  Members (n ≈ 2000) of the Norwegian mental health service users’ organizations (SUO’s), 
ADHD Norway, the Autism Association and the Tourette Association, representing Central Norway, 
participated in the study, (N = 108, 5.4% response rate). Descriptive statistics were used to evaluate 
distributions of responses to the questionnaire.
Results: Service users reported being aware that municipal health services collaborate with the specialist 
health service (62%), with mental health care in the specialist health service (57%), and child and 
adolescent psychiatric services (61%). A large proportion of individuals were aware of the benefits of 
sharing their health records (93%), have trust in the use of data by health authorities (81%), and were 
willing to share records to benefit fellow patients (84%). Personal experience (69%) and impressions 
from mainstream media (55%) had the most influential impact on users’ views of the Health Platform, 
an electronic health communication system. A majority of users had a negative perception of the Health 
Platform, even though some expect it to become a valuable tool in the future (50%).
Conclusions:  Service users are aware of and positive about benefiting others by sharing health records. 
They trust the health authorities, however, have negative attitudes about the Health Platform, apparently 
based on personal experiences and media influence. However, service users can see the potential 
usefulness of the Health Platform in the future.

Introduction

Mental disorders are one of the main causes of disability 
among children and adolescents in Norway [1]. The social 
costs of mental disorder related disability are considerable, 
not only to the national health budget, but also because 
mental health disorders may continue into young adulthood 
with significant numbers of young people with mental disor-
ders ultimately being unable to join the workforce and con-
tribute to the Norwegian economy [2]. In addition, there is a 
burden resulting from the suffering of patients and on their 
social environment, impairment, decreased enjoyment of life 
and fulfilment, and reduced quality of life [2]. Approximately 
7% of Norwegian children and young people 4–14 years of 
age have a mental disorder at any point in time [3], with 
almost 11% of these children fulfilling criteria for more than 

one diagnosis [4]; nearly 6% of all Norwegian children and 
adolescents are receiving treatment from Norwegian child 
and adolescent mental health services (CAMHS) [3]. Prevention 
and early detection of mental disorders require easy access 
to research-based knowledge, experience-based skills from 
professionals, and users’ knowledge. Additionally, the 
exchange of knowledge between service levels and different 
agencies is also important [5].

In Norway, public primary level health services are oper-
ated by municipalities, while public specialist/hospital level 
services are gathered in four regional health authorities. 
Acute and emergency services are available on both levels. 
Child and adolescent mental health care is a specialist service 
organized as separate clinics (Barne- og ungdomspsykiatri, 
BUP) only servicing this age group [5]. These Health 
Authorities are all publicly funded yet maintain separate 
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budgets and health record systems. For child and adolescent 
mental health care, other municipal and county actors are 
involved, including schools, educational and psychological 
counseling services, and child protection agencies, each of 
which keep separate records, as required by (separate) laws. 
Until very recently, sharing records across service levels was 
not legal, leaving collaboration to rely upon explicit commu-
nication (within the record systems, or by other, safe means). 
Different levels of service, overlapping responsibilities, and 
separate health record systems necessarily lead to some 
redundancy and significant problems in coordinating care.

In Central Norway, an electronic health communication sys-
tem, the Health Platform, is being introduced with the goal of 
solving these challenges in effective mental health care coordi-
nation. The Health Platform is intended to provide a single elec-
tronic health records (EHRs) system that serves all care levels, 
and potentially improve communication by enabling sharing of 
information. For children and adolescents, this may not solve 
communication problems and improve collaboration because 
schools, educational, child protection and social services cannot 
be served by a health record. The introduction of the Health 
Platform involves not only the health service employees, but 
also the health service users, i.e. patients and their families. In 
Norway, for the past 20 years, the health service users has 
played an increasing important role. Today, service users’ partic-
ipation is an integral part of all phases of research and devel-
opment work, as well as in the training of new healthcare 
personnel [6,7]. Service users have been recognized as import-
ant stakeholders in the development of healthcare services, 
organizations, and policies. Their feedback, based on their own 
experience, is essential for mapping the needs and challenges 
in attempt to ensure good health services for all [8].

Service user organizations (SUOs) have been increasingly 
effective in providing valuable feedback on mental health ser-
vices and healthcare interventions. EHRs have been used for 
the purpose of care, quality control, and research [9–12]. In 
2021, Bakken, et  al. conducted a study of mental health service 
users investigating their awareness of, and attitudes towards 
health authorities storing and sharing of EHRs, as well as their 
opinions surrounding the purposes of the EHR data storage 
and dissemination [13]. It was found that respondents were 
aware of and in support of sharing EHR data for research, clin-
ical care practices, and decision support with the latter used in 
clinical decision support systems (CDSSs) in CAMHS [5,14,15].

The present study aimed to 1) access mental health ser-
vice users’ opinions about collaboration between municipal 
services and the specialist health service; 2) investigate ser-
vice users’ awareness of health authorities sharing EHRs infor-
mation; and 3) identify service users’ expectations towards 
the Health Platform.

Material and methods

Participants, procedure and data collection

This study is part of the Individual Digital Decision Assist 
System (IDDEAS) innovation project and was conducted in 
Norway. All registered members of three SUOs: ADHD Norway, 
the Autism Association and the Tourette Association in Central 

Norway concerned with children and adolescents and their 
parents and relatives were invited to participate in the study 
(n ≈ 2000). Participants were recruited via email by ADHD Norway.

Participants were invited to complete an online, anony-
mous questionnaire (available in supplemental materials) by 
email which contained a link to the online survey. This 
method corresponds to Bakken et  al. (2022), and we pre-
sumed that potential survey-media dependent response and 
participation also would be similar. One of the reasons for 
choosing this way of collecting the data was that Norway is 
relatively sparsely populated, with long distances between 
communities making it difficult to reach participants. Also, 
after the COVID-19 pandemic, it is becoming more common 
and easier to collect data using online questionnaires. The 
average time for survey completion was approximately 
20 min. ADHD Norway, in collaboration with Vårres regional 
user-led center Mid Norway, assisted in converting the origi-
nal questionnaire into an internet based EasyQuest sur-
vey form.

Data collection took place in January – March 2023, with 
a reminder to complete the questionnaire being sent in the 
middle of the data collection period. Identifiable data were 
collected and sent to Vårres regional user-led center Mid 
Norway for safekeeping and then encrypted sharing ano-
nymized data with the investigators. A passcode was used for 
safe data sharing with co-authors.

Questionnaire

The first part of the questionnaire included three questions 
assessing whether participants are aware of cooperation 
between community health care (GP’s) service providers and 
specialist health care service providers with answer alterna-
tives ‘Yes’ and ‘No.’ Next, they were asked about opinions on 
the level of collaboration between municipal health services 
and the specialist health service with four questions using a 
6-point Likert scale with item response categories on a con-
tinuum from ‘To a very large extent agree’ to ‘To a very large 
extent disagree’ and ‘Don’t know’.

The second part of the questionnaire included five ques-
tions on a 5-point Likert scale created to assess participants’ 
attitudes on the sharing of medical record information within 
the health services. Item response categories were on a con-
tinuum from ‘Very positive’ to ‘Very negative’.

The third part of the questionnaire asked the participants 
whether they: 1) know what the Health Platform is; 2) are 
aware that the Health Platform has been adopted in some of 
the health services in Central Norway; and 3) have been 
involved in the development or introduction of the Health 
Platform. If a participant had a positive answer to at least 
one of these questions, he/she was asked to continue to 
answer 13 additional items focusing on their opinions, per-
ceived understanding and expectations for the Health 
Platform, using a 5-point Likert scale with item response cat-
egories on a continuum from ‘Very positive’ to ‘Very negative’ 
(two items), and a 5-point Likert scale with item response 
categories on a continuum from ‘To a very large extent agree’ 
to ‘To a very large extent disagree’ and ‘Don’t know’ (11 items).
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The final part of the questionnaire consisted of nine back-
ground questions, including questions regarding participant 
gender, age, ethnicity, family situation, education, work situa-
tion, whether they live permanently in their area of residence, 
and how long they had been a member of a SUO.

Ethical considerations

The Regional Ethical Committee concluded that this study 
was outside their remit and advised investigators to seek 
approval from the Norwegian Centre for Research Data (NSD). 
NSD approved the study on 21.12.2022 (reference number 
989077).

Analysis

We analyzed quantitative data with SPSS, version 25.0. 
Descriptive statistical analyses were implemented to demon-
strate the distributions of demographic characteristics and 
individual responses to the questions included in the 
questionnaire.

Results

Demographic characteristics

Of a total of a 2000 SUOs members were invited to partici-
pate in the study, 108 answers were received, yielding a 5.4% 
response rate (Table 1).

Awareness of the collaboration between municipal 
health services and the specialist health services

Most service users were aware that municipal health services 
collaborate with the specialist health service (62%), with 

mental health care in the specialist health service (57%), and 
with child and adolescent psychiatric services (61%).

38% of the service users were agreeable with the coopera-
tion between the GPs and BUP in the specialist health service 
while 25% were unsure. Half of the participants (51%) agreed 
that BUP cooperates well with other involved municipal ser-
vices, such as schools, educational psychology service, child 
protection, and kindergartens; 24% disagreed. Most service 
users (79%) reported that there is a need for more exchange 
of information between GPs and BUP and that there is a need 
for joint knowledge across services and service levels to sup-
port development of decision support systems (93%).

Participants’ attitudes towards data-sharing

Most service users (83%) reported that it is ethical to share 
health records for healthcare and research and 81% trusted 
health authorities with record sharing. Even more (84%) were 
willing to share their records to help others with similar diag-
noses and indicated benefits from sharing (93%).

Participants’ perceptions and expectations towards the 
Health Platform

Of total 108 participants, 92 subjects (85.2%) reported that 
they knew what the Health Platform was, 102 (94.4%) were 
aware about the adoption of the Health Platform in Central 
Norway and 13 subjects (12%) reported being involved in the 
development and introduction of the Health Platform in  
the region. Altogether, 102 subjects (94.4%) participated in 
the last section of the survey proving information about the 
Health Platform.

In general, majority of service users (62%) reported a neg-
ative perception of the Health Platform with only 13% being 
positive and 25% neutral. At the same time, when being asked 
about their expectations toward the Health Platform, their 
answers were equally distributed with 36% positive, 32% neg-
ative and 32% neutral. 48% of the participants reported that 
the Health Platform will eventually become a good working 
tool in their care. More results are presented in Table 2.

Participants were further asked about which factors have 
influenced their view of the Health Platform. Results are pre-
sented in Figure 1.

Discussion

This study examined the opinions of mental health service 
users about collaboration between municipal general health 
services and specialist health services, their awareness that 
health authorities share EHR information, and expectations 
about the newly-deployed EHR, the Health Platform.

Findings indicate concern about poor cooperation 
between GPs and child and adolescent psychiatric service 
providers, and a need for improving information exchange 
between these services. This is consistent with those of 
Tveit and Dahli [16] who found limited cooperation between 
GPs and the specialist health service for mental health care. 
Similar findings were reported in a study by Mykletun et  al. 

Table 1.  Baseline characteristics of the study group (N = 108).

Characteristic N (%)

Age 0–15 1 (1)
16–24 3 (3)
25–34 18 (27)
35–44 42 (39)
45–54 35 (32)
55–64 6 (5)
65–74 3 (3)

Gender Female 78 (72)
Male 29 (27)
Other 1 (1)

Employment Employed 71 (66)
Unemployed 37 (34)

Education level University, over 4 years 33 (31)
University, below 4 years 26 (24)

Non-University 49 (45)
Ancestry, Norwegian Yes 99 (92)

Other 9 (8)
Residency, Trøndelag or 

Møre and Romsdal
Yes 107 (99)

No 1 (1)
Member of a user 

organization, years
Less than 1 39 (36)

1–2 24 (22)
3–5 21 (20)

6–10 11 (10)
More than 10 13 (10)
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[17], in which one hundred GPs in Norway were interviewed 
with the majority reporting a need for improved cooperation 
between these services.

Our data on service user’s awareness that health authori-
ties share EHRs information are similar to those of Bakken 
et  al. (2022) who reported that most of the service users con-
sidered it ethical to share health records for healthcare and 
research, and also trusted the health authorities with record 
sharing. They also found that over two-thirds of service users 

were willing to share their own records to help others with 
similar diagnoses and recognized the benefits from sharing 
EHRs information [13]. Our results similarly demonstrate that 
service users are aware and approve of information sharing, 
as they recognize the benefits of doing so.

Even though the Health Platform has much potential and 
many advantages, there are also associated problems. A 2023 
survey study of nurses at the St. Olav’s hospital (Trondheim, 
Norway), conducted by the Norwegian Nurses Organization, 
showed that many participants were unsure if patient records 
were correct and up-to-date; almost two-thirds of the nurses 
believed that the introduction of the Health Platform led to 
greater work pressure, with one-third reporting that they 
considered quitting their jobs due to an increased workload 
related to the Health Platform [18]. The Norwegian Health 
Authorities has also criticized the new system, pointing to 
several deviations and problems related to implementation 
of the Health Platform. These circumstances led to at least 
a one-year postponement in the full implementation of the 
Health Platform in Central Norway, with an enormous increase 
of associated costs [19]. The results of the present study show 
that almost half of service users reported a currently negative 
perception of the Health Platform. This negative perception 
may be a result of all the problems with implementation of 
the Health Platform, and reports in the media. On the other 
hand, one-third of the participants demonstrated positive 
expectations towards the Health Platform in the future and 
half of all participants opined that the Health Platform could 
eventually become a beneficial tool in the future. Our results 
point out that, even though the current perceptions of the 
Health Platform are mostly negative, respondents expressed 
optimism that the Health Platform will eventually solve the 
communication problems and have expectations that the 
Health Platform has the potential to be a valuable and useful 
tool for both the specialists and the patients.

Table 2.  Participants’ expectations towards the Health Platform.

The Health Platform can: Agree % Disagree % Don’t know %

1. Improve cooperation between 
municipal health services and 
the BUP specialist health 
service

54 21 25

2. Increase the quality of BUP in 
the specialist health services

47 22 31

3. Reduce the quality of BUP in 
the specialist health services

38 24 38

4. Make it easier for patients to 
get access to/help at BUP in 
the specialist health services

25 30 45

5. Make it easier for patients to 
access their own records in 
BUP in the specialist health 
services

47 18 35

6. Increase the ability of users/
patients to communicate with 
BUP in the specialist health 
services

34 24 42

7. Increase user satisfaction with 
BUP in the specialist health 
services

31 29 40

8. Make it possible to use decision 
support systems for BUP in the 
specialist health services

25 15 60

9. Contribute to shorter waiting 
times for services in the 
specialist health services

19 45 36

Note: BUP - child- and adolescent psychiatric service.

Figure 1. F actors that have influenced participants’ view of the health platform.
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Participant views of the Health Platform largely appear to 
be based on their own experience and impressions from main-
stream media. Recent public debates about the Health Platform 
in the media [20,21] have had an impact on the views sur-
rounding the Health Platform. Most health workers are afraid to 
share health information because of the duty of confidentiality. 
However, users are more concerned about the lack of sharing 
of necessary information so that the services can provide opti-
mal care. And many public reports point precisely to a lack of 
interaction between the services as the biggest challenge to 
being able to give patients the best possible follow-up [22]. 
Simple way around this problem is to ask for the patient’s con-
sent for sharing information about their problems.

Strengths and limitations

To our knowledge, this is the only study that has explored the 
perceptions of mental health service users on the Health 
Platform. The main strength of the study is that it elicits opin-
ions of mental health service users, who are often underrep-
resented in research. The study has several limitations. First, it 
is a relatively small sample with a low response rate. There is 
also a lack of balance in the gender distribution with dispro-
portionately more women respondents in our sample. 
Similarly, the respondents are mostly Norwegian with few 
other ancestries represented. A relatively small portion of the 
sample was unemployed. At the time of the survey, very few 
of the service users had any individual experience with the 
Health Platform. As only three service-users organizations 
were invited for participation in the study, the results cannot 
be generalized to all service users/members of the health care 
community in Central Norway. The survey was anonymous, 
meaning that we did not have access to information about 
non-responders such as age, gender, and socio-economic sta-
tus to compare with the data from responders.

Future actions

The study revealed the contradiction between, on the one 
hand, the high level of approval for the collection and 
exchange of data in the context of cooperation between dif-
ferent services and, on the other hand, the rather negative 
attitude towards the Health Platform which is intended to 
facilitate this desired cooperation. This contradictory expecta-
tion may have the potential to adversely impact the effec-
tiveness of the Health Platform. This information will be 
shared with health platform management with the hope they 
will address these concerns with their end users. It should 
also be the subject to further investigation and taken up in 
the professional and health policy debate.

Conclusions

Service users demonstrate awareness of a need for and the 
fact of cooperation between the municipal health services, 
the specialist health service and BUP. They are aware of the 
need for more information exchange between these services. 
Most users approve of close cooperation between different 

services for clinical benefit. The study demonstrated that ser-
vice users approve of information sharing, and they see the 
benefits of sharing. Finally, despite most of the service users 
having a negative perception of the Health Platform, they 
are optimistic that shared record systems will ultimately be a 
useful component of the care system in the future to come.
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