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Abstract. Patient portals are used as a means to facilitate communication, 

performing administrative tasks, or accessing one’s health record. A qualitative 
study was therefore performed to understand how people with hearing loss 

experience using the Swedish national patient portal 1177.se and the patient 

accessible electronic health record Journalen. Data was collected through focus 
groups and individual interviews. Ten persons with varying degree of hearing loss, 

age and years of using a hearing aid participated. The data was analyzed through 

thematic content analysis and three themes emerged; access to written information, 
patient-created information and personalized communication. Although the study is 

limited in size, we believe that important lessons can be learned regarding the needs 

for personalized communication, including access to written information.  
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1. Introduction 

Patient portals are used to facilitate communication between patients and healthcare 

professionals, as well as for performing administrative tasks, such as appointment 

bookings and prescription renewals. Patients are also increasingly provided with access 

to their electronic health records (EHRs), sometimes referred to as patient accessible 

EHRs (PAEHRs) [1][2] or OpenNotes [3], through portals. Most of these systems are 

designed to meet the needs of the general population, and few studies are available on 

how patients with special needs experience the use of such systems. In Sweden, a 

national patient portal is used that connects to all EHR systems used in the different 

regions [2], through a national health information exchange platform [4]. By logging in 

using a national e-ID one can access a number of administrative services as well as the 

PAEHR Journalen. In July 2019, 61% (6.3 million/10.3 million) of the Swedish 

population had logged in to the portal, and 29% (3 million/10.3 million) have used the 

PAEHR Journalen at least once [5]. Several studies have been performed exploring 

patients’ and healthcare professionals’ views on Journalen [6][7], but to our knowledge, 

no studies have focused on how persons with hearing loss use and experience the patient 

portal 1177.se and Journalen. Since this group of users have additional needs regarding 
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communication and access to information, we aim to explore their experiences of using 

the Swedish national patient portal 1177.se and the PAEHR Journalen, as well as their 

suggestions for future improvements.  

2. Methods 

Hearing aid users who had used 1177.se and Journalen were recruited through online 

advertisements spread through social media and patient organizations. The participants 

(n=10) were recruited from different parts of Sweden, and given the option to join a focus 

group interview or to participate in an individual interview, in person or over the phone. 

Two focus groups were conducted; in Uppsala and Stockholm. Each focus group lasted 

90 minutes. Three individual interviews were conducted by telephone and lasted 

approximately 40 minutes. A validating workshop was conducted using raw data from 

focus groups and interview, confirming the results that emerged and is therefore not 

reported separately. The participants represented a variation of age, gender, severity of 

hearing loss and years of using hearing aids (Table 1).  

Table 1. Demographics of the participants (n=10). U = Uppsala FG, S = Stockholm FG, I = Interview, V = 

Validating workshop  

Participant ID Gender Age Years using hearing aids 
U1 Male 47 10 

U2 Male 76 5 
S1 Male 51 44 

S2 Female 40 12 

S3 Female 47 42 
I1 Male 69 6 

I2 Male 82 16 

I3 Female 75 20 
V1 Female 75 15 

V2 Female 74 1 

Data were analyzed using a thematic content analysis approach, providing a rich and 

thorough, interpretation of the data [9]. The analysis was done manually and in iterative 

dialogue between the authors. The Swedish Ethical Review Authority granted ethical 

approval for the project PACESS (Dnr: 2017/1028-31).  

3. Results 

Both current experiences of using 1177.se/Journalen and participants’ suggestions for 

future improvements were discussed. Three themes were identified; access to written 

information, patient created information and personalized communication.  

3.1. Access to written information  

Having access to written information in general and the notes from the electronic health 

record, in particular, was described as very important by the participants. Depending on 

the gravity of the participants hearing loss, it required a lot of energy and focus to listen 

to what clinicians said during an appointment. Some of the participants described that 

they focused so hard on hearing what the person said that they couldn’t process and 
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remember much of the information. Being able to go back and review notes then became 

even more important. 
Access to the record as a safety tool. A few of the participants described that having 

access to record notes was also a patient safety issue, as they could see when the 

information was missing or wrong.  

“When I saw that things were missing in my health record I contacted the clinic and 
asked why.” (I1) 

Improved understanding with access to record notes. Reading the health record 

online gives the patient a summary of what was said during the meeting. Having the 

option to read their health record online was described as a means to improve 

communication with healthcare. 

“I get a summary of what we have been talking about during the care visit. Things 
that I have misunderstood during the actual meeting, I can go in and read about in 
my health record to understand what the healthcare professional meant.” (U1) 

Specific information for hearing aid users. Several participants reasoned that they 

would like the hearing clinic to post more specific information for hearing aid users on 

1177.se, e.g. related to specific services that hearing aid users may benefit from. 

“New hearing aid users are extremely dependent on their audiologist and the 
information provided by the audiologist. More information about this should be 
available at 1177.se.” (S1, S2, S3)  

A few of the participants would also like self-management films on 1177.se on e.g. how 

to care for the hearing aid.  

Diagnostic examination results. All the participants had ideas for what kind of 

diagnostic examination results they would like to see on 1177.se; audiograms, X-rays 

and ECG (this type of information is currently not available). Some of the participants 

received paper copies of their audiogram when they visited the audiologist others 

received the audiogram as a pdf file to their email. Several participants would rather have 

it accessible through 1177.se 

“I received my audiogram on paper, and after the visit, I took a picture of it with my 
phone, so I could have I accessible, but I would rather have it on 1177.se.” (S 2) 

3.2.  Patient created information 

The participants did not only want access to more and better information, they also 

wanted to contribute with their own information to healthcare through 1177.se. Three 

different types of patient created information was suggested.  

Add attachments to messages. In one of the focus groups, the participants wanted to 

send attachments with messages through 1177.se, for example, sending medical 

certificates in attachments. 

“I had contact with my counselor through e-mail and she asked if we could take the 
errand through 1177.se instead but that was a problem because I was not able to 
send attachments with my medical certificate through 1177.se” (U1) 

Add information about hearing and medical aids. A list or a profile where patients 

could add information about what hearing and medical aids they use was also suggested. 

Having a list or a profile makes it easier for other healthcare providers or other 

audiologists to know what the patient already use. 

“I would be good if there were some kind of list on 1177.se of what hearing aids and 
medicals I use so that I could go in and add things and perhaps write instructions 
how my different aids work and how they are set.” (U1, U2) 
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Commenting/adding to their own health record. At the moment, the only functionality 

for most users of 1177.se/Journalen is the ability to read their health records. In the 

Uppsala Region, it is, however, possible for patients to make comments in the record that 

healthcare professionals can read. A few of the participants thought that this function 

would help them reflect and remember things about their health and that it could also 

save time during the actual health meeting.  

“When I read my health record entries, I get ideas and remember things about my 
health from several years ago and this I would want to add to my health record. It 
would also save time for both myself and the healthcare provider. /…/ it would also 
help me bring this up in the next meeting” (U1) 

3.3. Personalized Communication  

Communication with healthcare and the importance of the national patient portal for 

users with hearing loss in this communication was an important topic. 

Impact of hearing loss on communication with healthcare. Several participants 

reasoned about how their lack of hearing affected their communication with healthcare. 

Many did not use the telephone when contacting healthcare since their hearing loss 

increases the risk for misunderstandings, and where happy that 1177.se provides means 

for written communication instead.  

“I never use the telephone when contacting healthcare because I have a really hard 
time hearing what they say, I use 1177.se so I don’t miss important things.” (S2) 

Yet, several of the participants expressed frustration that despite their hearing loss, 

healthcare would insist on using the telephone when initiating contact.  

“For me, it doesn’t work at all. My health record from the hearing aid clinic states 
that I am deaf and cannot receive phone calls. SMS or messages via my 1177.se 
works but despite this, I get calls from healthcare professionals.“(U1)  

Participants with less severe hearing loss used the telephone to communicate with 

healthcare, and it was clear that different individuals had very different needs. 
Lack of dialogue through 1177.se. Users of the patient portal 1117.se can send 

messages to their healthcare providers. Several of the participants reasoned that sending 

and receiving messages worked well through 1177.se but after receiving an answer the 

dialogue ended, and they could not send anything back.  

“I think it’s good that you get answers, but there is no dialogue or feedback. It’s 
difficult to have a discussion if there’s something you want to explain or bounce 
ideas. It works when you want to book lab tests or renew prescriptions.” (S2) 

Communication and equality. Participants described different ways of communicating 

with their audiologist/hearing clinic. Some had direct email contact with their audiologist 

and appreciated this but were aware that this was a special case.  
“The audiologist does not give out their e-mail address to whoever. /…/ But I have 
contact with my audiologist via e-mail.” (S2) 

Alternative online communication methods. Participants wanted to be able to send 

messages directly to the audiologist through 1177.se, but they also proposed a chat 

function with receptionist/nurse or using a videophone.  

“Videophone, sign language chat should be offered.” (S1, S2, S3) 
Handling appointments. Currently, patients receive appointments from many 

healthcare professionals in a variety of formats (oral, paper and in some cases electronic). 

Many of the participants would prefer booking appointments online. 

“Appointment booking to my audiologist would be better if it was digital.” (I3) 
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Others reasoned that there should be an easier booking system in 1177.se and that 

healthcare professionals should be able to send appointment bookings digitally.  

“Easier appointment booking system on 1177.se like a guide that would help you if 
you not sure how to book an appointment.” (S1, S2, S3) 

Ensure awareness of a person’s hearing loss among healthcare professionals. Many 

of the participants were concerned that healthcare professionals did not always know that 

they had a hearing loss. Information should be clearly visible in the patient’s health 

record and healthcare professionals’ portal interface, perhaps in the format of a patient 

profile, to both reduce the risk for communication problems and save time during visits, 

for now, hearing-related health issues.  

“Other healthcare professionals should know I have hearing loss.” (S1, S2, S3) 

4. Discussion and conclusion 

Although a fairly small group of people participated, the in-depth interviews provided a 

rich material that clearly indicates some of the challenges experienced by people with 

hearing loss in their communication with healthcare, and highlights benefits that digital 

tools can and do provide for these users. Further flexibility and adaption to individuals’ 

needs and preferences are still needed to fully support people with hearing loss. Improved 

tools for written communication and access to clinical documentation can provide such 

support, and would likely be beneficial to other users.  
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