Shaping Tinnitus Service Provision in Europe: Lessons From the COVID-19 Pandemic
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Abstract

Background: Tinnitus severity has been exacerbated due to the COVID-19 pandemic and
those with tinnitus require additional support. Such support should be informed by patient
preferences and needs. The objective of this study was to gather information from individuals
with tinnitus living in Europe to inform stakeholders of the (i) support they needed in relation
to changes associated with the COVID-19 pandemic, and (ii) suggestions regarding tinnitus
care for the future.

Methods: A cross-sectional mixed methods study design was used using closed and open-
ended questions via an online survey. Data was gathered from 710 adults experiencing
tinnitus in Western Europe, with the majority living in The Netherlands, Belgium, and
Sweden. Data were analysed using qualitative content analysis and descriptive statistics.
Results: Those with tinnitus indicated the following support needs during the pandemic (a)
support for tinnitus, (b) support for hearing-related difficulties, (c) social support, and (d)
pandemic-related support. Five directions for future tinnitus care were provided, namely (a)
need for understanding professional support and access to multidisciplinary experts, (b)
greater range of therapies and resources, (c) access to more information about tinnitus, (d)
prioritizing tinnitus research, and (e) more support for hearing protection and hearing loss
prevention



Conclusions: The findings point to the need for accessible (remote), patient-centred, suitable
and evidence-based tinnitus care. Insights from the current study can be used by various
stakeholders including clinical practitioners and tinnitus support services to ensure those with
tinnitus have access to the help and support required in order to reduce service provision
insufficiencies.

What’s known: Tinnitus severity has been exacerbated due to the COVID-19 pandemic. For
some tinnitus has started during the pandemic or as a result of contracting COVID-19. These
individuals reported that they require additional support during the pandemic to manage the
associated stress and impact on their tinnitus. Such support should be informed by patient
preferences and needs, and should hence be investigated.

What’s new: Individuals with tinnitus indicated four main support needs during the
pandemic, namely support for tinnitus, hearing-related difficulties, social support and
pandemic related support. They also indicated directions for future tinnitus care should focus
on support from understanding professionals from multidisciplinary teams, a greater range of
therapies and resources, access to more tinnitus information, prioritizing tinnitus research and
more support for hearing protection and hearing loss prevention.
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Introduction

The COVID-19 pandemic has imposed many restrictions and regulations which has disrupted
the normal operation of healthcare services in an effort to break the transmission chain and
spread of the virus. Restrictive lockdown measures resulted in more than a medical
pandemic, they also affected the social and mental health of individuals due to the separation
from loved ones, loss of freedom of mobility and choices, uncertainly, and increased stress
(Yao, Chen, & Xu, 2020). Moreover, there were cutbacks in healthcare services for many
chronic conditions including cancer and orthopedic diseases (e.g., Liebensteiner et al., 2020;
Salako et al., 2020) as the healthcare efforts were mainly targeted towards containing the
virus and providing immediate support for those who were affected by the virus. In addition,
those with health and/or mental health problems may be left with insufficient support to
address their difficulties and fears, thus causing their difficulties to escalate (Vindegaard &
Benros, 2020).

Populations already at risk for increased anxiety and depression should be monitored to
ensure mental health difficulties are not escalated (Beukes et al., 2020a). One population who
may be at higher risk are those with tinnitus. Those with tinnitus hear meaningless noises in
their head and/or ears when there is no corresponding sound in the surroundings. Tinnitus is
a condition that is often associated with emotional distress, anxiety and depression (Salazar,
et al., 2019; Trevis, McLachlan, & Wlison, 2018). It can also lead to insomnia, concentration
problems and occupational stress (Hall et al 2018). Due to the bidirectional relationship
between tinnitus and stress (Mazurek, Szczepek, & Hebert, 2015), the additional stress
associated with the pandemic may be a contributing factor to complaints of increased severity
of tinnitus noted by some tinnitus clinics (Anzivino, Sciancalepore, Petrone, D’Ella &
Quaranta, 2020). Due to the high prevalence of tinnitus, affecting at least 10% of the adult
population (Biwas and Hall, 2020; McCormack, Edmondson-Jones, Somerset, and Hall,
2016), prioritizing tinnitus healthcare is needed.



Some studies are emerging looking at the impact of the pandemic on those with tinnitus. For
example, 122 tinnitus patients from a clinic in Germany indicated increased levels of stress
during the pandemic (Schlee et al., 2020). A global study investigating the impact of the
pandemic on 3,103 adults with tinnitus found that during the pandemic pre-existing tinnitus
was significantly exacerbated for 32% of the respondents (Beukes et al. 2020a). Contributing
factors included the emotional consequences and lifestyle changes such as experiencing
loneliness, self-isolating, and sleeping poorly due to increased levels of stress. Increased
levels of depression, anxiety and irritability were reported due to financial worries, work
changes and health-related concerns. To ensure these difficulties don’t escalate, ways to
effectively support these individuals should be sought and prioritized together with ensuring
help for those who have developed tinnitus or hearing loss following COVID-19 infection
(Beukes, et al., 2020a; Munro, Uus, Almufarrij, Chaudhuri, & Yioe, 2020).

The COVID pandemic has forced healthcare services to investigate new ways of working.
These have largely been increasing telehealth practices to limit in person contacts. Such
directions are driven by healthcare providers and do not always consider patient preferences.
For conditions that are multidimensional and heterogeneous such as tinnitus (Beukes et al.
2020b), patient needs and preferences may differ from those of healthcare providers. The
importance of patient preferences in determining treatment choices is increasingly recognized
(Mulley et al., 2012). Exploring patient preferences for tinnitus care was investigated in
England, by Pryce and colleagues (2018) by interviewing 41 patients who had sought help for
their tinnitus. This grounded theory study identified that treatment preferences were for
individualized care, tailored information and treatment to assist with psychological
adjustments and auditory distraction. The importance of every patient having a unique
‘tinnitus profile’ and needing individualized treatment was also emphasized by Van de
Heyning, Gilles, Rabau, and Van Rompaey (2015). Tinnitus services should be informed
around these preferences. These preferences may however have changed due to the COVID-
19 pandemic and investigating the support required is thus needed. Preferences may also
differ depending on the country or region of the service.

The objective of this study was to gather information from individuals with tinnitus living in
Europe to inform stakeholders of the (i) support needed in relation to changes associated with
the COVID-19 pandemic, and (ii) suggestions regarding tinnitus care for the future.

Methods

Study Design and Ethical Considerations

To fully explore the support needs for individuals with tinnitus during the pandemic, a cross-
sectional mixed-methods study design was applied. This study was part of a larger study
exploring tinnitus experiences during the pandemic (see Beukes et al. 2020a). Ethical
approval was granted by the Faculty of Science and Engineering Research Ethics Panel at
Anglia Ruskin University (Cambridge, UK, reference number FSE/FREP/19/927) for
international data collection. To distribute between patients attending the clinic at Antwerp
University Hospital ethical approval was also obtained from the Committee for Medical
Ethics UZA-UAntwerp (file number 20/20/263). The STROBE reporting guidelines (von
Elm, et al., 2007) were used to report the methods and results of the study.

Data Collection

Eligibility to complete the survey was adults aged 18 years or older, reporting the presence of
tinnitus, providing informed consent, and living in mainland European countries. Multiple
recruitment strategies were used including advertisements in the social media outlets, tinnitus



clinics, and via patient organisations including the Tuut van Tegenwoordig in Belgium,
Hoorzaken in The Netherlands and the Horselskadades Riksforbund in Sweden. The aim was
to include both clinical and non-clinical populations from a range of different countries. The
survey was available in English, Dutch, Portuguese, German and Swedish. It was not
available in other languages such as French or Spanish due to limited resources. The survey
was launched on 12 May 2020 and available for around 4 weeks. Online informed consent
was required before undertaking the survey and only one submission from each IP address
was permitted by the survey software. The survey was distributed online via Qualtrics
(Qualtrics, 2005). No randomization of the items was used, and respondents were unable to
change their responses once submitted. No identifiable data were collected.

For purposes of this analysis, demographic information such as age, gender, tinnitus duration,
use of hearing aids, and help-seeking behaviours were collected. To investigate the support
required, two open-ended questions were asked, namely:
(1) Support question: What type of support would help you better manage your
tinnitus or hearing-related issues during these uncertain times?
(11) Advice/suggestion question: What advice/suggestions for healthcare professionals
and/or researchers can you offer so that we might provide/develop more effective
care for the future?

Data Analysis

Data analysis incorporated a mixed approach, including both quantitative and qualitative
analysis. The Statistical Package for Social Sciences (IMB SPSS for Windows V.24.0) was
used for statistical analyses (IMP Corp, 2016). Descriptive statistics were used to describe the
sample characteristics. Continuous variables were summarized with means and standard
deviations and categorical variables were described using frequencies and percentages.

The open-ended questions were analysed using qualitative content analysis described by
Graneheim and Lundman (2004). Content analysis enables systematic interpretation of
participant statements to identify central aspects (a set of condensed categories) that emerge
from careful examination of the raw data using a bottom-up approach. Various steps were
involved in the process. Initially, the statements were translated to English by bilingual
speakers from the research team, who were also native in Dutch, Portuguese or Swedish. The
responses were read repeatedly and coded for ‘meaning units,” which are statements that
relate to the same central category. These meaning units formed the units of analysis for
coding. The next process was identifying categories that were repeatedly mentioned. The
responses that related to the same category were grouped together. Repeated patterns were
further grouped until clear condensed categories and subcategories were identified. Codes
were then gradually merged into broader categories and subcategories by grouping
thematically similar codes together. Categories were then condensed by combining categories
with similarities, ensuring that the categories were mutually exclusive until around 8-12
categories were identified. Category labels were assigned. After selecting the codes and
categories the original responses were checked to ensure they were in line with the assigned
categories and to identify if any additional categories emerged. The data set was rechecked
for consistency. The data coding was performed independently by two researchers. The
coding was compared and in case of inconsistencies these were discussed.

Results



Characteristics of the Individuals with Tinnitus

There were 710 eligible respondents who completed the survey from mainland Europe. The
majority of the respondents were from the Netherlands (46%; n = 326), Belgium (26%; n =
187) and Sweden (n = 14%; 101). Other countries represented included Austria, France,
Greece, Germany, France, Turkey, Switzerland, Italy, Spain, Portugal, and Norway. The
mean tinnitus duration was 10 (SD: 11) years, with a range of 0.3 to 60 years. The average
age was 51 (SD: 15) years with an age range of 18-100 years. There were more females (n =
419; 59%) than males (n = 284; 40%) and 7 (1%) were gender diverse and/or preferred not to
state their gender. A majority of the respondents (62%; n = 441) indicated that they were
concerned that they would be unable to obtain support for their tinnitus-related concerns
when needed during the pandemic. Of these, 398 (56%) provided free text response to open-
ended questions.

Support Required to Manage Tinnitus and Hearing-Related Difficulties

Content analysis of responses to the support question identified four main categories, namely
(1) tinnitus-specific support, (2) hearing support, (3) social support and (4) pandemic-related
support as shown in Figure 1 and outlined in Table 1. Some respondents (n=54; 14%) said
they were unsure what support they needed, some stating that this was due to not knowing if
anything can help explained by “Nothing has helped in the past” (Spain, Male, 83 years).

(Insert Table 1 and Figure 1 here)

Tinnitus-Specific Support

Tinnitus-specific needs included continued active care and reassurance. Respondents
explained how the pandemic resulted in increased stress, low mood, uncertainties, all causing
their tinnitus to be more prominent. They explained that they needed continued care. They
had a need for contact with professionals and wished they could have a chat with
professionals. Requests were made for both remote care and for physical appointments.
Some advice had been sought during the pandemic, mostly through internet searches (14%; n
= 96), being in contact with their regular clinic (6%; n = 46) and contacting tinnitus
associations (6%; n = 40).

Hearing-Related Support

There were 317 respondents (46%) reporting a hearing loss in addition to tinnitus and a
further 144 respondents (20%) struggling to understand in background noise. Hearing devices
were used by 29% (n = 209), with the majority of these devices being hearing aids worn in
both ears (54%; n = 168/310). Respondents found that the pandemic highlighted
communication difficulties and this frustration had a negative impact on their tinnitus. They
had a need for communication help due to the problems encountered using face masks and
social distancing restrictions. These difficulties were amplified during clinical appointments
and a need for written information to supplement what was said was mentioned. Overall, 60
respondents (8%) indicated that they were concerned that they were unable to get support for
their hearing or hearing aids during the pandemic. They explained a need for hearing aids to
ease communication burdens. There were also respondents who needed hearing aids but
could not afford these and desired financial support or free hearing care.

Social Support

Respondents explained that they felt lonely, were struggling with tinnitus and had a need to
talk to someone about these experiences. Suggestions included a helpline and peer-support
groups. The majority (81%; n = 577) explained that they were not part of a tinnitus support
group prior to the pandemic. Some of the respondents (18%; n = 131) used online support



and tinnitus discussion forms. The majority mentioned having good support from their
friends and family (69%; n= 495); however, 14% (n= 98) indicated their family was not
supportive, and 17% (n=120) lived alone. During the pandemic, most respondents reported
that this support was unchanged (83%, 532/637), with 12% (n=74/637) reporting more
support and 5% (n = 31/637) reporting less support. The open text responses indicated a need
for more understanding communities around them. They felt the impact tinnitus has was not
understood and awareness should be raised in the media, in workplaces and to friends and
family.

Pandemic-Related Support

Personal and financial support was desired due to the impact of the pandemic. Furthermore,
support for the solitude, help with the resulting sleep difficulties and anxiety was requested.
Also, mentioned were ideas about ways to cope and stay positive. Respondents indicated that
the most frequently used resources that were drawn on to cope during the pandemic were
contacting friends and family, relaxing and spending time in nature and outdoors, as seen in
Figure 2.

(Insert figure 2 here)

Respondents indicated a need for help regarding other health and mental health problems
during the pandemic. Depression was reported by 29% (n = 208), anxiety by 23% (n = 162)
and other psychiatric disorders by 7% (n = 52) with some respondents reporting both anxiety
and depression and/or psychiatric disorders. Although some were receiving help for mental
health problems in the form of medication (38%; n = 130), professional support (31%; n =
105) or online interventions (6%; n = 22), as many as 25% (n= 87/344) indicated that they
had no support. Also, additional health problems were reported by 52% (n = 372) with the
most frequent problems including back or neck pain (13%; n = 111/844), hypertension (12%;
n = 98/844) and chronic allergies (9%; 75/844). Overall, there were 19% (n =138) who
indicated that they were concerned that they could not get help for other health-related issues.
They expressed a desire for more accessible information regarding what help was available
and how to get access to it.

Suggestions for Developing Future Tinnitus Services

Content analysis of responses to the advice/suggestion question identified five main
categories, namely: (1) need for understanding professional support and multidisciplinary
experts, (2) a greater range of therapies and resources, (3) access to more information
regarding tinnitus, (4) prioritizing tinnitus research, and (5) more support for hearing
protection and hearing loss prevention, are shown in Table 2 and outlined in Figure 3.

(Insert Table 2 and Figure 3 here)

Need for Understanding and Multidisciplinary Experts

Respondents voiced that they needed professionals who were more understanding and
knowledgeable. There were accounts of respondents being dismissed and left for deal with
the effects of tinnitus alone. They had a desire for a greater range of professionals to support
them. Some realized that there was a relationship between their tinnitus and other difficulties
and felt access to a multidisciplinary team with ENTs, psychologists, dentists,
physiotherapists and audiologists would be helpful.

Need for Greater Range of Therapies



Furthermore, respondents explained that they desired a greater range of therapies such as
mindfulness and cognitive behavioural Therapy. They indicated a need to be treated
holistically due to the impact of tinnitus on many other areas of their life. Many also
expressed desire towards remote resources such as smartphone applications to be available in
their first language and not only in English.

Access to More Information

Respondents expressed a clear need for more information regarding tinnitus. Many had
specific questions regarding correlations between tinnitus and COVID-19 or the impact of
lifestyle on tinnitus. They wanted access to information provided by experts in the form of
videos or webinars to keep them updated on treatments and research findings.

Prioritizing Research
Many respondents wished desire towards finding a cure for tinnitus, although a lower number
of respondents highlighted the need for effective treatment strategies.

Protecting Hearing

Respondents expressed a need for further preventative measures regarding how to prevent
hearing loss and how to protect hearing loss. They indicated that education regarding
protecting hearing should start when children are in school.

Discussion

The objective of this study was to find out what support persons with tinnitus desire during
the COVD-19 pandemic as well as suggestions for future tinnitus care services. The
recommendations made were based on individuals with tinnitus in Western Europe, mostly
from The Netherlands, Belgium, and Sweden. This study has provided the opportunity for
those with tinnitus to voice their needs, as guideline development does not always consult
patient groups and the public (Fuller et al., 2017).

Support Required for Individuals with Tinnitus

Findings indicated four main support categories, namely tinnitus-specific support, hearing
support, social support and pandemic-related support. The majority of the respondents (62%)
indicated concern that they were unable to obtain the support they required for their tinnitus-
related difficulties during the pandemic. This included speaking to a professional about
changes in their tinnitus, reassurance, concerns about the virus and help for the resulting
anxiety, insomnia and emotional difficulties. The COVID-19 pandemic undoubtedly caused
significant disruption to usual healthcare services. Viable ways of continuing care, despite the
variability of the pandemic situation, should be sought to ensure those who need help can
access such help (Rosenbaum, 2020). Due to differing needs, a range of support options
should be considered to adapt service provision. These include remote help such as phone
and video calls and also in-person appointments depending on the type of problem and the
individual’s personal situation. In-person appointments have been complicated by the need to
ensure additional measures are in place to ensure safe working practices. These include use of
personal protective equipment, less people attending appointments and therefore less
crowded waiting areas. The drive for remote healthcare has thus been prioritized, which has
advantages for some regarding convenience and access of service provision. For some,
remote healthcare is not accessible due to technological or communication barriers. Different



levels of service should be considered to accommodate those only needing reassurance in a
different way to those who’s tinnitus has been severely exacerbated.

Hearing loss is a risk factor for developing tinnitus, and that was reflected on 46% of the
participants who reported a hearing loss and 20% hearing difficulties in noise. More support
for these hearing related concerns were desired. This included consistent hearing aid care and
repair services as well as the ability to do remote fittings. The insurance and public health
provision in each country is very variable and numerous respondents expressed a need for
amplification but did not have the means to pay for hearing aids. Addressing hearing loss is
an important aspect of tinnitus management (Beukes et al. 2020b). As research shows an
association between untreated hearing loss and cognitive decline (Loughrey, Kelly, Kelley,
Brennan and Lawlor, 2018), ways of providing accessible and affordable hearing care should
be prioritized by healthcare services (Sinha et al., 2020). Communication difficulties were
expressed due to the social distancing restrictions and use of masks. More needs to be done to
assist the hearing impaired such as use of communication application by health professionals,
wider use of promoting good communication tactics and manufacturing and use of
communication friendly clear masks (Grote & Izagaren, 2020). Exploring the use of
technology to aid communication should be advocated, such as the use of transcription and
amplification smartphone applications, particularly in healthcare settings. A need for ways of
following meetings conducted remotely was furthermore expressed, particularly by those
with a hearing loss in employment. Due to the shift to extensive use of video conferencing,
this is an urgent need to aid those struggling and using remote means for work, school and
other training courses. This includes educating people to switch on video functions to make
lip-reading more accessible, using sign-language interpreters where needed and outlining the
content of the course or meeting through notes prior to the meeting taking place. Individual
difficulties should be accommodated by consulting with individuals to search for possible
solutions.

Many respondents mentioned that drawing on support networks from friends and family
helped them cope with the uncertainties and increased stress during the pandemic. There
were some participants reporting that the people they lived with did not understand them and
some who lived alone. Participants also expressed feeling alone and a need to speak to others
about their experiences related to the impact on their tinnitus. A need for this social support
in the form of online communities, helplines and social support networks was expressed.
Respondents also reported that that despite the high prevalence of tinnitus, the general
population and employees did not recognize the impact tinnitus has on individuals and how
stressful situations such as the pandemic could further amplify such experiences. Raising the
profile of tinnitus should be a priority of all tinnitus associations and stakeholders. A study
looking at media representation of tinnitus in newspapers and the media in the U.S. identified
greater coverage of these such as diagnosis and cause, symptoms, social support, research
and development, challenges, symptoms and coping (Manchaiah, Ratinaud, & Andersson,
2018). Efforts are needed to both examine and improve access to tinnitus and hearing-related
health information in European languages, especially via the electronic media (e.g., social
media) from which many users are likely to gather hearing health information (Manchaiah et
al., 2020a).

Tinnitus support groups are often a valuable resource to those with tinnitus as they provide
social connectedness and shared social identification (Pryce, Moutela, Bunker, & Shaw,
2019). Considering this, it was interesting that the majority of respondents (82%) reported not
attending a support group prior to the pandemic and very few attended an online tinnitus



support group during the pandemic. Many respondents did not appear to be aware of the
existence of support groups and reported missing being part of a support group. The need for
peer-support and more information about tinnitus was a prominent request during analysis of
the responses, regarding what further support is desired. More should be done to actively
promote such support groups by both professionals and tinnitus support associations.
Cultivating online groups should be prioritized. This could also improve support for those in
geographical areas where in-person support groups were not available prior to the pandemic.
These groups could also share information regarding current tinnitus research and
management strategies, which were other areas of needed support that were identified.

The pandemic led to various personal and financial needs which resulted in increased
anxieties and levels of stress. These impacted aspects such as sleep, and respondents
expressed a need for help to cope and stay positive during the pandemic. Resources that have
been found helpful by some such as making time to relax, exercise and spend time outdoors
should be encouraged. COVID-19 information should focus on coping advice together with
advice on avoiding contracting the virus. Respondents with additional health and mental
health related concerns indicated a need for continued healthcare despite the pandemic.
Implementation of telehealth may increase for times when face-to-face healthcare is not
possible (Hollander & Carr, 2020; Zhou, Snoswell, Harding, Bambling et al., 2020).

Suggestions for Future Tinnitus Services

The pandemic has forced tinnitus support and clinical services to redesign their service
provision to adapt to the changes imposed due to the safety restrictions. Incorporating advice
from those with tinnitus during these considerations will ensure the suitability of such service
provision. When planning tinnitus support and management services, it is important to allow
for input from those actually experiencing tinnitus (Pryce et al. 2018) to increase the
suitability of such services.

From this study five directions for future tinnitus care were provided, namely a need for
understanding, access to multidisciplinary experts, a greater range of therapies and resources,
access to more information, prioritizing research and protecting hearing. Similar findings
have been reported when identifying patient preferences in tinnitus treatments in the UK
population for individualized care, tailored information and treatment to assist with
psychological adjustment and auditory distraction (Pryce et al., 2018). A clear need for
understanding and knowledgeable professionals were voiced as some respondents felt
unheard and unsupported. They also identified a need to see more experts and a greater range
of therapies as they mentioned additional concerns that they associated with tinnitus such as
neck or jaw problems. A multidisciplinary approach to managing tinnitus has been shown to
be helpful such as including physiotherapy to help provide neck exercises when required
(Michiels et al., 2016).

There was also a clear need for psychological input to help with comorbid anxiety and
depression. Psychological-based tinnitus therapies such as mindfulness and cognitive
behavioural therapy that incorporate relaxation and mindfulness have often been shown to
reduce tinnitus distress (Beukes et al., 2018a,b; McKenna, Marks, Hallsworth, & Schaette,
2017). The restrictions of meeting in person due to the pandemic have strengthened the
urgent need for further development of tele-audiology and this should be prioritized to ensure
continued support is available (Beukes et al., 2019; Manchaiah & Beukes, 2020; Manchaiah
et al., 2020b; Swanepoel & Hall, 2020). A need for remote resources such as smartphone
applications to be in European languages was also expressed. The advantage of remote



interventions such as internet-based interventions, is the ability to translate them into
different languages as has been done for some languages (Andersson et al., 2002; Beukes et
al. 2020c; Jasper et al. 2014).

Access to reliable sources of tinnitus information by experts was highlighted by respondents.
Finding reliable information on the internet can be difficult (Manchaiah et al., 2018, 2020a).
They were particularly interested in current information such as the association between
tinnitus and COVID-19 and current research themes. Tinnitus stakeholders should unite
efforts to make this information available in a united way and increase the availability of
expert videos and webinars. A final suggestion was increasing tinnitus research capacity and
funding with a focus on effective treatments and finding a cure for tinnitus.

Clinical Implications

The wider impact of the COVID-19 pandemic has been far reaching on those with tinnitus
(Beukes et al., 2020a). The pandemic also provides the opportunity to re-evaluate current
healthcare provision and how to strengthen it. This provision has not been readily accessible
during the pandemic and a clear need for continued care for tinnitus-related concerns was
expressed. Stakeholders should be aware of this additional need and finding ways of
providing additional assistance. In addition, ways to address other support needs such as for
increased hearing-related difficulties amplified by face masks, video conferencing and social
distancing restrictions are required. Clinical and support services should investigate ways of
enabling positive social support, peer support and understanding communities, families and
friends to further support those with tinnitus. To reduce the financial and emotional burdens
of the pandemic, ways of helping with practical aspects and stress reduction should be
actively pursued.

Limitations and Future Directions

There are certain limitations in the interpretation of the present study that should be
considered. Although this study attempted to capture a wide range of responses from those
living in mainland Europe, the respondents were mainly from the Netherlands, Belgium and
Sweden. This was partly related to the survey not been available in other languages such as
French and Spanish. Future studies should aim to be more inclusive. The results may thus not
be fully generalizable to other populations. The data was collected from high-income
countries and the suggestions may not be extrapolated to other eastern European countries or
low-income countries. In many countries were basic healthcare is limited, the support needs
are likely to be very different. Support for these individuals will thus be very different from
the support identified from the populations from this study. Furthermore, recruitment was
mostly via social media and the respondents may not represent a clinical population of those
with tinnitus. Due to the heterogeneous nature of tinnitus and the heterogeneous population,
these results will not be generalizable to all populations. This exploratory study has, however,
highlighted many themes that need further research. It must also be considered for
interpretation purposes that responses may have been influenced by the current pandemic,
and the advice regarding future directions may be very different if collected prior to the
pandemic. One aspect that was not investigated was preference for outcomes for tinnitus
management in Europe. Preferences expressed by those based in England were to remove the
tinnitus perception and improve ways of coping and managing tinnitus (Pryce et al. 2018)
which can guide research developments. Moreover, there is a need for European clinical
guidelines, as clinical practices in tinnitus healthcare vary largely across countries (Cima et
al., 2020).
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In conclusion, there is a clear need for effective treatments. Individual and group-based
guided at present, few such interventions exist. The pandemic may have a positive impact if
the outcome is greater coordination and cooperation among professionals in providing
tailored, individualised, accessible and evidence-based care for those with tinnitus.
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Table 1: Support needed for managing tinnitus

Category

Subcategory

Number
of
responses

Examples

Tinnitus
support

Active care

44

Possibility of physical contact with hearing
specialists instead of by telephone. In my case,
by telephone is almost impossible (The
Netherlands, Female, 50 years).

Finding an audiologist that I can have on a
permanent basis. Continuity in the health care
chain (Sweden, Female, 65 years).

Reassurance

25

More support during increased stress due to
the pandemic. Don't say it's just anxiety or
their imagination. Try to reassure them that
the virus will pass and that there's many things
they can do to prevent themselves from
getting it (Germany, Female, 26 years).

Even though I know I’m not crazy, sometimes
I need reassurance. As it’s really-really bad, at
the moment I feel very vulnerable. (France,
Female, 60 years).

Hearing
support

Communication
help

15

Communication problems because of the
mandatory distance and face masks during
medical appointments (Belgium, Female, 40
years)

Help for young and employed hearing
impaired persons for Zoom meetings to have
these transcribed and interpreted in sign
language. (Sweden, Female, 31 years)

Hearing devices

31

Hearing aid help during pandemic. (Belgium,
Male, 73 years)

Financial support for hearing aids. (The
Netherlands, Female, 62 years).

Social
support

Peer-Support

34

More support groups/therapy groups. Support
from others in similar situation important,
good to share experiences. (Sweden, Female,
57 years)

A helpline to help the thought of not being
alone. (Sweden, Female, 45 years)
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Understanding
communities

17

More discussion of tinnitus on media. (France,
Male, 71 years)

Raising awareness to colleagues and
employers and awareness of the mental health
implications. (France, Female, 56 years)

Pandemic
support

Ways of coping

68

Care for well-being, posture and stimulating
good social relationships, reducing stress and
prolonged period of solitude (being alone).
(Portugal, Male, 57 years)

I believe that it is anxiety for the Corona
situation. Everything is so uncertain and
insecure, that makes tinnitus and anxiety
increase. Perhaps more focus on psychological
wellbeing would be good. Even if one, like
me, gives the appearance of being strong and
stable. (Sweden, Female, 68 years)

Healthcare

20

Information on where/when and with what one
can get help, and when it's open. (Sweden,
Female, 39 years)

Other health problems (having cancer) have
affected my tinnitus. (The Netherlands,
Female, 52 years)

Table 2. Suggestions for developing tinnitus care

Sub-category

Number
of
responses

Examples

Experts

Understanding
professionals

37

I feel sometimes I'm just being dismissed by
my hearing doctor because nothing one can
do. I feel they don't understand. Try to be
more understanding. (France, Female, 64
years)

I have experienced that there are quite some
ear specialists that do not take tinnitus
seriously. Empathetic ability needs to
increase on the whole. (Sweden, Male, 72
years).

specialists

Multidisciplinary

24

Talking to a psychologist due to the mental
health implication. (The Netherlands,
Female, 57 years)
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Listen to the patient. I am totally convinced
that my tinnitus has something to do with
my jaws. I believe it would be more efficient
to be allowed to go to an orthodontist.
(Belgium, Male, 55 years)

Therapies

Greater range of
therapies

30

More capacity for treatments like Internet
CBT (cognitive behavioural therapy). (The
Netherlands, Female, 46 years)

More counselling/therapy and group
meetings, even relaxation clinics like
massages. (Sweden, Female, 50 years)

Remote
resources

24

Online training to help manage tinnitus with
relaxation techniques and art assignments.
(The Netherlands, Female, 52 years)

Mindfulness apps in Dutch. (The
Netherlands, Female, 63 years)

Information

Increase
knowledge

47

Information about the correlation regarding
tinnitus and COVID-19. (The Netherlands,
Male, 51 years)

Information on the impact of healthy living,
relaxation, diet and exercise on tinnitus.
(Belgium, Female, 52 years)

Management
options

21

What works best- everything I tried was
unhelpful. (Norway, Male, 26 years)

The material on tinnitus should include a
chapter on handling tinnitus at life's
emergency moments how I enhance all my
routines to match the extra stress it could be
other things-a death in the family, a layoff.
(Sweden, Female, 59 years)

Research

Cure

51

Focus on finding a cure. (The Netherlands,
Male, 24 years)

Organize a global challenge with an
unbelievable money prize like a billion or
something to the one/those who solve or
create a medicine. It has been done before
with other problems. (Sweden, Male, 56
years)
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Treatments

27

Research into effective treatments (Belgium,
Female, 24 years)

Research into neck problems and tinnitus by
chiropractors. (Sweden, Female, 56 years)

Prevention

Education

17

I think the best thing is preventive measures
for the individual, at school and at work
regarding hearing loss/ tinnitus.
Interventions for children, youth and adults.
Correct and qualified occupational guidance.
(Sweden, Female, 48 years)

Raise awareness under young people.
(Belgium, Male, 25 years)

Protection

I would like there to be more investment in
preventive measures. Workplace-proper ear
protection. Listening to music headphones
and earphones. Very noisy environments.
(Sweden, Female, 50 years)

Hearing protection is needed for those with
tinnitus. (The Netherlands, Female, 46
years)

Support

Tinnitus

Hearing

Social Pandemic

Active care

Communication

Reassurance

Devices

Peer-support Coping

Understanding
communities

Healthcare

Figure 1: Outline of the support desired by individuals with tinnitus. See Table 1 for
explanation of these categories
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Figure 2. Resources drawn on to cope during the pandemic.

Suggestions for developing tinntius

care
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Figure 3. Overview of the suggestions for developing tinnitus care. See Table 2 for an

explanation of these categories.
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