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Objectives: To facilitate self-help, the Finnish Méniere’s Federation (FMF) provides various
kinds of support to persons with Méniere’s disease (MD), which includes patient magazines (PM)
and Internet-based peer support (iPS). The current study aimed to evaluate the benefits reported
by MD patients in terms of PM and iPS.

Method: The study used a cross-sectional survey design with a mixture of structured and
open-ended questions administered online. A sample of 185 patients from the FMF membership
database provided complete data.

Results: Ninety-two percent of the respondents rated PM as useful, or very useful. The
main benefits of PM included: information on the disease and complaints, information about
elements of peer support program, patient’s experience with useful positive case studies, rel-
evant news on MD, and information of activity of the FMF. Of the 185 persons, 68 reported
that they did not have a need for peer support as their disease was either in silent phase or
did not cause any annoyance. The main reasons for nonuse were: mild disease, personal
reasons, and problems in using. Regarding the benefits of iPS, 75% of recent and 64% of
chronic MD patients said that they would benefit from such a program. The main benefits of
iPS included: reliable information on the disease and its management, peer support useful
for coping with the disease, information about managing MD symptoms, information about
managing attitude, and information about therapy. Moreover, the study identified different
groups of individuals, which included: nonusers of support from patient organizations, those
who used the support but did not feel they benefited, and those who used and also benefited
from such programs.

Conclusion: The current study results provide some information about the preferences of MD
patients regarding different forms of support and could certainly prove helpful while developing
wider support strategies.
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Introduction

Méniere’s disease (MD) is a condition of the inner ear manifested in episodic vertigo,
hearing loss, fullness of the ear, and tinnitus. MD is a chronic illness affecting about
513 per 100,000 persons.! The majority of persons with MD are over 40 years of age,
and MD is more prevalent among females than males. The attacks of MD may occur
in clusters in which several attacks may occur within a short period; on the other
hand, years may pass between episodes making this disease very unpredictable. MD
originates in the inner ear, although the etiology of the disorder is unknown. The con-
dition has a chronic but often unpredictable course, leading to functional limitations
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and restrictions, and is not fully restored by medical therapy
alone. MD also challenges the health care system.? Data from
the UK estimated the cost of MD equating about €3,200
per person per annum, adding up to €520 million as annual
cost for health care in the UK alone. The indirect costs
are substantial, with loss of earnings contributing to over
€360 million per annum.?

MD has many adverse consequences on health (eg,
hearing difficulty, balance problems), and on psychological
welfare (increased anxiety and depression, fatigue, social
isolation) that affect both individuals and their family
members.> The MD causes poorer health-related quality of
life (HRQoL) and ultimately results in societal problems.
Successful management of chronic conditions requires the
individual to have an understanding of their circumstances
in order to make decisions regarding treatment, to be able
to perform activities that help manage the condition, and to
apply abilities that maintain psychosocial functioning.* Vari-
ous patient organizations have become aware of the health
problems and life consequences associated with MD and have
consequently established supportive programs such as infor-
mational and educational sessions and peer support programs
(for review, see Heisler®). These programs are focused on
promoting self-management in which patient involvement,
leadership, and ownership of care are prioritized in order to
improve coping with the condition. One such approach is the
use of peer support, which is an intervention that leverages
shared experience in order to foster trust, decrease stigma,
and create a sustainable forum for seeking help and sharing
information.®

In conventional peer support, the patient and practitioner
meet face-to-face to discuss the various aspects of the disease
and its management.” It is recommended that these meet-
ings take place frequently and include an action plan with
specific self-care tasks.® Alternatively, some therapists and
organizations use a booklet-based self-management approach
to facilitate self-help in people with various chronic condi-
tions. Such approaches have shown to be an inexpensive and
effortless way to help people deal with their symptoms in
MD and were found to be beneficial when compared with a
control group without booklets.®’

In recent years, social media and Internet-based self-
help and peer support programs have become popular in
the management of chronic conditions.® Such examples
of Internet-based self-help and guided therapies are also
shown to be effective in the management of hearing loss,
tinnitus, and balance disorders.!'* The self-help programs
often have demanding recommendations (eg, medication

regimen, instructions to change attitude and expectations,
careful self-monitoring, and diet and exercise programs).
Hence, the success of many of these self-help programs for
chronic disease depends largely on the willpower and ability
of persons to follow the instructions. To complicate matters
further, many persons face additional challenges such as
multiple comorbidities, physical limitation, and poor support
from family and society.> However, with the modern infor-
mation technology and electronic social networks, patient
organizations have developed new opportunities to provide
personal, group-based and individual Internet-based self-
help programs. These novel self-help and self-management
programs are far less expensive when compared to traditional
clinical help and support offered by the medical and reha-
bilitation professionals. We believe that a healthy approach
would be to use such programs as supplementary to disease
management in order to improve health outcomes and reduce
the social burden of chronic conditions such as MD. How-
ever, not much research currently exists for voluntary patient
organizations to develop a methodology for determining what
blend of real/virtual hybrid products, services, and processes
complement their core business and strategic trajectory.
The Finnish Méniére’s Federation (FMF) provides various
types of assistance to facilitate self-help and self-management
for its members. These include: 1) quarterly patient maga-
zines (PM) Ménicre-Post and 2) Internet-based peer support
(iPS) program. The quarterly PM is provided four times a
year and contains information about various kinds of therapy,
disease description, tips for adapting and coping with the
condition, positive case studies, and doctors reply to spe-
cific questions asked by persons with MD. The iPS program
includes computer-based disease assessment, an online self-
help program to facilitate coping, and comparison of patients’
condition and progress with similar referent cases.'> ' These
two types of assistance are aimed to provide information,
change the attitude, and improve to cope well with the
condition. The information is supplementary to the routine
medical care and aims to promote self-management of MD
among the affected individuals and their significant others.
The current study aimed to evaluate the benefits reported
by the FMF members (ie, MD patients) about PM and iPS.

Method

Study design

The study used a cross-sectional survey design. The FMF
contacted their members, asking them to complete an
extensive questionnaire on their symptoms related to MD.
As the data presented in this study were gathered by a
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patient-led organization, the data become part of the public
register. Hence, the current study did not require ethical
approval according to the Medical Research Act, Finland
(Law 488/1999).'5 The questionnaire was administered using
Doodle (www.doodle.com), which is an online platform

used to create surveys and poll-based tools. Completing and
returning the questionnaire was considered as consent.

Participants

A convenience sample of 226 subjects (ie, those having
Internet access) was drawn from the FMF membership
database (952 members) and they were invited to participate
in the survey, of which a total of 185 replied (ie, response
rate of 82%). The mean age of participants was 55+5 years.
From the participating subjects, 136 (ie, 73.5%) were females
and 49 (ie, 26.5%) were males, reflecting the gender distri-
bution of FMF.

Data collection

The 12-item questionnaire was used for assessing the use-
fulness of different types (ie, magazines from patient orga-
nizations and iPS) of support provided by the FMF. In the
survey, there were 6 structured questions on the usefulness of
various forms of support and their outcomes and 7 open-ended
questions in that the persons could verbally comment on the
structured questions and provide reasoning for their replies
(Table 1). The usefulness and applicability was rated with a
S5-point scale from “no benefit” to “significant benefit.” For
each of these structured questions, there were 1 or 2 boxes
for open comments asking to report why and/or how.

All the participants were asked question about how the
PM and iPS were applicable for both recent (ie, onset of
the disease for less than 1 year) and chronic (ie, onset of the
disease for at least 1 year or longer) MD patients. The FMF
members have an average duration of MD as 16.5 years
(SD: 12 years) with over 95% of people having had MD for

Table | Structured questions used in the survey

How useful do you consider Méniére patient magazines (appearing four
times in a year) from Finnish Méniere’s Federation?

How much help could a recently disabled (less than | year) Méniére
disease person obtain from an Internet-based peer-support program?
How much help could a chronically disabled (I year or more) Méniére
disease person obtain from an Internet-based peer-support program?
After peer support, do you understand your Méniére disease in a
different way or in a new light?

Could a peer support program support your collaboration with your
doctor in a therapeutic aspect?

If some other disease would disable you, would you like to have a
program similar to the peer support for Méniere disease?

longer than 1 year. Hence, we felt it was appropriate to ask
them about how the support materials were appropriate for
both recent and long-standing MD patients.

Data analysis

Responses to open-ended questions were analyzed using
the qualitative content analysis.'® The open questions were
analyzed by two authors (IP and VM) and scaled based on
International Classification of Functioning, Disability, and
Health (ICF) into different categories, when appropriate.
Thereafter, a consensus was made and the data were used
for statistical analysis and presentation.

Descriptive statistics were explored on the data from
structured questionnaires. A nonparametric Wilcoxon signed-
rank test was used to explore the relationship between the
demographic variables and the participants’ responses. This
was followed by the use of a “K-means cluster analyses
(ie, nearest neighbour analysis)” to profile the responses of
participants. The K-means quick cluster algorithm offers a
cluster analysis of the variables and aims to identify rela-
tively homogenous groups of cases and/or variables based
on selected characteristics. A p-value of 0.05 was used for
statistical significance interpretation.

Results

Benefits from patient-focused magazines
From the 185 replies, 96% of the people found the content
of the PM useful (Table 2). When exploring the benefits the
patient received from the PM using open-ended questions,
131 respondents gave 222 replies on the content of the PM
and how it influenced their well-being (Figure 1). The most
frequently occurring responses about the benefits of PM
included: information on the disease and complaints (n=89),
information about elements of peer support program (n=42),
patient’s experience with useful positive case studies
(n=25), and relevant news on MD (n=23).

Benefits from the iPS program
We asked about the usefulness of the iPS for chronic MD
patients, and of the 185 respondents, 117 said they had used
the iPS and the remaining 68 said they did not complete the
iPS although they had started it. We interpret this to mean
that those with a long history of MD know how to manage
the disease sufficiently well, and they were not willing to
change their attitude toward the illness.

We asked the users’ opinion on the usefulness of iPS for
those with less than 1 year since diagnosis (acute MD) and for
those with a disease history longer than 1 year (chronic MD).
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Table 2 Usefulness and applicability of the patient magazine (PM) and virtual Internet-based peer support (iPS) program

Questions

Do not know (%) No (%) Moderately (%) Much (%) Very much (%)

How useful do you consider the PM appearing four times in a year? 3

How much help did you get from the iPS (recent MD)? 24
How much help did you get from the iPS (chronic MD)? 32
Do you understand your MD better having followed the iPS? 37

| 7 38 49
| 7 32 36
2 15 29 22
2 16 27 19

Abbreviation: MD, Méniére’s disease.

For acute MD, 68% of the persons regarded the iPS as use-
ful or very useful, whereas only 1 person regarded it as not
useful at all (Table 2).

When answering the question about the benefits of iPS
for acute MD patients, of the 185 subjects, only 93 respon-
dents provided answers to open-ended questions. They
provided 159 replies for acute disease and 99 replies for
chronic disease (Figure 2). The most important benefits for
acute MD included: reliable information on the disease and
its management (n=64), peer support they received that was
useful to enhance coping with the disease (n=29), informa-
tion about managing the MD symptoms (n=24), information
about managing the attitude (n=10), and information about
therapy (n=10).

From the 185 persons, 51% regarded that the iPS would be
useful or very useful in chronic MD (Table 2). Two persons
replied that they did not see or experience any benefit from the
program and preferred personal peer support (n=1), or taking
a 3-day course on coping skills for living with MD (n=1).
For open-ended questions, only 66 out of 185 respondents
replied and provided 99 responses in total (Figure 2). Most

of the persons experienced information on the multifaceted
clinical picture of MD to be of utmost importance (n=27).
It was followed by peer support provided by the program
(n=19). The iPS program helped a large group of persons to
cope with the disease and limitations brought by the disease.
Seventeen persons reported managing to live well with the
disease. New therapeutic possibilities were also of interest in
some of the persons (n=9). Other items were support provided
by the patient organization, comparison with others, learning
from other persons, and change of one’s own attitude. For
11 persons, the iPS was not of any use.

Using the nonparametric Wilcoxon signed-rank test, we
compared the possible differences in terms of respondents’
opinions about the benefits of iPS for recent and chronic MD
patients. The results suggest that the respondents felt that
patients with recent MD would benefit significantly more
from the iPS (»<<0.001).

We also asked whether after passing iPS if they under-
stand MD in a different way. From those answering the
question, 85 of 185 persons considered changes in their
understanding of MD as much or very much (Table 2).
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Figure 2 Usefulness of the content of the Internet-based peer support program on acute and chronic Méniere’s disease patients.
Note: The graph is based on |59 replies for acute disease and 99 replies for chronic disease from 93 respondents to an open-ended question.

Abbreviations: FMF, Finnish Méniére’s Federation; MD, Méniére’s disease.

Sixty-eight people did not work with the program or finish the
program and therefore could not reply on possible changes.
However, 29 persons considered that iPS changed their
attitude only moderately, and 3 persons reported that they
experienced no change. Items that changed after passing the
iPS were most commonly based on better management of
their problems (n=45) and on receiving more information
about MD (n=13).

Concerning the usability of the iPS, of the 31 respondents,
15 said the program was easy to use while 16 replied that
they had problems using the program. The main reasons for
difficulty using the program included: program too long and
complicated (n=11); data failure problem in usage (n=2);
personal reasons (n=2); and felt the program unnecessary
and/or not useful (n=1).

The participants were asked to indicate the reason for
not using the iPS, and 51 responses were received. The main
reason for not using the program was that the persons claimed
that their disease has stopped and/or was not bothering them,
and henceforth felt that there would be no benefit in using the
program (n=20). The second most (n=17) common were the
personal reasons (eg, no time, being lazy, etc.). The other rea-
sons included: insufficient information on iPS (n=7); program
was too complex (n=2); other disease interfered (n=1); and

two had problems using it (eg, forgotten password, broken
computer, tablet problem).

Distribution of MD patients based on
their preferences of the support provided
by the FMF

We performed K-means cluster analysis on the participants’
responses to preference and benefits of the different kinds
of support provided by the FMF. This analysis helped us
understand the support preferences of the groups. The analy-
sis resulted in three clusters. The respondents in “cluster 1”
(n=42) suggested they used different kinds of support pro-
grams offered by the FMF, although they reported to have
limited benefits from these programs. However, they reported
to possess significant knowledge about their disease and
appeared to appreciate the PM. The respondents in “cluster 2”
(n=57) were basically the nonusers, as they did not engage or
use any of the support provided by the FMF. The “cluster 3”
(n=86) included people who appreciated the benefit of the
program, both in acute and chronic stages of the disease. They
also understood their complaints better and recommended a
similar program for other diseases. The age of participants
did not significantly change the cluster categories. However,
respondents in “cluster 3” preferred the use and content
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of the PM more as compared to the respondents in other
clusters (p=0.002).

Discussion

In 2002, the World Health Organization argued that improv-
ing persons’ self-management in chronic disease would have
far greater impact on the health of populations than any
improvement by medical treatments.!” Different types of
self-help and peer support programs have been launched since
then, which include: booklet-based self-help, telephone calls,
web-based telehealth programs, and person-to-person peer
support programs.'®* A combination of these programs (ie,
PM, assisted telecommunications, and iPS) can be adapted
for areas where limited access to services as advocated by
the FMF for promoting self-management in MD. A core
element of these programs is the provision of social support,
skill development to cope with illness interference, improved
management of daily activities, and health condition man-
agement. How this information is presented and adopted is
important in promoting their relevance, acceptability, and
usability to participants. Strategies to mitigate perceived
stigma associated with having a chronic illness also need
to be considered, as do strategies for promoting participant
involvement in affecting attitude changes. The outcome
varies between different support efforts, but improvements
in quality of life, social attendance, and daily coping have
been reported.!*1¥20 However, most of these programs were
laborious for users and required intentional efforts to make
them easily accessible.

Patient-reported benefits from different
types of support

The current program is constructed and based on the
principles of traditional peer support — meaning that the
problems, limitations, and restrictions are coming from
the patients themselves; furthermore, the solutions are also
patient originated. The current study results suggest that a
large percentage of study sample felt that they benefited
from PM (~94%) and also from iPS (~98%). However, the
cluster analysis indicates some of these individuals had lim-
ited benefits (ie, cluster 1). Nevertheless, the benefits were
mainly related to aspects such as self-oriented information
about the disease and its management, information about
peer support programs, positive case studies, and also reply
from the doctors regarding specific questions.

The current study results suggest that there is a need
for different kinds of support methods, and these should
be supplementary to each other (eg, PM and iPS). In the
face of challenges with regard to costs and the availability

of professionals, the new iPS program, with possible assis-
tance of social media, is especially promising for MD."
However, it appears that many people with chronic MD did
not complete the iPS program, as they felt they did not need
the program. This may be related to the disease not being
very severe and/or the people with long-standing conditions
having already learned coping strategies successfully and
thus may not see the advantage of such programs. Moreover,
some elements of difficulty using the iPS programs were
also discovered (eg, too long and complicated, complex
program). Moreover, the study identified different groups of
individuals, which included: nonusers of support from patient
organizations, those who used the support but did not feel
they benefited, and also those who used and also benefited
from such programs. It is important for health care providers
and also patient organizations to understand this, as they can
henceforth develop strategies to improve accessibility and
acceptability of such programs.

Study limitations

Our study sample comes from patient organization, and we
also used a convenience sample and included only those who
had e-mail access and who were familiar with the Internet.
Thus, the results apply specifically to such populations and
may not be representative of a broader MD population. Some
researchers have argued that Internet-based samples may
actually be more representative than traditional samples,*
although this can be questionable in the context of MD
patients within the FMF membership. The MD affects men
and women equally, although in the current sample 73.5%
were women. This may suggest that compared to men,
women are more likely to join patient organizations and
possibly also participate in survey questionnaires. 2> Hence,
the study sample may not be representative of the general
MD population. Also, when comparing Internet-based data
collection with paper-and-pencil versions, Internet data
appear to be reliable and need to be answered similarly to
the way they are answered when they are administered via
traditionally mailed paper questionnaires.* Moreover, all
participants were asked to respond about the benefits of iPS
for both recent and chronic MD patients. Although, most
participants may have long-standing MD and may have
gone through early stages of adapting to MD, they may not
remember all of their experiences, and their answers in this
survey have to be read with caution.

Conclusion
The medical management of MD is not sufficient to achieve
optimal outcome, and therefore supplementary support may
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be needed. However, the forms of support can be different
and sometimes may overlap. The current study evaluated the
benefits reported by MD patients in terms of PM and iPS.
PM containing positive case reports, doctor’s replies, and
relevant information on the disease was considered useful
and provided self-guided support and coping possibilities.
iPS was used by 63% of the users (n=117), of whom 98%
reported that the program provided was beneficial. Moreover,
the study identified different groups of individuals, which
included: nonusers of support from patient organizations,
those who used the support but did not feel they benefited,
and also those who used and benefited from such programs.
These study findings can certainly prove helpful while devel-
oping support strategies for patients with MD.
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