
Rheumatology Reports 2011; volume 3:e7

Information preferences of
people living with fibromyalgia
– a survey of their information
needs and preferences
Lubna Daraz,1 Joy C. MacDermid,1

Seanne Wilkins,1 Jane Gibson,2

Lynn Shaw3

1School of Rehabilitation Science, Faculty
of Health Sciences, McMaster University,
Hamilton, ON; 2Knowledge Translation,
Institute for Work & Health, Toronto,
ON; 3Faculty of Health Sciences, School
of Occupational Therapy, University of
Western Ontario, London, ON, Canada

Abstract 

A lack of understanding about fibromyalgia
and how to live with it may undermine the
foundations of self-management and may com-
promise quality of life. The purpose of this
study was to determine the information needs
and preferences pertinent to people living with
fibromyalgia. A cross-sectional web-based sur-
vey was developed based on conceptual and
qualitative work informing information needs.
Recruitment took place through hospitals, clin-
ics, physicians and fibromyalgia support
groups across Canada. Descriptive statistics
using SPSS and graphical representations
were employed to summarize and represent
data. A total of 442 respondents (93% female,
mode age 51-65) participated in the survey. No
statistical differences in information needs
were found between males and females or edu-
cation level. Respondents (74%) frequently
searched for information about fibromyalgia
using a variety of resources including Internet
(91%), doctors (75%), support groups (76%),
and people with same condition (87%).
Respondents expressed a strong need for
information about symptoms (81%), implica-
tions (79%), treatments (87%), resources
(85%) and coping (79%). However, concerns
were expressed about the reliability of infor-
mation and majority (93%) wanted informa-
tion to be available online that is provided by
healthcare providers or from reputable
sources. Internet (48%), people with similar
condition (35%) and support groups (35%)
were perceived as useful resources for people
living with fibromyalgia. Information
resources need to be developed on the basis of
both content and knowledge of the information
needs of the target end-user. Healthcare
providers and the Internet are expected to be
reliable resources of information.

Introduction 

Fibromyalgia is a common, disabling and
controversial chronic disease that has serious
consequences on the health and life of people
who are living with the illness.1-4 In Canada as
many as 1.1 to 3.3 percent people are affected
by this disabling disease.5,6 Fibromyalgia is six
times more common in women than in men.5,7

This prevalence of fibromyalgia is similar
worldwide and the number is growing each
year.2 Increased awareness and reporting of
the condition is at least partially responsible
for this increase.8-10

One of the main symptoms of fibromyalgia
is extensive and persistent pain.8,11,12

Fibromyalgia symptoms that are not sufficient-
ly manageable lead to substantial disability.13-16

There is no specific diagnostic test that identi-
fies fibromyalgia, but there are efforts to intro-
duce new diagnostic guidelines.8,17,18 These
guidelines can be used as a foundation for
understanding the disease and forming recom-
mendations for effective treatments or man-
agement strategies. 

Many people diagnosed with fibromyalgia
stop working due to limitations in work capac-
ity. Researchers who studied work capability of
people living with fibromyalgia found that bet-
ter awareness and use of work adaptations
would allow people to be more successful in
the labor markets.12,19,20 Given the current rates
of disability and work loss, efforts to make peo-
ple with fibromyalgia better prepared to deal
with their illness or work capacity might result
in substantially lower health and social costs.
Schmidt and colleagues reported that in 2003,
the healthcare costs in Sweden for people with
fibromyalgia and similar conditions were more
than $2 billon in US dollars annually.4 In the
USA, the estimated healthcare cost for people
living with fibromyalgia is also between $12-14
billion dollars each year.21 A similar depiction
can be observed in Canada where many
Canadians are also affected by fibromyalgia.6, 22

A study by White and colleagues in London,
Ontario, Canada found that annual costs, med-
ications, and health services use among people
living with fibromyalgia were twice that of
those without widespread pain.6 As a result,
the challenges for managing fibromyalgia
become a burden for both people living with
the illness and the healthcare systems.6,23

Qualitative studies that reported the experi-
ence of people living with fibromyalgia have
identified the complex challenges of managing
family life, work conditions, psychological
problems and a lack of support from healthcare
providers, family members and society.4,20,24-26

Unfortunately, much of the research relating to
this condition focused on medical aspects of
the disease while paying little attention to the
information needs and preferences of people

living with fibromyalgia.1,4,27 Previous authors
have suggested that a lack of understanding
and knowledge of the disease are among the
most important factors that contribute to a
lower quality of life and inability to manage the
illness.1,5, 18, 9,28-31 As Crooks stated, an impor-
tant element of negotiating life with a chronic
illness, for many, is seeking out information
which can be used to come to a greater under-
standing of one’s changed/changing body and
possible treatment options.10 There is also evi-
dence that interventions that increase people’s
knowledge, skills and confidence positively
affect their well-being.32 The Chronic Care
Model that was developed by Wagner and col-
legues27 to improve care of chronically ill
patients, the developers of the model advocat-
ed for knowledge and information as critical
components of chronic disease management.27

Appropriate information can assist people in
managing their illness and making informed
decisions about their health.10,32,33

Daraz and others studied the experience of
information use by women living with
fibromyalgia.34 Their study findings reported
that women received limited information from
their healthcare providers and lacked access to
quality information about their illness. Despite
their fundamental information needs, women
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struggled to find and access appropriate infor-
mation. They used diverse strategies such as
personal capacities, supports through connec-
tions with others and new research in over-
coming some of the challenges in accessing
information. In spite of the challenges, women
reported that they were able to draw on
accessed information to make changes and to
begin to coordinate their lives to live with
fibromyalgia. This qualitative study34 suggest-
ed that information on fibromyalgia does sup-
port people living with this health disorder.
However, it does not necessarily represent the
broad audience of people who might potential-
ly use this information due to the small sample
size. Given the expressed importance, it is
essential to explore a broader description of
these needs before pursuing resource develop-
ment. Since the suitability of information con-
tent and format should be matched to the
majority of the target audience, it is worth-
while to define these. Therefore, the purposes
of this study were to identify the: i) informa-
tion needs of people living with fibromyalgia;
ii) importance assigned to specific categories
of information; iii) ways people find/use infor-
mation about fibromyalgia; iv) information
format preferred by people living with
fibromyalgia.

Materials and Methods

Methodology
This study was a cross-sectional national sur-

vey targeting people living with fibromyalgia. 

Survey development
The content for specific items of the survey

were generated from multiple sources includ-
ing the issues identified by the qualitative
study on this topic by Daraz and others and
studies of information needs of similar groups
of people.8,13,23,34,35 The structure and scaling
items were selected using established princi-
ples36,37 and consensus between two lead
authors. The wording and structure of the
overall survey questionnaire were independ-
ently evaluated by each of the authors and iter-
atively revised for both content and clarity. 

The final draft of the survey was pilot tested
among participants who were not part of the
sampling frame (n=10). This process resulted
in further modification /simplification by
minor changes to the format of the survey and
individual items, clarity of specific items and
removal of redundant questions. The final ver-
sion of the survey was launched using Survey
Monkey [http://www.surveymonkey.com/]
which is a web-based survey tool that allows
participants to complete a survey easily and
anonymously using the Internet. 

The survey was preceded by an informed
consent form and included the following com-
ponents (in order): i) Information Need, ii)
Access to Information, iii) Information Use, iv)
Use of Online Information and v)
Demographics. The response items were set as
a 7 point scale where possible. For example,
items regarding importance of content,
responses were categorized as very important,
important, somewhat important, neutral,
somewhat unimportant, unimportant and very
unimportant. During analysis, items were col-
lapsed into fewer categories to analyze differ-
ences in information needs based on educa-
tion and gender. We dichotomized the 7-point
scale into a 2-point scale (important, not
important) based on the response rate.

Survey population
The following inclusion criteria were used

to recruit participants for the survey: i) people
(male or female) living with fibromyalgia
(employed or not), ii) diagnosed with
fibromyalgia at least a year prior to the start of
the study and iii) able to communicate in
English. 

The recruitment strategy used to identify
people living with fibromyalgia was imple-
mented by contacting gatekeepers of access
points (hospitals, clinics, physicians and sup-
port groups) in Canada. Study introductory let-
ters were sent to hospitals notice boards, clin-
ics and physicians providing services to people
living with fibromyalgia, chronic pain groups
and fibromyalgia support groupsto inform
them about the study and request their cooper-
ation in recruitment. An electronic link to the
survey was then sent to the gatekeepers who
expressed their interest in the study to distrib-
ute to their members/patients using their
email lists. Both males and females were sur-
veyed to examine whether information needs
and preferences varied by gender. The survey
was launched on Survey Monkey on February
5, 2010 and closed on March 31, 2010.

The Survey Monkey software generated ran-
dom numbers that were used as identifiers to
allow for confidential responses. The exact
number of people who were approached for
participation was difficult to estimate since it
was done through intermediaries, the accura-
cy of their e-mail lists was not verifiable and
members of support groups were not all regis-
tered. As a result, it was not possible to esti-
mate response rate. Further, since responses
were anonymized, the recruitment source/site
was unknown to the researchers. 

Survey analyses
Routine survey analysis can be performed by

Survey Monkey. Data were imported directly
into EXCEL spreadsheet and then into SPSS
(SPSS – IBM. http://www.spss.com) for more
detailed analysis. A coding of open-ended

responses (i.e. additional comments) was
developed by categorizing responses based on
responses received for closed-ended questions.
This process continued until all of the respons-
es were coded successfully. To evaluate the dif-
ference between two educational groups and
genders a statistical test of difference (Chi-
Square) was conducted.

Descriptive statistics and graphical repre-
sentations were employed to summarize and
represent data.A power calculation for estima-
tion using 442 respondents assuming a worst
case proportion (0.5) and a 95% confidence
interval indicated a margin of error of 0.046.
The power calculation for 442 respondents,
α=.05, assuming 50% as one proportion (worst
case scenario) indicated that 10% difference
would be detected with 80% power. In all statis-
tical analyses, a P<0.05 was considered statis-
tically significant. 

Results

Table 1 displays significant demographic
characteristics of the sample. About 93% of the
participants were female and 7% were male.
The majority of the participants were
Caucasian (96%) with post-graduate educa-
tion (87%) and a significant number (69%) did
not have a job due to fibromyalgia. Most of the
respondents (94%) spoke English fluently
enough to participate. The median time since
diagnosis was 9 years with a range of <1-35
years. About 74 % of the respondents frequent-
ly searched for information about fibromyalgia
and reported a variety of information needs
(Table 2). From the people who provided
responses (26%) to the open-ended (category
other) question, 23% of those reported that
they searched for information to be knowl-
edgeable about fibromyalgia, 11% wanted to
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Table 1. Respondents demographic infor-
mation (n=442).
Age Category (%)                                                

18-30 years 4.2
31-50 years 41.7
51-65 years 45.7
Over 65 years 8.4

Gender (n= 442) (%)
Female         93.3                                                                
Male  6.8                                                                            

Ethnic Background (n=442) (%)
Caucasian 95.6
Others 4.3

Average time since diagnosis (yr) 9
Employment Status (n=442) (%)

Working 30.8
Not-working 69.2

Education (n=442) (%)
High School or less 12.8
Post-Graduate     87.2                                                  
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know more about coping, 20% wanted to know
about treatments, 28% were not happy with
healthcare systems/ professionals and the
remainder of the respondents wanted informa-
tion for family/friends, or to improve their quali-
ty of life. A substantial portion (80% or higher)
of the respondents felt that it was very important
to obtain information about symptoms, manage-
ment, treatment options and to find someone
who can help with their disease (Table 3) at the
time of diagnosis. In addition, comments report-
ed in the open-ended (category ‘other’) respons-
es (25%) included more information about -
fibromyalgia (25%), diagnosis (16%), and con-
cerns about healthcare providers (18%) and the
rest discussed information sources, support
groups, medication and diet. There were no dif-
ferences between those who had post secondary

education and those less well-educated with
respect to this high level of endorsement (Table
4). Similarly, more than 60% of the respondents
felt that it was important for them to find infor-
mation about the impacts of the disease on
health and life, treatment options, medications,
exercise, food, supports and coping after their
diagnosis (Table 5). From the people who provid-
ed responses (19%) to the open-ended (category
other) question also discussed their frustration
about the lack of information from healthcare
providers (29%), the need for more information
about fibromyalgia (8%) and the remainder dis-
cussed wanting more information onself-help,
quality of life, resources and insurance. There
were no differences between males and females
with respect to this high level of endorsement
(Table 6). People reported variable difficulty in

accessing the information they need.
Approximately equal numbers reported that
accessing information was not difficult (45%)
versus those who had difficulty (43%). The
majority of the respondents (99%) obtained
information online. Furthermore, most (91%) of
the respondents found it easy to access online
information and did so frequently – with 84%
doing so at least once per month. They also
reported accessing from other sources including
doctors (75%), rheumatologist (58%), health
magazines (61%), scientific studies (67%), sup-
port groups (76%), and people with the same
condition (87%). However, other sources that
were infrequently accessed were nurses (16%),
occupational therapists (21%), psychiatrists
(31%) and dieticians/ nutritionists (25%). Table
7 reports the frequency of use of the sources. 
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Table 2. Reasons people with fibromyalgia search for information (n-442).
Information needs Strongly  Agree Somewhat Neutral Somewhat Disagree Strongly Total 

agree agree disagree disagree Respondents
(%) (%) (%) (%) (%) (%) (%)

Learn more about fibromyalgia 83.1 12.9 2.3 0.5 0.2 0.5 0.5 427
Help make decisions about health 82.2 14.5 1.9 0.9 0.0 0.2 0.2 428
Learn about new research 80.0 15.5 2.1 2.1 0.0 0.0 0.2 426
Self-manage of health 69.7 20.1 5.9 2.6 0.7 0.7 0.2 423
Information for family 47.5 26.1 13.3 8.8 1.7 1.2 1.4 421
Lack of information from healthcare providers 41.5 20.2 16.4 7.8 3.3 6.1 4.7 426
Lack of attention from healthcare providers 41.3 16.2 17.3 7.6 6.2 7.4 4.0 421
Indistinct information from healthcare providers 33.6 21.4 14.6 12.9 4.9 7.2 5.4 425
Embarrassed to ask healthcare providers 7.3 8.7 10.9 13.0 8.7 23.6 27.7 423
Categories exploring the most endorsed responses are bolded. 

Table 3. Importance of specific categories of information at the time of diagnosis.
Categories of information Very Important Somewhat Neutral Somewhat Unimportant Very Total

important important unimportant unimportant Respondents
(%) (%) (%) (%) (%) (%) (%) (%)

Types of available treatments 87.1 8.9 1.2 1.6 0.2 0.2 0.7 425
Who can help me with my condition 84.5 10.7 2.9 1.2 0.2 0.0 0.5 413
Usual symptoms and how to manage them 81.0 13.4 3.1 1.6 0.5 0.0 0.5 426
Possible health outcomes in the future 79.1 15.3 2.8 1.9 0.0 0.0 0.9 425
Things that I should avoid 75.5 17.2 2.6 3.5 0.2 0.2 0.7 425
Causes of the symptoms 74.5 15.7 6.3 2.6 0.2 0.2 0.5 427
When can I go back to normal activities 67.5 20.1 5.2 5.2 0.5 0.7 0.7 422
Categories illustrating the majority of responses are bolded. 

Table 4. Impact of education level on information need.
High school or below Post-secondary education P

Information needs Respondents % Think important Respondents % Think important
n = n =

The usual symptoms and how to manage them 49 100 332 99 0.44
The causes of the symptoms 50 100 328 99 0.43
The possible health outcomes in the future 50 100 329 99 0.43
When can I go back to normal activities 46 100 318 98 0.31
Things that I should avoid 49 100 323 99 0.43
Types of available treatments 49 100 334 99 0.39
Who can help me with my condition 49 100 321 99 0.50
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Table 5. Importance of specific categories of information after diagnosis.
Categories of information Very Important Somewhat Neutral Somewhat Unimportant Very Total

important important unimportant unimportant
(%) (%) (%) (%) (%) (%) (%) Respondents

Treatment options 82.7 13.5 1.9 0.9 0.2 0.2 0.2 426
Impacts on my daily life 81.9 14.6 1.4 1.4 0.5 0 0.2 426
How to cope with fibromyalgia 79.3 16.2 3.3 0.7 0.2 0.0 0.2 426
Impact on my ability to work 78.4 14.8 2.6 2.1 0.9 0.2 0.9 426
Changes in my health 71.5 24.1 3.3 0.9 0 0 0.2 424
Exercises that can help with my pain 67.7 22.4 6.1 2.4 0.5 0.5 0.5 424
Emotional impacts 67.5 22.7 7.3 1.7 0.2 0.0 0.2 422
Type of supports exists for people like me 64.5 22.5 8.5 2.8 0.9 0.2 0.5 422
Alternative therapies 64.3 22.8 8.0 3.1 0.5 0.2 1.2 426
Medications that are good for me 64.2 25.0 5.9 2.8 0.9 0.2 0.9 425
Foods that are suitable for me 61.3 22.3 9.5 4.5 1.2 0.7 0.5 421
Connect with people with fibromyalgia 39.4 24.3 19.6 11.3 3.5 0.9 0.9 424
Categories exploring the most endorsed responses are bolded.

Table 6. Impact of gender on information needs.
Female Male

Information Need Respondents % Think important Respondents % Think important P
n = n = 

Changes in my health 362 100 26 100 0.79
The impacts of the disease on my daily life 363 99 25 100 0.71
Impact of fibromyalgia on my ability to work 359 98 26 100 0.51
Treatment options 364 100 26 100 0.79
Alternative therapies 357 98 25 96 0.49
Medications that are good for me 357 99 25 96 0.31
Exercises that can help with my pain 360 99 24 100 0.60
Foods that are suitable for me 348 98 26 100 0.43
How to connect with people with similar health problems 326 94 22 100 0.24
How to cope with fibromyalgia 365 99 27 100 0.70
Emotional impacts 356 99 27 100 0.63
The type of supports that exist for people like me 353 98 26 100 0.50

Table 7. Frequency of use of information sources.
Information sources Very Frequently Occasionally Rarely Never Total

frequently Respondents
(%) (%) (%) (%) (%)

Online/Websites 48 30 19 2 1 379
Support Groups 21 26 28 11 14 331
People with same condition 17 27 38 10 8 345
Doctor (s) 13 26 36 20 6 362
Other healthcare providers 9 17 34 12 27 292
Library 7 14 36 14 29 292
Health Magazines 6 18 37 21 17 303
Scientific studies 6 16 42 21 16 317
Family/Friends 5 14 36 19 25 295
Physiotherapists 4 8 27 24 37 284
Psychiatrists 3 10 16 16 55 268
Other magazines 3 6 27 24 40 267
Nurses 3 5 11 22 59 257
Rheumatologists 2 9 18 45 26 317
Dieticians/Nutritionists 2 7 16 18 57 257
TV/Radio 2 6 30 28 34 278
Acupuncturists 1 8 21 25 45 274
Occupational therapists 1 1 11 19 68 247
Categories illustrating the majority of responses are bolded.
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Respondents indicated substantial variabili-
ty in how useful they perceived different infor-
mation sources to be. The most useful infor-
mation sources were websites (48%), people
with same condition (35%) and support groups
(35%). Only 29% felt doctors were useful to
some extent to access fibromyalgia informa-
tion. Other clinicians including those who
would be expected to spend considerable time
promoting self-management (dieticians/ nutri-
tionists, nurses, occupational therapists, psy-
chiatrists and rheumatologists) were also
commonly seen as not being useful sources
(Table 8). In contrast, respondents indicated a
preference for receiving information from
healthcare providers (Table 9) with 52% want-
ing information from healthcare providers and

45% preferring information from the web. In
general, there were few information sources
that were not looked upon favorably. About 35%
preferred not to receive fibromyalgia informa-
tion from face-to-face discussion with their
religious leaders. However, the majority (93%)
of the respondents preferred to use online
information that was provided by healthcare
professionals or by reputable sources.  

Respondents reported their use of informa-
tion as represented in Figure 1. While respons-
es varied, there was a strong endorsement of
the need for information with only 1% of the
respondents reporting they did not use infor-
mation at all to understand their disease.
Some (12%) of the respondents provided open-
ended responses regarding the barriers to use
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Table 8. Usefulness of different information sources.
Information Very Useful Somewhat Neutral Somewhat Unuseful Not useful Total 
sources useful useful unuseful at all respondents

% % % % % % % % %

Most useful Online/Websites 48 33 15 3 1 0 1 398
People with same condition 35 27 20 8 3 1 6 370
Support groups 35 21 18 13 3 2 9 378

Somewhat useful Doctor (s) 17 18 29 8 8 7 14 402
Health Magazines 9 20 27 21 3 4 16 368
Family/Friends 8 11 26 24 7 9 16 360
Scientific studies 20 22 24 19 3 3 10 358

Not useful Nurses 4 3 9 35 4 10 35 355
Occupational Therapists 4 4 9 39 4 6 34 343
Psychiatrists 5 9 13 29 4 8 33 353
Dieticians/Nutritionists 5 8 13 35 2 7 31 345
Acupuncturists 8 8 15 30 6 6 28 347
Other Magazines 4 8 18 33 5 6 27 345
TV/Radio 3 9 20 32 5 5 26 350
Physiotherapists 8 13 16 28 6 6 23 360
Rheumatologists 10 12 19 20 8 8 22 380
Other healthcare providers 14 12 21 25 4 4 21 364
Library 10 20 19 24 4 3 20 353

Categories illustrating the majority of responses are bolded.

Table 9. Preferred format of information sources.
Format of information sources Strongly Prefer Somewhat Neutral Somewhat Dislike Strongly Total 

prefer prefer dislike dislike respondents 
% % % % % % %

Face-to-face with healthcare providers 52 27 11 7 1 1 1 400
Online/ Websites 45 35 17 3 0 0 0 399
Face-to-face with a person with fibromyalgia 36 27 19 15 2 1 1 400
Books 37 34 17 12 0 1 1 392
Email 33 33 20 10 1 1 2 393
Newsletters 29 32 21 13 3 1 1 392
Face-to-face with support groups 28 24 18 17 7 2 4 395
Videos (CD/DVD) 18 21 21 26 6 3 5 385
Magazines 18 25 24 25 3 2 3 386
Pamphlets /Brochures 13 23 30 24 5 2 2 394
Audios 11 14 18 35 8 7 8 368
Telephone 10 11 12 29 12 9 18 381
Face-to-face with religious leaders 4 4 8 34 6 9 35 385
Categories illustrating the majority of responses are bolded.

Figure 1. Frequency of use of information.
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of information. They specifically mentioned
about a lack of useful information (20%), and
lack of access to care (8%) and the remainder
discussed about the use of information for
family/friends, to manage emotional impacts,
and to help educate doctors about fibromyal-
gia. Finally, a substantial number of respon-
dents (54%) provided spontaneous open-ended
responses to the last question of the survey
where participants were asked to share addi-
tional information regarding their information
needs and preferences. They reported their
frustration with healthcare providers (12%);
the need for more education for physicians
(15%); better availability of information for
families (5%); coping strategies (12%); more
information about fibromyalgia (12%); their
struggle with unemployment insurance (2%);
the need for awareness among government
(10%), and the public (4%); concerns about
the reliability of information (5%) and rest dis-
cussed about lack of access to treatment infor-
mation that is available in other countries;
funding for fibromyalgia research; specific
treatment such as Guaifenesin Protocol; and
struggles with physical and mental suffering
for living with fibromyalgia. 

Discussion

The survey results revealed that people liv-
ing with fibromyalgia are active searchers and
users of information and that they have broad
information needs. They have continuous
need for information that can help them
understand their disease condition and its
prognosis, treatment options, and coping
strategies. Peopleuse information to make
informed healthcare decisions and gain sup-
port from healthcare providers and others.
Previous studies of people living with
fibromyalgia or other chronic illnesses have
also indicated strong need for condition specif-
ic information.5,10,19,20,34,38,39 This study builds on
those findings by focusing on the specific
types of information need and the sources that
are used to locate it. Our findings suggest that
there is a substantial gap between information
needs and what people are able to access.
About three out of five respondents strongly
agree that due to a lack of information and
support from healthcare providers, they fre-
quently search for information about their ill-
ness from a variety of sources. It is also impor-
tant to note that the need for specific informa-
tion is equally important both for women and
men with different levels of education.
However, we acknowledge that our sample was
preliminary female and well educated so the
possibility for us to miss this effect is consid-
erable. 

Information needs do vary based on stage of

the disease. For example, on one hand, people
indicate that it is important to them to know
more about symptoms and future conse-
quences of the disease before the final diagno-
sis with fibromyalgia. On the other hand, it is
important to know more about treatments,
impacts on life, coping, and alternative sup-
ports after they are diagnosed with fibromyal-
gia. This is a new finding and might suggest
that information should be organized accord-
ing to whether people are in the process of
being diagnosed with fibromyalgia or have a
confirmed diagnosis. 

One of the other key findings of this study is
that although people express a strong desire to
seek information from their health care
providers, their experiences have been unsat-
isfactory. A minority of respondents indicated
that healthcare professionals are very helpful
in terms of providing useful information. Of
equal concern, up to one third of healthcare
providers who spend considerable time with
people and often use education for behavior
modification (dietitians, occupational thera-
pists, and psychiatrists) are perceived as inad-
equate sources. Conversely, the sources seen
as most useful are the Internet, other people
who are living with fibromyalgia and support
groups. These findings are consistent with
other studies that investigated the patterns of
Internet use and health information seeking
behavior of people with chronic illnesses (can-
cer, heart problems, diabetes, back pain and
fibromyalgia).10,40 Berger and colleagues stud-
ied the associations between chronic illness
and frequency of Internet use for - health
information, communication with healthcare
providers, changes in health care utilization,
and satisfaction with the Internet.40 Their find-
ings suggested that people with chronic ill-
nesses are more likely to use the Internet for
health information, to improve communication
with healthcare providers and to increase the
use of health care based on information found
on the Internet.40 The authors also recom-
mended the Internet as a valuable tool for
health communication and education for peo-
ple living with chronic illnesses.

Another new finding from our study is that
many people living with fibromyalgia do not
want to receive information about their health
from religious leaders. This suggests that
strategies that may use religious leaders to
disseminate health knowledge or transfer this
knowledge into practice should be approached
with caution. 

Self-management is achieved when health-
care providers confirm that persons with
chronic illness have the confidence and skills
to manage their condition; the most appropriate
treatments to assure optimal disease control
and prevention of complications; a mutually
understood care plan; and careful, continuous
follow-up27 Given these principles of self-man-

agement with chronic conditions, there is a
central gap between the theoretical founda-
tions of self-management and people’s experi-
ences with acquiring the information they
need to self manage.27 Our data call into ques-
tion whether chronic management strategies
are being effectively implemented by clini-
cians when a substantial proportion of patients
believe that they have not been provided with
adequate information. However, it is notable
that despite ranking the healthcare providers
as low on being useful information sources,
people prefer to receive information in-person
from them. This suggests that there is a need
for healthcare providers to play a vital role in
providing valuable information to their
patients and develop a more patient-centered
interaction in order to empower people with
fibromyalgia. Wagner and colleagues also
advocate this notion; High-quality chronic ill-
ness care is characterized by productiveinterac-
tions between practice team and patients.27

Further studies are needed to develop knowl-
edge exchange strategies and transfer tools
that could facilitate better communication
between healthcare providers and people liv-
ing with fibromyalgia. More efforts are needed
to develop easily accessible information
sources in a format preferred by this group of
people. 

Our data do suggest that the concept of self-
management27 has value since people report
that they use information largely to improve
their knowledge of the disease and self-man-
age their health. However, this study was
unable to test the effect of information on
health outcomes or quality of life. The relation-
ship between information use and health out-
comes for people living with fibromyalgia has
yet to be determined. Further research is need-
ed to examine to what extent health informa-
tion generates measurable health and quality
of life outcomes for them. 

Although we are unable to determine
whether concerns about information quality
contribute to differences between changing
knowledge and behavior, the data do indicate
that respondents have a substantial apprehen-
sion about the quality of information they are
able to access. Concerns about the quality of
information have also been reported by many
researchers. For example, a study was conduct-
ed to evaluate the nature and quality of kidney
transplant-related information available on the
Internet and found that the information was of
poor quality in terms of source, language,
accessibility and quality/depth.41 People with
other chronic conditions (social phobia, paedi-
atrics neuro-oncology, depression, cancer)
similarly expressed their frustration resulting
from barriers to accessing reliable informa-
tion.42-46 These findings suggest that if people
do not have confidence in information- they
might be less likely to act upon it. Therefore,
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regardless of whether the information is or is
not accurate, it is important to establish a vari-
ety of approaches that might be needed to
ensure that people living with fibromyalgia are
able to identify and access high-quality infor-
mation and acquire the confidence they need
to act upon that information. Self-manage-
ment programs may need to enhance partici-
pants’ skills in communicating with their
healthcare providers, their ability to access
high quality information sources, skills in
assessing information quality, and specific
strategies to deal with situations where they
have not been provided with adequate infor-
mation.

Implications for practice
This study has implications for people living

with fibromyalgia and all those who attempt to
empower them through the use of information
including families, caregivers, resource devel-
opers, librarians, nonprofit agencies/support
groups and clinicians. People living with
fibromyalgia need adequate and accessible
knowledge that supports their needs during
both diagnosis and the subsequent living with
chronic disease stages. Given the mismatch
between people’s preferences for attaining
knowledge through healthcare providers and
the extent to which this is currently opera-
tionalized, there is a need for enhanced com-
munication between clinicians, care providers
and people with fibromyalgia around their
information needs. However, persons with
fibromyalgia could play more active role as
knowledge brokers to improve this communi-
cation as they have gained ample knowledge to
be trained as knowledge brokers through self-
management. 

Healthcare providers may need additional
training to take on the role as knowledge bro-
kers as well for patients with fibromyalgia. In
addition, awareness of how to teach patients
generic skills assessing the quality of health
information and specific tools/information
sources for fibromyalgia would enhance clini-
cians’ roles as knowledge brokers. At a mini-
mum clinicians should be able to recommend
generic and disease specific high-quality
health information, assess their patients’ abil-
ity to access and use information and have
ongoing communication with their patients to
understand their knowledge and information
needs. These skills, while not a traditional
focus in clinical training may be particularly
important for the management of chronic dis-
eases. In addition, it would be important when
evaluating clinicians’ skills in chronic disease
management that the important aspect of
empowering people to use health information
optimally should be specifically evaluated and
opportunities for skill enhancement provided
if needed.

Similarly, the extent to which patients use

the Internet suggests a role for health librari-
ans to facilitate people living in the communi-
ty with fibromyalgia to access appropriate
information sources. Health librarians might
also develop sources to assist with improving
chronic disease programs for hospital-based
education programs. The sources may empow-
er patients with fibromyalgia to access high-
quality web information and communicate
their information needs.

Patient support groups might also act as
important knowledge brokers between clini-
cians and people living with fibromyalgia.
Since such groups tend to be nonprofit organi-
zations and organized by lay people living with
the disease, one potential vehicle for improv-
ing both the process and content of informa-
tion access and use would be through targeted
training of leaders and information resource
developers within these organizations. These
groups might also serve as a vehicle for train-
ing patients on how to more effectively inter-
act with healthcare providers to discuss issues
around information access, validity, personal
relevance and usability.

Study limitations
There are limitations to our study, some

arise from the nature of the web-based survey
and others are inherent to the population or to
our sample. The majority of the respondents
are female, which is consistent with the epi-
demiology of the disease, but resulted in a lack
of power to differentiate gender differences.
We also have a high prevalence of respondents
who are highly educated. This sampling may
have arisen given that educated (and likely
more economically advantaged) individuals
are more likely to have home computers or
time to dedicate to the survey. This type of
respondent may also be more likely to have
repeat interactions with their healthcare
provider and join social support groups. For
this reason, people who are less well educated
or more socially isolated may not have been
adequately represented in our sample. It is
possible that these groups have particular
information needs. One way to address this
problem may be to use sampling strategies that
specifically recruit isolated or disenfranchised
subgroups of the fibromyalgia population and
use qualitative methods to address this poten-
tial gap in the future. Since the majority of the
respondents are Caucasian the study results
may not reflect the experience of people from
different ethnic backgrounds or cultural con-
texts who are living with fibromyalgia. This
study serves as a foundation for understanding
the knowledge behaviours and needs of people
living with fibromyalgia and indicates a need
for future studies that focus on differential
needs related to personal, environmental and
disease factors. 
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