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Abstract

This paper explores the challenges that individuals with fibromyalgia may experience in
navigating the workplace. Fibromyalgia is a syndrome characterized by chronic widespread pain,
stiffness, sleep disruption, and other symptoms, without a well-defined underlying disease. At
work, patients can struggle with various problems, including fluctuating symptoms, exhaustion,
skepticism, questions about whether to disclose, and finding ways to adjust work situations.
Individuals often lack information concerning how to manage their health, as well as different
aspects of their lives, including work.

Work accommodations such as extended health benefits, modified schedules, and work-at-home
arrangements could help. However, individuals may need to learn how to advocate for
themselves, which can include finding information on legal rights and accommodation options.
Differences in information awareness and seeking skills can lead to inequities in the management
of chronic health conditions in the workplace.

We explore extant literature in three parts. First, we review research on the experience of work
among individuals with fibromyalgia, and to a lesser extent, other conditions and disabilities.
Then, we consider work accommodations, and third, we conclude with a conceptual synthesis.

In our analysis, we first identify a need for clearer conceptualization of the role of information
to facilitate workplace self-advocacy. Then, we identify gaps in the literature concerning
information and information behavior related to work accommodations. Last, we emphasize the
need for involvement of stakeholders over time. This paper may be of interest to researchers,
health care providers, library and information science professionals, and health policy
researchers striving to achieve health equity.

Keywords: chronic illness; fibromyalgia; information behavior; information provision; work
accommodations

Publication Type: review article

The International Journal of Information, Diversity, & Inclusion, 3(3), 2019
ISSN 2574-3430, jps.library.utoronto.ca/index.php/ijidi/index
DOI: 10.33137/ijidi.v3i3.32964



https://jps.library.utoronto.ca/index.php/ijidi/index

Work Experiences, Accommodations, and Information 30

Introduction

workplace is no exception. Many symptoms and health-related needs can affect work.

These include: fatigue, pain, weakness, nausea, issues with concentration, and managing
a precise medication schedule, meal schedule, or diet. To remain in the workforce, people with
chronic illnesses must learn self-advocacy strategies so they can effectively navigate the process
of determining what, when, to whom and how to disclose their illness and needs, and to request
and negotiate reasonable accommodations. Information can play a critical role in the
development of these self-advocacy strategies as personal, interpersonal, and structural
differences may contribute to the outcomes of their interactions. These tasks can be particularly
difficult for those with “invisible conditions,” in which individuals often deal with symptoms that
are unobservable to others.

P eople with chronic conditions face challenges in many facets of their lives, and the

In this article, we explore challenges that one group of individuals with invisible symptoms—
fibromyalgia patients—may experience in navigating the workplace. Fibromyalgia is a syndrome
characterized by chronic widespread pain, joint stiffness, sleep disruption, and other systemic
symptoms, including mood disorders, fatigue, and cognitive dysfunction, without a well-defined
underlying disease (Bellato et al., 2012; Wolfe, Brahler, Hinz, & Hauser, 2013). The lack of clear
answers and solutions for their health issues is often accompanied by extensive information
seeking (Chen, 2016). In relation to work, people with fibromyalgia can struggle with confusion,
fluctuating symptoms, and exhaustion (Sallinen, Kukkurainen, Peltokallio, & Mikkelsson, 2010).
Patients with fibromyalgia tend to experience greater loss in work productivity and greater
health resource utilization than those without fibromyalgia (Lee et al., 2016; Walitt, Nahin, Katz,
Bergman, & Wolfe, 2015).

People with fibromyalgia may also experience various challenges at work, including facing
skepticism from coworkers (Oldfield, MacEachen, Kirsh, & MacNeill, 2017), deciding whether to
disclose their symptoms (Oldfield et al., 2017), and finding ways to adjust their work situations
(Liedberg & Henriksson, 2002). Over time, individuals with fibromyalgia often transition from
full-time to part-time work, and/or from more to less stressful types of work (Mannerkorpi &
Gard, 2012). Extant literature has reported that those who remain at work learn or develop ways
of making it possible to continue working (Chen, 2015). However, questions remain about the
role that information plays in helping people to develop these strategies. There can be great
diversity in the experiences that people with fibromyalgia have in their effort to develop and
maintain an acceptable work situation, as there are many individual, social, work, and societal-
level factors that can shape individuals’ work experiences.

Individuals with chronic pain-related conditions may benefit from work accommodations.
Examples of accommodations include extended health benefits, short term leave, flexible hours
or flextime, modified schedules, change in job duties, reassighment to another position, special
equipment or adaptations, and work-at-home arrangements (Al Dhanhani, Gignac, Beaton, Su, &
Fortin, 2015; Gignac, Cao, & McAlpine, 2015; Leslie, Kinyanjui, Bishop, Rumrill, & Roessler,
2015).

There is limited academic literature on work accommodations that may be useful to people with
fibromyalgia and their experiences requesting these accommodations. However, there is
literature pertaining to other conditions in which individuals experience chronic pain, such as
multiple sclerosis and arthritis. Moreover, there is substantive literature relating to disabilities
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and invisible disabilities, for example, concerning the need for organizational support. Thus,
although in this article we focus on the experiences of work in the context of fibromyalgia, we
also draw upon literature pertaining to pain-related conditions and disabilities, as well as to
invisible disabilities more broadly, which may be related to the challenges experienced by
individuals with fibromyalgia in work contexts.

In this article, we examine fibromyalgia patients’ experiences of work and their ability to
navigate the workplace in three parts. First, we consider issues that people with fibromyalgia
and/or other chronic pain conditions and disabilities face in work contexts. Then, we review the
literature to understand the work accommodations that might be provided. In our conceptual
synthesis, we articulate gaps, with a particular focus on information. We note the lack of
conceptual models that illustrate the role of information in workplace self-advocacy; a lack of
knowledge about the information resources available to, and information behaviors of,
individuals who need work accommodations; and the need for mutual consideration and effort
from all stakeholders over time. This article is thus organized into the following main sections:
the experience of work, work accommodations, and conceptual synthesis.

The Experience of Work

We first review extant literature on the work experiences of people with fibromyalgia. To a lesser
extent, we also consider literature on work experience relating to individuals with other chronic
conditions and disabilities, which often report similar experiences. We focus on four primary
themes: the struggle to stay at work; strategies and factors to success; stigma, identity, and
disclosure; and reflecting upon work experiences and the path forward.

The Struggle to Stay at Work

Individuals with chronic pain-related conditions often experience work transitions over the
course of their illness. Previous research has reported a notable decrease in employment
following diagnosis of fibromyalgia (Burckhardt, Liedberg, Henriksson, & Kendall, 2005; Guymer,
Littlejohn, Brand, & Kwiatek, 2016). There are often transitions from a higher to a lower
occupation level and from full-time to part-time work (Soderberg & Lundman, 2001). Similarly,
in one study of individuals with inflammatory arthritis and osteoarthritis, work transitions such
as productivity losses (absenteeism, job disruptions), work changes (reduced hours, changing
jobs), and leaving employment were reported in 76.5% of participants (Gighac, Cao, Lacaille,
Anis, & Badley, 2008).

In the case of fibromyalgia, the symptoms that most commonly interfere with work ability are
pain, fatigue, muscle weakness, and memory and concentration difficulties (White, Speechley,
Harth, & Ostbye, 1999). Individuals with fibromyalgia and other types of chronic pain may also
struggle with the unpredictable nature of flare-ups (Toye et al., 2016), acceptance of their
condition (Varekamp & van Dijk, 2010), and balancing home and work life (Varekamp & van Dijk,
2010).

Though an extensive discussion is beyond the scope of this work, gender can also play a role in
the work experiences of those with fibromyalgia. As previous literature has observed, gender
segregation occurs within occupations, with women more frequently performing repetitive work
tasks that may cause physical strain; women also often have greater responsibilities for unpaid
work at home, which can impede their ability to recover after work (Barker, 2005; Henriksson,
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Liedberg, & Gerdle, 2005)." Also, it has been argued that perceptions of fibromyalgia as a disease
with an ambiguous definition that primarily affects women means that it is not prioritized as a
health concern (Briones-Vozmediano, 2016).

For those with chronic conditions, there can be many barriers to staying at work. These can
include issues relating to work site access (e.g., stairs) and conditions (e.g., temperature,
schedule), job functions (physical, cognitive, task-related, and social), and company policies
(Allaire, Wei Li, & LaValley, 2003; Mancuso, Paget, & Charlson, 2000). Individuals with
musculoskeletal diseases may also have trouble interacting with and being understood by
colleagues and supervisors, particularly because the symptoms they experience, such as fatigue
and pain, are not visible and their severity can be underestimated (Crooks, 2007b). In addition,
there is often a lack of organizational support to facilitate a return to work (Toye et al., 2016).
If an employee is considering whether to return to work after a period of not working, they may
be concerned about doing so due to the uncertainty of being able to access benefits, as well as
considerations of fit between their capabilities and the job. Though lack of social support from
supervisors is often reported, there are also occasions in which individuals report having a
supervisor who was understanding about the need for flexibility. This appeared to strengthen
individuals’ confidence in their abilities to continue working (Mannerkorpi & Gard, 2012).

This section has shown that individuals with fibromyalgia and other chronic conditions may face
many challenges in their struggle to stay at work. However, despite these challenges, there can
be many reasons why people may want to continue working. At the outset, work is often valued
as part of a person’s identity (Palstam, Gard, & Mannerkorpi, 2013), and the loss of the ability
to work can be devastating (Juuso, Skar, Sundin, & Soderberg, 2016). Working can offer
individuals a sense of purpose and the opportunity to feel that they are contributing to society
and helping others (de Vries, Brouwer, Groothoff, Geertzen, & Reneman, 2011; Liedberg &
Henriksson, 2002; Meade, Rumrill, Krause, Reed, & Aust, 2016). In addition, individuals often
have a financial need for the income (de Vries et al., 2011; Meade et al., 2016; Whei-Mei, Lee-
Ing, Hsiu-Chin, & Pin-Ru, 2018). Work can also be seen as energizing, therapy in the form of
distraction from pain, and providing structure, social contacts, and self-respect (de Vries et al.,
2011). Overall, previous research has reported that women with fibromyalgia who were working
were more satisfied than those who did not work (as cited in Henriksson et al., 2005).

Strategies and Factors to Success

There are both societal and individual level factors that contribute to the possibility of
individuals remaining at work (Liedberg & Henriksson, 2002). At the societal level, there are
values and norms. Individuals tend to feel that by working, one is contributing to society. Work
also provides meaning, fulfillment, and an organized time structure. Structural factors in society,
such as work restructuring, finances, and commuting, may complicate an individual’s work
situation. Commuting via public transportation can be difficult for reasons such as the inability
to walk even short distances. At the individual level, factors affecting individuals’ work situations
include their working conditions, the physicality of the work, psychosocial environment, other
commitments, unpaid work (e.g. home maintenance, raising children, and taking care of elderly
relatives), and social relations.

For fibromyalgia patients, limited physical capacity, increased stress, and an increased need of
rest are the major health problems that prevent patients from working (Mannerkorpi & Gard,
2012). Successful strategies include: taking a slower pace, splitting activities, prioritizing,
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planning, resting, heat, exercise, keeping fit, perceiving signals from the body and heeding those
signals, telling oneself that the pain is not dangerous, positive thoughts, enjoying life as much
as possible, maintaining a positive view of life, and an unwillingness to give in (Lofgren, Ekholm,
& Ohman, 2006). Personal characteristics that contribute to success include: perseverance,
positive outlook, communicative abilities, courage, coping with pain (e.g. pain medication,
ignoring pain, remaining active, avoiding provocative movements, pain acceptance), use of
healthcare services, pain beliefs, and adjustment latitude (de Vries et al., 2011). Adjustment
latitude includes the ability to increase capacity by training and remaining active, lowering load
by accepting help and other mechanisms, making modifications at work and in working
conditions, and receiving support. Rejection of the disability identity and ‘not giving in’ have
also been seen as important factors contributing to success (Oldfield, MacEachen, MacNeill, &
Kirsh, 2018). In addition, people may make strategic decisions, including switching career paths
entirely, once they realize that they need to make adjustments to their lives to improve their
health (Chen, 2016; Palstam et al., 2013). Lastly, learning/being knowledgeable, creative
solutions, managing stressful situations and ergonomics can also be important (Lofgren et al.,
2006).

In terms of the effects of fibromyalgia on family life, research literature often reports negative
impacts, including lack of understanding from family, strain due to having to rely more on family
members for tasks, and the dual strain of work and home responsibilities (e.g., Ashe, Furness,
Taylor, Haywood-Small, & Lawson, 2017; Collado et al., 2014; Soderberg, Strand, Haapala, &
Lundman, 2003), but there are also instances in which individuals receive support from family
(Cooper & Gilbert, 2017). There is significantly less research concerning supporting roles that
family may play in enabling fibromyalgia patients to continue working, though it has been
reported that family members have provided support by taking over household chores, providing
moral support, and encouraging individuals to rest when needed (Palstam et al., 2013).

There are also work-related characteristics that can facilitate a person’s success at continuing
to work productively. These include aspects of the work itself, including recovery opportunities,
work balance (suitable pace and workload), and aspects of the work environment, such as
understanding and help from colleagues and support from management (Bossema et al., 2012;
Palstam et al., 2013). Factors affecting the successful provisioning of work accommodations will
be discussed later in the article.

Lastly, government organizations may play a role in assisting individuals to remain at work. For
example, previous interview research has reported that the Swedish Social Insurance Agency
(SIA) can play an important role in providing financial aid to enable individuals to reduce their
work hours and provide time for recovery in the long-term (Palstam et al., 2013). Other research,
however, has found that although there are times when interactions with the SIA are coherent,
leading to facilitating recovery and a return to work, there are also times when such interactions
are fragmented and impede the process of returning to work (Hubertsson, Petersson, Arvidsson,
& Thorstensson, 2011).

Stigma, Identity, and Disclosure

One major challenge that individuals with fibromyalgia and other disabilities face is the question
of whether to disclose one’s illness in the workplace. In work environments, individuals with
fibromyalgia and/or other conditions that lead to disability can struggle with skepticism, being
labeled negatively, being viewed differently by supervisors and/or co-workers, and
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discrimination (Gold, Oire, Fabian, & Wewiorski, 2012; Oldfield, MacEachen, Kirsh, & MacNeill,
2016; Oldfield et al., 2017; Schrader, Malzer, & Bruyere, 2014; Toye et al., 2016). Individuals
often feel that they need to “prove” their disability to others and affirm oneself as a good worker
(Santuzzi, Waltz, Finkelstein, & Rupp, 2014; Toye et al., 2016).

Often, people disclose at the time when the need to obtain accommodations arises. But there
are barriers to disclosure. Disclosure may be the first step to discrimination. People struggle with
the question of whether to “pass” or “reveal” an invisible identity in the workplace (Clair,
Beatty, & Maclean, 2005), and “impromptu disclosure dances” occur when people with
fibromyalgia need to improvise an explanation on the spot to explain why they cannot do a given
task (Oldfield et al., 2016).

The question of when to disclose can be difficult for many. Salient factors that can affect the
decision include the degree to which accommodations are needed and the visibility of the
disability. Individuals with a visible disability are more likely to disclose their disability earlier in
the employment process (Jans, Kaye, & Jones, 2012). Individuals with a less apparent disability
are more likely than those who have a more apparent disability to be concerned about being
fired/not hired, loss of health care benefits, limited opportunities for promotion, being treated
or viewed differently, and keeping the disability private (Schrader et al., 2014). Individuals may
also disclose their illness to different extents, e.g. partial disclosure to a line manager about the
presence of their illness, as opposed to full disclosure of how the illness affects them at work
(Munir, Leka, & Griffiths, 2005). In order to disclose, people also have to accept that the
challenges or symptoms they experience are a legitimate disability (Santuzzi et al., 2014).
Because the difficulties that individuals with fibromyalgia experience are often not visible, the
disclosure decisions they make are perhaps more similar to those with disabilities that are not as
visible.

Important factors in disclosure include the need for an accommodation and having a supportive
supervisor relationship (Munir et al., 2005; Schrader et al., 2014). However, other factors, such
as knowing that an employer has made an effort to create a disability-friendly workplace,
knowing that an employer was actively recruiting people with disabilities, knowing of employees
who had disclosed and were successful, inclusion of disability in the diversity statement, knowing
that disclosure could potentially pave the way to new opportunities for promotion or training,
seeing a message of disability inclusiveness on the company’s materials, seeing employees with
disabilities at recruitment events, and employers having a disability-focused employee resource
group (ERG), can also play a role in an individual’s willingness to disclose and seek
accommodations (Purc-Stephenson, Dostie, & Smith, 2018; Schrader et al., 2014).

Reflecting Upon Work Experiences and the Path Forward

Individuals with fibromyalgia and other chronic conditions often experience difficulty at work.
These difficulties arise due to a complex interplay involving health factors, psychosocial factors,
life situations, organizational support and workplace climate. Despite these challenges,
individuals often desire to continue working due to benefits experienced from doing so, such as
income, a sense of purpose and meaning, distraction from pain, and a sense of routine and
structure. Due to the challenges that they face in the workplace, individuals may struggle with
questions about their identity, and whether and how to disclose their illness to others. The act
of disclosure is often one that arises out of need. Workplace climate and perceived support of
colleagues and supervisors play an important role in disclosure.
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Though there is substantive literature on the experience of work for those with fibromyalgia,
there are questions that remain unanswered. For example, though the literature illustrates a
trend towards working part-time or not at all after symptom onset and diagnosis of fibromyalgia,
one might wonder if there are potential ways to enable individuals to keep working. In addition,
the literature that we have considered does not help us to understand whether people with
fibromyalgia have the information and knowledge that they need to improve their work
situations. We explore these questions further in subsequent sections.

Work Accommodations

Previous research has shown that the provision of work accommodations is associated with
greater satisfaction and is a process, as opposed to a one-time event (MacDonald-Wilson, Fabian,
& Dong, 2008). In this section, we consider the process of requesting and negotiating work
accommodations and factors affecting the provision of accommodations. There is less research
on work accommodations that is specific to the context of fibromyalgia, so we draw upon
literature concerning workplace accommodations and interventions more broadly, and more
specifically in the context of the U.S.

Requesting and Negotiating Work Accommodations

One important part of receiving accommodations involves accommodation requests. In the U.S.,
the Americans with Disabilities Act (ADA) protects the rights of workers with disabilities,
requiring employers to provide accommodations to employees with disabilities (Americans with
Disabilities Act of 1990, 1990; Gold et al., 2012). However, the responsibility to request
accommodations still rests with the employee. To request accommodations, an employee should
develop a list of the accommodations that they need, illustrate how each would increase their
productivity, and consider how an employer or supervisor might respond (Gold et al., 2012;
Rumrill et al., 2016). Important considerations for the employer might be whether the
accommodation would be cost-effective and how it would alter the nature of the business.

Requesting accommodations can be challenging for individuals, particularly since they may be
struggling to come to terms with their condition and what they can do about it. Many people
with invisible disabilities wait until after they are hired to disclose (Santuzzi et al., 2014).
Previous literature on use of work accommodations for multiple conditions has shown that the
level of severity of symptoms is associated with usage of work accommodations (Allaire et al.,
2003; Leslie et al., 2015). In addition, people may wait too long to make plans for symptom
management and to ask for accommodations, until such planning is too late to be effective
(Sallinen et al., 2010; Simmons, Tribe, & McDonald, 2010). Providing information to employees
about how to ask for accommodations and what types of accommodations might be helpful may
encourage them to disclose earlier.

Factors Affecting the Provision of Work Accommodations

In this section, we consider key factors that can affect the effectiveness of accommodations and
workplace interventions. Difficulties can arise due to the introduction of accommodations,
resulting in disruptions and/or ill effects to the individual or organization, or the social
environment of the workplace (Santuzzi et al., 2014). For example, if a worker with an invisible
disability chooses not to make their condition known to their colleagues, the ADA prohibits the
employer from making the disability known in the provision of accommodations. This can result
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in co-workers of an employee who is receiving an accommodation questioning why the individual
is receiving it, which may create the potential for the perception of unfairness. Santuzzi et al.
(2014) suggest that one way to mitigate this possibility is to identify accommodations that result
in the least amount of disruption, such as allowing an individual to work remotely so that they
can use assistive devices and take breaks as needed. Individuals may also be able to utilize
accommodations that are available to all employees in a given setting, such as various kinds of
leave, working remotely, and flexibility in hours worked. However, it is perhaps important to
note that there are differences in the degree of flexibility that exists in different work
environments, and these accommodations may not always be available.

Return-to-work processes can be complicated and involve many actors. Coordination of these
actors can be difficult but invaluable in fostering successful work re-integration (Lofgren, Schult,
Ohman, Julin, & Ekholm, 2016). Services that can be extremely helpful include a multi-
professional team to provide coaching and work training, involving the employees affected in the
shaping of the rehabilitation process, developing suitable accommodations for work tasks,
matching employees’ capacities and limitations, and the social support of colleagues (Glavare,
Lofgren, & Schult, 2012).

Previous research has shown that organizations and supervisors often instruct employees to
accommodate a person who is returning to work without clearly explaining why or developing an
organized plan for re-integration (Dunstan & MacEachen, 2013). Doing so can leave co-workers
feeling excluded from the planning and cause resentment. Previous research has argued that the
perception of fairness is critical to reintegration, and that engaging co-workers in the planning,
monitoring, and review of work reintegration will lead to more successful outcomes (Dunstan &
MacEachen, 2014).

Though there is a gap in the literature on workplace interventions for fibromyalgia, extant
articles that synthesize research literature on workplace accommodations and workplace
interventions for disabilities more broadly can help us to consider what might be helpful in the
context of fibromyalgia. Key facilitators and barriers of employment include self-efficacy; self-
advocacy; support of the employer, co-workers, and community; training and counseling; and
flexibility of work schedules and work organization; work autonomy; and strategies to promote
workplace inclusion and integration (Nevala, Pehkonen, Koskela, Ruusuvuori, & Anttila, 2015;
Padkapayeva et al., 2017). However, the reviews have also noted that there was a low number
of methodologically sound studies; that validated measures of work ability and functioning of
disabled persons are needed; and that the barriers and facilitators identified in qualitative
studies should be examined quantitatively.

Articles that synthesize research literature have also focused on vocational rehabilitation
interventions (e.g. Palmer et al., 2012; Varekamp, Verbeek, & van Dijk, 2006). Components of
vocational rehabilitation interventions include work accommodations; return-to-work
coordinators; ergonomic work site visits; education/training provided to supervisors, workers, or
case managers; and work practice modification, such as advice for posture/stretching and pacing
(Franche, Baril, Shaw, Nicholas, & Loisel, 2005). A review of vocational rehabilitation
interventions for chronic disease concluded that programs that involved training in requesting
work accommodations and feelings of self-confidence or self-efficacy in dealing with work-
related problems appeared to be effective, but that additional research was needed (Varekamp
et al., 2006).
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Taken together, the body of existing research suggests there is a need for additional research
concerning facilitators such as self-efficacy and self-advocacy, and how to facilitate the
development of these factors. Some of these may be related to an organization’s response to
disclosure of disability. For example, previous research involving individuals with multiple
sclerosis elucidated two high-level themes: a focus on ability, which in turn led to enhanced
perceptions of psychological safety and work efficacy; and a focus on disability, leading to
diminished psychological safety and reduced perceptions of work efficacy (Kirk-Brown & van Dijk,
2014). Disability-focused responses included being allocated menial work tasks, being overlooked
for promotion, having work unfairly scrutinized, and not being included in discussions regarding
the types of accommodations needed. For example, a worker might receive accommodations in
terms of their work conditions, such as a change in their work location or hours of employment.
Even if the act is well-intentioned, individuals might perceive it as a lack of their employer’s
confidence in their abilities. In contrast, ability-focused responses include affirmation of the
value of the employee, and acknowledgment that employees would propose the adjustments
that they desired.

Williams-Whitt et al. (2016) concluded that there was a disconnect between the scientific
literature focused on improving coping and reducing discomfort for individual workers and
employer-directed grey literature focused on making group-level changes to policy and
procedures, thus leading to the concern that the results from research are not translated and
implemented in organizations. This concern provides greater impetus for a holistic examination
of the literature to identify the gaps and needs going forward.

Reflecting Upon Work Accommodations and the Path Forward

In this section, we summarized existing literature on work accommodations, including how
individuals can go about requesting and negotiating work accommodations and factors affecting
the provision of work accommodations. We suggested that ensuring individuals are aware of their
right to ask for accommodations and how to do so could encourage them to disclose earlier.
There are perhaps various ways an organization can facilitate this process. For example, they
could ensure that individuals receive information about accommodations and how to request
them during the onboarding process, and distribute this information periodically to all employees
through e-newsletters, so that employees are aware of their rights and seek help if needed in a
timely fashion. Additionally, organizations can create mechanisms through which individuals feel
safe to communicate with co-workers and exchange information and advice about effective work
management strategies, or encourage co-workers to create their own safe channels. Taking care
to ensure that individuals’ privacy is respected and confidentiality maintained are perhaps
difficulties that may arise in the implementation of these mechanisms.

Various factors affect the provision of work accommodations, and complications can arise in
provision that may disrupt the work environment and interaction between employees in
organizations. This literature suggests that open communication in work environments in which
employees can be involved in the planning for provisioning of work accommodations can facilitate
successful work re-integration. Extant studies that synthesize research on vocational
rehabilitation for individuals with disabilities suggests that interventions are effective, but also
identified that there is a need for more research in this area.

Additionally, we observe that the bulk of this literature is focused on disabilities more generally,
rather than fibromyalgia specifically. Though the work experiences of individuals with
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fibromyalgia may overlap substantially with individuals who experience other health-related
challenges, each person’s experience is unique due to a combination of factors. For example, an
individual with fibromyalgia may choose to disclose to their co-workers, but co-workers may be
skeptical due to the “invisible” nature of the person’s condition. This experience may be
different from that of a person with a more visible disability. In this sense, the literature on
workplace accommodations in the context of invisible disabilities may be more conceptually
applicable than research on disabilities more generally.

Individuals with fibromyalgia may also experience specific types of symptoms more acutely and
therefore the challenges and management strategies that work for those with similar symptoms
might be most pertinent to them. For example, an individual with fibromyalgia may experience
joint pain that interferes with their ability to perform office tasks. They might benefit from
learning about accommodation strategies used by individuals with other conditions, such as
arthritis and multiple sclerosis, as they may experience similar problems.

Conceptual Synthesis

Based on the literature on the experience of work and work accommodations, we now consider
the gaps that remain in our existing knowledge about how individuals with fibromyalgia manage
their work lives, and directions for future research and provision of support services. We begin
with a discussion of conceptual models and then proceed to explore the particular gap that we
identify in these models: our understanding of information and information behavior relating to
work in the context of chronic illness. We conclude by emphasizing the need for involvement
from concerned stakeholders over time.

Conceptual Models

Individuals with chronic health conditions who seek work accommodations need supportive and
informational services to navigate the process. The literature includes a number of models that
address different aspects of the work experience and the process of seeking accommodations.
We consider these models and the gaps in their capability to explain and pave a path toward
effective working situations for individuals with chronic pain-related conditions.

At the outset, we mention two well-known models of disability. In the medical model of
disability, a person’s limitations are seen as the primary cause for disability, and a cure as the
solution (Goering, 2015). This model places the focus of disability on the individual without
considering the environment in which a person exists. The social model shifts the focus from the
individual to the society that excludes them (Emens, 2017), making a critical distinction between
impairment—*“a state of the body that is non-standard”—and disability, conceptualized as a
disadvantage or restriction that results from society not taking into account people who have
impairments, which consequently results in exclusion of individuals from mainstream activities
(Goering, 2015). An extensive discussion of models of disability is beyond the scope of this article,
but interested readers might see for instance, Emens (2017), Goering (2015), and Oliver (1996).

Two models focus more concretely on the context of work and the accommodation-seeking
process. Toye et al. (2016) employ meta-ethnography to synthesize qualitative studies that
explored adults’ experience of chronic non-malignant musculoskeletal pain. Based on their
literature review, they develop a model that depicts the struggle to stay at work, in which work
is central to the self. The healthcare system, benefits, agencies, and employers are key actors
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that do not always facilitate a return to work. The model also elucidates the main strategies that
individuals use to stay at work: obtaining a flexible working situation, hiding pain, relying on
colleagues, and obtaining sick leave.

The Job Sustainability Model, proposed for employees with arthritis, is organized in terms of
three main aspects: personal factors, self-assessment and information gathering, and job
sustainability strategies (Purc-Stephenson et al., 2018). In this model, an individual experiences
a trigger event that causes them to engage in self-assessment and information gathering. Based
on this experience, they weigh the perceived benefits and costs of taking action to maintain
employment, and may utilize various work sustainability strategies, including making personal
adjustments, using social support, exploring medical interventions, and seeking workplace
accommodations.

Aside from models relating to work, there are also models of identity and disclosure that may be
useful to researchers for conceptualizing work-related disclosure decisions. Santuzzi and Waltz
(2016) argue that the disability identity is dynamic, complex, and contains multiple levels (legal,
medical, and cultural; organizational; interpersonal; and intra-individual). Many of these levels
can include interactions with entities outside the individual. Developing a disability identity that
is in harmony with one’s work identity and functional capacities can increase self-esteem and
satisfaction with life, while failing to develop one can lead to psychological and physical health
risks.

Santuzzi and Waltz’ (2016) conceptualization of the disability identity calls attention to
important points in our consideration of the role of identity in an individual’s management of
their work life. First, this model emphasizes the inter-relatedness of social and environmental
factors on the work experience of individuals. Second, the model highlights that individuals must
acknowledge and self-identify as a person with a disability in order to be able to utilize available
services (Santuzzi & Waltz, 2016). Last, Santuzzi and Waltz point out that disclosure forms
typically ask workers to indicate disability status with a dichotomous choice (i.e. yes/no) or to
opt out of answering, which may be inconsistent with the way individuals see themselves.

The Disclosure Decision-Making Model (DD-MM) seeks to explain the process through which
individuals may disclose information (Greene, 2015). According to the model, individuals who
are considering a disclosure assess five aspects of the information to be disclosed: stigma,
preparation, prognosis, symptoms, and relevance to others. Then, the individual considers the
receiver in terms of relational quality (e.g., intimacy and closeness) and anticipated response.
If, after considering these factors, they are still inclined to share, the individual considers their
own disclosure efficacy. The act of disclosure is thus predicated upon all of these processes, and
if individuals choose to disclose, what they subsequently experience as a result of their disclosure
(outcomes) then influences their subsequent decisions to disclose. Though this model has not
been examined in relation to disclosures for work accommodations, the concepts included in the
model, the potential to exit the model and not disclose, and the inclusion of the outcomes of
previous disclosures as a factor in future decisions, all suggest that this model may be suitable
to consider when examining how individuals with fibromyalgia consider whether or not to disclose
their condition in the workplace.

Based on our review of the literature and relevant models, we summarize the areas in which
there is existing work, and the conceptual gaps that are present. There is literature on the issues
of identity and disclosure that individuals may grapple with and the barriers that people may
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encounter in requesting and receiving accommodations. Additionally, there is substantial
literature on the experience of work, including the symptoms that people experience, the
difficulties they may encounter in performing their jobs, and the issues they may encounter at
work as a result of these difficulties.

The Job Sustainability Model (Purc-Stephenson et al., 2018) effectively depicts the process that
an individual might experience as they deal with difficulties in their work lives. In addition, the
model notes that information gathering facilitates the enactment of work sustainability
strategies, thus highlighting the importance of information. However, the model does not
illustrate how information exposure, source selection, and perception and comprehension of
information sources influence an individual’s behavior, and hence, how information can enable
individuals with chronic conditions to make decisions that improve their work experiences.

There is considerably less research on the information available to those who may benefit from
accommodations and the manner in which this information should be presented for optimal use.
Previous research has reported that individuals with fibromyalgia often experience a period in
which they are unaware of the need to seek help regarding their symptoms (Chen, 2016). Over
time, their state of knowing their own body, managing their own health, and ability to express
their needs to others (including health care providers) grows, often alongside a process of
iterative information seeking. The process described by Chen (2016) might be considered akin to
the path described in the Health Literacy Pathway Model, in which people incrementally develop
skills that enable them to better manage their health (Edwards, Wood, Davies, & Edwards, 2012),
though the former emphasizes the initial lack of a clear conceptualization of the information and
knowledge needed, which is acquired through a process of trial-and-error.

One important direction for future work involves the imperative to develop a clearer
understanding of the role of information in the development of skills for self-advocacy at work.
A clearer conceptualization of the process through which individuals learn self-advocacy skills
could be used to inform the development of suitable points for information interventions, as well
as to explain how individuals might differ in their abilities to advocate for themselves. For
example, with regard to information behavior, we might consider how the information that
individuals encounter varies by source, how this information might be interpreted, and how
subsequent decision-making occurs. Integration of theories from information science and
communications research, such as the Comprehensive Model of Information Seeking (Johnson &
Meischke, 1993), the Risk Information Seeking and Processing Model (Griffin et al., 2004; Yang,
Aloe, & Feeley, 2014), and the Disclosure Decision-Making Model (Greene, 2015) can potentially
help us to understand how differences in individual characteristics might influence people’s
motivations and abilities to find, process, and use information about work accommodations.
However, there is still a need to integrate the models and empirically examine the validity of an
integrated model for conceptualizing how people, in practice, navigate their work lives.

Facilitating Self-Advocacy through Information Provision

In order to be able to advocate successfully for oneself in the workplace, individuals may need
to have knowledge including: the nature of one's disability and the ways that it might impact
one's work, one's rights to accommodations, the range of accommodations that could mitigate
symptoms, and how to request and obtain accommodations. This knowledge is predicated upon
both this information being available, and that individuals will encounter and be able to interpret
this information. In this section, we consider issues that might arise with both of these premises.
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First, there is limited knowledge of information-seeking behavior among individuals with
fibromyalgia, including the amount and type of information that they may want or seek about
how to manage their condition in the workplace. In a survey of fibromyalgia patients’ information
preferences, Daraz, MacDermid, Wilkins, Gibson, and Shaw (2011) reported that almost 80% of
respondents indicated that the impact of fibromyalgia on their work was a “very important”
information need, but the survey did not investigate respondents’ needs for information relating
to work in greater detail. Similarly, there is limited literature concerning search behavior about
fibromyalgia (Bragazzi et al., 2017) and discussions about fibromyalgia in online support groups
(Barker, 2008; Chen, 2012), but this literature does not explore the types of questions that people
may have with regard to fibromyalgia and work.

However, previous research involving multiple sclerosis patients has shown that only half of
survey respondents knew their rights regarding job-related physical examinations, what to do if
they encountered discrimination at work, understanding the risks and benefits of disclosing
disability status to employers, and understanding the employment protections of Title | in the
ADA Amendments Act (ADAAA) (Rumrill et al., 2016). Other research has reported that individuals
with disabilities rely on online sources, personal networks, and contacting employers directly
when seeking job opportunities (Sundar et al., 2018). Use of community and government
resources, such as vocational rehabilitation programs, was limited.

A variety of online information sources are available to individuals with fibromyalgia about work,
including those provided by government agencies, advocacy groups, and disability law offices, as
well as blogs and illness-related forums. We consider examples of information sources one might
encounter if they were to seek information about work accommodations for fibromyalgia in the
U.S., focusing on differences in the information encountered and the takeaways that one might
have based on that information.

For example, performing a Google search with the keywords, “fibromyalgia work,” one
encounters a set of search results including consumer health resources, blogs, a web page by the
National Fibromyalgia and Chronic Pain Association, and more. A web page by the Disability
Benefits Center, an advertising service paid for by lawyers and advocates, addresses the question
of whether an individual can keep working with fibromyalgia (Disability Benefits Center, 2019).
This question appears to be an underlying theme of the search results.

The consumer health resources include WebMD’s (2018) page, “Fibromyalgia: Work and
Disability,” which addresses eight questions, five of which relate to disability; and Verywell
Health’s page, “Can | keep working with fibromyalgia or ME/CFS [Myalgic
Encephalomyelitis/Chronic Fatigue Syndrome]?,” which tells the reader that it is possible to keep
working, but that it might be necessary to make some changes (Dellwo, 2017). The VeryWell
Health page explains that individuals have a legal right to accommodations, but does not go on
to explain how one might go about requesting them. In contrast, the WebMD page notes that
employees can talk to their managers about accommodations, but does not directly inform the
reader that employees are legally entitled to accommodations or discuss potential consequences
of requesting them. Without more discussion of what might happen, individuals may be reticent
to act upon the information, and may also be less prepared for negative consequences, should
they occur. Thus, these examples illustrate how information sources that individuals access when
they begin searching about workplace issues might, on the one hand, steer individuals towards
consideration of themselves as needing to leave the workforce and apply for disability benefits,
and on the other, not impart the skills that they need to advocate for themselves in the
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workplace.

This phenomenon is consistent with the existing body of literature in two ways. First, previous
research has reported that work structures often do not facilitate a return to work (Toye et al.,
2016). Second, in an analysis of materials available for fibromyalgia through various self-help
organizations, Oldfield (2014) observed that these resources tend to focus more on leaving paid
employment and obtaining disability. Though some materials also address the possibility of
employees remaining at work, they encourage individuals to manage their own symptoms and
“make themselves fit for work” (Oldfield, 2014, p. 41). Additionally, employees’ legal right to
accommodations was not discussed.

There are information resources that provide more comprehensive coverage of how an individual
might go about requesting accommodations. For example, the Job Accommodation Network
provides guidance on workplace accommodations and disability employment issues (Job
Accommodation Network, n.d.). The organization website includes information targeting
individuals in many different roles (e.g., employee, employer, rehabilitation professional), a
searchable online accommodation resource, and more. They have a resource entitled,
“Employee’s Practical Guide to Requesting and Negotiating Reasonable Accommodations under
the Americans with Disabilities Act,” which provides a list of questions and answers to concerns
that individuals may have, e.g., ‘What if | am not sure what accommodations | need?’ This guide
provides more detailed information than is offered in many other online information resources.
However, the guide does not provide or direct individuals to information about other aspects of
workplace climate that may deter individuals from requesting accommodations. Moreover, it is
unclear whether individuals would naturally arrive at this website through a web search. The Job
Accommodation Network does not appear on the first page of results of a web search with the
keywords, “fibromyalgia work,” though it does appear on the first page of web search with the
keywords “fibromyalgia work accommodations.” Thus, to find this resource easily, one might
need to know to search using the keyword, “accommodations.”

Let us consider another problem that individuals might encounter as they are searching for
information. If individuals do not know whether they are qualified to ask for work
accommodations, they might search to find the answer to this question. The Americans with
Disabilities Act does not specifically name all of the conditions that are covered under the
legislation (Americans with Disabilities Act of 1990, 1990). However, organizations including state
legal aid agencies, such as the Illinois Legal Aid Organization, provide examples (Illinois Legal
Aid Online, 2017). These include alcoholism, asthma, blindness, deafness, cancer, cerebral palsy,
depression, heart disease, migraine headaches, and multiple sclerosis. Fibromyalgia is not
included in this list. Thus, some individuals with fibromyalgia may not understand they are
entitled to accommodations.

A Google search with the query: “is fibromyalgia considered a disability?” yields a web page
providing information about social security benefits from a website called Disability Secrets
(Laurence, 2018) as one of the first results. Upon visiting the website, two live chat opportunities
pop up immediately, which guide the information seeker to consider legal help. An additional
banner at the top of the screen prompts: “Online Now Connect with SSDI attorneys in your area.”
While directing individuals towards legal help can be helpful for those who seek disability
benefits, this does not help those who seek information about staying at work, and are perhaps
seeking to understand whether the diagnosis of fibromyalgia entitles them to work
accommodations.
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Sample search keywords, search results, and underlying messages are presented in Table 1.
Taken together, they demonstrate the importance of considering how information search
practices and information balance in the returned search results and articles could potentially
influence conceptual understanding of an issue, and the need for a better understanding of how
individuals go about seeking information, the information that they encounter, and what they
take away from those sources. Additionally, there is a need to better understand the extent to
which individuals with fibromyalgia and/or other chronic pain-related conditions understand how
to approach work-related issues.

Table 1. Information Searches about Fibromyalgia and Work: Examples and Implications

Keywords Sample Search Results Message

“fibromyalgia work”

Disability Benefits
Center: “Can |
continue working
with fibromyalgia?”
WebMD:
“Fibromyalgia: Work
and Disability”
VeryWell Health:
“Can | keep working
with fibromyalgia or
ME/CFS”

The search result titles
suggest an underlying
question that is being
answered.

The information balance of
the WebMD article and the
nature of the search results
steer the reader to leaving
the workforce and applying
for disability.

“fibromyalgia work
accommodations”

Job Accommodation
Network:
“Fibromyalgia”

The website provides a
variety of resources for
individuals seeking
information about work
accommodations, enabling
readers to take steps to
advocate for themselves.

“is fibromyalgia
considered a
disability?”

Disability Secrets:
“Social security
disability (SSDI & SSI)

The search results direct the
reader to apply for disability
benefits.

for fibromyalgia”

Information awareness and information-seeking skills can be invaluable in the search for
information. Previous research in other health contexts has observed that a lack of awareness
and knowledge can be an obstacle to successful health management (Chen, 2016; St. Jean, 2012).
There can be differences in the level of awareness that people have of the existence of health
information, their access to health information, their skills to find and understand it, and the
manner in which they may go about seeking information (e.g., the sources that they use and how
they formulate search queries). These differences can, in turn, lead to differences in the
information found, the extent to which the information can be utilized, and inequities in
successful management of chronic health conditions in the workplace. If useful information exists
but is not easily found, or if information needs to be integrated across multiple sources and this
is not being done, then individuals will still have trouble advocating for themselves and managing
their work lives in other ways.
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It is imperative that library and information science professionals investigate information
awareness and information seeking behaviors, as well as devise ways for dissemination of this
information more broadly. Since the current literature suggests individuals may not seek out
organizational guidance when they first start experiencing problems at work, it is important to
ensure that information is publicly available, easily findable, and that lay health consumers are
able to understand, interpret, and evaluate the health information they encounter. The National
Library of Medicine offers guidance on how to evaluate online health information (U.S. National
Library of Medicine, n.d.), encouraging consumers to consider factors such as the operator of the
website, funding, quality, and privacy. Previous research concerning search behavior of people
with fibromyalgia has reported that people may start out with less sophisticated search behaviors
and learn to form more specific and targeted queries over time (Chen, 2016).

It can also be important to consider different ways for promoting the development of self-
advocacy skills and understanding, such as role playing, bibliotherapy, and art therapy. For
example, Dali (2018) suggests that literature, cinematic works, games, and interactive electronic
media and music might help people visualize how inclusive practices can be incorporated into
campus work environments. As people learn and process information in different ways, providing
options can facilitate effective interpretation and utilization of information.

Considering Stakeholder Perspectives over Time

To develop work environments and systems in which all individuals can be productive and
satisfied, it is important to consider the perspectives of all stakeholders involved, including
employees, employers, and service providers. With regard to employees, previous research has
reported that they most valued flexible work opportunities, including flexible hours, job-sharing,
the ability to work at home, part-time work, and a flexible leave policy (Crooks, 2007b; Schrader
et al., 2014). Other factors, such as allocation of suitable accommodations, hiring and retention
of individuals with disabilities, disability awareness training for employees, human resources
personnel who are familiar with disability and accommodations, and a fair system for submitting
grievances, can facilitate disclosure (Schrader et al., 2014).

Previous research has observed that vocational rehabilitation efforts have focused on the supply,
but not the demand-side of the labor market, providing training and placement, with little regard
for the real operational needs of employers (Luecking, 2008). It is important to consider the
accommodations process not only in terms of its benefits for the employee, but also for the
employer (MacDonald-Wilson et al., 2008). These could include direct benefits, such as retention
of qualified employees, increased worker productivity, and avoiding the cost of training new
employees. It could also include indirect benefits, such as improved interactions among
employees, increased company morale, and increased overall company productivity (Solovieva,
Dowler, & Walls, 2011). Providing education to employers can also be helpful. Previous research
has shown that knowledge of disability legislation is associated with greater willingness to help
and belief that employees with disabilities could be productive (Telwatte, Anglim, Wynton, &
Moulding, 2017), and that employers’ attitudes toward hiring individuals with disabilities tends
to improve with exposure (Luecking, 2008).

There has been research comparing the perspectives of three different stakeholders in the
accommodations process: employers, employees with disabilities, and rehabilitation service
providers. There is often concordance in the perspectives of these different stakeholders. For
example, in one study, the three types of stakeholders ranked the same five factors as most
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important: supportiveness of an employee’s direct supervisor, the employer’s support for
requesting accommodations, communication between the employer and the employee,
employer’s understanding of disabilities, and ADA eligibility (Dong, Oire, MacDonald-Wilson, &
Fabian, 2013).

Though employers and employees generally agree that employees should present credible
requests for accommodations, stakeholders can differ in terms of their expectations of one
another (Gold et al., 2012). Employees argue that employers have a moral obligation to provide
suitable environments for employees to work, whereas employers justify their reluctance to
provide accommodations based on legal and financial reasons. Creating a climate of trust
between employees and human resource management, line managers, colleagues, and work
team members, has been proposed to enrich the work experiences of those with chronic illness
(Vijayasingham, Jogulu, & Allotey, 2016).

The literature on stakeholder perspectives highlights the importance of long-term stakeholder
involvement and a collaborative process towards cultivation of work environments that promote
work productivity and satisfaction for all. Many of the key emergent factors in the literature,
such as communication, trust, and work climate, are not characteristics of an environment that
can be established through a one-time effort, but rather through sustained efforts over time by
all parties in accordance with disability-friendly policies and legislation.

Continued involvement of stakeholders in the development of a systemic, disability-friendly
environment, as opposed to a system in which individuals apply for one-time or incremental
accommodations, could potentially facilitate a more positive working environment for all. This
would mean that individuals in the work environment each have a responsibility. Employees who
may need accommodations have a responsibility to communicate with employers, supervisors,
and co-workers in a timely fashion; to promote smooth interactions between all employees; and
to avoid work delays and sacrificing work quality. Co-workers and supervisors have a
responsibility to consider the needs of those requiring accommodations. All individuals have a
responsibility to consider the overall work environment and work together to develop solutions.
Additionally, it is important to acknowledge that anyone could both be accommodating of others
and need accommodations themselves.

The existing literature on employer perspectives addresses the subject of hiring of individuals
with disabilities in general, rather than fibromyalgia specifically. While we have reviewed this
literature because it provides an overview of the overall climate that individuals with
fibromyalgia might face as they approach the labor market, it is important to recognize that
some aspects of the disability literature may apply, whereas others do not. For example,
employers are more likely to hold positive attitudes towards individuals with physical disabilities
rather than intellectual or psychiatric ones (Hernandez, Keys, & Balcazar, 2000). Individuals with
fibromyalgia often experience invalidating experiences in multiple spheres of life including work,
where they may encounter disbelief from co-workers as well as supervisors (Crooks, 2007a;
Oldfield et al., 2016). Thus, though there is literature in general suggesting that employers are
amenable to hiring individuals with disabilities, there remains a need for more research on
employers’ attitudes in relation to conditions that may be associated with greater stigma, such
as fibromyalgia. In addition, it is worth noting that we do not regard employers as a monolithic
group. It is likely that employers of different types (e.g., human resources professionals,
managers, small business owners) and sectors may hold different attitudes, and more research
is needed to understand how their attitudes and approaches towards employing individuals with
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fibromyalgia might differ.

Conclusion

This paper makes the following main contributions. First, we reviewed extant literature
concerning work experiences and work accommodations of individuals with fibromyalgia,
situated it in the broader literature concerning the work experiences of disabilities, and
identified a gap in conceptual models in terms of the role of information in facilitating workplace
self-advocacy. Second, we identified gaps in the academic literature concerning the types of
information resources that are available to those with fibromyalgia seeking information on
accommodations, and in our knowledge of how individuals needing such information might search
for and interpret that information, once found. Though we recognize that more extensive
research is needed, we present examples of information that is available and some of the issues
that may arise concerning how individuals search for and interpret information, and we present
suggestions for wider dissemination of information about work accommodations. Third, we
emphasize the need for involvement among all concerned stakeholders over time. A clearer
understanding of how individuals with fibromyalgia might seek and encounter information about
work and efforts to disseminate this information among stakeholders over time can result in a
more equitable distribution of workplace benefits, and improved overall workplace productivity
and satisfaction. This paper may be of interest to a wide audience, including researchers from
multiple disciplines, health care providers who work with persons with chronic illnesses,
practitioners who develop patient education resources and information interventions, and health
policy researchers striving to achieve health equity at the community and population levels.
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