
	
	

 
eISSN 2239-7132 
        
 
 
Publisher's Disclaimer. E-publishing ahead of print is increasingly important for the rapid 
dissemination of science. The Early Access service lets users access peer-reviewed articles well 
before print/regular issue publication, significantly reducing the time it takes for critical findings to 
reach the research community. 
These articles are searchable and citable by their DOI (Digital Object Identifier). 
 
Reumatismo is, therefore, E-publishing PDF files of an early version of manuscripts that have 
undergone a regular peer review and have been accepted for publication, but have not been through 
the copyediting, typesetting, pagination, and proofreading processes, which may lead to differences 
between this version and the final one.  
 
The final version of the manuscript will then appear in a regular issue of the journal. 
 
The E-publishing of this PDF file has been approved by the authors. 
 
   
Please cite this article as: 
 
Ostuzzi SMT, Aiello EN, Ingegnoli F et al. Disease disclosure in the workplace in people living 
with rheumatic diseases: an exploratory study. Reumatismo doi: 
10.4081/reumatismo.2024.1689 
 

 
 

Submitted: 03-12-2023 
Accepted: 23-05-2024 

 
 © the Author(s), 2024 

Licensee PAGEPress, Italy 
 

 
 
 
 
 
 
Note: The publisher is not responsible for the content or functionality of any supporting information supplied by the authors. Any queries 
should be directed to the corresponding author for the article. 
All claims expressed in this article are solely those of the authors and do not necessarily represent those of their affiliated organizations, or 
those of the publisher, the editors and the reviewers. Any product that may be evaluated in this article or claim that may be made by its 
manufacturer is not guaranteed or endorsed by the publisher. 
 
 

Reumatismo - The Italian Journal of Rheumatology 
 
https://www.reumatismo.org/reuma 
 



	
	

Disease disclosure in the workplace in people living with rheumatic diseases:  
an exploratory study 

	
S.M.T. Ostuzzi1, E.N. Aiello2, F. Ingegnoli3,4, C. Pistarini5, B. Poletti2,6, V. Silani3,7, E. Fiabane8 

 

 
1ALOMAR ODV – Lombard Association for Rheumatic Diseases, Milan, Italy; 2Department of 
Neurology and Laboratory of Neuroscience, IRCCS Istituto Auxologico Italiano, Milan, Italy; 
3Clinical Rheumatology Unit, ASST Pini, Milan, Italy; 4Department of Clinical Sciences and 
Community Health, Research Center for Adult and Pediatric Rheumatic Diseases, Research Center 
for Environmental Health, University of Milan, Italy; 5Department of Neurorehabilitation, Istituti 
Clinici Scientifici Maugeri IRCCS, Pavia, Italy; 6Department of Oncology and Hemato-Oncology, 
University of Milan, Italy; 7Department of Pathophysiology and Transplantation, “Dino Ferrari” 
Center”, University of Milan, Italy; 8Psychology Unit, Istituti Clinici Scientifici Maugeri IRCCS, 
Pavia, Italy 
 
Correspondence: Silvia Maria Teresa Ostuzzi, ALOMAR ODV –Lombard Association for 
Rheumatic Diseases, c/o ASST Pini-CTO, Piazza Cardinal Ferrari 1, 20122 Milan, Italy.  
Tel.: 0039.347.0897402. 
E-mail: silviaostuzzi.alomar@gmail.com  
 
Key words: rheumatic disease, invisible disability, chronic disease, disease disclosure, health 
disclosure. 
 
Contributions: all the authors made a substantial intellectual contribution, read and approved the 
final version of the manuscript, and agreed to be accountable for all aspects of the work.  
 
Conflict of interest: V.S., received compensation for consulting services and/or speaking activities 
from AveXis, Cytokinetics, Italfarmaco, Liquidweb S.r.l., and Novartis Pharma AG, receives or has 
received research supports from the Italian Ministry of Health, AriSLA, and E-Rare Joint 
Transnational Call. He is on the Editorial Board of Amyotrophic Lateral Sclerosis and Frontotemporal 
Degeneration, European Neurology, American Journal of Neurodegenerative Diseases, Frontiers in 
Neurology. B.P. received compensation for consulting services and/or speaking activities from 
Liquidweb S.r.l. The other authors declare no potential conflict of interest. 
 
Ethics approval and consent to participate: the study was conducted according to the guidelines 
of the Declaration of Helsinki, and approved on the 12th of June 2020 by the Board of Directors of 
ALOMAR ODV, the institution which promoted the work. 
 
Informed consent: informed consent was obtained from all subjects involved in the study. 
 
Funding: this work was partially supported by the Ricerca Corrente Funding scheme of the Italian 
Ministry of Health. 
 
Availability of data and materials: data and materials are available from the corresponding author 
upon request. 
 
 
 

	
	

 



	
	

Summary 
Objective. Rheumatic musculoskeletal diseases (RMDs) are the causes of frequent absence from work 
and loss of productivity. As (in)visible diseases, it is up to the individuals to decide if disclosing their 
diagnosis, with important repercussions also within the workplace. Still little is known about disease 
disclosure in the workplace (DD-W) in patients with RMDs. This study aimed to investigate socio-
demographic, clinical, and psychological predictors of DD-W among working patients with RMDs. 
Methods. A cross-sectional Italian national study captured DD-W in people with RMDs. An online 
survey was developed using ad-hoc questions and scientific questionnaires to explore demographics 
and work-related, clinical, and psychological factors. Stepwise logistic regressions were run to 
identify significant predictors of DD-W. 
Results. A total of 250 working rheumatic patients completed the survey; 81.2% of the participants 
enacted DD-W. DD-W behaviors were predicted by perceived visibility of the RMD (p=0.008), work 
type (p=0.022), general DD behaviors (p<0.001), and perceived family support (p=0.023). Among 
RMD patients, psoriatic arthritis participants had higher probabilities of DD-W (p=0.02), whereas 
lower probabilities were detected in fibromyalgia patients (p=0.003). Lower disease duration 
corresponded in the sample to higher probabilities of DD-W (p=0.036). 
Conclusions. The majority of RMD patients in this study enacted DD-W. DD-W was associated with 
medical, occupational, and psychological factors, supporting the multidimensionality of the process. 
Further research on the subject might help foster better DD-W decision-making processes for RMD 
patients while promoting intervention strategies in education, policy, and culture. 
	
	
	
	
	
	
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



	
	

Introduction 
Rheumatic musculoskeletal diseases (RMDs) are a diverse group of medical conditions (over 200) 
affecting people of any age and causing significant morbidity, comorbidity, and mortality (1, 2). 
RMDs affect joints, muscles, bones, and inner organs, are characterized by pain and inflammation, 
and are associated with functional impairments leading to disability in severe cases (2). RMDs are 
among the most frequent causes of absence from work and loss of work productivity, workability, 
and work participation in the working population (3-5). Moreover, some RMDs are commonly 
associated with fatigue (6), anxiety, and depression symptoms (7-9), which further worsen the 
impact of such chronic conditions on the quality of life and workability of patients. In the last 
decades, nevertheless, research advances, improved treatment options, as well as targeted and 
early clinical and pharmacological management of RMDs have significantly decreased rheumatic 
patients’ psychological distress and physical disability, with positive effects on quality of life and 
work productivity (10-12). In most cases, RMDs are nowadays concealable or (in)visible 
conditions; thus, it is up to the individual to determine whether, how, when, and to whom to 
disclose their diagnosis and whether to engage in an actual coming-out process about their health 
(13, 14). 
The terms “health disclosure” or “disease disclosure” (DD) designate the act of a subject 
deliberately, verbally divulging personal information – unlikely to be discovered in other ways 
(15) – concerning his/her own diagnosis or health condition (16). The enacting (or avoidance) of 
DD behaviors is determined by specific decision-making processes (16), implying the accurate 
assessment of possible personal risks and benefits deriving by the decision of (un)disclosing 
his/her health status. Having benefited from psychological support and perceiving higher levels of 
social support turned out to be predictors of more frequent DD behaviors in various life contexts 
among a sample of Italian RMD patients (17). 
The workplace, as a complex crossroads of social identities, self-images, roles, desires, 
opportunities, and expectations, represents a particularly significant context to be observed when 
studying DD in people living with RMDs, especially in the light of the role that RMDs play in 
industrialized countries, as a major reported cause of loss of productivity (18): it is therefore of 
crucial importance to further investigate DD in the workplace (DD-W) in the rheumatic working 
population. 
This study makes a novel contribution to the literature by assessing DD-W among a sample of 
Italian individuals with chronic RMDs. The goals of this project were i) to explore attitudes and 
beliefs towards DD-W and ii) to determine socio-demographic, clinical, and psychological factors 
most predictive of DD-W. 

	
Materials and Methods 
Participants were recruited from the nonprofit Rheumatic Patients Association (ALOMAR ODV) 
– Lombard Association for Rheumatic Diseases. A call for survey completion, outlining the nature 
and objectives of the study, was sent using the ALOMAR mailing list and the related website and 
social network (http://www.alomar.it/). Circulating through social media, the survey also 
intercepted rheumatic patients who were not members of any patients’ association. The survey 
was conducted between June 18th and July 9th, 2020. The study population included: actively 
working rheumatic patients aged 18 or older, residents of Italy, fluent in the use of the Italian 
language, who responded to the online survey by accepting the information and expressing consent 
to participate. The survey was anonymous, and the confidentiality of information was assured. The 
study was approved by the Board of Directors of ALOMAR ODV. 
The survey was divided into the following sections: i) socio-demographic information (i.e., 
gender, age, work type); ii) clinical information (i.e., RMD diagnosis, disease duration, 
pharmacological therapy, comorbidity); iii) disease-disclosure information (i.e., perceived 
barriers, beliefs, attitudes).  
Furthermore, the Italian versions of the following validated psychological questionnaires were 
administered: 



	
	

1. Patient Health Questionnaire-4 (PHQ-4) (19), an ultra-brief tool for detecting anxiety and 
depressive symptoms. The PHQ-4 consists of the first two items of the Generalized 
Anxiety Disorder Scale (GAD-7) (20) and the first two items of the longer Patient Health 
Questionnaire (21). Responses are provided on a Likert scale ranging from 0 (“not at all”) 
to 3 (“nearly every day”). Cronbach’s α in this study was 0.902. 

2. Chronic Illness Anticipated Stigma Scale (CIASS) (22, 23), a tool consisting of 12 items 
referring to possible experiences of stigma, contextualized in three social scenarios: friends 
and family (i.e., “a friend or family member will think badly of you”), work colleagues 
(i.e., “someone at work will discriminate against you”), health workers (i.e., “a health 
worker will feel frustrated because of you”). Participants are asked to rate the likelihood of 
encountering such situations on a Likert scale from 1 (“very unlikely”) to 5 (“very likely”). 
Cronbach’s α in this study was 0.883. 

3. Patient Health Engagement Scale (PHE-S) (24), a 5-item questionnaire, validated in the 
Italian population, which evaluates the degree of emotional elaboration reached by the 
patient concerning his/her own health. The PHE-S is made up of ordinal elements placed 
along an experiential continuum. The response options include responses corresponding to 
the 4 PHE positions (blackout, arousal, adhesion, eudaimonic project) as well as 
intermediate positions (i.e., when thinking about my illness; “I feel lost”, “I feel alarmed”, 
“I am conscious”, “I feel serene”). Cronbach’s α in this study was 0.905. 

4. Multidimensional Scale of Perceived Support (MSPSS) (25, 26), a tool consisting of 12 
items relating to perceived social support from family, (i.e., “my family really tries to help 
me”), friends (i.e., “I can count on my friends when things go wrong”), significant other 
(i.e., “I have a particular person who is an authentic source of comfort for me”). Participants 
are asked to express their level of agreement or disagreement with the statements on a 
Likert scale from 1 (“very much disagree”) to 6 (“very much agree”). Cronbach’s α in this 
study was 0.931. 

5. Work-Health Balance Questionnaire (WHBQ) (27), a tool consisting of 17 items aimed at 
detecting: the intrinsic dimension of the incompatibility between health and work (INC) 
(i.e., “your work is an obstacle to health”), the extrinsic dimension of flexibility and support 
perceived in the workplace (FLS) (i.e., “your manager listens to you when you talk to 
him/her about your health”), and the extrinsic dimension of the corporate health climate. 
We have chosen to include only the INC and FLS subscales in the questionnaire. 
Participants are asked to express how often in their experience what is stated in the items 
occurs on a Likert scale from 1 (“never”) to 5 (“always”). Cronbach’s α in this study was 
0.877. 

6. Perceived general health status was measured using a single item from the 36-item Short-
Form Health Survey (SF-36) (28, 29). Response is provided on a Likert scale ranging from 
1 (“excellent”) to 5 (“poor”). 

Analyses were run via SPSS 27 (IBM Corp., Armonk, NY, USA) and jamovi 1.6 (the jamovi 
project, 2021), with a two-tailed α set at .05. Multiple comparisons were Bonferroni-corrected 
whenever necessary. 
Two separate sets of stepwise, logistic regression models were run to identify which variables 
predicted DD-W (0 = no; 1 = yes) among socio-demographic, clinical and psychometric (age, 
gender, education, perceived disease visibility, General DD, relationship status, work type, 
psychological support, perceived health, and PHQ-4, PHE, MSPSS-significant other, MSPSS-
family, MSPSS-friends, CIASS-total scale, CIASS-work colleagues subscale, WHB-INC and 
WHB-FLS scores; Model 1) and disease-related measures (presence/absence of a given condition, 
disease duration and comorbidity; model 2), respectively. Only main terms were entered in these 
models. Fit was assessed through Akaike’s information criterion (AIC). 
Finally, χ2 tests were run to identify response patterns in DD-related outcomes. 
 
 



	
	

Results  
In this cross-sectional survey, we retrieved a total of 250 questionnaires completed by actively 
working rheumatic patients. The majority of them reported suffering from rheumatoid arthritis 
(36.4%), fibromyalgia (28.4%), both in primary or secondary form, and psoriatic arthritis (12%). 
Diagnoses of juvenile idiopathic arthritis, Sjögren syndrome, ankylosing spondylitis, systemic 
sclerosis, systemic lupus erythematosus, osteoporosis, osteoarthritis, mixed disease, Behçet’s 
syndrome, Paget’s disease and vasculitis were also represented in the sample. 
The vast majority of the sample was composed of women (n=228); 68.8% of the participants were 
in a relationship, 46.8% had a high school education, and 82.8% were employees. The participants 
had a mean age of 45.47 years (±10.82) and a mean disease duration of 13.93 years (±10.86). 
Socio-demographic and clinical measures are summarized in Table 1. 
The majority of respondents (81.2%) disclosed their RMD in the workplace. 24.8% of those who 
enacted DD-W felt “quite comfortable”; on the other hand, 26.8.% reported feeling “quite 
uncomfortable” when disclosing their disease in the workplace. 
The topic respondents mostly talk about when disclosing their disease in the workplace relates to 
RMD’s symptoms (49.6%). The prevalence of the RMD-related topics disclosed by patients when 
enacting DD-W is shown in Figure 1.  
The majority of the respondents (51.2%) perceives that after disclosing their RMD in the 
workplace their personal relationship with the DD-W’s receivers has not changed. The fear of 
being labeled as “sick” is the perceived barrier to DD-W that conveys the highest agreement 
among the respondents (33.2%), while the presence of a trustful relationship with the DD-W’s 
receiver is the perceived facilitator to DD-W conveying the highest agreement among the 
respondents (35.2%). Participants’ socio-demographic, clinical, and psychological measures are 
summarized in a comparison between groups (DD-W and no DD-W) in Table 2. 
Model 1 (AIC=198.68) yielded significant predictors of DD-W: perceived disease visibility 
[χ2(2)=9.75; p=0.008], work type [χ2(1)=5.21; p=0.022], general DD [χ2(1)=29.62; p<0.001] and 
MSPSS-family scores [χ2(1)=5.16; p=0.023]. At Bonferroni-adjusted post-hoc comparisons, 
patients stating that their condition was “sometimes” visible reported significantly (p=0.012) 
higher probabilities of DD-W (M=0.92; SE=0.03) when compared to those stating it was not 
visible (M=0.76; SE=0.05), with no other significant comparisons being found. As to work type, 
employees showed higher probabilities of DD-W (M=0.89; SE=0.03) when compared to self-
employed workers (M=0.74; SE=0.08). When decomposing the main effects of continuous 
predictors via simple slope analyses at their mean, high (M+1 SD) and low (M-1 SD) levels, 
patients with overall higher DD levels had higher probabilities of DD-W (M=0.94; SE=0.02) when 
descriptively compared to those with mean (M=0.83; SE=0.04) or low levels (M=0.61; SE=0.07) 
of general DD. Similarly, higher scores of MSPSS-family were predictive of a higher probability 
of DD-W (M=0.88; SE=0.04) when descriptively compared to both mean (M=0.83; SE=0.04) and 
low levels (M=0.77; SE=0.06) of the predictor. 
As to Model 2 (AIC=232.89), only psoriatic arthritis [χ2(1)=5.43; p=0.02], fibromyalgia  
[χ2(1)=8.64; p=0.003] and disease duration [χ2(1)=4.52; p=0.036] yielded significant effects. An 
opposite pattern was detected for the above two conditions, with patients affected with psoriatic 
arthritis having higher probabilities of disclosing their disease in the workplace (M=0.93; 
SE=0.07) when compared to those with other conditions (M=0.76; SE=0.03), and patients with 
fibromyalgia having lower probabilities (M=0.76; SE=0.05) than those with other rheumatic 
disorders (M=0.92; SE=0.04). Moreover, lower disease duration corresponded to higher 
probabilities of DD-W (M=0.9; SE=0.04) when descriptively compared to patients with middle 
(M=0.84; SE=0.04) and advanced disease duration (M=0.79; SE=0.05). 
 
Discussion and Conclusions 
The PARE Youth Research Project has shed the first light on DD behaviors among European 
young RMD patients (aged 18-35), also targeting DD-W (30, 31): the research revealed that 43% 
of the participants prefer not to talk about their RMD during a job interview, while 38% hide their 



	
	

condition at work. People living with an RMD may be reluctant to disclose their disease in the 
workplace because they feel it might change what work associates think of them; sometimes, there 
might be even fear of dismissal or demotion due to the RMD (18). Meanwhile, DD-W is necessary 
for the effective management of illness regimens at work and for access to various forms of support 
(e.g., ergonomic equipment, flexible working hours, sick leave) (32, 33). 
The tension between these two opposite options – to disclose or not to disclose to supervisors and 
colleagues – configures the act of DD-W as a possible dialectical dilemma (34), requiring targeted 
studies to observe its implications and the role played by possible DD-W predictors, such as self-
advocacy skills, quality of the relationship with supervisors and colleagues (33), anticipated stigma 
at work, flexibility and support at work (27), duration, severity, and visibility of the disease. A 
recent study among young adults with RMDs found that those who enacted DD-W reported greater 
presenteeism when compared to those who did not; furthermore, in this study, greater disease 
severity was associated with DD-W (18). 
To the best of our knowledge, only a few studies have examined the topic of DD-W in chronic 
patients, and, within it, most studies were conducted for individuals suffering from HIV (32, 35), 
multiple sclerosis (36), cystic fibrosis (37), inflammatory bowel diseases (38), diabetes (39), 
cancer (40), mental illnesses (41), and autism (42). Expectations and previous experiences of 
discrimination, fear of health-related stigma (43), satisfaction with previous DD-W, supporting 
work environment and social support (44), disease duration, severity and perceived visibility of 
the disease, and type of job profiles (33) are the main factors associated with the enactment or the 
avoidance of DD-W in chronic patients. Scientific literature exploring DD-W in individuals with 
RMDs is growing (7, 18, 45-47) but further research is nevertheless needed to explore in depth 
this construct and its correlates in this specific population. 
To our knowledge, this is the first study exploring DD-W among Italian RMD patients. The first 
aim of this study was to explore the attitudes and beliefs of RMD-working patients towards DD-
W. We showed that the majority of the participants (81.2%) disclosed their RMD in the workplace; 
this result seems to be in line with the findings of previous studies dedicated to DD-W of people 
with RMDs, which reported over 70% of the participants performing DD-W (18). The PARE 
Youth Research Project noted, on the other hand, a higher prevalence of RMD young patients 
(38%) not informing their supervisor about their RMD (30, 31). Since in our study no statistically 
significant difference in DD-W was observed based on age, a possible explanation for this 
discrepancy could lie for example in the cultural differences among different European countries 
observed in the PARE Youth Research Project. Moreover, the study dates back to 2014, and this 
could suggest – as a hypothesis to be verified through targeted studies – an evolution in social 
sensitivity relating to DD-W in recent years. 
Our results are in line with the findings of the study of Olesen et al. (2017) on diabetes, where 
23% of the sample had not disclosed their type 2 diabetes to their current employer (39). Our study 
observes, on the other hand, a higher percentage of DD-W in comparison to what was observed in 
the studies of Munir et al. (2005) (33) and Gignac et al. (2021) (44) on different chronic conditions, 
where about half of the sample had disclosed their disability to their current employer. 
The topics respondents mostly revealed that DD-W relates to RMD’s symptoms (49.6%) and 
pharmacological therapy (35.2%), consistent with the fact that both these factors might need to be 
disclosed in order to motivate absences or to request accommodations (17, 18, 36). Nevertheless, 
only 5.6% of those who enact DD-W ask for help and support in the workplace, suggesting that 
revelation of the disease and the request of support represent two complex social communication 
acts, which are not necessarily concomitant. 
The majority of the sample (51.2%) reports that the relationship with the receivers has not changed 
after DD-W, undermining the assumption that disclosure systematically fosters the creation of 
intimate relationships (48). Of the sample, 13,6% reported that after DD-W the relationship with 
the receivers got worse, while 14,8% reported an improvement. In the sample, the most perceived 
barrier to DD-W was the fear of undergoing a labeling process (33.2%), supporting the need to 
further investigate the role of health-related stigma for RMD patients in the unveiling of 



	
	

concealable stigmatized identities in the workplace. This also reinforces the assumption that 
perceptions of stigma decrease the intention to disclose (16). 
The second aim of this study was to explore socio-demographic, clinical, and psychological factors 
associated with DD-W in this specific population. No statistically significant difference in DD-W 
was observed in the sample based on gender, age, perceived general health status, relationship 
status, or affiliation with patient associations. 
We found an association between DD-W and work type, with employees showing higher 
probabilities of DD-W when compared to self-employees, in line with what was observed by 
Munir et al. (2005) (33). This behavior can be motivated by the greater flexibility characterizing 
self-employed work, which facilitates the RMD’s management without the need for DD-W, 
whereas in the context of dependent work, coordinating one’s activities with colleagues and 
superiors and notifying absences due to illness or illness management might require disclosure. 
We found that those who perceived their RMD as visible to others (always or sometimes) tended 
to carry out more frequently DD-W behaviors, confirming how greater perceived symptoms 
visibility, which tends to be associated with greater disease severity, increases intentions of 
disclosure (16, 17). This aspect supports the idea that some patients postpone the enactment of DD 
until the perceived visibility of their symptoms turns the act of DD itself into "an explanation more 
than a revelation" (36). Besides, this allows us to hypothesize that a specific influence on 
implementing DD-W is constituted by the intensification of one’s health needs, driven by 
increasing disease severity underlying higher symptoms visibility (49). Meanwhile, in our sample 
we also observed no statistically significant difference in DD-W based on perceived general health 
status: this is a critical issue that needs to be further investigated and should suggest to think on 
the complex relational, contextual, and interactive nature of the DD-W construct. We also 
observed that a general attitude of more frequent DD across various life contexts (family, friends, 
partners, social media) is associated in the sample with higher DD-W, suggesting a tendency to 
implement DD transversely to different life contexts. 
Furthermore, in this study, we confirmed the key role of perceived social support, observing that 
it is a predictor of a higher probability of DD-W. This data outlines a dynamic and dialectical 
association between feeling more socially supported and feeling more effective in enacting DD 
(17). 
Concerning clinical characteristics, we observed that lower disease duration corresponded to 
higher probabilities of DD-W. This interesting point should be further investigated and might be 
explained by the need to share information about the health status at work when facing a critical 
situation, such as RMD severe flares (18). Crisis situations can indeed frequently characterize the 
onset phases of the disease, due both to a lower level of disease activity control, and thus a higher 
need for support, and a lower level of consolidated self-management skills. We also observed that 
patients affected with psoriatic arthritis had significantly higher probabilities of disclosing their 
disease in the workplace when compared to those with other conditions, whereas patients with 
fibromyalgia had lower probabilities. This observation deserves to be investigated in the future, 
starting from some preliminary hypotheses drawn also upon the findings of this research on the 
crucial role of the perceived (in)visibility of the RMD in the enactment of DD, with visibility of 
symptoms tending to be associated with increased intentions of disclosure (16). Psoriatic arthritis 
might indeed present visible cutaneous manifestations that could elicit greater DD-W; 
fibromyalgia, on the contrary, presents itself as an invisible pathology.  
This study presents some limitations. First of all, the population under study is not representative 
of the working population living with RMDs in Italy: as an open web-based survey promoted by 
a patients’ association, the research incurs a specific self-selection bias, the volunteer effect (50). 
Moreover, geographic differences were not considered, and this severely limits the possibility of 
capturing important aspects such as disparity in access to care or the patients’ journeys. Secondly, 
we used a cross-sectional approach, structurally unable to longitudinally account for the unfolding 
over time of DD-W behaviors. Third, the study observed the presence/absence of DD-W, but not 
its depth, underlying motivations, or interaction patterns. Qualitative research, integrating also the 



	
	

DD-W’s receivers’ perspective, is necessary to deepen these issues. A further limitation of our 
study consists in not having observed a series of potentially relevant aspects for the purposes of 
an in-depth study of DD-W, including the targets (managers versus coworkers) and the timing of 
DD-W. 
In conclusion, this preliminary study, part of the growing literature dedicated to DD-W, sketches 
a range of possible further research directions aiming at exploring DD-W as a complex dialectical, 
multifaceted socially relevant act through new combinations of methods, and at better identifying 
predictors and characteristics of DD-W in the working rheumatic population. 
Further research on the subject is needed in order to provide better support to RMD working 
patients, helping them navigate the complex dialectic dilemmas underlying DD-W, with a 
particular focus on detecting and managing stigmatizing contexts, mitigating possible risks related 
to DD-W, evaluating logistics and timing of DD-W, and promoting self-advocacy skills. This 
could foster more and more integrated, flexible, conscious DD-W decision-making processes, that 
might generate positive consequences not only for the well-being of the individual but also for the 
work organization (51). The findings of this study might be relevant to clinicians, psychologists, 
nurses, social workers, and patients’ associations in effectively supporting those suffering from 
RMDs throughout their – sometimes complex – DD-W journey. This could be accomplished also 
through the tuning of targeted training, campaigns, services, resources, and toolkits (52), aimed at 
improving DD-W processes in those living with RMDs, with the broader goal of stimulating 
increasingly inclusive policies based on socio-ecological, participative, supportive perspectives 
and of promoting a better quality of life for those living with (in)visible chronic conditions such 
as RMDs. 
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	



	
	

References 
1. Ingegnoli F, Schioppo T, Ubiali T, Bollati V, Ostuzzi S, Buoli M, et al. Relevant non-

pharmacologic topics for clinical research in rheumatic musculoskeletal diseases: the patient 
perspective. Int J Rheum Dis 2020; 23: 1305-10.  

2. van der Heijde D, Daikh DI, Betteridge N, Burmester GR, Hassett AF, Matteson EL, et al. 
Common language description of the term rheumatic and musculoskeletal diseases (RMDs) for 
use in communication with the lay public, healthcare providers, and other stakeholders endorsed 
by the European League Against Rheumatism (EULAR) and the American College of 
Rheumatology (ACR). Arthritis Rheumatol 2018; 70: 826-31.  

3. Rogier C, de Jong PHP, van der Helm-van Mil AHM, van Mulligen E. Work participation is 
reduced during the development of RA, months before clinical arthritis manifests. 
Rheumatology 2022; 61: 2583-9.  

4. Yelin E. Work disability in rheumatic diseases. Curr Opin Rheumatol 2007; 19: 91-6.  
5. The Work Doundation. Fit for work? Musculoskeletal disorders in the European workforce. 

Available from: 
https://www.bollettinoadapt.it/old/files/document/3704FOUNDATION_19_10.pdf.	 

6. Connolly D, Fitzpatrick C, O’Toole L, Doran M, O’Shea F. Impact of fatigue in rheumatic 
diseases in the work environment: a qualitative study. Int J Environ Res Public Health 2015; 
12: 13807-22.  

7. Geenen R, Newman S, Bossema ER, Vriezekolk JE, Boelen PA. Psychological interventions 
for patients with rheumatic diseases and anxiety or depression. Best Pract Res Clin Rheumatol 
2012; 26: 305-19.  

8. Ingegnoli F, Schioppo T, Ubiali T, Ostuzzi S, Bollati V, Buoli M, et al. Patient perception of 
depressive symptoms in rheumatic diseases: a cross-sectional survey. J Clin Rheumatol 2022; 
28: e18-22.  

9. Torta R, Pennazio F, Ieraci V. Anxiety and depression in rheumatologic diseases: the relevance 
of diagnosis and management. Reumatismo 2014; 66: 92-7.  

10. Burmester GR, Bijlsma JWJ, Cutolo M, McInnes IB. Managing rheumatic and musculoskeletal 
diseases – past, present and future. Nat Rev Rheumatol 2007; 13: 443-8.  

11. Manara M, Caporali R, Lomater C, Gorla R, Fusaro E, Sarzi-Puttini P, et al. Impact of one-year 
treatment with biotechnological drugs on work ability in patients with rheumatoid arthritis in 
Italy: a prospective real-life study. Clin Exp Rheumatol 2021; 39: 263-8.  

12. Overman CL, Jurgens MS, Bossema ER, Jacobs JW, Bijlsma JWJ, Geenen R. Change of 
psychological distress and physical disability in patients with rheumatoid arthritis over the last 
two decades. Arthritis Care Res 2014; 66: 671-8.  

13. Norstedt M. Work and invisible disabilities: practices, experiences and understandings of 
(non)disclosure. Scand J Disabil Res 2019; 21: 14-24.  

14. Samuels EJ. My body, my closet: invisible disability and the limits of coming-out discourse. 
GLQ 2003; 9: 233-55. 

15. Greene K, Derlega VI, Mathews A. Self-disclosure in personal relationships. In: Vangelisti AL, 
Perlman D, eds. The Cambridge handbook of personal relationships. Cambridge: Cambridge 
University Press; 2006. pp 409-27.  

16. Greene K. An integrated model of health disclosure decision making. In: Afifi TD, Afifi WA, 
eds. Uncertainty, information management, and disclosure decisions. Theories and 
applications. New York: Routledge/Taylor & Francis Group; 2009. pp 226-53.  

17. Ostuzzi S, Ingegnoli F, Pistarini C, Aiello EN, Fiabane EM. (Un)disclosed. Disease disclosure 
in people living with rheumatic diseases: an exploratory study. Intl J Rheum Dis 2022; 25: 295-
302.  

18. Jetha A, Tucker L, Backman C, Kristman VL, Bowring J, Hazel EM, et al. Rheumatic disease 
disclosure at the early career phase and its impact on the relationship between workplace 
supports and presenteeism. Arthritis Care Res 2022; 74: 1751-60.  



	
	

19. Kroenke K, Spitzer RL, Williams JB, Löwe B. An ultra-brief screening scale for anxiety and 
depression: the PHQ-4. Psychosomatics 2009; 50: 613-21.  

20. Spitzer RL, Kroenke K, Williams JB, Löwe B. A brief measure for assessing generalized 
anxiety disorder: the GAD-7. Arch Intern Med 2006; 166: 1092-7.  

21. Kroenke K, Spitzer RL, Williams JB. The PHQ-9: validity of a brief depression severity 
measure. J Genl Intern Med 2001; 16: 606-13.  

22. Earnshaw VA, Quinn DM, Kalichman SC, Park CL. Development and psychometric evaluation 
of the chronic illness anticipated stigma scale. J Behav Med 2013; 36: 270-82.  

23. Spadaro G, Romano A, Mosso CO. Italian contribute to the CIASS validation. G Ital Med Lav 
Ergon 2017; 39: 49-55. [Article in Italian]. 

24. Graffigna G, Barello S, Bonanomi A, Lozza E. Measuring patient engagement: development 
and psychometric properties of the patient health engagement (PHE) scale. Front Psychol 2015; 
6: 274.  

25. Prezza M, Principato MC. La rete sociale e il sostegno sociale. In: Prezza M, Santinello M, eds. 
Conoscere la comunità. Bologna: Il Mulino; 2002. pp 193-233. 

26. Zimet GD, Powell SS, Farley GK, Werkman S, Berkoff KA. Psychometric characteristics of 
the multidimensional scale of perceived social support. J Pers Assess 1990; 55: 610-7.  

27. Gragnano A, Miglioretti M, Frings-Dresen MHW, de Boer AGEM. Adjustment between work 
demands and health needs: development of the work-health balance questionnaire. Rehabil 
Psychol 2017; 62: 374-86.  

28. Apolone G, Mosconi P. The Italian SF-36 health survey: translation, validation and norming. J 
Clin Epidemiol 1998; 51: 1025-36.  

29. Ware JE Jr, Sherbourne CD. The MOS 36-item short-form health survey (SF-36). Conceptual 
framework and item selection. Med Care 1992; 30: 473-83.  

30. Nieuwkoop L. PARE youth research project. Ann Rheum Dis 2014; 73: 39-40.  
31. Põldemaa I, Tammaru M, De Wit M. PARE youth research project – final report. Available 

from: https://www.slideshare.net/IngridPmaa/final-reportpareyouth. Accessed on: 24/07/2023. 
32. Fesko SL. Disclosure of HIV status in the workplace: considerations and strategies. Health Soc 

Work 2001; 26: 235-44.  
33. Munir F, Leka S, Griffiths A. Dealing with self-management of chronic illness at work: 

predictors for self-disclosure. Soc Sci Med 2005; 60: 1397-407.  
34. Charmaz K. Disclosing illness and disability in the workplace. J Int Educ Bus 2010; 3: 6-19.  
35. Dray-Spira R, Gueguen A, Lert F. Disease severity, self-reported experience of workplace 

discrimination and employment loss during the course of chronic HIV disease: differences 
according to gender and education. Occup Environ Med 2008; 65: 112-9. 

36. Frndak SE, Kordovski VM, Cookfair D, Rodgers JD, Weinstock-Guttman B, Benedict RHB. 
Disclosure of disease status among employed multiple sclerosis patients: association with 
negative work events and accommodations. Mult Scler 2015; 21: 225-34.  

37. Borschuk AP, Everhart RS, Eakin MN, Rand-Giovannetti D, Borrelli B, Riekert KA. Disease 
disclosure in individuals with cystic fibrosis: association with psychosocial and health 
outcomes. J Cys Fibros 2016; 15: 696-702.  

38. Guo L, Rohde J, Farraye FA. Stigma and disclosure in patients with inflammatory bowel 
disease. Inflamm Bowel Dis 2020; 26: 1010-6.  

39. Olesen K, Cleal B, Skinner T, Willaing I. Characteristics associated with non-disclosure of type 
2 diabetes at work. Diabet Med 2017; 34: 1116-9.  

40. Stergiou-Kita M, Pritlove C, Kirsh B. The “big C”-stigma, cancer, and workplace 
discrimination. J Cancer Surviv 2016; 10: 1035-50.  

41. Toth KE, Dewa CS. Employee decision-making about disclosure of a mental disorder at work, 
J Occup Rehabil 2014; 24: 732-46.  

42. Lindsay S, Osten V, Rezai M, Bui S. Disclosure and workplace accommodations for people 
with autism: a systematic review. Disabil Rehabil 2021; 43: 597-610.  



	
	

43. van Beukering IE, Smits SJC, Janssens KME, Bogaers RI, Joosen MCW, Bakker M, et al.  In 
what ways does health related stigma affect sustainable employment and well-being at work? 
A systematic review. J Occup Rehabil 2022; 32: 365-79.  

44. Gignac MAM, Jetha A, Martin Ginis KA, Ibrahim S. Does it matter what your reasons are when 
deciding to disclose (or not disclose) a disability at work? The association of workers’ approach 
and avoidance goals with perceived positive and negative workplace outcomes. J Occup 
Rehabil 2021; 31: 638-51.  

45. Berkovic D, Ayton D, Briggs AM, Ackerman IN. “I would be more of a liability than an asset”: 
navigating the workplace as a younger person with arthritis. J Occup Rehabil 2020; 30: 125-34.  

46. Gignac MAM, Cao X. “Should I tell my employer and coworkers I have arthritis?” A 
longitudinal examination of self-disclosure in the work place. Arthritis Rheum 2009; 61: 1753-
61.  

47. Oldfield M, MacEachen E, Kirsh B, Macneill M. Impromptu everyday disclosure dances: how 
women with fibromyalgia respond to disclosure risks at work. Disabil Rehabil 2016; 38: 1442-
53.  

48. Chelune GJ, Robison JT, Kommor MJ. A cognitive interactional model of intimate 
relationships. In: Derlega VJ, ed. Communication, intimacy and close relationships. New York: 
Academic Press; 1984. pp 11-40.  

49. Modi AC, Quittner AL, Boyle MP. Assessing disease disclosure in adults with cystic fibrosis: 
the adult data for understanding lifestyle and transitions (ADULT) survey disclosure of disease 
in adults with cystic fibrosis. BMC Pulm Med 2010; 10: 46.  

50. Eysenbach G, Wyatt J. Using the Internet for surveys and health research. J Med Internet Res 
2002; 4: E13. 

51. Capell B, Tzafrir SS, Dolan SL. The disclosure of concealable stigmas: analysis anchored in 
trust. Cogent Psychol 2016; 3: 1121066.  

52. Restall G, Diaz F, Faucher P, Roger K. Participatory design and qualitative evaluation of a 
decision guide for workplace human immunodeficiency virus self-disclosure: the importance 
of a socio-ecological perspective. Health Expectations 2021; 24: 1220-9.  

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



	
	

Table 1. Participants’ demographic and clinical measures. 
 % (n) 
Sex  

Female 91.2 (228) 
Male 8.8 (22) 

 M (SD) 
Age (years) 45.47±10.82 (20-77) 
 % (n) 
Education  

Primary/middle school 14.0 (35) 
High school 46.8 (117) 
University 31.6 (79) 
Master or PhD 7.6 (19) 

Relationship status  
Single 31.2 (78) 
In a relationship 68.8 (172) 

Member of a patients’ association 
Yes 63.2 (158) 
No 36.8 (92) 

DD-W 
Yes 81.2 (203) 
No 18.8 (47) 

Work Type  
Employee 82.8 (207) 
Self-employee 17.2 (43) 

Rheumatic diagnosis (both primary or secondary) 
Rheumatoid arthritis 36.4 (91) 
Fibromyalgia 28.4 (71) 
Psoriatic arthritis 12.0 (30) 
Ankylosing spondylitis 10.4 (26) 

Rheumatic comorbidity 
Yes 31.2 (78) 
No 68.8 (172) 

Perceived disease visibility 
Yes 9.6 (24) 
No 49.6 8124) 

Sometimes 40.8 (102) 
Psychological support  

Yes 34.4 (86) 
No 65.6 (164) 

 M (SD) 
Disease duration (years) 11.93±10.86 (0-45) 

SD, standard deviation; DD-W, disease disclosure in the workplace. 
 
 
 
 
 
 
 



	
	

Table 2. Participants’ demographic, clinical and psychological measures: a comparison between groups [disease disclosure 
in the workplace (DD-W) and no DD-W]. 

 No DD-W DD-W p 
 % (n) % (n)  
Sex  0.222 

Female 95.7 (45) 90.1 (183)  
Male 4.3 (2) 9.9 (20)  

Age (years) 46.21±13.13 (20-77) 45.30±10.24 (23-66) 0.114 
Education  0.985 

Primary/middle school 14.9 (7) 13.8 (28)  
High school 44.7 (21) 47.3 (96)  
University 31.9 (15) 31.5 (64)   
Master or PhD 8.5 (4) 7.4 (15)  

Relationship status  0.062 
Single 42.6 (20) 28.6 (58)  
In a relationship 57.4 (27) 71.4 (145)  

Member of a patients’ association 0.149 
Yes 72.3 (34) 61.1 (124)  
No 27.7 (13) 38.9 (79)  

General DD <0.001 
Always 2.1 (1) 1.9 (4)  
Very often 2.1 (1) 20.1 (41)  
Sometimes 59.5 (28) 74.3 (151)  
Never 36.1 (17) 3.4 (7)  

Work type  0.035 
Employee 72.3 (34) 85.2 (173)  
Self-employee 27.7 (13) 14.8 (30)  

Rheumatic comorbidity 0.561 
Yes 72.3 (34) 68.0 (138)  
No 27.7 (13) 32.0 (65)  

Perceived disease visibility 0.001 
Yes 12.8 (6) 8.9 (18)  
No 70.2 (33) 44.8 (91)  
Sometimes 17.0 (8) 46.3 (94)  

Psychological support  0.460 
Yes 29.8 (14) 35.5 (72)  
No 70.2 (33) 64.5 (131)  

Perceived general health status  0.818 
Very good 4.3 (2) 5.4 (11)  
Good 42.6 (20) 32.5 (66)  
Fair 31.9 (15) 37.4 (76)  
Poor 21.3 (10) 24.6 (50)  

 M (SD) M (SD)  
Disease duration (years) 16.55±12.07 (2-47) 13.33±10.49 (2-46) 0.236 
CIASS 

Total scale 2.34±0.93 (1-4.75) 2.16±0.90 (1-4.83) 0.813 
Friends and family subscale 2.06±1.23 (1-5) 1.90±1.07 (1-5) 0.223 
Work colleagues subscale 2.93±1.40 (1-5) 2.61±1.34 (1-5) 0.968 
Healthcare professionals subscale 2.04±1.09 (1-5) 1.96±1.00 (1-5) 0.636 

MSPSS 
Total scale 4.28±1.37 (1-6.5) 5.09±1.32 (1-7) 0.003 
Significant other subscale 4.60±1.77 (1-7) 5.42±1.57 (1-7) 0.030 
Family subscale 4.52±1.83 (1-7) 5.20±1.59 (1-7) 0.121 
Friends subscale 3.71±1.65 (1-7) 4.65±1.59 (1-7) 0.009 

PHE (%) 0.571 
Blackout 12.8 (6) 13.3 (27)  
Arousal 36.2 (17) 30.0 (61)  
Adhesion 46.8 (22) 46.3 (94)  
Eudaimonic project 4.3 (2) 10.3 (21)  

PHQ-4 0.491 
Total scale 4.51±3.15 (0-12) 4.18±2.83 (0-12)  

WHB 
INC subscale 3.08±0.54 (2-4) 3.11±0.54 (1-4.33) 0.787 
FLS subscale 2.46±1.10 (1-5) 2.53 ±0.99 (1-5) 0.431 

CIASS, Chronic Illness Anticipated Stigma Scale; MSPSS, Multidimensional Scale of Perceived Social Support; PHEs, Patient Health 
Engagement Scale; PHQ-4, Patient Health Questionnaire 4; WHBQ, Work Health Balance Questionnaire; DD-W, disease disclosure in the 
workplace; SD, standard deviation.  



	
	

 
 
	
 

 
Figure 1. Prevalence of discussed disease disclosure in the workplace’s topics in the study population. 
DD-W, disease disclosure in the workplace; RMD, rheumatic musculoskeletal diseases. 
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