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Breaking barriers: holistic assessment of ability to work in 
patients with sarcoidosis

“Variability is the law of life, and as no two faces are the 
same, no two bodies are alike, and no two individuals react 
alike and behave alike under the abnormal conditions 
which we know as disease.”1

Sir William Osler

Sarcoidosis, a relatively uncommon disease, is 
rarely encountered by disability assessors, leading 
to a knowledge gap regarding its impact. Patients 
frequently express dissatisfaction with work capacity 
assessments, which often do not include input from 
sarcoidosis experts and tend to focus narrowly on 
lung function tests (appendix 1 pp 1–2).2 In addition 
to the highly variable spectrum of organ-related 
disabilities, functional impairments, including fatigue, 
reduced exercise capacity, and cognitive impairment, 
cause complex disruptions across crucial life domains 
such as ability to work.2–5 Difficulties arise when 
assessing such elusive manifestations that do not have 
straightforward evaluation and quantitative tests.6 This 
Comment, informed primarily by patients with first-
hand experience worldwide, patient advocate groups 
(appendix 1 p 3), clinicians, and the literature, offers a 
better understanding of the impact of sarcoidosis on 
the ability to work, and a more realistic approach to the 
quantification of disease burden.

The traditional medical approach to sarcoidosis 
needs to evolve to integrate subjective experiences 
with objective assessments, especially when evaluating 
work capacity. This integration is essential to ensure 
that genuine disability is not overlooked when it is 
primarily driven by symptoms without supporting 
objective tools. Endorsing validated scales for fatigue, 
cognitive impairment or so-called brain fog, and small 
fibre neuropathy symptoms is desirable, particularly 
when patients are symptomatic and markers of 
disease activity are in the normal range.6–8 Assessing 
an individual’s employment capacity requires a 
holistic perspective that considers health, personal 
circumstances, patient wellbeing, and professional 
capabilities.2,6,8 As with other diseases, each person with 
sarcoidosis is unique, necessitating tailored approaches 
that incorporate patient-reported symptoms and 
impairment burdens. A collaborative dynamic, rooted 
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in attentive listening, facilitates shared decision 
making, empowering both patients and clinicians.9 
This approach allows for realistic work-related goals, 
such as delayed return to work, modified tasks, or even 
permanent inability to return to work. 

The shift from a paternalistic so-called doctor 
knows best model to an egalitarian alliance between 
clinicians and those with lived experience has traction in 
contemporary health care. Such an alliance has a better 
chance of acknowledging poorly understood disease 
mechanisms that cannot be quantified or even detected. 
Enhancing dialogue between patients and health-
care providers, focusing on daily life aspects, supports 
comprehensive and patient-friendly assessments.10 
The figure visually depicts patients’ experiences across 
sarcoidosis associated limitations as well as life areas, 
aiding structured assessments and fostering awareness 
from the patient’s perspective.11

The disease burden of sarcoidosis varies for each 
patient and is not easily captured by standard 
measurement tools.4–7 Open-ended queries about 
patients’ concerns about physical as well as 
psychological capacity are crucial for assessing work 
capacity (figure).11 Clinicians’ reliance on objective 
measures often discounts subjective evidence. 
Difficulties in objective verification do not invalidate the 
major symptoms and quality-of-life issues experienced 
in sarcoidosis.10 The delivery of effective health and 
social care requires patients voices to be heard. The 
social and medical burden of sarcoidosis, which affects 
work capacity, personal activities, and family life, is 
greatly underestimated.12 Diagnostic delays, and the 
associated fear and uncertainty, impact on patients’ 
self-confidence even before a diagnosis is made. Upon 
diagnosis, new problems and uncertainties arise about 
what the future holds. Comorbidities and adverse drug 
reactions, particularly with glucocorticosteroids, can 
increase disease burden.7

The clinical manifestations of sarcoidosis are 
categorised based on their activity and severity, including 
organ dysfunction. Active disease does not necessarily 
imply a progressive trajectory, fatal prognosis, or 
immediate need for treatment. The disease course 
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is unpredictable, influenced by clinical presentation, 
phenotype, treatment efficacy, and whether chronic 
limitations develop.7 Not all manifestations respond 
to pharmacological or supportive therapies like 
rehabilitation. Furthermore, even in the absence of signs 
of active inflammation, symptoms such as fatigue can 
persist for many years.5–8,13 Although sarcoidosis-related 
sick leave is common, it is usually temporary. However, 
one-third of patients might have a prolonged or chronic 
disease course, necessitating regular assessment of their 
ability to work. Accurate recognition of sarcoidosis-
related limitations should guide these assessments.5

Clinicians and work assessors unfamiliar with 
sarcoidosis might be unable to holistically appreciate all 
factors contributing to the patient’s inability to work.2,3,13 
Assessors often rely on protocols for conditions very 
different from sarcoidosis, such as chronic obstructive 
pulmonary disease, focusing on lung function and 
overlooking critical sarcoidosis-associated symptoms 
such as fatigue, pain, and cognitive problems. This 
approach leads to inaccurate assessments. Data is 
limited, but a Dutch study by Hendriks and colleagues2 
found that 38% of patients with sarcoidosis disagreed 
with the outcomes of their work fitness assessment, 

with 75% of them taking further action by appealing 
their assessment. This finding indicates a substantial 
flaw of current assessment practices. Similar 
dissatisfaction has been reported in other countries, 
including Germany, Denmark, and France.

For individuals with chronic diseases, active 
participation in life is integral to wellbeing and sense 
of purpose. These individuals often feel disempowered 
due to their inability to fully participate in society and 
contribute actively. Tailored solutions focusing on 
possibilities rather than limitations, such as flexible work 
schedules, can help maintain workforce participation. The 
COVID-19 era validated non-organ-specific symptoms 
like fatigue and brain fog, recognising their disabling 
nature and the need for specific support. This recognition 
has eased the way for a holistic clinical assessment and 
management approach. Guidelines published in 2023 
suggest this holistic approach for patients living with 
post-COVID-19 condition (also known as long COVID), 
many of whom share symptoms with sarcoidosis.14 A 
thorough assessment incorporating both objective 
and subjective information is crucial (figure).5,8 Poorly 
understood symptom pathophysiology does not 
preclude future objective findings.

Figure: Holistic assessment of ability to work in patients with sarcoidosis
Patients with sarcoidosis often face obstacles in the assessment process of their ability to work. To show the impact of sarcoidosis on the ability to work, key 
considerations in this assessment are presented. Physical and cognitive functions, including the ability to perform daily activities, are fundamental to the capacity to 
work in chronic disorders such as sarcoidosis. To support a comprehensive and patient-friendly assessment of limitations and facilitate dialogue between patients 
and health-care providers, it is essential to offer a holistic view of symptoms and various life areas, recognising the biophysical and social circumstances of each 
person. Figure created with BioRender.com.

Key considerations in the assessment of ability to work

1) Do you experience any of the following symptoms? 2) Can you tell me how it is going in the following areas?11

Lungs:
breathlessness 
during daily
activities or cough

Adverse drug reactions:
such as weight gain or loss,
diabetes, or nausea

Mental problems:
concentration problems,
memory loss, or
brain fog

Mood changes:
symptoms of 
depression, anxiety,
or feelings of sadness

Sleeping problems:
drowsiness or trouble 
getting out of bed

Fatigue, less energy:
extreme tiredness 
or exhaustion

Small fibre neuropathy:
dizziness, irregular 
heartbeat, sweating,
pain, decreased libido, 
urinary issues, 
digestive problems, 
or restless legs

Pain or stiffness:
in any area of your

body, swollen
joints, bone 

aches, or chest pain

Neurological problems:
headaches, dizziness, 

seizures, or paralysis

Vision problems:
vision loss, eye pain,
sensitivity to bright

lights, or dry eyes

Myopathy:
muscle aches, pain,

muscular weakness,
or reduced exercise

tolerance

Cardiac symptoms:
heart palpitations

or dizziness

Skin: painful red nodes,
nodules, lupus pernio, or

papules in tattoos 

Education, school,
or work

Emotions and giving
meaning to life

Illness related 
information and 
knowledge

Shared decision
making

Coping with the 
illness and dealing 
with treatment 
recommendations 

Lifestyle

Finances, income, 
health-care costs, 
and compensation

Household
chores

Self care and looking
after yourself

Leisure activities

Transport and
mobility

Intimate relationships 
and sexuality

Family, friends, and
social network
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Attentive, open-minded history-taking and active 
listening alongside acknowledging the impact of 
symptom-related disability is essential for assessing 
ability to work. Comprehensive evaluations must 
consider information from treating clinicians and 
patient self-reports. Where work assessors do not have 
an adequate clinician statement for evaluations, we 
advocate for involvement of sarcoidosis expert in pre-
evaluations of patients’ ability to work.5,8 Specialist 
consultations can clarify patients’ needs, such as 
temporary work cessation with gradual return and 
provide insights into living with sarcoidosis, limitations, 
outcomes, and treatment responses, aiding personalised 
evaluations and necessary adjustments.7 We propose 
that work capacity queries require referral to a sarcoidosis 
specialist. Expert clinicians can provide authoritative 
statements on symptom validity, pre-empting symptom 
dismissal and distinguish symptoms unrelated to 
sarcoidosis that might necessitate interventions for other 
conditions. Specialists integrate sarcoidosis and non-
sarcoidosis morbidity, assisting in overall evaluations. 
Specialists articulate potential improvements with 
management strategies and anticipated response times. 
Expert input supports viewing symptoms as sarcoidosis 
consequences, aiding sensible, personalised evaluations. 
Expanding international networks of sarcoidosis experts 
will enhance ability to work assessments.

In summary, assessing ability to work in sarcoidosis 
requires a patient-centred holistic, expert, multi-
disciplinary approach that reflects the experience 
of an individual living with the disease and should 
complement available evidence. In recognising that 
the impact of sarcoidosis extends beyond pulmonary 
function tests, involving fatigue, cognitive issues, pain, 
and broader functional limitations, we can contribute to 
more equitable evaluation processes that acknowledge 
the multifaceted nature of this condition. There is a 
need for guidelines that accurately reflect the lived 
experience of patients with sarcoidosis. Despite cultural 
differences in disability claim approaches, our outlined 
strategy is universal.
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