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SIGNIFICANCE
Early-stage mycosis fungoides is a rare cutaneous lym-
phoma that does not represent the daily practice of most 
dermatologists. Owing to its special characteristics, it is of 
interest to understand dermatologists’ viewpoint of this 
disease. Physicians’ perception of diseases can affect va-
rious important aspects, such as their reactions and com-
munication with patients. In addition, gaps in perception 
between patients and physicians might compromise patient 
care, and should therefore be identified. Further studies fo-
cusing on physicians’ perceptions are needed to understand 
their viewpoint and to enhance patient-centred care.

Early-stage mycosis fungoides is a rare cutaneous 
T-cell lymphoma with a good prognosis. Data regar-
ding patients’ illness perception of mycosis fungoides 
are accumulating. However, investigating the derma-
tologists’ viewpoint is also essential, as it shapes the 
therapeutic relationship and doctor–patient communi-
cation. The aim of this study was to investigate the 
aspects of dermatologists’ illness perception towards 
early-stage mycosis fungoides and the way they pre-
sent it to patients. Twenty-five dermatology residents 
and 55 attending physicians from all Israeli dermato-
logy departments and the community completed the 
study questionnaires online. Dermatologists viewed 
mycosis fungoides as a chronic disease, causing a 
moderate emotional burden. In contrast to previously 
published data regarding patients’ illness perception, 
dermatologists demonstrated dominancy in the notion 
that patients were able to control their disease. Most 
dermatologists thought that patients perceived my-
cosis fungoides as an indolent lymphoma that causes 
anxiety. Dermatologists used a high diversity of the-
mes when presenting mycosis fungoides to patients. 
The differences between the residents’ and attending 
physicians’ perceptions were minimal. Dermatologists 
have a kaleidoscope of views regarding the way they 
perceive mycosis fungoides, the way they think pa-
tients perceive it, and the way they communicate with 
patients. Maintaining patient-centred communication 
enables dermatologists to identify these gaps and view 
mycosis fungoides from their patients’ perspective.

Key words: mycosis fungoides; illness perception; psychoder-
matology.
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Mycosis fungoides (MF) is a cutaneous T-cell lym-
phoma (CTCL). Although rare, it accounts for 

approximately 50% of all cases of CTCL. Advanced 
stages of MF have characteristics similar to those of 
systemic lymphoma, involving the lymph nodes, peri-
pheral blood, and visceral organs, requiring systemic 
therapy, and having a poor prognosis. Early-stage MF 

(stages IA–IIA) is considered indolent and usually skin-
limited, treated with skin-directed therapies, and has 
an excellent prognosis. Stages IA–IB disease includes 
only cutaneous involvement and stage IIA disease has 
some nodal involvement. The 5-year disease-specific 
survival rate for early-stage MF is 84–100% and the 
5-year overall survival rates is 75–96% (1, 2). The 
disease in these early stages responds well to skin-
directed therapies, including topical agents (i.e. cor-
ticosteroids, mechlorethamine (HN2), retinoids, and 
imiquimod), phototherapy, and local radiation, and in 
some cases, a “wait and see” approach is initiated (3).

Managing early-stage MF can be difficult, and it is 
usually performed by dermatologists. As a rare disease, 
managing MF, as well as other cutaneous lymphomas, 
does not represent the daily practice of most dermatolo-
gists. In addition, despite the favourable prognosis, MF 
can still be medically challenging in terms of choosing 
the appropriate therapeutic approach and facing a po-
tentially dangerous medical condition (3). These special 
characteristics may have an impact on dermatologists’ 
attitudes towards MF and may increase the challenge of 
discussing MF with patients (4).

The common approach is to investigate patients’ 
ideas and thoughts (illness perception) regarding their 
medical condition. For example, previously published 
data showed that patients view MF as a chronic condi-
tion and strongly believe that their treatment is efficient 
in controlling the disease. It was also found that illness 
perception in patients is related to the way they cope with 
MF and their quality of life (5, 6). However, investigating 
the way healthcare practitioners perceive diseases is also 

Illness Perception Regarding Early-stage Mycosis Fungoides among 
Dermatologists: A Multi-centre Cross-sectional Study
Oz SEGAL1#, Gil GOLDZWEIG2#, Iris SHAPIRO BRATT1, Sharon BAUM1, Anna LYAKHOVITSKY1 and Aviv BARZILAI1

1Department of Dermatology, The Chaim Sheba Medical Center, Tel Hashomer, Ramat Gan, and 2School of Behavioral Science, The Academic 
College of Tel Aviv-Yaffo, Tel Aviv-Yaffo, Israel
#These authors contributed equally.

https://creativecommons.org/licenses/by-nc/4.0/


A
ct

aD
V

A
ct

aD
V

A
d
v
a
n

c
e
s 

in
 d

e
rm

a
to

lo
g
y
 a

n
d
 v

e
n

e
re

o
lo

g
y

A
c
ta

 D
e
rm

a
to

-V
e
n

e
re

o
lo

g
ic

a

O. Segal et al. “Dermatologists’ illness perception of mycosis fungoides”2/5

Acta Derm Venereol 2022

essential and has not been performed by dermatologists 
treating early-stage MF. Doctors’ illness perception 
shapes their therapeutic relationship, decision-making 
processes, and doctor–patient communication (7). With 
time, there can be reciprocal influence cross-modifying 
the illness perception of both physicians and patients, 
which can alter therapeutic strategies, compliance, and 
patient satisfaction (8–10). Moreover, investigating 
physicians’ perspectives can shed light on the differences 
in perspectives between patients and physicians. These 
discrepancies might compromise patient–physician 
communication and various patient outcomes, leading 
to impaired well-being (10, 11).

Therefore, the aim of this study was to investigate 
dermatologists’ illness perception of early-stage MF, how 
they think patients perceive their condition, and how they 
present MF to their patients. The study also investigated 
the differences in these aspects between residents and 
attending physicians.

MATERIALS AND METHODS

Ethics statements

This multicentre cross-sectional questionnaire-based study asses-
sed both quantitative and qualitative data. The study was approved 
by the Helsinki Board of the Sheba Medical Center (3925-17-
SMC). Data were collected anonymously; hence informed consent 
was not required.

Participants

An online survey was conducted comprising all study question-
naires described below. From September 2020 to July 2021 an 
anonymous link was distributed to dermatology residents and 
attending physicians at all 7 dermatology departments in Israel. 
The department directors were contacted several times and asked 
to encourage their staff to participate in the study. Dermatologists 
working in the community listed on the department contact lists 
and the Israeli Dermatologists Association were also contacted. 
There were no exclusion criteria.

Quantitative data evaluated

Demographic data. Age, sex, years of experience, seniority 
(resident/specialist), subspecialty (for specialists), and place of 
work (hospital: at least 40 hours per month, community, both) 
were collected.
Illness perception of dermatologists. The revised Illness Percep-
tion Questionnaire was used for healthcare professionals to assess 
dermatologists’ views of patients with early-stage MF (12). The 
questionnaire consists of several subscales: consequences, the 
influences of MF on daily life (6 items); timeline-acute/chronic and 
cyclical, is MF long-lasting (6 items) or unpredictable (4 items)?; 
personal and treatment control, can MF be treated by the patient 
(6 items) or by medical treatment (5 items)?; coherence, how well 
patients understand MF (5 items); and emotional representation 
(4 items), the negative emotional impact of MF. A 5-point Likert 
scale was used for each item (1, strongly disagree; 5, strongly 
agree). The mean score for each subscale was calculated. Treat-
ment control and timeline-cyclical were omitted because of an 
unsatisfactory Cronbach’s alpha (0.48–50); the rest of the subscales 
had a Cronbach’s alpha of 0.68–88.

Dermatologists’ view of patients’ illness perception. A 6-item scale 
was created. Three items were used to assess how dermatologists 
think patients frame MF as a medical condition (a chronic inflam-
matory condition, such as atopic dermatitis and psoriasis, indolent 
lymphoma, or cancer that necessitates surveillance and treatment), 
and 3 items were used to assess how dermatologists think patients 
feel about it (depressed, anxious, and impaired quality of life). The 
same Likert scale was used, as mentioned above.

Qualitative data evaluated

Presenting MF. Participants were asked to write in their own words 
how they explained early-stage MF to their patients.

Data and statistical analyses

Descriptive statistics were calculated for all the study variables. 
Categorical variables are reported as numbers and percentages. To 
have a wider understanding and attach meaning to the continuous 
variables (illness perception and dermatologists’ perception of 
patients) mean ± standard deviation (SD) were calculated. Prior to 
subsequent analyses it was confirmed that all continuous variables 
only minimally deviated from a normal distribution (skewness 
ranged between –0.62 and –0.18 and kurtosis ranged between 
–0.80 and 0.73). To examine the differences between residents 
and experts, multivariate analysis of variance (MANOVA) were 
used to analyse continuous variables in all scales. To evaluate 
qualitative data (how dermatologists present early-stage MF to 
their patients), the first and second authors classified the text of 
the dermatologists’ descriptions into 5 categories. Two minor 
disagreements regarding the classification were discussed with the 
third author. The categories were: MF is malignant, MF resembles 
inflammatory dermatoses, MF is a chronic condition, MF is a 
process of multiplication of abnormal cells, and MF has a good 
prognosis. The frequency of the categories was reported (every 
category alone and a combination of categories if used together 
in 1 participant). Pearson’s correlation coefficients were calculat-
ed between the illness perception subscales and the items of the 
scale used to assess what dermatologists thought about patients’ 
illness perception.

All tests were 2-sided, and a p-value < 0.05 was considered 
statistically significant. Statistical analysis was performed using 
SPSS software, version 25 (IBM Corp., Armonk, NY, USA).

RESULTS

Demographics
Ninety-one dermatologists responded (60% response 
rate). Participants with low response rates (n = 11) 
were excluded. There were no missing values of the 
respond ers who were included. The study population 
comprised 80 physicians (40 women, 40 men), mean ± SD 
age 43.96 ± 10.01 years. Fifty-five were board-certified 
dermatologists (specialists), of whom 9 (16.3%) held a 
subspecialty in cutaneous lymphomas, and the remaining 
25 were dermatology residents. Demographic data are 
shown in Table I.

Illness perception: how dermatologists perceive mycosis 
fungoides
MF as a chronic disease was the dominant perception 
among the participants. It was moderately considered to 
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cause an emotional burden (emotional representation); 
however, it was not considered to have a major effect 
on patients’ lives (consequences). MANOVA, including 
all scales, revealed significant statistical differences 
between residents and specialists (Wilks’ lambda 0.79, 
F(7,68)=2.61, p < 0.019). According to the univariate sta-
tistics, the only significant difference between residents 
and specialists was the consequences (F(1,74)=3.84, 
p < 0.001). The data are shown in Table II.

How dermatologists think patients perceive mycosis 
fungoides
Repeated measures analysis with indolent lymphoma as 
the comparison level revealed a statistically significant 
difference between responses of “indolent lymphoma” 
and “it is cancer that necessitates surveillance and treat-
ment” (F(1,75)=11.74, p < 0.001) and “it is a chronic 
inflammatory condition” (F(1,75)=19.41, p < 0.0001). 
Repeated measures analysis with anxiety as the com-
parison level revealed a statistically significant diffe-
rence between responses of “depressed” (F(1,75)=60.21, 
p < 0.0001) and “it impairs quality of life” (F(1,75)=19.50, 
p < 0.0001). The MANOVA of all items did not reveal 
significant statistical differences between residents and 
specialists (Wilks’ lambda 0.95, F(6,69)=0.60, p < 0.73). 
The data are shown in Table III.

The study of correlations between illness perception 
components of the participants and how they viewed the 
patients’ thoughts and feelings demonstrated the follow-
ing statistically significant correlations (all, p ≤ 0.01): the 
more they relate higher consequences to MF, the more 
they think the patients’ quality of life is impaired; and the 
more they relate higher emotional burden to MF, the more 
they think patients frame MF as a cancer that necessitates 
surveillance and treatment, the less they think patients 
frame MF as an indolent lymphoma, and the more they 
think the patients’ quality of life is impaired.

How dermatologists present mycosis fungoides to their 
patients
Examining each theme (used on its own as well as part 
of a combination) revealed that the most commonly used 
themes were “good prognosis” and “malignant/cance-
rous”. The latter was the most common combination. 
No statistically significant changes were found between 
residents and specialists. The data are shown in Table IV.

DISCUSSION

The aim of this study was to understand dermatologists’ 
point of view towards early-stage MF and the ideas of 
their patients. The main finding was that dermatologists 
have a kaleidoscope of views regarding the way they 
perceive MF, the way they think patients perceive MF, 

Table I. Demographic data of the participants

Residents
(n = 25)

Specialists
(n = 55)

Total
(n = 80)

Age, years, mean ± SD 34.04 ± 2.64 48.56 ± 8.74 43.96 ± 10.01
Sex, n (%)
  Female 12 (48) 28 (51) 40 (50)
  Male 13 (52) 27 (49) 40 (50)
Experience, mean ± SD 3.19 ± 1.90 16.18 ± 9.82 11.73 ± 10.13
Subspecialty, n (%)
  General 59 (73)
  Inflammatory 18 (22)
  Lymphoma 9 (11.3)
  Cancer 8 (10)
  Paediatrics 7 (8.8)
  Surgical 5 (6.3)
  Other 5 (6.3)
  Autoimmune 3 (3.8)
  Hair 2 (2.5)
  Infections 2 (2.5)
Workplace, n (%)
  Hospital 25 (100) 25 (31)
  Community 12 (15)
  Both 43 (53)

SD: standard deviation.

Table II. Illness perception of dermatologists towards early-stage 
mycosis fungoides

Residents
(n = 25)
Mean ± SD

Specialists
(n = 55)
Mean ± SD

Total
(n = 80)
Mean ± SD

Consequences 3.33 ± 0.38 2.85 ± 0.6 3.00 ± 0.58 p < 0.001
Chronic 3.89 ± 0.49 3.87 ± 0.6 3.87 ± 0.56
Personal control 3.62 ± 0.57 3.49 ± 0.65 3.53 ± 0.62
Coherence 3.42 ± 0.89 3.20 ± 0.68 3.26 ± 0.75
Emotional representation 3.65 ± 0.34 3.43 ± 0.62 3.50 ± 0.55

SD: standard deviation.

Table III. Patients’ thoughts and feelings towards mycosis fungoides 
from the dermatologists’ perspectives

Residents
(n = 25)
Mean ± SD

Specialists
(n = 55)
Mean ± SD

Total
(n = 80)
Mean ± SD

How patients frame MF
  It is a chronic inflammatory 

condition
3.30 ± 1.02 3.09 ± 0.92 3.16 ± 0.95

  It is an indolent lymphoma 3.70 ± 0.92 3.87 ± 0.68 3.82 ± 0.76 p < 0.0001
  It is cancer that necessitates 

surveillance and treatment
3.52 ± 0.90 3.26 ± 0.90 3.34 ± 0.90

How patients feel about MF
  Depressed 3.52 ± 0.73 3.30 ± 0.87 3.37 ± 0.83
  Anxious 4.09 ± 0.51 4.06 ± 0.69 4.07 ± 0.64 p < 0.0001
  It impairs quality of life 3.83 ± 0.5) 3.64 ± 0.78 3.7 ± 0.73

SD: standard deviation; MF: mycosis fungoides. 

Table IV. Themes dermatologists used to present mycosis fungoides 
to patients

Theme used* n (%)

Malignant + good prognosis 17 (21.3)
A medical condition of abnormal cells + good prognosis 10 (12.5)
A medical condition of abnormal cells 9 (11.3)
Malignant/cancerous 8 (10)
Chronic 6 (7.5)
Resembles an inflammatory dermatosis + chronic 5 (6.3)
Used overall (solely and in combinations)
  Good prognosis 37 (46.3)
  Malignant/cancerous 35 (43.8)
  Chronic 23 (28.7)
  A medical condition of abnormal cells 19 (23.8)

*Frequencies of themes ≤4 are not shown.
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and the way they communicate with patients, all of which 
reflect the unique nature of MF.

Most participants were board-certified dermatologists 
working in hospitals, and 71% of them stated that they 
treat patients with MF. It is reasonable to assume that 
specialists serve as case managers of patients with MF, 
even if the treating physician is a resident.

Most dermatologists viewed early-stage MF as a 
chronic disease, which causes a moderate negative emo-
tional burden but has little impact on the daily lives of 
patients. This was in agreement with the patients’ illness 
perception reported previously (5, 6) and is a realistic 
view of MF. Regarding personal control (the idea that 
patients can cure/control MF), we found higher levels 
among dermatologists (mean score 3.52) in comparison 
with patients in previously published data. For example, 
Segal et al. reported a mean score of 2.86 for patients 
and low levels of self-control were also reported (6, 13). 
Gaps in perceptions between patients and physicians are 
common, as physicians are unaware of their patients’ 
health beliefs, and these gaps can compromise medical 
care (14–16). Specifically, discrepancies between ideas 
about disease controllability were also found for patients 
with systemic sclerosis and their doctors, and might be 
relevant here. In rare diseases, such as systemic scle-
rosis and MF, physicians are unaware of their patients’ 
experience. This gap in perceptions might impair patient 
education regarding self-management of the disease 
and coping with its symptoms, leading to an increased 
disease burden and a reduced sense of controllability 
(10). It is important to note that patient education of 
people diagnosed with all types of cancer helps increase 
health-related quality of life and support, lower levels of 
depression and anxiety, improve clinical behaviours (i.e. 
cooperation and compliance), and strengthen the patients’ 
perception of control over the disease, and therefore 
should be enhanced (17).

Most dermatologists thought that patients frame MF 
as an “indolent lymphoma that causes anxiety.” It is 
encouraging to discover that they acknowledge the emo-
tional influence of MF. Interestingly, previous studies 
have reported low anxiety levels in patients (5, 18, 19). 
However, concerns were raised regarding the adequacy 
of the scales used to assess anxiety in these patients, and 
it is possible that patients with more advanced stages in-
deed are more anxious. Furthermore, dermatologists who 
perceived MF as a disease causing substantial negative 
emotional burden tended to think that patients frame MF 
more negatively as “a cancer that necessitates surveil-
lance and treatment,” and that it impairs quality of life. In 
other words, not only is there a difference between how 
patients and dermatologists view the emotional burden 
caused by MF, but there is also a difference between 
how doctors think patients perceive MF and how they 
perceive it. Conflicts of standpoints between patients 
and physicians should be identified and discussed to 

achieve shared decision-making, build partnerships, and 
promote satisfaction. This patient-centred partnership 
enables addressing patients’ individual views from their 
viewpoint, and not from the doctors’ viewpoint (20).

High diversity was found in the way dermatologists 
present MF to their patients. Overall, no single theme 
was used in >50% of dermatologists’ descriptions. 
The most common themes were “good prognosis” and 
“malignant/cancerous”, and this was the most frequent 
combination of themes. Although “chronic” was the 
most dominant aspect in doctors’ illness perception, 
it was only the third used theme. It seems that derma-
tologists try to align what they tell their patients with 
the way they think patients perceive the illness, and it 
is somewhat different from their own views. There are 
several explanations for this observation. Doctors want to 
deliver a message of hope to their patients (“indolent” and 
“good prognosis”) and avoid conveying a discouraging 
message that MF is chronic. However, withholding data 
and adopting a selective-information-giving strategy to 
patients with cancer to protect them might intensify the 
negative emotional burden of the disease, interoperated 
as deception, and should be avoided (4). Data investi-
gating communication between oncologists and their 
patients show that the former tend to talk more about 
cure than care (7). Talking about treatment modalities 
and positive responses is indeed important (cure), but 
also talking about the necessary long-term follow-ups 
and living with MF (care) is equally important, although 
it might be difficult for both sides. The least-used theme 
was picturing MF as an inflammatory disease, such as 
psoriasis and atopic dermatitis, and this might represent 
attempts to “downgrade” the severity of MF, or “sweeten 
the pill”. Adopting an adequate way to present MF is the 
responsibility of dermatologists and should be considered 
by treating physicians.

Residents and specialists showed only small differenc-
es in their perceptions. Specialists significantly attributed 
less impact to MF on patients’ daily lives (consequence). 
This realistic view suits most early-stage MF cases, and 
reflects attending doctors’ positive familiarity with MF 
as well as the residents’ lack of experience (21). It is not 
clear why no other changes were observed. According 
to hierarchy theory, physicians share an unwritten agre-
ement on the ranking of diseases according to prestige. 
According to this agreement, some diseases are consi-
dered more “prestigious,” influencing doctor–patient 
communication and therapeutic decisions (22). Young 
doctors acquire this agreement quickly and easily recog-
nize prestigious medical conditions, and this insight has 
remained static over the years (23, 24). In light of the 
unique characteristics of MF, including its rarity and the 
lack of experience of young doctors, it is possible that 
MF is considered “prestigious”; hence young doctors 
try to fill the void and readily absorb the attitudes and 
perceptions of experienced staff.

http://medicaljournalssweden.se/actadv
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Limitations
The limitations of this study include selection bias re-
sulting from the difficulty in recruiting participants. The 
generalizability is limited because the study population 
comprised only Israeli dermatologists.

Conclusion
Dermatologists should acknowledge that there are 
gaps between them and their patients in the way they 
view some aspects of MF. It should be remembered 
that these gaps might compromise patient care, making 
life with MF more difficult for patients. Maintaining 
patient-centred communication enables dermatologists 
to view MF from their patients’ perspective and identify 
these gaps. There are also gaps among dermatologists 
in the way they talk with patients about MF. In order 
to find adequate ways to present this unique condition 
to patients, further long-term research, also performed 
in other populations of dermatologists, is required. It 
is also essential to investigate how this doctors–patient 
communication reflects on patients’ emotions, behaviour 
and coping.
The authors have no conflicts of interest to declare.
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