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corresPondence

Although considered relevant, little is known about satisfaction with treatment and 
health-related quality of life (HRQoL) among lichen planus (LP) patients. There are only 
two studies that evaluated LP patients' satisfaction with treatment, and both used glob-
al, single item measures1,2. Studies on the HRQoL of patients with oral LP showed that 
the impact of LP is comparable to other mouth diseases3,4 and that topical therapies 
improved HRQoL5,6. In the present cross-sectional study we aimed to assess 1) LP pa-
tients’ satisfaction with their current treatment, 2) the importance LP patients attach to 
specific domains of satisfaction, 3) domains with potential for quality improvement from 
patients’ perspective, and 4) LP patients’ HRQoL. 

All members of the Dutch LP Patient Association (N=138) were invited to register 
online. Eligible patients were asked to complete a web-based survey. Patient inclusion 
criteria were: diagnosis of LP, 18 years or older, currently under treatment for LP, and 
access to the internet. Data were collected in March 2012. The central Ethics Commit-
tee of the Academic Medical Centre of Amsterdam exempted this study for ethical ap-
proval. For observational research, this is common policy in the Netherlands.

We measured satisfaction with treatment with a study-specific, multi-domain ques-
tionnaire (Appendix), adapted from previous research in patients with psoriasis7. An 
Overall satisfaction score was calculated by summing all items (range 7-35, Cronbach's 
alpha 0.84).

HRQoL was measured with the Skindex-29, a well-established dermatology- 
specific, questionnaire8. We calculated domain scores for Symptoms, Emotions, 
and Functioning and categorized scores into mildly, moderately or severely impaired 
HRQoL9. All statistical analyses were performed in SPSS 19.0. 

105 patients (76.1%) registered for participation, of which 42 (40.0%) did not meet 
inclusion criteria or did not give informed consent. Five patients did not complete the 
questionnaire, thus a total of 58 patients (Table 1a) resulted for analyses. As male 
patients (n=6) and patients with a systemic treatment (n=4) were underrepresented, 
further analyses had to focus on a subsample of female patients who currently had a 
topical treatment and no other medical treatment (N=39).

Satisfaction scores are presented in Table 1b. Median Overall satisfaction score 
was 24.5 (IQR=6.5; N=38). HRQoL impairment (Table 1c) for the sample was moderate 
for Symptoms, mild for Emotions, mild for Functioning and moderate for the Overall 
score. At each HRQoL domain, approximately one third of patients reported severe im-
pairment (33.3-35.9%). 

Our results indicate that female LP patients were only moderately satisfied with 
their topical treatment. Patients were mostly satisfied with doctor-patient relation, con-
venience of treatment and the way the care was organized in their treatment center. 
They rated treatment effectiveness as most important, which is consistent with pre-
vious research in psoriasis7. Furthermore, our findings indicate that effectiveness of 
topical treatment and information provision have potential for quality improvement. Our 
results with respect to  HRQoL impairment are in line with previous research3,4. 

Our study has several limitations. First, generalization of results is uncertain as we 
only included members of a LP Patient Association, as we had to restrict our analyses 
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to women, and as our sample was on average older than LP patients seen in routine 
clinical practice. Second, we used a study-specific questionnaire, which was not for-
mally validated but showed good reliability in our sample. Third, clinical characteristics 
were self-reported and not confirmed by a health care provider.

For clinical practice, our results show that the routine assessment of LP patients' 
satisfaction with treatment and HRQoL is important to provide a more detailed picture 
of patients’ needs, opinions and impact of LP on patients daily life, in addition to clinical 
outcome measures. Also, it may be beneficial to actively involve patients in the man-
agement of their disease. Actively involving patients in their care may lead to increased 
patient satisfaction, more treatment adherence, improved recovery and better health 
outcomes10. 
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table 1a
Background characteristics

total sample 
(n=58)

sub sample 
(n=39) 

sex, n (%)

Male 6 (10.3) 0

Female 52 (89.7) 39 (100)

age (years), median (iQr) 61.5 (13.0) 62.0 (13.0)

time since diagnosis (years), median (iQr) 7.0 (56.0) 7.0 (9.0)

diagnosis given by, n (%)

Dermatologist 32 (55.2) 23 (59.0)

Oral surgeon / dentist 15 (25.9) 8 (20.5)

Gynaecologist 8 (13.8) 7 (17.9)

Other 2 (3.4) 1 (2.6)

General Pracitioner 1 (1.7) 0

Diagnosis confirmed by biopsy

Yes 44 (75.9) 30 (76.9)

No 14 (24.1) 9 (23.1)

self-reported type of LP2, n (%)

Mouth/esophagus 48 (82.8) 34 (87.2)

Skin 30 (51.7) 24 (61.5)

Genitals 35 (60.3) 26 (66.7)

Other 5 (8.6) 4 (10.3)

Patient reported global disease severity1, median (iQr) 3.0 (1.0) 3.0 (1.0)

current treatment by, n (%)2

Dermatologist 33 (56.9) 24 (61.5)

Gynaecologist 16 (27.6) 14 (35.9)

Oral surgeon / dentist 9 (15.5) 5 (12.8)

General Practitioner 1 (1.7) 0

Alternative healer 1 (1.7) 1 (2.6)

Other 1 (1.7) 1 (2.6)

table 1a continues on the next page



60

Chapter 3b

current treatment, n (%)2

Topical 

Clobetasol propionate 25 (43.1) 21 (53.8)

Emollients of indifferent topical treatment 10 (17.2) 8 (20.5)

Betamethasone 8 (13.8) 6 (15.4)

Tacrolimus 8 (13.8) 7 (17.9)

Triamcinolone acetonide 6 (10.3) 5 (12.8)

Fluticasone propionate 5 (8.6) 4 (10.3)

Mometasone furoate 3 (5.2) 3 (7.7)

Desoximetasone 2 (3.4) 2 (5.1)

Vitamin D 2 (3.4) 1 (2.6)

Betamethasone valerate 1 (1.7) 1 (2.6)

Betamethasone dipropionate 1 (1.7) 1 (2.6)

Clobetasone butyrate 1 (1.7) 1 (2.6)

Hydrocortison butyrate 1 (1.7) 1 (2.6)

Mometason ointment 1 (1.7) 0

Systemic 

Cyclosporin 1 (1.7) 0

Acitretin 1 (1.7) 0

Prednisone 3 (5.2) 0

Other3 7 (12.1) 2 (5.1)

duration of current treatment (years), median (iQr) 2.0 (5.5) 1.0 (6.0)

1 1=not severe, 5=very severe; 2 Percentages may not add up to 100% due to the possibility to give 
multiple answers; 3 pelvic floor therapy, treatment by oral hygienist.

table 1a, continued
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table 1b
satisfaction of female LP patients with current topical treatment (n=39)

treatment 
satisfaction1

importance2 Dissatisfied3 Quality improvement 
score4

median (iQr) median (iQr) n (%)

Global satisfaction5 3 (1) NA NA NA

Effectiveness 3 (2) 2.7 (1.4) 11 (28.2) 0.76

Safety 3 (1) 1.7 (1.0) 9 (23.1) 0.39

Convenience 4 (1) 1.0 (1.0) 5 (12.8) 0.13

Doctor-patient relation5 4 (0) 2.0 (0.9) 6 (15.4) 0.31

Information provision 3 (2) 1.3 (1.0) 12 (30.8) 0.40

Organization 4 (1) 1.0 (1.8) 5 (12.8) 0.13

NA: Not available (not measured); 1 1="not satisfied at all" to 5="very satisfied; 2 Patients divided 10 
points over the six domains. they were instructed to assign more points to a domain that they found 
more important; 3 number and proportion of patients with a treatment satisfaction score of 1 or 2;  
4 quality improvement score = median importance score x proportion dissatisfied. Scores near zero in-
dicate an already favourable situation for a specific treatment domain, whereas higher scores indicate 
more potential for quality improvement; 5 n=38.

table 1c
hrQoL of female LP patients with topical treatment (n=39), as measured with skindex-29

mean (sd) 95% ci mild impairment moderate 
impairment

severe 
impairment

Lower 
bound

upper 
bound

n (%) n (%) n (%)

Symptoms 47.7 (17.4) 42.1 53.3 4 (10.3) 8 (20.5) 14 (35.9)

Emotions 32.8 (13.9) 28.3 37.3 9 (23.1) 7 (17.9) 13 (33.3)

Functioning 26.8 (20.5) 20.1 33.4 3 (7.7) 3 (7.7) 13 (33.3)

Overall 33.9 (14.7) 29.1 38.7 10 (25.6) 8 (20.5) 10 (25.6)
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aPPendiX: Questionnaire

Note: In the web-based survey, one item per page was shown. Respondents were able to review and change 
previous answers by using a Back button. The questionnaire was translated one-way only by the authors, for 
the purpose of this manuscript.

satisfaction with treatment in the past

1. How satisfied are you with your treatment in the past?
Please tick the number of your choice. 1=not at all satisfied, 5=very satisfied. Numbers 2, 3 en 4 are in be-
tween.

Not at all satisfied Very satisfied

1 2 3 4 5

satisfaction with current treatment

The following questions concern your satisfaction with your current treatment.

2. How satisfied are you with your current treatment?
Please tick the number of your choice. 1=not at all satisfied, 5=very satisfied. Numbers 2, 3 en 4 are in be-
tween.

Not at all satisfied Very satisfied

1 2 3 4 5

Characteristics of satisfaction
Your satisfaction with your treatment depends on multiple characteristics. For example, the
effectiveness, safety, convenience, doctor-patient communication, information provision and
organization of treatment. The following questions concern those characteristics.

3. How satisfied are you with the effectiveness of your current treatment?
You may think of:
• decrease of skin complaints such as scaling, thickness of skin, redness, pain sensitivity, itch and affect-

ed areas;
• how long does it take until improvement occurs, and how long does this improvement persist;
• improvement of your quality of life, for example your mood, your vitality, how much time you are able to 

spend on working, hobbies or social contacts.
Please tick the number of your choice. 1=not at all satisfied, 5=very satisfied. Numbers 2, 3 en 4 are in be-
tween.

Not at all satisfied Very satisfied

1 2 3 4 5
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4. How satisfied are you with the safety of your current treatment?
You may think of:
• the risk of side effects of the treatment
• the risk to develop other diseases/complaints due to the treatment
Please tick the number of your choice. 1=not at all satisfied, 5=very satisfied. Numbers 2, 3 en 4 are in be-
tween.

Not at all satisfied Very satisfied

1 2 3 4 5

5. How satisfied are you with the convenience of your current treatment?
You may think of the ease of application and the amount of time this takes.
Please tick the number of your choice. 1=not at all satisfied, 5=very satisfied. Numbers 2, 3 en 4 are in be-
tween.

Not at all satisfied Very satisfied

1 2 3 4 5

6. How satisfied are you with the information provision about your current treatment?
You may think about oral or written information about your treatment.
Please tick the number of your choice. 1=not at all satisfied, 5=very satisfied. Numbers 2, 3 en 4 are in be-
tween.

Not at all satisfied Very satisfied

1 2 3 4 5

7. How satisfied are you with the doctor-patient communication of your current treatment?
You may think of:
• the way the doctor takes the decision to start the treatment
• the contact with the doctor during the treatment
• the attitude of the doctor
Please tick the number of your choice. 1=not at all satisfied, 5=very satisfied. Numbers 2, 3 en 4 are in be-
tween.

Not at all satisfied Very satisfied

1 2 3 4 5
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treatment satisfaction in general

8. How satisfied are you with your overall received treatment?
Please tick the number of your choice. 1=not at all satisfied, 5=very satisfied. Numbers 2, 3 en 4 are in be-
tween.

Not at all satisfied Very satisfied

1 2 3 4 5

Characteristics of satisfaction
Your satisfaction with treatment depends on several characteristics. Some examples we mentioned before are 
effectiveness, safety, convenience, doctor-patient communication, information provision, organization of treat-
ment. We are curious how important those characteristics are to you in choosing a treatment. In answering the 
following question, please note that it concerns your opinion in general, not only your current treatment.

9. how important are those characteristics in general to you in choosing a treatment?
You have 10 points to divide. Please divide those over the characteristics. The more important a
characteristic is in your opinion, the more points you give. If a characteristic is not important at all in your opin-
ion, you give it zero points.

number 
of points

effectiveness
You may think of:
• decrease of skin complaints such as scaling, thickness of skin, redness, pain sensitivity, 

itch and affected area;
• how long does it take until improvement occurs, and how long does this improvement 

persist;
• improvement of your quality of life, for example your mood, your vitality, how much time 

you are able to spend on working, hobby's or social contacts.

safety
You may think of the risk of side effects of the treatment, the risk to develop other diseases/com-
plaints due to the treatment.

convenience 
You may think of the ease of application and the amount of time this takes.

information provision 
You may think about oral or written information about your treatment.

doctor-patient communication
You may think of the way the doctor chooses for a particular treatment, in dialogue with you, the 
contact with your doctor during the consultations, the doctor's attitude or how he/she treats you.

organization of treatment
You may think of the way of treatment (outpatient clinic, daycare center, in hospital or at home), 
the administration and how counter employees and other personnel (e.g. nurses) treat you dur-
ing the treatment, possible waiting times.


