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The KSQ' is a brief validated questionnaire assessing
health status, using five modules (General Health Status,
Lung, Eyes and Skin) in patients with sarcoidosis. The aim
of this study was to validate the KSQ in a Dutch sarcoidosis
population.

The KSQ was translated according to international
interviews.

Subsequently, 104 consecutive outpatients of the Erasmus
Medical Centrum were asked to complete the KSQ and 117
consecutive outpatients of the Gelderse Vallei Hospital
were approached by email. They were asked to complete
the KSQ and concomitant validation questionnaires twice,
two weeks apart’. Additionally, the participants completed
the World Health Organization Quality of Life-Brief
questionnaire (WHOLQOL-BREF) and the Euroqol-5D-5
level (EQ-5D-5L) questionnaire. Concurrent validity and
reliability were analyzed.

The translation procedure and 10 patient interviews did not
result in adaptations of the translation.

Hundred forty nine patients were interested in participation,
51 of them were excluded because of comorbidity, clinical
instability or no PA/Bal confirmation of sarcoidosis.

Patient demographics

Organ involvement

All patients  Lung Skin Eye

Number 88
52 (11)
36 (41)

85 (97)
51(11)
35 (41)

22(25)
52(11)
10 (46)

24 (27)
52 (13)
11 (46)

Age, years, mean (SD)

Women, n (%)

Ethnicity, n (%)
Caucasian 71 (81) 68 (80) 17 (77)

Afro-American 2(2) 2(2) -

Surinamese-Hindi 13 (15) 13 (15) 4(18) 5(21)

Morrocan 2(2) 2(2) 1(5) 2(8)

8.0(8.8) 8.1(8.9) 7.4(10.5) 8.4(11.2)

92 (20) [84]  91(20) [81]

76 (13) [74] 76 (13)[72]

81(21)[73] 81(21)[70]

86 (18) [57] 86 (18) [56]

17 (71)

Time since diagnosis, years, mean (SD)
FVC% predicted, mean (SD), [n]
FEV1/FVC ratio % predicted, mean, [n]
TLCOc % predicted, mean (SD), [n]
TLC % predicted, mean (SD), [n]

FVC, forced vital capacity; FEV1, forced expiratory volume in 1's; TLCO, diffusing capacity of the lung for
carbon monoxide, corrected for hemoglobin level; TLC, total lung capacity as % predicted.

Reference: 'Patel A. et al. The Development and validation of the KSQ for assessment of
health status. Thorax 2013 ;68:57-65

The relationship between KSQ and generic outcome measures
- GeneficQt
WHOQOL-BREF EQ-5D-5L
"DOM1 DOM2 DOM3 DOM4 Indexvalue VAS
“ksQmodules
General Health Status 0.82 0.69 0.61 0.53 0.71 0.64
Lung 0.54 0.53 0.49 0.47 0.56 0.36
skin 0.35%*  0.45* 0.36**  0.48* 0.49* 0.37**
Eye 0.39%*  0.34**  0.48* 0.46* 0.58 0.34%*
Medication 0.48 0.34 0.33 0.38 0.31 0.25*
Overall Health Status
Lung + GHS . 0.67 0.60 0.57 0.69 0.56
Skin + GHS . 0.80 0.67 0.66 0.61 0.52*
Eye + GHS X 0.46* 0.52 0.55 0.74 0.55
Lung + Skin + GHS . 0.76 0.68 0.69 0.65 0.53*

Data shown are Pearson ‘s correlation coefficients for organ-specific comparisons. All p<0.01 except *p<0.05
and >0.01 and **p >0.05 (not significant). WHOQOL-BREF, World Health Organization Quality of Life-Brief
questionnaire; DOM1 = physical, DOM2 = psychological, DOM3 = social relationships, DOM4 = environment;
EQ-5D-5L, Euroqol-5D-5 level

The relationship between KSQ and disease-specific outcome measures

Fatigue Lung Skin Eye SFN

FAS FvC MRC pLal NEIVFQ-25 SFNSL
Total %Pred

Breathlessness Total Total Total

KSQ modules
General Health Status - 5 -0.44*  051*

Lung 0.63 - 0.58

Skin -0.47* - - 4 - -0.33%*
Eye -0.57 - - - -0.62
Medication -0.39 - -0.32
Overall Health Status
Lung + GHS -0.78 -0.. - - -0.65
Skin + GHS -0.79 - - -0.54* - -0.70
Eye + GHS -0.68 - - - . -0.65
Lung + Skin + GHS -0.80 0.10** -0.25%* -0.66 - -0.74

Data shown are Pearson ‘s correlation coefficients for organ-specific comparisons. All p<0.01 except *p<0.05 and >0.01
and **p >0.05 (not significant). FAS, Fatigue Assessment Scale, FVC, forced vital capacity; MRC, Medical Research
Council dyspnea scale; DLQI, Dermatology Life Quality Index; NEIVFQ-25, National Eye Institute Visual Function
Questionnaire; SFN, small fiber neuropathy, SFNSL, Small Fiber Neuropathy Screening List.

The Internal consistency was good for all KSQ modules
(Cronbach’s a coefficient 0.72 - 0.93). Intraclass correlation
coefficients (Cronbach a: 0.68-0.87) showed a good
reliability of the KSQ. Bland-Altman plots, measuring the
repeatability, showed the KSQ can be considered a
consistent instrument.

The Dutch version of the KSQ appeared to be a valid and
reliable questionnaire to assess health status in a Dutch
sarcoidosis population.

e  The added value of the KSQ medication module is unclear.

e The MRC dyspnea scale and FVC showed a weak correlation
with the KSQ Lung module. This may be due to the known
disconnect between lung function and symptoms in a number
of lung disorders and because the lung module assesses a
range of symptoms in addition to breathlessness such as

chest pain, cough and tightness.
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