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A Short Progressive Supranuclear
Palsy Quality of Life Scale:
Data from the PSP-NET

We read with interest the article by Jensen and
colleagues who proposed a condensed version of the
Progressive Supranuclear Palsy Quality of Life scale
(PSP-ShoQoL) as a reliable and practical tool to evalu-
ate quality of life in PSP patients."

The proposed PSP-ShoQoL included 12 items divided
into two subscales representing physical (seven items) and
mental symptoms (five items) and was administered to
245 patients from the German PSP network. The internal
consistency of both total and subscores was high within
0.83 and 0.90. The PSP-ShoQoL significantly correlated
with the Progressive Supranuclear Scale-Rating Scale
(PSP-RS) and the Geriatric Depression Scale (GDS) but
not with the Montreal Cognitive Assessment scale
(MoCA). With 12-month follow-up data on a subgroup
of 94 patients, the authors showed that the PSP-ShoQoL
presented fair sensitivity to change and test-retest
reliability.

Herein, we present data on the PSP-ShoQoL on an
independent PSP cohort, the Italian PSP-NET supported
by Fondazione LIMPE.>* 413 PSP patients performed the
same evaluations used by Jensen et al. except for the GDS
that was substituted by the Hospital Anxiety and Depres-
sion Scale (HADS). Compared with the German cohort,
the PSP-NET included older (age: mean + standard devia-
tion [SD] 71.2 & 8.1 vs. 69.2 & 7.4) and more severe
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patients (PSP-RS: 40.56 + 16.85 vs. 33.8 + 13.8) while
disease duration was similar (years: 4.44 +2.70
vs. 4.1 + 2.6). Accordingly, PSP-ShoQoL total and sub-
scores were higher within the PSP-NET (PSP-ShoQoL
total: 25.33 £ 11.3 wvs. 19.27 & 11.10; PSP-ShoQoL
Physical: 18.6 + 8.2 vs. 13.74 &+ 8.25; PSP-ShoQoL Men-
tal: 6.7 & 5.1 vs. 5.53 & 4.67). We confirm a fair internal
consistency for both the total score (Cronbach’s alpha:
0.87) and subscores (Physical: 0.89; Mental: 0.80). The
PSP-ShoQoL correlated significantly with the original
PSP-QoL (r = 0.945, P < 0.001), the PSP-RS (r = 0.646,
P <0.001), the MoCA (—0.340, P <0.001), and the
HADS (r = 0.602, P < 0.001). With 6-month follow-up
data available for 80 patients, we revealed a significant
increase in both PSP-ShoQoL total score (t= 5.24,
P < 0.001) and Physical (¢ = 5.45, P < 0.001) and Mental
(—2.78, P < 0.05) subscores. Test-retest reliability was
good both for PSP-ShoQoL total score (intraclass correla-
tion coefficient [ICC] = 0.78, P < 0.001), as well as for its
subscales  (Physical ICC =0.80, P <0.00; Mental
ICC = 0.68, P <0.001). Finally, by analyzing the area
under the curve (AUC) we identified a value of 34.5 as a
discriminating cutoff for a significant impairment of qual-
ity of patients’ life measured by the PSP-ShoQoL within
the PSP-NET (sensibility: 0.97; specificity: 0.15; AUC:
0.93) (Fig. 1).

Jensen and coworkers proposed a brief instrument
with fair psychometric properties for assessing quality
of life in PSP patients. Herein, we have demonstrated
the application of the PSP-ShoQol in an independent,
large PSP cohort. Our results largely replicate those of
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FIG. 1. Receiver operating characteristic (ROC) curve of the Short Pro-
gressive Supranuclear Palsy Quality of Life scale (PSP-ShoQol).
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Jensen et al. except for the relationship between the
PSP-ShoQoL and the MoCA. Furthermore, we propose
a cutoff of 34.5 as a discriminating value for a signifi-
cant impairment of quality of patients’ life measured by
the PSP-ShoQoL. ®
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*Universita della Campania Luigi Vanvitelli, Dip-
artimento di Scienze Mediche e Chirurgiche Avanzate,
Napoli.

3Clinical Trial Center, San Raffaele Cassino (FR).

®Dipartimento di Scienze Umane e Promozione della
Qualita della Vita, Universita San Raffaele, Roma.

"Dipartimento di Neuroscienze, Istituto Superiore di
Sanita, Roma.

8Department of Neuroscienze Umane, Universita di
Roma Sapienza, Roma.

’IRCCS Neuromed, Pozzilli (IS).

0Centro Parkinson e Disordini del Movimento
Istituto Neurologico Nazionale “Fondazione Mondino”,
IRCCS, Pavia.

"Fondazione IRCCS Ca’ Granda Ospedale Maggiore
Policlinico di Milano, UOC Neurologia, Milano.

'2Universita Roma Tor Vergata - Policlinico Tor
Vergata, Dipartimento Medicina dei Sistemi -
Neurologia, Roma.
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Unita di Neurologia, Ospedale Santa Maria del
Carmine, Rovereto (TN).

SIRCCS Ospedale Policlinico San Martino, Genova.

'%Unita di Neurologia di Firenze, Asl Toscana
Centrale, Firenze.

"Dipartimento di Medicina Sperimentale e Clinica -
Universita Politecnica delle Marche, Ancona.

U0 NeuroMet, IRCCS Istituto delle Scienze
Neurologiche, Azienda USL di Bologna, Bologna.

1”SCDU Neurologia, Dipartimento di Medicina Clin-
ica e Sperimentale, UO Neurologia, Azienda
Ospedaliera Universitaria Pisana, Pisa.

29 Ambulatorio Malattia di Parkinson e Disordini del
Movimento, Dipartimento di Scienze Mediche,
Chirurgiche e Tecnologie Avanzate “G.F. Ingrassia”,
Sezione di Neuroscienze, Clinica Neurologica,
A.O.U. Policlinico-San Marco, Presidio “G. Rodolico”,
Catania.

*'Dipartimento di Neurologia e Laboratorio di
Neuroscienze, IRCCS Istituto Auxologico Italiano,
Milano.

22UOC Neurologia, Ambulatorio Disturbi del
Movimento, Ospedale Antonio Perrino, Brindisi.
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Reply to: “A Short Progressive
Supranuclear Palsy Quality of Life
Scale: Data from the PSP-NET”

We thank Dr. Cappiello and colleagues for evaluating
the Short Progressive Supranuclear Palsy Quality of Life
Scale (PSP-ShoQoL)" in their letter “A Short Progressive
Supranuclear Palsy Quality of Life Scale: Data from the
PSP-NET” and supporting the value of the PSP-ShoQoL
as an effective tool to measure quality of life.

The PSP-ShoQoL is a condensed version of the Progres-
sive Supranuclear Palsy Quality of Life Scale (PSP-QoL)*
designed to assess the quality of life in PSP patients in
both research and routine clinical care. In their evaluation,
colleagues confirmed the high internal consistency for the
total score and subscores of the PSP-ShoQoL in an inde-
pendent Italian cohort of 413 PSP patients.”* They repli-
cated significant correlations of the scale with the original
PSP-QoL and the PSP Rating Scale. Additionally, they
found a significant correlation between the PSP-ShoQoL
and the Montreal Cognitive Assessment scores, which con-
trasts with our findings and might be explained by the
higher age and greater disease severity of their participants.
Within a shorter follow-up interval of 6 months
(in contrast to our 12-month interval) with 80 patients,
they also revealed a significant increase in both PSP-
ShoQoL total score and subscores and a fair test—retest
reliability.

Furthermore, colleagues suggested a cutoff value of
34.5 as a threshold for “significant impairment” in
patients’ quality of life. When developing the PSP-
ShoQoL we made a conscious decision not to define a
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cutoff for the following reasons: First, cutoffs are typi-
cally used to indicate the necessity of therapeutic inter-
vention once a threshold is reached (e.g., assigning a
care level or offering psychological support), which is
not the intended purpose of the PSP-ShoQoL. Second,
to establish a reliable cutoff, we would suggest to vali-
date the PSP-ShoQoL classification against an objective
external criterion. This would require a measurement
tool or diagnostic framework that categorizes individuals
as impaired or nonimpaired to assess how accurately the
PSP-ShoQoL classifies individuals. For diagnostic clarity,
a comparison group (without PSP or without impair-
ment) would be necessary in a cutoff evaluation study.
The suggested cutoff seems to be valid in the present
sample only: if this cutoff is applied to our German
cohort, only very few patients would be classified as
impaired, as our mean score is 19.27 + 11.1 (standard
deviation). This might imply that the PSP-ShoQoL was
developed in a nonimpaired cohort, which, as demon-
strated in our study, is not the case. This aspect could
also be explored in future validation studies regarding
the cutoff across different cohorts.

In summary, the PSP-ShoQoL proves to be a reliable
instrument for disease-specific QoL assessment in PSP,
as confirmed by Cappiello et al in their important and
excellent powered independent validation study. However,
its use in clinical practice and for research purposes will
provide more experience and knowledge in the future. ®
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