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Phenotypic heterogeneity of amyotrophic lateral Failleg, 13.0%
sclerosis: a population based study
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PARALS study group® J Neurol Neurosurg Psychiatry 2011;82:740—746.
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Prognosis for patients with amyotrophic lateral sclerosis: >0 ™
development and validation of a personalised prediction model '
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Prognostic communication in amyotrophic lateral sclerosis: findings
from a Nationwide Italian survey

Cristina Moglia'?® - Francesca Palumbo'(® - Rossana Botto'3(® . Barbara lazzolino'©® - Nicola Ticozzi**
Andrea Calvo'2® . Paolo Leombruni'3® . MND Study Group of the Italian Society of Neurology

Outcomes of Prognostic Communication
in ALS patients
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Personalized clinical
] management and improved

Negative

Potential negative impact
follow up. (patient/careglgver's inability to
manage prognostic information).
i Increased awareness and

understanding of the disease.

Unreliability of model outcome

g Enhanced planning (particularly (individual variability).

end-of-life palnning).
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Frequency of Requests for Prognostic Discussion
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Fig.1 Graph showing the frequency of requests for prognostic dis-
cussion of physicians, patients and caregivers. Patients and caregiv-
ers request prognostic discussion more frequenly than physicians (*):
p<0.05

Usefulness of the ENCALS prognostic model
for Physicians, Patients, and Caregivers

Physician h ]
U
*
|
Patient |
Caregiver b ]
\zzzz)

o

5 10 15 20 25

mextremely Bmvery Oquite Oa little Onotatall

Fig.2 Graph depicting the perceived usefullness of the ENCALS
prognostic model for physicians, patients, and caregivers. The model
was considered more useful for physicians compared to patients (sig-
nificant, *: p<0.05), and caregivers
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= Nutrizione

Problematiche * Comunicazione
neurologiche di = Motilita
INnteresse pa”iatiVO = Problematiche associate alla motilita
nella SLA » Correlati psicologici/psichiatrici

" Fine vita
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La SLA come modello di cure
simultanee
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Coming to terms
ith diagnosis
nd disability

Radunovic et al, LLancet Neurology 2007
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Prescrivere terapie ‘disease modifying’ (riluzolo)

= LaPEG/CVC

S I_A : = La ventilazione non invasiva(NIV)/tracheostomia

pa 'a d | g Ma d | = Controllo dei sintomi e qualita della vita

Sce |te = Decisioni di fine vita, pianificazione condivisa delle cure
(PCCO)

= I1luogo di cura e di fine vita
*= Le sperimentazioni cliniche

= Le terapie non convenzionali
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