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The World Health Association defines palliative care Once the diagnosis of ALS has been made and im-
as a medical discipline that aims to improve the quality parted to the patient and family, the clinician is charged
of life of the patient and caregiver/family faced with an  with designing a patient specific treatment regimen.
incurable and potentially life-threatening illness. Pal- This presents a significant challenge because the symp-
liative care relieves pain and other distressing symp- toms both at time of diagnosis and throughout the clin-
toms, affirms life while regarding death as anormaland jcal course are relentlessly progressive, markedly vari-
life fquIIIIng process; neither hastens nor postpones able, and dependent upon the segment (CraniaL cervi-
death; integrates psychological and spiritual aspects of ¢3| thoracic, lumbosacral) of onset, the degree of upper
care; offers support to maximize the level of activi-  and or lower motor neuron clinical dysfunction, the pat-
ty until death; offers a support system to help family (e of segment to segment spread and the rate of evo-
and caregivers to cope before and after de_ath; USES & tion. In ALS symptoms result predominantly from
team approach to meet the needs of the patientand the, e 5 ness; Jargely the result of lower motor neuron loss,
farr_uly/car_e_gwer_s; and strives to enhance q”?"”y o life and or incoordination, largely the result of upper mo-
while positively influencing the course of the illness [6, tor neuron loss, of voluntary musculature that may in-

18]. Palliative care provides comfort while attempting . :
to maintain the highest possible quality of life. Al- clude loss of hand and arm strength and dexterity, gX|aI
though physical, emotional and spiritual preparation We"?"‘”‘?ss of the neck anq back,.leg.weakness or inco-
for death is embraced, palliative care emphasizes the ordmatpn, weakness or mcoordmaﬂon of speegh and
compassionate care of those who are still living. Pal- swallowing, and progressive weakness of respiratory
musculature. Coexisting frontotemporal lobar degen-

liative care is well suited to an interdisciplinary team i . . .
model that provides support for the whole person. Pal- eration may produce progressive cognitive dysfunction

liative care and rehabilitation share common goals and that can precede or follow the onset of motor symp-
therapeutic approaches. Both disciplines have a mul- ©ms [12]. The palliative rehabilitation model, em-
tidisciplinary model of care that aims to improve the Phasizing a coordinated, multidisciplinary approach to
patient’s levels of function while maximizing comfort. ~ management of all symptoms, whether physical, spiri-
At present there is no evidence based reason to supporttual or emotional, is perfectly suited to the care of these
this approach and research on best practices is neededpatients. The focus is to prolong independence, avoid
However, clinical experience suggests that the applica- complications and strive to maximize quality of life.

tion of the fundamental principles of palliative and re- While the maintenance of physical independence in
habilitation medicine is likely to improve care of ALS  ALS should not be de-emphasized, it is essential to
patients [1-5,7-11,13-16]. an understanding of the palliative rehabilitation mod-

ISSN 1053-8135/07/$17.00 2007 — I0S Press and the authors. All rights reserved



408 Guest Editorial
el that the quality of life of patients with ALS is not [4]
solely determined by their motor capabilities. A sur-
vey tool designed to assess quality of life (QOL) in [5]
ALS patients failed to find a correlation of QOL with

a decline in strength and physical function. Rather, as [6]
physical capacity waned psychological, religious and
existential factors appeared to maintain and even im- 7]
prove the patient's QOL [17]. Clinicians caring for

ALS patients should take heed. A traditional rehabil- [8]
itative program aimed at restoration and maintenance o]
of function should not be abandoned but it is most well
suited to those in the early days of this progressive dis-

ease. Rather, ALS calls out for a holistic, palliative [10]

rehabilitation approach. [11]
In this issue ofNeuroRehabilitation the contribu-

tors review ALS including making the diagnosis and

clinical course, association with frontotemporal lobar [12]

degeneration, respiratory symptoms and management,
common physical issues and treatment, nutritional is-
sues and management, dysphagia evaluation and man-
agement, dysarthria evaluation and management and [14]
the ethical issues that present themselves from time of
diagnosis to the end of life.

(23]

[15]
16
References [16]
[1] S.J.Baumrucker, Palliative care in amyotrophic lateral sclero- [17]
sis: a new tool in the fight against an old enerm J Hosp
Palliat Care 18 (2001), 81-82.
[2] I. Bolmsjo, Existential issues in palliative care: interviews of
patients with amyotrophic lateral sclerosisPalliat Med 4 [18]

(2001), 499-505.

[3] G.D. Borasio, Palliative care in ALS: searching for the ev-
idence baseAmyotrophic Lateral Sclerosis & Other Motor
Neuron Disorders 2 (2001), S31-S35.

G.D. Borasio and R. \oltz, Patient consultation and pallia-
tive care in neurology, e.g. in amyotrophic lateral sclerosis,
Internist 41 (2000), 627-632.

G.D. Borasio, R. Voltz and R.G. Miller, Palliative care in
amyotrophic lateral sclerosibleurol Clin19(2001), 829—-847.

D. Doyle, Proposal for a new name as well as having the
new WHO definition of palliative caréalliat Med 17 (2003),
9-10.

C. Eberhardie, Nutrition support in palliative cameyrsing
Standard 17 (2002), 47-52.

A. Kim, P. Fall and D. Wang, Palliative care: optimizing
quality of life, J Am Osteopath Assoc 105 (2005), S9-S14.

L.J. Kristjanson, S.M. Aoun and L. Oldham, Palliative care
and support for people with neurodegenerative conditions and
their carers|nt J Palliat Nurs 12 (2006), 368—-377.

H. Kwieciski, Symptomatic treatment and palliative care of
ALS, Neurol Neurochir Pol 35 (2001), 51-59.

H. Laaksovirta, Palliative care tailored according to the symp-
toms of the ALS patient is an art forrDuodecim 121 (2005),
220-224.

H. Mitsumoto, S. Przedborski and P.H. Gord@myotrophic
Lateral Slerosis, Taylor and Francis, New York, 2006.

M. Montagnini, M. Lodhi and W. Born, The utilization of
physical therapy in a palliative care uni, Palliat Med 6
(2003), 11-17.

E. Olson and A. Cristian, The role of rehabilitation medicine
and palliative care in the treatment of patients with end-stage
diseasePhysical Medicine & Rehabilitation Clinics of North
America 16 (2005), 285-305.

J. Santiago-Palma and R. Payne, Palliative care and rehabili-
tation, Cancer 92 (2001), 1049-1052.

C. Sepulveda, A. Marlin, T. Yoshida and A. Ullrich, Palliative
Care: the World Health Organization’s global perspective,
Journal of Pain & Symptom Management 24 (2002), 91-96.

Z. Simmons, S.H. Felgoise, B.A. Bremer, S.M. Walsh, D.J.
Hufford, M.B. Bromberg et al, The ALSSQOL: balancing
physical and nonphysical factors in assessing quality of life in
ALS, Neurology 67 (2006), 1659—-1664.

V. Ventafridda, According to the 2002 WHO definition of
palliative carePalliat Med 20 (2006), 159.



