Integrating of palliative and multidisciplinary care in ALS disease
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ALS is a severe, rapidly progressing degenerative neurological disease characterized by
muscle weakness, which can lead to complete paralysis. Patients typically live 2-5 years
after onset, with 10% also suffering from frontotemporal dementia. Due to the disease's
rapid progression, patients often face unexpected and severe deterioration, necessitating
swift medical responses and adaptable care pathways. Our approach to ALS care began
in 1997, inspired by neurologist Dr. Janez Zidar. Initially, | performed multiple roles to
support ALS patients comprehensively. By 2002, we officially formed the ALS Team, which
included various specialists such as neurologists, a speech therapist, and representatives
from the Slovenian Hospice Association. Over the years, the team has grown to include
more specialists, and we have treated over 850 patients, currently caring for 140. In
Slovenia, ALS care is unique, as the coordinator role is performed by a social worker rather
than a nurse. The coordinator connects patients with professionals, provides emotional
support, and manages logistics. Home visits, introduced in 2020, have improved care
accessibility, especially during the COVID-19 pandemic. These visits involve a
multidisciplinary team and occur every three months. Our team emphasizes family
meetings to build trust and create care plans, addressing both medical and emotional
needs. We also consider the cultural and social contexts of patients and their families. The
ALS team is part of the "Butterfly project," which includes mobile palliative teams to
address gaps in 24-hour care. Overall, our approach focuses on the holistic well-being of
patients and their families, adapting care to their evolving needs and ensuring they are
supported throughout their journey with ALS.



