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Only one previous follow-up study of amyotrophic lateral sclerosis (ALS) and
parkinsonism in Papua, Indonesia has been carried out since a survey undertaken in
1962-1981 by Gajdusek and colleagues. Therefore, to clarify the clinical epidemiol-
ogy of ALS and parkinsonism in the southern coastal region of Papua, the clinical
characteristics and prevalence of the diseases in this region have been examined
and assessed.

Cases of ALS and parkinsonism have been clinically examined by a 2001-2015
survey in Bade and other villages along the la, Edera, Dumut and Obaa rivers in
Papua, Indonesia. While the prevalence of ALS in Papua has decreased over the past
~30-35 years, it remains higher than the global average. There is a high prevalence
of overlapping ALS and parkinsonism, which has also been previously reported in
Guam and Kii.
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Patients with parkinsonism

The patient shows typical anterior bending posture, bradykinesia, and gait disturbance.
He is accompanied by his daughter.
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We are carrying out a survey for neurodegenerative diseases from 2001
and clarifying the high prevalence of ALS and parkinsonism in Papua.
The purpose is to clarify the association of clinical epidemiology with
aging, ecological and environmental changes in Papua.

It is significant that there are still many cases showing pure ALS and an
overlap of ALS, parkinsonism and cognitive impairment in Papua, differ-
ent from the recent situation in Guam and Kii. The changing patterns of
decrease of ALS and increase of parkinsonism in Papua might be caused
by change of environmental and socioeconomic factors and aging as well
in Guam and Kii. It is expected that etiology or risk factors of the neuro-
degenerative diseases will be disclosed in association with environmental
factors.

We visited Guam and discussed with neurologists sharing the informa-
tion in 2013. We submitted a report of the survey results in 2001-2012 to
an international journal in 2014. We also held the international sympo-
sium in Kyoto and Kochi in Japan in 2014 inviting collaborators of Cen-
derawasih University. Further we will submit the papers and hold work-
shops and symposiums with the collaborators in Papua and Japan.
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Patient with ALS (Amyotrophic lateral sclerosis)

A: The patient needs assistance from family members to stand.
B: Advanced atrophy of the tongue.

C: There is upper limb-girdle and truncal muscle atrophy.

D: Advanced thenar muscle atrophy.



