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OBJECTIVE

METHODS

• Little has been published on cost progression for ALS
patients

• Insurer claims data can easily follow hundreds of
patients from before diagnosis through death

• Insurance data provide insight into: 
– Patient disease progression
– Costs before and after diagnosis
– Costs and timing of supportive services and

functional status progression
– The extent to which decisions on respiratory and

feeding support impact costs of care

Data Sources:

• Medical claims databases containing
– Information on claims paid
– Demographic information and identifiers to allow

longitudinal tracking
– Diagnosis, procedure and drug details using

standard coding systems

• There is no othe  r clinical information in the claims data

• We randomly sampled Medicare data from 5% of all
Medicare Part A and Part B covered services
nationwide from 2008 through 2010

• Commercial insurance data were obtained from
Truven MarketScan, containing approximately 40
million commercially-insured lives  

Case Selection:

• ALS patients were identified as:
– Patients who had 1 inpatient claim or 1 ER visit or ≥

2 physician claims with ICD9 dx 335.20, and
– No claims with diagnosis-related group codes of 58,

59, or 60

– Only ALS patients diagnosed in 2008 through 2010
were included

• 368 ALS patients were identified from a 5% sample of
Medicare claims

• 344 ALS patients were identified from the Truven
Marketscan commercial database

Disability Milestone Definition:
The following codes in the claim data were used to deter-
mine when patients achieved the disability milestones.

Statistical Analyses:
• Demographic information and claims data were

descriptively summarized

• Monthly claims costs were tabulated from one year
before the index date until death or through 2010 and
modeled exponentially

• Average costs from claims submitted for
reimbursement were provided by periods relative to
index dates and insurance program

• Patients whose initial diagnosis of ALS occurred while
they were covered by Medicare were defined as
”pure” Medicare

• Patients whose initial diagnosis of ALS occurred while
they were covered by commercial insurance were
included with commercial data

• To avoid complications from the often rapid transition
from commercial insurance to Medicare, pure
Medicare and commercial data were analyzed
separately

• For pure Medicare cases, Kaplan-Meier Sample
Average (KMSA) was employed to model cumulative
costs …
– From index date (i.e., diagnosis) until death or

through 2010, adjusting for censored cases
– From index date to disability milestones; different

milestones with few cases of similar duration from
index month were collapsed for analyses

The primary objective of this analysis was to characterize the
medical care costs incurred for ALS patients covered by
Medicare and by commercial insurance. 
Specific aims are:

• To determine the ALS costs before and after diagnosis
for patients already under Medicare coverage

• To describe the ALS cost profile under commercial
insurance
– Cost of care before diagnosis
– Delay between diagnosis and Medicare eligibility
– Costs before and after Medicare eligibility

• To provide insight into ALS cost details 
– ALS cost by service category
– Survival analysis of ALS patients
– Cost of disability services by disability milestones

ALS COSTS DURING INSURANCE TRANSITIONRESULTS: DEMOGRAPHIC DATA

• Th i s  ana lys i s  on ly  in -
c l u d e s  M e d i c a r e  a n d
commercial costs; out of
p o c k e t  c o s t s  l i k e l y
increase the economic 
burden significantly

• The increasingly important
roles of risk adjusters,
reinsurance and pooling
were  not  a s s e s s e d  i n 
this analysis 

• Limited duration of follow-
up makes many of our
conclusions tentative

• Nevertheless, these results
provide an initial estimate
o f  t h e  e c o n o m i c  b u r-
den associated with dis-
ability milestones in ALS 
medical care

• It will be important to
explore whether delaying
time to disability mile-
stones reduces costs, as
a g e n t s  t h a t  i m p r o v e
function in ALS patients 
are developed

• Medical costs in the diag-
nosis month were signi-
ficantly higher than other
months

• Costs started to increase
e x p o n e n t i a l l y  w i t h i n
about 8 months before
t h e  i n d e x  m o n t h  f o r
b o t h  M e d i c a r e  a n d
commercial cases

• C o s t s  i n  t h e  m o n t h
f o l l o w i n g  t h e  i n d e x
month  were  less  than 
the costs in the index
m o n t h ,  b u t  m o n t h l y 
costs increased after that

• Each insurance program
reduced its costs after
patients became eligible
f o r  M e d i c a re  b u t  t h e
c o m b i n a t i o n  o f  t h e 
costs increased by 50%

• No trend in costs was
o b s e r v e d  d u r i n g t h e
c o v e r a g e  t r a n s i t i o n 
to Medicare

• Approximately 30% of  
ALS patients are already
r e c e i v i n g  s u p p o r t i v e
services for disabilities 
at the time of diagnosis

•   Medical costs increased
rapidly and substantially
w i t h  e a c h  d i s a b i l i t y
milestone
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ALS COSTS BEFORE AND AFTER MEDICARE ELIGIBILITY

ALS MONTHLY COSTS* TO DIAGNOSIS: PURE MEDICARE

TOTAL COSTS* TO DISABILITY MILESTONES: PURE MEDICARE

ALS TOTAL ALLOWED COSTS* AFTER DIAGNOSIS: PURE MEDICARE

TIME TO DISABILITY MILESTONES: PURE MEDICARE

ALS MONTHLY COSTS PER PATIENT: PURE MEDICARE

COST TO DISABILITY MILESTONES: PURE MEDICARE

ALS MONTHLY COSTS: COMMERCIAL INSURANCE

ALS MONTHLY COSTS* TO DIAGNOSIS: COMMERCIAL

PROFILE OF MEDICAL CARE COSTS IN PATIENTS WITH AMYOTROPHIC LATERAL SCLEROSIS
IN THE MEDICARE PROGRAM AND UNDER COMMERCIAL INSURANCE
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