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BACKGROUND

Sporadic Inclusion Body Myositis (sIBM)

Sporadic inclusion body myositis (sIBM) is a progressive, idiopathic
inflammatory myopathy characterized by atrophy and weakness of
proximal and distal muscle groups.’

Atrophy of the quadriceps, wrist, and finger flexor muscles, as well
as dysphagia are clinical hallmarks of the disease and result in
significant functional disabilities with progression.’

sIBM primarily affects individuals aged 50 years and older and is
more common in men than in women.

Symptoms worsen over time, causing most patients to eventually
lose ambulatory status and the ability to perform many routine
activities of daily living.?®

In addition to the physical impact of sIBM, this disease is associated
with a socioeconomic burden as progressive weakness results in
the need for assistive devices, loss of independence, and need for
supportive care. However, little information is available on the
socioeconomic burden of sIBM in the United States (US) or
elsewhere.

As health care resource utilization costs are more likely to be
nonreimbursable and not captured within the context of studies
focused on insurance claims databases, collection of costs
associated with sIBM is needed to determine the true economic
burden of disease.

Skeletal Muscle Activity and Resource Tool-Sporadic
Inclusion Body Myositis (SMART-sIBM)

The SMART-sIBM is a novel tool developed to capture patient-
reported resource utilization and health care costs associated with
sIBM via a web-based interface or on paper.

The tool was developed based on three main sources:
— Patient interviews
— Existing generic health care resource utilization measures
— Expert input (clinicians and health economists)

The SMART-sIBM was developed from a US perspective; cross-
cultural adaptations are possible.

The tool consists of 19 multiple choice items with open-ended
questions to capture costs, as well as the impact of sIBM on work
for pay.

Participants provide self-reported information for the past 6 months.

OBJECTIVE

To describe resource utilization in a US-based sample of patients
with sIBM using the SMART-sIBM tool.

METHODS

A repeated cross-sectional study was conducted with patients at
The Myositis Association (TMA) 2013 and 2014 annual patient
conferences (n =102).

— Registered participants with a clinical diagnosis of sIBM were
invited to participate.

Participants completed either a paper or web-based version of the
SMART-sIBM.

A subset of participants (n = 31) participated in both cross-sectional
assessments.

RESULTS

Patient Demographics (Table 1)

Overall, mean age was 67.2 years (range 49-88), and most (62%)
participants were male, white (94%), and well educated (72% with at
least some college).

The mean number of years since receiving a diagnosis of sIBM was
as 5.29 (standard deviation [SD]: 4.3; Median: 5.0; Min-Max: 0-17).

The mean number of years since first experiencing symptoms of
sIBM was 11.27 (SD: 6.4; Median: 11.0; Min-Max: 1.35).

Limitations due to sIBM (Figure 1 and Figure 2)

Approximately 94% of participants reported increased muscle
weakness as a result of their sIBM, and nearly 85% reported a
decrease in the ability to perform certain daily activities. More than
three-quarters of participants reported an impact on their walking
ability.

Approximately one-third of participants reported being ambulatory
without an assistive device; 37% noted use of an aid/brace; 17%
used power mobility for long distances; 7% used power mobility
most of the time; 4% noted an inability to walk or stand.

Health Care Visits (Table 2)

Thiry-seven patients (40%) of patients visited a general practitioner
in the past 6 months for their sIBM (mean [SD] = 1.9 [2.0]).

Sixty-one patients (62%) visited a specialist in the past 6 months for
their sIBM (mean [SD] = 2.0 [1.7]).

More than one-third (36%) of participants required paid help with
household tasks, and 60% relied on help from unpaid caregivers
(87% spouse). Nearly half (42%) reported a change in job status
because of sIBM-related functional limitations.

Approximately 10% of patients reported scheduled visits to the
hospital for procedures related to their sIBM. Less than 10% of
patients reported the use of other care options.

Average number of falls per month and health care visits because
of falls was <1 (range 0-4) and 0.71+1.8 (range O- 12), respectively.

Education and Job Status (Figure 3)

Nearly two-thirds (63.9%) of participants reported having either an
undergraduate or postgraduate university degree.

When asked about their current work status, more than half of
participants (55.1%) reported that they were retired; 20% stated they
were employed full-time; 10% indicated part-time employment; and
10% indicated their current work status was permanently disabled.

Approximately 42% of patients reported a job status change had
occurred due to their sIBM. Of the 40 patients indicating a status
change, 88% reported that they were employed/self-employed or a
full-time student prior to the status change.

— The average age at the time of the change in job status for these
40 patients was 60.5 years (SD = 6.8).

Other Costs (Table 3)

+ A majority of patients (68.4%) reported that they had to make
changes to their house, apartment, or car because of their sIBM,
resulting in a mean nonreimbursed cost of $148,347 (range: $0 to

Table 3. Other Costs
Median

SMART-sIBM Question Minimum-
Maximum

$7,000,000). Source of payment for majority of n=98
health care costs

* Over-the-counter products were purchased by 73.2% of

participants, representing $2,112.79 of the total nonreimbursable Self-pay 7(7)
costs for those purchases. Medicare 22 (22.4)
+ Seventy-seven percent of patients reported having to purchase Medicaid 1(1.0)
special equipment, devices, or aids. The average total ' _
nonreimbursed cost of these purchases was $9,974 (range: $0 to Private insurance 35 (35.7)
$300,000). Combination of Medicare and 33 (337)
+ More than half (60%) of participants had a nonprofessional, nonpaid private insurance
caregiver. Of the 57 participants who had a caregiver, about 88% of Physician-prescribed drugs in the h=08
those caregivers were spouses. past 6 months for sIBM
No 77 (78.6)

Table 1. Patient Demographics Yes, approximate nonreimbursed 21(21.4) $33.50,
Characteristic ‘ (n =102) costs for these treatments ’ $0.00-$4,200.00
Age (years) Changes to house, apartment,

Mean (SD) 67.20 (8.0) or car due to your sIBM since n=98
- - diagnosis
Median, Min-Max 675, 49-88
Group, n (%) No 31(31.6)
<65 years 35 (357) Yes, approximate total
imb d t for th 67 (68.4) $4,000.00,
i, nonreimbursed cost for these .
65-69 years 24 (24.5) ourchases $0.00-$7,000,000.00
70-74 years 22 (22.4)
75-79 years 12 (12.2) Purchase of special equipment,
devices, or aids since diagnosis n=98
> 80 years 5(51) with sIBM
Sex, n (%)
Male 63 (61.8) e 23(23.5)
Female 39 (38.2) Yes, approximate total $1.000.00
. . nonreimbursed cost for these 75 (76.5 o
Height (inches) purchases (76.5) $0.00-$300,000.00
Mean (SD) 67.90 (4.2)
Median. Min-Max 678. 61-78 Change of residence due to sIBM-
' — related disabilities since diagnosis n=98
Weight (pounds) of sIBM
Mean (SD) 176.57 (39.6)
. - No 74 (75.5)
Median, Min-Max 170.0, 107-285
Body mass index Yes 24 (24.5)
Mean (SD) 26.76 (4.8) Nonreimbursed costs due to n=24
Median, Min-Max 26.4,20-43 changing residence
Ethnicity, n (%) No 3 (12.5)
White 94 (95.9) $20.000.00
- . . . . Yes, approximate total ) .00,
African American, American Indian, Asian, . 21(87.5)
Hispanic, Pacific Islander, other A nonreimbursed costs $500.00-$365,000.00
Details of move n=24
Figure 1. Limitations due to sIBM Another private residence with 17 (70.8)
spouse or family ’
1004 N=92
904 (93.9%) n=83 A retirement community 3(12.5)
(84.7%) n=76
804 (77.6%) Assisted living facility 0 (0)
707 Other 4 (16.7)
60 n=49
50 (50%) Professional (paid) help around
your home for household tasks n=98
40+ n=28 ) due to your sIBM in the past 6
304 (28.6%) (25.52% months
20+ No 62 (63.3)
10
o Yes, approximate amount for 36 (367) $600.00,
Increased I Decreased I Impaired I Use of a I Use of a I Use of a I these costs $O'OO_$120’OOO'OO
muscular  ability to perform  walking cane when walker wheelchair
weakness, certain activities,  (tripping walking Nonprofessional, nonpaid _
particularly including writing, or falling) Caregiver n=95
of the thigh opening jars,
muscles standing from a
and forearms seated position No 38 (40.0)
Yes 57 (60.0)
Figure 2. Ambulatory Status Primary (nonprofessional, nonpaid) n=32
caregiver
07 n-ss n=35 Spouse 28 (87.5)
- (35.7%) (35.7%) :
i Other family member 4 (12.5)
30-
Friend/neighbor 0 (0)
25+ HCRU = Health Care Resource Utilization; Q1= 25th percentile; Q3 = 75th percentile.
] =17
20 (?7.3%)
154
CONCLUSIONS
10+ n 207
(71%) n=4 « This study provides socioeconomic data for the first time in a US-
5 (41%) based sample of mostly ambulatory patients with sIBM, indicating
0 significant burdens experienced by patients.
D u bility aid u Primaril Unabl
mgt:};i)':yuasiil bsrgc?:% é% ilavzr rsneoFl:))?I)i\g/er pom?%tgﬁﬁy stggd 2;3 — Costs of loss of independence and mobility are well documented
or bracing changed my walking for long but can walk walk through utilization of the SMART-sIBM
to avoid falls, but | qQ distances a few steps .
not use power mobilty nmy home - The SMART-sIBM provides a unique look at patients’ disease

Table 2. Health Care Visits

Median
Number of Visits in the Past 6 Months n/N (%) Minimum-
Maximum

General practitioner 37/94 (39.4) 1,1.0-12.0
Specialist 61/98 (62.2) | 1.0, 0.0-12.0
Home visits by a nurse 7/97 (7.2) 7.0, 2.0-12.0

Home visits by a physical therapist or

occupational therapist e e D, ORI

Nurse 6/97 (6.2) 1.5,1.0-6.0
Urgent care facility 6/97 (6.2) 1.0, 0.0-2.0
Emergency visits to a hospital 8/97 (8.2) 1.0, 1.0-3.0

Scheduled visits to the hospital for
procedures related to your sIBM

Counseling or emotional support for sIBM 8/96 (8.3) 3.5,2.0-12.0

10/97 (10.3) 1.0, 1.0-4.0

Figure 3. Highest Level of Education

40 - n=36
(371%)
354
30+ n=26
(26.8%)
254
204
n=12
15 (12.4%)
n=9 n=9
10- (9.3%) (9.3%)
n=5
(5.2%)
51 n-=o0
0%)
o T T T T T T 1
Less than High school Some Technical Associates College  Masters or
high school diplomaor college degree degree degree PhD or other
diploma  equivalent professional
(e.g., GED) degree

burden with respect to resource utilization due to their sIBM.

— Changes or modifications to living arrangements, homes, or
vehicles to accommodate sIBM-related disabilities

Need to purchase other special equipment

Paid household help, as well as unpaid caregivers such as
spouse, children, friend, or neighbor

Frequent health care visits

Impact on work for pay, including indication of early retirement
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