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Table 1: Baseline Characteristics

Figure 1: Employment Status

Characteristics

Children (N=46)

Adults (N=42)

Parents of children (N=46)

* The Hemophilia Utilization Group Study Part Vb (HUGS Vb) is a two-year, Age, mean years (median, SD] el >  Due to chitd's hermanhil
prospective, multicenter study designed to evaluate the cost of care, healthcare HEN:T:MH severtty (%) 8 (17.4) 7 (16.7) s:::-.: o e
utilization and burden of illness among a nationally representative cohort of Moderate 19 {25;_1} 17 {4,_-;',.5] £ 20 - Other reasons
persons with hemophilia B in the United States (US). Severe 26 (56.5) 18 (42.8) 2 Full time

* Persons with hemophilia B were recruited from ten US federally supported Race (%) - E o E
Hemophilia Treatment Centers (HTCs) that provide care to patients in eleven :T:;LE{LPLTH:Z:;) Zj Ei;}g} 3; EZ}EJ ; 10 | 47.8% o
states: California, Colorado, Indiana, Massachusetts, Michigan, Mississippi, Hispanic 10 (21.7) 4(9.5) 'g -

Montana, Ohio, Texas, Washington and Wyoming. Other” 4(8.7) 3(7.1) > 5 26.17

* Indirect costs quantify the productivity loss experienced by persons with Education (%) . 10.9%
hemophilia B and their families associated with (a) impaired ability to work or fi; ::: ;2 Ei:;; ;z Eiflzﬁu} Eulltime Dart-time | Unemployed |
engage in leisure activities due to morbidity, (b) loss of economic productivity Household income in US$ (%)° |
due to death, and (c) caregiver time. < 20,000 9 (21.4) 9 (21.4) Adults (N=42)

Between 20,001 and 40,000 9 (21.4) 6 (14.3) 25 -
In:i,::::::bnve 18 (42.9) 13 (31.0) .E 20 - SDttL:]dent
. . . . . - . et er reasons

* Examine mdwectﬁcosts among adults and children with hemophilia B receiving Aotk Pub{“c]and i ate 3 (6.5) 6 (14.6) & . I

care at ten HTCs in the US. Public Insurance 17 (37.0) 8 (19.5) “ 24%
Private Insurance 26 (56.5) 24 (58.6) 5 10 54.8% 4.8%
Use factor prophylactically (%) 16 (35.6) 8(19.1) _2_ - 26.2%

* HUGS Vb launched in June 2009 and recruitment is ongoing. Between June Travel time to HTC, mean 95.0(45.0, 154.7) 7.6 (45.0, 121.9) %

2009 and May 2012, 130 persons with hemophilia B aged between 2 to 64 minutes (median, D) 0 2.4% | |
years were recruited at participating HTCs. :%ﬂ?:ﬁﬁﬁgmfimgﬁmfw”ddm Full-time Part-time Unemployed

* Adult participants or parents of children less than 18 years with hemophilia B Figure 2: Annual Missed School/Work
Eﬁ?i?;i;i::é;iiiﬂ Itr::;lr::r?tsgg;:[g?:: about sociodemographics, Children 2 5 years (N=39) Parents of children 2-18 years (N=46) Adults (N=42)

* Participants were followed quarterly for two years through mail, internet and 100% All Reasons 100% All Reasons 1005 All Reasons
telephone surveys. Information was collected on patient-reported outcomes . B — — o - 9% 11% - 14% i 11%
including days missed from work or school, time spent arranging hemophilia i i . . ’
care, and caregiver support related to hemophilia received from friends/others. | °°% 00% 60% l

» A total of 88 participants who completed at least two quarterly follow-up 40% 40% ' 75% T . 40% | | 86% cooe
surveys within a one-year time period were included in this analysis. 20% oo e 20% 20% 39%

* Missing school/work days for adults and parents of children, and missing 0% | AE3% . 0% 0%
school days for children 5-18 years were defined as excessive if they exceeded Mild ~ Moderate  Severe Mild ~ Moderate  Severe Mild ~ Moderate  Severe
the US average missed school/work days for the general population of 8.39 Due to Hemophilia Due to Hemophilia Due to Hemophilia
days per year! and 11 school days per year?, in adults and children, respectively. o 12% 1O - . 11% 100 14% .

* Indirect costs were imputed using the human capital approach, which 20 so% . 80%
measures productivity loss in terms of lost earnings of the patient or caregiver. 60% 60% 60%

This method uses wages as a proxy measure for the output of work time. 40% 40% 75% 73% 40% 86% B

* Imputed indirect costs were: (a) lost wages from missed work for those who 20% _ 45% 45% 20% >8% 20% >3%
were employed; (b) lost wages from working part-time or being unemployed 0% 0% 0%
due to hemophilia; (c) unpaid caregiver costs. Mild ~ Moderate  Severe Mild  Moderate  Severe Mild  Moderate  Severe

* Average hourly wage was obtained from the US Department of Labor’s Bureau 0day m0-11 days* = > 11 days Oday m0-8.39days* = 38.39 days 0day m0-8.39 days* = > 8.39 days
of Labor Statistics “Employer costs per hour worked for employee * Exclusive
compensation” published in March 2012. The total employer compensation Figure 3: Annual Indirect Costs per Person Due to Hemophilia in US$
costs for civilian workers averaged $30.45 per hour worked. $10,808

* Part-time work was assumed to be 20 hours/week. Sensitivity analysis was $11,000 - (range $0-563,336)
conducted to test the variation of indirect costs by varying part-time work — M Lost wages from
hours from 10 to 30 hours/week. 210,000 - missed work, due

* All costs are reported in 2012 US dollars. $9,000 - $7.695 to hemophilia

;;;?Tj;;:;t]?; Eﬂmrk and bed days for us workers in private industry—national health interview survey, 2003. J Occup Environ Med. 68,000 $6.940 (range $0-$63,336)
2 National Survey of Children with Special Health Care Needs 2005-2006. http://mchb.hrsa.gov/cshcn05/NF/2healthfs/missed.htm 67000 _ (range $0-$63,336) -
M Caregiver cost
RESULTS $6.000 . :
* The baseline demographics of participants included in the analysis are shownin | $5,000 -
Table 1. Forty-eight percent were adults and 50% had severe hemophilia. Of
the 44 participants with severe hemophilia, 55% of children and 44% of adults »4,000 -
used factor prophylactically. $3,000 - $1.405 ot f

* Thirteen percent of parents and 7% of adults were unemployed or worked part ’ o5t Wages from
time due?to hemophF;Iia (Figure 1). o " ¥2,000 - 84 (range 50-58,922) 613 jrﬂ;:::z part time

* Average annual work absenteeism for adults was 3.2 days (range: 0-34), with 21,000 _(mnge $0-$305) - (range $0-$1,218) unemployed, due
2.2 days (range: 0-34) specifically due to hemophilia. For children aged 5-17 $0 - to hemophilia
years, the average annual school absenteeism was 4.5 school days (range: O- Mild Moderate Severe Mild Moderate Severe
35), with 2.9 days (range: 0-22) specifically due to hemophilia. Parents missed 2 Parents of Children (N=46) Adults (N=42)

days (range: 0-21) from work annually, with 1.3 days (range: 0-12) due to their
child’s hemophilia.

DISCUSSION & CONCLUSIONS

* Twenty-six percent of adults and 20% of parents reported utilizing unpaid
caregivers.

* Hemophilia is a costly blood disorder not only because of its high medical expenses, but also for its impact
on productivity, such as time lost from work/school due to hemophilia, which incurs indirect costs for

* Figure 2 shows the distributions of each category by hemophilia severity. 31% patients and their families.

of adults missed work due to hemophilia, and the majority of school children * Accurate measurement of indirect costs will further the development of strategies for treatment approaches
(59%) missed at least one day of school per year due to hemophilia, with 5% to reduce absenteeism and decrease overall cost.
missing more than 11 days a year. * HUGS Vb is the first study to examine burden of illness in persons with hemophilia B in the US. Further

* The annual indirect costs of hemophilia for parents of children and adults with
hemophilia are shown in Figure 3. The average annual indirect costs for mild to
severe hemophilia in parents and adults range from USS47 - US$10,734 and
USS132 - USS7,308, respectively. All levels of severity showed a large range of
annual indirect costs. Lost wages from missed work and working part
time/being unemployed due to hemophilia are the major drivers of total
indirect costs of hemophilia.

research should compare indirect costs incurred by the HTC-managed hemophilia B population with (a) other
chronic conditions, (b) the hemophilia B population receiving care outside the HTC network as well as (c)
data collected previously in the hemophilia A population.
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* Working part-time due to hemophilia occurred only in persons (parents of
children) with severe hemophilia. When part-time work hours vary from 10
hours/week to 30 hours/week, the average indirect costs range from USS5,113
- USS8,767 for parents of children with severe hemophilia and from USS5,936 -
USS9,455 for adults with severe hemophilia.
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