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Introduction

Insurance Article, § 15-1501, Annotated Code of Waand, requires that the Maryland
Health Care Commission (Commission) annually asdesmedical, social and financial
impact of proposed mandated health insurance ssrvinat fail passage during the
preceding legislative session or that are submitiele Commission by a Legislator by
July 1st of each year. The assessment reportiuarto the General Assembly annually
by December 31

Mercer and its sibling company, Oliver Wyman Actab€onsulting, Inc., have been
contracted as the Commission’s consulting actusive. have prepared an evaluation for
the single proposed newly mandated benefit: caeefar the treatment of bleeding
disorders.

Patient Protection and Affordable Care Act

On March 23, 2010, President Obama signed therR&retection and Affordable Care
Act (PPACA), which incorporates significant reformshe commercial (i.e., non-
Medicare and non-Medicaid) market. PPACA requaegeral benefit reforms to be
effective on the first anniversary/renewal occugrom or after September 23, 2010
including:

— Extending coverage for adult children to age 26

— Elimination of lifetime maximums for essential bétse

— Phase in of elimination of annual maximums for a8aébenefits

— Guarantee issue to children <19 years of age

— Prohibition of policy rescissions in most cases

— Elimination of cost sharing for certain preventsezvices

— Requiring same cost sharing for emergency serucasion-network facility

— Participant’s flexibility to choose providers inapls assigning or designation
primary care physicians

— Women'’s preventative services scheduled to be tefeedugust 2012

Beginning with calendar year 2011, PPACA requir@simmum loss ratios of 80% for
each insurer’s non-group block of business; 80%eémh insurer’'s small group block of
business; and 85% for each insurer’s large groopkidf business.

The major insurance reforms under PPACA are effedti 2014, including guarantee
issue for all entrants; elimination of medical urvading; elimination of most rating
factors; creation of exchanges for non-group andllsgnoup policies; expansion of
Medicaid eligibility; availability of premium subdies for individuals purchasing non-
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group insurance through the exchange, among otAdrs.benefit plans to be offered
through the exchanges will be based upon “essdraalth benefits” as defined by
HHS !

In a study completed by the Institute of Medicit@N]) at the request of the Secretary of
HHS, the IOM recommended that the essential héaltiefits package should be based
on the typical small employer benefit plan (as gggabto the “typical employer benefit”
plan verbiage in the ACA) and that current mandaiuefits not be given preferential
treatment for inclusion in the ultimate essentidlth benefit plan (EHB). Legislators
need to consider the possibility that, beginnin@®i4, the State will bear the cost of any
enacted mandates that have not been included iesgential benefits package. Based on
information provided by carriers in Maryland, coxge for bleeding disorders is typically
covered in the small group market. However, tlmesdnot imply coverage for bleeding
disorders will be included in the EHB, as coveraggonally may vary.

This report includes information from several sows to provide more than one
perspective on each proposed mandate. Mercer'snhig to be unbiased. At times, as a
result, the report contains conflicting informatiorAlthough we included only sources
that we consider credible, we do not state that sparce is more credible than
another. The reader is advised to weigh the eviten

Y HHS has not yet defined “essential benefits.”
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Coverage for the Treatment of Bleeding Disorders

Senate Bill 879/House Bill 949 of 2011 requiresuness to provide coverage for all
medically necessary and appropriate pharmacy baree nursing services, treatment at
a hemophilia treatment center, and clinical labmsaservices that an insured’s or
enrollee’s treating physician determines are necgds prevent, diagnose, or treat a
bleeding disorder. The bill applies to all polgieontracts, and health benefit plans
issued, delivered, or renewed in Maryland on agrats effective date.

People with bleeding disorders have problems fognbimod clots and may experience
prolonged bleeding that is hard to stop. Hemostéiseé body process that stops bleeding,
involves three steps: (1) blood vessels congtrecsoconstriction), (2) platelets form to
create a plug at the site of the injury, and (8jtoig factors finish the process. If any of
these fail, the body does not make a proper blémtgand prolonged bleeding resudts.

The termhemophiliamay be used in a general sense to describe vdrieeding

disorders, or in a specific sense to describe aefudf those disorders. (In this paper, we
will use the more specific definition of hemophiéiad uséleeding disorderss the
general term).

Bleeding disorders include (1) Hemophilia A, (2)ritzphilia B, (3) von Willebrand’s
disease, and (4) other clotting disorderslost bleeding disorders are inherited and result
from a low level of proteins needed for normal labotting?

Many people use the terbheeding disorderso describe only those that are hereditary.
(It is unclear which interpretation was intendedha proposed bill). Hemophilia A,
caused by deficiency of clotting factor VIII, aneidophilia B, attributed to a lack or
deficiency of factor IX, affect primarily males. o Willebrand’s disease affects both
males and females. Hemophilia (A and B) and voltelMiand’s disease, the most well-
known bleeding disorders, do not appear to discrate on the basis of race, ethnicity, or
economic levef. Von Willebrand’s disease is the most prevalenbbldisorder in the
United States, affecting 1 to 2 percent of the paan® Although precise numbers are
not known, approximately 20,000 males in the UStloeight to be living with

2 Bettermedicine.com. “Bleeding Disorders.” www.leetbedicine.com/article/bleeding-disorders-1. Acedsiuly
2011.

3 Bleeding Disorder Foundation of Washington. “Abbigmophilia.”www.scn.org/health/hrw/abouthemo.htm
Accessed July 2011.

* National Center on Birth Defects and Developmebiahbilities, Centers for Disease Control and Pnéoa.
“Hemophilia.” www.cdc.gov/ncbddd/hemophilia/datartht Accessed July 2011.

> Bleeding Disorder Foundation of Washington. “Abbigmophilia.”

® Bettermedicine.com. “Bleeding Disorders.”
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Hemophilia A or B. About 400 babies are born wigmophilia each yedr.Hemophilia
A is about 3.5 times more common than Hemophilfa B.

To determine whether a patient has Hemophilia Anbighilia B, or another bleeding
disorder, a physician typically draws blood fordedtory analysis. Cases are classified
as either mild, moderate, or severe. To illustrat¢he general population, the clotting
factor in the blood can range from 50 percent @ @ércent of normal. People with mild
bleeding disorders have clotting factor levels #rat5 to 50 percent of normal, while
people with moderate bleeding disorders have leMelsto 5 percent, and people with
severe bleeding disorders have levels under 1 peftell hemophilia patients can
experience massive bleeding from major trauma andwsurgery, but people with
severe hemophilia can also experience spontandeedshin joints and musclés.

About half of all hemophilia patients fall into teevere category. In 2008, the Centers
for Disease Control estimated that 54 percent ahéfghilia A cases were severe, 19
percent were moderate, and 27 percent were fiBimilarly, 36 percent of Hemophilia
B cases were classified as severe, 37 percent atedand 27 percent mifd.

Contrary to popular belief, people with hemophid@not bleed to death from minor
external wounds. Minor cuts are treated easibt, s for people without hemophilia.
People with hemophilia do not bleed faster tharisthbut they may bleed longer. The
major risk is uncontrollethternal bleeding, which can begin spontaneously. If not
stanched quickly, internal bleeding can cause gathswelling. Over time, it can lead to
permanent joint and muscle damage and chronic’faimtreated or undertreated
bleeding disorders can lead to serious, potentiédiythreatening complication$’

The states of New Jersey and Virginia currently dad@ coverage for congenital blood
disorders® New Jersey’s mandate, adopted in 1987, idestiféetain services that must
be covered if a plan covers “treatment of routifeebing episodes associated with

’ Centers for Disease Control and Prevention. “HertigplData and Statistics.” www.cdc.gov/ncbdddéadatml.
Accessed July 2011.

8 Blankenship, C.S., PharmD. “To Manage Costs of Hemim, Patients Need More Than Clotting Factor.”
Biotechnology Healthcare. November/December 2008.

? Bettermedicine.com. “Bleeding Disorders: Treattagnwww.bettermedicine.com/article/bleeding-disers-
1/treatments. Accessed July 2011.

10 Blankenship, C.S., PharmD.

" Ibid.

2 Ibid.

“ Ibid.

" Bleeding Disorder Foundation of Washington. “Abbigmophilia.”
> Bettermedicine.com. “Bleeding Disorders: Treattagn

16 Bunce, V.C. and Wieske, J.P. “Health Insurance dddes in the States 2010.” Council for Affordabdkealth
Insurance. Alexandria, VA. Accessed August 2011.
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hemophilia.” Specifically it calls for the covgmof expenses incurred in connection
with the purchase of blood products, including “tead/1ll, Factor IX, and
cryoprecipitate,” and all blood infusion equipmeaduired for home treatment of routine
bleeding episodes when the program is under thergigpn of a New Jersey approved
hemophilia treatment cent&t.

Virginia’s mandate, adopted in 1998, is essentidléysame as New Jerséy'and is
similar to the proposed mandate for Maryland.

Medical Impact
In this section, we answer questions regarding Ipéitia treatment.

» What are the risks from bleeding disorders?
» What are the appropriate standards of care foepist?
» How are expenses associated with bleeding disotgeially covered?

Untreated or poorly treated bleeding disorderslead to serious complications that can
be potentially life-threatening. Examples include:

* Anemia

* Bleeding in the brain (hemorrhaging)
* Deep internal bleeding

* Infection

* Neurological or psychiatric problems
» Scarring of joints, joint disease, etc.
» Severe blood loss

» Shock

« Vision loss™

Bleeding disorders cannot be cured but can be neaihna§pecific treatment depends on
the specific disorder. Treatment may include:

* Medications to help prevent the normal breakdowhlobd clots after they have
formed

» Clotting factor to replace specific clotting factor

» Steroids to suppress the immune system in peopbtehatie developed antibodies
that inhibit specific clotting factors

* Medications to temporarily increase factor VII tiog

* Immune therapies to suppress the immune systehosetwith acquired
hemophilia

7 New Jersey Statutes Annotated, 17B: 27-46.1c.
'8 Code of Virginia Annotated, § 38.2-3418.3.

1% Bettermedicine.com. “Bleeding Disorders: Treattagn
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* Plasma transfusions to supplement all clottingdiiesct
« Platelet transfusions to increase the number ¢élelts in the bloodstream
« Vitamin supplements for disorders caused by vitakhifeficiency?°

Medical advances in the 1960s greatly improvedathikty to manage bleeding disorders.
In 1965, scientists developed a process for rengosfiotting factor from whole blood

and then freezing it for future use. Frozen ahgitiactor and a powdered concentrate
made treating hemophilia fairly routif.

During the 1980s, treatment regimens that relievingon clotting factor manufactured
from human blood introduced a separate set of .rigitghat time, this factor had
inadequate viral inactivation and, as a result, seasetimes contaminated with blood
borne infections such as HIV or Hepatiti€‘CBecause of these considerations, the life
expectancy of the hemophilia patient was as loages35° and, as recently as 2008,
only one in seven hemophilia patients survivedlaue 45 or oldef* With the
subsequent development of clotting factors thatvgebject to extensive purification and
viral inactivation, people with hemophilia todaywkaa life expectancy close to that of a
healthy adul£® In 2000, the life expectancy for a person borthibleeding disorder
was over 64 years — within a decade of the lifeeeigncy of the overall populatih.
Although mortality risks have declined, the disapitisk is still relatively high because
of the disease’s effect on muscles and jdifts.

Disease experts advocate a multidisciplinary apgraa better manage treatment costs
and care. The Medical and Scientific Advisory Calaf the National Hemophilia
Foundation (MASAC) outlines standards of care ®ogle withcongenitalbleeding
disorders. The most recent revision is dated Af02, although MASAC has released a
number of advisories since th&h.

One part of the proposed mandate calls for covevhgervices provided in hemophilia
treatment centers (HTCs). According to MASAC, tlhenerstone for effective

% Ibid.
*! Bleeding Disorder Foundation of Washington. “Abbigmopbhilia.”
22 Blankenship, C.S., PharmD.

23 Soucie, J.M., Nuss, R., Evatt, B., Abdelhak, A.w@n, L., Hill, H., Kolakoski, M., Wilber, N., andhé Hemophilia
Surveillance System Project Investigators. “Matyamong Males with Hemophilia: Relations withuBoe of
Medical Care.” Blood. www.bloodjournal.hemotoldigyary.org/content/96/2/437 .full. March 2000.

24 Blankenship, C.S., PharmD.

» Bleeding Disorder Foundation of Washington. “Abbigmophilia.”
?® Soucie, J.M., et al.

7 Blankenship, C.S., PharmD.

8 Medical and Scientific Advisory Council of the Natial Hemophilia Foundation (MASAC). “Standards and
Criteria for the Care of Persons with Congenitadgling Disorders”. National Hemophilia Foundatidtew York,
NY. April 2002.
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hemophilia treatment is the HTC, part of a natiatemnetwork of diagnostic and
treatment facilities for people with bleeding digers?® Today, there are approximately
140 such centers, including one in Maryland atlblens Hopkins University Medical
Center’® About 70 percent of hemophilia patients in therg&eive treatment at these
centers. (Almost 15 percent receive care from peiydysicians, 4 percent from clinics,
8 percent in hospitals and emergency rooms, antafaace from other sources.)
Mortality and hospitalization rates are 40 perdemer among hemophilia patients who
receive care in HTCs than for those who do*fot.

MASAC recommends an integrated, multidisciplinaymprehensive care approach
focused on the treatment center. The recommenaledeam includes:

* aprogram coordinator, responsible for program kgreent, oversight, etc.

« a hemophilia nurse coordinator, responsible fosimgrassessment of health,
providing patient/family education, coordinatingdagvaluating home therapy
programs, developing and coordinating the patiért pf care, etc.

« amedical director, who makes medical decisiongenmnng patient care

« aphysical therapist, responsible for assessinguhaskeletal and functional
status, developing educational and exercise progyrato.

« apsychosocial professional (e.g., a licensed baigker), responsible for
psychosocial assessments, supportive counseliaihrexlucation, counseling
source referrals, etc.

e acase manager (who may be one of the other teanbears), responsible for
ensuring that resources are used in a timely asdeftective manné?

Each team member is committed to providing protessi personal care to the
individual patient. Other professionals may béechupon as appropriaté.

The team provides services to the patient (and reesvdf his or her extended circle of
family and friends) in four areas:

» Diagnostics and therapeutics
e Qutreach and education

e« Communication

» Referrals

# Ibid.

% Centers for Disease Control and Prevention. “HemilizpTreatment Center (HTC) Directory — FacilitiRgsults.”
www?2a.cdc.gov/ncbddd/htcweb/Dir_Report/Dir_Searah@sp?inactive_flag= Accessed August 2011.

3 Soucie, J.M., et al.
* Ibid.

* MASAC.

** Ibid.
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Diagnostics and therapeuti@sclude a comprehensive evaluation (medical hystor
physical exam, therapeutics, a nursing exam, aigdiytherapy evaluation, a
psychosocial evaluation, genetic counseling, aad@vialuation, periodic laboratory test,
and services specifically related to women). Nioneed to be provided on each visit. In
addition, specialized services may be providedases involving HIV or hepatitis.

Outreach and educatioservices are extended not only to the patientalsat to family
members, community institutions (such as schoelsployers, etc. Again, these
services may become more involved where HIV or hiépss a factor.

Communicatiorservices optimize all communication activities agoeam members and
patients, consultants, primary care physicians,ahdr community-based health
workers.

Referralsare required when the patient requires specifpeeise beyond that provided
by the treatment center. Possible examples indudgery, orthopedics, special physical
therap?}g/rehabilitation, genetics, psychology/pssgtlyi and laboratory services, among
others:

The broad wording of the proposed bill appearsoteecthe cost of all these services as
long as they are deemed medically necessary.

It is important to note that, with the possible exion of some limited benefit plans,
medically necessary services for bleeding disordeescovered medical expenses,
regardless of how they are delivered. Most sesvare covered as medical expenses.
However, pharmaceuticals may be covered eitherediaal or prescription drug
expenses, depending on the site of administratiptedications administered in a
hemophilia treatment center, doctor’s office, ospival are covered as medical
expenses. Those administered at home are typimaligred as prescription drug
expenses).

Social Impact
In this section, we address the following questions

» To what extent will the proposed mandate genetalytilized by a significant
portion of the population?

To what extent is the insurance coverage alreadyadle?

To what extent does the lack of coverage causel@eém@avoid necessary health
care treatments?

To what extent does lack of coverage result in aswaable financial hardship?
What is the level of public demand for these sasic

To what extent is the mandated health insuranaécgecovered by self-funded
employers in the state with at least 500 employees?

VVV VY

* |bid.
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Table 1 shows the prevalence of various bleediagrders:

Table 1
Disorder Prevalence
Factor XI deficiency 2 — 4 percent of Ashkenazi Jews
von Willebrand’s Disease 1 — 2 percent of the general population
Hemophilia A (factor VIII deficiency) 1:5,000 live male births
Hemophilia B (factor IX deficiency) 1:30,000 live births®

An estimated 4 to 8 million people in the US haeerbdiagnosed with inherited
bleeding disorders. This translates to about Dt 1,000 based on a population
estimate of 380,000,000. Many people are unaware they have a bleedingdis®

In 2008, The Hilltop Institute reported in its “Qveaw of the Existing Insurance Market
in Maryland” that there were 3,590,609 individuaith private insurance in Marylarfd.
Based on this estimate of the covered populatiahtla@ incidence rates reported above,
there are approximately 37,000 to 74,000 insuredyMaders with bleeding disorders.

Mercer conducted a survey of Maryland’s leadingiraace carriers for this report.

Based on the number of cases reported in this gunvany of the affected people do not
receive medical services. We speculate that maoplp are undiagnosed, some may not
be covered, and some do not require services esh y

For people with bleeding disorders, treatment @a bubstantial financial burden.
Costs can vary widely from person to person. Tdst of factor concentrates may vary
from $60,000 to $150,000 annually. Complicatioas mcrease these costs
exponentially’® Another source reports the average cost periohativ with a bleeding
disorder to be $40,000 annually for what is nowearmormal life span. Complications
can more than double the average annual ofitlay.

Almost all Maryland health plans currently coveedding disorders. Table 2
summarizes the carriers’ responses to the survey.

% Mayo Medical Laboratories. “Von Willebrand Dised$®VD), Part 4: VWF Multimer Analysis.” Mayo Clia.
www.mayomedicallaboratories.com/articles/hotto@04/1/07-multimer/index.html. Accessed July 2011.

* Ibid.

3 Womenshealth.gov. “Bleeding Disorders Fact She#é{dmenshealth.gov. March 2009.
www.womenshealth.gov/publications/our-publicatidast-sheet/bleeding-disorders.pdf

3 Milligan, C. “Overview of the Existing Insurancedvket in Maryland.” The Hilltop Institute, Univetg of
Maryland, Baltimore County. www.healthreform.mandagov/workgroups/documents/100810insurancemarkadpp
Accessed August 2010.

0 National Hemophilia Foundation. “Finance and liaswe Issues.” New York, NY. 2006.

“ Bleeding Disorder Foundation of Washington.
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Table 2

Percent of Plans Covering Medically
Necessary Services for Bleeding
Health Plan Disorders
A 100% referred for case management and

factor precertification

100%

100%

100%

100%

100%

mm|O|O|m@

Most employer plans — especially those sponsorddrgg employers — will have little or
no compliance costs, as services are currently reazeTable 3 shows the projected
premium impact reported by the six health planpaading to the survey.

Table 3

Health Plan Predicted Premium Impact
None
None
0-0.17%
None
None
Low

mimo|0|w|>

None of the surveyed health plans in Maryland rieggbdollar limits on medically
necessary services for bleeding disorders, speliificOn the other hand, most plans
reported frequency limits on the number of homésjignd one carrier indicated that
some plans limit the number of inpatient days fbillaesses that are covered per year.
However, coverage limits on items such as homésvase often waived if they result in
other savings, such as eliminating the need fanpatient hospital stay.

Financial Impact
In this section, we estimate the cost of implenmgnthe mandated benefit and compare
the results of our analysis with those of some iplybhvailable sources.

Mercer surveyed six major carriers in Maryland lbbain information on current

practices regarding coverage for bleeding disortfetdercer also asked these carriers to
estimate how premium rates would be affected ilecage were mandated for all
medically necessary and appropriate pharmacy baree nursing services, treatment at
a hemophilia treatment center, and clinical labmraservices.

“2The carriers were: Aetna, CareFirst, CIGNA, Comgritaiser, and United Health Care (UHC)
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All six carriers currently provide coverage for bl#ing disorders at levels consistent
with the proposed mandated benefit; four of thecaixiers estimated that the financial
impact of the proposed mandate would be z€oe carrier estimated that the financial
impact could range up to 0.17%, depending on tae gésign. (In this instance, there is
a limitation on home health visits each year). theo carrier indicated the cost would be
“low.”

Mercer asked the carriers how coverage for bleedisgrders varied among the self-
funded plans they administer. Self-funded plamgHcee of the six carriers have the
same level of coverage provided by fully insureahgl One carrier stated that most of
the self-funded plans have comparable bleedingdisaoverage. Of the remaining two
carriers, one stated that none of the self-fundadspcover bleeding disorders, and the
other carrier replied that the information was “agtilable.”

Mercer also surveyed several large self-fundedsplambtain information on current
practices regarding coverage for bleeding disord&lssurveyed self-funded plans
currently offer coverage for bleeding disordersadevel that is consistent with the
proposed mandat€urrent practice would indicate little or no neext the proposed
mandate.

Even though current practices of Maryland carnedscate the marginal cost of the
proposed mandate is minimal, the full cost of camees widely among people with
bleeding disorders. According to the National Hpmba Foundation, the annual cost of
factor concentrates per person can range from $6a$150,004°

The full cost of treating bleeding disorders magsgnificantly by health plan,
depending on the concentration of members withdaheedisorders and the severity of
those disorders. In the carrier survey, Merceedsach plan to provide the 2009 cost
per hemophiliac member. Out of the six carrierseyed, only three responded to this
question, reporting very large differences in ¢osatments for 2009,

Using an internal database that contains 2008 rakdi@ prescription drug claims for
over 34.5 million members, we estimated the anolaéins costs to cover people with
bleeding disorder® This is a national database with a significarmhbar of carriers
contributing claims data. Due to the time it tak@sclaims to be fully reported and the
time needed to “scrub” the data, 2008 claims dats tlve most recent data available at
the time this paper was written. In 2008 doll#ing, average annual cost for an individual
with a bleeding disorder was just over $38,000 ptevalence was 3.2 per 1,000 people,

* National Hemophilia Foundation. “Financial andurence Issues.”
www.hemophilia.org/NHFWeb/MainPgs/MainNHF.aspx?mdr@4&contentid=24

* The statistics provided by the carriers varied fiammaverage cost of slightly above $600 per memftbra
diagnosis of a bleeding disorder to in excess 678100 per hemophiliac member. The carrier withltineest cost
provided the cost for proceduresly associated with treating hemophilia. The costhestes from the other two
carriers reflect costs f@ll procedures for members diagnosed with hemophiliéch include procedures for other
co-morbidities.

* Includes all medical and prescription drug claimsniembers with ICD-9 diagnosis of 286.xx, 287.xxd 289.9
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and the PMPM cost was $10.11. This PMPM costugity 2.9% of an average group
policy and 0.24% of the average salary. This esstnate includeall claims costgor
people diagnosed with a bleeding disorder, inclgditose costs associated with other
conditions present. According to the Bleeding Pigo Foundation of Washington, the
average annual cost for treating a person with Ipdrilia is roughly $40,006° which is
consistent with our data observations. In TabMelshow the 2008 cost and utilization
statistics for all claims for people with bleedidigorders as reflected in our database.

Table 4
Bleeding Disorder Cost Distribution

Avg Cost Per Bleeding Cost as% Cost as%

Person with Disorder Member Prevalence of average of average
Annual Cost Bleeding Disorder Distribution Per 1,000 PMPM group policy wage
0-500 $ 294 5.1% 0.16 $ 0.00 0.00% 0.00%
501 - 1,000 753 6.9% 0.22 0.01 0.00% 0.00%
1,001 - 10,000 4,176 44.1% 1.40 0.49 0.14% 0.01%
10,001 - 25,000 16,308 17.2% 0.55 0.74 0.21% 0.02%
25,001 - 50,000 35,346 10.9% 0.34 1.01 0.29% 0.02%
50,001 - 75,000 60,888 4.4% 0.14 0.71 0.20% 0.02%
75,001 - 100,000 86,729 2.5% 0.08 0.58 0.17% 0.01%
100,001 - 150,000 122,313 3.1% 0.10 0.99 0.28% 0.02%
150,001 - 500,000 257,038 4.7% 0.15 3.16 0.90% 0.08%
500,001 - 999,999 642,748 0.9% 0.03 1.57 0.45% 0.04%
1,000,000+ 1,502,949 0.2% 0.01 0.84 0.24% 0.02%
Total $ 38,355 100.0% 3.16 $ 10.11 2.89% 0.24%

According to The Centers for Disease Control arel&ntion (CDC), treatments for 10
to 15 percent of people with hemophilia are extigroestly due to the development of
an antibody that inhibits the action of the clagtiactors that are used to treat bleeding
disorders’” The CDC reports are largely consistent with oun @nalysis, as indicated
in Table 4 above which shows that about 84% of [gewfth bleeding disorders incur an
annual cost of less than $50,000. The remainifig it@&ur costs ranging from $50,000
to as much as $1 million per year.

Table 4 shows that the cost to provide coveragedople diagnosed with hemophilia is
$10.11 PMPM. This is the cost that would needealarged to all members to cover
the cost for hemophilia members. The state of iMiagcurrently mandates coverage for

bleeding disorders at levels similar to those dptin the proposed Maryland mandate.

For each mandated benefit in Virginia, the Commailtheof Virginia has identified the
procedures covered under the mandétéhe cost was limited to include only those
services that will be provided under this mandalémedically necessary and
appropriate pharmacy care, home nursing serviespophilia treatment center services,

6 Hemophilia Foundation of Washington. “About Herhitia.” www.scn.org/health/hfw/abouthemo.htm

* National Center on Birth Defects and Developmebiahbilities. Centers for Disease Control and Eng¢ion.
www.cdc.gov/ncbddd/blooddisorders/documents/BBV_PRU_1159 Hemophilia_R2mtr.pdf

10
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and clinical laboratory services that an insurea’snrollee’s treating physician
determines are necessary to prevent, diagnosesatra bleeding disord&y, the PMPM
claims cost decreases from $10.11 to $2.15. leratlords, the majority of the cost,
$7.96 PMPM ($10.11 - $2.15), incurred to treat pewepth bleeding disorders is
attributable to the services for treatment of ottenditions that individuals with
bleeding disorders incur (i.e. co-morbidity). Taedher services would not be included
in the scope of the proposed mandate. This doesmean the services for the other co-
morbidity conditions are not covered at all. Timegst likely are covered under the
existing benefits for hospitalization, professiosealvices, tests, etc. For instance, if
people with bleeding disorders have a greater fmbtyaof being diagnosed with
acquired immune deficiency syndrome (AIDS), thet togreat AIDS would not be
covered under this proposed mandate, but those st likely would be covered under
the current benefit plans. In 2008 dollars, wéneste thefull cost of the mandate for
only those services directly related to bleedirspdiers to be $2.15 PMPM. (This
estimate does not include the medical expensesilier co-morbidities). This estimate is
approximately 0.72% of an average group policy).06% of the average salary.

All of the carriers and self-funded plans in Manyththat were included in the various
surveys provide coverage for bleeding disordersl, @ahbut one indicated they provide
coverage comparable to the proposed mandste define the marginal cost of a
proposed mandate to be the additional cost camidrsrcur as a result of being required
to provide coverage for a proposed mandate thgtwioeild not have provided absent the
mandate. Table 5 summarizes the gross and magisgabf the proposed mandate.

Table 5
Full Cost | Marginal Cost
Estimated cost as a percentage of average cogt@ap policy 0.72% 0.00% - 0.17%
Estimated cost as a percentage of average wage 0.06% 0.00% - 0.01%

Since the majority of the surveyed carriers indidatoverage for the proposed mandate
is currently being provided to policyholders, tharginal cost is near zero. One of the
carriers did state the cost could range up to 0,1d&bending on the plan design.
Current practice would indicate little or no neext the proposed mandate.

Currently, Virginia, and New Jersey are the ontest that mandate coverage for
bleeding disorder® When this report was written, these states haguolished
estimates on the cost for this mandate. The Cbtorchffordable Health Insurance
(CAHI) publishes an annual report summarizing essimates for mandated benefits
provided by all states in the U.S. In the 201®repCAHI’s cost estimate for congenital
bleeding disorders was less than 1% of premiumghvis consistent with our full cost
estimate of 0.72%.

* CPT Plus and ICD-9-CM Office Edition. 2010 Editiomww.scc.virginia.gov/boi/co/health/ltcmed/cptdes. pdf

*? National Hemophilia Foundation. “Congress Considero Controversial Health Care Bills.”
www.hemophilia.org/NHFWeb/MainPgs/MainNHF.aspx?midrt 17 &contentid=530
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