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Celebrate HACA'’s 40th

40 years ago, HACA was officially recog-
nized as a member chapter of the NHF. The
official date on our charter is August 1, 1964.
To celebrate this milestone, HACA’s Board
of Directors extends an invitation to all the
members, former members, and supporters
of HACA to attend a “family” picnic on the 6t of June. Final arrangements for
site and time are currently being solidified. In the meantime, please put this
event on your calendar and make plans to attend this family reunion and cele-
bration.

DC Hemophilia Open

Under the able direction of Cliff Krug, Jr., the May 17t DC Hemophilia Open
at Ft. Belvoir is shaping up to be a great day of golf followed by a delicious
steak dinner and by live and silent auctions. Participation as a golfer includes
greens fees, cart, range balls, and course refreshments. The format for the
tournament will be best ball scramble with prizes for the longest drive and
closest to the pin. This year, Reynolds Auto Center in Orange, Virginia will do-
nate a Pontiac Grand Prix to the lucky golfer with a hole in one. Ruth’s Chris
Steak House in Fairfax Corner will also be donating a fantastic steak dinner to
the winner of our putting contest. You can do your part to help Cliff make this
event a success in the following ways:

1) On pagesl10 and 11 in this issue of HACA News, you will find a let-
ter of invitation and a registration form for this event. Please share the
invitation and registration with friends of yours who might be golfers
and urge them to take part in this event.

2) If you are a golfer, consider taking Monday, May 17t off from work
and plan to join us.

3) If you are unable to golf during the day, join us at the bargain rate
of $25 for a delicious steak dinner and a fun evening at the auction.

4) You could donate items for the auction or the silent auction.

5) You could volunteer to help with registration, setting up the silent
auction, monitor the hole where the free car contest is held, or a myr-
iad of other activities.

Please contact us at 703-352-7641 to offer your services or if you have any
questions.

Blood Buddies

Blood Buddies, a group for young people with bleeding disorders between the
ages of 13 and 20 has been revived after a year’s hiatus. Under the direction
of Paul Brayshaw and John McNeil, the group gathered on February 29t for a
Bowling Bash. The next event, a Rock Climbing Expedition is planned for May
2nd from 2:30 to 6 at SportRock 2 on Eisenhower Avenue in Alexandria. Par-
ticipants will have 2 hours of instruction followed by 2 hours of free climb. Re-
serve the date on your calendar, call us at 703-352-7641 with your e-mail ad-
dress, and watch the mail and e-mail for more details.
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Chapter News

continued

Bruise Brothers

Bruise Brothers, a group for young people
with bleeding disorders (and their parents)
between the ages of 7 and 12 held their
second meeting on April 3. While the
young people worked with the art instruc-
tor at the Children’s Studio Charter
School, the parents had a chance to ad-
dress issues that affected them and their
children. Future events planned for this
group include a trip to the Smithsonian
Transportation Museum and a sleep-over
with the sharks at the Baltimore Aquarium.
If, by chance, you did not receive an invi-
tation to this event and your child fits the
age criteria, please contact the HACA of-
fice at 703-352-7641 so you can be added
to the mailing list.

Lawrence Maderios
Scholarship Fund

Positudes, Inc. announces that applica-
tions are now available for the Lawrence
Maderios Scholarship Fund. Awards will
be made to graduating high school sen-
iors, living with a chronic disorder and con-
tinuing their educations at an accredited
college or university. Applications may be
obtained from the Positudes office at 518-
863-2668 or from the HACA office at 703-
352-7641.  Applications must be post-
marked no later than June 16", 2004.

Other Scholarship Deadlines

Just a reminder that the deadlines for
scholarships are as follows:
Wyeth—Soozie Courter
April 15, 2004

Factor Support Network Pharmacy—Mike
Hylton & Ron Niedermann Memorial—
April 30, 2004

Hemophilia Health Services—Memorial
Scholarship—May 1, 2004

Hemophilia Health Services—Scott Tarbell
Scholarship—May 1, 2004

Scholarship—

2004 Board of Directors Meetings

General Board Meeting
June 7, 2004

General Board meetings begin at 7:00 p.m. and are open to all
interested HACA members. Because of security regulations at our
meeting place, please notify the HACA office that you will be
attending. Directions and site will be shared with you at that time.

B S Y

W
W
&

NHF's Washington Day

On March 11th, six members of HACA made visits to Sena-
tors Allen & Warner, and to Representatives Davis, Moran,
and Wolf's offices. The visitors were looking for a senator to
introduce a companion bill and asked our representatives to
agree to co-sponsor House Congressional Resolution 314
which calls for:

- Appropriate screening for women and girls with

excessive menstrual bleeding prior to the initiation of

treatment.

Evaluation prior to hysterectomy to rule out the
possibility of a bleeding disorder.

Referral of women with a bleeding disorder to a
federally-sponsored hemophilia treatment center for
comprehensive treatment.

Strengthening of public education and outreach
campaigns.

Increased funding for research to improve diagnos-
tic testing and treatment.

The visitors also asked their Congresspersons to become
co-sponsors of S. 1143/H.R. 3539, the Hepatitis C Epidemic
Control and Prevention Act. This legislation is needed to pro-
mote a comprehensive, coordinated effort for preventing and
reducing the impact of hepatitis C. The bills also address the
need for improved treatments for hepatitis C.
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Calendar of Events

April 17—vWD Workshop at George Mason
University

‘E‘f May 17—DC Hemophilia Open - Ft. Belvoir-2 pm

June 6—40th Anniversary Celebration

4/ June 10-17—Summer Camp in Ashford, CT
o September 18—HACA Annual Meeting/Educational

Seminar
October 16—Hemophilia Half-Hundred
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Virginia House Bill 935,
Consumer Choice Benefits
Plan Act

By Susan Yamamoto, HACA President

House Bill 935 was introduced during the
2004 Virginia Legislative Session by Daniel Mar-
shall Ill, R-Danville, a small-business owner and
Virginia Assembly Delegate. Del. Marshall
claimed his bill would provide small businesses
the opportunity to offer “mandate-light” health
insurance to their employees at less expensive
rates. This bill was presented as being about
consumer choice and cutting health care costs;
let the people decide what they want and it will
give more Virginians the opportunity for health
care coverage.

Virginia law currently requires most health
plans to include 27 mandated services, including:
cancer screening, diabetes care; hospice care;
obstetrical care; childhood immunizations; infant
hearing screening and hemophilia care. This bill
would allow insurance companies to select which
mandated benefits they would cover. On Febru-
ary 17", this bill flew through the House of Dele-
gates and was approved by a margin of 97-2 and
was referred to the Senate Commerce and Labor
Committee for action.

HACA and the United Virginia Chapter of NHF
joined forces, along with other affected consumer
groups, and successfully stalled this legislation
for the 2004 session. The bill has been referred
to the legislature’s Special Advisory Committee
on Mandated Health Insurance Benefits for
study.

The efforts of many chapter members in writ-
ing letters, calling their representatives and the
members of the Commerce and Labor Commit-
tee, personally making visits to the Senators of-
fices on March P, and presenting testimony at
the public hearing of the Commerce and Labor
Committee sent a very strong message that this
bill was not in the best interests of the citizens of
the Commonwealth. An amendment to the bill
was approved by the committee continuing he-
mophilia coverage as a mandated benefit.

After the hearing, Del. Marshall said a lot of
the testimony was based on a misunderstanding
of what the bill would allow. He plans to work the
measure over the summer and bring it back next
year.

Our next step is to make our voices heard by
the members of the Special Advisory Committee
on Mandated Health Insurance Benefits. We will
be in touch with chapter members to prevail upon
you to once again fight to insure coverage for
hemophilia and bleeding disorders.

NHF Update

On February 28, 2004 members of National Hemophilia Founda-
tion’s (NHF) Medical and Scientific Advisory Committee (MASAC)
sent a letter to the NHF Board of Directors advising the Board that
members of MASAC had “grave concerns about the direction of the
NHF under the leadership of the Board. They felt that recent deci-
sions by the Board have been detrimental to the NHF—impairing its
interaction with various constituents, including government agen-
cies, treatment center, chapters and donors—and compromise the
organization’s ability to carry out it's mission of research, education,
and advocacy on behalf of the bleeding disorders community.”

MASAC demanded that certain conditions be met before the
conclusion of the March 13" Board meeting, or MASAC threatened
to “resign immediately and to reconstitute themselves in an alter-
nate venue in order to continue to provide expert medical and sci-
entific advice, issue recommendations for treatment, and set stan-
dards for care on behalf of the worldwide bleeding disorders com-
munity.”

The situation with MASAC was further complicated by the resig-
nation of Gary Henn who was functioning as the interim Executive
Director of NHF while a search was being conducted for a perma-
nent Executive Director.

With these scenarios in the background, the NHF Board of Di-
rectors met on March 13, 2004 here in Washington. DC. Seven
members of that Board of Directors removed themselves from the
Board at that meeting. Three members of MASAC who were also
sitting members of NHF's Board of Directors also removed them-
selves from the Board. The following letter from the newly elected
president, Richard Metz, M.D. has been posted on the NHF Web
Site and sent to all chapters and people who are on the NHF list
serve:

On March 13, 2004, the National Hemophilia Foundation Board
of Directors voted to expeditiously engage the hemophilia and
bleeding disorders community in convening a caucus to effect the
reorganization of the governance of the foundation. The caucus will
include representatives of the stakeholders in the community. The
purpose of the caucus will be the creation of a new board of direc-
tors for NHF that will replace the existing board. Some current
board members have volunteered that they will not serve on any
newly constituted board of directors. These actions are intended to
reestablish the confidence of the community in NHF to carry out its
mission and vision.

During the meeting of the NHF board on March 13, Richard
Metz, MD, was elected president, Andra James, MD, as secretary
and Bruce King as treasurer. These officers serve at the pleasure of
the board and may be replaced by the new board once it has been
constituted.

Immediately following the board meeting, a transition team was
formed comprised of board members and community members.
The team then formed four subgroups with the respective tasks of
evaluating the needs of various key constituencies within the com-
munity, addressing organizational issues, improving communication
and determining and implementing a process for the selection and
long-term retention of a new CEO. A tentative date of March 31,
2004, has been set as a deadline for each subgroup to have

(Continued on page5)
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18 TIMES TO CALL A.C.C.E.S.S.

Timing is Everything

As we go about taking care of our families and managing
our careers, it's easy to forget that many of the choices
we make can have an effect on our health care coverage.
All too often, we don't realize that there may be a prob-
lem until it's too late. It is critical that we recognize those
times and situations where our access to health and dis-
ability benefits may be affected.

For more than a decade, Hemophilia Health Services’
A.C.C.E.S.S. (Advocating for Chronic Conditions, Entitle-
ments and Social Services) has been helping the bleed-
ing disorders community navigate the often complex
maze of state and federal entittement programs. They will
also help you understand your rights to continuation of
group health coverage based on federal laws and your
eligibility for health insurance through state high-risk
pools and other alternatives. They represent people in
the community in Social Security Disability and Supple-
mental Security Income claims without regard to choice
of provider and free of charge. Based on their experi-
ence in answering questions, they developed the follow-
ing list of situations where you should consider your op-
tions and ask questions.

I quit my job

I lost my job

Most of us get our health insurance through our em-
ployer. If you change your employment for any reason,
COBRA can help you maintain insurance until you are
eligible for a new group policy under your new employer's
health insurance plan. In addition, HIPAA may allow you
to further continue your health benefits if your new em-
ployer does not offer health insurance benefits.

When you quit or lose your job due to your medical condi-
tion, disability may be an issue. This is the time to think
about applying for Social Security Disability or Supple-
mental Security Income.

| got a new job

A new job may or may not offer group medical coverage
or a new employer's medical benefit package may not
provide the same coverage as your prior benefits. CO-
BRA can extend your existing insurance from your prior
employer's policy to continue coverage until your new
employer's policy takes effect. HIPAA may help by insur-
ing that you do not have to undergo a new pre-existing
condition waiting period under your new coverage.

I'm looking for work
Looking for work is often a stressful time, made more

stressful when you are concerned about maintaining con-
tinuous health insurance. COBRA and HIPAA may help
keep you insured regardless of the time period between
jobs. COBRA can provide a vital bridge between em-
ployer policies when you have a gap of no more than 18
months between jobs. Even if you are unemployed be-
yond the 18 months of standard COBRA coverage, HI-
PAA may help by ensuring the availability of an individual

policy.

| am no longer able to work

Deciding that you are no longer able to work full-time due
to health concerns is a very difficult decision to make.
Before you leave your job, you will need to know how
federal disability programs decide if you are entitled to
benefits. You will also need to think about how to insure
continued access to health care for yourself and your
family.

I'm about to lose my health insurance
I'm about to use up my health insurance

| just lost my health insurance

There are many different circumstances that may cause
someone to lose their health insurance, from losing a job
to capping out on your lifetime maximum. COBRA and
HIPAA may protect your rights to an insurance policy, or
you may be eligible for a high risk insurance pool or for
other entitlement programs. It is always best to investi-
gate your options before you lose your insurance to as-
sure continuous coverage.

| can't get health insurance

It is often difficult to obtain a new insurance policy if you
have a pre-existing medical condition and are unable to
work. When you qualify for federal disability entitlement
programs, such as Social Security Disability and Supple-
mental Security Income, you frequently gain access to
health coverage from Medicare or Medicaid. When you
cannot get health insurance because your employer does
not offer health care benefits, state programs, as well as
COBRA and HIPAA may offer a solution for you.

| just got married

Both COBRA and HIPAA provide certain protections to
newly married couples and their minor children. Under
COBRA, marriage is considered a qualifying event that
triggers certain rights. HIPAA also protects a new
spouse and minor children under an employer's health
insurance benefit package. Getting married may also im-
pact your access to certain state and federal safety net
programs, such as Supplemental Security Income and
Medicaid. It is important to consider these issues before
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your benefits change in order to understand how you and
your family may be affected.

I just had a child or adopted a child

Newborns and newly adopted children are specifically
protected under both HIPAA and COBRA. Although you
must be certain to meet specific deadlines to enroll them
in your group health insurance policy, they are guaran-
teed coverage with no pre-existing condition exclusions.
Also, Medicaid may be available for a child in the house-
hold where it would not be available for an adult. The
criteria for children seeking Medicaid are often different
than the criteria for adults seeking Medicaid.

My child has lots of medical bills | can't pay
Finding health care coverage for a child with high medical
costs can be a daunting task. Supplemental Security
Income and/or Medicaid may be a solution. Many states
also offer high-risk pools for those who cannot obtain
health insurance elsewhere. It is important to sort
through the possible solutions to determine which one
works best in your situation.

My child just turned 18

My child is about to leave for college

COBRA provides special protections for continuation of
coverage under a parent's group health care policy when
a covered minor child loses dependent status. Also,
when a disabled child turns 18, their eligibility for Supple-
mental Security Income may change.

My spouse stopped working

If your spouse is moving from one job to another and you
received your health care coverage through your
spouse's employer, COBRA can help you maintain cover-
age until your spouse gets a new job with benefits or until
you are considered eligible for the protections of HIPAA.
If your spouse stopped working due to a medical condi-
tion, you may be able to keep your COBRA coverage for
an extended period. HIPAA and COBRA interact to pro-
tect you and your family's access to health care coverage
when your spouse stops working. If you are disabled but
did not meet the financial guidelines for Supplemental
Security Income while your spouse was working, benefits
may be available to you if only for a limited time while
your spouse is not working.

I'm getting a divorce

As with so many life changing events, divorce is often a
very stressful time. Both COBRA and HIPAA have provi-
sions to protect the health insurance rights of the persons
getting divorced and any minor children in the family.

Also, if your household income and assets are affected
by the divorce, you or your disabled child may meet the
financial guidelines for Supplemental Security Income or
Medicaid.

I'm moving

Whether you are moving within the same city or to an-
other state, it is important to notify the appropriate agen-
cies in order to insure uninterrupted continuation of your
federal or state entittement benefits any time you move.
Moving may also impact your access to health care under
your current insurance policy. COBRA and HIPAA may
provide some protections. Before you move, look into
how COBRA and HIPAA may be able to help you main-
tain continuous access to health care coverage.

Where to Get Help

Remember that the protections provided by federal law
can only help you if you know what they are and how
they work. A.C.C.E.S.S. provides information and coun-
seling to help you understand these issues.

A.C.C.E.S.S. representatives can outline federal disability
programs, as well as how COBRA, HIPAA, Medicare and
Medicaid intertwine with the disability process. They can
help you decide if filing for Social Security Disability or
Supplemental Security Income is right for you. They offer
representation to persons with certain disorders through-
out the disability process. Their program can also explain
what protections you may have under COBRA and HI-
PAA when moving from one health insurance policy to
another.

Call A.C.C.E.S.S. toll-free at (888) 700-7010 when you
need help understanding how life changes may affect the
availability of health care coverage or other important
benefits for you and your family. The professional staff
will be happy to help you make the choice that is best for
you.

(Continued from page 3)
NHF Update (continued)

completed their recommendations and for the entire team
to convene as a whole. At that time, a date for the caucus
will be set and logistics will be determined and communi-
cated to the entire community. In addition, | am person-
ally committed to keeping you and all members of this
community informed as this transition process goes for-
ward.

As a group of individuals entrusted with the responsi-
bility of serving the needs of this community, we under-
stand that we must not lose sight of our mission, vision
and goals. A strong, committed and well-organized NHF,
working with the entire community, offers the best hope
that we will continue to have better treatments, and one
day, a cure for hemophilia and other bleeding disorders.
Sincerely,

Richard Metz, MD
President
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Another Option for Venous Access in Children with Hemophilia

By: Leonard A Valentino, MD., Beverly D. Dooley, B.S.N., P.N.P, Audrey Taylor, B.S.N., Debra Honig, M.S.W., L.C.S.W.,
Gladys Lee, M.B.A., Walter J. McCarthy, M.D. From: The Parent Empowerment Newsletter, May 2003

Parents of young children with hemophilia face a chal-
lenging decision—how best to access small veins? Par-
ents need to determine a plan for therapy with your doctor
and nurse and decide how best to administer factor to
your child. You may choose episode-based factor infu-
sions in response to each bleed (“on-demand”). Or, you
may choose prophylaxis—regular preventive injections
when your child isn’t bleeding. Learning to give factor at
home can be stressful. Yet, once this skill is mastered,
families feel a sense of freedom, independence and em-
powerment.

Traditionally, parents of children who need regular factor
infusions, whether for prophylaxis or immune tolerance
therapy, have two options to deliver factor. First, they can
use a simple needlestick with a butterfly needle (a proc-
ess also called “peripheral venous access”). Increasingly,
parents have opted for the second choice: the placement
of a central venous access device (CVAD), such as
Broviac, Hickman or Port-a-Cath. But for many parents,
these two traditional choices present a problem. Enter the
AV Fistula, a third option for accessing your child’s veins.
It's not a port or other implanted device—it's a surgical
procedure that creates an enlarged, natural vessel that
parents can access more easily. It's new to the hemo-
philia community, and it's worth exploring if your child has
difficult-to-access veins, and you are not comfortable with
the current options for venous access.

Problems with Traditional Options
Unfortunately, even with the best of care, complications
may still arise. In newborns, young babies and even tod-
dlers, veins are often difficult to see and enter with a nee-
dle. Nevertheless, a group of experts convened in Wash-
ington, D.C. to discuss the uses and problems of CVADs
concluded that injection in the veins of the arms or hands
(peripheral veins) is highly desirable, and should be the
first choice for venous access in a child with hemophilia.
This conclusion was based mainly on the high rate of in-
fection that occurs with CVADs.

Further raising concerns, deep-vein blood clots related to
CVADs are reported with increasing frequency. When
peripheral venous access is difficult, and limits the ability
to provide optimal care, parents may want to consider an
alternative to CVADs. At RUSH Children’s Hospital in Chi-
cago, we have chosen to offer the AV Fistula as an option
for families with hemophilia.

The Arterio-Venous Fistula

The AV Fistula is a surgical procedure resulting in the
enlargement of a vein, usually in a child’s upper arm, so
that parents can gain easy venous access by a regular

needlestick. To create an AV Fistula, the surgeon estab-
lishes a connection between a selected artery and vein.
As the AV Fistula “matures” after surgery, this connection
promotes the growth and enlargement of the selected
vein.

These AV Fistulas are “natural,” and do not involve syn-
thetic implants. Because no device or foreign body is
used, the risk of infection is very low. On the other hand,
the vein and artery used are quite small, and occlusion or
fistula thrombosis is a possibility. The risk is estimated at
not more than 5%, or one in 20 cases.

Once the AV Fistula is created, there is a six to eight-
week waiting period, during which the vein matures and
becomes ready for use. Until then, factor is given through
a PICC line (a tube, or catheter, inserted into an arm vein)
that is placed at the time of surgery. The AV Fistula sur-
gery can be “reversed” if there are complications or cos-
metic concerns. (An AV Fistulae may be barely noticeable
or an obvious lump under the skin.) If the vein fails to ma-
ture, no intervention is required.

This procedure requires a skilled surgeon with experience
in AV Fistula placement. Your surgeon should carefully
explain all the risks, benefits and alternatives. The entire
process takes about three hours in the operating room
with anesthesia. The surgeon isolates the selected vein
and artery, and connects them—creating a “short-circuit”
path for blood to flow, so that arterial blood flows into the
vein, and to the hand below the AV Fistula. This results in
the enlargement and thickening of the vein wall, so that it
can be seen, felt, and accessed repeatedly. So far, when
used in kidney dialysis patients, there is no apparent
problem related to the “mixing” of venous and arterial
blood.

The AV Fistula is not new to hemophilia. The first one
was placed in a hemophilia patient in the early 1970s.
Still, we do not yet know the long-term effects, and
whether a patient will experience circulation problems
later in life. Currently, this procedure should be reserved
for patients who have failed traditional forms of venous
access, or are participants in clinical research to collect
data on the effectiveness of the AV Fistula procedure.

Hemophilia is an expensive disorder. Families don’'t need
the financial burden of unnecessary surgical procedures.
Therefore, the need for “artificial” venous access
(placement of a CVAD or AV Fistula) must be clear. Third
party payers have traditionally covered the costs of plac-
ing a CVAD or AV Fistula. AT RUSH, the average cost,

(Continued on page9)
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Opening Hearts, Opening Homes
By Nathalie Smith, RN, and Tim Mulherin, MA, MSN

A Mother’s Tale

Blood is a special concern for children with hemophilia,
but bloodlines don’t seem to matter when a child finds
acceptance in a loving home. Just ask Pat Lewis, who
with her husband Joseph learned 40 years ago of a
seven-week-old-boy with hemophilia who was available
for adoption. “I called our family physician,” recalls Pat,
“and he assured me that having hemophilia was similar
to being a diabetic, and that the condition is easy to con-
trol with medication.”

Fortunately, there were few bleeding events for their
adopted son, except for a hamstring hemorrhage and a
fair number of nosebleeds. Having a child with hemo-
philia ultimately inspired the Lewises to become activists
in the hemophilia community. Pat and her sister Katie
founded the Indiana National Hemophilia Foundation
Chapter 37 years ago, and the Lewises served on the
chapter board for more than 30 years. She says now
that the bottom line in becoming adoptive parents,
whether to a chronically ill child or not, is “to love chil-
dren and want to make a difference.” And, she adds,
“only unconditional love will do.”

There’s Always Hope

In 1996 Tim and Janet Mulherin became foster parents
to a 13-year-old boy named Chris who had severe factor
VIII deficiency hemophilia. Chris didn't want to have
hemophilia, and he didn't ask to be a foster child, either.
He often tried to forget his condition, even to dangerous
extremes: once, for nearly a month, he skipped taking
his prescribed factor dosage at school. Chris is a tal-
ented artist, and often expressed himself through draw-
ing and poetry. Much of this work was dark and painful,
but it was the willingness to deal with his demons that
counted. In all, the Mulherins cared for Chris for more
than three years. Two more years and numerous hard
living experiences later, he is now adjusting to independ-
ent life as a young adult. Through an assisted living
program, Chris lives in his own apartment, but he will
never be entirely selfsufficient and now welcomes the
support he receives from his foster parents. Foster and
adoptive parenting is a calling, says Tim Mulherin.
“There is no real glory in it; in fact, the glorious idea of
saving a child from a lonely existence outside of the love
and security of a family is the wrong motivation for
adopting a child.”

The Essential Questions

People who are thinking of adopting a child with special
needs should give thought to a few issues of central im-
portance. For instance, when adopting an older child,
anticipate that a chronic illness may be only one of many
challenges the young person contends with. Don

Colburn and Kathy Ann Keenan speak about their experi-
ence with their son Miro, who they adopted from a Bul-
garian orphanage when he was 10 years old. “As par-
ents we were most worried about the hemophilia, but the
disease was not the biggest problem. Behavioral and
emotional hurdles were more challenging. In this way,
Miro was much more like other adopted children than he
was unlike them,” the Colburns said. Behavioral chal-
lenges are quite common among children who have
spent a lot of time in foster care, says Andrea Christy-
Glover, a family resource recruiter for Aid to Adoption of
Special Kids. “These kids are finally in safe surroundings
and able to connect with their many, many years of an-
ger, loneliness, frustration, rejection and fear. Under-
standing that these are the root causes of problem be-
haviors is important, and this is the beginning of healing.”

Christy-Glover also acknowledges the young person’s
grief, which is experienced intensely by most foster and
adopted children. “The majority of children in foster care
have been rejected by their parents- and this hurts.
Adults move more quickly through grief, but for kids it is a
very hard process. They put up emotional walls that
must be taken down brick by brick. “This is done with
good parenting skills — consistency, structure, patience, a
sense of humor- and the ability to love the child and wait
a while to be loved back. “All these things,” Christy-
Glover says, “will bring that child to the point where he
can meet you in the middle.” Bridgett Morales, program
coordinator of Indiana’s Adoption Initiative, could not
agree more. “People think they are going to go in and
help a child by giving him a home that he didn't have be-
fore, but they shouldn’t expect him to be verbally thankful,
at least for a while.” She adds, “An adoptive parent’s
glory comes in different ways.”

It is important to consider one’s family situation carefully
before deciding to adopt. A lifestyle that is flexible
enough to include a child with special needs (emotional,
physical and behavioral) is the first and most important
criteria.  Christy-Glover recommends that prospective
parents focus on three key questions: (1) Are we emo-
tionally ready to take on a child with extra needs for a
lifetime? (2) Are we financially able to care for our exist-
ing family, plus the adopted child? (3) Do we have
enough physical space in our home for another child, and
are we in good physical health, so we can meet his or her
special needs? “Make sure you are in a good place with
all three,” says Christy-Glover, “and if you are, you are
probably ready to adopt.” After a pause she reflects fur-
ther, “l can’t say enough about how amazing these chil-
dren are. Not just because they are survivors, but be-
cause they are really just great kids.

- from Hemaware, Volume 8, Issue 4, July/August 2003
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The Birth of a New Technology: Genetics Diagnosis and Pregnancy
By Mike Dougherty

Couples with a genetic history of hemophilia may agonize
over whether to embark upon or proceed with a preg-
nancy. Pre-implantation genetic diagnosis (PGD) is an
option for genetic testing of an embryo prior to preg-
nancy. The advantage of PGD is that it minimizes the
need for consideration of pregnancy termination. Mayo
Clinic in Rochester, Minnesota, recently began offering
PGD in an integrated fashion, relying on experts in each
clinical area, including genetics, fertility and hemophilia to
ensure the process is smooth and coordinated for the
patients. While the approach of Mayo Clinic’s PGD Pro-
gram is not unique in healthcare, Alan Thornhill, PhD,
director of Mayo Clinic’'s PGD Laboratory, said it suits
Mayo’s philosophy of integrated care. “We have a tradi-
tion of quality and we’re sticking with that in this model,”
Dr. Thornhill said. “Everything happens on the same
campus. Combining our efforts on a single campus al-
lows us to ensure quality among everyone who is focus-
ing their work on this couple.”

Kelle Steenblock, a genetic counselor at Mayo Clinic,
claims “Everybody has their own opinion about this area.
PGD testing is done prior to becoming pregnant and may
reduce the anxiety of waiting 12 to 16 weeks before
learning the sex of the child and the potential problems
that may result.” The process begins with the decision of
whether PGD is suitable for particular couples and
whether their personal beliefs about when life begins are
compatible with PGD. Since PGD is performed before a
pregnancy has begun, it may be more acceptable to
those who have had an affected child, terminated a previ-
ous pregnancy or have objections to termination of preg-
nancy. “This is about individual choice,” Dr. Thornhill
said. “Society or even your doctor isn’'t making this deci-
sion for you. For some people, having a child with hemo-
philia is too much for them in terms of the financial and
emotional costs. They might look to PGD as an option.”

Hemophilia A and B are Xlinked bleeding disorders suit-
able for PGD. “Deciding to be parents is a huge under-
taking, especially if each male child is at risk for being
affected with hemophilia,” said Rajiv Pruthi, MD, a hema-
tologist at Mayo Clinic. “People can live fruitful lives with
hemophilia; however, handling the economic, physical
and emotional toll will vary with individual families.”

For example, NHF reports that prophylactic treatment
might require about 150,000 units of clotting factor per
year for a 65-pound child at a cost of $85,000 per year.
Insurance companies consider coverage for this treat-
ment on a case-by-case basis. Those who choose this
treatment face the possibility of reaching their insurance
caps much sooner than those who do not. For those who
develop inhibitors, the expenses are significantly more.
The expense in the shot term might seem high for PGD,

but there is potential for long-term savings, according to
Prughi. People considering PGD should weigh these
long-term costs with the short-term costs of PGD and in
vitro fertilization (IVF), the process in which embryos are
obtained by combining eggs and sperm in the laboratory.
Combined costs for PGD and IVF can run in the range of
$15,000.

At Mayo Clinic, the PGD process begins with a visit to a
genetic counselor, such as Steenblock, who says a re-
view of all medical history and records determines
whether the potential parents are able to use PGD.
There might also be a genetic test to ascertain if the par-
ents carry hemophilia. “Parents need to understand the
benefits and limitations and see if it is right for them,”
Steenblock said. “Every family is going to approach this
differently. It's a moral and personal choice to make.
Our role is to present things in an open and honest man-
ner and let the patients decide what's most important to
them.”

Once a decision is made, the mother undergoes a proc-
ess to obtain her eggs for fertilization. For sex-linked
disorders where generally only males will be affected, the
embryos are tested and only female embryos are trans-
ferred to the uterus. In some cases unaffected carrier
embryos may be transferred into the uterus. These car-
rier embryos are not affected with the disease but could
pass it on. The goal is to have a child without hemo-
philia. At Mayo Clinic, strict ethical guidelines have been
established for PGD. These guidelines include the deci-
sion not to offer gender determination for social reasons
(also known as family gender balancing).

“We're choosing the most reliable diagnostic method
where there is likely to be no ambiguity in determining the
sex,” said lan Tummon, MD, clinical director of Mayo's
PGD Program. In terms of fertility potential, Dr. Tummon
notes that in general, younger women have a better op-
portunity to become pregnant. But even if a woman has
become pregnant in the past, IVF does not guarantee a
successful pregnancy. The IVF procedures for couples in
whose families hemophilia is a factor are the same as
those for routine infertility patients. On the morning of the
third day after egg collection, the embryo should have
reached a stage in development where there are six to
eight cells. One or two cells are removed from the em-
bryo for testing, then the embryo is placed into the incu-
bator to continue development. Studies have shown that
cells can be removed at this stage without affecting the
normal development of the embryo.

Individual cells are tested using a procedure called Fluo-
rescence In-Situ Hybridization (FISH), which is sensitive
enough to detect abnormalities in a single cell. When all
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the test results are gathered, a decision is made as to which of the unaffected embryos are most suitable for transfer to
the uterus. A pregnancy test is performed two weeks after the embryo transfer. If the patient becomes pregnant follow-
ing the embryo transfer, Mayo Clinic likes to remain in contact with the couple for the duration of the pregnancy and be-
yond. Although diagnostic accuracy is high, the demands of PGD are such that the result can never be 100%. For this
reason, some patients may wish to consider prenatal testing (amniocentesis or chorionic villus sampling) to confirm the
pre-implantation diagnosis result. “Mayo Clinic is known for its work in longitudinal studies and we would like to be able
to follow up with the families and their children in the years to come,” Dr. Thornhill said. “We’re not just interested in get-
ting people here for the treatment. Our goal is helping couples who want to have children find a safe way to do so. We
care about the long-term health of the family.

-from Hemaware, January/February 2003

(Continued from page6)
Another Option for Venous Access (continued)

including factor, in 2002 for the placement of an AV Fistula in a boy with hemophilia was $29,000 compared to $40,000
for a Port-a-Cath.

The Decision Process
For some families, beginning with peripheral venous access—regular needlesticks with butterfly needles—is a good op-
tion. With positive training by HTC staff, parents usually gain skill and confidence.

Some parents opt for a CVAD. Subcutaneous (below the skin), totally implanted devices like the Port-a-Cath are most
frequently used. They have the advantage of low visibility, and are easy to access. However, they may become infected
and need to be removed. External central venous catheters like the Broviac or Hickman are typically reserved for chil-
dren whose hemophilia is complicated by inhibitors, or for short-term venous access—for example, to treat a trouble-
some target joint. They carry an increased risk of infection, and may be accidentally extracted. Both external and subcu-
taneous devices carry a risk of blood clots.

Creating an AV Fistula may combine the advantages of using peripheral veins with the benefits of a CVAD. However, all
three options require surgery and are expensive. Parents need to do their homework when it comes to selecting an op-
tion for venous access.

PAID ADVERTISEMENT |

Patient Advocacy
# Continuous infusion for post-surgery pofients
* Inhibiters and Immune Tolerance Progrom

Full line of foctor products within 2% of
prescribed dose

= (ontrocts with mere than 1,100

insurence carriers including state,federal LOOKING FOR VOLUNTEERS!!

government plans

* Resource librory Would you be willing to answer questions

* Community reinvestment from other affected persons or parents about is-
sues involving blood disorders? We’re hoping to

 Travel Assistonce Program . ) . . .
establish a rotating referral list to field questions

* Pafient educotion handboaks in both English about subjects such as surgeries, joint replace-
ond Sponish ment, discipline, ports, self-infusion and so on. If
S COMPARE {Comprehensive Orthapedic you'd be willing to have your name on the list,
S ALIH?% ﬂ““"ﬁﬂi’”:““ Program and Rehabilitation please call the HACA office at 703-352-7641 or
ot sl email us with your name and number at haca-

cares@aol.com. Thank you for sharing your
knowledge with others.

REFERRAL LINE S00.992.4007
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Hemophilia Association of the Capital Area

3251 Old Lee Highway, Suite 3
Fairfax, Virginia 22030-1504
Tel: 703-352-7641

Fax: 703-352-2145

Web: www.hacacares.org
Email: hacacares@aol .com

Dear Potential Golfer:

The Hemophilia Association of the Capital Area (HACA) invites you to join them for their
9™ annual DC Hemophilia Open. The tournament will take place on Monday, May 17, 2004 , at
2:00 p.m. at the beautiful Gunston Course on Fort Belvoir.

HACA'’s golf event raised nearly $30,000 last year and with your support and participa-
tion this year, we can reach our goal of $40,000 and significantly impact more lives. These dol-
lars support many important programs that directly impact the lives of people with bleeding dis-
orders. Children went to summer camp, families had a chance to meet others similarly affected
at our educational seminar, and a “hands on” resource was provided to affected families.

Participation as a golfer includes greens fee, cart, range balls, course refreshments, and
a delicious steak dinner. The format for the tournament will be a best ball scramble with prizes
for longest drive and closest to the pin. This year, Reynolds Auto Center in Orange, Virginia is
donating a 2004 Pontiac Grand Prix for anyone lucky enough to get a hole in one and Ruth’s
Chris Steakhouse in Fairfax Corner will be sponsoring a putting contest with a delicious steak
dinner for the “top putter”.

To reserve your spot for this year’s exciting golf event, please complete the enclosed
form and return it in the self-addressed envelope. About a week before the tournament, we will
send you a packet with all the details. In the meantime, if you have any questions or might be
interested in the sponsorship of a hole or in donating items for the silent auction, please don’t
hesitate to call us at 703-352-7641.

We look forward to seeing you at the Gunston Course on Fort Belvoir on Monday, May
17, for what promises to be a very fun day of golf.

Sincerely,
Cliff Krug

Cliff Krug, Jr.
Chair-DC Hemophilia Open

Page 10
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Registration Form
HACA Golf Tournament 2004

Yes, | would like to participate as agolfer. Enclosed please find $150 for my registration.

Yes, | would like to register a foursome. Enclosed please find $600 for our registration. (Include additional names be-
low.)

I would like to support HACA through the purchase of atee sign. Enclosed please find $200.

| am unable to golf in your event, but would like to show my support. Enclosed please find my tax-deductible donation
of $ .

Non-playing guests' dinner at $25 each. Please provide names for front gate clearance:

Names

Registration for the 2004 HACA Open implies consent that any photos taken during the event may be used by HACA for coverage
and promotional purposes, including but not limited to, newsletters, brochures, media coverage and web sites. Please notify the
photographer if you do not want your picture taken or used for promotional purposes.

Name: Name:
Address: Address:

City, State, Zip: City, State, Zip:
Home Phone: Home Phone:
Work Phone: Work Phone:
Name: Name:
Address: Address:

City, State, Zip: City, State, Zip:
Home Phone: Home Phone:
Work Phone: Work Phone:

Please make checks payableto HACA — For charges, complete the following:

4 Mastercard a Visa Credit Card# Exp. Date
Amount $ Name on Card
Billing Address

To reserve your space(s) more timely, forms may be faxed to: 703-352-2145
Questiond/Information 703-352- 7641

Mail to: HACA
3251 Old LeeHighway #3
Fairfax, VA 22030-1504

Page 11
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PAID ADVERTISEMENT

Discover the freedom
of 2.) mL diluent.

Bayer HealthCare | Kogenate FS
Biological Products Division Antihemophilic Factor
(Recombinant)

Farmulated with Sucrose

For more information, please contact your local
Bayer Account Executive, Jack Shoff, at 301-788-0721 or toll free at
1-888-792-2937 x84807,0r by e-mail at jack.shoff b@bayer.com
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PAID ADVERTISEMENT

Introducing the world’s first and only plasma/albumin-free method recombinant Factor VIIL.

It's a major advance on a major advance.

5
ADVATE

Antihemophilic Factor (Recombinant),
Plasma/Albumin-Free Method

A whole new outlook

Ask your healthcare provider about advancing to new ANVATE rAHF-PEM today.
www.advate.com 1-888-4ADVATE
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