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ody Schrimshaw'smorning routine is usually
the same. The l5-year-old high school freshman, who has severehemophilia A, wakesup
to his alarm clock. brusheshis teeth, crams his
schoolbooksin his backpackand headsto school.
There 'sjust one variation,and it's a big one. Everyother
day, before rushing out the door, Schrimshaw,of Black
Creek, Wisconsin, grabs his factor from the fridge, drops
into a chair by the door and infuseshimself. He's been on
prophylaxis since he was 13 months old and self-infusing
since ege 10. "I like to do it quickly-in and out," he says.
Schrimshawdoesn't see his morning infusions as a
choro, Ho seeothem ao a passportto freedom. "Whatever
you want to do more of, infusing yourself will let you do
ttDoing it rnyselfgivesme more freedom to do
it," h.
"ry".
whatever else I want, I can go over to my friend's for the
night. I can go wherever I need to. I don't need my parents
there to infure me."
Freedom is appealing, but to get it, you have to handle
your bleeding disorder.That meansremembering to infuse
end recognizing a bleed while juggling classassignments,
work, dating and socialpressure.
KODY SCHRIMSHAW 15.REVELSIN HIS FREEDOM.
To find out how to take control of all the aspectsof
your life , consider these tips from other teens and adults
in the know.
ter in Farmington. "Often, this makes flawo oeem exaggerated in teens' minds. They might feel invincible and deny
FE S SU P
their hemophilia or be lesswilling to sharewith peers that
If you're hesitant to disclosethe details of your bleeding they have a bleeding disorder."
disorder with friends, you're not alone.
Ironically, a 2003 study in the journal Health Education
"It's a normal part of adolescencefor teens to become and Behauiorshowsthat teensfeel better about themselves
increasinglyidealisticabout what they should look like and and their medical conditionswhen they open up to friends,
how they should behzveand to worry about fitting in, bul- They're more likely to infuse, lesslikely to ignore bleedo
ling and peer pressure," saysDawn von Mayrhauser,MSW, and lesslikely to get injuries from dangerousacrivities.says
oocialworker at the Universityof Connecticut Health Cen- ColleenJoiner, LMSW. She is a socialworker at the Flemo-

.; TATKING
TO YOTJRTEEN
For teens,part of growingup is doingthingstheir parentsdon'tlikeandpayingthe price.lf you'rea parent,this
can be torturousto watch.But it's importantto let teens
guidethemthroughfearfulmoments
makesmallmistakes,
andset limitswhenit'sdangerous,
saysErinStang,MSW
socialworkerat the MountainStatesRegionalHemophilie
andThrombophilia
Centerin Aurora,Colorado.
"lt's like driving-every1S-year-old
wantsto take the
car out by himself,but it's not legalor safe,"saysStang.
"What'ssaferis havingan adullin thecarwithyouasyou're
learning."
If you'reunsurehow to talk to your teen, you'renot
alone.Considerthesetips:
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philia Four-rdationof Michigan, a chapter of the National
Hemophilia Foundation (NHF) , in Ypsilanti.
Thc Hemophilia Four-rdation of Michigan created "A
Bleeder and A Br,rddy,"a group in which teens with bleeding disorders ir-rvitefriends without a disorder to a weekend
retreat. There, tl-re friends learn what bleeding disorders
at-c, abortt the con.rplications and what activities are risky
for teens who have them.
"What happer-rs is that the friends become more calltir)r.lsor protcctive," says Laura McGinity, LMSW, social
wor.ker for- tl-rc University of Michigarr Hen.rophilia arrd
(.oxgulxtion Disorclers Program in Auu Arbor. "They may
sa7 'Maybe rve shouldn't do this. Maybe yotr shorrld infr-rse.'
Since all teens-whether they have a bleeding disorder or
not-get themselves into risky sitttatiot-tsthey can't get out
.f, he.'irTga fiiend there helps."
Ilcuides, lcttine yotrr fiiends in on this part of your life
uray draw you cl,-rscr.Cetting used to talking abottt yottr
ltlccdins di;oldcrs tvith peers, wl'rether they have bleedittg clisor-clcrsol' llot, calt llrake you feel urore cotnfcrrtable
with yottrsclf-.yotll- clisorder alld your treatment. That's
what happenerl with Schr-irrshaw.I{e has attended bleediltg tlisofde fs catup fof years. Hc sends text messages and
talkri rvith his canrp fricnds daily. "I can't 5;o a day witl-rotlt
talkins to sorercone liom camp," he says. "They just kr-row
.vhnt's going or.rrvith lif'e arrd everything that's happening
to you. 'l-hey ere one-of-a-kind people you can't fir-rd any-

IP YOU,REHESITANT
THE
TO DISCLOSE
DETAILSOF YOUR
BLEEDINGDISORDER
WITH FRIENDS,
NOT ALONE.
YOLJ,RE

OPE NU P

clot normally."' The next question is usually, "What does
t'lf I
got
that rnean?" He has a sinple ans\vcr {br that, too;
a cut, it wouldn't stop bleeding for a lot longer tims than
it would for them. Then tl-reypre tty lnuch ge t it."
Different people need differellt degrec:'i of detail.
says Erin Stang, MSW, social lvorker at the Ulliversity ot'
Colorado Denver Hemophilia and Throlnbosis Celltel.
Friends. for instance. don't need to kuow more thalt what
Schrimsl-ral shares, but others do. Coaches, for inttance
'
need all the details. Tell your coaches and traiuers abcrut
your diagnosis and which activities are sa{'eand which y..,
need to avoid. Your parents and your doctor will probably
have to provide a waiver fbr yor-r to play at school, and
you'll probably have an irrdividttalized health platl with
your school tl-rat details how the school shotrld respond

Schrirnshaw knorvs how to tell r-rewfriends about his bleedir.rgdisorder. He rttt.tsthrough the drill. The first qttestiorl
after he rerrealshe has hemophilia is always,"What's that?"
I Iis ensrver is brief: "l.just sa1','It meaus rny blood doesn't

to your medical needs.
Don't be surprised if your pareltts want to accompany
yon to talk to your coach abottt yor.rr bleeding disorder,
saysStang.

whcr-c else."

Let Your Teen lnfuse
Thiscan be the hardeststepfor parentswho havebecome
bleedingdisorderexperts.The moreyou let teensmanage
the morelikelytheyareto feel
theirown bleedingdisorders,
trustworthyand to come to you when they need direction.
Talk About Other Teens
"l oftentalkto teensabouta thirdparty,"saysLauraMcGinity, LMSW, social worker for the Universityof Michigan
H e mophiliaand Coag u l a ti o nD i s o rd e rsp ro g ra mi n Ann
Arbor."l'll say, 'l talkedto anotherteen and he said this
was helpfulto him.'Thatis betterthansaying,'Here'swhat
you shoulddo.'Teensdon'ttakewell to lecturing"
Make sure your teen staysconnectedwith peers.Find
out aboutteen groupsthroughyour localhemophiliatreatment center (HTC) or talk to a socialworker about your
teen's concerns.And don't forget:Your teen can talk to
the socialworker at the HTC himselfto get the answers
to his ouestions.

Provide lnformation
No teen thinksevery situationthroughthoroughly.When
your teen comesto you with questions,shareyour expertise. Offer to search the Internettogether so you can be
includingvetsureyourteen is gettingreliableinformation,
ting blogsby otherteenswith bleedingdisorders.
S et B oundari es
It's one thing for a teen to forget to prophylacticallyinfuse
occasionally.lt's quite another to refuse to infuse before
practice,a game or a competition.
"lf a teen is goingto playbasketball,
for a
it'sappropriate
parentto insist he infuseprophylactically
beforethe game
or he doesn'tplay,"saysStang."l'd neversuggestlettinga
teen makea hugemistake."
R emi ndteens that you trust them, but your j ob i s to
teach them the best care for their bleedingdisorderso
they can handl e thi ngs themsel vesw hen they l i ve on
thei row n.
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"Ultimately, it's the parent's responsibility to consent for
the teen to play," she says."Parents need to be sure coaches
and trainers know what to do in an emergency. They should
ensure coaches and other sports supervisors know of their
teen's bleeding disorder before allowing them to play."
Edr-rcateernergency room staff. Provide them with a letter
from your hematologist describing what rype of factor deficiency you have, how much factor you have in your blood,
the t'-pe and dosage of factor product you use and what to
do first. Also, provide your health insurance information.

SPEAK
UP
If you don't know some of your health information or
Zren't sure lrow to talk about your bleeding disorder, don't
just let it go. Managing any chronic illness means asking
questions until you understand, and speaking up until you
pyetyour needs met.
That may require yolr to speak up in a way that you
have before, says Stang. When you meet with your
'"ter
trcatncnt tearn, dontt-just accept whatever they tell you. If
you don't understand something, ask questions until you
get anower5.
Girls with bleeding disorders may have to ask teachero fcrr permissior-r to leave class to check on a very healy
period or go to the nurse's office. Talk to your treatment
team about ways to reduce monthly bleeding and how to
de2l with cramping and pain.

STAND UP
Another aspect of every teenager's life is the quest for independence, Practice doing your infusions yourself. For teens
whose parents still infuse them, order their medications
and manage their insurance, it can be easy to postpone
this particular part of growing r.rp. But leaning on parents
leaves teens unprepared to deal with bleeding disorders
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MEREDITH
RASH,I9, ENJOYs
THEVIEWATSAGUARO
IAKEIN MEsA,ARIZONA.

on their own. That's the situation frrr Meredith Rasl-r.Thc
l9-year-old from Austin, Texas, has von Willebraud disease
and recently moved two and a half lrours fi()m her parents'
home. Like many teerrs with von Willebrend cliseaseor
mild hemophilia, Rash has had to infuse infrequently. She
knows lessabout how to self-infirseand ebout her disorder
in general than teens with severeor moderate hemophilia.
Some teens with mild bleeding clisorders may not even
know how much factor to use or how to recognize a bleecl,
though Rash knows both,
Still, Rash admits she's nnprepared to care for her
health. Right now, her plan is to hope she doesn't have
a bleed. She hasn't found the nearest treatment center.
If she does, she says she will teach an emergeracy room
nurse how to infuse her-but
that may be difficnlt since
she doesn't know how to infuse herself,
Rash knows that her plan is faulty. "I need to learn to
infuse," she admits. "BLrr now I have a day iob and a night
iob. I have no time."

I

-

.....I
DON,T ALWAYSTHINK THINGS

I END
THROUGHAND SOMETIMES
TJPNOT BEINGAS SAFEAS I SHOTJLD8E.,,
Your best bet is to avoid procrastinating about your
health. The time to learn how to self-infuse is before you
I.... ho-e. "AIl teens are pushing back, trying to learn to
b. i-depend ent,^n w^y," saysEdwardJ. Kuebler, LMSW-AP,
senror social worker at the Gulf States Hemophilia and
Center in Houston. "They have to Practice
Thro*bophilia
being indep"ndent,"

FOLLOWUP
When Schrimshaw's friends suggest playing football, he
considers the bleeding risks, but isn't always as cautious as
he could be. "sometimes, someone wants to do something
dumb and I go along, like playing football or soccer," he
says."I think about my hemophilia, but I don't always think
things through and sometimes I end up not being as safe
r" I
be."
"ho.ld
Like Schrimshaw, you may know you shouldn't engage
in risky physical activities. Before you act, talk through
the consequences with a close friend or your parents. Do
research online or discuss with your hematologist the consequences for someone with your bleeding disorder. For
instance, learn more about the impact of a serious head
bleed from a football or a bike-racing injury or the longterm consequences of untreated joint bleeds.

l o rN uP

Talking to other teens with bleeding disorders can alleviate some of the pressures you're feeling. If you want to get
involved with other teens with bleeding disorders in your
area, NHF's National Youth Leadership Institute (NYLI)
is a good place to start, The group gives you a chance to
get involved and lead events for other teens. Founded
in 2004, NYLI involves youhg adults in the bleedir:rg disorders community by leading events such as camps and
retreats for teens and young people with bleeding disorders. Joiner says attending these events and camps can
make teens and younger children feel much more comfortable with their bleeding disorder. This can result in
making them more likely to talk openly and appropriately
about their disorder with friends, more likely to infuse
and more likely to think before engaging in activities that
could lead to a bleed.

S ETUP
Finally,try to make life simpler.Considermakingyourbleeding disorder treatment part of your everydayroutine:
t Createan infusion schedul.e.Infuse
at the same time and
place everytime.

for
. Put )our suppliesin oneplace. Designate zn
^rez
your supplies-one drawer in the fridge, for exampleand make it offlimits to anything else.
o (Jsea calendar Near the spot where you infuse, hang
a wall calendar,and place the sticker from your medicine
on the day you infused.
That way, you can tell
immediately when you
should do it next.
o KeeF a treatment log.
Logs are like calendars,
helping you keep track
of when you've infused,
when you're due and
when you need to order
more factor.
This setup works for
Schrimshaw. Although
KODY SCHRIMSHAW KEEPS HIS SUPPLIES IN
EAsIER,.
TO MA|(EINFUSION
m e a n s ONEPTACE
prophylaxis
he hasn't had a bleed
in years, he still knows he has to be proactive about his
hemophilia. If you're like him and rarely blee d because of
prophylaxis or a mild disorder, remember: Breakthrough
bleeds and accidents can happen.
'You should always be thinking about your ble eding dioorder and planning ahead," Schrimshaw believes. O

To LearnMore...
. For more information about NYLI or to get involved in youth activiand click on NYLIunder
ties,visitNHF'sWeb site,wwwhemophilia.org,
"Programs." You can contact Jennifer Crawford, NHF education manot 212.328.3738.
ager: jcra\,vford@hemophilia.org
. lf there are no teen events or camps near you, call NHF for assistance
in starting one in your area.
. Contact HANDI, NHF's informationresource center, 800.42.HAND|
for more informationabout teens and bleedor handi@hemophillia.org,
ing disorders.
. Ask your local NHF chapter about events for teens.
. Contact Leading Edge, a NACCHO program for young people:
wwwnaccho.com.
. Read the article "The influenceof social support on chronic illnessselfmanagement:a reviewand directionsfor research."Health Education&
Behavior.2003:2:17G-195.
. Read "Models for psychosocial services in the developed and
developing world." Haemophllla.2004;10 Suppl 4:25-29.
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