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Q&A with Michael Coyne, MD

A trip 1o an emerpgency department (BT} can be a dont-
kg expegitnee for parents: The child's safcety and well-being
arey ol course, inthe forefront of o parents mind,and womys
anxiety and fear aevay o I there asowell, On top of all
theis bmuapine shan e doctoss e thie ED arentwell informed
abuet the cilld's canditian and .rl:l:nlf}' ACTLISE t|1|='|:..:|_rr|:1l;s.
of ahie This acenarin 1Y SCLETE 45|i.=:|||1'|1inﬂ, lat it &5 3 fact
for by psirenks of children withe blesding disorders
Erronems. kniwledpe and misunderstanding of the com-
ity kel severty ol hemophilia-related pooblems ane com-
monplace. & child who looks healthy may in fact be sug-
fering from severns intemal blseding: Allematively, bnils-
irggy il solt lisue swelling iy socur withoutdnjuny despite
lerroiv parental eflocls aimed ot safety, Michael Coyne an
eergtney prhivsiciin, whoo ks the sssistant director ar che
Prepantzt of Emerpency Modivine ar the Berkehine Medical

Cener i Pinsfield, Massachiiseis, anel s 0 member of NEHTFS
Board of Threctors, offéss some sound advice o parems
of 8 eliild witls o blesling diserder wha need to ke i
chidd io the EDL

HemAware: Whal do parenis: necd o bring wooan EBVIE
they must push feele child tene?

Dir. Coyne: There are afew ilemns that are nporiant The
first one = clotting Gewe and infusion supplivs, The sec-
wncl is o fee pack i the child has susained an fnjuey that
requires i such as omuseleor a joint bleed, Third wold
b an cmergency reabnend trodaciony sote from die child's
phyabcian, This mre woukbinclucde an explastion of whis
henophilia ks and basic management guidelines; thie physi-
clan's deseription of the child s tvpe of hemophilia; e
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B il sevedily of the hemoplilis; nhibicer st
sz & desame charl that sioplifies elobing fictos
replaceasent for specific Injuries or specific types
of Bleeds; amd s prodect than i sdvecsied fog
this patient

The next items that should be broaghtane Use
plinre mumbers of the child's hematologlst pedi
atrician and hemaphtlia weatment center (HTU],
if the child & affilted with one, The prents shoold
alzo bring theie kvowledge of hemophilia, confi
denece in their knowled pe and their asserteness,
Tothiz end, WHS information service. AN (R
A2-FLAMND or lund idthemophiliaorpl has anoemer
prenney Dresitimens] packer and i inare spme articles
abait bemoplidlia esergency care. I0s always help
ful for guirenies o bitng an aticle |preferabhy ane
from an ensergency medicine journal) with them
b casie they need 1o bring attenbon @ an issuc
or andesscnie SRR R ] SOOI L (LA L E]E
Feed it ilweie chilel's care 15 helng, mismansped or
the triape is being excesaively delaved, ey cin
simphe neference o section inle anice Bring this
tin e arlention of e elage nose or physicln
amal elarify e thiems sl yooe imderstanding 4s ol
thee accepted stindied of medical care.

I vszally sbvise people 10 Keeqea letter {rom
thedr physician, an emerganey nedicine areicle on
hemophilia and impastant phone nambers ina
travel pack, along with their Deog and infasion
surprpliess. This shoulil sccompany fantilies when-
wver Lhiy v iravel irng. M ave ever antickpaies an
emergency, however, sbanesd plnning may make
all thee dillerence whien one arcves inibhe EL

[ wonalel aclsacate el when [II"..'ii.h.II'. parels
o swpplivel witly s oys, ganes or geading
material, as olben there i some down vnse inthe
Bl Forthis VUMLKY | hildreni :-.-:|:||.|'I|'.i|:|;..' Ly Cala-
ot thistm shanlil bus |J.|-:|||H||I.1.'.'|||'I|I.-.'r It's a1 Ewirtt

hlankel or a stofied animal

HemAwnree: 15 B inpomant 1oo@e research on hoes-
pifiks near whene yoar dive do ke sure ey are
prepared for a child with a bfeeding disorder?

DR. COYME: Firstof all, parems of clildren with
hemoprhilin weed o wnderstand quite ciearky that
hemophilia is 2 vare disordes and they slould never
e o conergency e personnel will abways

e aware of thie appropriane treatment for this dis-

[ Micka=] Cuyre

arder, Bairents aned canepivess inustacoep soam: of
e pespansibility o understanding e rreatnent
aml care ol IIl:IIH)l?]I-IIiJ. Fliysicians in an ED may
T very skilled Entreating commaon disorders such
as dHabete cmergensivs, earn sitcks and sirokes;
i welbein 11 Coamees 10 semdh ng |:|'||':|-' mry anly s
ey Vi or six years, Hiese clociors may nol be
o the topod teele game 1 parcits want v lelp
rnsure appraprale cire and decrease the chance
of treatmnent delays and mishaps, they wall need 10
dssiune s responsthility.

Farepts sheald, i pessibde, select an ED
swhiene thelr ematabogist and/e pedisirician i on
stafl This wiy, e Fomihe will have an accessible
acvarate amd [Raison b belp fem, Secondly, pr-
enis should make an appedntmen e visin the ED
stafi with an HTC nurse and 26 op an edweational
ine-sereice b pooyer sommae of e nnees thatare
importan wilh I1|'n|-:||:|hill.| G PRI CETE Some
phssoims ar nurses ooy nor Be Gmiiaewith clo-
ting factor or may ool usderstand thar rreaiment
miceads 4o be provided vrgenthy. Whike 1he child may
feok fne, hedshe mipht be bleeding indesmalk
Purenis cam cantact thie narrse pacogger of the depan:
ment or e physician divecior of the depanmen
o et up an appointmend,

1§ prarents T an eqdion aboul ceosing ot
a varlety of EDs, Lhey should leak ar prosiminy,
peddiacric experience I the instituton and a depan-
iienl bl s responsier o working with themn fepe-



clalby oo Elaad ls selllin o e witly pasents beloee
Band). 1 would recomssend it paeens fodlsw desii
treading, physiclan’s advice as e as selecting the
cepariment le or she believes s mos prepared
pix clial sl thele child's emengency when FTC care
kst op i o when the problem can't be -
el a1 b,

HémAware= How can peareni v '|:-ﬂ,|-'|1l-|'|l1'=
in e ELY concorming ablegations of clidld abus?
DR. COYME: First of all. [ think is importne
fiar parents o appreclane har commpetenl pieegeaicy
pleysiciane aiel morses st forever be aled 1o the
paasibilisy of child abuse i 2l clildrec. We aee
respoisilile Tor powviding children with o safety
et Parents shaulbd realize tua hemophili is @ ene
lisorder amd caregivers may nol be familiar wilh
lemophilla-related profdbems, beduding boising.
Whin a child prosents with bruises of differen
age and In differene placcs, especially fopoesaive
ares, the |5|i;||.|;|m.':i5 af abuse shoold .]Ih',q}'s b
Brouglut it suspicie PlyysicEns aml nurses are
eraiml v bk for hese tvpes of brudses.,

s wery important for pares o educae the
stall hat brudsing can eoour often in a child with
Besmophilia Parents mustinform the sadf hat their
s o7 sbsughier s a beeding disonber tat reequines
clatting Bwctor by belp slop the Blecding, and often
the child mey be covered with brdses that cause
him or her 0 look like an abosed child, Parenis
mipght mention how hard i is for them te be the
rexipient af snspecioees leoks and whispered accu-
zaliens from edher adults who haye noticed theis
bruised child. Bring ammunition in ke fonn of
literanare as support, Most ED stall will respect
information teal has appedared e an @merpency
melicine poer-reviewed Journal, Also, b s belp-
lal -t peference o nede from your childs plysi-
cam explaining that easy Bruising amd spentaneeus
Dbcclingy e swal uncommon dn childzen sdib Biemio-
phiti. Parenis should - bring the  physician’s
phaae numbser and say, “If you have a question.,
please call my docior.”

Heémanarre: What advice shookl parems give 1o
physicians who may be unfamillar with hensophili
withien corilioiled svitla g |:l.t||'-:_'||l Fonr 1= Tirsi
Elemie?

DR COYME: Lag thism kv yusn risdize yonar chikl
has o rare disorder and thar many physicians afien
husve very linbe expreriise in dealing with it Show
tlicas el you lave developed some expiise on
st v Dham 't Lss ofeaicd 1 shoae thae kr||,|w|L'duL:
vourve imassed. [nform the EL staff thar you weakd
like 1o wark with them sothal yoor child - has a
god] eutcome. I ebier wosds, cosite a cooperd-
tvi, tesaan aggpegach, Ol cliiciaoes the e
yau have and ihe phone numbers of comsalianis
||:|HIi|'I|I'I-':'i|'II'I"i aeel ]l-e'milrnlnpjﬁsl. Lzt them ko
svehab you ok s wroig wils voar claild aml wli
you beliewe peeds 10 be doae, Don'ebe afcaid 1w
speak up especlally inihe nstances swheee you foel
| he |'||'|].'.-.'i|'i:|:1':1 jlll’]ﬁl'nll":m may be WRANg, Or thir
actien they propose may B uinecessacy. Explain
hiw o bawe spent a Lot of time reading abooe
hemaphilia, Be professioml and respeciful, but
asserlive,

[ alsar believe it's usefol dor parems fo under-
stanel e an EIF funciions, A visit beforehand to
an E1Yis a1 good time o understasd the processes:
irage, reglstralien and treatmenl seme people may
finil 1y noneleerstomel that cimiergency depariments do
i operale like o dell counder: st come, fiest
siervil, There Bs a irfage process. Emergency: pir-
sonmed must anend 1o e thretening emengen-
ez first A beant attack or strkee victim, o an inell-
it erithealle injured bya gunshes weancd, weubd
take priority over a child suffering from a mus-
el or oint bleed. Al parents samt thedr child oo
b seen urgenily, and: F may be very frustrating,
o vl Ty o uederstand the tiage process, real-
izing thatindivichals with hemmoghilia may L rizesd
appropriately and inappropriately, A friape nurse
might be fpoled becanse your child may appear
“wiedl:” Aglelitionally, the triapge nurse andfor tae
physician may fil 1o appreciate 1he importance
ob wrgend [cler replacement,

I thie trlage is delayed. the care glven s bel-
ticient or mishandled, parenis slesaldn'i be afraid
lo speakouge They should outline the pretlem, dis-
v 10wt thelr bedthcare: provider (noneald tes
and describe the actlons that they think pesl fo
ket taken, 1€ this approesch fils, enllst your
resources Getele referenees and calls soomour Tema-
iologlst and pediaeridan as consulianes). IFvou [osi
AT MWK SEIENE 3 Fespanse thal you are oomm- e

| & FnssE ‘e os

IHY MY AN

m



FAIUNE 2002

4

HEMAWARE

P foriablke with. ask o speak with the chame nues,
the attepding physlclan, the EL nurse manager,
theet ey sician abivector of (e KLY this nursing super-
visor, the losplal risk manager or the hospital
acdmingstrator on call, Farents e e g g theat
lisE 1€ shey're not petting, the satistction and cans
they expect

HémAnsare: What are some 1hings parents can
o e soothe A child wheo is nerymes abaut thye: EDF
DR, COYME: Bring aloug kv bt i age-appro-
privie. coloring books, crayons and  neding
material. A blanket or 3 Dyorite coddly animal 15
alsi & goed bdea: Farents should consider taking
a lrip 1o U ED wieh the eliild Beloretined so that
thes can b somowhad propared foewlat’s in siore.
This parents should explain to thede child what 1o
exfredt and 1l bimsher that there will be some

HATIONAL HEM

flle riene. [ihink & is extremoety impartant 1o nesico-
ber that il the paren acs Tearful, apsen and ans-
fous, children will assimibate the same nsiponse
I'!lq':-.]:-'iln:' whial'’s 1;_|1|||;.';_ €K1, [RITenS need (o mwain-
tain theie compesire, remaln calm and urilis: their
energies prxluctivedy while rying oo reassure their
cluild about the hospital visit, This is alaays eas-
der sl then done Paremis should relabe storles
abeart an ED wisic when they weres young, - This
will ket the childd kowmw ledslee s not the anby one
wilen huas experlenced an 1D

Afteraards. when the EDV visit is cver, parents
1wl 1rear themsebves and theic chilid o some-
thing speclal. Celebrae whal has been scommnplished.
Crin et Tor an foe cream and conprapba e chilcl.
Feel the meliof of putling thls episede in thie puast.
Tomeorrow, reflect and consider what can by done
b maake (he nextvisil even smother, 11;
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WHF goes “on ihe ragd” to prondde Local commi
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=itk valh indoematian
on on issues relewand to the zeding

digarers comimunity, Highlights includa;

» Moking successiul Lile iransiinng
» Progect eed Flagr Real Talk Ahoud

Wevmern s Bleeding Disariers

= Protecling jninds thraugh sierost
= Gene ihirgay upsdats )
o BIHF Hatinnal Frovenlon Treainmg
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