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A Parent’s Guide

Many children with hemophilia have had infusion

devices called ports (Port-A-Cath, mediport] implanted when they
were very young. The most fikely reason a port is used is to give care
providers 4 way lo easily infuse factor concentrate and draw necessary

blood samples. Young children often have small veins that are difficult

to locate and give factor through, and it is often hard for parents and care-
givers to directly access {"poke”) a child multiple times in order to administer
the necessary clotting medicine. Ports eliminate the need to poke a vein because
the port assures access into the child's venous (blood vessel) =
svstem. Ports are a great benefit for children with hemo-
philia, but they do not tast forever. Following is an explo-
ration of some of the questions parents might have regard-
ing transitioning from a port to the more traditional method

of infusing clotting factor throngh-a vein (venipunclure):

How long do ports last?
How long a port lasts is different {or everyone, When ports
were first designed, they generally were used for admin-
istration of other intravenous medications that were ongo-
ing fora number of months oryears, Diten these ports
were used only a few times 4 month. [n compari
son, a child with hemophilia on prophylazis or
irrnune toleranse may he using hischer poris dally
or every other day. The usual “lifespin” of @ poel

is three to five vears, though thers are some
patients whe have Kept their port in, with no prob-
lems, formore than [years, e To0 | 64
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b What causes ports to stop working?

There are many reasons Tt siop working,

® The most common reason is infecton, If a child
develaps aninfection in hils/hes pont that cannot
be cleared with antibietics, e port st e
riemoeed, The Hart ilsedl s sl wurkillg,. kg e
rlsk of @ systemic (throughout the entiee body)
infection that-could resull in hespitdization or
enen dbeatlv 15 100 greak to leawe an infecled pen
i place.

m Mallunciion of the port Bsell iz anpther reason
ports stop working. The part can come apart of
came out o the vein, The fheid/Esctor inlased
would then ge into the tissue surmoanding (he
jeoet aid Be ol oo use to the paticnt

m Clots can occlude feleg) a port and
prevent it from working. This
sanmmbs like an add conplicatbo
for somente with a bleeding disor-
der. but it s not as wncommnn 35
you may thinle [F a child is on pro=
plglaxis nad peceives @ooe on a
reselie basis hefshe can develop
clogs just like anyone else. Thess
clots may be in the port, the
catheter, a major vein leading 1o
flse Teart ot in the vein at the end
of the cathetee:

m Il the pod i awd belng accessed on A repalar
hasis and nat being Qushed pes yaure Temoplhill-
[ treatment centers [HTCs) proocel or instroe-
Uons, it can alzo clob off sl stop working,

if the child’s port stops working, can‘t
he/she just get another one?
The ancawer b this ggisestion iz ot stmple and muost
b made |1:|' parenis, the chibd [if hefshe 5 old
enough to understand), your physician sl the HTC
tean £ your child ks sl ancimfnt or foddler and
does ool luve good peripheral famm and hand)
vidns,  replacing the port can be considered
Transision o vepipunciure fusing a vein] should be
considered for children whe:
m Have developed veins inc theic arms amd Tands
that a parent o the child tan be tmaght to "stick.”
B Are cooperative and can sit st whils the ficlor
it being infused through a vedn.

| Haee suppon acailalde e makie this ransiiion
il SLCESS,

What if parents want another port even
il their child has good veins?

This is wndindividhie] decizion il will need 1o be
ke with o child's tretanent cire teane [ ls not
the right decision for everypone,. bug i0 iy Le Go
snIne.

Can a child transition to venipuncture
befare the port fails?

Ve, tee fclest] dme v Begin the ransidon prooess
is while thes chilcl still has o functionbyg pors that
ran be nsed az back i case the
parents “mlss a vein” When the par-
eas Uunk the child §s reasty 1o begin
venificiure (using o vein), contal
s HTC s b setup a teaching plan
I:.II"!iiEnI'rl [T} |:||.']|:| with the heginnkng
Frﬁl'! -u[ thi= |:lr|:-c'“|.*.~:ﬁ ol T infi-
5|l:|r| uﬁing "-"l;"'l'l.'iFlI.IﬂI:tlll.'\l'. " llil:l'l'l"lr:‘i
have been trained in mixing ane
aduainistering [otor, the teaching, cin
ai guickly. keep In mind the teach-
g will vy frowee HTC o DU Socond-
ing e their policies.

How do parents begin this process of

transition?

@ Parents should contsol thely BT when they
are realy L begin the wansiton. A narse coor-
dintor may bring this subject up during a
comprehiensive visit or may apgroach e sul-
Jeet wilth the child at camp

m The norse will work with the parenis o iden-
rify veing thar might be used, review e
process of vemipunciare and set up a teaching
srhiedule.

Keep In mind this is a process, similar 1o karn-
ing i access your child’s port Parents should b
prtient and not expect the process o happen
overnight, Planning is the  Key o success,
Paremts shawill contac their hespaphilky nacse coee-

dinacor and shied hie will pzicle tham throngh ihis
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