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CDCCDC
Centers for Disease Control

and Prevention

o th e rs  m ay  be  fle x ib le .  P le as e
c o n t in ue  to  sh a re  y ou r U D C
e x p e rien c e s  a nd  le t  u s he lp  y o u ge t
throu g h th e  ro u g h s po ts .  C o n tac t
y o u r  R e g io na l C o o rd in a to r, o r fo r
im m ed ia te  p ro b le m s , ca ll  u s d i re ct ly
a t (4 0 4 ) 63 9 -4 02 6 .

P las m a P repara t io n T u besP las m a P repara t io n T u bes
H T C s are n o w  re s p o ns ib le  fo r
a c q u ir ing  p las m a  p re p a ra tion  tu be s
(P P T s ).  In it ia l  s u p p ly  k its  fo r n e w ly
p a rti c ipa tin g  c e n te rs  w i ll co nt in ue  to
c o n ta in  a  s ta rte r b o x of  1 0 0  P P T
(en o ug h  fo r 5 0  pa tie n ts ).  H o w ev e r,
C D C  w i l l n o t s u pp ly  a dd i t io na l tu be s
o n c e  th is in itia l b ox  h a s  be e n  u se d
o r ha s  ex p ire d .  C h e ck  y ou r
ins titu t io n ’ s la b o ra to ry  or  ce n tra l
s u p p ly  to  s e e w h e th er  P P T  are
s to c ke d o r if  th ey  are w il lin g  to
o b ta in  th es e  tu b es  for  yo u .  Y o u  m a y
o rd e r P P T s  d ire ct ly  fro m  ce r ta in
d is tr ib uto rs .  B e  a w a re,  these tubes
a re  no t w id e ly  m a rke te d .  C o n tac t
y o u r  R e gion a l C o o rd ina to r fo r m ore
in fo rm at ion .

H IV  R ep o rtingH IV  R ep o rting
A s  m a ny  o f y o u  rea lize , H IV
rep o rting  co n tin ue s  to  b e d e lay ed .
C u rren tly, re s u l ts a re  re p o rte d  fr om
the  la b a p prox im a te ly o n e m o nth
a fter  s pe c im e ns  a re  re c e iv ed .
H o w ev e r, th e te s tin g  la b h as  m a d e
p ro g re ss  to w a rds  im p le m en tin g  a
m o re  ef fic ie nt  r ep o rting  m e c h a n ism
a n d  e xp e cts th e s e  d e la y s to  b e
e a s e d  w h e n  th e n e w  re p o r tin g
s y ste m  is in  p la ce .  M e a nw h ile , w e
a p p rec ia te  y o ur  p a tie n ce  a n d
s u g g e st th at  y ou  i n form  p a t ie nts  tha t
the i r  r e su lt s  wi l l  n o t  b e i m m e di a t ely
a v a i lab le .

1

��
��

�����
�����
�����

����������������
����������������
����������������

��������������
��������������
��������������

��������
���

W e ’re   b rin g in g    in   th e
n e w   y ea r  w ith   th e   3 rd

e d i tion    o f   t h e  “ U D C  Up-
d a te s”    ne w slet ter ,    de-
s ig n ed  to  p rov id e a  fo ru m  for  in -
form a t io n e xc h a n g e a m on g  p a r tic i -
p a tin g  c en te rs.  F irs t th in gs
f irs t— the re  are 1 8 n ew  pa rt ic ipa ti ng
c e n ters,  b rin g in g  o u r g ra n d to ta l to  73
c e n ters!

W E L C O M E N EW  C EN T E R S!W E L C O M E N EW  C EN T E R S!
In  th is  is su e  y ou ’ll  f ind  in form a t io n on
C D C  s up p or t, H IV  a n d  H e p a t itis
rep o rting , P P T tu be s , ph y sic a l
the ra p y no te s,  a nd  s ta tis tica l u p da te s .
A ls o  v is i t o ur  n ew  w e b site  fo r
p re v io us   i ss u es  a t
w w w .c d c.go v /n cid od /d a st lr/hem ato
log y

D o n ’t Pan ic ... .H e lp  is  C lo s e B yD o n ’t Pan ic ... .H e lp  is  C lo s e B y

W e  w a n t to  m ak e y o u r U D C
e x p e rien c e  pa in le ss  an d  p ro d uc tiv e .
D o n ’t le t the  s te a m  b ui ld  u nd e r y o u r
h a ts –w e ’re  h e re  to  he lp  so lv e  a ny
p ro b le m . W e  a re  al w ay s  hap p y to get
y o u r  inp ut , w he th er  p o sit iv e o r n ot
s o  p o s it iv e.  Y o u r  p ro b le m  m a y be
s h a red  by  othe r c e nte rs  a nd  y o u r
inp u t ca n  h e lp  p in p oint  d if fic u l tie s .
W h i le    ce rta in    p ro b le m s       c a n n o t
b e      c hang e d,
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c o v e rs  a re  n e ar ly  id e nt ic a l,  h o w e v er , p a g e  on e  o f
the  r e ce nt  g u ide  s ta te s  “rev is e d O cto b er  8 , 19 9 7" .
A ls o , the  e x a m p le  of  th e  D a ta  C o l le ct io n F o rm  in
the  re ce n t gu id e  s ho u ld m a tc h th e  c u rre n t D a ta
C o lle c tio n  F orm  fo u n d in  the  D a ta  Fo rm  M a ste rs
( fo ur th  p ag e  o f the  A n nu a l F o rm ).

W h en  th e  P hys ic al  T he rap is t is  N ot  A v ai lableW h en  th e  P hys ic al  T he rap is t is  N ot  A v ai lable
A ll  c e n te rs  sh o ul d h a ve e i t h er a n  a l te rn a te ph y sical
the ra p is t or  a  n o n -p h ys ic a l  the ra p ist  tra in e d to
p e rfo rm  th e R O M  m ea s ur e me nt s  on s it e  w h e n th e
p rim ary th era p is t is  u na v ai lab le  to  c o l lec t d ata fo r
U D C .

R O M  M easu rem e n ts  o n  M ild  P a t ien tsR O M  M easu rem e n ts  o n  M ild  P a t ien ts
T h e  is s ue  o f jo in t d ise a se  in  p a tie nts w ith  m ild
b le e ding  d is ord ers co n tin ue s  to  b e  h o tly  d e ba te d .
W i th  a  la ck  o f sc ie n tif ic  d a ta to  su bs ta n tia te  the
a rg u m en t,  d o cu m e ntin g  ra ng e  of m o tio n  a m o ng
p a tie n ts w ith  m i ld  b le e d ing  d iso rd e rs  pro v id es
im p o rtan t a nd  u n iq u e  d ata  w ith  re g ar d to  jo in t
d is e as e a m on g  th e se  p e rs on s .  P re l im ina ry  U D C
d a ta  s ho w s  p erso n s w ith  m i ld  b le ed in g  d is orde rs
D O  e x pe rien c e  so m e jo in t c om p lica tio n s.  T ho ro u gh
a n d  ac c urate  ra ng e  of  m ot i o n  m ea s u r e me nt s  take n
o n  m a ny  p a tie n ts  w ith  m ild  b le ed in g  d is or de rs  w il l
b e  re q ui re d  to  re so lv e  th is  c on trov e rs ia l  is su e .

D a ta  F o rm sD a ta  F o rm s
W rit in g N ot es  o n  D a ta  F o rm sW rit in g N ot es  o n  D a ta  F o rm s
I t’s  O K  to  w rite  n o te s fo r yo ur  o w n us e  on t h e  d a t a
form s ,  h ow e ve r,  p le as e  ta k e ca re  to  av oi d  m akin g
the m  in  a  loc a tio n  o r m a nn e r su c h  tha t t he y  m a y b e
c o n fus ed  w i th  da ta .  T hi s  i s  e sp ec ia lly  i m po rt an t i n
the  b o x e s f o r  r e c o r d i n g  r a n g e o f  mot io n  e n d po in ts.
O f te n ,  these markings make it difficult to interpret
the  m e a su re m e nts  tha t are w ri t te n an d th e y c a n be
inc o rre c tly  e n tere d in  o ur  d a ta ba s e. F or  e xa m p le ,
s h o r th an d  fo r “ se co n da ry  to ” ca n ea s i ly  be
c o n fus ed  w ith  “2  d e g re e s” w h e n  s ee n  ou t o f
c o n tex t d u rin g  d ata  en tr y.

C o m p le tin g  D a ta  F orm sC o m p le tin g  D a ta  F orm s
P le a se  b e  su re to  c o m p le te ly an d  a cc u rate ly fil l  in
a ll  re q uire d  in fo rm a tio n  o n U D C  d a ta  fo rm s .  T w o
c o m m on  o v e rs ig h ts  are th e  “F orm  C o m ple ted  b y”

Shipment Fax

Shipment Fax

Form s
Form s

P le a se  re m e m be r
to fa x a “S h ip m en t
F a x  F orm ” to  th e
s e ru m  b an k  o n  th e
d a y     bl o o d

s p e c im e n s  a re  sh ip pe d .  T h is  is  n o t  ju st  aT h is  is  n o t  ju st  a
co u r tesy, b ut  is  req u ired  b y  th e  IAT Aco u r tesy, b ut  is  req u ired  b y  th e  IAT A
reg u la tion s  u n de r  w h ich  th ese  sp ecim en s  a rereg u la tion s  u n de r  w h ich  th ese  sp ecim en s  a re
sh ip p edsh ip p ed .   T he  se ru m  b a nk  u s es  th e  in fo rm a tio n
c o n ta ine d  on the  form s  to  p re pa re  log -in  sh e ets  fo r
e a c h  sp e c im e n  a n d  to  t ra ck  m iss in g  s h ipm e n ts .
S in c e a  fa x  t ra ve ls  fa s te r th a n F e d E x,  th is  fo rm
c o u ld b e  fa x ed  e ithe r be fo re  o r a f te r the  s p e c im e n s
a re  turn ed  o v er f or  s hi pp in g.  H o w e v e r ,  s h o u l d  any
c h a n g es  to  the  s h ip m en t o c cu r a f te r the  fax  is  s e nt ,
a  c o r re cted  n ot ific a tio n for m  m us t b e  fa xe d .
O the rw is e  y o u a re  lik e ly  to  g et  a  ph o ne  c a ll to
c la ri fy the  d is c re p an cy . T h is a ls o a p p lies  if a
p a c k a ge  is  no t s h ipp e d o n the  d ay  p lan n e d
b e c a u se  i t is  re fu se d  b y  F e d E x,  re turne d  to  yo u r
s ite ,  o r ju s t no t p ic ke d  up .  W h en  yo u  h a v e
k n o w le d g e  o f  t h e s e  e v e n ts , not i fy th e  se r u m  bank
tha t th e pa c ka g e ha s  b e e n  del a yed a n d  when i t  is
s c h e d ule d  to  b e  re s hip p ed .

P h ysica l T h e rap yP h ysica l T h e rap y
R e cen t R an g e O f M o tio n  G u id e  and  V id eoR e cen t R an g e O f M o tio n  G u id e  and  V id eo

R a n ge  of m o tio n  (R O M )
m e a su re m e nts are a v i ta l
c o m po n en t o f th e U D C
d a ta  s e t , p rov id in g a to o l
b y  w h ic h to  g au g e th e
e x te nt  o f  jo i n t  d is e a se
re la ted  to  b le e din g
d is o rd ers. T o e ns ur e bot h

c o m plete n es s  a n d  a c c urac y  w h e n m e a su rin g
R O M , U D C  c o n ta c ts  s ho u ld  m a ke  su re  th at  th e
p e rs on  p er fo rm in g  the  m e a s u re m e n ts  at  th e ir
c e n ter  h a s  a  c o py  of th e rece n trece n t R a n ge  o f M ot io n
G u id e  an d  n e w  v id e o  de sc ribi ng  h o w t o  a cc u r a t e l y
m e a su re  ran g e s    o f  m o tion    a cc o rd in g   to   th e
U D C  s tu d y pro toc o l.  F o r ex am p le , a  g o n io m e ter
w ith  s ing le  d e gre e  m ea su re m e nts is  re q ui re d a n d
m e a su re m e nts sh ou ld  be  rec o rd ed  to  th e n ea re s t
d e g ree .  T h e  re ce n t R O M  G uid e  w a s  in c lu d e d in
y o u r  g re en  P roc e du re s  M a nu a l  (A pp en d ix  H ) a n d
is N O T  th e g u id e se n t i n  e ar ly 19 9 7 .   P le a se  no te
tha t  th e
2
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H e lp fu l H in ts :H e lp fu l H in ts :
H in t #1 :  For those of you that have
reached their wits end trying to 

peel the backing from the P-touch 
labels, you’ll love this neat trick.  
Just cut a small piece off the 
corner of the label at a sharp angle, 
helping to separate the label from its backing,

and peel!

H in t# 2 :  Photocopying the multi-page Annual Visit form
can be a challenge, so next time, tear the sheets apart
along their perforated fold and go for it! Just remember
to staple the forms back together in order.

S ta ti st ic al Up d a tesS ta ti st ic al Up d a tes
As we begin the new year, the number of centers now
participating in UDC is soaring. Check out the statistics
below.

and the “Date Form Completed” boxes in the General
Information section of the data forms. The computer
does not allow a n ya n y  information on the form to be
entered if these items are blank.

In addition, blood test results are not returned when the
corresponding data forms are incomplete and have not
passed the validation step of data entry.  This includes
incomplete range of motion data.  We understand that
physical therapists are not always available at every
clinic and that this may be the reason ROM
measurements are not taken. However, having an
alternate therapist or trained non-therapist should
eliminate this problem.

C D C  S u p p o r t  f or  N o tifi ca t io n  S ys te mC D C  S u p p o r t  f or  N o tifi ca t io n  S ys te m
The Centers for Disease Control and Prevention would
like to express their support for the new Patient
Notification System administered by the National
Notification Center.  Although the name might not sound
familiar to you, information about the Patient Notification
System has already been distributed by NHF.  Persons
with bleeding disorders who elect to enroll in this
program will be directly notified of a withdrawal or recall
of certain blood products.  Patients can designate the
type or brand of blood products they wish to be notified
of and can also choose the mode of

notification (express
letter, phone, fax, or
e-mail).  Once en-
rolled, patients will
receive a confirmat-
ion form by mail
within two weeks
to verify both their
enrollment as well as

the products they wish to be notified about and their
contact information.  If they do not   receive   this
confirmation, then patients are requested to enroll
again.  All patients are strongly encouraged to sign up.
They can do so by contacting the National Hemophilia
Foundation at 1-800-42-HANDI to request an
enrollment form.
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    H T C Pa r tic ip a t io n  b y  R eg ion
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F ig . 1  A s o f Ja n ua ry  3 1,  1 99 9 , U D C ha s be g an  in
7 3  c en te rs  rep re s en tin g  9  reg io n s .  E a ch  w e e k
m o re  c e nt ers  a r e  joinin g.  Th e  n u m b e r s i n  w hite
re p re s en t th e pa r t ici pa t in g  n u m b er  of  ce nt e r s i n
e a ch  re g io n.  N u m be rs  i n re d r ep re s en t th e  to ta l
n u m be r of f e d e r al ly -f u n d e d  H T C s  i n e a ch  reg io n .



February 1999 Vol. 2, No. I

    U D C P atie nt En ro llm e n tU D C P atie nt En ro llm e n t
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D is tr ib u tio n  o f  B lee d in g  D is o rd e r sD is tr ib u tio n  o f  B lee d in g  D is o rd e r s
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57.7%
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N = 1,498

UDC Updates provided by: 

The Hematologic Diseases Branch
Centers for Disease Control & Prevention
1600 Clifton Road NE, MS-E64
Atlanta, Georgia 30333
(404) 639-3925

UDC Staff at CDC:

Bruce L. Evatt, M.D. Chief, Hematologic Diseases Branch
Sally Crudder, R.N. Director, HTC Program
Mike Soucie, Ph.D. Epidemiologist
Lisa Richardson. M.D., M.P.H. Epidemiologist
Meredith Oakley, D.V.M, M.P.H. UDC Project Coordinator
Ayesha Khan, M.P.H. CJD Project Coordinator
Beverly Roberts, B.S. Program Management Officer

F ig . 2   T h e f ir st  p a tie nt s w er e en ro ll ed  i n U DC
d u r in g  M ay  1 9 9 8.  S in ce t h at t i me, t h e n u m ber  of
p a r ti ci pa nt s ha s ste a dil y i n c r ease d .

F ig . 3   T h e pi e ch a r t s h o w s th e di str ib u t io n  o f
b le ed in g  di sord e r s  am ong t he  1 , 4 98 par ti ci pants
b e tw ee n  M a y 1 st a n d  D ec em b e r 31 st.
A p pr o xim a te ly  7 1 %  o f th e pa rt ic ip an ts  h ad  f ac to r
V III d e fic ie nc y,  1 4 %  ha d fa cto r  IX  d e f ic ie nc y , a nd
1 1 %  h ad  v o n  W ill eb ra nd  d is e a s e (v W D ) .  M os t of
t he  p a r ti ci pa n ts w ith  v W D  h a d ei th e r  t yp e 1 o r
t yp e  3 p a tt er n.
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