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Let’s	start	from	the	beginning…..
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What	is	hemostasis?
• The	stoppage	of	bleeding
• Primary	hemostasis
• Secondary	hemostasis
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Primary	hemostasis
• Platelets
• von	Willebrand factor	
• The	blood	vessel	wall
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Platelets
• Made	in	

megakaryocytes	in	
the	bone	marrow

• Gather	at	the	site	of	
blood	vessel	wall	
damage

• They	activate	and	
aggregate	
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von	Willebrand Factor
• Glycoprotein	present	in	blood	plasma
• Produced	in	the	endothelium,	megakaryocytes	
and	connective	tissue
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Blood	vessel	wall
• Constricts	to	help	slow	the	flow	of	blood	in	
order	to	help	coagulation
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Endothelial Wall Damage

Platelet

Collagen

vWF

Platelet Adhesion

Platelet Activation 
& Secretion

Platelet shape 
change

Plt Aggregation 
&  1o Clot 
Formation CHLA.org/HTC

Secondary	hemostasis
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When	to	Consider	a	Bleeding	Disorder
• Epistaxis
• Bleeding	with	surgeries/dental	extractions
• Bruising
• Prolonged,	heavy	menstruation

– Since	menarche
– Passing	clots	during	menses

• History	of	requiring	blood	transfusions,	severe	
anemia

• Family	history	of	bleeding/menorrhagia		
CHLA.org/HTC

And	now,	the	other	beginning.	.	.	
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Menstrual	Cycle	Basics
• Normal	menstrual	cycle:

– follicular	phase	is	variable,	lasts	anywhere	from	10-24	days
– luteal	phase	is	more	fixed,	close	to	14	days	in	most	women
– Normal	menstrual	cycle	ranges	from	24-38	days

• Estradiol causes	“proliferation”	of	the	endometrium
• Progesterone causes	“organization”	of	the	endometrium
• Decline	in	estradiol	and	progesterone	levels	during	

involution	of	corpus	luteum	àloss	of	endometrial	blood	
supply,	endometrial	sloughing,	and	the	onset	of	menses
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Heavy	Menstrual	Bleeding
• “Excessive	menstrual	blood	loss	that	interferes	
with	the	woman’s	physical,	emotional,	social,	
and	material	quality	of	life	and	can	occur	alone	
or	in	combination	with	other	symptoms”	

• Traditionally,	this	was	defined	as	>	80	mL/period
• Frequent:		<24	days
• Prolonged:		>	8.0	days
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Abnormal	Uterine	Bleeding
• Most	common	cause	in	adolescents	is	
Ovulatory dysfunction
– HPG	axis	immaturity,	causing	anovulatory cycles	
(most	common	in	first	2-3	years	after	menarche)

– Hyperandrogenism/PCOS
– Other	endocrinopathies (ie thyroid)

• 2nd	most	common:		Coagulopathy
• Must	always	consider	pregnancy,	STIs	and	
medications
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Case	1
• Denise	is	15	years	old,	
presents	to	your	office	
for	heavy	menses

• Changes	her	pad	every	1	
hour

• Bleeding	through	clothes,	
bedding

• Last	menses	needed	a	
blood	transfusion
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Bleeding	assessment	tools	(BATs)
• Standardized	quantitative	scores	for	bleeding	
symptoms

• Screening	tools
– MCMDM-1	VWD
– ISTH	BAT
– Pediatric	bleeding	questionnaire	
– Menorrhagia-specific	questionnaire	
– PBAC
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Menorrhagia‐specific screening tool questionnaire 

 

Q1.   How many days did your period usually last, from the time bleeding began until it completely 
stopped? 
i. Less than 7 days 
ii. Greater than or equal to 7 days 
iii. Don’t know 

Q2.   How often did you experience a sensation of “flooding” or “gushing” during your period? 
i. Never, rarely, or some periods 
ii. Every or most periods 
iii. Don’t know 

 
Q3.   How often did your periods limit your daily activities such as work, housework, exercise, or social 

activities? 
i. Never, rarely, or some periods 
ii. Every or most periods 
iii. Don’t know 

Q4.   Have you ever been treated for anemia? 
i. No 
ii. Yes 
iii. Don’t know 

Q5.   Has anyone in your family ever been diagnosed with a bleeding disorder? 
i. No 
ii. Yes 
iii. Don’t know 

Q6.   Have you ever had a tooth extracted or dental surgery? 
i. No (if no go to Q7) 
ii. Yes 
iii. Don’t know 

Q6a.   Did you have a problem with bleeding after tooth extraction or dental surgery? 
i. No  
ii. Yes 
iii. Don’t know 

Menorrhagia-specific	questionnaire	

Phillip,	et	al.	AJOG,	
2008
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The pictorial blood assessment chart (PBAC) (Fig. Aii.1)
consists of a series of diagrams representing lightly,
moderately and heavily soiled towels and tampons.
The numbers at the top of the chart represent the day
of menstruation. The women are instructed to insert a
mark in the appropriate box at the time each towel
and/or tampon is discarded and if sufficient they are
counted in groups of five. Passage of clots (size equated
with the size of different coins) and episodes of flood-
ing are also recorded. 

The woman is given the chart to complete with her
next menstrual period, with clear instructions and
explanation of how it should be used. An example of a
completed chart is also provided (Fig. Aii.2). After
completion, the woman returns the chart by post
(stamped addressed envelops are provided) or during
her next appointment to the clinic. The chart is scored
using the scoring system devised by Higham et al.
1990 (Fig. Aii.3). A baseline score is established, sub-
sequent treatment cycles are then assessed and success
can be indicated by a decreasing score. 

Appendix ii
Pictorial blood assessment chart 

Towel

Clots/Flooding

Clots/Flooding

1 2 3 4 5 6 7 8

1 2 3 4 5 6 7 8

Patient Name: Date of Birth: DD/MM/YY Hospital Number:

Date of Start: DD/MM/YY

Tampon

Clots: size of a coin = 1p/50p etc.

Fig. Aii.1 Menstrual pictorial chart.
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Inherited Bleeding Disorders in Women. Edited by Christine A Lee, 
Rezan A Kadir and Peter A Kouides © 2009 Blackwell Publishing Ltd.
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PICTORIAL BLOOD ASSESSMENT CHART

Reference

Higham JM. O’Brien PM, Shaw RM. Assessment of men-
strual blood loss using a pictorial chart. Br J Obstet
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Towel

Clots/Flooding

Clots/Flooding

1 2 3 4 5 6

// / /

///

////

50p × 1 1p × 3

//

/ /

7 8

1 2

/

// /////

/ ////

// /

3 4 5 6 7 8Tampon

Clots: size of a coin = 1p/50p etc.

Date of Start: Score:

Fig. Aii.2 An example of a completed chart.

1 point

Towels

For each lightly stained towel

5 points For each moderately soiled towel

20 points If the towel is completely saturated with blood

1 point

Tampons

For each lightly stained tampon

5 points For each moderately soiled tampon

20 points If the tampon is completely saturated with blood

1 point

Clots

For small clots (size of 1p coin)

5 points For large clots (size of 50p coin)
Fig. Aii.3 Scoring system.
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Pictorial	bleeding	assessment	
chart	(PBAC)

• Score	of	100	gives	a	sensitivity	of	
90%	and	specificity	of	100%	for	a	
bleeding	disorder

Halimeh et	al,	Blood	2013	122:4772

• Include	clots	(1	
cent	and	50	cent	
size)	and	flooding

• Count	the	#	each	
day	&	add	the	
score	

CHLA.org/HTC

Further	history
• Mother	and	aunt	had	hysterectomies	in	their	
30s	due	to	heavy	menstrual	bleeding

• Younger	brother	with	easy	bruising	and	
epistaxis

CHLA.org/HTC

Hemostasis	and	HMB
• Hemostasis	plays	a	primary	role	in	regulating	blood	loss	

during	menstruation
– Platelet	aggregation
– Thrombin	formation
– Fibrin	formation
– Vasoconstriction

• HMB	is	invariably	expected	in	cases	of	defective	hemostasis
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Lab	work-up
• CBC:	WBC	5/Hgb 9.2/Plt 205
• PT:	10.7
• PTT:	42
• TSH:		1.9;	GC/CT	NAAT	negative;	uBHCG neg
• Factor	VIII	activity:	25%
• von	Willebrand Factor	activity:	28%
• von	Willebrand Factor	antigen:	25%

CHLA.org/HTC

von	Willebrand Disease	
(VWD)

• Most	common	inherited	bleeding	disorder
– Estimated	prevalence	1%
– 70-130	million	people	worldwide

• Characterized	by	a	deficiency	or	abnormality	
in	von	Willebrand factor	(VWF)

• Variable	clinical	manifestations
– Not	all	patients	are	symptomatic

Rodeghiero F,	et	al.	Blood.	1987;69(2):454-459.
Werner	EJ,	et	al.	J	Pediatr.	1993;123(6):893-898.
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Roles	of	VWF

• Large	multimeric glycoprotein
• Promotes	platelet	adherence	to	exposed	
subendothelium

• Promotes	platelet	aggregation
• Carries	Factor	VIII	(FVIII)	and	protects	it	from	
proteolysis	in	the	circulation
– Increases	the	half-life	of	FVIII
– May	help	FVIII	get	to	the	site	of	vascular	injury

CHLA.org/HTC
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VWD	History
• Erik	von	Willebrand
• Born	in	Vasa,	Finland,	1870
• In	1926	he	described	a	
bleeding	disease	he	
observed	in	members	of	a	
family	from	the	Åland
Archipelago
– Named	originally	as	
“Pseudohemophilia”

Lassila R,	Lindberg	O.	Haemophilia.	2013;19(5):643-647.
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Hjördis S
• Erik’s	first	case,	a	5	year	old	girl	
• Admitted	due	to	recurrent	bleeding	episodes

– Epistaxis,	oral	bleeding,	joint	bleeding	and	heavy	
menstrual	bleeding

– Died	at	age	13	during	her	4th menstrual	period

• 3	sisters	died	of	uncontrolled	bleeding	
• After	studying	66	family	members,	23	had	
severe	bleeding

Lassila R,	Lindberg	O.	Haemophilia.	2013;19(5):643-647.
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von	Willebrand Disease
• 3	types

– Deficiency	of	VW	factor	(type	1)
– Dysfunction	of	VW	factor	(type	2)	2A,	2B,	2M,	2N
– Complete	absence	of	VW	factor	(type	3)

• AD	and	AR	inheritance
– Usually	a	strong	family	history
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• 10%	of	“normal”	women	have	HMB
• 60-90%	of	women	with	inherited	bleeding	disorders	
have	HMB

• Prevalence	of	bleeding	disorders in	women	with	
HMB
– 10-20%
– Higher	in	adolescents
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Trends in clinical management of women with
von Willebrand disease: a survey of 75 women enrolled
in haemophilia treatment centres in the United States

A. KIRTAVA, S. CRUDDER, A. DILLEY, C. LALLY and B. EVATT

Division of AIDS, STD, and Laboratory Research, National Center for Infectious Diseases, Centers for Disease Control
and Prevention, US Department of Health and Human Services, Atlanta, GA, USA

Summary. Objective: To assess the management of
women with von Willebrand disease( vWD) in an
Heamophilia Treatment Center (HTC) setting.
Methods: A total of 75 women with vWd who were
registered in HTCs in the United States participated
in this study. A telephone interview elicited informa-
tion about symptoms pertaining to bleeding dis-
orders, diagnostic issues, referral patterns, treatment
modalities before and after the enrollment in the
HTC, HTC services provided, and satisfaction with
care in the HTC. Results: Menorrhagia was the most
commonly reported symptom (84%). The average
time from the first symptom until clinician recogni-
tion was 16 years (range 0-39). In HTC, DDAVP was
the most commonly used drug (31%). Of the 75

women, 71 reported a strong positive opinion and
satisfaction about their care in the HTCs. Discus-
sion: Women with VWD were typically diagnosed
with the condition well into adulthood, in spite of the
fact that majority of them experienced several
bleeding symptoms beginning in early childhood. In
general an HTC setting is appropriate for manage-
ment of women with bleeding disorders. Diagnosis,
treatment and education provided in the HTCs were
viewed positively by those surveyed.

Keywords: von Willebrand disease, haemophilia
treatment center, bleeding symptoms, comprehensive
care model

Von Willebrand disease (VWD) is the most common
inherited bleeding disorder affecting women and
routinely produces significant menorrhagia as its
main symptom [1,2]. Recent studies show that the
prevalence of VWD among women with menorrha-
gia is about 15% [3,4,5]. However, survey data
suggest that gynaecologists who are consulted for
menorrhagia only rarely consider VWD as the
underlying cause [6] and many women with VWD
may go undiagnosed for years after the onset of
symptoms. Recently, the American College of Obste-
tricians and Gynecologists (ACOG) published a
committee opinion stating that women with unex-
plained significant menorrhagia should be tested for
VWD [7]. As a result of increased awareness of VWD
among doctors, an increased number of women are

being diagnosed and optimal ways of clinical man-
agement for these women are under current consid-
eration. For example, in 1972, federally funded
haemophilia treatment centres (HTCs) were estab-
lished to promote the health and well-being of people
with haemophilia in the US by providing a model of
comprehensive care. The Centers for Disease Control
and Prevention (CDC) currently supports a network
of 140 HTCs throughout the US. Although these
centres traditionally served men with haemophilia,
they have expanded their services to include women
with bleeding disorders, primarily VWD. As a result,
enrolment of women in these centres has risen from
approximately 2300 in 1991 to over 8000 in 2001.
To assess the management of these women in an
HTC setting, CDC conducted a survey of those who
were receiving care in HTCs.
The 75 women included in this survey were a

subset of a sample of women with type I VWD
receiving care in HTCs ascertained for a more
general study of VWD in women, the methods of
which have been described in a previous issue of this
journal [8]. A telephone interview elicited informa-
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30333, USA.
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• 84% of women diagnosed with VWD have HMB
• Average time from first symptom to diagnosis was 16 YEARS! 

– Most woman diagnosed well into adulthood even though the 
majority have symptoms beginning in early childhood

tion about symptoms pertaining to bleeding disor-
ders, diagnostic issues, referral patterns, treatment
modalities before and after the enrolment in the
HTC, HTC services provided, and satisfaction with
care in the HTC. Forty-six HTCs were represented.
The average age of interviewed women was 40 years
(range 18–70 years). Half of the participants had
received services for at least 10 years in an HTC at
the time of the survey.

Symptoms and diagnosis

Table 1 shows common symptoms of bleeding and
the mean age at which each symptom was first
experienced. Women reported an average of six
bleeding symptoms before a diagnosis of VWD was
made (range 1–19). The common symptoms inclu-
ded menorrhagia, bruising, nosebleeds, and bleeding
from surgery, injury and delivery. Menorrhagia was
the most commonly reported symptom (84%).
Although the average age at the first bleeding
symptom was 6 years (range 1–38 years), the aver-
age age of these women when a doctor first
recognized that these symptoms might be indicative
of a bleeding disorder was 23 years (range
1–28 years). Therefore, the average time from the
first symptom until clinician recognition was
16 years (range 0–39 years). Approximately 25%
of women reported having received a blood transfu-
sion for bleeding before the diagnosis of VWD. To
obtain the diagnosis of VWD, tests were carried out
on average twice (range 1–20 years). Thirty-eight
per cent of women reported that they were first
diagnosed by an HTC doctor. Among women
diagnosed by other than an HTC doctor, 42% were
diagnosed by a haematologist, 28% by an internist
or a family doctor and 19% by a gynaecologist.
Fifty-five per cent of the women reported that they
did not receive any instructions from laboratories
before testing on medications, dietary or herbal
supplements, strenuous activity immediately prior to
testing, or recent illness.

Clinical management

Referral

Referral to the HTCs came from a variety of
specialists. Thirty-one per cent of the surveyed
women stated that they were sent to an HTC by a
haematologist, 17% by a gynaecologist, 16% by a
paediatrist, 14% by a primary care provider, 5% by
an emergency room, 5% by HTC chapters and 12%
by family members or self.

Testing

Among the 75 surveyed women, 42 (56%) reported
having blood tests performed by the HTCs and 72%
of these women knew what types of tests were
performed. About half of the women who had ever
received tests in an HTC reported receiving routine
tests for blood-borne infections such as hepatitis and
HIV.

Clinic visits

Thirty-nine per cent of the surveyed women reported
regularly scheduled evaluations in an HTC on
average twice a year. At these visits all of the women
reported seeing a haematologist, 31% a nurse prac-
titioner, 35% a social worker and 17% a physical
therapist. Fifty-three per cent of the respondents
reported not having visited an HTC since 1996.
Many women (69%) stated receiving some manage-
ment of their VWD from providers outside the
HTCs.

Treatment

Women were asked about treatments ever used to
manage bleeding either outside or inside an HTC
setting. Thirty-seven per cent reported that they had
received whole blood/packed cells, 31% had re-
ceived cryoprecipitate, 40% had used oral contra-

Table 1. Commonly reported symptoms,
average age of first occurrence.

Symptom
Ever reported

n (%)
Mean age
(range)

Total times
reported

Required
transfusion n (%)

Bruising 36 (48) 7 (1–49) 41 0
Nose bleeds 33 (44) 7 (1–49) 44 0
Menorrhagia 63 (84) 13 (7–28) 114 7 (11)
Bleeding after tooth
extraction

38 (51) 16 (5–40) 52 3 (18)

Bleeding after surgery 36 (48) 17 (1–38) 66 13 (36)
Bleeding after injury 25 (33) 11 (1–39) 41 3 (12)
Postpartum bleeding 24 (32) 24 (16–32) 54 6 (25)

A US SURVEY OF WOMEN WITH VWD 159

! 2004 Blackwell Publishing Ltd Haemophilia (2004), 10 , 158–161
CHLA.org/HTC
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Increased	VWD	testing	is	now	sent	by	primary	
care	physicians	and	obstetrics/gynecologists
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Diagnosing	VWD	
• Complete	blood	count

– WBC	count,	RBC	cells	(anemia),	platelets
• General	bleeding	test	(PT,	PTT)
• von	Willebrand factor	antigen	(50-150)

– Amount	of	VWF	protein
• Ristocetin co-factor/VWF	activity	(50-150)

– Activity	of	VWF	with	platelets
• Factor	VIII	activity	(50-150)
• VWF	multimers

– Structure	of	vWF

Stress,	illness,	hormones	and	even	crying	can	make	
the	VWD	blood	tests	incorrect

CHLA.org/HTC

Treatment	for	VWD
(Hematologist	perspective)

CHLA.org/HTC

Antifibrinolytic agents

• Tranexamic acid	(Lysteda)	
• Aminocaproic acid	(Amicar)	
• Reduces	the	fibrinolytic capacity	of	blood

– Clot	stabilization
– Reduction	in	plasminogen	activator	activity	&	plasmin	activity

• Only	taken	during	the	menstrual	period
• PO

CHLA.org/HTC

Desmopressin (DDAVP)
• Releases	VWF	from	storage	sites	within	
endothelial	cells
– Not	the	same	dosing	as	for	DI
– Intranasal,	subcutaneously,	IV

• Increases	VWF	by	2-6	fold
• Give	1st day	of	menses,	can	repeat	day	3
• Side	effects:	facial	flushing,	headache,	nausea,	
changes	in	pulse,	BP,	anti-diuretic	effect	

• Use	for	VWD	and	platelet	dysfunction

CHLA.org/HTC

Factor	Products
• VWF	containing	products

– Wilate,	Humate P,	Alphanate,	Koate,	Vonvendi

• Used	mostly	for	severe	bleeding/surgery	VWD
– Can	use	during	menstrual	period

• Viral	inactivated	plasma	derived	factor	or	
recombinant
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Medications	to	avoid
• NSAIDs

– Motrin,	ibuprofen,	Midol,	Advil
– Consider	Celebrex	(COX-2	inhibitor)	which	does	not	
interfere	with	platelet	function

• Aspirin



5/12/18

8

CHLA.org/HTC

Case	2

• Anna,	14	years	old,	presents	to	your	office	
with	epistaxis
– Lasting	45-60	minutes,	1-2	times	a	week
– Both	nostrils
– Required	packing	twice
– Also	has	easy	bruising	and	HMB

CHLA.org/HTC

Heme Laboratory	Results
• CBC

– 6.5/11.2/102	 MCV	85.3	MPV	9.4
– Diff	normal
– Light	microscope	morphology:	Large	platelets,	some	with	
decreased	granularity

• Von	Willebrand testing:
– VWF	antigen:	121%
– VWF	activity:	145%	units/mL
– FVIII	activity:	154%
– VWF	Ag	Multimers:	Normal

• Fibrinogen	242

CHLA.org/HTC

GPIb-IX-V

CHLA.org/HTC

Platelet	Function	(PFA-100)
• Exposure	of	blood	to	a	membrane	coated	with	
collagen	and	adenosine	diphosphate
(Col/ADP)	or	collagen	and	epinephrine	
(Col/Epi)

• Platelet	hemostatic	time	is	indicated	by	the	
time	required	for	a	platelet	plug	to	occlude	
the	aperture	(closure	time)

CHLA.org/HTC

PFA-100	Results
Diagnosis Col/Epi Col/ADP

Normal	Patient Normal	(<187 sec) Not	performed if	Col/Epi
is	normal

Aspirin	effect Prolonged Normal	(<114	sec)

Possible	platelet	defect	
or	vWD

Prolonged Prolonged

• Sensitive	to	recent	medications.	Good	to	
determine	aspirin	compliance

• Hard	to	interpret	w	anemia	or	thrombocytopenia
CHLA.org/HTC

Light	Transmission	Aggregometry
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CHLA.org/HTC

Inherited	Platelet	Disorders

• Glanzmann’s Thrombasthenia (aggregation	
issues)

• Bernard	Soulier Syndrome	(adhesion	issues)
• Storage	Pool	Disorders	(granule	issues)

CHLA.org/HTC

Treatment
• Antifibrinolytics

– Aminocaproic acid	or	Tranexamic acid

• Novoseven
• DDAVP	(some	cases)
• Platelet	transfusion	(some	cases)

– Concern	for	antibody	formation	in	patients	with	
BS	or	GT

CHLA.org/HTC

Other	Possible	Treatment	Options

CHLA.org/HTC
54

https://www.cdc.gov/reproductivehealth/unintendedpregnancy/pdf/legal_summary-chart_english_final_tag508.pdf
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Smartphone	App:		
CDC	contraception

CHLA.org/HTC

• 52	mg	intrauterine	system	(Mirena®)
• Releases	20	mcg	progestin/day
• Effective	for	5	years	
• Cost	:	~$300–$700
• Bleeding	pattern:

• Light	spotting	initially:
• 25%	at	6	months
• ~10%	at	1	year

• Amenorrhea	in:	
• 44%	by	6	months
• 50%	by	12	months

Levonogestrel IUDs 

• Approved  by FDA 
in 2000

**Additional	indication	for	heavy	menstrual	bleeding	was	approved	in	2009

CHLA.org/HTC

Mechanism	of	action	of	LNG-IUS	for	
decreasing	menstrual	bleeding

• LNG	down	regulates	the	estrogen	and	progesterone	receptors	in	
endometrium;	becomes	“dormant”	and	non-responsive	to	estrogen	
à cyclical	activity	is	lost	

• This	change	in	the	endometrium	is	associated	with	irregular	
bleeding	or	spotting	during	the	initial	months	of	LNG-IUS	use

• high	local	LNG	concentrations	also	cause	uniform	suppression	of	
endometrial	proliferation,	inactive	histology,	thin	epithelium,	and	
decidualization of	the	stroma

• This	leads	to	decreased	menstrual	blood	loss	 (up	to	97%)	and	pain,	
by	suppression	of	endometrial	proliferation

CHLA.org/HTC

A	Spotlight	on	the	
CHLA

Hematology/Adolescent	Medicine	Clinic
Julie	Jaffray,	MD

Claudia	Borzutsky,	MD
Erin	Benekos,	FNP-C
Jennifer	Donkin,	CPNP
Jacquelyn	Keegan,	CPNP
Wendy	Leung,	CPNP

CHLA.org/HTC

Ø Bleeding	disorders	are	common,	period!	

Ø Bleeding	disorders	affect	20%	of	women	and	adolescents	
with	heavy	periods	(heavy	menstrual	bleeding)

Ø OB/GYNs,	Pediatricians,	Surgeons	are	going	to	see	female	
patients	with	this	condition	at	some	point	during	their	
practice

Foundation	for	Women	&	Girls	with	
Blood	Disorders

A	Multidisciplinary	Clinic	

Why?

CHLA.org/HTC

• the	#	of	patients	cared	for	at	HTCs
increased	from	17,177	to	32,612	(up	
90%)

• the	number	of	females	with	BDs	cared	
for	at	HTC’s	grew	346%

• the	#	of	patients	with	VWD	increased	
by	148%	

Baker	JR,	et	al.		Haemophilia.		2013;	Sidonio R.	
2017

• Heavy	menstrual	bleeding	(HMB)	is	the	
most	common	symptom in	women	with	
VWD

From	1990	to	2010

Delay	in	Diagnosis	(still):
• The	average	time	from	first	bleed	claim	to	

VWD	diagnostic	claim	was	669	days	(2-3,284	
days)

• Past	experience	showed	1/3	of	patients	
initially	referred	to	Hematology	were	referred	
to	Adolescent	Medicine,	and	vice	versa

A Multidisciplinary Clinic 
for Bleeding and Clotting Disorders 

in Young Women
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WGBD	
Clinic	of	
Excellence

Combined	
Clinical	Care:	

Hem&	
Ob/Gyn

Collaborative	
Care	Team

Assessment	
of	

Patient/Clinic	
Outcomes

Ongoing	
Education

Collaborative	
Clinical,	

Translational,	
Laboratory	
Research

SOLUTION:	
A	WGBD	
Multidisciplinary	Clinic	
of	Excellence

▲ Multidisciplinary	Clinic	
involving	hematology,	
gynecology	(adolescent	
medicine),	social	work,	and	
other	specialties	as	
available

▲ Core	Component	is	the	
combined	clinical	care	
between	the	Hematologist	
and	the	
Gynecologist/Obstetrician	
(or	Adolescent	Medicine	
provider)	

▲ One	clinic,	one	setting	-
Patient	has	access	to	
services	at	the	same	time

Model	created	by	FWGBD
CHLA.org/HTC

Function:	
Coordination	between	Hematology,	AYA/Gynecology

• Clearly	articulated	the	relationship	in	seeing	patients
• Agreement	regarding	which	service	to	make	

diagnostic	and	management	decisions
• Evidence-based	clinical	practice	guidelines
• Provision	of	a	scheduled	outpatient	clinic

– Work-up	and	management
– Education
– Suitability	of	monitoring	plans

Core	Component	#1:	
Combined	Clinical	Care

Zia,	A.	

CHLA.org/HTC

Component	#2:	
WGBD	Clinic	Collaborative	

Care	Team
• Hematology
• Adolescent	Medicine
• Nursing	
• Psychology
• Social	Work
• Dietician

Zia,	A.	
CHLA.org/HTC

Component	#3:	
Assessment	of	Patient	and	Clinic	Outcomes:	

Follow-up

Zia,	A.	

CHLA.org/HTC

Comprehensive	Evaluation	and	Outcome	
Assessment

Zia,	A.	
CHLA.org/HTC

Effective	Care	Delivery	at	CHLA
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Effective	Care	Delivery
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CHLA.org/HTC

Diagnosis	

31% 

20% 

49% 

Ovulatory	Dfxn Pending	Dx Coagulopathy

von	Willebrand	
Disease
46%

Platelet	
Dysfunction

31%

Bleeding	NOS
6%

Thrombosis	
15%

Other	
2%

CHLA.org/HTC

Component	#5:	Collaborative	Clinical,	
Translational	and	Laboratory	Research

• ISTH	registry	
• The	Foundation	for	Women	&	Girls	with	Blood	Disorders	

(FWGBD)	
– WGBD	LAN	(Learning	Action	Network)	meetings	and	projects	

– A network that	brings	together	healthcare	professionals	around	
a	specific	agenda	in	order	to:	

Øharness	the	power	of	collaboration	
Øexchange	key	information	and	spread	practical	
implementation	of	best	practices,	and	

Øconnect	participants	to	national	initiative	activities,	
resources,	and	FWGBD’s	cadre	of	experts

Zia,	A.	
CHLA.org/HTC

It is much easier to coordinate BDO 

care and adolescent medicine care when 
the providers are in the same room. 

Previously, patients were left to navigate 
the divide, often leading to poorer 

outcomes or delays in proper treatment.

“I	believe	that	our	patients	appreciate,	not	
only	a	single	clinic	for	a	multi-disciplinary	
evaluation,	but	the	ease	of	collaboration	
between	our	specialties	for	the	care	of	

patients.	It	is	now	very	seamless	for	diagnosis	
of	bleeding	disorders	and	treatment,	where	
prior	to	our	clinic	initiation	in	2008,	our	

patients	would	often	been	seen	multiple	times	
before	effective	treatment	was	initiated.”

What is everyone saying?

Kansas	City	
Hemophilia	
Treatment	

Center

Clinic	for	adolescent	females
WGBD	LAN	Member

Cincinnati	Children’s	
Hospital	Medical	Center

Clinic	for	adolescent	females
WGBD	LAN	Member

CHLA.org/HTC

Summary
• Up	to	10-20%	of	women	with	HMB	have	an	
underlying	bleeding	disorder

• Be	suspicious	of	a	bleeding	disorder	if	there	is	a	
strong	FH	of	HMB	or	PMH	of	other	sites	of	
bleeding

• Understand	the	most	common	bleeding	
disorders	causing	HMB

If	you	are	concernedà send	your	patient	to	the	
Adolescent–Hematology	Clinic CHLA.org/HTC

Summary
• There	are	safe	hormonal	treatment	options,	for	
almost	every	patient,	that	will	greatly	improve	
her	quality	of	life

• Of	all	of	these	options,	progestin	IUDs	provide	
the	most	effective	bleeding	control,	whether	a	
known	bleeding	disorder	is	present	or	not

• Counseling	parents	and	patients	about	the	
relative	risks	and	safety	of	treatment	is	key

If	you	are	concernedà send	your	patient	to	the	
Adolescent–Hematology	Clinic
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Questions?


