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Leonard A. Valentino 
President and Chief Executive Officer  
 ___________________________________________________________________________ 


 Dear Community Member,   


The National Hemophilia Foundation (NHF) wants to welcome you to the bleeding disorder 


community. We know that receiving a diagnosis of von Willebrand disease (VWD) can bring up 


mixed emotions and more questions. Therefore, we created this VWD Toolkit for newly 


diagnosed individuals and families, to help address some of those questions, concerns, and 


needs. As you embark on this journey, we hope the toolkit helps you to begin putting pieces of 


the VWD puzzle together.  


In the toolkit you will find several resources, they are all listed on the following page under 


“Key of Resources.” These tools can be helpful in your VWD journey; however, you may not 


need to use all of them. Be sure to read through the entire toolkit and use what can be applied 


to your individual situation.  


While the VWD Toolkit has a lot of great information, you may still have questions. We 


encourage you to reach out to your hemophilia treatment center or healthcare provider with 


any questions or concerns about your diagnosis and treatment. We also suggest visiting NHF’s 


educational website https://stepsforliving.hemophilia.org/ to learn more about living with a 


bleeding disorder through all stages of life. Or you can contact HANDI, NHF’s information 


resource center at handi@hemophilia.org. NHF also thanks all those involved in creating this 


toolkit, our dedicated working group that developed this kit, and our sponsors. 


In Good Health, 


Leonard A. Valentino, M.D  







Key of Resources 
VWD Specific NHF Resources 


• VWD Brochure
• VWD Piecing Together the VWD Puzzle
• VWD Youth Activity Book
• Let’s Talk Puberty
• Time to Talk Puberty A Guide for Girls with Bleeding Disorders
• VWD Guidelines Diagnosis Snapshots – English Version
• VWD Guidelines Management Snapshots – English Version
• VWD Diagnosis Guidelines (NHF summary)
• VWD Management Guidelines (NHF summary)
• Nosebleeds


Better You Know (BYK) Resources 
• BYK What Women and Girls Should Know About Getting Tested for Bleeding Symptoms
• BYK Lab Test Log
• BYK Menstrual Chart and Scoring System
• BYK Teen Girls Brochure
• BYK Doctor Visit Preparation
• BYK Healthcare Diary


Misc. Resources 
• For Girls with Bleeding Disorders: What to Expect During Your First Gynecological Exam


– English Version
• Guidelines for Emergency Department Management of Hemophilia and Other Bleeding 


Disorders 



https://www.hemophilia.org/sites/default/files/document/files/vwd-brochure.pdf

https://www.hemophilia.org/sites/default/files/document/files/von-willebrand-disease-piecing-together-the-vwd-puzzle.pdf

https://www.hemophilia.org/sites/default/files/document/files/vwd-youth-activity-book.pdf

https://www.hemophilia.org/sites/default/files/document/files/nhf-bd-girlspuberty_book.pdf

https://www.hemophilia.org/sites/default/files/document/files/parent-caregiver-puberty-booklet.pdf

https://www.hemophilia.org/sites/default/files/document/files/VWD%20Guidelines_Diagnosis%20Snapshot_1.11.2021.pdf

https://www.hemophilia.org/sites/default/files/document/files/VWD%20Guidelines_Diagnosis%20Snapshot_1.11.2021.pdf

https://www.hemophilia.org/sites/default/files/document/files/VWD%20Guidelines_Management%20Snapshot_1.11.2021.pdf

https://www.hemophilia.org/sites/default/files/document/files/VWD%20Guidelines%20Toolkit%20-%20Diagnosis.pdf

https://www.hemophilia.org/sites/default/files/document/files/VWD%20Guidelines%20Toolkit%20-%20Management.pdf

https://www.hemophilia.org/sites/default/files/document/files/nosebleeds.pdf

https://www.hemophilia.org/sites/default/files/document/files/byk-what-you-should-know.pdf

https://www.hemophilia.org/sites/default/files/document/files/byk-lab-test-log.pdf

https://www.hemophilia.org/sites/default/files/document/files/byk-menstrual-chart-scoring-system.pdf

https://www.hemophilia.org/sites/default/files/document/files/byk-teen-girls-brochure-english.pdf

https://www.hemophilia.org/sites/default/files/document/files/byk-doctor-visit-preparation.pdf

https://www.hemophilia.org/sites/default/files/document/files/byk-healthcare-diary.pdf

https://nmcdn.io/e186d21f8c7946a19faed23c3da2f0da/a2fa4803e65a4165bb7fcbba6a33c0cd/files/HoG-Gynecological-Visit_FINAL_5-25-21.pdf

https://nmcdn.io/e186d21f8c7946a19faed23c3da2f0da/a2fa4803e65a4165bb7fcbba6a33c0cd/files/HoG-Gynecological-Visit_FINAL_5-25-21.pdf

https://www.hemophilia.org/sites/default/files/document/files/MASAC-ER-English.pdf

https://www.hemophilia.org/sites/default/files/document/files/MASAC-ER-English.pdf
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4 subtypes:


2A, 2B, 2M, 2N


The National Hemophilia Foundation (NHF) would like to thank the members of the 
working group that independently developed this brochure: Jeanette Cesta, National 
Bleeding Disorder Educator; Jessica Graham; James Hammel, MD, MA, MSc, FAPA; 
Debbie L. Nelson and Katherine Rosenblatt, LMSW.


The information contained in this publication is provided for your general information only. 
NHF does not give medical advice or engage in the practice of medicine. NHF under no 
circumstances recommends particular treatment for specifi c individuals and in all cases 
recommends that you consult your local physician or treatment center.
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Just diagnosed with VWD?
Now what?


A diagnosis of von Willebrand disease, or VWD, can be scary, 
but it can also feel like all the pieces of a puzzle are fi nally in 
place. Your new diagnosis means that now you can get the care 
you need to control your symptoms, like bleeding or bruising.
VWD is a genetic disorder caused by a missing or defective 
clotting protein in the blood called von Willebrand factor (VWF). 
VWF is important because it carries and protects another 
clotting factor in the blood – factor VIII. Without VWF, factor 
VIII becomes rapidly destroyed in the bloodstream/circulation, 
resulting in low factor VIII levels. It also helps platelets stick to 
the blood vessel walls at an injury site. The amount of VWF 
circulating varies over time and with diff erent stress levels or 
activities, which complicates diagnosis and management. 


There are several diff erent types of VWD: 1, 2 
(with 4 subtypes: 2A, 2B, 2M, 2N) and 3. 


Many new patients are unsure of their type, so ask your doctor 
to explain your type, its severity and proper treatment.
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What should I expect and anticipate? 
(Your VWD Survival Guide)


You’ll fi nd support and the encouragement to live a happy, 
healthy life with VWD. Learn all you can about VWD, then 
educate others. Telling close friends and your family about 
your VWD (this is referred to as “disclosure”) and be prepared 
for emergencies. Get connected to the National Hemophilia 
Foundation’s bleeding disorders community, where you’ll fi nd 
support and encouragement. 


Sometimes having VWD can seem overwhelming. Just take a 
deep breath and reach out for help when you need it. There are 
many resources and helpful people in your own community. Take 
things one step at a time, beginning with this VWD checklist: 
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VWD Checklist:


1. Annual or Biannual VWD Visit – individuals with VWD 
should schedule routine follow-up visits with a medical 


provider who can help you manage your symptoms. You may be 
referred to a hemophilia treatment center (HTC), a specialized 
healthcare center staff ed by a team of doctors, nurses and other 
health professionals experienced in treating people with VWD, 
or you may see an independent hematologist. During the visit, 
treatment options may be discussed, as well as tests to make 
sure your treatment works to manage your symptoms. HTC 
staff  can answer questions about insurance coverage, educate 
school staff  and help you adjust to life with VWD. Visit your 
hematologist regularly, even if nothing has changed. That way you 
will be aware of any new tests, treatments or information that 
could help. Regular visits strengthen your relationship with your 
medical team and keep them updated on any changes in your 
life that may aff ect your treatment. 
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2. Schedule Routine Healthcare Appointments –
Keep up with routine healthcare appointments and 


screenings, and attend to other medical issues promptly. Don’t 
let that cavity (a typically minor bleeding issue) turn into a root 
canal or extraction (typically a greater bleeding issue).


a. Primary Care Physician/Pediatrician: All of your physicians 
should be aware of your VWD diagnosis. VWD needs to be 
addressed before any procedures can be done, because 
some medications should not be given to patients with VWD. 
If surgery is being considered, communication with your 
VWD provider is critical to ensure that a plan is in place to 
address any bleeding complications. In fact, many surgeons 
will not schedule surgery without clearance from your doctor. 


b. Dentist/Oral Surgeon: Without pretreatment, 
some dental care procedures, such as deep 
cleanings, can cause a mouth bleed. Further, your 
VWD diagnosis must be considered before tooth 
extractions or gum procedures can be performed. 
Give your dentist your VWD provider’s contact 
information so that they may coordinate the 
procedures.


 3. Be Prepared for Emergencies – Keep a 
supply of your medications, have current 


and after hours contact information for your 
medical team or local ER readily available and 
maintain a support team of family members/friends 
who can help in an emergency. Have a plan in place 
and share it with caregivers so that when a medical 
situation occurs, everyone knows what to do.
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4. Wear Medical Alert Identifi cation – A medical alert 
identifi cation bracelet, necklace or dog tag, notifi es 


emergency workers that the wearer has a medical condition and 
who to contact for details. It has room to inscribe specifi cs such 
as diagnosis and allergies, and has a number to call for further 
information. Some products even have the information stored 
electronically in the medical alert identifi cation. 


5. Request a Travel Letter – It is important to request 
a travel letter (sometimes called an introduction letter) 


from your VWD provider. The letter includes information such as 
your diagnosis (VWD and type), treatment plan for both minor 
and major bleeds, a list of your allergies and contact information 
for your hematologist. It is helpful in emergency rooms, when 
traveling and at school.


Piecing together the VWD puzzle
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6. Stay Physically Active – Physical activity is important 
for overall health and for your VWD as well. Talk to your 


VWD provider about which activities are safe for you, and what 
protective gear or treatment you need beforehand. If you or your 
child is active in sports, tell the coach about your VWD diagnosis, 
symptoms and treatment, and that your medical alert identifi cation 
can safely be worn during practices and games. 


7. Communicate with School/Childcare/After-school 
programs – The school or child care provider should be 


informed of your child’s diagnosis. The best way to communicate 
with your child’s school is through a 504 plan. 504 plans help 
guarantee that every child has access to equal education 
regardless of a medical issue. Ask your child’s school about setting 
up a 504 plan, which often includes a meeting with key school 
personnel (e.g., teachers, school nurse, coaches, bus driver). During 
the meeting you can educate the staff  about your child’s VWD, 
discuss any possible issues regarding school activities, prepare 
an emergency plan, and request accommodations you and your 
medical team feel are needed. These might include:


a. Immediate access to the school nurse and bathroom when 
needed.


b. Medication storage/administration at school.


c. Permission to carry and use a cell phone for a medical 
issue.


d. Accommodations when traveling on fi eld trips (medication, 
travel letter, etc.)


If your child’s school doesn’t use 504 plans, you can still ask for 
a meeting to discuss any accommodations your child may need 
at school. 
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8. Disclosure in the Workplace/College – 
Talk with your HTC social worker about your rights 
and how to inform your workplace or college. 


Visit: www.stepsforliving.hemophilia.org for more information.


9. Connect with Your Bleeding Disorders 
Community – Getting involved with your bleeding 


disorders community has many benefi ts. It will help you stay 
updated with the latest information on VWD, provide you 
with access to resources (educational materials, webinars, 
scholarships, etc.) and help you meet others who have a 
bleeding disorder through social and educational events. The 
best way to start is to contact your local chapter or HTC (see 
back of brochure).
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What information do I need to share with my 
Hematologist/HTC?


When visiting your hematologist or HTC staff , come prepared 
with the following information:


☐ Your family history of 
a bleeding disorder. 
Document if your 
mother, father, siblings 
or children have or had 
bleeding problems.


☐ Prepare a list of the 
over-the-counter, 
prescription and 
herbal medications 
you take.


☐ Jot down your 
bleeding and bruising 
symptoms. If possible, 
make a list of recent 
bleeding or bruising 
episodes.


☐ The results of recent 
lab work. 


☐ A list of your questions 
and concerns.
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Know the symptoms, treat them and enjoy life


For Anyone: Frequent and prolonged nosebleeds, easy bruising 
and heavy bleeding after surgery or dental work are symptoms 
anyone with VWD may face. In more severe cases, bleeding into 
soft tissues and joints may occur. The treatment for VWD depends 
on the type and severity of the bleeding disorder, so talk to your 
hematologist/HTC to come up with the best treatment plan for 
you. Treatments are given by injection, nasal spray or pills.


For Women and Girls: Heavy menstrual bleeding is often a 
primary symptom for adolescent girls and women, but can be 
controlled with proper treatment. Women and girls can often 
participate in sports and other physical activities. They can 
progress safely through pregnancy, childbirth and menopause —all 
by staying engaged with their hematologist/HTC.


For Men and Boys: VWD is sometimes diagnosed at a later 
age in boys and men, even though it is equally common in men 
and women. The most common symptom in boys is frequent 
and prolonged nosebleeds. It is sometimes caught “by chance” 
by medical providers if there isn’t a clear family history, or if it 
isn’t recognized by care providers due to the challenges with 
diagnosis. VWD can cause signifi cant problems among boys and 
men if not diagnosed and treated. Boys and men with VWD can 
often participate in many sports, and should stay engaged with 
their hematologist/HTC. 
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For More Information and Support


For information about NHF and to fi nd a local chapter:
www.hemophilia.org.


For information on living with a bleeding disorder
through all life stages:


www.stepsforliving.hemophilia.org.


Any other questions? 


Call or email HANDI, NHF’s information resource center:
800.424.2634 or handi@hemophlia.org.


The National Hemophilia Foundation is dedicated to fi nding better treatments and cures 
for inheritable bleeding disorders and to preventing the complications of these disorders 
through education, advocacy and research. Its programs and initiatives are made possible 
through the generosity of individuals, corporations and foundations as well as through a 
cooperative agreement with the Centers for Disease Control and Prevention (CDC).


7 Penn Plaza, Suite 1204, New York, NY 10001


Sponsored by








 


   


For Girls with  
Bleeding Disorders:  


What to Expect  
During Your First  


Gynecological Exam  


 


This brochure was brought to you by: 
Hemophilia of Georgia 


www.hog.org 
Phone: 770.518.8272 


mail@hog.org 
 


Foundation for Women & Girls with Blood Disorders 
www.fwgbd.org 
info@fwgbd.org  


      


What Happens During the External Physical Examination?   
During this exam, you will sit on the exam table. Your doctor will put gloves 
on and feel your breasts and external genitalia (or vulva) to check for 
anything that seems abnormal. Unless you are sexually active, have changing 
or unusual symptoms, or bad pain or discharge, you may not need an 
internal exam.   
 
What Happens During the Internal or Bimanual Exam? 
If you do need an internal exam, your doctor will ask you to sit on the exam 
table and place your feet in the stirrups. Your doctor will gently insert their 
finger to locate your cervix and will insert a lubricated speculum (a small 
tool) into your vagina, clicking it open. The doctor will gently move it and 
look through it at the walls of your vagina. The speculum may feel cold and a 
little weird. If your doctor is doing a bimanual exam, they will insert one or 
two fingers into your vagina and place their hand on your stomach so they 
can feel your uterus and ovaries, helping them check for swelling or cysts.  
 
 
Why Do I Need Hormonal Therapy? 
Sometimes your doctor may put you on hormonal therapy such as pills, 
shots, an IUD or other methods to help control bleeding during your period. 
Though it can also be used as birth control, it is also hormonal therapy and 
using it does not mean you are sexually active; it is prescribed for many 
other medical reasons. Since hormonal therapy causes you to bleed less 
during your period, you are less likely to develop anemia (a low number of 
red blood cells that can make you feel tired and bruise easily). It is important 
to take your medication as prescribed, especially if you are prescribed pills. 
Many girls do not have side effects when taking hormonal therapy, but some 
notice irregular periods, mood changes, nausea, or headaches. If you are 
concerned about changes, talk to your doctor.    
 
What Happens After My Appointment? 
Your doctor will be in touch with the test results and medications they 
would like to prescribe and can answer any questions you have. They will 
also set up a follow-up appointment if needed. Unless something changes, 
you probably will not need another exam for another year. 
 







 
What Is a Bleeding Disorder? 
If you have a bleeding disorder, you already know that there is a 
problem with your blood, which might include issues with: 


 Red or white blood cells 
 Platelets 
 Blood vessels 
 Bone marrow 
 Lymph nodes 
 Proteins involved in bleeding 


and clotting 
Depending on the type of bleeding disorder you have, your doctor 
may want you to see a gynecologist – a doctor who cares for women 
and girls’ reproductive systems.  
 
Why Do I Need to See a Gynecologist? 
Some girls with bleeding disorders have very heavy menstrual 
bleeding and/or pain. Your hematologist may want you to see a 
gynecologist to make sure your reproductive system is healthy. Most 
girls usually visit a gynecologist between the ages of 13-15 years, but 
if you have a bleeding disorder, are sexually active, or if you have 
pelvic pain or irregular bleeding, you may need to have your first 
exam earlier. That does not mean there is anything wrong! It helps 
make sure you receive the best treatment to control your bleeding.  
 
What Will the Doctor Ask Me? 
At your visit, your doctor will ask you a lot of questions, including: 


 Your medical history 
 Your family’s medical history 
 Past surgeries 
 Questions about your period 
 If you are sexually active  


Remember: it is important to be honest. The more your doctor knows 
about you and your body, the more they know how to help you. If you 
are afraid to tell the doctor anything because they might tell your 
family, they can tell you what they can keep confidential. 
  


   
What Will My Doctor Ask About My 
Period? 
Your doctor will ask you lots of questions 
about your period. If you are having 
especially heavy bleeding with your period, 
you may want to use an app or take notes 


before your visit, so you are able to tell them: 
 At what age your period started 
 The date of your last period 
 How often you get your period 
 How many pads or tampons you use each day 
 How painful your period is  


 
What Questions Should I Ask the Doctor? 
Before your visit, write down your questions and bring them with you. 
Tell your doctor you have some questions to ask before your exam, 
especially if you are concerned about anything. You should ask the 
doctor anything – there are no silly questions! Questions we’ve heard 
from other girls include:  


 What can you do to help with my pain?   
 What can you do to cut down on my bleeding?   
 What do I tell friends about my bleeding? 
 What should I tell my friends about hormonal therapy? 
 Will I be able to go to school or go swimming?   
 How do I manage my bleeding if I’m on a sports team? 
 Will I be able to get pregnant in the future?   
 Do my future children need to worry about having this?  
 Do I need to think about planning for children now?   


 
What Exams May Be Performed?  
During your visit, you may need to have certain exams: 


• A general physical exam (height, weight, etc.)  
• An external genital exam 
• An internal or bimanual exam  


Usually, your doctor will do a physical exam, but may not need to do an 
internal or bimanual exam depending on your symptoms. If you are 
nervous, you can ask about the possibility of sedation. If you need to 
have an internal exam, try to schedule it during the middle of your 
cycle, so you are not on your period.  


 


www.hog.org    |   770-518-8272 
www.fwgbd.org    
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Kids with VWD can 
and should play...
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but Please Play safe.
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CAN YOU find and color 


the safety gear orange?







Tell a grown up if you 
get hurt or something 
feels bad. Show an adult 
your medical alert ID.
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CAN YOU find and color 


the safety gear blue?
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Help the kids FIND 
their safety gear 
and make  it to the 
soccer game!
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Find the Hidden Objects!
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Factor 
Infusion 
Syringe


Bandage RED CROSSBicycle
Helmet


Look closely at the scene. Can you  


find and circle the objects below?







Find the Hidden Objects!
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BallGolf
Club


Swim
Goggles


Nasal
Spray


Medical ID
Bracelet
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Match the Kid & Activity
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Can you match each kid with an activity? Draw a line to the correct answer!


TURN THE PAGE FOR ANSWERS!
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Draw a line to the correct answer!
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Kids & their activitIES!


7 year old Emmett has 
VWD and loves swimming.


9 year old Gabby has 
diabetes and loves to read.


8 year old Drew has asthma and 
loves to play soccer but has to 
use his inhaler sometimes. 


6 year old Ramona has food 
allergies. She loves gymnastics 


and ballet, and eating ice cream.


10 year old Samara has VWD and loves to go 
camping and hiking with her family and dog. 


Everybody feels like they have something diff erent 


going on with them sometimes. You can’t always tell 


by looking at a person. Make new friends, include 


others, and stand up for what is right.


10 year old Michael has no medical issues 
but doesn’t like to play sports and feels 


left out sometimes. He does love to draw. 


1


2


3


4


5


6


6 year old Ramona has food 
allergies. She loves gymnastics 


and ballet, and eating ice cream.


9 year old Gabby has 
diabetes and loves to read.


8 year old Drew has asthma and 







Find these words!


I B F R W J O T S I G O L O T A M E H R 
H N S U P P O R T F B S B Y H T R Z J O 
A I F O R H F F H E R L W F N T M D X T 
A J K U I V B J Q S M I E I M X C N J C 
P P M I S T Z B P R E Q E E M M K V P A 
E Z I M N I N G V U N D M N D D T E H F 
I O Z P N G O D C N X U S G D B Q O W X 
G O Q M K X J N E N Y I P W L S I C B E 
R A W I T A D U N O H D N W O B W W X F 
V P A E G U P M R Q T F G Y X Q L K V F 
D G R T G X V X D J K V Q D J F D F U I 
V O N W I L L E B R A N D D I S E A S E 
S E H C A O C Y P J Q B N F K V U V U K 
G I W U S C C T C L E P M O W I B A H Y 
R E K R O W L A I C O S Q A H I V Y I B 
C U T F N P S U V Y Y J L A F M P W R G 
P H Y S I C A L T H E R A P I S T U F O 
J O I N T N D E E L B E S O N H I R C L 
S R E H C A E T B M U W M L R S C I I F 
T D C B A G Z W N C M G S Y E D X D N D 


What do these have to do with your 


bleeding disorder? Ask an Adult!


Bleed
Bruise
Coaches
Factor
Friends
Golf
Hematologist


Hiking
HTC
Infusion
Joint
Nose Bleed
Nurse
Physical Therapist


Social Worker
Support
Swim
Teachers
Von Willebrand 
Disease
VWF
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Myth or Fact?
Only girls have VWD.


VWD is one of many different bleeding disorders. 


Hemophilia is the most common bleeding disorder. 


Name 4 common symptoms of VWD.


People with bleeding disorders can die from a 
paper cut.


You can “catch” a bleeding disorder from a friend.


Many people in one family can have VWD.


A bleeding disorder is a type of cancer. 


Test Your Bleeding 
Disorder Smarts!


1. Myth: Boys have VWD too, in equal numbers as girls do. 2. Fact: Other bleeding disorders 
include hemophilia and rare factor deficiencies. Each of these bleeding disorders has a different 
type of clotting factor in their blood that is missing, in low levels, or not working right. Clotting 
factors are proteins in the blood that control bleeding. If any of the clotting factors is missing 
or not working properly, bleeding continues for longer than it should. 3. Myth: VWD is the 
most common (about 1% of people in the US). Some people have more bleeding than others, 
regardless of having VWD or hemophilia. 4. Easy bruising, lots of nosebleeds that last a long time, 
lots of bleeding after surgery or dental work, heavy periods in girls 5. Myth: People with bleeding 
disorders can have life threatening complications but won’t die from a paper cut or any other 
scrape. As they say “we bleed longer, not stronger.” With proper treatment, people with bleeding 
disorders live long, healthy, active lives. 6. Myth:  Bleeding disorders are not contagious (which 
means you can’t catch them by just being around someone who has one). Most are inherited, 
which means it was part of your family genes or make up, but some people are born with a 
bleeding disorder without anyone in their family having one. 7. Fact: Most bleeding disorders 
are inherited, which means it was part of your family genes or make up. Some kids have a lot of 
family members (parents, siblings, aunts, uncles, grandparents) who have a bleeding disorder. For 
other kids, they may be the only one in their family that they know that has a bleeding disorder.  
Even if many people in one family have a bleeding disorder, each individual may have different 
symptoms and treatment. 8. Myth: Bleeding disorders are not cancer. Some doctors who treat 
kids with a bleeding disorder also treat kids who have blood cancer, so you may end up meeting 
kids with different health issues when you go to the doctor.


  1
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Find out more about your bleeding disorder 
at stepsforliving.hemophilia.org







Fiona peeked out from under her blanket. The sun was just coming 
up and the birds were tweeting outside her bedroom window. She 
jumped out of bed and grabbed her book bag. There was going to 
be a magician at the school assembly today and there was no way 
she was going to miss it. “Hold on there, young lady! Aren’t those 
the same clothes you wore yesterday?” her mom asked as Fiona 
grabbed an apple and ran toward the front door. 


“No time, Mom! Gotta go!”


Fiona was so excited when she got to homeroom, she could hardly 
sit still. Her teacher, Mr. Morrow, noticed her fi dgeting in her chair. 
“Looking forward to the assembly today, Fiona?” he asked. 
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“Of course!” she exclaimed, “I saw this magician once who cut 
a woman in half and then put her back together!” Mr. Morrow 
just chuckled.


Suddenly, Fiona smelled something funny yet familiar. Oh 
no! she thought, wiping her nose with her finger. Not a 
nosebleed—not now! She got up to get a tissue when her 
friend Paul saw the blood.


“Are you OK?” he asked, and several other kids turned to see 
what was going on. Fiona blushed—how embarrassing!


Mr. Morrow saw the commotion. “I think I’d better go to the 
nurse’s office,” Fiona told him.


“Of course!” he said, offering her a handful of tissues.


At the nurse’s office, Miss Breen handed Fiona more tissues 
and had her sit down. “Pinch your nose and hopefully it will 
stop—and try to calm down. I will go get your medicine.” 


But Fiona was too worried. “If it doesn’t stop, I’ll miss the 
magician!” 


Miss Breen tried to get her mind off of the nosebleed.  
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“Can you do any magic tricks?” She asked Fiona. 


“I wish! Last summer I saw this magician who pulled a rabbit out of 
a hat! I asked him how he did it, but he said that a magician never 
reveals his secret. I want to be a magician some day—Fiona the 
Fantastic!—then I’ll be able to pull a rabbit out of a hat and keep it 
as a pet!” 


Miss Breen smiled. “Where was the magician performing?” she 
asked. 


“At this walk for people with hemophilia and stuff. But I don’t have 
hemophilia. My brother and I have this other thing—von Willebrand 
disease. It makes us get lots of nosebleeds and bruises. At least, 
that’s what our doctor told us,” Fiona said, grabbing a new tissue.


Miss Breen nodded, “Your mom told me a little about it when she 
brought in your DDAVP medicine. She gave me a pamphlet about 
it.”


Just then, Ethan walked into the nurse’s offi ce and leaned against 
the wall. “I need my inhaler, Miss Breen,” Ethan gasped. 


As the nurse got up, Fiona noticed that Ethan had a bracelet just 
like hers, except his was blue. “Hey, I have a bracelet just like that,” 
Fiona said, raising her wrist up in the air. 


Ethan looked at the bloody tissue in her hand. “Ewwww…are you 
going to bleed to death?” 


Fiona looked puzzled. “No…my doctor said that I just bleed longer 
than other people,” she said as she grabbed a new tissue. She 
pressed it against her nose and then looked at it. “I think it might 
be slowing down!” Fiona yelled. She looked up and saw Paul 
peeking his head in the door. 


“Hi Miss Breen—I just wanted to make sure Fiona was OK,” Paul 
asked.


Miss Breen waved him in, “She’ll be fi ne.” 
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Paul sat down by Fiona. “The class is heading down to the 
assembly. Mr. Morrow said I could check in on you.” 


“I just have to take my medicine,” she said as the nurse handed 
her the nosespray bottle.


Confused, Paul looked at the bottle. “What’s that for?”  
he asked. 


Fiona squirted it up her nose and took a deep breath in. “It 
helps me stop bleeding when I get a nosebleed,” she said, 
“because I have von Willebrand Disease. See?” She flipped 
over her medical alert bracelet. 


Paul looked at the writing on the back. “I didn’t know that. I 
guess I never paid attention to your bracelet.” 


Fiona pressed a tissue up to her nose again. “Well, I didn’t 
want to tell anyone because my brother told a couple of his 
friends and they made fun of him, and I was afraid…” 


Paul interrupted, “I would never pick on you—you’re 
Fiona the Fantastic! And I’m going to be your 
magician’s assistant!” 


Looking to Miss Breen, Fiona smiled. “Can I go 
now? My nosebleed has stopped!”


Fiona and Paul walked into the assembly just 
in time for the magic show. Paul turned to 
her and laughed, “If the magician needs a 
volunteer to be cut in half, maybe it’s better 
you don’t raise your hand.”


16


vo
n 


W
ille


br
an


d 
Di


se
as


e







17


Fiona the


FANTASTIC


Fiona the


FANTASTIC







Glossary
Bleeding disorder:  A problem in the body where a person’s 
blood does not clot properly. 


Diagnosis: Identifi cation of an illness or medical issue.


DDAVP: Desmopressin acetate, also known as DDAVP, is 
medicine that helps the body form a stable, fi rm clot. It is one 
type of medicine for VWD and either is taken by injection or 
a nose spray.


Doctor’s letter: An offi  cial letter from your doctor that describes 
your bleeding disorder and medical needs in case of an 
emergency. You may need this when traveling or for sports.


Factor: Sometimes people say “factor” when talking about 
“factor replacement therapy” or “clotting factor.” It is one type of 
medicine for VWD. Basically, you’re giving your body the type of 
protein it needs to help your blood clot normally. Not all people 
with VWD use factor. Factor is given by infusion into a vein. The 
amount of factor you need depends on several things including 
your weight, where the bleed is, and if it’s where you usually get 
a bleed. 


Hematologist: A doctor who is an expert in blood problems. 
The hematologist may be your main doctor.


Hemophilia: An inherited bleeding disorder in which 
the blood does not clot properly. Blood contains 
many proteins (called clotting factors) that help stop 
bleeding. These clotting factors are numbered from 
1 through 13, using roman numerals (such as I or X). People with 
hemophilia have either a low level of these clotting factors in 
their blood or none at all. The lower the level, the more likely the 
person will have bleeding problems. 
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HTC: HTC is short for hemophilia treatment center, where people 
with many different bleeding disorders see their doctors, nurses, 
physical therapists and social workers to get care for their bleeding 
disorder.


Infusion: This is one way of getting medicine into the body. It involves 
the medicine getting into the body directly into a vein, usually using a 
needle.


Inherited:  Passed to the child through the parent’s DNA.


Joint bleed:  Bleeding into the space between two bones.  
Elbows, knees and ankle are joints that often get bleeds.


Medical Alert ID: A tag, often worn as a bracelet or necklace, with 
information about any medical issues the person wearing it has.  
It helps get the person the proper care in case of an emergency.


Physical therapist (PT): Trained healthcare providers that help 
patients reduce pain and improve how their bodies move. They also 
show their patients how to prevent future injuries.


Social worker:  A social worker helps a person with a bleeding 
disorder and his or her family handle everyday problems that can 
come up when living with a bleeding disorder. A social worker is a 
good person to talk to if you feel sad, worried or anxious about your 
bleeding disorder.


Symptom: A sign, such as pain or a bruise, that signals that something 
in your body isn’t right. By telling a doctor your symptoms, it will help 
him or her figure out what is wrong. 


Treatment: The medical care given to a patient for an illness or injury.


Von Willebrand disease: von Willebrand disease (VWD) is a disorder 
that is caused by a problem with one of the proteins in the blood 
(von Willebrand factor or vWF). People with VWD either don’t have 
enough vWF or what they have doesn’t work properly.


19







7 Penn Plaza, Suite 1204, New York, NY 10001


Sponsored by


The National Hemophilia Foundation is dedicated to fi nding better treatments and cures for inheritable bleeding 
disorders and to preventing the complications of these disorders through education, advocacy and research. Its 
programs and initiatives are made possible through the generosity of individuals, corporations and foundations as 
well as through a cooperative agreement with the Centers for Disease Control and Prevention (CDC).


TIC TACTOE


For more information on living with
a bleeding disorder, go to


stepsforliving.hemophilia.org


This activity book is sponsored by 












3


We’ll explain about different 
bleeding disorders, about how your 


body changes during puberty ( 
with just enough science included) 
and about the various feelings that 


come along with it. Throughout 
the booklet, you’ll hear real stories 
from those who’ve been through 
it, because it’s always easier when 


you have someone share your 
experiences of growing up!


Inside the book, there are tips on 
how to have healthy conversations 


with your friends, doctors and 
family. We totally get that puberty 


is not always easy to talk about. 
Hopefully these tips will help you 


feel more comfortable asking 
questions and talking with trusted 


adults in your life.


We also know that the puberty 
experience can allow you to 


take control of your body, know 
what’s happening and learn 


what works for you.


Most of all, we hope that 
after reading this book, you’ll 


feel knowledgeable about 
your bleeding disorder and 
ready to take on puberty!


1 To know about her bleeding disorder, changes her body goes through 
during puberty, and how, if at all, having a bleeding disorder may 
impact those changes.


2  To understand that it is okay to talk about your body and get any 
 questions answered. Puberty and bleeding disorders are not something 
 that you have to hide.


3 To feel that puberty and her bleeding disorder are manageable. 
 There may be some awkward moments along the way, but you got 
 this. You are not alone!


How did this book come about? We 


heard from girls just like you that they 


wanted a puberty book and a few of 


our strong beliefs drove us to write it. 


Hey Everybody!  
It’s great to meet you! We are so glad you decided to pick up this book. We 
are the Victory for Women team and we work at the National Hemophilia 


Foundation (NHF) on educational materials for girls with all different types 
of bleeding disorders. We wrote this book with a group of experts, that is, 
doctors, nurses, parents and, of course, girls like you — girls with bleeding 


disorders! We’re going to cover a lot of material together, but let’s start  
with some basics.


We understand there’s not one definition for what it means to be a girl. 
While being female may have been assigned at birth, we know that what it 


means to be a girl may look, feel, and be expressed differently depending on 
the person. In this book we used the term “girl” a lot, but to us that is a very 


broad term and we want you to know that can include a range of gender 
identities. This book focused on the body parts and organs that change 
during puberty for those who menstruate (aka those who have periods). 
Some of the information in this book may be new and some of you may 
have heard it before. Either way, it is totally okay. We’re aware that every 


person is at different stages of puberty and so is their experience. This book 
can be informative for anyone. 


Everyone on the planet goes through puberty, that period from 
adolescence to adulthood. Although at times you may feel like you’re 


the only one with questions, we GUARANTEE you everyone has similar 
questions.


That’s why we wrote this book.


We believe that every girl deserves:


We Have
Some


Answers. The Victory forWomen Team!


2







TABLE OF CONTENTS
Bleeding Disorder Basics ....................................... 6


My Bleeding Disorder and Me  ................................7
Hemophilia .................................................................................................. 8
Von Willebrand Disease ..............................................................................10
Factor Deficiencies ....................................................................................... 11
Platelet Disorders  ....................................................................................... 11
Rare Factor Deficiencies ............................................................................... 11
Bleeding Symptoms.................................................................................... 12


Doctors Who Treat Bleeding Disorders  .................. 14
Treatment .................................................................................................. 15


Puberty: Just the Facts ......................................... 16
Fact #1: You Are Not Alone ........................................................................... 16
Fact #2: There Are Signs Your Body is Beginning Puberty ............................ 17
Fact #3: There Are Names For All Your Body Parts ........................................ 18 
Fact #4: There Are Stages Of Puberty .......................................................... 19


’Fess Up: Questions From Young People.  
Answers From Experts ..........................................20


Time to Talk Periods .............................................24
The Facts.................................................................................................... 24
Plenty Of Protection .................................................................................. 28
Tips For Managing Heavy Periods .............................................................. 30
Doc Talk ......................................................................................................33


The Emotions of Puberty ......................................34
All The Feels ............................................................................................... 34
Self-Esteem ............................................................................................... 36


Talk It Out ...........................................................38
How To Talk With Your Friends ................................................................... 38
How To Talk To Trusted Adults ...................................................................40


Final Thought ...................................................... 41


Resources ............................................................ 41


Glossary ..............................................................42


Notes ..................................................................46
4 6


TIP:


All terms bolded 


in blue or white will be  


in the glossary in the  


back of this book. 







My Bleeding Disorder and Me
There are many different types of bleeding disorders. Below are 


some details on the different types. You may only be familiar with 
the one you have, but it’s important to know a bit about the other 
ones too. After all, it’s what connects you to all the amazing girls 


with bleeding disorders in your town, across the country and even 
around the world!


Hemophilia
As we said earlier, blood has different proteins called clotting 


factors. Two important clotting factors are factor VIII (8) and factor 
IX (9). When a person’s clotting factor doesn’t work correctly, is 
low or is missing from their blood, they may have hemophilia. 


The less clotting factor in your blood, the more serious your 
hemophilia may be. There are two types of hemophilia, called 


hemophilia A and hemophilia B.


Bleeding Disorders Basics
A bleeding disorder is an inherited chronic 


condition where a person bleeds longer than 
normal before a clot forms to stop the bleeding 


or the formed clot breaks down too early, leading 
to longer bleeding. When a person bleeds, parts 


of the blood called proteins (clotting factors) 
and platelets work together and in the correct 
order to create a clot strong enough to stop the 
bleeding. All the proteins and platelets involved 
in the process are called the clotting cascade.  
If a part of the clotting cascade isn’t working 
right, then a bleeding disorder occurs. Which 


bleeding disorder and the severity of it is based 
on which protein is affected and the amount of 
that protein that’s missing or not working well 


enough in the blood.


A: Up to 1% of women and girls 


have a bleeding disorder, but many 


don’t even know it. Some women 


and girls live with symptoms but 


don’t know that the symptoms may 


be due to a bleeding disorder. We 


want to help more girls and women 


get properly diagnosed and learn how 


to manage their symptoms.


Q: 


How many 


girls have 


a bleeding 


disorder?


76


“Platelets” are tiny, 


disc-shaped parts of blood that 


help seal injured blood vessels 


and stop bleeding.


Proteins in the blood, known as a 


clotting factor, act in a certain order 


to stop bleeding and form a clot. 


The factors are numbered from 1 to 


13 using roman numerals 


“Inherited” means 


that a condition 


or trait is passed 


down from your 


parents. ”Chronic” 


means ongoing 


for a long time; 


you have chronic 


conditions for life.
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Hemophilia A 
is caused by a factor VIII (FVIII) deficiency. The amount of factor 
VIII in your blood tells you the severity of your bleeding disorder. 
Someone with mild hemophilia will  have 6–49% of FVIII in their 


blood, someone with moderate hemophilia will have 1–5% of FVIII in 
their blood and someone with severe hemophilia will have less than 


1% of FVIII in their blood.


Hemophilia B


is caused by a factor IX (FIX) deficiency. The amount of factor IX in 
your blood tells you the severity of your bleeding disorder. Someone 


with mild hemophilia will have 6–49% of FIX in their blood, 
someone with moderate hemophilia may have 1–5% of FIX in their 
blood and someone with severe hemophilia will have less than 1% 


of FIX in their blood.


You may have heard that only boys can have hemophilia. Although 
it is more common for boys/men  to have hemophilia, we now 


know that any gender can have hemophilia. In the United States 
about 20,000 people have hemophilia. The hemophilia gene can 


be passed down from either parent if they have an affected X 
chromosome. Women (and girls!) have two X chromosomes; they 


pass one of those chromosome onto each child. So there is a 50/50 
chance that the X chromosome passed on to a child is the affected 


one. Men have an X and a Y chromosome; he will pass his only X 
chromosome onto his daughters. So if a man has hemophilia, he 


will pass the affected gene to his daughters.


This is why in some families there may be more than one child with 
hemophilia, but in others some siblings have it and others don’t.


Based upon your clotting factor levels, you may have hemophilia or 
be considered a carrier of hemophilia.


Some carriers may have bleeding symptoms, while others may 
not. See the chart on page 12 for the symptoms of hemophilia and 
jot down any symptoms you may have. If you do have symptoms, 
it’s best to get your factor levels tested. Talk to a trusted adult to 


make an appointment with a doctor.


A carrier of 


hemophilia is a girl who 


has an X chromosome with an 


affected factor VIII (8) or factor 


IX (9) gene. As a carrier you can 


pass on the affected gene to your 


children. A girl with less than 50% 


of clotting factor is considered to 


have hemophilia.


Jot down any hemophilia 
symptoms you may have. If 
you do have any symptoms, 
it’s best to get your factor 


levels tested. Talk to a 
trusted adult to make 


an appointment with a 
healthcare provider.


Carrier 


vs Having 


Hemophilia
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Von Willebrand Disease


Von Willebrand (WILL-bränt) disease (VWD) is an inherited disorder 
caused by a problem with the clotting protein in the blood called von 
Willebrand factor (VWF) or by not having VWF. This means that your 


body is unable to form a proper blood clot.


The VWF gene can be passed down from either parent. VWD can  
affect all genders equally, but not all children in one family will 


necessarily have VWD (see the Hemophilia section above to learn  
about chromosomes).


There are three types of VWD: Type 1, Type 2 and Type 3.  
The types are based on how much VWF you have in your blood and 
whether or not it is working properly. There are even VWD subtypes  


(1C, 2A, 2B, 2N, 2M). For more information about the subtypes, check out 
www.stepsforliving.hemophilia.org.


It’s important to know which type of VWD you have because symptoms 
and treatments can be different for each person. Make sure to talk with 


your healthcare provider about your diagnosis.


Platelet Disorders
Rare platelet disorders are disorders where you may not have enough 
platelets to make clots, the platelets don’t stick to each other as they 
should, or parts of the platelets may be missing or not working right. 


Platelet disorders can be inherited or may develop after birth.


Some platelet disorders are:
Platelet Storage Pool Deficiency


Bernard Soulier (soo-lē-ā) Syndrome 
Glanzmann thrombasthenia (thrām-bəs-THĒ-nē-ə)


Rare Factor Deficiencies
Rare ffactor deficiencies are inherited bleeding disorders caused by a 
problem with one or several clotting factors. They are even more rare 
than hemophilia and VWD, some affecting only 1 in 5 million people. 


A rare factor deficiency means the blood clotting factor  doesn’t work 
correctly, is low or is missing from your blood.


Common Factor Deficiencies Affecting Girls


The body usually 


has lower than 


normal levels  


of VWF.


Type 1
The body produces slightly 


lower or normal levels 
of VWF, but it doesn’t 


work correctly.


Type 2
The body has little or no  VWF and low levels of FVIII.


Type 3
Q: What’s the 


most common 


bleeding 


disorder?


A: VWD is the most common bleeding disorder in the 


United States, affecting about 1% of the population, or 


3 million people. It affects all genders equally. Platelet 


disorders are the second-most common bleeding 


disorder among women.


VWF plays two important roles in the clotting process:


1 It acts like the glue to make the platelets stick together to form a 
platelet plug.


2 It carries the clotting protein FVIII to where it needs to go in the body 
and makes sure there is enough FVIII in your bloodstream.


Want to know more about how all this works?  


Visit www.stepsforliving.hemophilia.org for a closer look 


at the genetics of bleeding disorders.


Name of Protein
fibrinogen (fī-BRIN-ə-jən)
prothrombin (PRŌ-thräm-bən)
factor VII


factor XI


factor XIIII


Bleeding Disorder
Factor I (1) deficiency


Factor II (2) deficiency


Factor VII (7) deficiency


Factor XI (11) deficiency


Factor XIII (13) deficiency
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Q: Is there 
a cure for 
bleeding 


disorders? A: Currently, there is 
no cure for bleeding 


disorders. But there are 
many research studies 


that are looking into how 
the different blood proteins 


work in the body. Researchers 
are trying to develop new 
treatments to help people 


live as bleed-free as 
possible.


Your experience with symptoms may 
be completely different than your 
friend’s experience. Some people 
may experience symptoms from a 


young age, while other people  may 
not experience their first symptoms 
until they start puberty. The severity 
of symptoms can vary based on the 
severity of your bleeding disorder 


diagnosis. Everyone’s experience with 
a bleeding disorder is unique.


Bleeding Symptoms
Do  any of the symptoms in the table apply to you? Many disorders 


have similar symptoms. Some people may have all, some, or no 
bleeding symptoms and may not fit perfectly in this chart. 


Note: many disorders have similar symptoms.


D I S O R D E R


Hemophilia


Von Willebrand  
disease


FI deficiency


FII deficiency


FVII deficiency


FXI deficiency


FXIII deficiency


Bernard Soulier 
Syndrome


Glanzmann 
Thrombasthenia


Platelet Storage  
Pool Disease
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Doctors Who Treat  
Bleeding Disorders


A hematologist is a doctor that works specifically in disorders of 
the blood. Some hematologists see patients in private offices, while 
others work in a specialized hemophilia treatment center (HTC). No 
matter where they work, hematologists see patients with all types 
of bleeding disorders, not just hemophilia. There are HTCs all over 


the country. At an HTC you may be able to have your very own team, 
including your hematologist, a nurse, a physical therapist and a 


social worker — all to help you manage your bleeding disorder. This 
type of care is called the comprehensive care model. Some girls 


with bleeding disorders may go to an HTC for care, and others may 
only see a hematologist.


A hematologist is not the only doctor you may work with for your 
care. You may also see a doctor called an adolescent gynecologist. 


They usually work outside of an HTC. Adolescent OB/GYNs 
(obstetricians/gynecologists) are doctors that focus on reproductive 


system needs of those with vulvas and know a lot about heavy 
periods. Often, you may see a nurse before you see the doctor. 


Nurses can teach you about your symptoms and how to take care of 
yourself. Nurses work with doctors to keep track of your condition, 
such as monitoring your temperature and blood pressure. Nurses 


will also draw blood, insert IVs and give you medicine. For some girls, 
the main healthcare provider they see is a nurse practitioner, not a 


doctor. A nurse practitioner is a nurse who has advanced training in 
medicine and in working with families and young people. 


It’s important that you feel comfortable with your health providers. 
You want to be honest and ask questions, so you can get what you 


need. Remember, they are there to help you. Feel free to talk to 
them about what’s on your mind.


Treatment


If you’re living with a bleeding disorder, there are treatment options to 
help manage symptoms and prevent bleeds. Depending on what bleeding 


disorder you have and what symptoms you are trying to prevent or heal, 
treatment may mean that you ingest a pill or liquid, inject the medicine into 


your vein using a needle, or take a nasal spray.


Hormone therapy is one treatment option that helps with regulate heavy 
periods. People sometimes call hormone therapy “birth control” because of 


how it affects the ovaries (ŌV-ə-reez) and the lining of the uterus (YÜT-ə-rəs). 


Treatment options vary from person to person. You  may only have one type 
of medicine, while other people  may have more than one medicine. To learn 


more about treatment options, visit the Treatment Basics section of www.
stepsforliving.hemophilia.org.


To learn more about treatment options, visit the Treatment 


Basics section of www.stepsforliving.hemophilia.org.
15







1716


Puberty: Just The Facts
Fact #1: You Are Not Alone


All bodies — change as kids grow older. It is all part of growing up. Your body 
may do things you’re not familiar with. The best thing you can do is to learn 


what to expect!


Puberty, that is, the physical and emotional changes your body goes through 
on its way to adulthood, usually starts between ages 8 and 13 for girls. Usually 
by ages 15 to 17 your body is done developing and is officially an adult body!


All  bodies change in their own way and in their own time. It can be hard when 
you see other girls changing faster or slower than you, but, remember, it isn’t a 
race. Your body is amazing and allows you to do so many cool things. No need 
to rush it or feel bad if it is going at a different pace than others’ bodies. These 


girls experienced their first signs of puberty at different times in their life.


Fact #2: There Are Signs to Look for When Your Body Changes


BRAIN BUSTER: While the rest of your body may get 
through most of the big changes by your late teenage 
years, your amazing brain keeps going! Some parts of 
your brain continue to develop into your mid  20s, which is 
when some experts say adolescence truly ends.


Lowanna started wearing 
deodorant and grew 2 inches 


at age 9.


Jamaica grew 4 inches 
the summer before 


high school.


Ana Maria started wearing a 
bra at age 11 but only grew 


an inch. 


Everyone’s Journey is Different.


Look for these signs to know when your 
body is starting to change:
• You’re growing taller quickly (that is,  


a growth spurt).


• Your feet are getting bigger.


• You are getting curvier/wider through  
the hips and thighs.


• Your breast buds are developing (that 
is, you are starting to swell a little bit 
under the nipple).


• Your nipple area is growing and may  
be getting darker.


• You are growing hair in your armpits, on 
your legs, and around your vulva  
(VəL-və), which is the area around your 
vagina (və-JĪ-nə).


Did You Know?


Puberty really starts in your brain!  
A tiny, pea-shaped gland in the brain, the pituitary (pə-TÜ-ə-ter-ē) 
gland, sends out chemical messengers, called hormones, to certain 


parts of the body that triggers these changes. Lots of hormones go 
through your body during puberty, and they cause both the physical 


and emotional changes you may have. More on that later!
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The top image shows an internal font facing 
view of the reproductive system. The bottom 


image shows an external view of the anatomy. 
The external part of the reproductive system, as a 


whole is called the vulva.


Fact #4: There Are Stages of Puberty
Puberty doesn’t all happen at once! Check out what changes happen when. 
Remember: everyone’s path through these changes may be a little different. 


That’s okay!


Fact #3: There Are Names 
for All Your Body Parts


When talking about all these 
changes, you may hear body 
part words you haven’t heard 
before. Your body is nothing 


to be ashamed of, so it is good 
to know what all the parts are 


called.


You may hear adults talk about 
“private parts.” Those are really 


just any areas you would 
cover with a bikini swimsuit. 
No one can look at or touch 


them without your consent . 
But it doesn’t mean that we 
shouldn’t talk about those 


parts, especially if you have 
questions about what is 


going on with yours.


Grab a mirror and take a peek at 


your body parts. It’s good practice 


to know where your parts are and 


what they look like.


BODY TIP


Pubic
Hair


Ovaries
Uterus


Fallopian
Tubes


Cervix
Vagina


Labia


Labia


Vagina


Urethra


What Does My Bleeding Disorder  
Have to Do with Any of This?


Each girl is different. For some, having 
a bleeding disorder may not make 


any difference during puberty, but for 
others it might. Girls with bleeding 


disorders often have longer and 
heavier periods (more on periods later). 


Frequent nosebleeds or bruises are 
also common. We sometimes hear that 
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INSIDE


OUTSIDE


nosebleeds or bruises weren’t a big deal to girls with bleeding disorders 
when they were younger, but now they may feel embarrassed or may 
shy away from activities they used to love. For other girls, if they have 


lots of bleeding they will lose iron in their body. Having low iron causes 
anemia which means they may feel more tired than usual. 


If you have questions about any of your bleeding symptoms (see chart 
on page 12 even if it feels like an embarrassing one, talk to a trusted 
adult or the nurse or doctor that you see for your bleeding disorder. 


They have heard it all! 19


Between ages 8-12   
No visible signs of puberty


Can start between ages 8-14
• Height and weight increase 


quickly
• Nipple area is raised and  


tender
• Breast buds appear
• Fine, straight hairs start  


growing near the labia


Can start between ages 9-15
• Continue to grow taller
• Breasts become rounder and fuller
• Pubic hair becomes darker, thicker and curlier
• Hips become wider
• Vagina secretes and discharge
• For some girls, ovulation and menstruation  


starts later in this stage


Can start between ages 10-15
• Underarm hair appears
• Nipple and areola begins to stick out from  


the rest of the breast
• Pubic hair starts to form a triangle patch  


in the genital area
• For some girls, ovulation and menstruation 


start in this stage


Can start between ages 12-19 
Adult stage:
• Appearance of a young woman
• Areola and breast are joined and  


breast development is complete
• Pubic hair forms a thick, curly  


and triangular patch
• Reached full adult height
• Ovulation and menstruation  


occur regularly


1


2


4


5


3
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A: Birth control can be used for many reasons, and everyone has an 


opinion on what age is best to start using it. Remember, you know 


yourself better than anyone else and you know why you’re taking birth 


control. There is nothing to feel ashamed of. In situations like these, you 


could teach your friends about bleeding disorders. You get to decide, 


though, what you’re comfortable sharing about your bleeding disorder. 


You can share you are taking medicine to help manage your period.


A: You are definitely NOT the only one! Pimples and other forms of acne (AK-nē) 


can happen anywhere you have skin, but they typically happen more on the 


face, neck, chest, back and upper arms. You get pimples because your skin is 


making more oil, thanks to puberty hormones. Scratching at pimples is like 


scratching at a scab: it will bleed. Instead, stick a small piece of tissue paper 


on it or even cover it with a cute bandage to help stop the bleeding.


A: COMMON! If you have a vagina, you will have what is called vaginal 


(VAJ-ən-əl) discharge. It is your body’s natural way to keep your vagina 


clean, so it is a good thing. It is typically clear or whitish, with little or no 


smell. Discharge with color to it or a strong smell could be the sign of an 


infection, so talk to your parent or guardian and doctor about it.


A: That’s totally okay. It happens to 


a lot of girls, those with bleeding 


disorders and those without them. 


When you nick yourself, put a band-


aid on the spot or stick a piece of 


tissue to it to help it clot.


A: Completely normal! Your sweat 
glands start to work more during 
puberty, which can mean more 
odor in various parts of your 
body, feet included. Everyone 
sweats — really — even if you 
don’t always see it. Sweating is 
one way your body works to keep 
you cool. If you notice your feet 
sweat more, such as during gym 
or playing sports, carry an extra 
pair of socks just for that activity 
and change afterward. Always 
make sure your feet are clean 
and dry before wearing shoes 
and wear clean socks every day. 
Oh, and make sure your feet get 
plenty of time to air out with no 
socks or shoes!


Q: I’m 12 years old and I just started my period last year. It was so 


super heavy that I was using a pad every hour. My aunt and I went 


to see my hematologist and then an adolescent gynecologist. We 


decided it was best for me to take “birth control” to help manage 


my periods. I take my medications at night before I go to bed. 


When I went to my friend’s sleepover I had to take my medication, 


and all her friends were looking at me funny. I don’t want to be 


judged. How do I deal with the stares? Sincerely, Adelaide


Q: I get pimples on my face 


and sometimes on my 


back and arms. Am I the 


only one? Ughh, I hate 


pimples soo much, so I 


pick them but then they 


bleed. Sincerely, Dilber


Q: I sometimes have some white creamy stuff 


in my underwear. Is that common? — Bindi


Q: My socks and shoes have started 


to smell at the end of the day. Is 


that normal? Sincerely, Shaam


Are he changes that are happening 
in your body “normal”? It is really 


common to ask this! Here are questions 
from young people in the community 


and answers from our experts.


’FESS UP: Questions from Young 
People. Answers from Experts.


Q: I decided to start shaving my 


legs. I’m a freshman in high 


school. Every time I shave I 


nick myself at least once. I 


was hanging out my friends 


and one of my friends 


noticed a string of blood 


down my leg. Is that 


normal? — Zonta
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Soccer
Strengths


Meet Erica
I am 10 and have VWD. Once I was invited to a friend’s 
birthday sleepover. It started out really fun. We were 
laying out our sleeping bags, getting ready to play 


board games and eat cupcakes when all of a sudden 
I got a horrible nosebleed. I mean horrible. It wouldn’t 
stop! I got blood on my shirt and sleeping bag. Some 
of the girls I didn’t know as well were really freaked 


out. I ran into the bathroom! I wished I had never 
come and wanted to stay in the bathroom the rest of the night. I never used 


to care so much about any nosebleeds I had. The birthday girl’s mom came to 
check on me. I said I was fine even though I 
was so embarrassed. My good friend knew 


I had a bleeding disorder and explained 
it all to the other girls. She told them that 


I even had medicine to help with the 
bleeding. They all came knocking on the 


door, apologizing for being freaked out and 
begging me to come join them again. One 


girl even shared that she has something 
called diabetes and has to get shots every 


day. She really understood what it was like to feel 
different than rest of the group. We all ended up 
staying up super late, telling jokes and trying to 


scare each other with ghost stories. It was a great 
party after all!


Meet Julyana
I have mild hemophilia and love to play soccer. When I was younger 
I didn’t worry about playing with a bleeding disorder. I never really 


thought about it; it was just all fun! Now that I am 12, the teams have 
gotten a lot more competitive and I grew two inches in six months, 


so I kept tripping and falling and getting bruises. On top of that, I got 
a joint  bleed. I was embarrassed and sad. Everyone wondered why I 
was getting so bruised. I was worried they thought I was weak. And 
to top it off, I was scared my parents would make me stop playing. I 
eventually told my dad, and we went to my hematologist and they 


switched my medicines so now I don’t bruise as much. I am so glad I 
spoke up and can keep playing!


Do you have more questions on sports and bleeding disorders?  


Check out NHF’s Playing It Safe on www.stepsforliving.hemophilia.org.


Sleepover
Surprises


Q: 


Julyana mentioned 


that she got a joint bleed. What 


does a joint  bleed feel and look like? 


A: A joint bleed can feel warm on the skin 


and near the front of the joint. It can also feel 


tingly and bubbly on the inside. The area could 


look swollen, and it may be difficult to move 


or put your heel on the ground. It can hurt 


when you put weight on it or try to stand 


on it. Joint bleeds can occur in the 


knee, ankle, wrists and elbows. 
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YOUR PERIOD


Lining of the uterus sheds


The Facts. What is a period?


A period is one stage of the menstrual  
(MEN-strə-l) cycle. But it isn’t the first stage, 
so let’s start at the beginning: eggs. They’re 
not the kind you buy in a carton at the store. 
Menstruators have two ovaries. Each ovary 


holds thousands of eggs, which are tiny 
(each no bigger than the tip of a pin). Every 


menstrual cycle begins with blood and 
tissue building up in the uterus (see Fact 


4, above) to prepare for pregnancy. An egg 
is released from one of the ovaries and 


travels down the fallopian (fə-LŌ-pē-ən) 
tube to the uterus, which is also called the 


womb. If a sperm cell does not fertilize 
the egg, the unfertilized egg and the lining 


from the uterus leave the body through 
the vagina. In other words, a girl has her 


period. The blood is the lining from  
the uterus. 


When you are done bleeding, the cycle 
begins again. The lining of the uterus 


will build back up, and about two weeks 
after your last period another egg will be 
released. If a sperm cell fertilizes an egg, 
the fertilized egg attaches to the lining 


and begins growing into a baby.


Getting your period allows you the 
ability to have babies. Babies grow in 


the uterus. That is, if you choose to have 
babies. But our bodies start to prepare 


us early, no matter what our future 
may bring.


One of the biggest 
changes for those with 
ovaries during puberty 


is starting starting 
menstruation (men-


strə-WĀ-shən) (that is, 
getting your period). Some 


topics around periods 
may feel uncomfortable or 


embarrassing. We get it. 


 


You may have a lot of 
questions about what is 


going on, why it’s happening 
and how to handle it all. 


That’s why we’re here! If we 
don’t cover your question, 


remember it is okay to ask a 
trusted adult or doctor. No 
question is too silly to ask 


when it comes to your body.


Time
to Talk
Periods
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When will I get my period?
We can’t predict exactly when, but a person’s first menstrual period, called 
menarche (MEN-är-kē), usually occurs between the ages of 11 and 14 years. 


Some people start as early as age 8 and others as late as 16.


How long will my period last? 
Everyone’s period is a little different. A normal period usually lasts about 
two to seven days. The first day of your period begins a new menstrual 
cycle. It ends when the bleeding of your next period starts. If you have 
a bleeding disorder, your first period may last longer than seven days.


A period longer than seven days is one sign of heavy  
menstrual bleeding (HMB). Other signs of HMB include:


• Having to change a pad or tampon every hour
• Passing blood clots larger than a grape
• Having to use two sanitary products at once (like a pad and a tampon)
• Having anemia
• Having flooding or gushing blood that limits your ability to participate in social 


activities, school or exercise


For most girls and women with bleeding disorders, HMB is their most common 
symptom. One study found that 78% of girls and women with bleeding disorders 
have HMB. Many girls and women have been through this experience and we 
get it! If you feel like you have these signs, it’s very important to make a doctor’s 
appointment to chat about your symptoms and find out any treatment options. 
We have tips on managing heavy periods later on in this book, so keep reading!


You may hear people say things 
like “It’s that time of the month” 
because the whole cycle — the 


uterus lining building up, an egg 
being released and your next period 
starting — can take about a month. 


In younger girls, the cycle can be 
from 21 to 45 days long. So your 
cycle may not match up exactly 


with the months on the calendar.


.
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Days of the 
Average 


Menstrual 
Cycle* NEW EGG MATURES


Lining  of uterus  
begins to thicken


OVULATION
Egg released


- Egg travels to uterus; 
if not fertilized, dissolves 


- Lining of uterus 
continues to thicken


*NOTE: This diagram 
shows a 28-day cycle. 


Some women’s cycles my 
be longer or shorter. 
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Today there are many free apps to help your track your period. Tracking your 
period can be useful to help you learn about your body, symptoms and any 


changes in your cycle. This is one way you can feel in control of your bleeding 
disorder. Depending on which app you choose, you can track and predict 


menstruation, predict ovulation, record your physical activity and feelings and 
identify any patterns. Regardless of whether you use an app or not, it’s good 
practice to track your periods for your doctor’s appointments and next steps. 


How much blood will I lose during my period?


Typically, women and girls lose about 2 to 3 tablespoons of blood during a period. 


During your period, it is normal for blood to pass in various amounts. Each day 
might be a bit different. Often one or two days have heavier flow (more blood). 


The blood may appear clumpier rather than drops. That is called a blood clot. The 
consistency of blood and color (think shades of red to brown) may change from 


day to day.


Let’s Talk Family
You may have heard things from older girls and women in your family such as 


“All women in our family started their periods at the same age.” Every girl is 
different, and it is totally okay if you don’t get your period at the same age as 


other women in your family did.


You also might hear, “We all have really heavy periods in our family. That 
is just how it is.” Mostly likely your bleeding disorder was hereditary, 
meaning it came from one or both of your parents when they passed 


their genes on to you. It is possible for both a mom and daughter to have 
the same bleeding disorder and to have periods that are nothing alike! 


Regardless of how it is for the other women in your family, if you feel your 
period is too heavy and interfering with school and your social life, you 


should talk to an adult about checking with a doctor.


Will it hurt?
People often associate blood with pain, so we understand why people ask 


if getting your period will hurt. It is possible your period may not hurt at 
all. For some though, they can experience cramps, which are achy pains 


in your stomach, back or legs when the lining of the uterus is being shed. 
Some people may even have cramps before their period starts. It really 


varies from person to person. Cramps can change over time, too. For some 
women and girls, they go away altogether. If your cramps are affecting 


your daily and social life, it’s best to talk to your healthcare provider.


If the cramps are really bad, are affecting your school and social life and 
won’t go away, talk to an adult and doctor about medicines that can help.


COPING WITH CRAMPS:


• Put a heating pad over your lower belly
• Exercise
• Soak in a warm bath
• Rest or take a nap
• Eat healthy foods and drink plenty of water 


(candy and soda can make cramps worse)


• Blood Sisterhood (for girls and  
women with bleeding disorders!): 
sisterhoodapp.com/


• Flo Period Tracker: flo.health/


• Clue: helloclue.com/


BRAIN BUSTER: The uterus has muscles that tighten 
and relax, which allows the blood lining to be shed. That 
movement creates what we call cramps.


SOME EXAMPLES OF 
ANDROID AND IOS APPS:
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Plenty of protection
Long gone are the days where girls used “belt and towel” contraptions 
to protect against blood leaking during their periods. Yeah, not kidding, 
that was a thing. These days there are a lot of options:


Pads: A pad is an oblong-shaped, absorbent material that 
you stick to the inside of your underwear to soak period 
blood. Some pads have extra material folds on the sides, 
called wings, that you fold over the sides of your underwear 
to help keep the pad in place and prevent leaks. Most 
pads you throw out after each use, but there are washable, 
reusable ones too. Pads come in different lengths and sizes 
to provide more or less protection as needed.


Panty Liners: Panty liners are similar in shape to pads, but 
they do not absorb as much blood because they are a lot 
thinner. Some people use them as protection on lighter 
menstrual flow days or as a backup protection with tampons.


Tampons: A tampon is made of absorbent material in a 
tube-like shape that can be inserted into the vagina to 
soak up the blood. You also throw them out after each use. 
Tampons should not be used for more than eight hours. 
Also be mindful to change them more often if they are 
saturated. They come in different sizes. They can have plastic 
or cardboard applicators to help insert them in the vagina. 
If inserted correctly, a tampon won’t hurt and you won’t 
really feel it. Some people find these tricky to insert at first, 
but others prefer them, especially when playing sports or 
swimming.


Menstrual Cups: A menstrual cup is a small, flexible cup that 
is inserted into the vagina to catch and collect the blood. 
It doesn’t absorb the blood like a pad or tampon; instead it 
forms a seal so no blood will leak out. When you remove the 
cup, you dump the blood in the toilet, wash it and reinsert it. 
Once your period is over, you can sterilize the cup in boiling 
water so it’s ready to be used the next month.


Period Underwear: Period underwear is made of special 
absorbent material that you can wear like regular underwear. 
Depending on how heavy your flow is on a given day, it can last 
most or all day or can be a backup for a tampon. At the end of 
the day you rinse them out, usually by hand, and then throw 
them in the wash. It is likely you may need to have more than 
one pair to make it through their periods, but they are reusable 
month after month.


Having all these options can be a good thing! Some people may use 
tampons on heavy flow days and pads on lighter days, or only use 
menstrual cups during their periods. It’s really up to you to decide.  


What might be right for your friend, cousin or aunt may not be right for 
you. And what might be right for you this year might change next year. 
Go ahead and linger in the “feminine hygiene” aisle at the store one day 
to look at and compare the different boxes. You can even buy a bunch of 


the different options and try them out to see what works for you.


It’s a good idea to track not only your period length but also your 
menstrual flow. If you are having heavy periods, the goal is not only 
to manage your heavy periods but also reduce the flow. This means 
writing down the number of pads/tampons used per day and how 
saturated they are for each day of your period. When describing your 
period to your doctor or nurse, telling them these specifics can help 
them understand your experience and how to best to work with you. 
Visit www.betteryouknow.org for a copy of our menstrual flow diary.


To be honest, getting my period before my friends felt a bit awkward. I was the first one 


in my friend group to talk about periods. But then it was kind of cool that I was able to 


be open with them and that I had people my age to talk about it with. Not to mention 


I’m now the go-to-person for my friends when they forget to bring pads or tampons. It 


makes me feel good that I can help my friends when they’re in need. It also makes me 


feel mature that I know A LOT about how the body works. — Bobby, age 12


“
”
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We all know you can find everything on the internet, which 


means some of the information is reliable and true, while 


other information can be confusing, overwhelming and 


incorrect. When you add social media in the mix, you really 


have to be careful of what you click on.


 


In the Resources section, we’ve listened some trusted sites 


the Victory for Women team recommends. Word of advice: 


Always do your research and run it by an adult you trust 


before you hit the “follow” button or hashtag it.


“A laundering hint: Very 
cold water helps to take 
out blood stains, and so 


does hydrogen peroxide. 
Try to rub out the stain 


using one or both before 
washing. Keep in mind 


that the dryer will set the 
stain in permanently.”


“On my heaviest days, 


I would set alarm clocks 


during the night to make sure I 


would get up to change my pads; 


otherwise I would leak through. 


Once I moved on to tampons I 


felt safer.”


“I always have a backup 


pad, tampon, and panty 


liner in my bag all the time, 


in case I get my period 


unexpectedly.”


“So that I don’t continuously ruin new ones, I have underwear dedicated to wearing at night during my period.”


“I had to experiment 
with different brands, sizes and lengths of pads. Eventually I found that I use different things on different days, depending on how heavy my period is. I was glad I kept trying new pads and tampons until I found what was comfortable and worked well for me.”


Here are some tips from young people on 


how they deal with their heavy periods:We 


Tips for managing
heavy periods


“I’ve noticed that toward the beginning of my period, when I have more clots, I may sometimes need to change my tampon sooner. Clots cling to the outside, and I think it doesn’t allow the tampon to absorb as well.”


“When I’m out and 


about and active during my period, 


I keep a bag of at least two extra pairs 


of panties, an extra pair of pants, and a 


long-sleeved sweater or jacket (in case of 


any accidents; this comes in handy to tie 


around your waist!).”


“The best way to deal with this huge change in your life is to be informed and 
educated.” “Nylon underwear is a lifesaver!!!! Blood comes out of nylon underwear very, very easily, as compared 


to cotton.”


“I avoid wearing 


light colors or white 


on my heaviest days 


of my period, just in 


case.”


“Fels-Naptha is a 
heavy-duty laundry 


bar soap that removes 
blood stains in clothes. 


So does dish soap.”


“One of the problems I 


encountered with pads are limited 


mobility. I was in dance classes and 


if I moved around too much, the pad 


would move out of place. I felt I had to 


constantly check to see if I needed to 


change. It worried me, so I talked to 


my dad about other options and 


started using tampons.”
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I was in class taking a test and I felt a gush of blood. 
I’m getting better at tracking my periods, and so it was 
probably time to change my pad. I’d had it on for two 


hours. I had to go to the substitute teacher and explain to 
him that I needed to be excused to go to the restroom and 


my 504 plan allows me unlimited bathroom passes. He 
wasn’t informed on my 504 plan, so he was hesitant at first 


to let me go. Fortunately for me, I had to have the same 
conversation with another substitute a few weeks back, so 


I felt ready to handle the conversation with him. Plus, at 
camp this past summer, I heard the other campers talk 


about how they had to be their own advocate and voice 
their needs at school, so that made me feel better that 


my friends were encouraging  me.. Oh, also, I told 
the substitute that my 504 plan allowed extra 


time on tests. I actually did alright on the 
test, considering I crammed for the test 


the night before! — Dani, age 14


Doc Talk


When it comes to talking to your doctor, it is normal to feel a little (or very!) 
uncomfortable talking about your periods, your body and your personal 
life with someone you don’t know very well or see every day. Try to be as 
honest as possible. Try writing down your questions and symptoms and 


having your doctor read them if you’re nervous! You can ask for your parent 
or guardian to be in the room with you during your visit, or you can ask for 


privacy and the doctor will not tell your parent your concerns.  


You, your OB/GYN and your hematologist can all work together to reduce 
menstrual flow, even if the two doctors are not in the same hospital, HTC or 


office. Your appointments with your provider may not be physical exams; 
they may just be a conversation about your period, bleeding symptoms 


family history of bleeding disorders and taking blood for testing.


Working together means each doctor and healthcare team (for example, 
OB/GYN and HTC team) has access to your records and lab test results, and 
they talk to each other and you to determine the best possible care. Most 


importantly, the plan should be one that you are comfortable with putting 
in place. Your voice is the most important in any decisions being made!
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The Emotions of Puberty
All the feels


When going through puberty, it may feel like there is no one who 
understands what you’re going through. You may be worried about 


fitting in, being healthy or having something that makes you feel 
different. As your body is developing, you may notice your feelings go up 
and down more quickly than before. During this time, you may even start 


to compare yourself more to others. Don’t worry. You are not alone. We 
have some tools to help you remember just how great you are.


While it is super important to figure out how to love yourself and find 
what makes you happy, we all know that sometimes you just don’t feel 


happy. Remember those things called hormones? Hormones going 
through your body can have an impact on how you feel. One minute 


you’re happy and the next you feel so angry or sad. It can be hard to know 
how to deal with all those different emotions. That’s why taking care of 


your feelings is as important as taking care of your body during this time.


As you grow and mature, your interests may change too. You may start to 
develop romantic feelings toward someone who you didn’t notice before. 


You may start to have ups and downs 
with your friends. Remember, all 
of your friends are going through 


changes as well, so it can be important 
to consider how they are feeling too. 
But just because all of your friends 
are doing something doesn’t mean 
you have to go along, especially if it 
doesn’t feel right to you. Don’t lose 
sight of what is right for you. Even 
though you may be adding some 
new interests or friends, you don’t 


have to leave all your old ones 
behind. This is an exciting time of 
figuring out who you want to be..


A: It’s 
okay to 


feel down. 
Talk to 


someone — a friend, aunt, 
uncle or guidance counselor, 
for example — to help you 
sort out your feelings. Even 
getting outside with a friend 
or going for a walk can be a 
simple distraction and break 
from your thoughts. If you 
feel you’re always sad and 
it’s affecting your everyday 
life, talk to your parent or 
guardian so they can get you 
more help from a doctor. Take 
a look at our resources section 
for hotline information.


Q: 


Sometimes I 


feel really sad for  


no reason and just  


feel like I want to cry  


for hours. What do 


I do? Sincerely, 


Abena


Here are some questions to ask yourself that may help you 
figure out what makes you you:


• What are my best qualities?
• What do I hope and dream for the future?
• What do I like most about myself?
• What types of activities do I like to do inside and outside of school?


• What is my favorite subject?
• If I could be anything right now, what would I be?


• What do I want to be when I grow up (it’s okay if you don’t know 


this yet!)?


Did You Know?


Here’s a little secret: Everyone has something 


they are going through that is hard for them. 


It may not be a bleeding disorder, but it 


may be something that makes them anxious, 


frustrated or nervous. One girl may be upset 


that her parents are getting divorced, while 


a classmate with braces may be worried 


about what people will think of her smile. 


Sometimes we have to remind ourselves that 


everyone has something that may make them 


feel different. If we stick together we can 


support each other in those difficult times!







37


Self-Esteem


Feeling good about yourself and believing in 
yourself is called self-esteem. Having self-esteem 


gives you the courage to try new activities and 
make new friends.


Feeling positive about yourself doesn’t always 
come naturally, though. Most people have to work 
at it a bit — that’s okay! Work to love yourself and 
embrace who you are. Here are some things you 


can do to help feel good about you:


Find things you love to do. Maybe you think you 
aren’t great in art class or gymnastics; try other 
activities until you find something that brings 
a smile to your face. It may be playing chess, 


riding horses, knitting, cooking, building robots 
or diving for the ball on the volleyball court. 
It may take some time to find what you like 


and that’s okay! Give new activities a few tries. 
Everybody makes mistakes, especially at  


first. You don’t have to be perfect or even very 
good at all activities to have fun doing them. 
Trying new things can be scary but can have  


a big payoff! 


Surround yourself with people who build 
you up. Stick with friends who make you feel 
good about yourself and don’t put you down.


THINK POSITIVE. Sometimes we have to 
work at thinking positively about ourselves. 
It can be so easy to focus on the negative 


even when there is positive around us. 
Make a list of three things that you did 


well this week and post it somewhere in 
your room as a reminder. Or share with 
your family what makes you feel proud. 


Celebrate all your successes, regardless of 
how big or small they may seem.


Explore some options for 
dealing with those emotional 
ups and downs, so you don’t 
hurt others or yourself when 


your feelings seem out of 
control.


Meet Meaghan


“When I feel sad, I like to go 
in my room for some quiet 


time and just listen to music.”


Meet Sharon


“Sometimes I get so angry 
at my mom. She just doesn’t 
seem to listen! I said some 
really mean things to her 


once, though, and later felt 
bad. Next time I got really 


upset with her, I ran into my 
room and just screamed into 
my pillow. I was so exhausted 
from all the drama that I fell 
asleep right there. I woke up 


feeling so much better, and I felt 
a lot calmer and ready to have 
a conversation with my mom 
about what made me mad.” Meet Andra


“When I get stressed, I ask 
if I can go out on my own.”


Meet Calista


“I worry a lot about my 
grades and what the 
kids at school think 


of me. I was keeping 
it all bottled up. I felt 
horrible. Now I keep 


a journal and write all 
my thoughts down. I 
found a pretty journal 


with inspirational 
quotes that remind 


me to feel great about 
me and it helps a lot!”


Meet Ling Mei 


“I am 13 and have a platelet storage pool 
deficiency. I was feeling pretty down about 


it, like I was the only one who had something 
different going on in their body. Then I went  


to a bleeding disorders camp and met so many 
other kids with bleeding disorders.  


I am not alone. Now I believe that having 
this condition makes me more amazing!  


I know how to listen to my body really well and can tell when 
something isn’t right. I have learned how to speak up for 
what I need at school and in my community. I was so shy 
before. My bleeding disorder doesn’t make me weak or 


weird but really strong!”
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How can you answer questions your friends may have? How do you 
handle it when you feel like no one understands what you’re going 
through? If people make comments about your symptoms, you can 


look at it as a time to teach people about bleeding disorders and clear 
up some misconceptions.


What Would You Say?


Remember 13-year-old Ling Mei who has a platelet storage pool 
deficiency. (See p. 37 to read her story again.) Ling Mei felt strong 


knowing that there were other kids at camp who also had bleeding 
disorders and understood her. She felt more comfortable speaking up 
at school and in her community. All her teachers at school know she 


has a bleeding disorder. She was thinking about telling her classmates 
in homeroom about her bleeding disorder. She was nervous and not 


sure how to start the conversation. She didn’t want her friends to look 
at her differently. 


  
If you were Ling Mei, what would you say to your classmates? 


Write it out here:


TALK IT OUT
How to talk with your friends


How your bleeding disorder affects you, what you’re going through now and 
how that makes you feel can be a lot to think about. Talking to others about 


it can help.


Your bleeding disorder makes you special, even if you may not feel that way 
all the time. Yet when it comes to friends, you may just want to fit in and 


your bleeding disorder makes you feel different. Remember: every girl has 
something going on.


Here are a few ways to talk to your  


friends and classmates:
• Before sharing with friends, make sure you know some facts about your bleeding 


disorder. Your parents or doctors can help you come up with some!


• If you feel comfortable, ask your teacher to share some facts about your 


bleeding disorder with your class. Or ask if you can share about it. You might 


explain that you have a bleeding disorder, which means that your blood 


doesn’t work quite right. You can share that you bruise a little more easily and 


sometimes your nose bleeds. Depending on what kinds of medicine you take, 


you can explain that you take medicine to help your blood work a little better.


• If you don’t feel comfortable talking to the whole class or having the whole 


class know, you can have talk with a smaller group of friends you trust in a 


private environment. It’s okay to not want to share your bleeding disorder with 


everyone you encounter! Having just one or two friends that you can talk to can 


help you. 


• There are bleeding disorder communities in each state, called chapters. These 


chapters have camps and events just for girls with bleeding disorders. It’s 


an awesome place to meet other girls who can relate to your experience and 


provide advice and support.
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FINAL THOUGHT
Being this age can be exciting, but it can also be rough. So many new things 


are happening. It is a time where you are trying to figure out who you are 
and where you fit in. Sometimes you may feel like your bleeding disorder is 
making this whole process even harder. Remember that you have so many 


talents and experiences that make up who you are and there is only one you 
in this whole world! Only you get to decide who you are!


Resources


Whew, we sure covered a lot of information! Thank you for coming along 
on this journey with us. We hope the stories you read and information you 
learned helped you better understand what you’re going through and how 


your bleeding disorder fits into all of it.


We’ve only scratched the surface, though. If you have more questions or 
want more information, you can find a ton of amazing resources out there. 


This list will help you keep learning, no matter what your age:
1. AMAZEmaze: https://amaze.org/ 
2. Crisis Text Line: Crisis Text Line is free 24/7 support from anywhere in the US for those in 


crisis. https://www.crisistextline.org 
3. Discovery Girls Guide to Growing Up: - Everything You Need to Know About Your Changing 


Body by the Editors of Discovery Girls Magazine. Illustrations by Aruna Rangarajan
4. Gender Spectrum: Gender Inclusive Puberty Education 
5. Girlology: https://www.girlology.com 
6. Helloclue: Talking About Periods Beyond Gender
7. HelloFlo: The Guide, Period. by Naama Bloom
8.  Kids Health: https://kidshealth.org 
9. Kids Health 504 Education Plans: https://kidshealth.org/en/parents/504-plans.html
10. Period.: A Girl’s Guide by JoAnn Loulan and Bonnie Worthen
11. The Care and Keeping of You 1: The Body Book for Younger Girls by Valorie Lee Schaefer, 


Cara Natterson, MD, Medical Consultant. Illustrated by Josee Masse (American Girls Series)
12. The Care and Keeping of You 2: The Body Book for Older Girls by Dr. Cara Natterson, 


Illustrations by Josee Masse (American Girl Series)
13. This is Me … : A Girl’s Journal by Julie Metzger, RN, MN
14. Will Puberty Last My Whole Life?: Real REAL Answers to Real REAL Questions from 


Preteens aAbout Body Changes, Sex and, and Other Growing Up Stuff by Julie Metzger, 
RN, MN and Robert Lehman, MD Illustrated by Lia Cerizo


How to Talk to Trusted Adults


The conversation you have with trusted adults may be different than 
the one you have with your friends. The adult you talk with may be a 


parent, doctor, coach, family friend, aunt, grandparent or teacher — just 
to name a few!


When it comes to asking questions about puberty and managing your 
bleeding disorder, remember adults made it through puberty! They may 
not have a bleeding disorder, but they do understand what it’s like to be 
your age. when you’re ready, ask them for some time to talk and choose 
a place that’s comfortable for you. This way, they will be free from other 
distractions and you will feel more relaxed. If it feels hard to ask for time 


to talk, you can also wait until you two are alone.


 


You can bring these points with you to make it easier to start the 
conversation. If you’re having a hard time saying the words, you can 


always ask them to read what you wrote instead! This works for a 
conversation with a doctor or nurse, too. It doesn’t matter how you do it; 


the important thing is just to get the words out!
Want even more information on bleeding disorders? Visit our website, www.stepsforliving.


hemophilia.org, to learn more about living with a bleeding disorder during all life stages!


Before the conversation, you could write down  


a few questions or points you want to talk about:


Point/Question 1: 
  


Point/Question 2:  


 
Point/Question 3:  


 
Where would you have the conversation and with who?  
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GLOSSARY
504 education plan: is an education plan that legally ensures students with physical or 
mental disabilities can have a customized education plan and be treated fairly at school 


acne: Bumps on your skin (especially your face, neck, back and upper arms) that is caused 
by extra oil your skin makes. Acne is also called “pimples” or “zits.”


adolescence: The time after puberty starts when a young person develops from a child  
to an adult.


advocate: A person who asks others for what you need in a respectful manner 


anemia: When there are too few healthy red blood cells due to too little iron in the body. 
Heavy menstrual bleeding can cause anemia. Symptoms of anemia can include tiredness, 
dizziness, shortness of breath and having a hard time concentrating.


Bernard Soulier syndrome: A disorder caused by a missing or nonworking protein on the 
surface of a platelet called the glycoprotein Ib/IX/V.


bleeding disorder: An inherited chronic condition in which a person tends to bleed longer 
than normal before a blood clot forms to stop the bleeding.


breast bud: The nickel- shaped bump under your nipple during the breast development 
phase of puberty.


carrier: A person who has the gene for a condition but does not always display the 
symptoms for the condition.


chromosome: The structure in a cell’s nucleus that contains genetic information in the  
form of DNA.


chronic: Long term; long lasting. Bleeding disorders are chronic illnesses.


clotting cascade: A series of steps that occur when a clot forms, involving the clotting 
proteins and other substances.


clotting factors: Proteins in the blood that act in sequence to stop bleeding and form a clot.


comprehensive care model: When healthcare providers work together to provide higher 
levels of care. For example, people with bleeding disorders can receive comprehensive care 
at hemophilia treatment centers.


consent: permission for something to happen or agreement to do something.


diabetes: A disease that affects how well glucose (a sugar) is used as energy in the body.


eggs: The female reproductive cell.


expression: How we present our gender in the world and how society, culture, 
community and family perceive, interact with, and try to shape our gender. 


factor I (1) deficiency: A bleeding disorder in which the body does not have enough of 
the blood protein fibrinogen or none at all or the protein does not work correctly.


factor II (2) deficiency: A bleeding disorder in which the body does not have enough of 
the blood protein prothrombin or none at all or the protein does not work correctly.


factor VII (7) deficiency: A bleeding disorder in which the body does not have enough 
of factor VII or none at all or factor VII does not work correctly.


factor XI (11) deficiency: A bleeding disorder in which the body does not have enough 
of factor XI or none at all or factor XI does not work correctly.


factor XIII (13) deficiency: A bleeding disorder in which the body does not have enough 
of factor XIII or none at all or factor XIII does not work correctly.


fallopian tube: The part inside your body that carries the eggs from your ovaries to  
the uterus.


fertilize: When an egg and sperm come together.


fibrinogen: A protein (also known as factor I) that helps blood clots to form.


gender: Includes a person’s body, gender expression, and gender identity each of which 
can be viewed on a spectrum


gender identity: A person’s sense of having a particular gender, which may or may not 
correspond with their birth sex


gene: A piece of DNA that is located on a chromosome and that determines a  
certain trait.


genetics: The study of how certain features and traits pass from parents to their children.


Glanzmann thrombasthenia: A condition caused by a missing or nonworking protein on 
the surface of a platelet called the glycoprotein IIb/IIIa


growth spurt: When you grow a lot taller in a short time.


heavy menstrual bleeding (HMB): Menstrual periods with abnormally heavy bleeding 
that limits daily activities and places women and girls at increased risk of health 
problems if left untreated.


hematologist: A doctor who treats diseases and disorders of the blood.


hemophilia A (factor VIII deficiency): A genetic disorder caused by missing or 
nonworking factor VIII, a protein needed for the blood to clot.
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hemophilia B (factor IX deficiency): A genetic disorder caused by missing or nonworking 
protein called factor IX, making it difficult for the blood to clot. Hemophilia B is also known as 
factor IX (FIX) deficiency. 


hemophilia treatment center: A group of federally funded hospitals that specialize in 
treating patients with bleeding disorders.


hereditary: When a trait or feature is passed down from parent to child.


hormones: Chemical messengers that trigger physical and emotional changes in the body.


hormone therapy: medication that helps balance hormone levels and can regulate periods. 
Hormone therapy is sometimes called “birth control.” There are various options such as the 
patch, oral contraceptive pills sometimes called “the pill” and intrauterine devices (IUDs).


identity: our deeply held, internal sense of self as masculine or feminine, a blend of both, 
neither or something else. Identity also includes the name we use to convey our gender. 


inherited: A trait, quality, or characteristic from your parents was passed down to you 
through their genes. An inherited bleeding disorder is passed down to you from one or both 
of your parents.


menarche: Your first menstrual period.


menstrual cup: A small, flexible cup that is inserted into the vagina to collect the blood.


menstrual cycle: The number of days from the start of one period to the start of the next 
period. Younger girls may experience cycles every 28 to 45 days. On average, the menstrual 
cycle is 28 days but can range from 21 to 35 days.


menstruation: The technical term for a period.


nurse: A healthcare provider trained to teach you about your condition and assist in 
providing you with care.


ovaries: The part inside your body that makes eggs.


pad: A oblong- shaped, absorbent material that you stick to the inside of your underwear to 
soak up the period blood.


panty liner: Similar to a pad, but it does not absorb as much blood because it is a lot thinner. 
Some girls may use them as protection on lighter menstrual flow days or as a backup 
protection with tampons.


period: The time of the month when the uterus lining sheds and blood comes out of your 
vagina. Normal periods usually last two to seven days.


period underwear: Underwear that is made of special absorbent material that you can wear 
like regular underwear.


physical therapist: A healthcare provider who help patients lessen pain and work on their 
ability to move their body parts effectively.


pituitary gland: A pea- shaped gland under the brain that releases hormones and tells 
the body to begin puberty.


platelet: A tiny plate-like component of blood that helps seal injured blood vessels and 
stop bleeding.


platelet storage pool deficiencies: A group of bleeding disorders that are caused 
by problems with platelet granules. Granules are little bags inside a platelet that store 
proteins and other chemicals that help the platelet work properly 


prothrombin: A protein (also known as factor II) that helps blood clots to form.


puberty: The physical and emotional changes your body goes through on its way to 
adulthood, usually starting between ages 8 and 13 for girls.


saturation (saturated): When something is soaked or absorbed of a substance 
completely.


self-esteem: Feeling and thinking confidently about yourself.


severity: Describes the level of seriousness of a disorder, such as with a bleeding 
disorder.


sex assignment: the sex that a person has or is assigned to at birth 


social worker: A health professional who helps patients find resources to have a  
healthy lifestyle physically, emotionally and mentally.


sperm: The male reproductive cell.


sweat glands: Organs under your skin that make you sweat. There are many sweat 
glands in armpits and feet.


tampon: A tube- shaped, absorbent material that can be inserted into the vagina to soak 
up period blood.


uterus: A hollow pear-shaped organ where a baby will grow. The uterus is also called the 
“womb” When you menstruate, your body sheds the lining of the uterus.


vagina: The part of the body where the period blood comes out of the body.


vaginal discharge: Thick, clear or white fluid that comes out of the vagina to help 
maintain a healthy vagina. 


von Willebrand disease (VWD): A disorder that is caused by a lack of or a problem with 
the von Willebrand factor (VWF) in the blood.


von Willebrand factor (VWF): A clotting protein that helps platelets stick together to 
stop bleeding; factor VIII is attached to VWF.


vulva: The entire area of private parts around your vagina.
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For more information on the ASH ISTH NHF WFH Clinical Practice Guidelines on von Willebrand Disease, visit  
https://ashpublications.org/bloodadvances/pages/vwd-guidelines. 


ASH ISTH NHF WFH Guideline 
Recommendations for the Diagnosis 
of von Willebrand Disease (VWD)  


Why it matters


Who it affects


What are the highlights


• Evidence-based guidelines intending to improve accurate diagnosis of von Willebrand 
Disease (VWD), minimize inappropriate testing and avoid harms from over-diagnosis.


• VWD is the most common inherited bleeding disorder, yet accurate and timely diagnosis  
is challenging.


• Current barriers to accurate diagnosis of VWD include:


• It is important to improve accurate diagnosis to ensure access to care and minimize 
inappropriate testing and harms caused from over-diagnosis.


• Hematologists, General Practitioners, Internists, Obstetricians, Gynecologists


Health care professionals who provide screening for patients to accurately diagnose VWD.


• Individuals who may be experiencing abnormal bleeding who should be  
evaluated for VWD


Symptoms can disproportionately affect women, who may experience  
menstrual and postpartum hemorrhage. 


• Call to improve education around the value and use of bleeding assessment tools (BATs). 


• New recommendations suggest broadening the classification of VWD to be more 
inclusive of individuals who experience VWD-like bleeding but whose von Willebrand 
factor (VWF) levels used to confirm diagnosis of type 1 VWD do not meet the previously 
proposed diagnostic threshold of 30% or less. 


• Suggestion to change the approach for a type 1 VWD patient with normalized VWF 
levels over time, specifically to reconsider diagnosis as opposed to removing diagnosis.


• Recommendations to use targeted genetic testing to diagnose type 2B VWD.


Total number of panel recommendations: 11


What it covers


A lack of understanding of the difference between 
normal and abnormal bleeding symptoms.


BATs are recommended as an initial screening 
tool for patients with a low probability of VWD 
(e.g., those seen in the primary care setting).


A lack of/limited availability and expertise for 
specialized lab testing.


BATs are NOT recommended as a screening tool 
to decide whether to order specific blood testing 
for patients with intermediate/high probability of 
VWD (e.g., those referred to a hematologist or 
those with an affected first-degree relative).


Reference: James PD, Connell NT, Ameer B, et al.  ASH ISTH NHF WFH 2021 guidelines on the diagnosis of von Willebrand disease. Blood Adv. 
2021;5(1):280-300.   








FOR MORE INFORMATION or to take an online risk 
assessment for bleeding disorders, go to betteryouknow.org.NAME DATE OF BIRTH 


MEDICAL NOTES (allergies, reactions, etc)


Test Name  Date Tested                             Results


Lab Test Log
Take this form when you visit your healthcare provider. This 
form tracks what tests were ordered by your healthcare provider, 
when tests were given, and the test results. Have your healthcare 
provider help you complete this form. The mark “CDC” is owned by the US Dept. of Health and Human Services and is 


used with permission. Use of this logo is not an endorsement by HHS or CDC of 
any particular product, service, or enterprise.


Name of Healthcare
Provider Who Ordered


Lab Tests








It's Your Health. 
Own It. Period.
Know how long is too long for your period. Know if it may 


be due to a bleeding disorder so you can start to feel 


better. It's Better You Know.







With all the new changes happening to your body, growing 
up can be both exciting and confusing.


One of the biggest changes your body will experience is getting your period, 


called menstruation. Every girl’s experience with her period is different. 


Those just beginning to menstruate often have irregular periods that vary 


between light, moderate, and heavy flows.


Your experience with your period might not be the same as 
your friends’ experiences - everyone is different.


Girls’ first periods


typically happen between the ages of 11 


and 14 years; some girls start as early as 


age 9 and others as late as age 15.


In the first year or so
a girl’s period may last 4-7 days. It typically, comes every 21 to 45 days. 


What to Expect? The Facts. 


the average menstrual cycle is 28 days, but the range is 21 to 35 days.


Tip for using this brochure:
Not sure what some of the terms mean? Words in red are explained in more detail in the Glossary.
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As you get older,


 from the start of one period to the 


day before the start of the next 


period is called your menstrual cycle.


The number of days







Your period comes more frequently than every 21 days.


Your period only comes once every 90 days or longer. 


Your period lasts longer than 7 days from the time it starts until 
the time it ends. 


You experience flooding or gushing blood that limits daily 
activities, such as school or exercise. 


You soak your pad or tampon every 1 to 2 hours or less on the 
heaviest day. 


You find or pass blood clots larger than a grape when changing 
your pad or tampon or you see it in the toilet bowl.


All of these are signs of irregular periods. The last 
four are all symptoms of heavy menstrual bleeding 
(HMB). About 1 in 5 women have HMB. If left 
untreated, it can stop you from feeling your best 
and living life to its fullest.


What are causes of HMB?


The cause is sometimes unknown but may be due to a number of 
medical conditions that can be tested for by a doctor. Understanding 
the cause of HMB will help you get the best treatment for your 
symptoms. This booklet will tell you all about bleeding disorders, 
which is one possible cause of HMB.


When to seek help…


KEEPING IN MIND THAT EVERY GIRL’S PERIOD CAN BE DIFFERENT, if you 
experience any of the symptoms below, it would be a good idea to 
talk to a doctor or nurse. 


Tip for using this brochure:
Not sure what some of the terms mean? Words in red are explained in more detail in the Glossary.
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What’s a bleeding disorder? 


A bleeding disorder is an inheritable lifelong condition in which a person 


tends to bleed longer before a blood clot forms to stop the bleeding. 


Up to 1% of girls and women have a bleeding disorder 
in the United States, and many don’t know it. That is 
about 2.7 million girls and women. If you have a 
bleeding disorder, you are not alone!


Do you have ANY signs and symptoms of a bleeding 
disorder?


SIGNS AND SYMPTOMS RELATED TO YOUR PERIOD:


HMB is the most common sign of a bleeding disorder in girls and 
women. There are other non-period related symptoms.


SIGNS AND SYMPTOMS NOT RELATED TO YOUR PERIOD:


Bruising easily or for “no reason” 


Nosebleeds lasting longer than 10 minutes 


Bleeding from a cut or scrape that takes a long time to stop 


Heavy bleeding after a medical or dental procedure  


Low levels of iron in your blood or you’ve been treated for anemia* 


A family member has a bleeding disorder 
or similar symptoms to you


 


Visit www.betteryouknow.org/i-want-to-know-for-women 
to take a quiz to learn if you might have a bleeding disorder 


or if your HMB could be the result of something else.


Have you experienced any of these?
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*Low levels of iron may make you feel tired, fatigued, and weak.


If you checked even ONE of the signs and symptoms 
listed above, you may have a bleeding disorder. 
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What do you do if you have ANY signs or symptoms of 
a bleeding disorder?
Talk to someone. It can feel strange, and sometimes scary, to talk about 


your period to others, but it’s important that you figure out what’s 


happening with your body. If there is a trusted adult in your life, find 


some quiet time to discuss your concerns with him or her. 


Work together with a trusted adult to make an appointment with a 


doctor or other healthcare provider, such as a pediatrician, nurse, 


physician assistant, or an adolescent gynecologist. Depending on 


your signs and symptoms, you may be referred to a hematologist.


What if you don’t have any other symptoms except HMB? 
A bleeding disorder is not the only thing that can cause HMB. It could 


be the result of something else completely. To learn if you might have 


a bleeding disorder or if your HMB is the result of something else, 


visit www.betteryouknow.org. In either case, you or a trusted adult 


should follow up with a doctor or nurse. 


You can even use this brochure to get the conversation started! 







You’ve made the doctor’s appointment. 
Here’s what to expect and how to prepare: 


It may help to track your period and symptoms before your first 
appointment so you are ready to answer any questions. For more 
information, and a chart to help you track your periods and symptoms, 
visit www.betteryouknow.org/women/at-risk/how-to-prepare. 


The doctor or nurse may ask you questions about your periods, any 
other symptoms you may have, and if members of your family have a 
history of symptoms.  


The doctor or nurse may take blood. This may be needed to test you for 
a bleeding disorder. 


The doctor or nurse may refer you to see a hematologist.  


It’s not unusual to feel a little (or a lot!) embarrassed to talk about periods, 
your body, and your personal life with someone you don’t know very well. 
Doctors and nurses are used to having these kind of conversations, and 
their job is to make sure you are healthy. You can ask that your parent or 
guardian be with you during the conversation, or you can ask for privacy.  


Keep an emergency bag of pads, panty liners and/or tampons, extra 
underwear and pants at school or to carry with you.


Have a long-sleeved sweater or jacket in your locker to tie around your 
waist (in case of accidents).


Put a doubled-up, dark-colored towel underneath you when you sleep 
or consider using thicker and longer pads for nighttime use.


Use disposable heating pads for cramps.


Apply water and a small amount of hydrogen peroxide to clothes to take 
out bloodstains in the laundry.


 
It’s important to know that bleeding disorders can be treated, 
allowing you to live a full life. 


Find out if you are at risk, and take the first step in feeling better. 
Visit www.betteryouknow.org to learn more.
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In the meantime, here are some tips to help you 
handle your periods:







Glossary 
Adolescent Gynecologist: An adolescent OB/GYN (obstetrician/gynecologist) is a 
doctor who focuses on the reproductive health of young women, and knows a lot 
about heavy periods. 


Heavy menstrual bleeding (HMB): menstrual periods with abnormally heavy 
bleeding that can limit daily activities. If left untreated, HMB can place women 
and girls at an increased risk for health problems.


Hematologist: A hematologist is a doctor who treats diseases and disorders of 
the blood. However, hematologists are specialists, so your parent’s or guardian’s 
insurance may require a referral from your primary care doctor. 


Inheritable: Inheritable means that a trait, quality, or characteristic can be passed 
down to you through your parents’ genes. The genes for an inheritable bleeding 
disorder can be passed from one or both of your parents, depending on the type 
of bleeding disorder.


Anemia: Anemia means too few healthy red blood cells, which can make you feel 
tired, fatigued or weak. One type of anemia is called iron deficiency or too little 
iron in the body. It can be caused by your period if you experience heavy 
menstrual bleeding. 


Menstrual Cycle: The number of days from the start of one period to the day 
before the start of the next period. Women and girls typically get 12 to13 periods 
a year, although each cycle may not be exactly the same. 


Pediatrician: A pediatrician is the doctor you see when you’re feeling sick or need 
annual checkups as a child. They also know a lot about getting your first period.  


Physician Assistant: A physician assistant usually works under the supervision of 
a doctor. She or he may meet with you first and order lab tests as well as provide 
treatment.  
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Local Resources on Bleeding Disorders:


betteryouknow.org


www.hemophilia.org


The mark “CDC” is owned by the US Dept. of 
Health and Human Services and is used with 
permission.  Use of this logo is not an 
endorsement by HHS or CDC of any particular 
product, service, or enterprise.


The National Hemophilia Foundation (NHF) would like to express its appreciation for the entire Better You Know working group for their insights 
and review, especially Robert F. Sidonio, Jr, MD, MSc. and Chris Guelcher, Hemostasis RN-BC, MS, PPCNP-BC, as well as Charletta A. Ayers, MD, 
MPH, and Gloria A. Bachmann, MD, MMS. The information contained in this publication is general information only. NHF does not give medical 
advice or engage in the practice of medicine. NHF under no circumstances recommends particular treatments for specific individuals and in all 
cases recommends that you consult your physician or local treatment center before pursuing any course of treatment. © 2019 National 
Hemophilia Foundation.


Other Resources
Centers for Disease Control and Prevention (CDC), Information on 
Bleeding Disorders in Women
www.cdc.gov/ncbddd/blooddisorders/women/index.html
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What do bleeding disorders 
have to do with all this?


 
As a caregiver, it’s important to recognize there 


may be additional challenges for girls with 
bleeding disorders, the most common being the 
onset of heavy menstrual bleeding. With these 
challenges come additional conversations for 
your young person and healthcare providers. 


Setting expectations about their puberty 
experience and discussing a treatment plan 


with healthcare providers is crucial.  Work with 
them to ensure they have the tools to manage 


their symptoms and emotions throughout 
this experience. They should know there is no 


reason to be ashamed of their bleeding disorder. 
Work together to practice having di�cult 
conservations where they are comfortable 


expressing their symptoms and advocating for 
their needs with your support. 


Conclusion 


Puberty is curious, enlightening, and 
question-filled time for you and your loved one. 
With some education, conversation, and little 
bit of stepping out of the comfort zone you’ll 


both learn and grow through it together.







Conversation Tips
 


Start the conversations early. You may want to wait till they come 
to ask you questions, but that day may never arrive. It’s perfectly 
fine for you to initiate these conversations. The key is consistent 
and open dialogue where both sides should feel they can speak 
honestly and without judgement. Put yourself in their shoes, and 


remember puberty isn’t easy or straightforward.  
 
 • Try your best to answer each question, but if you don’t   
   know the answer, suggest that you can find the answer  
   together. The most important thing is to listen with   
   compassion and without judgement. Suggest finding out 
   the answer together. Be mindful that putting it off or   
   deflecting could send a message that it’s not okay or   
      important enough to talk about. 
 • Encourage the young person to talk about their thoughts.  
   An open exchange of ideas can establish the values and  
   beliefs you each hold. 
 • Don’t be alarmed if they don’t respond or feel 
   uncomfortable with the conversation. Give them time 
   to process the conversation. Remind them that it’s 
   okay to not want to talk about it but you’ll be available  
   when they are. 
 • Give them a book to read on their own. Discuss it
   together afterwards. 
 • Watching tv shows together can sometimes 
   spark conversations.


Remember all the emotions and
thoughts that may arise. It’s your role


as a caregiver to help guide them through
this time. No one expects perfection, but they


do expect your best shot!


What Do I Say?
  


When a child has questions about puberty, it is important
 to create a safe space for your loved one by listening, 


respecting their right to privacy, and their right to 
their feelings. Discussing puberty is a series of 


conversations over the years. You may be wondering, 
“What do I say?, How do I start this conversation?” 
Feeling confident about the subject matter will 


make these conversations easier. 


You can prepare by: 
 • Reviewing this book ahead of time. 
 • Speaking with your child’s healthcare provider privately  
   to get all your questions answered. The healthcare   
   provider can offer advice on how to approach 
   the conversation.
 • Use the correct terminology when describing 
   menstruation and body parts. 


    


Knowing the facts can help when talking to your young 
person. Practice in the mirror, or with a friend, relative 


or even an older sibling to help get the jitters out.  
     


Your personal values and beliefs can affect the discussion.
For example, ask yourself where you stand on debatable 
topics, such as birth control, relationships and healthy 


ways to handle emotions. Do they know and understand 
your values? Can they see you modeling them daily?


1. Are you noticing any changes in your body?


2. Are you having any new feelings you’re not used to?


3. Are you ever sad sometimes and not sure why?
Potential questions to ask:








In patients with VWD with a history of severe and frequent bleeds,  routine treatment to prevent bleeds (prophylaxis)
rather than no prophylaxis should be considered. 


Summary of the Guidelines on the 
Management of von Willebrand Disease (VWD)


(a collaborative effort of ASH ISTH NHF WFH)
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To read the VWD Guidelines in full, please go to: 
https://ashpublications.org/bloodadvances/article/5/1/301/474884/ASH-ISTH-NHF-WFH-2021-guidelines-on-the-management 


2a In patients who might get treated with desmopressin (i.e. DDAVP or Stimate) and who have a baseline von Willebrand
factor (VWF) level of less than 30%, a test of whether desmopressin will work for the patient (trial) should be performed. 


2b In patients who have a VWF level of less than 30%, desmopressin should not be used for treatment until the results of
the desmopressin trial are available.  


In patients with VWD and cardiovascular disease, who need treatment with antiplatelet agents or anticoagulant therapy
(both prevent clotting), the necessary medication should be given. Additional treatment with factor concentrate or
desmopressin might be needed. 
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After major surgery, factor VIII (FVIII) and VWF activity levels should be kept at greater than or equal to 50% for at
least 3 days. 4a


4b After major surgery, VWF and FVIII should both be targeted to have an activity level of greater than or equal to 50% for
at least 3 days. 


5a


5b


6a


6b
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In patients undergoing minor surgery or minor invasive tests, VWF activity levels should be increased to greater than or
equal to 50% with a combination of tranexamic acid (i.e Lysteda) with either desmopressin or factor concentrate.


Tranexamic acid should be used in patients with type 1 VWD with baseline VWF activity levels of greater than 30% and
mild bleeding symptoms undergoing minor mucosal (lining of the internal organs) procedures (i.e. colonoscopy).


In people with VWD and heavy menstrual bleeding, who do not wish to become pregnant, hormonal therapy (i.e. birth
control pill or hormonal IUD like Mirena) or tranexamic acid should be given rather than desmopressin. 


In people with VWD and heavy menstrual bleeding, who wish to become pregnant, tranexamic acid should be given
rather than desmopressin. 


In pregnant people with VWD, who wish to receive spinal, epidural, or combined spinal-epidural pain management
options during labor, a VWF activity level of 50% - 150% should be targeted.


In pregnant people with type 1 VWD or low VWF levels in any other type of VWD, tranexamic acid should be used after
the delivery of a baby (post-partum period). 


This document is intended for informational purposes only. It is not intended to be used to make healthcare coverage or treatment determinations. NHF’s Medical and Scientific Advisory Council (MASAC) recommends that the
product and corresponding treatment regimen used by an individual should remain a decision between patient and physician. 


This document was developed through the support of NHF's Community Education Program sponsors: https://www.hemophilia.org/educational-programs/education/von-willebrand-disease
© 2022 National Hemophilia Foundation. Material in this publication may not be reproduced without express permission from the National Hemophilia Foundation.
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WHAT ARE THE DIFFERENT 


TYPES OF VON WILLEBRAND 


DISEASE? 


There are several different classifications 


of VWD. 


In Type 1 VWD, the body has low levels 


of von Willebrand factor and may also 


have low levels of factor VIII, which is 


another type of blood clotting protein. 


In Type 2 VWD, the body makes normal 


amounts of von Willebrand factor, but it 


does not work the way it should. There 


are four subtypes for Type 2 VWD, 


depending on the specific problem with 


the person's von Willebrand factor. Each 


subtype is treated differently. 


In Type 3 VWD, the body makes very 


little or no von Willebrand factor and has 


low levels of factor VIII. 


In extremely rare cases, adults with 


autoimmune disease, heart disease or 


certain types of cancer can acquire VWD. 


The type of VWD a person has is 


not an indicator of the severity of 


their symptoms. 


HOW IS VON WILLEBRAND 


DISEASE DIAGNOSED? 


The best place to diagnose a bleeding 


disorder is at a hemophilia treatment 


center, or HTC. 


Here, your hematologist will perform 


various tests to evaluate clotting 


capability, platelet function and factor 


protein levels. 


Some tests may have to be repeated, 


because von Willebrand factor levels can 


fluctuate in the body and are influenced 


by stress and hormones. 


■■■■■■■■■■■■ 


WHERE CAN I LEARN MORE 


ABOUT VON WILLEBRAND 


DISEASE? 


For more information on VWD, visit: 


www.stepsforliving.hemophilia.org 


For more information on bleeding 


disorders in general, visit 


www.hemophilia.org 


HOW IS VON WILLEBRAND 


DISEASE TREATED? 


Treatment for VWD depends on the 


type and severity. The most common 


treatment, DDAVP, boosts factor levels in 


the blood. It can be taken by injection or 


nasal spray. 


Other treatments may include injections 


to replace missing factor proteins; agents 


to help prevent the breakdown of blood 


clots; and, for women, tranexamic acid or 


hormone therapy, such as birth control 


pills. 


If you were diagnosed with VWD, there 


are steps you can take to successfully 


manage your condition. Work closely 


with your healthcare team to establish a 


management plan that works for you. 


Take an active role in your own care. 


Adhere to treatments and schedule 


regular checkups to help pave the way 


to a healthy, happy life! 


■■■■■■■■■■■■■■■■■■■■■■■■■■■■■■■■■■-
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n Are nosebleeds serious?
Bleeding from the nose — also called epistaxis — can be a common 
site of blood loss, especially in people with bleeding disorders. In fact, 
frequent and difficult-to-stop nosebleeds are a typical reason people 
are initially referred to a hematologist. Nosebleeds can be minor 
nuisances or major events that require medical attention in the hospital 
or emergency room.  


n Why do nosebleeds seem to happen so easily?
Nasal cavities are lined with a mucous membrane, which is filled with 
blood vessels. When the membrane is injured or broken, nosebleeds 
result. Blood leaks from these broken vessels into the nasal cavity and 
out of the nostrils, or sometimes down the back of the throat.


n What are some of the factors that  
can contribute to nosebleeds?
A variety of factors can increase your risk of getting a nosebleed. 
These factors can be present alone or in combination. They may be 
avoided or treated to decrease the likelihood of nosebleeds recurring 
or requiring more serious treatment.  
 Some of the more common risk factors include:
n  Trauma or injury — Wearing appropriate sports equipment may help 


reduce injuries that can cause bleeding.
n Nose picking or forceful nose blowing
n  Dry air, especially in winter
n   Hot air, such as in hot tubs, saunas and steam rooms
n  Smoke
n  Genetic risk factors (some 


bleeding disorders, such as 
von Willebrand disease and 
platelet disorders, have 
a higher likelihood of 
nosebleeds)


n  Infections — Take all 
antibiotics as directed 
by physician. 
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n  Allergies, including environmental triggers 
n  Medications — Talk to your bleeding disorder treatment center 


team if nosebleeds seem to increase with the use of a new 
medication.


n Low platelet count (thrombocytopenia)
n  Advanced liver disease (low levels of liver-dependent clotting factors)
n  High blood pressure — Take your medications as directed  


by your physician.
n  Swimming, especially right after a recent nosebleed or in a highly 


chlorinated pool
n Anatomic issues:


n   deviated septum (abnormal condition of the nose in which 
one side of the nose is narrower than the other, causing an 
obstruction of the nasal passage)


n   telangiectasias (spider veins or small dilated blood vessels 
near the surface of the skin)


n   a thin mucosal membrane (thin lining of the body cavities 
including the nose)


n When should someone seek medical care?  
Always call your bleeding disorder treatment center or physician if you 
experience any of the following:
n  Prolonged bleeding which does not stop with pressure or other 


remedies
n  Nosebleeds that have lasted for several hours
n  Vomiting blood or “coffee ground”-looking material
n  Signs of anemia (paleness, dizziness, headaches, shortness of 


breath)
n  Frequent small nosebleeds that stop easily but continue for weeks


n What can someone do if they have frequent nosebleeds?
If you have frequent nosebleeds, you may be able to care for them 
yourself using a few simple steps:
n  Gently blow out mucus and unstable clots through the nose
n  Pinch the bridge of the nose and lean slightly forward, holding 


pressure for a minimum of 10 minutes, but not more than 20 minutes 
at a time 
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n  Set a timer during the pressure-holding period
n  Use distraction techniques or other activities while applying pressure
n  Practice Universal Precautions—Protect your hands, eyes, and 


mouth from coming in contact with blood or other body fluids
n  Develop and maintain an “action plan” for nosebleeds:


n   Teach children what to do if they have 
a nosebleed


n   Keep supplies and resources 
readily available


n   Carry nose clamps in the 
backpack or car—remember to 
only clamp for 10 minutes  
at a time


n   Carry a dark or red washcloth 
(disguises the blood from  
the child)


n   Pack your travel bag with 
plastic bags, a dark towel, dark 
pillowcase, wipes


n  Time the nosebleed and record this information 
n  Call your bleeding disorder treatment center/physician/nurse as 


directed
n  Keep fingernails short to avoid accidentally scratching the inside of 


the nose
n  Avoid picking the nose
n  Apply ice on the nose (Use a flexible ice pack or something similar, 


approx. 6” long x 1” wide) —and protect skin from ice burn
n  Rest after stopping the nosebleed (keep cool, no swimming or 


outdoor sports for a few hours)
n  Avoid hot foods the day of the nosebleed
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n What are the treatment options?
The following is a list of some of the products and strategies that people 
have reported as helpful in the management of nosebleeds.  These 
options may or may not be appropriate for you.  Share this list with your 
healthcare team and discuss which treatment is best for you.


Nonprescription Treatment Options
n  Afrin® or Neo-Synephrine® Nasal Spray is used to constrict vessels 


in the nose and may stop a nosebleed. The products are available 
over-the-counter in all major pharmacies. 


n  Claritin® can be used to alleviate allergy symptoms. This product is 
available over-the-counter in all major pharmacies.  


n  NasalCEASE ™ — A nasal pack inserted into the nose for 
30 minutes. Not recommended for children under 12 years.


n  NosebleedQR ® — Topical powder to stop bleeding. Put 
powder on applicator and apply to bleeding mucous 
membrane of nostril. To order, call 1-800-722-7559, or go 
to http://www.biolife.com


n  Nose clamp — Caution: Leave on only for 10 minutes 
at a time to prevent damage to the nose cartilage


n  Salt pork — Cut bullet-shaped pieces large enough 
to fit snuggly in the person’s nostrils. Wrap the plugs in 
wax paper and place in freezer. When ready to use, unwrap 
two frozen plugs, apply triple antibiotic ointment as directed by 
physician, and push one up each nostril. Put a large piece of tape 
across the ends of both nostrils to hold the plugs in place overnight. 
When ready to remove, pull off the tape, and the plugs will slide out.


Prescription Treatment Options  
(Contact your Bleeding Disorder Treatment Center)
Oral agents (Medicine taken by mouth to prevent the breakdown of clots):
Aminocaproic acid: Amicar®   Tranexamic Acid: Cyklokapron® 
Nasal products (Nasal sprays used to stimulate or replace the 
production of low levels of clotting factor in the blood):
Desmopressin Acetate Nasal Spray: Stimate® (US), Octostim® (Canada) 
Factor replacement products as directed by your bleeding disorder 
treatment center
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Locally-applied hemostatic products (Creams or gels used to prevent 
the breakdown of clots or aid in clot formation):
Arista™ AH Instat®


Avitene®   Surgicel®


Estrogen cream to nostrils Thrombin
Floseal™   Tisseel®


Gelfoam® Helistat®  


Ointments to prevent nosebleeds:
Many physicians recommend using lubricating creams or ointments 
to keep the mucous membranes of the nostrils moist and to promote 
healing by preventing bacterial infection. The following are generally 
available without a prescription:
n  Bactroban Nasal® ointment n   Polysporin® ointment
n  Neosporin® ointment n   Vaseline®


n How can nosebleeds be prevented?
To help prevent a nosebleed:
n  Use a cool mist humidifier while sleeping 
n  Use a saline nasal spray (e.g., Ocean Nasal Spray®) four times a day 
n  Use a water-soluble nosegel (e.g., Rhinaris® or Secaris®) inside the 


nostrils three to four times a day
n  Apply Ayr Gel® (US), Bacitracin, Polysporin®, or Vaseline®  to the 


nasal openings before going to sleep (may also apply during the day)
n  Wear scarves to cover the nose in the winter 
n  Increase fluid intake
n  Sleep in a cool room 


In addition, one should avoid:
n  Picking the nose, harsh blowing of the nose, and/or blowing the nose 


immediately after a shower
n  Diving into a swimming pool  
n  Bending over for a long time, which puts pressure on the nose 
n  Inhaling secondhand smoke (in the home, car or other enclosed places)


Remember to contact your bleeding disorder treatment center any time 
you feel your nosebleeds have lasted too long or are occurring every day. 
For a directory of bleeding disorder treatment centers, go to  
http://www.cdc.gov/ncbddd/hbd/hemophilia.htm and click on  
HTC Directory 7
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The National Hemophilia Foundation is dedicated to finding better treatments and cures 
for bleeding and clotting disorders and to preventing the complications of these disorders 


through education, advocacy and research.  Its programs and initiatives are made possible 
through the generosity of individuals, corporations and foundations as well as through a 


cooperative agreement with the Centers for Disease Control and Prevention (CDC).
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Doctor Visit Preparation
Being prepared for your doctor visit also means coming with a list of questions you 
may have for your provider about your symptoms and care. Make sure to come up 
with your own questions, but here is a list of helpful ones to get you started:


FOR MORE INFORMATION or to take an online risk 
assessment for bleeding disorders, go to betteryouknow.org.


Will any diagnostic tests be run? 
If yes, which ones? 


When will I find out the results?


If lab work will be done, which lab is 
used? How can I find out if that lab 


is covered by my insurance?


Is there anything I should do to 
prepare for the lab tests?


Will I need to be referred to a 
specialist for testing and diagnosis?


What if my lab test results 
don’t show anything? 


Would any tests get repeated?


How long will it take to get a 
diagnosis? What are the steps?


Are there any activities 
I should avoid or modify?


What do you think may be the 
underlying cause of my symptoms?


How can I manage my 
pain/symptoms while I 


wait for a diagnosis?


[If healthcare provider prescribes 
treatment] Does this treatment plan 
address any underlying causes or 


just the symptoms?


Are there any medicines that I 
should avoid due to my diagnosis or 


treatment plan?


The mark “CDC” is owned by the US Dept. of Health and Human Services 
and is used with permission. Use of this logo is not an endorsement by 
HHS or CDC of any particular product, service, or enterprise.
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What Women and Girls Should 
Know About Getting Tested for 


Bleeding Symptoms 
Your guide to lab tests, screening tools and health exams 







1   |   How Your Doctor May Test for Bleeding Disorders


Not sure what some of the terms mean? Words in orange 
are explained in more detail in the Glossary at the back.?


About This Booklet
IF YOU ARE in the process of trying to find out how to explain your  
bleeding symptoms, your healthcare provider may ask you some questions 
or run some lab tests to better understand what is going on. If this process 
feels confusing or overwhelming, you are not alone. This booklet explains 
common health tools, called “assessments,” that are used to help understand 
a person’s current and future state of health. It also gives information on a 
variety of lab tests that healthcare providers may run to assess for a possible 
bleeding disorder when a woman or girl is having bleeding symptoms. This 
booklet also shares things to consider before having the tests.
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Tool What It Is Things To Consider


GENERAL ASSESSMENTS


Health History Your healthcare provider will ask 
general questions about your health 
and possibly your family members’ 
health too. Your healthcare provider 
might also ask you about specific 
bleeding symptoms, such as heavy 
menstrual periods, nosebleeds, 
bruising, and/or bleeding after 
dental or medical procedures.


Be prepared. Think through all of 
your bleeding symptoms before 
your healthcare appointment, and 
ask your family if any of them 
have had bleeding symptoms too. 
Write down all of this information 
in a health diary, so you don’t 
forget anything. 


Physical Exam Your healthcare provider will look  
at you for physical signs of a 
bleeding disorder (such as bruising), 
test how well your joints move, and 
check your joints for tenderness.  
A physical exam is usually a full 
body exam.


Write down a list of concerns 
about your bleeding and questions 
you would like to talk about with 
your healthcare provider, and 
bring it to your appointment. All 
of your questions are important. 
The healthcare provider may also 
ask you questions that may feel 
personal or embarrassing, such as 
details about your periods. These 
questions provide information about 
your health and can help identify 
the cause of your symptoms.


BLEEDING ASSESSMENTS


Menorrhagia 
Impact 
Questionnaire 
(MIQ)


This survey asks you about the ways 
in which bleeding symptoms related 
to your periods have affected 
your quality of life and day-to-day 
activities.


This tool helps your healthcare 
provider determine the impact that 
your bleeding symptoms have on 
your life.  Being open about what 
you are experiencing can help your 
doctor recognize the problem and 
get you the help you need.


Bleeding 
Assessment  
Tools (BATs)


There are different tools that can 
be used to measure the type and 
severity of your bleeding symptoms. 


Depending on the tool used, your 
healthcare provider may either ask 
you a set of questions or ask you 
to fill out a questionnaire. 


Assessment Tools
This section describes the questionnaires or tools your healthcare  
provider may use before deciding to order blood tests and lab tests.  
All of the abbreviations and medical terms can feel overwhelming.  
This section explains why these assessments are important and  
what information they provide about you. The information in this  
section can help you take charge of your own health care.
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Tool What It Is Things To Consider


BLEEDING ASSESSMENTS, CON’T.


International 
Society on 
Thrombosis 
& Hemostasis 
(ISTH) Bleeding 
Assessment Tool


This is a specific bleeding 
assessment tool, designed by ISTH, 
that is used by healthcare providers 
to help identify children and adults 
with mild bleeding disorders.


People who are seeing a 
healthcare provider for the first 
time to find out if they may have a 
bleeding disorder are often asked 
to complete this questionnaire. 


Condensed 
Molecular and 
Clinical Markers 
for the Diagnosis 
and Management 
of Type 1 
(MCMDM-1) 
VWD Bleeding 
Questionnaire


This questionnaire measures 
bleeding symptoms and the  
severity of bleeding.


This tool is used to help diagnose 
or rule out von Willebrand disease 
(VWD). 


Pictorial Bleeding 
Assessment Chart 
(PBAC)


The PBAC is a visual tool that 
women or girls may be asked to 
complete during 1 or 2 of their 
periods to find out if they have 
heavy menstrual bleeding (HMB).


Before your healthcare 
appointment, it may be helpful 
to track 1 or 2 of your menstrual 
cycles and bring that information 
with you. You can do this with 
a free downloadable menstrual 
chart and scoring system PBAC 
as well as other information on 
how to prepare for a doctor visit 
at betteryouknow.org/women/at-
risk/how-to-prepare. Remember 
to discuss the absorbency of the 
tampon or pad you are using and 
whether you use both pads and 
tampons together.


PEDIATRIC ASSESSMENTS


Pediatric Quality 
of Life Inventory


A survey for children and teens to 
measure their overall health-related 
quality of life.


The tool is available for children 
and teens to report their own 
symptoms or for a parent or 
guardian to fill out for their child or 
teen if needed. 


Pediatric 
Bleeding 
Questionnaire 
(PBQ) 


A questionnaire developed for 
children to help find out if bleeding 
symptoms indicate the possibility  
of a bleeding disorder. 


This questionnaire is often one of 
the first tools a healthcare provider 
will use to collect information on 
bleeding.


       THE BOTTOM LINE ON ASSESSMENT TOOLS 
 There are many different tools and many ask similar questions. Whichever one 


is used, your healthcare provider will probably be asking you many questions 
about various ways you bleed, both now and in the past. Coming to your visit 
prepared and ready to discuss ALL of your symptoms in detail will help you get 
a more accurate diagnosis and receive better care.
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Lab Tests
Based on the results of the assessment tool(s) discussed in the previous 
section, your healthcare provider may order some lab tests that require a  
blood sample. It may be necessary to repeat lab tests several times.


Lab Test What It Is Things To Consider


INITIAL TESTING
Complete Blood 
Count (CBC)


The CBC measures the red blood 
cell count, white blood cell count, 
hemoglobin, hematocrit, and 
platelet count. Any increases or 
decreases in cell counts can be a 
sign that a medical condition exists 
that needs to be looked into further. 


A CBC may be requested when 
someone has signs and symptoms 
related to disorders that affect blood 
cells. The test may be ordered if 
someone is frequently tired or has 
an infection, swelling, bruising, or 
bleeding to help determine the 
cause and/or the severity of the 
disorder. A low red blood cell count 
may be due to anemia or possibly 
heavy menstrual bleeding and may 
mean that further testing for iron 
levels is needed.


Thyroid 
Stimulating 
Hormone (TSH)/
Total Thyroxine 
(T4)


The TSH level is used to measure 
how well the thyroid gland is 
working.  TSH directs the thyroid 
gland to make T4, or thyroid 
hormone, which helps to control 
your body’s metabolism.


A thyroid gland that does not work 
the way it’s supposed to can cause 
frequent and irregular menstrual 
periods. To prepare for the test, be 
sure to tell your healthcare provider 
if you take medicines that thin your 
blood (such as aspirin and warfarin). 
Rarely, an underactive thyroid gland 
can cause a bleeding disorder.
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Lab Test What It Is Things To Consider


INITIAL TESTING, CON’T.
Prothrombin Time 
(PT) & Partial 
Thromboplastin 
Time (PTT)


The PT and PTT tests both measure 
the length of time it takes blood to 
clot by looking at different parts of 
the blood.


These tests help check the levels of 
various blood clotting factors (I [1], 
VII [7], VIII [8], IX [9], and XI [11]).


 


Typically, results outside the range of 
10 to 14 seconds would indicate that 
further testing is needed. However, 
interpretation of these values can 
vary by lab and other factors.


A longer than normal PT may 
indicate low amounts of clotting 
factor I (1), clotting factor VII (7), or 
fibrinogen. Blood thinning medicines 
(such as warfarin) can also cause a 
longer PT. 


Having a longer than normal PTT and 
normal PT may indicate low amounts 
of clotting factor VIII (8),  
IX (9), or XI (11).


By looking at the results of the 
PT and PTT together, a healthcare 
provider can get clues as to what 
bleeding or clotting disorder a patient 
may have. Healthcare providers 
cannot use these tests alone to 
make a diagnosis, but usually the 
test results provide information on 
whether further tests are necessary.


Activated Partial 
Thromboplastin 
Test (aPTT)


The aPTT measures how long it takes 
blood to clot in a tube after adding 
certain substances needed for this to 
happen in the body. The test is also 
used to find out if irregular bleeding 
and bruising are due to low levels of 
blood clotting factors.


Typically, values for the aPTT that 
are longer than 40 seconds could 
indicate low levels of blood clotting 
factors and prompt additional lab 
tests. The aPTT can vary based 
on your age, health, and other 
considerations. Be sure to discuss 
with your healthcare provider what 
is considered a normal range for 
you. 


The aPTT can also be used to track 
a person’s response to heparin 
therapy that is being used to 
prevent or to treat clots.
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Lab Test What It Is Things To Consider


Thrombin time 
(TT)


A TT test monitors how long it takes 
plasma (the liquid part of the blood), 
specifically fibrinogen in plasma, 
to form a clot. The result of the 
test might indicate that there is a 
low level of fibrinogen or that the 
fibrinogen is not working properly. 
This test can be used with reptilase 
time to determine if there is low 
fibrinogen, which can be the cause 
of other blood disorders.


Many things can affect your TT test 
results, such as the lab procedure, 
your overall health, and medicines, 
such as heparin and warfarin, so 
it is important to talk with your 
healthcare provider. Tell your 
healthcare provider if you have 
pre-existing health conditions and 
if you take prescription or over-the-
counter medicines, especially those 
that might affect the ability of your 
blood to clot. 


Fibrinogen  
Activity 


A fibrinogen activity test is done to 
find out how well fibrinogen helps 
blood to clot. 


A fibrinogen test may be requested by 
your healthcare provider based on the 
results of your PT and PTT.


The normal range for the test can vary 
among different labs, due to different 
measurements or samples. To interpret 
the results correctly, your healthcare 
provider will look at your fibrinogen 
activity along with the results of other 
blood clotting tests. 


If the fibrinogen activity is low, a 
follow-up test called the fibrinogen 
antigen test may be ordered, which can 
indicate that you aren’t making enough 
fibrinogen or that the fibrinogen you 
make doesn’t work properly.


VON WILLEBRAND DISEASE (VWD) TESTS
Von Willebrand 
Factor (VWF) 
Antigen Test 


The VWF antigen test measures the 
amount of VWF protein in the blood. 
However, it does not determine 
whether the VWF protein works 
properly to clot blood. People, who 
are diagnosed with VWD, usually 
have less than half of the normal 
amount of VWF protein in their 
blood. 


Sometimes tests need to be 
repeated because the levels of VWF 
protein can change based  
on the following: 


a. Stress and recent exercise. Often, 
the stress of having lab tests done 
can affect the result. 


b. Pregnancy, certain types of birth 
control pills, or breastfeeding. 


c. An overactive thyroid gland. 


d. Recent surgery or a blood 
transfusion.


e. Blood type. Individuals with blood 
type O are more likely to have 
reduced VWF. 


f. Menstrual cycle. 


g. Age. 
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Lab Test What It Is Things To Consider


VON WILLEBRAND DISEASE (VWD) TESTS, CON’T.
Von Willebrand 
Factor (VWF) 
Activity 
(Ristocetin 
CoFactor Test)


A VWF activity test determines 
whether the VWF protein is  
working properly to clot blood.


Blood with enough working VWF 
clots normally when ristocetin is 
present. Blood that doesn’t have 
enough VWF or has VWF that 
doesn’t work properly won’t clot the 
way it should, which can be a sign 
of VWD. People who are diagnosed 
with VWD usually have a low 
percentage of VWF reported in their 
test results.


FACTOR DEFICIENCY TESTING
Factor VIII (8) 
Testing


This blood test, which is also called 
an assay, measures the clotting 
ability of factor VIII (8), one of the 
proteins that help blood to clot. 


Factor VIII (8) deficiency (a lack or 
decrease of clotting factor VIII (8)) is 
also known as hemophilia A. Factor 
tests are often ordered when the 
results of a PTT show that it takes 
longer than normal for blood to clot. 
A factor VIII (8) test shows the level 
of factor VIII in the blood and can 
determine disease severity. A lot of 
conditions can impact your factor 
levels. You could have high factor 
level and still have high bleeding 
symptoms and vice versa. Levels 
of 50% and above do not typically 
lead to bleeding symptoms. Those 
with factor VIII (8) levels below 30% 
generally have mild hemophilia 
symptoms.


This test is one part of the 
diagnostic picture for having a 
bleeding disorder. Make sure to ask 
about other tests that are done for 
you and how they fit together.
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Lab Test What It Is Things To Consider


Factor IX (9) 
Testing


This blood test, which is also called 
an assay, measures the clotting 
ability of factor IX (9), one of the 
proteins that help blood to clot. 


Factor IX deficiency (a lack or 
decrease of clotting factor IX (9)), 
is also known as hemophilia B. 
With factor IX (9) deficiency, a PTT 
would show that it takes longer than 
normal for a person’s blood to clot. 
A factor IX (9) test shows the level 
of factor IX (9) in the blood and can 
determine disease severity. 


 A lot of conditions can impact 
your factor levels. You could have 
high factor level and still have high 
bleeding symptoms and vice versa. 
Levels of 50% and above do not 
typically lead to bleeding symptoms. 
Those with factor IX (9) levels below 
30% generally have mild hemophilia 
symptoms.


This test is one part of the 
diagnostic picture for having a 
bleeding disorder. Make sure to ask 
about other tests that are done for 
you and how they fit together.


Factor XI (11)
Testing 


This test, which is also called an 
assay, measures the amount of 
factor XI (11) protein in blood. 


Factor XI (11) deficiency (either 
reduced levels of factor XI (11) or 
factor XI (11) that does not work 
properly) is sometimes known 
as hemophilia C. Factor tests are 
often ordered when results of a 
PTT show that it takes longer than 
normal for a person’s blood to clot. 
A lot of conditions can impact your 
factor levels. You could have high 
level and still have high bleeding 
symptoms and vice versa. Levels of 
60% and above do not typically lead 
to bleeding symptoms. However, 
the results vary based on the lab, 
so discuss your results and any 
symptoms you may have with your 
healthcare provider.
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Lab Test What It Is Things To Consider


PLATELET LAB TESTING
Platelet Function 
Testing: PFA-100 
Closure time


The PFA-100 (Platelet Function 
Analyzer-100) is a testing device 
used by hospitals to measure closure 
time (CT). CT is the time it takes 
a blood clot to form inside a glass 
tube and prevent blood flow. If the 
CT is normal, it is unlikely that the 
person has a problem with his or her 
platelets working properly.


When a person’s platelets don’t 
work normally, this could signal a 
potential bleeding disorder. A longer 
than normal CT means the platelets 
are not working as well as they 
should. Abnormal test results can be 
caused by a low number of platelets 
(platelet count), platelets or proteins 
not working properly, or the 
presence of medicines that prevent 
blood clots, such as aspirin. This test 
can be used to screen for VWD and 
some platelet function disorders.


Platelet 
Transmission 
Electron 
Microscopy 
(PTEM)


This test is used to figure out if there 
are problems with the size, shape, 
or contents of the platelets in the 
blood.


PTEM is used to test for a variety of 
platelet disorders, including delta 
platelet storage pool deficiency.


Platelet 
Aggregometry


Platelet aggregometry uses 4 to 8 
different tests. The tests measure 
how platelets clump together over 
several minutes. The tests are 
reviewed and interpreted together to 
see if the platelets are not working 
properly. 


Platelet aggregometry is the best 
test to find out if a person’s platelets 
are working properly. This test can 
be used to identify many platelet 
function disorders. 


Flow Cytometry This test uses lasers to see the 
proteins that are on the outside of 
the platelet and how they change 
under different conditions. The test 
can find problems with how the 
platelets are working. 


This test can assist in confirming 
a diagnosis of Bernard-Soulier 
syndrome and Glanzmann 
thrombasthenia. It may only 
be available in a few university 
hospitals and laboratories because 
specialized equipment and training 
are needed.


 THE BOTTOM LINE ON LAB TESTS
Many different tests may be needed to reach a diagnosis. Ask your healthcare 
provider the reason for each test and to explain the results. Be patient. This can 
be a long process for many women, and the results may not be clear the first 
time. In the meantime, talk to your healthcare provider about how to manage 
any symptoms you may have while you wait for your test results.







What You Need To Know  |   10


Antigen: a substance (such as bacteria, viruses, chemicals, 
etc.) that causes the immune system to develop proteins 
called antibodies that fight against it. A normal immune 
system, in an effort to keep a person healthy, tries to fight 
off substances it doesn’t recognize.


Anemia: a medical condition in which the amount of 
red blood cells or hemoglobin in the blood drops below 
normal. It is a fairly common condition that can be acute 
(sudden) or chronic (long-lasting) and the severity can 
be mild, moderate or severe. Iron-deficiency anemia is 
a type of anemia in which there are too few healthy red 
blood cells due to too little iron in the body. It can be 
caused by a woman’s menstrual period if she experiences 
heavy menstrual bleeding. Symptoms of anemia can 
include fatigue, dizziness, loss of energy, shortness of 
breath, and difficulty concentrating. 


Bernard-Soulier syndrome: a platelet function disorder 
caused by a missing or non-working protein on the 
outside of platelets. 


Bleeding disorder: a general term for a wide range 
of medical problems that lead to poor blood clotting 
and continuous bleeding. Healthcare providers call 
these conditions by many different terms, including 
coagulopathy, abnormal bleeding, and clotting disorders. 
While hemophilia is the best-known bleeding disorder, 
many types exist, and most are inherited. More 
information can be found here: www.betteryouknow.org/
women/at-risk/what-to-know


Clotting factors: proteins made by the body that are 
needed for blood to clot normally. They are numbered I, 
II, V, VII, VIII, IX, X, XI, and XIII (in other words, 1, 2, 5, 7, 8, 
9, 10, 11 and 13):  A problem with or lack of one of these 
clotting factors can cause problems with blood clotting. 


Delta platelet storage pool deficiency: a platelet disorder 
where there are not enough granules (essentially tiny 
“bags” inside platelets that store proteins and other 
chemicals that help platelets work properly) or the 
platelets are unable to empty the contents of the granules 
into the bloodstream.


Fibrinogen: a protein found in the liquid part of blood, 
called plasma, which helps blood clots to form. It is also 
known as factor I (1).


Glanzmann thrombasthenia: a platelet function disorder 
caused by missing proteins or too few proteins on the 
outside of platelets. 


Heavy menstrual bleeding (HMB): menstrual periods with 
abnormally heavy bleeding that can limit daily activities. 
If left untreated, HMB can place women and girls at an 
increased risk for health problems.


Hematocrit: a measure of the amount of red blood cells in 
the body. It is often used to check for anemia or to screen 
for a number of other conditions that can affect the part 
of the blood made up of red blood cells. Hematocrit can 
also be denoted as Hct.


Hemophilia A: a genetic disorder caused by missing or 
non-working factor VIII (8), a protein needed for blood  
to clot.


Hemophilia B: a genetic disorder caused by missing or 
non-working factor IX (9), a protein needed for blood to 
clot. Hemophilia B is also known as factor IX (9) deficiency 
or Christmas disease. 


Hemophilia C: a genetic disorder caused by missing or 
non-working Factor XI (11), a protein needed for blood  
to clot.


Hemoglobin: a protein in the blood that carries oxygen 
throughout the body. A low hemoglobin level is generally 
defined as less than 12 grams per deciliter (120 grams per 
liter) for women. Hemoglobin can also be denoted as Hb 
or Hgb.


Heparin: a blood thinning medicine that is used to prevent 
blood clots from forming. 


Menorrhagia: menstrual periods with abnormally heavy 
bleeding that can limit daily activities, also referred to as 
heavy menstrual bleeding (HMB). 


Metabolism: the chemical reactions in the body’s cells 
that change the food we eat into energy needed to 
engage in our everyday lives. 


Overactive thyroid gland: a condition where the thyroid 
gland makes too much thyroid hormone, which speeds up 
metabolism. This is also known as hyperthyroidism.


Plasma: the liquid part of the blood. Plasma makes up 
about half of the amount of blood. 


Platelet count: a measure of the number of platelets 
in the blood. The number of platelets in blood can be 
affected by many diseases. Platelets can be counted to 
monitor or diagnose diseases, or to look for the cause of 
too much bleeding or clotting. Platelet count can also be 
denoted as Plt.


Red blood cell count: a test that shows how many red 
blood cells are in the blood. Red blood cells contain 
hemoglobin, which carries oxygen to the body’s tissues.  
Red blood cell count can also be denoted as RBC.


Reptilase time: a test that measures the time it takes 
for a clot to form after reptilase (a protein molecule that 
speeds up reactions in the body) has been added to 
plasma. This test is performed when there is a longer than 
normal clotting time because of a TT test (see lab test 
tables). 


Ristocetin: an antibiotic that causes VWF and platelets to 
stick together. It is added in the VWF ristocetin cofactor 
test. 


Thyroid gland: a gland in the neck that makes and stores 
hormones that help control the heart rate, blood pressure, 
body temperature, growth and metabolism rate. 


Underactive thyroid gland: a condition where the 
thyroid gland doesn’t make enough thyroid hormone, 
which slows down metabolism. This is also known as 
hypothyroidism.


Von Willebrand disease (VWD): a disorder that is caused 
by a lack of or problem with the von Willebrand factor 
(VWF) in the blood. People with VWD either don’t have 
enough VWF or it doesn’t work properly. VWD is the most 
common bleeding disorder and it affects both men and 
women equally. There are several different types of VWD: 
type 1, type 2, and type 3, and even some subtypes. 


Von Willebrand factor (VWF): a clotting protein that helps 
platelets stick together to stop bleeding; factor VIII (8) is 
attached to VWF. 


White blood cell count: a test that measures the number 
of white blood cells (also called leukocytes) in the blood. 
These cells are the front line of defense in our body’s fight 
against germs and infection.  White blood cell count can 
also be denoted as WBC.


GLOSSARY
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Menstrual Chart & 
Scoring System


Scoring system
Pads
1 point for each lightly 
stained pad
5 points for each 
moderately soiled pad
20 points for each completely 
saturated pad


Tampons
1 point for each lightly 
stained tampon
5 points for each 
moderately soiled tampon
20 points for each completely 
saturated tampon


Clots
1 point for small clots (like a grape)


5 points for large clots (like a strawberry)


Clots: size and #
Flooding: check mark


Clots: size and #
Flooding: check mark


DATE OF START
month        day        year


  Day 1  2 3 4 5 6 7 8 9 10


  Day 1  2 3 4 5 6 7 8 9 10


Pads


Tampons


Source: Jenny M. Higham, P. M. S. O’Brien, R.W. Shaw. 
Assessment of menstrual blood loss using a pictorial 
chart. British Journal of Obstetrics and Gynaecology, 
August 1990, vol. 97, pp. 734-739


TOTAL POINTS


If your total is more than 100, see a 
health care professional.


INSTRUCTIONS: Write down the number of pads/tampons 
used per day based on how saturated they are for each day of 
your period. If longer than 10 days, please continue to score 
using a second chart. If you have any blood clots, note how 
many and the size of each clot for each day. See scoring 
system on the right for how to measure clot size. If you have 
any flooding or gushing that is enough to affect your daily 
activities and quality of life, put a check for that day.


The mark “CDC” is owned by the US Dept. of Health and Human Services 
and is used with permission. Use of this logo is not an endorsement by 
HHS or CDC of any particular product, service, or enterprise.








Healthcare Diary


When did your symptoms begin?


What led to these symptoms?


Make note of your energy level. When was it high? 
When was it low?


Have you had nose bleeds that lasted longer than 10 minutes? 
How often?


How old were you when you had your first period?


How many days do you have between the start of 
one period and the start of the next one?


Do you have periods that last longer than 7 days?                           How many days total?


How many days do you consider your period to be heavy?


How often do you have to change your pads or tampons?


Do you have to double up on pads and/or tampons, especially at night?


Do you experience pain during your periods? 
What makes them feel better? 
What makes them worse?


Do your symptoms interfere with your daily life?


Do any of the girls or women in your family have heavy periods?


Has anyone in your family had similar bleeding symptoms?


Has anyone in your family been diagnosed with a bleeding disorder, such as von Willebrand 
disease or hemophilia?


List any prescription or nonprescription medicines you are currently taking.


YES NO


YES NO


YES NO


YES NO


YES NO DON’T KNOW


YES NO DON’T KNOW


YES NO DON’T KNOW


YES NO


FOR MORE INFORMATION or to take an online risk 
assessment for bleeding disorders, go to betteryouknow.org.


The mark “CDC” is owned by the US Dept. of Health and Human Services and is 
used with permission. Use of this logo is not an endorsement by HHS or CDC of 
any particular product, service, or enterprise.


Before visiting with your healthcare provider, it may be helpful to keep a health 
diary for a month or two. This will help you discuss with your healthcare provider 
the next steps to take. 








Summary of the Guidelines on the 
Diagnosis of von Willebrand Disease (VWD)


(a collaborative effort of ASH ISTH NHF WFH)


If the chance of having VWD is low (i.e. a person with no family history of VWD in the primary care setting), a validated
bleeding-assessment tool (BAT) should be used to determine who needs specific blood testing.


If the chance of having VWD is intermediate (i.e. person was referred to hematologist) a BAT should not be used to decide
whether to order specific blood testing.  


If the chance of having VWD is high (i.e. a person with a family history of VWD in a parent, sibling, or child), a BAT should
not be used to decide whether to order specific blood testing. 


For the diagnosis of VWD, newer tests that measure the platelet-binding activity of von Willebrand factor (VWF) (i.e.
VWF:GPIbM, VWF:GPIbR) should be used in the laboratory rather than VWF ristocetin cofactor tests (VWF:RCo). 


For patients with previously confirmed type 1 VWD, who now have VWF levels that have normalized with age, a VWD
diagnosis should be reconsidered based on the person's preferences rather than being removed.


To confirm a diagnosis of type 1 VWD, a person with bleeding symptoms needs a VWF level of 50% or less. A person with
no bleeding symptoms needs a VWF level of 30% or less.  


For people with suspected type 1C VWD, a desmopressin test with bloodwork drawn at 1- and 4- hours after the infusion
should be completed to confirm increased VWF clearance.


Instead of using a platelet-dependent VWF activity/VWF antigen (VWF:Ag) ratio cutoff of less than 0.5, a higher cut off of
less than 0.7 should be used to confirm type 2 VWD for patients with an abnormal initial VWD screen. 


In patients with suspected types 2A, 2B, or 2M VWD, who are in need of additional testing, either a VWF multimer analysis
or ratio of VWF collagen binding to antigen (VWF:CB/VWF:Ag) should be used in the laboratory. 


In patients with suspected type 2A or 2B VWD, who are in need of additional testing, targeted genetic testing should be
used over low-dose Ristocetin-induced platelet agglutination (RIPA) to identify type 2B. 


In patients with suspected type 2N VWD, who are in need of additional testing, either VWF FVIII binding (VWF:FVIIIB) or
targeted genetic testing (if available) should be used. 
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To read the VWD Guidelines in full, please go to: 
 https://ashpublications.org/bloodadvances/article/5/1/280/474888/ASH-ISTH-NHF-WFH-2021-guidelines-on-the-diagnosis


This document is intended for informational purposes only. It is not intended to be used to make healthcare coverage or treatment determinations. NHF’s Medical and Scientific Advisory Council (MASAC) recommends that the
product and corresponding treatment regimen used by an individual should remain a decision between patient and physician. 


This document was developed through the support of NHF's Community Education Program sponsors: https://www.hemophilia.org/educational-programs/education/von-willebrand-disease
© 2022 National Hemophilia Foundation. Material in this publication may not be reproduced without express permission from the National Hemophilia Foundation.


To learn more about specific lab tests, please go to: 
NHF's Guide to Lab Tests, Screening Tools, and Health Exams 



https://ashpublications.org/bloodadvances/article/5/1/280/474888/ASH-ISTH-NHF-WFH-2021-guidelines-on-the-diagnosis

https://ashpublications.org/bloodadvances/article/5/1/280/474888/ASH-ISTH-NHF-WFH-2021-guidelines-on-the-diagnosis

https://ashpublications.org/bloodadvances/article/5/1/280/474888/ASH-ISTH-NHF-WFH-2021-guidelines-on-the-diagnosis

https://ashpublications.org/bloodadvances/article/5/1/280/474888/ASH-ISTH-NHF-WFH-2021-guidelines-on-the-diagnosis

https://www.hemophilia.org/sites/default/files/document/files/byk-what-you-should-know.pdf

https://www.hemophilia.org/sites/default/files/document/files/byk-what-you-should-know.pdf

https://www.hemophilia.org/sites/default/files/document/files/byk-what-you-should-know.pdf






For more information on the ASH ISTH NHF WFH Clinical Practice Guidelines on von Willebrand Disease, visit 
https://ashpublications.org/bloodadvances/pages/vwd-guidelines. 


ASH ISTH NHF WFH Guideline 
Recommendations for Management 
of von Willebrand Disease (VWD) 


Why it matters


Who it affects


What are the highlights


• Evidence-based recommendations for treatment of VWD in the setting of major and 
minor surgery, testing during invasive procedures, use of desmopressin, and use of 
von Willebrand factor (VWF) concentrate prophylaxis.


• VWD is the most common inherited bleeding disorder.


• There is currently wide variability in clinical practice for treatment of VWD due to a lack 
of high-certainty evidence to guide decision-making.


• There are multiple subtypes of VWD that require individualized treatment based on 
specific diagnosis, with a range of symptoms and multiple therapies available to treat 
them. It is in the best interests of the physician and patient to have guidance to match 
the condition with the appropriate treatment.


• Hematologists, General Practitioners, Internists, OB/GYNs, Surgeons, 
Anesthesiologists, Dentists


The guidelines provide recommendations for shared decision-making that aim to increase 
access to quality care for individuals living with VWD.


• Individuals with VWD


Because there are a wide array of symptoms and many different therapies for VWD, evidence-
based recommendations are needed to improve access to appropriate treatments and facilitate 
individualized therapy.


• The guidelines make key recommendations to address a wide array of VWD 
manifestations, and best-practices for management of VWD in medical or other 
settings, including: 


prophylaxis for frequent recurrent bleeding;


desmopressin trials to determine therapy;


use of antiplatelet agents and anticoagulant therapy;


target VWF and factor VIII activity levels for major surgery;


strategies to reduce bleeding during minor surgery or invasive procedures;


management options for heavy menstrual bleeding;


management of VWD in the context of epidurals during labor and delivery;


management in the postpartum setting.


Total number of panel recommendations: 12


What it covers


Reference: Connell NT, Flood VH, Brignardello-Petersen R, et al. ASH ISTH NHF WFH 2021 guidelines on the management of von Willebrand disease. Blood 
Adv. 2021;5(1):301-325.  







