
Workshop Title Description Target Audience
Length 

(min)
Facilitated by

Advocating in the ER

Having to advocate for yourself or a loved one’s care can be difficult, especially in an 

urgent situation! This workshop will cover how to prepare in advance for an 

emergency, and provide information to help you navigate difficult situations that you 

may encounter when you are in the emergency room.

Adults

all genders
60 min NHF staff

Aging as a Person with a Bleeding Disorder

While getting older is part of our lives, it often comes with new and unknown hurdles. 

This holds particularly true for the inherited blood disorder community. This 

discussion based workshop will explore what we have learned about aging with a 

bleeding disorder, while providing a space for sharing lived experiences. You will be 

provide with resources and skills to navigate the unknown. 

Adults

all genders
60 min

Speaker Bureau 

NHF staff

Don't Fear the Poke

There are gloves and tourniquets and medication; skin to sterilize and steps to follow: 

no wonder infusions and injections feel scarry to you and your child. Managing these 

stressors will be important for your family's quality of life. This workshop will explorer 

needle fear and phobia and will provide you with essential skills to navigate the 

daunting task. 

Adults

all genders
60 min Speaker Bureau

Finding the Strength through the Struggle

As a woman with a bleeding disorder, you have individual struggles and triumphs. 

There are many people – even some you haven’t met – who care deeply about the 

challenges you face. Join us for this interactive workshop that will focus on you; your 

hopes and your empowerment. You will learn how to harness frustration and turn it 

into positive action. You will walk away feeling energized and ready to face a new 

day!

Adults

all genders or 

women only

60 min NHF staff

Gene Therapy Basics for Hemophilia: What You Need 

to Know

Recently there has been an explosion of innovative research in the treatment of 

Hemophilia utilizing gene therapy technology. This workshop will help you develop a 

basic understanding of the complexities of gene therapy including terminology, how 

gene therapy works, and identifying the potential, limitations, risks and unknowns 

associated with gene therapy. We also provide a brief introduction to other novel 

therapies and an overview of what treatments are currently approved. Gaining a high 

level understanding of gene therapy will enable community members to have robust 

conversations with their providers and to ultimately make the best decision on 

treatment.  

Adults

all genders
60 min Speaker Bureau 



How to be a Savvy Community Member 

Having a bleeding disorder comes with great responsibility to get the best care 

possible. This interactive session will give you information on the sometimes 

confusing acronyms – HTC, 340B, HRSA, etc. – which can be a roadblock to getting 

care. You will learn the critical questions to ask when choosing a medication provider. 

Finally, you gain an understanding of the responsibility that parents, patients, 

pharmaceutical and homecare representatives have in following the rules and laws 

that affect us all.

Adults

all genders
60 min NHF staff

Looking from the Outside in: Musculoskeletal 

Ultrasound

Ultrasound of the joints and muscles is slowly becoming a staple in many Hemophilia 

Treatment Centers to detect bleeding episodes and to follow joint health over a long 

time. But how does this work and what are the benefits? You will walk away from this 

workshop feeling informed about this innovative technique and being able to engage 

with your healthcare provider about joint health.

Adults

all genders
60 min

Speaker Bureau 

NHF staff

Medical Marijuana: A Way to Manage Your Pain?

Marijuana is increasingly legal and used as a remedy for pain. This workshop will 

explain what people with bleeding disorders need to know should you be considering 

medical marijuana as part of a pain treatment plan.

Adults

all genders
60 min Speaker Bureau 

Mental Health: A Deeper Dive

Millions of people in the U.S. are affected by mental health issues. The COVID19 

pandemic has brought many of these much more to the forefront and allowed us to 

begin honest conversations. But it is time to dig deeper and move beyond the basics. 

This workshop will investigate mental health issues seen in the inheritable blood 

disorder community and provide innovative skills and resources to you. 

Adults

all genders
60 min Speaker Bureau 

Navigating Clinical Trials

Clinical trials are key to advancing safe and effective treatments for bleeding 

disorders. They are an important step in the FDA drug-approval process and provide 

researchers with invaluable data about a drug’s effectiveness and side effects. With 

the pace of innovation in the bleeding disorders community, it is important for 

consumers to understand the Clinical Trials process - including informed consent - 

and what their role is should they choose to participate.  Some of the topics covered 

include an overview of the phases of the clinical trials process, informed consent and 

consumer responsibilities of participation in trials.

Adults

all genders
60 min Speaker Bureau 

Pain Explained 

Many people with bleeding disorders find that bleeding-related pain and joint 

damage impact their quality of life. This session will improve your understanding of 

how pain affects people with bleeding disorders and approaches for managing  pain. 

It will also provide you with innovative tips, tools, and skills to decrease your 

experience of pain without taking a pill. 

Adults

all genders
60 min

Speaker Bureau 

NHF staff



Pelvic Health: More than "Bikini Medicine"

We often talk about heavy menstrual bleeding, but how often have you heard a 

discussion about the impact of your bleeding disorder on the musculoskeletal pelvic 

region? In this workshop you will learn more about the anatomy and functionality of 

the pelvic region and discuss pelvic floor dysfunctions. You will also uncover how 

these are connected to bleeding disorders and some of the innovative ways you can 

improve your quality of life. 

Adults

all genders or 

women only

60 min
Speaker Bureau 

NHF staff

Reproductive Health, Menstruation, and Menopause

Reproductive health, menstruation, and menopause are vital topics in the lives of 

girls, women, and those who have the potential to menstruate. Yet, our 

conversations about these within the inherited blood disorder community have been 

sparse. It's time to change. This workshop will provide a deeper dive into 

physiological components of these, highlight implications for bleeding disorders, and 

provide essential skills and resources to you.

Adults

all genders or 

women only

60 min Speaker Bureau

Shared Decision Making and the Shift to Person 

Centered Care

You are the subject matter expert of your and/or your child's bleeding disorder. And, 

as the subject matter expert, you are the center of your care network and a vital 

member of the shared-decision making process. This workshop will explore the shift 

towards person-centered care and outline the concepts of shared-decision making. In 

addition, you will gain advocacy and communications skills as well as important 

resources. 

Adults

all genders
60 min NHF staff

Super Seven: Family Fireside Chat

Living with or taking care of someone with an ultra-rare bleeding disorder can feel 

confusing and isolating. This discussion-based working will explore NHFs children’s 

book Super Seven. Caregivers and affected individuals will participate in a variety of 

activities to explore some of the book's themes. By the end of the workshop you will 

be able to identify steps to foster independence and include the entire family in the 

experience. 

Adults

all genders
60 min NHF staff

The Basics of Innovative Therapies: What You Need to 

Know

We continue to see significant research and innovation in the treatment of 

Hemophilia.  It is becoming more important than ever to stay informed on all the 

advancements and innovation  – what they are, how they work in the body and how 

safe they are.   Understanding all the options including currently approved 

treatments, the pros and cons and the promise and limitations of each type of 

therapy will enable community members to have informative conversations with 

their providers and to ultimately make the best decision on treatment.  This 

presentation is designed to provide a basic overview of current and future treatment 

options for hemophilia, making these complex concepts more understandable.

Adults

all genders
60 min Speaker Bureau 

VWD Guidelines: What They Mean For You

In 2021 the new VWD guidelines on diagnosis and treatment were published. In this 

workshop, you will learn more about the innovative international development and 

the most important changes. But even more so, you will learn what these guidelines 

mean for you and how to use these as a foundation for shared decision making to 

advocate for your own best care. 

Adults; VWD

all genders
60 min

Speaker Bureau 

NHF staff



Who is Taking Care of the Caregiver? 

Parents and caregivers, who are responsible for day-to-day care of someone with a 

bleeding disorder may face burnout at some point in their lives. This workshop will 

introduce the concepts of prioritizing and practicing self-care, so that you are ready 

and able to take care of others. We will explore various self-care options and 

motivate you with practical ideas to make self-care a priority.

Adults

all genders
60 min NHF staff

Ultra-Rares and Personal Advocacy

This interactive workshop will explore the lived experiences of the ultra- rare bleeding 

disorders community through a personal advocacy lens. This is a discussion- based 

workshop that will allow you to learn from fellow community members' experiences 

in addition to sharing your challenges, experiences, and perspectives.

Adults;

all genders
60 min NHF staff

Being Different, Belonging Together!

Bullying has become a major public health issue. In this interactive workshop we will 

be tackling the topic of bullying. Through a creative process you will be able to 

address questions, feeling, and concerns you might have. You will receive helpful tips 

on how to navigate difficult situations and come up with creative solutions for 

creating a safe environment. 

Kids/Teens

all genders
60 min NHF Staff 

Clotting for Kids

Understanding the clotting process is important to understanding a bleeding disorder. 

This interactive workshop assigns a job to each player in the clotting process – 

bringing the science to life by participants acting out what is happening in their own 

bodies to stop the bleeding.

Kids

all genders
60 min NHF staff

Do You Bleed Like Me?

The bleeding disorders community is a very educated and empowered group of 

people, but how much do they know about bleeding disorders other than their own?  

“Do You Bleed Like Me?” gives you an opportunity to test your knowledge with your 

peers! By the end of the workshop, you will be able to assess your knowledge, discuss 

things they wished others knew, and break down barriers within your community. 

Teens/older kids

all genders
60 min NHF staff

Don't Fear the Poke

Infusions and injections are scary. There are gloves and tourniquets and medication; 

skin to sterilize and steps to follow. And then, there is the poke. This workshop will 

explorer needle fear and phobia and will provide you with essential skills to take 

charge of your fears and navigate the daunting task. 

Kids/Teens

all genders
60 min Speaker Bureau

Failure is an Option

We often hear that “failure is not an option.” However, by acknowledging and 

understanding our greatest failures, we can experience some of our deepest 

moments of personal growth. In this interactive workshop, you will learn how to 

celebrate your failures in a safe environment and walk away feeling more 

empowered and confident. 

Teens

all genders
60 min NHF staff

Independence & Management

Parents of children with bleeding disorders are often very involved in their child’s 

medical treatment. The transition of care from the parent to the child can be difficult 

for a family, but it’s important. This workshop will help you discuss the benefits of 

independence and identify the necessary steps to help you achieve your family's 

goals.

Families or

Teens only

all genders

60 min NHF staff

Teens and Young Adults



Let's Talk Puberty

While puberty is a healthy and normal part of a person's life, it can feel like a true 

hardship for people with a bleeding disorder. Many may feel alone in what they are 

dealing with and not know where to turn for answers to questions they may have. In 

this interactive workshop, you will have the opportunity to discuss scenarios and 

solutions relating to puberty and periods in a safe environment. You will leave with 

tips on how to transition into this new chapter of your life, feeling connected and 

empowered.

Teens

all genders or 

girls only
60 min NHF staff

Mental Health for Teens

Mental Health issues are not just for adults, but also affect younger generations. It is 

important to recognize and understand the mental health challenges impacting 

teenagers in the inherited blood disorder community. This workshop will equip you 

with a greater knowledge, innovative strategies, skills, and resources about these 

challenges. 

Teens

all genders
60 min Speaker Bureau 

Super Seven: Fireside Chat

Living with an ultra-rare bleeding disorder can sometimes feel like no one 

understands. This interactive workshop will explore NHFs children’s book Super 

Seven. You will get to participate in a fun workshop with lot's of discussions. Some of 

the discussion points will include disclosing your bleeding disorder, talking to school 

staff, sleepovers, sports, and encouraging independence in decision making. 

Kids/Teens

all genders
60 min NHF staff


