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A Newsletter for Families with Bleeding and Clotting Disorders 

NBDF COLORADO EDUCATION DAYS 
NBDF Colorado hosted their annual 

Education Empowerment Days on 

February 7-9, 2025. This event is an 

opportunity for the bleeding disorder 

community to come together, connect, 

learn, and provide and feel support. The 

event took place at the Hyatt Regency, 

Denver Tech Center in Denver and hosted 

a number of exhibits as well as learning 

sessions about insurance, mental health, 

new treatments, and learning how to 

advocate for your health.  

Over two hundred participants were able 

to attend this year and feedback about the 

event was very positive. Several sessions 

were offered in Spanish, other classes had 

Spanish interpretation available, and 

childcare was provided for kids of all ages. The NBDF offered two tracks for Tweens 

and Teens, allowing each group to have their own special learning activities and 

opportunities to connect with kids their own age. This allowed parents to be able to 

spend time learning in the classes offered.  

Some of our HTC team members spoke and 

participated in the event. HTC Director, Dr. Tyler 

Buckner presented on developments and 

treatments that are new or upcoming, and Desi 

Hill and Candice Murchison led a session about 

navigating insurance.  

Several from our nursing team led an infusion 

session where patients and families could learn, 

watch, or participate in getting an infusion. This 

can be scary and overwhelming, especially for 

those who are new to bleeding disorders and 

infusing or have needle phobias.  

Our social workers provided support during the 

infusion session as well, and shared that several members of this session stepped up to 

help, demonstrate, and even volunteer to be poked as practice for someone else. 

Community connection when facing this kind of unique challenge can be a powerful 

way for families to be lifted, or to lift others with their experience.  

Our HTC is always happy to participate in this event and love to have the opportunity to 

connect and provide education to patients in a different way than in the clinic. By all 

accounts, the 2025 Education Empowerment Days was a success, filled with connection 

and learning. We thank all who participated and look forward to next year.  

HTC nurse Nancy Spomer works 
with families at the infusion clinic 
during the 2025 Education 
Empowerment Days event held at 
the beginning of February.  
Photo: DeEtta Barnhardt 

HTC Director Dr. Tyler Buckner presented on new 
treatments and upcoming developments for those with 
bleeding disorders at the conference.  
Photo:  NBDF Colorado 

Tweens at the NBDF Education Days had 
their own track filled with fun, games, new 
connections, and learning. Photo:  NBDF  
Colorado 
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In 2024, United States 
Hemophilia Treatment Centers 
(HTCs) held the Fourth National 
HTC Patient Satisfaction Survey 
(PSS 4). Over 5300 Patients from 
91% of all US HTCs participated. 

The survey asked patients about the care they 
received in 2023.   

What Questions Were in the PSS 4? 

The PSS 4 asked how satisfied patients or their 
caregivers were with the overall care they 
received at their HTC and satisfaction with 
specific HTC team members. The PSS 4 collected 
information like age, diagnosis, and number and 
type of contacts a patient had with their HTC. 
Questions about HTC care, services, and 
problems getting care were included.  

Who took the Survey? 

5,376 people responded – the highest number 
since the PSS began in 2015. There was a wide 
range of patient ages: 0-19 (38%), 20-54 (32%) 
and 55+ (30%). Over 62% who took the PSS 4 
were male and 37% were female. Over half of all 
respondents reported having hemophilia, a third 
reported having von Willebrand Disease, with the 
remaining having other bleeding disorders. 

What Were the Results of the PSS 4? 

Overall HTC Care: Overall, patients are highly 
satisfied with the care they received in 2023 at 
US HTCs. Ninety-five percent were “always” or 
“usually” satisfied with their overall HTC care. 
This is similar to responses in all past surveys, 
and consistent across all ages, genders, races, 
and diagnoses of people taking the survey. 

HTC Team: Satisfaction also remained high for 
individual HTC team members. Between 96-
98% responded that they were “always” or 
“usually” satisfied with their hematologist, 
nurse, nurse practitioner, social worker, 
physical therapist, or pharmacist. 

HTC Clinical Services: Between 94-99% were 
“always” or “usually” satisfied with the HTC 
services provided. This included questions 
asking how satisfied they were with how easy it 
was to get care, to reach an HTC with an urgent 
need, the time spent with patients, 
coordinating care outside of the HTC, and how 
well the HTC pharmacy met their needs. 

What Was New in the PSS 4? 

The PSS 4 included a new question about 
whether distance was a problem in getting care 
from their HTC. Also included was a question 
about whether the patient received medication 
from an HTC pharmacy.  

What is Next? 

Results were sent to participating HTCs and all 
responses were anonymous. Highlights from 
the PSS 4 are being presented at regional, 
national, and international bleeding disorder 
conferences.  

Articles about what we are learning from the 
PSS 4 are shared at htcsurvey.com along with 
other publications analyzing survey results. The 
next survey is planned for 2027.  

We thank all patients and caregivers who took 
the time to fill out the survey, and all the HTCs 
for connecting patients and caregivers to this 
survey.  

Over 5300 Patients Report on Satisfaction with Care  
at US Hemophilia Treatment Centers 

Copyright ©2025 National Hemophilia Treatment Center Patient Satisfaction Survey. All rights reserved. 
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Our HTC team visits locations in our region to offer comprehensive care to 
patients who live in more distant areas from our main clinic. This gives patients 
the opportunity to more easily visit with all our main providers in-person on at 
least an annual level. We currently have four Outreach Clinics set for 2025: 

July 29-31, 2025—Billings, MT 

Aug 26-28. 2025—Billings, MT 

Sept 9-11, 2025—Grand Junction, CO 

Oct 7-9, 2025—Missoula, MT 

Forms and details are mailed to our regular patients in these areas in the 
months before they take place, however, if you would like to schedule an appointment at one of these locations please 
contact our front desk team at 303-724-0724 or toll free at 888-297-0724.  Details on our website. 

Save the Date for These Exciting Events in 2025: 

Apr 4-6:  RMHBDA Big Sky Family Retreat—Fairmont Hot Springs, Anaconda MT 

May 17-18, 2025: Denver Colfax Marathon—Support NBDF by signing up to run individually or as a relay. 

June 6-8:  NBDF Colorado Family Camp—Highlands Presbyterian Camp, Allenspark, CO 

July 13-17:  Mile High Summer Camp and Teen Retreat—Empire, CO 

Aug 21-23:  NBDF Bleeding Disorders Conference—This year it’s located right here in Aurora, CO 

Aug 23: NBDF Colorado Unite for Bleeding Disorders Walk —Sloan’s Lake, CO 

Sept 6:  RMHBDA Unite for Bleeding Disorders Walk—Billings, MT 

Did you know that you can now pay 

your pharmacy bill online? Our HTC 

pharmacy is now able to accept 

payments for prescriptions using a 

debit or credit card right from our 

website.  
 

You can pay by going to our 

website’s Pay My Bill page, or you 

can pay on your phone by using the 

QR code (below)! 

In order to pay, you will need the claim number from your invoice, 

and the patient’s initials. 
 

If you have any questions about your pharmacy bill, or are having any 

issues with paying your pharmacy bill online, 

details  can be found at our website at:   

medschool.cuanschutz.edu/hemophilia-

thrombosis/pay-my-bill,  or you can contact 

our HTC pharmacy by phone at                    

303-724-0168 or 1-888-297-0724, or 

email us at hemophilia@ucdenver.edu.  

Our HTC has a program called  “Drops of 

Love” to celebrate those who work at our 

HTC. Any patient, family member, caregiver, 

or visitor to our HTC can recognize anyone at 

our center who went above and beyond with a 

simple scan on your phone!  
 

Just scan the QR code (below) or scan the 

code in our office to send a “drop of love” to 

our staff members and let us know how they 

made a difference in their service to you! 

Thank you for sharing your feedback with us! 

https://medschool.cuanschutz.edu/hemophilia-thrombosis/clinic/clinics/bleeding-disorders/outreach
https://rmhbda.org/
https://www.runcolfax.org/
https://www.runcolfax.org/races/marathon-relay/?blm_aid=114696
https://co.bleeding.org/get-involved/event-calendar.html
https://co.bleeding.org/get-involved/event-calendar.html
https://www.bleeding.org/events/bleeding-disorders-conference
https://www.uniteforbleedingdisorders.org/index.cfm?fuseaction=donorDrive.event&eventID=988
https://www.uniteforbleedingdisorders.org/index.cfm?fuseaction=donorDrive.event&eventID=958
https://medschool.cuanschutz.edu/hemophilia-thrombosis/pay-my-bill
https://medschool.cuanschutz.edu/hemophilia-thrombosis/pay-my-bill
https://medschool.cuanschutz.edu/hemophilia-thrombosis/pay-my-bill
mailto:hemophilia@ucdenver.edu
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Hemophilia & 

Thrombosis Center 
13199 E. Montview Blvd., Suite 100 

Aurora, CO 80045 

 

Clinic Main: 303-724-0724  

     or toll free at 888-297-0724 

Pharmacy Main: 303-724-0168  

     or toll free at 888-724-7427 
 

Web page:  
medschool.cuanschutz.edu/
hemophilia-thrombosis  

RECENT HEADLINES UPCOMING EVENTS 
These are a few of the headlines that we’ve 
recently featured on our Newsroom page or 
on Social Media:   
 

CSL Reports on Four Years of Data for Gene 
Therapy Hemgenix 
 

FDA Approves New Non-Opioid Treatment 
for Pain 
 

FDA Approves First Subcutaneous 
Prophylaxis for Hemophilia with Inhibitors 
 

Be Biopharma Secures Financing to 
Advance Hemophilia B Treatment BE-101 
 

FDA Grants Fast Track Designation to Star 
Therapeutics’ VWD Therapy 
 

Investigational Hemophilia A Gene Therapy 
Updates Shared at ASH 
 
 

We maintain a newsroom page at our website with a list of 
news articles that may be of interest to our patients and 
families. Go to medschool.cuanschutz.edu/hemophilia-
thrombosis/resources/newsroom to read more. We also share 
news on our Facebook and Twitter accounts.   

Mark Your Calendars: 
 

Please note. These dates may be tentative and subject to 
change. Please check appropriate websites for 
confirmation of events.  
 

Feb 28:  Rare Disease Day 
 

March is Bleeding Disorders Awareness Month 
 

Mar 2:  Bleeders on the Slopes 2025—Granby Ranch 
 

Mar 5-7:  NBDF Washington Days—Washington DC 
 

Mar 9:  Daylight Saving Time Begins 
 

Mar 13-15:  HTRS 2025 Scientific Symposium—
Coronado, CA 
 

Mar 17:  St. Patrick’s Day 
 

Mar 27-30:  HFA Annual Symposium 2025—
Coronado, CA 
 

Apr 4-6:  RMHBDA Big Sky Family Retreat—
Fairmont Hot Springs, Anaconda, MT 
 

Apr 11:  NBDF Colorado—Top Golf Activity 
 

See more at our Events Page on our website:  
medschool.cuanschutz.edu/hemophilia-thrombosis/
resources/events-calendar   

Sign up to get this newsletter delivered directly 
to your email box each month! Just go to 
eepurl.com/bnszoz or scan the QR code 
and fill out the form!  

QR Code to Subscribe! 

https://medschool.cuanschutz.edu/hemophilia-thrombosis
https://medschool.cuanschutz.edu/hemophilia-thrombosis
https://medschool.cuanschutz.edu/hemophilia-thrombosis/resources/newsroom
https://medschool.cuanschutz.edu/hemophilia-thrombosis/resources/newsroom
https://www.facebook.com/ColoradoHTC/
https://twitter.com/HTCColorado
https://medschool.cuanschutz.edu/hemophilia-thrombosis/resources/events-calendar
https://medschool.cuanschutz.edu/hemophilia-thrombosis/resources/events-calendar
https://www.eepurl.com/bnszoz

