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For people with bleeding disorders, comprehensive health care 
received at a Hemophilia Treatment Center (HTC) reduces mortality 
(Soucie et al. Blood 2000) and hospitalizations (Soucie et al. 
Haemophilia 2001). National Guidelines on Care Models for Hemophilia 
Management, using evidence-based methodology, support in the 
integrated model of care for optimal support of people with bleeding 
disorders. However, data regarding the patient experience of care 
received at the HTC and the value of the integrated team is limited (Pai
et al. Haemophilia 2016). Patient satisfaction with healthcare services 
provides measurement of patient experience, influences treatment 
adherence, and increasingly impacts reimbursement. 

INTRODUCTION & OBJECTIVE
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Figure 1: Overall Patient Satisfaction with Care Received at HTC
2014 2017

CONCLUSIONS

Respondent Demographics:  5006 and 4767 persons participated in 2015 and 2018, 
respectively. In both years, over 1400 (30%) of respondents were female, nearly 80% 
were White, and 10% Hispanic. In a breakdown of bleeding disorders represented, an 
average of 3038 respondents reported a diagnosis if hemophilia A or B, 1280 von 
Willebrand disease, 186 other rare factor disorders and 369 other bleeding disorders. 
No notable changes in respondent demographics were noted across the two survey 
periods.

Overall Satisfaction:  In both 2014 and 2017, 96% of respondents were ‘always’ or 
‘usually’ satisfied with overall HTC care. 

HTC Clinical Staff Satisfaction Ratings:  Respondents reported being ‘always’ or 
‘usually’ satisfied with HTC staff and services from 90%-97% of the time in both 2014 
and 2017. Over 4400 respondents were ‘always’ or ‘usually’ satisfied with HTC 
hematologists and nurses (97%). Satisfaction with Nurse Practitioner/PA was high 
across both surveys at 97%. Social workers and physical therapists were consistently 
rated with high levels of satisfaction (95% and 96% respectively). Responses regarding 
Genetic Counselor ratings grew from less than 1200 to almost 1600 for 2017. 

HTC Care Processes and Barriers: Over 95% were ‘always’ or ‘usually’ satisfied in 
getting needed care and information, being treated respectfully, spending sufficient time 
with staff, and involved in shared decision making. Insurance and language barriers to 
HTC care posed problems ‘usually’ and ‘always’ for 26.6% in 2014 and 14.5% in 2017. 
‘Always’ a problem with insurance was reported 11.3% less frequently in 2017. 

Teen Transition: Over 700 surveys from teens age 12-17 (or their parent/guardian) 
from over 130 HTCs were received in both 2015 and 2018. Over 90% of teens were 
‘always’ or ‘usually’ satisfied with how HTC staff encouraged them to manage their own 
care and were satisfied with how a provider spoke with them about treating their 
disorder as they became an adult. 

RESULTS

Figure 3: Insurance – How often Insurance was a Problem in Getting Needed HTC Services
2014 2017 

About 5000 people receiving care at about 130 US Hemophilia Treatment Centers in 
2014 and 2017 consistently reported high levels of HTC team satisfaction, 
underscoring HTC value. In addition, persons with bleeding disorders report high levels 
of engagement in care and satisfaction with HTC services. Reports of insurance 
barriers were decreased in 2017, perhaps related to ACA implementation.

A national uniform survey is feasible to conduct using the USHTCN’s regional structure 
to implement, is well received by patients and families, and provides vital information 
useful for policy makers, payers, and other stakeholders. These consistently high 
satisfaction levels from a broad segment of the US HTC Network begin to provide 
substantive evidence of the value of this comprehensive specialty network to 
Americans with rare and complex genetic bleeding disorders. 

Figure 2:  Satisfaction with 4 Core HTC Team Members
2014 2017

METHODS
In 2015 and 2018, the US Hemophilia Treatment Center Network 
(USHTCN) administered a national Patient Satisfaction Survey (PSS) 
to assess satisfaction with HTC services and team members. Survey 
dissemination was conducted in a nationally uniform manner and 
represented satisfaction with care received in 2014 and 2017. A 
Regional workgroup devised, piloted and finalized a two-page survey 
for self-administration at clinic or at home. The survey was available in 
both electronic and paper forms in English or Spanish.

Survey content was based on national instruments to enhance 
comparability and scientific robustness1-3. PSS questions addressed 
multiple areas of HTC care including: satisfaction with HTC team 
members and services, insurance barriers, language barriers, transition 
from pediatric to adult care.  Open-ended questions sought to acquire 
qualitative data regarding the patient experience. Most PSS questions 
remained constant across both administrations. The 2017 PSS added 
two questions: presence of an inhibitor and satisfaction with HTC factor 
program/pharmacy (340B). Open-ended questions from the 2014 
survey were collapsed to a single question to allow for additional 
comments or suggestions under the 2017 version. 

Participation was voluntary and persons with HTC contact in the year 
prior to survey dissemination were eligible. No reminders were sent. 
Parents were asked to complete surveys for children under age 18. 
One survey was completed per household. Data collection spanned 4 
months in 2015 and 6 months in 2018. Regional HTC Core Centers 
oversaw regional survey administration. 

Across both survey periods, an average of 130 HTCs (94%) 
representing all US regions participated. Data were entered, 
aggregated and analyzed at the central data coordinating center at the 
University of Colorado across national, regional, and HTC levels. 
1http://childhealthdata.org/learn/NSCH  2http://www.childhealthdata.org/learn/NS-CSHCN 
3https://cahps.ahrq.gov/Surveys-Guidance/CG/index.html 
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