
Patient’s perspectives on what 
life is list post-HCT: Quality of 
Life assessments



Agenda 
1) Patient Reported Outcomes (PROs): Assessing 
patient’s quality of life
2) What we have learned thus far about post-HCT 
through PROs: 

• Pre-HCT QOL
• Age 
• Post-transplant cyclophosphamide (PTCy)
• Mismatched unrelated donors
• Financial well-being
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Mr. Brewers, a 62-year-old hardware store owner, has AML in first clinical remission. His 
physician referred him for alloHCT consultation. Mr. Brewers and his wife prepare a list of 
questions to ask the transplant team, including How likely is it that Mr. Brewers will be 
cured? How long will it take to feel like himself again? Will he be able to manage 
his hardware business after the transplant, including stocking shelves and doing 
the accounting? Will transplant be expensive? What challenges will Mrs. Brewers face, 
and how can she best help her husband?

Mr. and Mrs. Brewers are asking not only about the curative potential of HCT but also 
about post-HCT physical and cognitive functioning, quality of life, financial 
security, and psychosocial well-being for him and his caregiver spouse. 

Burns, Linda J., Beatrice Abbetti, Stacie D. Arnold, Jeffrey Bender, Susan Doughtie, Areej El-Jawahiri, Gloria Gee et al. 
"Engaging patients in setting a patient-centered outcomes research agenda in hematopoietic cell transplantation." Biology 
of Blood and Marrow Transplantation 24, no. 6 (2018): 1111-1118.
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How can we answer these questions, 
focusing on patient’s perspective?
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Clinical Practice

QOL using PROs



PRO 
Measurement

Research

Clinical Practice
“Any report of the status of 
patient’s health condition that 
comes directly from the patient, 
without interpretation of the 
patient’s response by a clinician or 
anyone else.” – FDA, 2009

QOL using PROs



PRO 
Measurement

Research

Clinical Practice

 Understand burden of disease and 
quality of life after treatment

 Understand treatment impacts beyond 
clinical endpoints

QOL using PROs
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 Improve survival/QoL

QOL using PROs

Fayers & Machin 2016; Shi et al. 2016; Cleeland et al. 
2011; Basch 2017; Basch et al. 2016
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Promises
•Understand burden of 

disease, QOL
•Better indicator of some 

symptoms
• Improves patient/provider 

communication, patient 
satisfaction

•Remotely monitor patient 
symptoms

•Able to compare across 
patient populations

Pitfalls
•Too many different measures, 

difficult to compare
•Missing data
•Likely biased (patients well 

enough and alive to complete 
PRO)

•Potential patient burden
•Require resources

Promises and Pitfalls to PROs
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Schoemans, Hélène, Linda J. Burns, Sarah J. Liptrott, John Murray, Michelle Kenyon, Anna Barata, Natacha Bolaños et al. "Patient engagement 
in hematopoietic stem cell transplantation and cell therapy: a survey by the EBMT patient engagement task force & transplantation complications 
working party." Bone marrow transplantation 59, no. 9 (2024): 1286-1294.

Despite the Pitfalls of PROs… 



13CIBMTR.org

PRO Reviews



Pre-HCT QOL & post-HCT QOL



Pre-HCT QOL predicting Outcomes
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Shaw, Bronwen E., Kathryn E. Flynn, Naya He, Rachel Cusatis, Anita D'Souza, Betty K. Hamilton, Mary M. Horowitz et 
al. "Incorporating patient‐reported outcome data into a predictive calculator for allogeneic hematopoietic cell 
transplantation recipients." Cancer 130, no. 10 (2024): 1826-1835.



QOL & Age post-HCT
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Cusatis, Rachel, Michael J. Martens, Ryotaro Nakamura, Corey S. Cutler, Wael Saber, Stephanie J. Lee, Brent R. Logan 
et al. "Health‐related quality of life in reduced‐intensity hematopoietic cell transplantation based on donor availability in 
patients aged 50–75 with advanced myelodysplastic syndrome: BMT CTN 1102." American journal of hematology 98, no. 
2 (2023): 229-250.

QOL & Age post-HCT
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Functional Well Being Social Well Being

QOL & Age post-HCT

Cusatis, Rachel, Michael J. Martens, Ryotaro Nakamura, Corey S. Cutler, Wael Saber, Stephanie J. Lee, Brent R. Logan 
et al. "Health‐related quality of life in reduced‐intensity hematopoietic cell transplantation based on donor availability in 
patients aged 50–75 with advanced myelodysplastic syndrome: BMT CTN 1102." American journal of hematology 98, no. 
2 (2023): 229-250.
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QOL 
Associations 
with OS – 
FACT-G

QOL & Age post-HCT
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QOL & Age post-HCT
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QOL & Age post-HCT

• Young adults (YA; 18-39) had worse 
mental QOL and more cancer-related 
distress compared to older adults

• YA had slightly better physical QOL

• YA had lower levels of health self-efficacy

Rotz, Seth J., C. Yi Jean, Betty K. Hamilton, Wei Wei, Jaime M. Preussler, Jan Cerny, Abhinav Deol et al. 
"Health-related quality of life in young adult survivors of hematopoietic cell transplantation." Transplantation 
and cellular therapy 28, no. 10 (2022): 701-e1.



• Receiving HCT among older adults with MDS did not 
come at the detriment of QOL

• Older patients experienced similar QOL trajectories 
to younger patients, generally returning to baseline 
levels

• Younger patients may experience worse mental QOL 
post-HCT and more cancer-related distress 
compared to older patients

Summary: QOL & Age post-HCT



QOL & PTCy post-HCT
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QOL & PTCy post-HCT

Holtan, Shernan G., Javier Bolaños-Meade, Monzr M. Al Malki, Juan Wu, Carrie L. Kitko, Ran 
Reshef, Andrew R. Rezvani et al. "Improved patient-reported outcomes with post-transplant 
cyclophosphamide: a quality-of-life evaluation and 2-year outcomes of BMT CTN 
1703." Journal of Clinical Oncology 43, no. 8 (2025): 912-918.



QOL & PTCy post-HCT

CIBMTR.org 25

Cusatis, Rachel, Jianqun Kou, Juan Maggie Wu, Caitrin Bupp, 
Deborah Mattila, Sarah Smith, Kathryn Flynn et al. "Living the 
recovery: One-year qol outcomes for patients receiving ptcy gvhd 
prophylaxis on the access clinical trial." Blood 146 (2025): 6042.
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QOL & PTCy post-HCT



• Patients receiving PTCy had significantly better QOL 
at 1-year post-HCT compared to Tac/MTX

• Patients receiving PTCy returned to baseline QOL, 
which was similar to general US population norms

Summary: QOL & PTCy post-HCT



QOL & HLA Mismatch post-HCT



• The ACCESS trial (NCT04904588) was designed to test a strategy 
which broadens access to HCT by enrolling patients lacking matched 
donors using post-transplant cyclophosphamide (PTCy) based GVHD

QOL & HLA mismatch post-HCT



QOL & Financial Well-being post-
HCT
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QOL & Financial Toxicity post-HCT

Schaefer DA, Longley RM, Wolfe ED, Keane EP, Larizza IS, Boardman AC, Rosenberg J, Mate-Kole M, 
Waldman LP, Majhail N, Lee SJ, Khera N, Amonoo HL. Financial Toxicity, Psychological Well-Being, and 
Quality of Life in Hematopoietic Stem Cell Transplantation. Transplant Cell Ther. 2025 Nov;31(11):936.e1-
936.e10. doi: 10.1016/j.jtct.2025.08.012. Epub 2025 Aug 18. PMID: 40829691.
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QOL & Financial Toxicity post-HCT

Cusatis, Rachel, Jianqun Kou, Caitrin Bupp, Michelle Kuxhausen, Deborah 
Matilla, Idayat M. Akinola, Miranda Kapfhammer et al. "Patient Reported Financial 
Toxicity Pre-Infusion for Adult Transplantation and Cellular Therapy Recipients: 
Results from CIBMTR PRO Data Collection." Transplantation and Cellular 
Therapy, Official Publication of the American Society for Transplantation and 
Cellular Therapy 31, no. 2 (2025): S369-S370.



• Patients experience financial toxicity pre & post-HCT
• Financial toxicity is associated with significantly 

worse QOL, worse coping, and increased 
psychological distress among HCT patients

• Financial toxicity impacts some patients more than 
others, particularly younger, racial/ethnic minorities, 
and lower income patients

Summary: QOL & Financial Toxicity 
post-HCT
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How long will it take to feel like himself again? 

We see patients returning to baseline physical, cognitive, and social functioning by 1-year 
post-HCT, in some cases as early as D180.

Will he be able to manage his hardware business after the transplant, including 
stocking shelves and doing the accounting? 

If you are well enough and able to stock those shelves and do your accounting now, that is 
a good indication you may be able to return to those shelves and books by 1-year post-
HCT. 

Will transplant be expensive? 

Yes, but that expense impacts people and families differently, often dependent on income, 
health insurance, and other factors. And we have financial navigators available to help.

Burns, Linda J., Beatrice Abbetti, Stacie D. Arnold, Jeffrey Bender, Susan Doughtie, Areej El-Jawahiri, Gloria Gee et al. 
"Engaging patients in setting a patient-centered outcomes research agenda in hematopoietic cell transplantation." Biology 
of Blood and Marrow Transplantation 24, no. 6 (2018): 1111-1118.

Answering Mr. & Mrs. Brewer
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Questions?

CIBMTR.org36

Thank you
rcusatis@mcw.edu
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CIBMTR’s PRO Collection
• Compare HCT patients to 

general population and 
cancer norms

• Social functioning on 
average is lowest at D100 
and returns to baseline 
levels at 1 year

Cusatis R, Ndifon E, Mattila D, Berman L, Akinola I*, Kapfhammer M, Jacox C, Luetke C, Hamilton BK, Muffly L, Negrin RS, 
Shaughnessy P, Shaw BE, Flynn KE, Social Functioning after Transplantation and Cellular Therapy: Initial Patient-Reported 

Outcomes Results from the CIBMTR. Poster Presentation, Tandem Transplantation and Cellular Therapy Meeting from ASTCT & 
CIBMTR, Orlando, FL, 02/15/2023 – 02/18/2023 
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CIBMTR’s PRO Collection
• Compare clinical trial patient characteristics to general 

HCT in US

• Compared to patients enrolled on the PRO protocol, ACCESS trial 
participants were of significantly: 

• lower educational attainment (26% v. 7%)

• lower personal income (21% v. 37%)  

• closer distance to transplant centers (28 miles v. 48miles)

Yusuf, RA, Ndifon E, Silverman T, Bankole L, Mattila D, Olson J, Kuxhausen M, Bupp C, Devine SM, Auletta JJ, Shaw  BE, Cusatis, R, Social 
Determinants fo health, Disease and Traetment Related Characteristics of Access Clinical Trial Participants. Poster Presentation, Tandem 

Transplantation and Cellular Therapy Meeting from ASTCT & CIBMTR, San Antonio, TX, 02/21/2024 – 02/24/2024
39





Why PROMIS was Created

• Publicly available, high-quality measures 
• Adults and children
• Based on qualitative and modern psychometric 

methods
• Allows more confidence in measurement across diverse 

populations
• Generic item banks set on a standard metric 

• Compare patient outcomes across disease states
• Compare outcomes for patients with multiple conditions
• Compare to other measures

• Reduce patient burden
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PROMIS measures 
use T-scores

50 is US average 
with SD of 10

95% of respondents 
have scores between 
30-70



Physical 
Function

Fatigue

Sleep 
Disturbance

Pain 
Interference

AnxietyDepression
Cognitive 
Function

Ability to Participate in 
Social Roles

CIBMTR PRO Collection
Higher Scores = Better 
Well-Being

Higher Scores = Worse 
Well-Being

Sexual 
Function



PROMIS Domains
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