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Health Related Quality of Life 3

Individual Characteristics
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(Revicki D et al, Dialogues Clin Neurosci., 2014)
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Baseline Fatigue and Overall Survival in other cancers
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(Mo J et al, JCO Oncol Pract., 2021)
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Patient Reported Outcomes 5

PRO

(Patient-Reported Outcomes)

Subjective Patient-sourced

PROM
(Patient-Reported Outcome Measures)

Data collection instruments
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Patient Reported Outcomes Measurement Information :
System (PROMIS®)

National institute of Health developed
PROM

Widely applicable
Efficient
Reliable
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PROMIS® 7

PROMIS® 29+2 Profile v2.1

Physical Health Mental Health Social Health

Physical Function Depression

Pain Intensity Anxiety Satisfaction with
Participation in
Pain Interference Sleep Disturbance Social Roles

Fatigue Cognitive Function
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PROMIS* 29+2 Profile v2.1 (PROPY) 8

Please respond to each question or statement by marking one box per row.

Without With a With With
Physical Function any little some much Unable
difficulty difficulty difficulty difficulty to do
peAly. | Are you.able to do chores such as 0 0 0 0 0
- vacuuming or yard work? .....c..oieiniiiiann s 4 3 2 !
' praz1 | Areyou able to go up and down stairs 0 0O 0 O O
| &t 2 DOIMAl PACE? ...vereerrersssascrrersscassonsansss s 4 3 2 !
orazs | Are you able to go for a walk of at least 0 O O O O
T P S S s i 3 2 !
PFAS3 Are you able to run errands and shop? ..... ? ? ? I? 9
| Anxiety
In the past 7 days... Never Rarely Sometimes Often Always
| LSS . - . .
- 1 found it hard to focus on anything 0O O O 0O O
| EDANX40 | other than my anXiely ..........ceomiesssessnns 1 2 3 4 5
EDANX41 | My worries overwhelmed me................... [? [;] [? f:'] E]
EDANXSS | Tl UNCRSY ,o.coremcossossmmsssssopmasssosaansosmnnasss !? ‘? ? l? g

https://www.healthmeasures.net
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PROMIS® T-Score Interpretation 9
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For each domain, mean deviation of £+ 3 was considered clinically significant

*These are general guidelines to aid in interpreting PROMIS T-scores.
Within a given condition or PROMIS domain, thresholds may differ. (Sturgill D et al, Kidney Dis (Basel), 2020)
(Jensen R et al, J Clin Oncol., 2017)
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Summary Scores “°

Physical Health Mental Health

Physical Function Depression

Pain Intensity Anxiety

Pain Interference Sleep Disturbance

(Hays R et al, Qual Life Res., 2018)

“THE UNIVERSITY OF
ALABAMA AT BIRMINGHAM.

© UAB. All Rights Reserved.



PROMIS-Preference (PROPY)
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0.52 (+ 0.04")

-0.022

(Dewitt B et al, Med Decis Making., 2018)
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Methods ;

Participant

« Histiocytic

Selection Neoplasms

- Mayo Clinic; Rochester MN

Enrollment . University of Alabama at
Birmingham

Data « PROMIS®-29+2 profile v2.1

« T score calculation (Health
Measures online service)

Collection

« Descriptive statistics

Analysis . Physical and mental health
summary scores

« PROPr
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Demographic Characteristics N=47 -

Patients, n (%)

49979

52 (1882
Female Sex 25 (53.2)

Ethnicity

Non-Hispanic White 29 (61.7)
Black or African American 7 (14.9)
Hispanic 3(6.4)
Unknown or other 8 (17.0)

ECD 13 (277)
LCH 18 (38.3)
RDD 15 (31.9)
ECD/LCH Overlap 122

Disease Extent

Unifocal 9 (19)
Single System Multifocal 6 (12.8)
Single System Lung 2(4.3)
Multisystem 30 (63.8)

ECD = Erdheim-Chester disease; LCH = Langerhans cell histiocytosis ; RDD = Rosai-Dorfman disease
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Organ Involvement 1
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CNS? = Central Nervous System excluding pituitary

Other organ® = omentum, sinus and eye Organ Type

THE UNIVERSITY OF C
“ALABAMA AT BIRMINGHAM. © UAB. All Rights Reserved.




PROMIS® Scores in Erdheim-Chester Disease
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PROMIS® Scores in Langerhans Cell Histiocytosis
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PROMIS® Scores in Rosai-Dorfman Disease
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PROMIS® Scores for CNS (non-pituitary) PROMIS® Scores for Pituitary
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PROMIS® Summary Scores

10

mECD
LCH
RDD

Difference in mean T-score from general population
(@)

Composite Mental Function Composite Physical Function

THE UNIVERSITY OF ) 4
ALABAMA AT BIRMINGHAM. © UAB. All Rights Reserved.




PROPr in Histiocytic Neoplasms 20
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Conclusions and Next Steps ’

People with histiocytic neoplasms report impaired HRQOL

PROMIS domains associate with disease subtype and organ involvement

Expanded study enrollment and longitudinal data is needed

Future study includes impact of chronic health conditions, disease status, and
treatment effects

“THE UNIVERSITY OF
ALABAMA AT BIRMINGHAM.



“THE UNIVERSITY OF
ALABAMA AT BIRMINGHAM.

Thank you!



References B

* Revicki DA, Kleinman L, Cella D. A history of health-related quality of life outcomes in psychiatry. Dialogues Clin Neurosci. 2014;16(2):127-135. doi:10.31887/DCNS.2014.16.2/drevicki

* Mo J, Darke AK, Guthrie KA, et al. Association of Fatigue and Outcomes in Advanced Cancer: An Analysis of Four SWOG Treatment Trials. JCO Oncology Practice. 2021;17(8):e1246-e1257.
doi:10.1200/0P.20.01096

*  Dewitt B, Jalal H, Hanmer J. Computing PROPr Utility Scores for PROMIS® Profile Instruments. Value in Health. 2020;23(3):370-378. doi:10.1016/j.jval.2019.09.2752
* Hanmer J, Dewitt B, Yu L, et al. Cross-sectional validation of the PROMIS-Preference scoring system. PLoS One. 2018;13(7):e0201093. doi:10.1371/journal.pone.0201093

»  Dewitt B, Feeny D, Fischhoff B, et al. Estimation of a Preference-Based Summary Score for the Patient-Reported Outcomes Measurement Information System: The PROMIS®-Preference
(PROPY) Scoring System. Med Decis Making. 2018;38(6):683-698. doi:10.1177/0272989X18776637

+ Khanna D, Maranian P, Rothrock N, et al. Feasibility and construct validity of PROMIS and “legacy” instruments in an academic scleroderma clinic. Value Health. 2012;15(1):128-134.
doi:10.1016/j.jval.2011.08.006

*  Figure 2 Wilson and Cleary (1995) model of health-related quality of... ResearchGate. Accessed March 27, 2023. https://www.researchgate.net/figure/Wilson-and-Cleary-1995-model-of-health-
related-quality-of-life-Note-Reproduced-with_fig2_ 362697354

*  Pilkonis PA, Choi SW, Reise SP, et al. Iltem banks for measuring emotional distress from the Patient-Reported Outcomes Measurement Information System (PROMIS®): depression, anxiety, and
anger. Assessment. 2011;18(3):263-283. doi:10.1177/1073191111411667

* Cella D, Choi SW, Condon DM, et al. PROMIS® Adult Health Profiles: Efficient Short-Form Measures of Seven Health Domains. Value Health. 2019;22(5):537-544. doi:10.1016/j.jval.2019.02.004

* Cella D, Choi SW, Condon DM, et al. PROMIS® Adult Health Profiles: Efficient Short-Form Measures of Seven Health Domains. Value in Health. 2019;22(5):537-544.
doi:10.1016/j.jval.2019.02.004

* Hays RD, Spritzer KL, Schalet BD, Cella D. PROMIS®-29 v2.0 profile physical and mental health summary scores. Qual Life Res. 2018;27(7):1885-1891. doi:10.1007/s11136-018-1842-3

* Terwee CB, Bot SDM, de Boer MR, et al. Quality criteria were proposed for measurement properties of health status questionnaires. J Clin Epidemiol. 2007;60(1):34-42.
doi:10.1016/j.jclinepi.2006.03.012

* Hanmer J, Feeny D, Fischhoff B, et al. The PROMIS of QALYs. Health and Quality of Life Outcomes. 2015;13(1):122. doi:10.1186/s12955-015-0321-6

+ Cella D, Riley W, Stone A, et al. The Patient-Reported Outcomes Measurement Information System (PROMIS) developed and tested its first wave of adult self-reported health outcome item
banks: 2005-2008. J Clin Epidemiol. 2010;63(11):1179-1194. doi:10.1016/j.jclinepi.2010.04.011

* Fries JF, Bruce B, Cella D. The promise of PROMIS: using item response theory to improve assessment of patient-reported outcomes. Clin Exp Rheumatol. 2005;23(5 Suppl 39):S53-57.

MLTEBUA\”{\Ei?HR%ﬁNGHAM © UAB. All Rights Reserved.




	Slide 1: A pilot study of patient-reported health-related quality of life among individuals with histiocytic neoplasms
	Slide 2: Outline
	Slide 3: Health Related Quality of Life  
	Slide 4: Baseline Fatigue and Overall Survival in other cancers 
	Slide 5: Patient Reported Outcomes
	Slide 6: Patient Reported Outcomes Measurement Information System (PROMIS®) 
	Slide 7: PROMIS®
	Slide 8
	Slide 9: PROMIS® T-Score Interpretation 
	Slide 10: Summary Scores
	Slide 11: PROMIS-Preference (PROPr) 
	Slide 12: Methods
	Slide 13: Demographic Characteristics N=47  
	Slide 14
	Slide 15
	Slide 16
	Slide 17
	Slide 18
	Slide 19
	Slide 20
	Slide 21: Conclusions and Next Steps 
	Slide 22: Thank you!
	Slide 23: References

