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The largest unmet need in patients with ITP..



Additional 57 hits on ”ITP” AND ”Fatigue”

268 hits on ”ITP” AND ”Health related quality of life”

HRQoL and Fatigue in ITP on the rise??



ITP is …..
..an autoimmune platelet disorder
….with bleeding, fatigue, and 
reduced health-related quality of 
life ..

Al-Samkari et al., JTH 2021; 19: 2348-54

Terminology is changing



• Systematic review of 
outcomes in 168 ITP 
studies 
• 84% platelet response
• 40% bleeding
• 9% HRQoL

ASH 2019 Int. consensus
report 2019

German
guidelines 2023

HRQol mentions 2 10 14

Section devoted to 
HRQoL

- + ++

Focus on HRQoL in 
treatment and 
outcomes

+ ++ ++

Discuss different
HRQoL measures

- + -

Al-Samkari et al., J Thromb Hemostas 2021; 19: 2348-54, Neunert C et al. Blood Adv 2019; 3: 3829-66, Provan D et al. Blood Adv 2019; 3: 3780-3817
Matzdorff A et al. Oncol Res Treat 2023; 46: 5-44

ITP Studies 2010-19 ITP guidelines

HRQoL outcomes in -



ITP – World Impact Survey (I-WISh)

Cooper N et al. Am J Hematol 2021;96:188-98 & 199-207

Diagnosis Survey completion

Demographics
• Mean age: 47 yrs

• Women: 65%
• Median duration of ITP: 5 yrs (IQR: 2-12) 

• Splenectomized: 20%
High or very high symptom burden 

• Diagnosis: 48% 
• Survey: 39%

• 1507 pts from 13 countries
• Recruitment -

• Patient association groups (57%)

• Symptoms and HRQoL assessed at -
• Diagnosis (retrospectively)
• Survey completion

• Duration of ITP: 5 yrs (IQR: 2-12) , 



• Five cross-sectional studies
• >3000 ITP patients
• Comparison groups either in study or population surveys
• QoL tools

• SF-36
• Fear-of-bleeding /  bother-by-treatment questions
• Fatigue score
• ITP-PAQ
• Others

• All studies showed reduced HRQoL compared to general population 
or healthy controls

Zhou et al. Eur J Haematol 2007; 78: 518-23, McMillan et al. Am J Hematol 2008; 83: 150-4, Snyder et al. Curr Med Res Opin 2008; 24: 2767-76, 
Sarpatwari et al. Br J Haematol 2010; 151: 189-91, Newton et al. Eur J Haematol 2011; 86: 420-9, Brown et al. BMC Blood Dis 2012; 12: 2-8

QoL in ITP compared to other persons





Neuropsychological burden in ITP 
• LUNA 2 study (Phase 1/2)
• 49 pts neuropsychology assessment at baseline
• Normalized to general population - z-score 
• ≤ 1 considered clinical relevant
• The magnitude / types of cognitive changes reflects those seen in

• Moderate – severe depression
• Chronic fatigue syndrome

Kuter D et al. BJH 2024;205:291-99

Reaction time

Focusing complex information



• Fatigue 
• Bleeding symptoms
• Fear, anxiety, depression
• Bother of disease and 
treatment effects on health
• Side effects of treatment
• Absences from work
• Reproductive health

Mathias SD et al. Health Qual Life Outcomes 2008;6:13

Major determinants of reduced HRQoL in ITP 







Hill and Newland. BJH 2015;170:141-49

Burden of fatique in ITP 

• Frequent (22-39%) 
• Among the worst scoring QoL
domains (as in other diseases)
• Leads to frequent work / school 
abscences
• Generally no or only modest 
improvements with available 
therapies
• Causes are probably complex 



Hill and Newland. BJH 2015;170:141-49



HOSPITAL REGISTERED 
MENTAL HEALTH 
CONDITIONS IN ITP - CIs

o Primary ITP 3,749
o Comparators 149,849

Mannering N et al. Haematologica, 2024; 109(1): 2944-54



HOSPITAL REGISTERED 
MENTAL HEALTH 
CONDITIONS IN ITP -
HRs

Mannering N et al. Haematologica, 2024; 109(1): 2944-54



PSYCHOTROPHIC DRUG 
USAGE IN RELATION ITP 
DIAGNOSIS

Mannering N et al. Haematologica, 2024; 109(1): 2944-54



Goals of ITP management

• Stop bleeding
• Prevent new (serious) bleeding 
• Reduce symptoms
• Individualize

• Optimize Health-Related Quality of Life (HRQoL)

• What are the options for the latter?



Optimizing HRQOL

• First do no harm
• Use a tolerable treatment that works 
• Shared decision making
• Manage complications and comorbidity
• Gain new evidence



“Given the potential impact on mental 
health, the treating physician should 
conduct an assessment of health-related 
quality of life, depression, fatigue, 
mental status, etc) while patients are
receiving corticosteroids.”

First do no harm

• How about 
• Our advices?
• Activity restrictions?
• Monitoring?



Tolerable treatments that works





George J et al.
Br J Haematol

2008; 144: 
409-15 
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Splenectomised patients

Work

*

Non-splenectomised patients

ITP-PAQ scale

Romiplostim Placebo

*P < 0.05 ITP-PAQ self-administered at BL, week 4, week 12, and week 24 of treatment
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Romiplostim vs placebo
HRQoL changes after 24 weeks – n=125



Romiplostim vs SOC 
HRQoL changes after 52 weeks – non-splenectomized

Kuter DJ et al. Am J Hematol 2012; 87(5): 558-61 



Gaining new evidence – are we 
targeting the right population?



• Burden of reduced HRQoL in adults with ITP is considerable
• Mental health in general is affected too
• Causes are complex
• Lack of prospective / longitudinal data from routine care / 
unselected populations
• Optimal management strategies to prevent or treat reduced 
HRQoL and its consequences are unknown
• ITP directed therapy?
• Psycho-social support?
• E-tools?
• ….

Conclusions


