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In this issue of the American Journal of Hematology, two articles by

Nichola Cooper and colleagues describe results from the immune

thrombocytopenia (ITP) World Impact Survey (I-WISh) and the ITP

Life Quality Index (ILQI) among 1507 adults (age ≥ 18) with ITP and

313 hematologists and 159 hemato-oncologists treating ITP patients

across 13 countries.1,2 There are two versions of the I-WISh: the first

is for patients with ITP, and the second is for hematologists or

hemato-oncologists that treat patients with ITP. The patient version

of the I-WISh collects information on demographics, diagnosis, symp-

toms, the impact of ITP on health-related quality of life (HRQoL),

emotional well-being, work and finances, available support, treatment

history, and the patient-physician relationship. The physician version

of the I-WISh asks about ITP diagnosis and case load, symptoms,

impacts of ITP on their patients' HRQoL and well-being, treatment

patterns (treatment prescribed following diagnosis and after relapse

of ITP, reasons for changing therapy, and frequency of splenectomy),

and the patient-physician relationship. Patients also completed the

10-item ILQI, which was developed by the I-WISh Steering Commit-

tee specifically for use in the I-WISh study.3 The intent of the ILQI is

to promote discussion about HRQoL and fatigue between patients

and physicians and inform decisions about treatment. To collect data

for the current analyses, surveys were sent out by “mass email” to

patient support networks and physicians who were asked to dissemi-

nate the survey to their patients, who, in turn, responded online. The

authors' goal is to report the results of these surveys on the signs and

symptoms of ITP, compare responses between patients and physi-

cians, and explore the impact of ITP on HRQoL and productivity.

ITP has been previously shown to be associated with detriments

to HRQoL;4-11 symptoms can impede physical functioning, social

interactions, and emotional well-being. The extent to which ITP

impairs HRQoL varies by time since diagnosis and severity of symp-

toms.8,9,11 Some treatments for ITP can also have side effects that

negatively impact social and emotional well-being,9 but studies have

demonstrated improvements to HRQoL when patients are success-

fully treated.12-14 This illustrates that the impact of ITP on HRQoL is

multi-faceted and complex.

The patient experience of ITP has been assessed over the years

using a variety of tools. However, there is a lack of uniformity regard-

ing how these data are collected. Some studies use generic assess-

ments, like the SF-36, EQ-5D, Functional Assessment of Chronic

Illness Therapy fatigue subscale (FACIT-fatigue), and the Functional

Assessment of Cancer Therapy thrombocytopenia subscale (FACT-

Th6).6,7,9 In other cases, patient reported outcomes are collected using

ITP-specific tools, such as the Immune Thrombocytopenia Patient

Assessment Questionnaire (ITP-PAQ) for adults, and the Kids' ITP

Tools (KIT) and ITP-Quality of Life (ITP-QoL) measures for

children.9,15,16

The study reported in these two articles produced a significant

amount of data on the signs and symptoms of ITP, its impact on

HRQoL, and satisfaction with treatment. Among patients who

responded, fatigue was cited as the most frequent symptom.2

Reductions in energy level, capacity to exercise, and ability to per-

form daily tasks were common.1 The patient and physician reports

of symptom burden were similar, although patients more often cited

fatigue than did physicians.2 Patients report substantial impact on

their emotional well-being and social life due to ITP: 70% indicated

an impact to their social lives, and a large percentage felt concerned,

anxious, and nervous about their disease and its potential progres-

sion, including 41% who worried about dying.1 Physicians agreed

about the impact of ITP: 69% believed that patients' anxiety about

platelet levels had a negative impact on their emotional well-being.

Almost half (49%) of patients reduced or seriously considered reduc-

ing their working hours (including 29% who had considered termi-

nating employment), and over one-third (36%) of those employed

reported that ITP decreased their productivity at work.1 The per-

centage reporting negative impacts to work productivity were

higher among those aged 18-49 years (40%) than among those aged

50 and older (27%). Younger patients were also more likely to indi-

cate that ITP affected regular activities outside of work (48%) than

their older counterparts (39%). The proportion reporting detriments

to work productivity and regular activities were similar between

men and women.
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Many patients experienced delays in diagnosis for a variety of

reasons (including waiting to see a specialist, or misdiagnoses), and

63% wished they had received more support at the time of their diag-

nosis, particularly from their physician.2 However, 77% felt their phy-

sician considered their needs when planning their treatment goals,

which was similar across age and gender.1 Satisfaction with ITP treat-

ment varied by the type of treatment received: 79% of those receiving

anti-CD20 agents reported satisfaction regarding control of their ITP.

That percent was 76% for those receiving thrombopoietin receptor

agonists, 69% for those receiving intravenous immunoglobulin, 53%

for those receiving corticosteroids, and 38% for those who had a sple-

nectomy.2 Notably, just 64% felt that their symptoms and HRQoL

were considered when treatment decisions were made.2 Fifty-four

percent of patients reported being on” watch and wait” management

at some time; physicians indicated that being asymptomatic, having

higher platelet levels, and/or a lack of severe bleeding would make it

more likely they would recommend” watch and wait” over pharmaco-

logical options. Physicians were also asked about reasons for changing

therapies. The most common reasons given were lack of efficacy

(87%), worsening disease (74%), and side effects (76%).

These articles add to the existing body of literature demonstrating

the wide-ranging impacts of ITP on patient lives. The authors provide

evidence of the extent of work and productivity impairment due to

ITP, the social and emotional effects, and the level of treatment satis-

faction. Further, they reveal how patients feel about their diagnosis

and treatment, including the level of support they receive and their

level of satisfaction with different therapies.

One of the main strengths of these analyses is the large sample

size. Immune thrombocytopenia is a rare disease, with its estimated

prevalence between 2.7 and 9.5 per 100 000 individuals.17 To collect

information from over 1500 individuals across 13 countries is com-

mendable. Additionally, the I-WISh and ILQI cover a number of

aspects of ITP, including diagnosis, symptoms, HRQoL, emotional

well-being, the impact on work, who patients seek support from after

diagnosis, and treatment-related goals and satisfaction with therapies.

Additionally, a physician version of the I-WISh collected information

from those treating patients with ITP. However, the authors note the

potential for selection bias and that they were unable to estimate a

response rate due to the way surveys were distributed. Further, the

physicians included in the study were not linked to patients; a more

thorough analysis of the concordance of responses could have been

performed if physicians who treated patient respondents could have

been identified.

Still, the results presented in these two articles are notable for

both the breadth of the aspects of patient experience covered and

the size of the sample. The addition of the I-WISh and ILQI to the cat-

alog of applicable tools for assessing the patient experience of ITP is

most certainly welcome; the use of disease-specific patient-reported

outcome measures can help to promote more uniformity across stud-

ies for evaluating how patients experience ITP and its treatment.
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