Multimedia Appendix 2: Caregiver- and Patient-Reported Outcome Measures
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Caregiver-specific health related quality of life (HRQOL): TBI-CareQOL (PROMIS affiliate) Caregiver Anxiety and Caregiver Strain were both developed by Noelle Carlozzi PhD in caregivers of traumatic brain injury patients. These measures will be examined in caregivers of hematopoietic stem cell transplant patients.
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Caregiver- and Patient-Reported Outcome Measures at Baseline and Days 30 & 120 post-transplant
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10-item Short Form represents Global Physical Health
(overall physical health, physical function, pain, and
fatigue) and Global Mental Health (quality of life, mental
health, satisfaction with social activities and emotional
problems).

4-item Short Form assesses perceived availability of
someone with whom to share enjoyable social activities.

4-item Short Form assesses confidence to manage/
control symptoms in different settings and to keep
symptoms from interfering with work, sleep, relationships
or recreational activities.

4-item Short Form assesses the confidence to perform
various activities of daily living without assistance.

7-item Short Form assesses aspects of a person's life.
that relate to a sense of well-being, life satisfaction or an
overall sense of purpose and meaning.

4-item Short Form assesses perceptions of sleep
quality, sleep depth, and restoration associated with
sleep.

4-item Short Form that assesses self-reported negative
mood (sadness, guilt), views of self (self-criticism,
worthlessness), and social cognition (loneliness,
interpersonal alienation).

4-item Short Form that assesses fear, anxious misery,
hyperarousal, and somatic symptoms related to arousal.

6-item Short Form that assesses caregiving anxiety.
Originally developed for caregivers of traumatic brain
injury according to PROMIS standards,® but content
relevant to caregiving more generally.

6-item Short Form assesses caregiver strain. Originally
developed for caregivers of traumatic brain injury
according to PROMIS standards,? but content relevant
to caregiving more generally.

T score (mean = 50; SD=10); 3
summary scores: Physical Health,
Mental Health, Overall Health;
higher scores indicate better
health.

T score with (mean = 50; SD=10);
higher scores indicate better
companionship to share activities.

T score with (mean = 50; SD=10);
higher scores indicate better self-
efficacy for managing symptoms.

T score with (mean = 50; SD=10);
higher scores indicate more
self-efficacy for managing daily
activities.

T score (mean = 50; SD=10);
higher scores indicate more
positive affect and well-being.

T score (mean = 50; SD=10);
higher scores indicate more
sleep disturbance.

T score (mean = 50; SD=10);
higher scores indicate more
depression.

T score (mean = 50; SD=10);
higher scores indicate more
anxiety.

T score (mean = 50; SD=10);
higher scores indicate more
anxiety.

T score (mean = 50; SD=10);
higher scores indicate more
strain.

Cronbach’s alpha (0.81 Physical Health and
0.86 Mental Health); support for convergent
and discriminant validity in general
population.!

Alpha reliability; criterion and construct
validity supported in those with and without
chronic comorbidities and those with and
without clinical outcomes.?

Cronbach’s alpha (0.97);* validation work
forthcoming.*

Cronbach’s alpha (0.97); validity supported
in patients with diverse chronic conditions.*®

Cronbach’s alpha (range from 0.94 to
0.95) and test-retest reliability (range from
0.59 to 0.86) across different neurological
populations; validity supported in
neurological populations.®

Cronbach’s alpha ranged from 0.88 - 0.95;
validity supported in a cancer cohort.”

Cronbach's alpha (0.92); 2-week test-retest
reliability (0.78); validity supported in
caregivers of adults with traumatic brain
injury and in the general population.®

Cronbach’s alpha (0.86); 3-week test-retest
reliability (0.76); convergent discriminant
and known groups validity supported in
caregivers of individuals with traumatic
brain injury.®

Cronbach’s alpha (0.90) and 2-week
test-retest reliability (0.86) supported in
caregivers of adults with traumatic
brain injury. !

Cronbach’s alpha (0.90) and 2-week
test-retest reliability (0.83) supported in
caregivers of adults with traumatic
brain injury.®2
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