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Background

Hematopoietic stem cell transplant (HSCT) is a medical treatment for many life-threatening disorders. The treatment replaces 

diseased or dysfunctional blood-forming stem cells with healthy stem cells. Medical advances have led to an increase in the 

number of transplants and in survival rates following HSCT.1 HSCT represents the second most common form of transplantation 

used in children.2 

Despite improved survival, HSCT is still physically and psychologically demanding on the recipient and the parental caregiver. 

The preparative regimen for HSCT consists of extended hospitalization, often requiring geographical dislocation, and invasive

medical procedures.2. Some parental caregivers experience depression at the time of transplant3 and psychological distress 

throughout the transplant trajectory.3,4 Sibling donors experience increased anxiety and behavior changes.5-8 Patients and their 

family members also experience compromised quality of life pre-HSCT.9,10 The wide-ranging psychosocial effects of HSCT on the 

patient, siblings and parents suggest that the documented individual impacts likely translate to impact experienced by the whole

family during the HSCT process.

Study Purpose

To evaluate the impact of pediatric HSCT on the 

family unit at the onset of HSCT treatment.

Study Measures

Results

Parent-child dyads completed baseline measures at study entry prior to initiation of the HSCT’s preparative regimen.

Name Construct Domains  (# of Items) Scoring

Parent- Rated

Impact on Family 

Scale 

(IFS)*

Impact of pediatric 

illness on a family

Familial & social impact (9)

Personal strain (6)

• 1-4 point Likert scale (strongly 

agree-strongly disagree)

• Range, 15-60

• Higher score = greater impact

Child Health Ratings 

Inventory-General 

Health†

Health-related 

quality of life (HRQL)

Parent:

• Emotional (7); Physical (7); Role (7)

Child:

• Overall health (1);  Well-being (1)

• 1-5 point Likert scale (worst-best)

• Higher score = better HRQL

Demographics† Socioeconomic 

status

Age; Gender; Family composition; 

Parental job status; Income; Insurance
N/A

Trained Study Staff

Medical Chart 

Review†

Disease & transplant 

characteristics

Duration of illness; Diagnostic category; 

HSCT type; Prior HSCT 
N/A

*Indicates dependent variable and main outcome measure.
†Indicates independent variable and predictor measures.

IFS Psychometrics

The IFS yielded a mean score 41.6 (sd=7.9) out of a possible 

total score of 60 (highest score=greatest impact). Cronbach’s 

alpha coefficient was α=0.86. Table 3 shows the psychometric 

evaluation of the IFS items.

Itema Raw mean (sd)

Can't travel out of city 3.0 (0.9)

People treat us special 2.6 (0.9)

Little desire to go out 2.5 (0.9)

Hard to find reliable person to care for child 2.5 (1.0)

Need to change plans at last minute 3.0 (0.8)

See family and friends less 3.0 (1.0)

Wonder whether to treat child "specially" 2.7 (0.9)

Think about not having more children 2.4 (1.2)

No time for other family members 2.7 (0.9)

Family gives up things 3.1 (0.8)

Fatigue is a problem 2.8 (0.9)

Live from day to day 2.7 (1.0)

Nobody understands the burden 2.6 (0.9)

Traveling to hospital is a strain 2.7 (0.9)

Live on roller coaster 3.3 (0.7)
a Abbreviations from Stein & Jessop (2003).11

All scores range from 1-4; higher scores connote greater familial impact.

Variable

Preliminary 

Model Final Model

β (se) p-value β (se) p-value

Intercept
55.4 

(4.2)
<0.001

52.9 

(2.4)
<0.001

Parent

Parent age (years) -0.1 (0.1) 0.35

Female 0.3 (1.4) 0.8

Job status (full/part-time) -1.6 (1.0) 0.1

Financial problems 1.9 (1.3) 0.1 2.6 (1.2) <0.05

Child

Age (years) -0.2 (0.1) 0.05 -0.3 (0.1) <0.001

One sibling 2.9 (1.3) <0.05 3.1 (1.3) <0.05

Two or more siblings 0.4 (1.3) 0.75 1.0 (1.3) 0.45

Clinical

Duration of illness (months)a -0.8 (0.5) <0.10 -1.0 (0.4) <0.05

Malignancy 1.3 (1.2) 0.29

Prior HSCT 2.9 (2.3) 0.21

HRQL

Parent emotional 

functioning
-0.1 (0.0) <0.001 -0.1 (0.0) <0.001

Child overall health -0.1 (0.0) 0.001 -0.1 (0.0) 0.001

AICb 1187.04 1184.17

Adj R2 0.33 0.32
a Calculations for log; b AIC data on 178 subjects, 20 excluded from 

preliminary  and final model due to missing data. 

Discussion

This study showed that familial impact is related to child’s 

age at transplant, number of siblings, duration of illness, 

parental financial problems, parental emotional functioning, 

and parental reports of their child’s overall health. 

This points to the value of further research in the impact of 

pediatric HSCT on family functioning and associated risk and 

resiliency factors. 

Next steps:

 Identify individual families at risk in a clinical setting. 

 Assess psychological status of the child recipient and 

parental caregiver early on.

These findings support the need for targeted interventions to 

enhance family functioning, well-being, and recovery.

Sample Demographics (N=198)

Variable

Parent age, mean (sd) 38.5 (7.9) years 

Parent female, N (%) 162 (81.8%)

Parent job status (full/part-time), N (%) 88 (44.4%) / 22 (11.1%)

White, Non-Hispanic, N (%) 138 (69.7%)

Insurance (private/public), N (%) 134 (68%) / 63 (32%)

Child age, mean (sd) 8.7 (5.7) years 

Child female, N (%) 87 (43.9%)

Duration of Illness, median (25th-75th) 11 (6-41) months

Malignancy, N (%) 122 (61.6%)

Table 2. Study measures and descriptions. 

Table 1. Clinical characteristics and familial demographics of 

HSCT recipients and participating parents. 

Table 4. Effect of variables on IFS total score: Preliminary and final 

model.

Table 3. Psychometric evaluation of IFS items in a pediatric HSCT 

population (N=198).

Financial problems, t(176) = -3.3, p=0.001

Siblings at home, F(2,195) = 2.4, p<0.10 

-0.21
p<0.01

-0.25
p<0.001

-0.32
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Figure 1. Correlations between IFS and independent variables.

Model of Familial Impact

Variables that were significantly associated with the IFS total 

score in the univariate analysis were entered into a 

multivariate model to explain familial impact. Table 4 shows 

the results of the multivariate linear regression model. The 

final model includes significant variables (p<0.10). 
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Study Design

 Inception cohort of 198 families to start HSCT.

 Consists of parent-child dyads.

 Dyads participated in larger longitudinal study (reported 

elsewhere). 

 6 clinical recruitment sites in CA, MA, OH, PA, WA, and 

WI.

 Recruitment duration from 6/1/08-3/31/2010.


