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EFFECT OF A TAILORED
MULTIDIMENSIONAL INTERVENTION ON
THE CARE BURDEN AND QUALITY OF LIFE
AMONG FAMILY CAREGIVERS OF STROKE
SURVIVORS
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A post-stroke care system has not been established in Egypt, and stroke survivors are cared
for by their families at home after discharge from the hospital, even if the degree of
disability is severe. Therefore, the care burden on family caregivers is heavy. This study is
the first community-based randomised controlled trial (RCT) provided for family caregivers
of stroke survivors in Egypt.

INTRODUCTION

Caring for stroke survivors creates a tremendous care burden among family caregivers.
Previous initiatives conducted in several countries at alleviating the care burden have been
inadequate. This study, therefore, aimed to evaluate the effect of a tailored
multidimensional intervention on the care burden and QoL among family caregivers of
stroke survivors. Based on the perceived needs of family caregivers, this intervention
considered scientific recommendations to combine three evidence-based approaches which
were skill-building, psychoeducation, and peer support.

INTERVENTION DESIGNING

An intervention was designed for each caregiver in the intervention group (IG). The
Intervention nurses assessed the caregiver’s needs using the Family Needs Questionnaire-
Revised (FNQ-R), which has been used to create individualised interventions and assess
their effectiveness. The unmet needs were identified and summarised by an
interdisciplinary team of nursing and medical experts who then created tailored plans
based on the unmet needs in line with the appropriate skill-building and psychoeducation
strategies likely to fulfill the needs identified. A peer support session was included in the
Iintervention plan as an essential strategy.

METHODS

An open-label, prospective randomised (1:1) control trial was conducted in Egypt between
December 2019 and November 2020. A total of 110 caregivers aged > 18 years who cared for
survivors within six months, stroke survivors of those with modified Rankin Scale scores of
3-5, and without other physical disabilities or terminal illnesses were recruited and
enrolled in this study. Participants were assigned to either the IG (n=55) or the control
group (CG; n=55). The IG was provided with tailored multidimensional interventions for six
months, including three home visits, six home-based telephone calls, and one peer support
session. The CG received simple educational instructions at a single visit. The primary
outcome was the scores of care burden measured by the Zarit Burden Interview. Score
changes in QoL. (WHO QoL-BREF), the caregivers’ perceived needs (FNQ-R), and coping
strategies (Brief-Coping Orientation to Problems Experienced) were the secondary
outcomes. Those were evaluated at baseline (T0), 3*¢ month (T1), and 6t» month (T2).

Independent t-test or Mann—Whitney U test was performed to investigate the differences



between the two groups at the separate time points, and Wilcoxon signed-rank test or two-
way repeated measures analysis of variance was conducted to assess changes in the
intervention effect between groups over time.

This trial followed CONSORT guidelines. Trial registration number: NCT04211662.
RESULTS

No differences were observed in the baseline data between the groups at TO. Regarding
outcomes, the intervention had no significant effects on the care burden and QoL between
groups at T1 and T2 or within groups over time. The group and time interaction, however,
had significant main effects on QoL psychological domain (p < 0.001) and social domain (p =
0.036). There were significant differences between groups at both T1 and T2 for the
perceived needs in terms of health information, emotional support, and professional
support (all, p < 0.05). Also, the IG experienced a significant improvement in these needs
over time, whereas the control group did not. Regarding coping strategies, there were
statistically significant differences between groups at T1; in terms of acceptance (p = 0.017),
positive reframing (p= 0.023), use of emotional support (p= 0.037), active coping (p=
0.010), and planning (p = 0.042). These significant results were also found at T2 (all, p <
0.05) except for active coping (p= 0.092) and planning (p = 0.099). Similarly, there were
statistically significant changes on the same strategies within IG at T1 versus TO (all, p <
0.05), whereas these significant changes faded at T2 for both active copings (p = 0.843) and
planning (p = 0.166).

DISCUSSION

The main study results showed that the care burden and QoL among caregivers who
received the intervention did not significantly differ from those allocated to the CG. These
findings may be attributed to several factors. The lack of a structured healthcare system in
Egypt, where there are no direct and professional supports for stroke survivors and their
caregivers, 1s the most relevant factor that may have affected our study results.
Furthermore, the care burden of our study participants may have been influenced by the
social determinants experienced by caregivers in Egypt, such as poverty, unemployment,
and inadequate health services. On the other hands, our provision of relevant information
and coping strategies significantly reduced their unmet needs. Considering all results, our
intervention may not be adequate to meet the direct and physical support, which was the
highest need of caregivers, as they had anticipated.

CONCLUSION

The main results showed that participants in the IG did not experience an improvement in
the primary outcome. Nevertheless, the improvement in the QoL psychological and social

domains and other secondary outcomes may have been attributed to our intervention.
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