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P
atients with central nervous system 

(CNS) tumors experience a unique 

range of disease- and treatment- 

related symptoms, as well as an often 

rapid decline in physical and mental 

functioning (Maqbool et al., 2016; Piil et al., 2019; 

Reblin et al., 2017). Patients with CNS tumors ex-

perience cognitive declines, neurological and motor 

deficits, as well as personality changes due to the dis-

ease process and cancer treatment, while also experi-

encing uncertainty related to the disease course and 

a general poor prognosis (Piil et al., 2019). Caregivers 

of patients with CNS tumors manage both oncolog-

ic and neurologic patient concerns because patients 

often experience problems with memory, cognitive 

processing, visual searching, planning and foresight, 

and attention, along with physical dysfunction relat-

ed to tumor location and treatment (Piil et al., 2019). 

Because of the unique presentation of CNS tumors, 

caregivers of patients with CNS tumors provide pa-

tient support and care, which may include coordi-

nating care, monitoring symptoms, administering 

medications, managing finances, advocating for the 

patient, and performing physical care tasks without 

having received formal training (Piil et al., 2019; Sher-

wood et al., 2006). In the CNS tumor setting, while 

serving as the patient’s primary caretaker and advo-

cate, caregivers are faced with their own personal 

challenges associated with the emotional burden of 

seeing their loved one suffering and anticipating their 

rapid, further decline and eventual death. Some of 

these burdens also include the loss of social support 

and shifts in the relationship, from mutually support-

ive partners to caregiver and patient (Piil et al., 2019). 

As the need for caregiving increases with decline of 

the patient’s condition, caregivers increasingly lose 

social support, forgoing social activities and friend-

ships and often taking leave or retiring from employ-

ment to take care of the patient (Wadhwa et al., 2011). 

With a rapid progression of disease, patients with 

PURPOSE: To describe the experience of caregivers 

who have lost a partner to a central nervous system 

(CNS) tumor.

PARTICIPANTS & SETTING: 8 bereaved partners 

of patients with CNS tumors enrolled in a dyadic, 

behavioral randomized controlled trial at a 

comprehensive cancer center in the southern United 

States.

METHODOLOGIC APPROACH: Participants took part 

in a semistructured qualitative interview to describe 

the experience of their partner’s death. Descriptive 

exploratory analysis was used to identify themes 

emerging from the interviews. 

FINDINGS: Themes identified from bereaved 

participants’ experiences were related to caring for 

their partner, separating from their partner on patient 

death, and continuing without their partner following 

patient death.

IMPLICATIONS FOR NURSING: Bereaved partners 

of patients with CNS tumors described how difficult 

it was to experience the patient’s health decline and 

feeling unprepared for the patient’s death, regardless 

of advance notice. Interventions targeting caregiver 

distress to improve their experience prior to and 

following the patient’s death are needed.
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