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PURPOSE

To highlight the uniqgue sources of distress experienced by caregivers of
patients with head and neck cancer (HNC) and present an early oncology
social work intervention model to improve preparedness, coping, and
connection to support.

BACKGROUND/SIGNIFICANCE

Caregivers of patients with head and neck cancer often assume complex
clinical, emotional, and practical responsibilities early in treatment. These
demands can contribute to various levels of emotional distress. Distress may
remain hidden because caregivers often prioritize the patient’'s needs,
minimize their own distress, or feel shame about reactions such as
resentment, fear, or loss of connection.

Early psychosocial intervention creates an opportunity to identify caregiver
needs before distress intensifies and before treatment-related speech,
swallowing, and appearance changes make communication and emotional
connection more difficult.

WHY HEAD & NECK CANCER CAREGIVING IS UNIQUE

* |nvolves complex, intimate, and highly visible care needs beyond
traditional emotional support.

» (Caregivers may manage communication changes, swallowing
difficulties, modified diets, PEG feedings, and weight concerns.

 Hands-on responsibilities can include tracheostomy care, wound care,
suctioning, pain management, and symptom monitoring.

* Treatment-related disfigurement and functional changes may affect
intimacy, social connection, family roles, and emotional adjustment.

* Because caregivers often prioritize the patient’'s needs, their own distress
may remain unspoken, contributing to fatigue, isolation, guilt,
resentment, and self-neglect.

FIGURE 1. UNIQUE ASPECTS OF HNC CAREGIVING
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CLINICAL OBSERVATIONS

Early psychosocial engagement with HNC caregivers suggests several practice-based benefits:
» (Caregivers may feel more prepared for the caregiving role when support is introduced early.

» (Caregivers may feel less isolated when given space to discuss stress, guilt, and uncertainty.

* Brief coping strategies may help caregivers manage distress during complex treatment phases.

» Early support may improve caregiver confidence in knowing when and how to seek help.

» Supported caregivers may be better able to communicate with the care team and assist with treatment adherence.

PRACTICE IMPLICATIONS

» Screen caregiver distress early and reassess throughout treatment.

* Normalize difficult emotions, including guilt, resentment, fear, grief and isolation.
* Prepare caregivers for communication, nutrition, medical care, and role changes before distress escalates.
 Embed caregiver-centered education and support into routine HNC care.

« Strengthen interdisciplinary collaboration among social work, nursing, nutrition, speech-language pathology, and

mental health providers.

CLINICAL APPROACH /INTERVENTION MODEL

An oncology social work practice model was developed to engage caregivers at diagnosis and sustain support
throughout treatment. The model emphasizes early identification of distress, interdisciplinary collaboration, and
caregiver-centered education.

Assess = Prepare = Teach =Jp Connect - Support

1. Assess caregiver distress, coping, and practical barriers

2. Prepare caregivers for role expectations and treatment demands
3. Teach brief coping skills, grounding and stress management

4. Connect caregivers to practical and psychosocial resources

5. Support emotional expression without judgment

CONCLUSION

Caregivers of patients with head and neck cancer carry complex responsibilities that often remain unspoken or unrecognized.
Early oncology social work intervention can help identify caregiver distress, improve preparedness, strengthen coping, and
iIntegrate caregiver support into standard cancer care.

As a practice-based model, this approach has not yet been evaluated through formal outcome measures and may vary based
on staffing, referral workflows, and interdisciplinary resources. Future work should include standardized caregiver distress
screening and evaluation of caregiver preparedness, coping, isolation, and resource connection over time.
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