
Topic Findings

Financial Scenarios
High cost of medicines, out of pocket
expenditure for tests, insurance scheme
support, loans, varied treatment cost.

Psychosocial Impact
Fear of disease progression & recurrence,
balancing work and family life, uncertainty for
future, need for support group

Side Effects
Weight loss - Myalgia – Abdominal issues -Skin
irritation and pigmentation- Edema-Redness in
the eye

Impact on Life Goals No major impact on life goals

Marriage & Family
All the patients were married with children at
the time of diagnosis

Additional Support
Two patients wanted to reduce the time
between physician visits

Tests Done for
diagnosis

Sonography- CBC Test – CT Scan-Biopsy

Chronic Diseases /
Comorbidities

None of them have any other chronic diseases
or comorbidities

Focus Group discussions conducted with GIST patients
and caregivers. Participants asked questions across
three key domains:

Medical
Financial
Psychosocial

Observations

Focus Group Meetings 2024-25

Concluding Remarks

Objective 
To create a valuable platform to gain direct insights
from GIST patients and caregivers — enhancing
understanding of the diagnosis, challenges and the
changing needs throughout the cancer journey, in order
to strengthen and improve the support provided. 

Methodology

Location: Mumbai, India
Sample Size: 11 participants
No. of Focus Group Meetings: Two
Gender: Male & Female 
Group profile: Patients & caregivers
Age at Diagnosis: Between 23-56 years

The Max Foundation & FOM’s sustained engagement with
GIST patients for over 20 years, offering continuity of care,
hope and support has led to minimal impact on the life
goals of patients. We see this clearly in the study- as
majority of participants have reported that despite their
diagnosis, there was no significant disruption to personal
goals or family life—demonstrating how a strong support
group has helped them to lead a good life ahead.

 
The financial burden has been identified as the most
significant obstacle, requiring urgent intervention.

 
Focus Group discussions served as a safe platform for
patients to share and learn collectively. Participants
found immense value in connecting with others, share
similar experiences, gaining strength and hope through
these peer led interactions.

Overall, these insights reinforces the combined
importance of financial aid, emotional support and
continued advancements in medical care necessary to
enhance the well-being of GIST patients and their
families.


