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Abstract

Hemangioblastoma is a rare benign vascular tumor of the central nervous system, which causes
significant physical, emotional, and financial burden on patients and their caregivers. The financial
burden is quite high in families hailing from lower socio-economic status especially with no
coverage of health insurance. Further, the psychosocial issues associated with brain tumors are
commonly studied but very rarely intensive efforts are made from health care teams to reduce the
psychosocial burden. The present case illustration will highlight the role of community support and
need for psychoeducation, empowering caregivers, importance of community linkage with hospitals,
developing help seeking behavior and reducing caregiver burden in easing psychosocial burden in
families with brain tumor patients. Integrating community resources and addressing systemic barriers
to provide holistic care to support vulnerable families by Medical and Psychiatric Social Workers are

recommended.
Background

Hemangioblastoma is a rare, benign vascular tumor of the central nervous system which
predominantly affects the brain stem, cerebellum or spinal cord.[*) These tumors can result in
significant neurological impairments, including headaches, lack of coordination, and difficulties in
balance. While these tumors are non-cancerous, asymptomatic and resolve over a period of time,
some can lead to complications that affect quality of life and cause disabilities.[? Patients undergoing
Hemangioblastoma can have deficits that require considerable support from caregivers. The

caregivers are usually family members who take the caregiving responsibility. While fulfilling the
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caregiving role, the caregivers can go through significant physical, emotional and financial burden.
In addition to this, caregivers face complex and diverse caregiving needs, including balancing
employment with caregiving responsibilities and making efforts to cope with their own emotional
problems. [BlAdding to this, poor understanding about illness, difficulty in accessing health care
services, lack of social support and respite care, psychological distress and financial constraints also
increase the caregivers burden and these caregivers needs are unmet.['15] The unmet psychosocial
needs are one of the reason for social exclusion among families with brain tumor due to limited
resources.[®l Further, research showed that increased cost of treatment is associated with potential
loss of incomel”l and high economic burden on patients, their caregivers and healthcare systems
worldwide.lB1Thus, meeting treatment cost by families with brain tumor hailing from low socio-
economic status is always challenging due to poverty, low income levels, lack of knowledge on
health insurance and livelihood. Therefore, social support and community support becomes essential
in alleviating these financial strains and is crucial for patients with hemangioblastomas, as it provides
essential resources and assistance that substantially improves their recovery and quality of life.[%]
However, there are barriers in help seeking especially asking for financial support due to cultural
values thinking how others will perceive if asked for financial help, self-dignity and lack of help
seeking behavior. There is substantial need to develop help seeking behavior and providing
psychosocial support to caregivers to ensure the best treatment provided as a collective responsibility
from holistic care perspective. Thus, the present case study aimed to highlight the role of community
support to ease the psychosocial burden of hemangioblastoma survivor and his caregiver hailing

from below poverty line.

Clinical details of the TBI survivor: A 40-year-old married, male patient hailing from low socio-
economic status was admitted in our hospital due to sudden onset of severe headache followed by
vomiting. Patient was later diagnosed with hemangioblastoma and subsequently undergone surgery.
Post operatively His hospitalization was continued for more than 7 months and need for intensive
care and posed significant psychosocial challenges for his wife, who is the only primary caregiver.
The family faced severe financial constraints, compounded by the lack of valid income certificate or
below poverty line card to access welfare benefits and to get the treatment concession at the treating
hospital. The patient’s medical expenses were substantially high due to Intensive Care, and the
caregiver’s income as a private school teacher was insufficient to meet the costs. Thus, the treatment

team referred the case to Medical and Psychiatric Social Workers (MPSWs) to render professional
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help and mobilize the financial resources to continue the treatment and provide the supportive care to
the primary caregiver.In regard to this case, the psychosocial interventions that MPSWs had provided

as a part of the multidisciplinary team were elaborated in detail here.

Psychosocial Assessment & Immediate Actions: Soon after the referral, MPSWs had conducted
the detailed psychosocial assessment with primary caregiver as the part of routine clinical care using
social case work method. This method allows MPSWs to assess the psychosocial needs of brain
tumor survivors and the caregiver in a systematic way. In this case, the psychosocial assessment
conducted with only primary caregiver since brain tumor survivor was in tractotomy care and not
amenable to converse. The following steps were followed while conducting the psychosocial
assessment such as study, social diagnosis, intervention/treatment and management.['®) The
psychosocial assessment results revealed that the caregiver was highly distressed due to increased
financial burden, poor understanding about illness, low motivation,lack of health seeking behavior,
lack of social support, lack of health insurance and psychological distress have increased the
caregiver burden during hospitalization. Figure 1 showed various psychosocial problems faced the

caregiver. Following which the MPSW Team had provided the psychosocial interventions;

Psychoeducation on illness and need for homecare: A session was focused to educate the primary
care was his wife.His wife was educated about the patient’s condition in consultation and day to day
discussions with the treating team. The patient’s poor prognosis was explained and that helped her
set realistic expectations. She was provided with guidance on home care for the patient, caregivers
roles and responsibilities, importance of long-term nursing care, informed about the necessary
support and resources she could access in her caregiving to assist him to get possible recovery. Also
educated on the various options available to get the treatment concession at treating hospital and its
eligibility, importance of health insurance and guided her to get enrolled in Ayushman Bharat

Scheme to meet future financial needs.

Providing Emotional Support andreducing Psychological Distress: Another session focused to
provide emotional support and engaged her in peer counselling. The MPSW team provided
consistent emotional support to the caregiver since she was emotionally distressed, filled with

thoughts of helplessness and hesitant to seek help from friends and coworkers. Further, the Zarit
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Caregiver Burden Scale was administered, a score of 59 revealing a severe level of caregiver burden
since she had been a primary caregiver since the onset of illness. In response, the team created a safe
and supportive environment for her to express her emotions and explored her coping strategies.
MPSWs offered guidance on effective stress management techniques, assisted in setting realistic
goals aligned with the patient’s prognosis, facilitated decision-making processes regarding seeking
financial help, and provided ongoing supportive counseling to address her emotional and

psychological needs by involving her weekly in peer led caregiver support groups.

Community Support in Action:The other intervention done by MPSW team was mobilizing
community support. The financial assessment showed that the patient and his family belong to low
socio-economic status and no health insurance policy was available to meet the treatment expenses.
Following which the MPSWs did a detailed file review and psychosocial assessment as the routine
care to identify various supportive care needs. It was found that the patient’s wife was the primary
caregiver and she was taking care of all the financial needs. The patient, formerly a businessman,
faced severe financial losses, leaving his wife as the sole breadwinner. Patient’s wife worked in a
private school as a teacher and due to patient’s medical condition she had exhausted the amount of
savings she previously had. The patient and his wife had a love marriage against their families'
wishes, leading to 25 years of estrangement from the both families. Patient’s wife was the only single
child in her family. Her father had died and she had no relatives to support her emotionally or
financially. This lack of support made her face more challenges in managing daily medications and
treatment cost. Considering the financial need as high priority, MPSWs initiated in negotiating with
Resident Medical Officer (RMO) and Chief Medical Superintendent (MS) for free medication and
diet. The treating hospital administration such as RMO and MS were kind enough to sanction the
free medication, necessary diet for patient including caregiver. Despite efforts made by the MPSWs
team to secure financial assistance for day today medications, procedural barriers made it difficult to
access treatment concession under below poverty line category or poorest of the poor category due to
insufficient valid documents and lack of insurance. This accelerated the caregiver to experience high

stress highlighting the need for a broader support network.

Other hand, patients’ stay in the hospital extended for more than 7 months and treatment expenses

also proportionately increased. In the meantime, MPSWSs encouraged the caregiver to participate in
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the caregiver support group meetings which were especially designed for brain tumor caregivers in
the hospital premises by the MPSW team. The caregiver support group meetings aimed at proving
peer support, learning best caregiving practices, providing emotional support, and improving coping
abilities. Caregiver involvement in the supportive group work and interaction with peers inspired her
to develop help seeking behavior. She had raised several questions on how to seek financial help
from friends, coworkers, colleagues and community. Assurance was given to the caregiver that
possible support would be provided. The MPSWs team along with peer caregivers helped her on how
to get financial help from various resources from friends, known people, colleagues, and spiritual
leaders in the community. Her interaction with MPSWs team and peer caregivers had helped her to
get rid of self-hesitation to seek help from her friends, coworkers, school management, and spiritual
leaders in the community. Slowly she developed courage and explained her husband’s health
condition over phone and personal interactions within her supportive network such as neighbors,
from her friends, coworkers, school management, and spiritual leaders in the communitywho
rendered financial help as soon as she approached themfacilitated by MSWSs team with necessary
documents and clarifications. Almost 9-10 lakh Indian Rupees were mobilized tocover the patient's
hospital treatment expenses. This collaborative support eased her immediate financial burden,

emotional distress and enabling her to continue caring for her husband.

Outcome: As an outcome of the case, the primary caregiver successfully managed to pay the
hospital bills with support from community resources, including friends, colleagues, her school
management, spiritual leaders and treating hospital. Further, tailored made psychosocial
interventions had enhanced her disease knowledge, deal with emotional distress, improve coping
abilities, develop help seeking behavior, mobilize financial resources and reduce caregiving burden.
With consistent support and guidance from MPSW team, she was able to process the challenges that
she faced, sought necessary assistance, and gained a comprehensive understanding of the patient’s
condition. This enabled her to develop realistic plans for the future and focus on positive coping
strategies. At the time of discharge, she had paid the outstanding bills and was mentally prepared to
take on the caregiving responsibilities at home and expressed her immense gratitude to all the

stakeholders who supported her husband and her.
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Discussion

The present case study aimed at highlight thedeveloping help seeking behavior in caregiver and role
of community support to the brain tumor survivor hailing from low socio-economic status and
subsequently addressed various psychosocialproblems by providing intensive psychosocial
interventions to the caregiver. Brain tumor survivors depend on caregivers for their daily needs
during hospitalization and at home especially brain tumor survivors who are in disabled and
vegetative state. In this connection, caregivers’ roles are not only demanding but also profoundly
affect the mental health of caregivers. Caregivers' mental health needs are highly sensitive and
delicate, often requiring professional support to address the day-to-day psychosocial challenges
associated with the patient's condition and caregiving responsibilities [EIMPSWs are trained in dealing
with mental health issues and have the essential medical knowledge in health care setting. They play
a crucial role in crisis and emergency situations by creating safety environment for patients and their
caregivers. Thus, MPSWs are now considered as essential part of health care along with doctors and
allied health care professionals. Adding to this, MPSWs are relied upon for supplying information
that is of fundamental importance in reaching the correct diagnosis and management of the patient’s
health. Social case work method which assesses the social background of a disease and underlying
causative factors can directly help to assist the treating physician by arriving at a holistic diagnosis

and estimating the prognosis of the disease.[*!]

In the present case MPSWs used social case work method using interview as a main tool to conduct
the psychosocial assessment and found that brain tumor survivor was in need of financial support for
treatment, which in turn increased financial burden, reduced social support, increased emotional
distress, poor understanding and help seeking behavior in primary caregiver. This finding goes line
with the previous studies report that financial constraints, physical exhaustion, psychological distress,
prolonged nature of caregiving and lack of community support force caregivers into more
vulnerability.[B1Considering the substantial needs derived from the assessment, the tailored made
psychosocial interventions were provided. Objective focused counselling services and tailor made
systematic psychosocial interventions would enhance illness knowledge, reduce psychological
distress along with caregiver burden, and enhance family support.[é1 There is a growing concern that
strong linkage between the institution and the community for resource mobilizationare needed

toreduce financial burden needsof families.[”] Previous studies showed that major focus is given to



© October2025| JYANAVI | Volume 1 Issue 4 | SPMVV

address the educational and emotional distress but not on mobilizing financial resources with the help
of community support.[*2 Inorder to this, the present case study contributes highlighting how
communities help in all means when caregivers seeks help. Seeking help during crisis times is always
challenging for family members due to family reputation, lack of help seeking attitude and pre-
conceived notion on how others think and treat in the community when asking for help. MPSWs in
this case study understood the concerns of caregivers and made intensive efforts to empower her to
develop help seeking behavior in the view of brain tumor survivors’ treatment, recovery and pave the
way to ensure caregivers emotional wellbeing. To achieve this objective MPSWSs provided
psychoeducation for caregiver, motivated and involved her in weekly peer supportive groups,
provided emotional support, clarified day to day concerns and enhanced social support not just in the
hospital but also in the work place, and community. These interventions helped her to develop help
seeking behavior being a primary caregiver. Soon after, she approached friends, co-workers,
colleagues, spiritual leaders in the community and school management all stake holders supported
financially voluntary within their capacityto continue the treatment. A total of 9 lakhs rupees
financial resources were mobilized and monitored by MPSWSs. The community support not only
reduced financial burden in caregiver but also enhanced her social support, eased emotional burden
and developed sense of hope on patient’s recovery. Previous studies report that addressing caregiver
needs is a major component of comprehensive patient care. The dynamic nature of brain tumor
progression requires caregivers to continually adapt to new roles and responsibilities, often without
adequate support systems. This ongoing adjustment can lead to chronic stress and diminished quality
of life. Effective support systems can reduce caregiver burden, improve patient outcomes, and create
a safety net during emergencies. Previous studies have highlighted that community resources such as
support from non-governmental organizations, work place environment, local organizations play a
crucial role in providing financial aid. These resources can be very beneficial in providing tangible
and emotional support for families facing difficult challenges. [ In order for patients to be able to
utilize these resources, collaboration with community resources, systematic guidance and
involvement by MPSWs is necessary. Mobilizing these resources for brain tumor survivor’s family
and social integration requires systematic interventions and prolonged collaboration with community
resources. The findings of this case study underscore the multidimensional challenges faced by
patients with brain tumor patients and their caregivers, reaffirming existing research on the subject.

This case study and its success in utilizing resources strengthens the ties between medical and
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psychiatric social workers, treating team and community resources to provide holistic care to address
the caregiver burden. The proactive role of the social work team in this caseincluding advocacy,
counseling, and resource mobilizationis consistent with the best practices outlined by previous
studies. [l [14] The caregiver’s reliance on community resources, including support from friends and
support from her workplace, illustrates the significant role of secondary and tertiary support systems.
This finding aligns with previous studies which underscore the importance of secondary support
systems in mitigating the impact of financial and emotional distress. [**l The success of such
resources in this case reinforces the argument for strengthening ties between medical social work and
community-based organizations to provide holistic care and multi-component psychosocial
interventions are recommend.!*?l The interventions highlight the need for MPSWs to adopt a multi-
dimensional approach to address both immediate and long-term needs of patient and caregivers.

Figure 2 showed the various steps taken to empower the caregivers help seeking behavior.
Limitations

One of the primary limitations of the MPSWs intervention was the inability to facilitate treatment
cost concession to patient due to insufficient documentation despite the patients’ low socio-economic
background status. Patient and the caregiver also had lack of awareness on the importance of health
insurance. Despite extensive efforts and advocacy by the MPSW team, these systemic barriers
hindered the provision of direct financial support, ultimately requiring the caregiver to rely on
personal and community resources to address the financial burden. This highlights the need for more
flexible institutional policies and efficient processes to facilitate timely financial assistance in similar

cases especially for people under vulnerability and below poverty line.
Conclusion

In conclusion, it highlights the need for integrated, multi-level support systems that combine the
efforts of medical social workers, healthcare providers, and community resources to ensure

comprehensive care to address the various psychosocial problems of patients and their caregivers.
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