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Abstract- 

Objectives: To assess the psychosocial needs of  glioblastoma 

(GBM) patients in India. 

Methods: Forty patients with glioblastoma were recruited who 

met inclusion criteria, and   in-depth interviews were 

conducted in three phases; crisis, acute and stable phase with 

participants. The interviews were guided by interview 

guidelines by asking open and leading questions wherever 

necessary. The interviews were documented manually 

immediately after each interview. 

Results: The needs that emerged were myths and 

misconceptions about cancer, denial, educational and 

information needs, financial constraints, personal feelings, 

dependency of family members, adjusting with pre and post 

surgical conditions, concerns related to family and role 

changes, stigma and lack of social participation and fears of 

recurrence and death. 

Conclusion: There is an urgent need to address the 

psychosocial needs of persons with glioblastoma. 

 Key words: glioblastoma, cancer, high grade, psychosocial needs  

I. INTRODUCTION 

ancer in any part of the body can involve central 

nervous system in a significant proportion of patients.   

Secondary brain tumours develop in 20-40% of systematic 

malignancies at some point of time during the illness [1].   

Primary brain tumours are rare neoplasms, with about 2% of 

the newly diagnosed cancers in adults, majority of which 

were high grade gliomas, a devastating disease [2,3].   

Although, this cancer affects adults of all ages, its incidence 

rises with age. The median survival of persons with 

glioblastoma has been reported to be around 15-17 months, 

following standard treatment regimen such as surgical 

tumour resection, radiotherapy and chemotherapy.  

However, most of the persons with glioblastoma have a life 

expectancy of less than 1 year [3,4,5].   The most common 

symptoms of brain tumours include raised intracranial 

pressure, focal neurological deficits such as motor 

weakness, aphasia, or impaired visual functioning, 

personality changes, mood disturbances such as anxiety, 

fatigue, depression, stress, decreased mental capacity, 

impaired concentration, nausea, drowsiness during the day, 

and extended  night sleep.   Symptoms severity fluctuates 

during the course of the disease.   In addition, physical and 

neurological functioning can also be affected by the  

surgical intervention.   Various factors such as post surgical 

morbidity, acute, subacute, and late radiation effects on the 

normal brain and chemotherapy induced toxicity can 

negatively affect the quality of life [6,7,8].  The cancer, 

glioblastoma,  and its treatment causes high psychosocial 

impact on persons with cancer and their families [9].   In 

literature documented that persons with cancer are affected 

with myths misconceptions [16], denial of diagnosis [15], 

educational and informational, communication needs 

[17,18,19,20,21,22,39], financial constraints [23, 24], 

personal feelings of emotional problems, anxiety, 

depression [44,26,31,], dependency, loss of independency, 

loss of self [25,42], adjust mental problems, poor coping 

skills and, lack of social support, preferences in religious 

and spiritual beliefs [27,28,29,30,31,32,33,42], concerns 

related to family [35], stigma [37], uncertainty related 

recurrence and death [38].   However, the generic 

psychosocial needs were identified as physical, educational, 

emotional, psychological, social, spiritual and practical 

domains.   These domains were common across the cancer 

continuum, but phase specific needs were more prominent at 

certain time points. Glioblastoma survivors also go through 

transitions which include time prior to the diagnosis, time of 

diagnosis, during treatment, post treatment or survivorship, 

recurrence, palliative care and end of life and family 

bereavement [12].   These critical transition points have 

been described to be the the phases when patients and their 

families might be most vulnerable to unmet psychosocial 

needs and emotional distress and these form the basis for 

timing of psychosocial health care needs assessment and 

reassessment [13].   In general, persons with glioblastoma  

should undergo regular imaging  and clinically reviewed 

every 3-6 months or earlier if symptoms develop.    Persons 

with GBM pass the illness phases rapidly.  In addition, the 

research studies have also reported that the psychosocial and 

functional issues experienced by persons with malignant 

brain tumours in the period between surgery and 

radiotherapy had not been reported much in detail in the 

literature [10].   It was widely acknowledged that 

psychosocial issues experienced by persons with  malignant 

glioma requires further attention [11].   In this present study, 
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we used the chronic illness model of Corbin and Strauss as 

theoretical basis to identify various phases like crisis phase, 

acute phase and stable phase [14].    This theory makes 

distinction between the course of illness (a medical 

perspective) and illness trajectory (a sociological 

perspective that reflects the physical unfolding of a disease).   

The present study aims to identify various psychosocial 

needs of persons with glioblastoma across various phases 

such as, crisis phase (when a potentially life threatening 

situation arises during hospitalization), acute phase-(follows 

the crisis phase and refers to the period when patient's 

symptoms can be controlled by a prescribed regimen post 

discharge period)  and stable phase-(this phase starts once 

symptoms are controlled during first follow-up 3-6 months)  

II. METHODS 

The study comprised of forty participants with glioblastoma 

of which 28 were male and 12 were female. Those persons 

who were newly diagnosed as suffering with glioblastoma 

grade IV according WHO classification 2007, were selected 

by using purposive sampling technique from National 

Institute of Mental Health and Neuro-Sciences 

(NIMHANS), Bangalore, India  from October 2013 to 

January 2014.  It was felt that the qualitative approach  was 

suitable for this study.  The persons diagnosed with glioma 

were screened.   All adult glioblastoma patients who were 

between age group of >18 and <60, undergoing surgical 

treatment for resection of brain tumour at NIMHANS under 

Department of Neurosurgery, those who were able to 

communicate in any of the three languages, Telugu, 

Kannada or English, were included in the study. The 

persons who were having documented evidence of memory 

deficits, communication problems, psychiatric disorders, 

participates <18, >60 year of age  and who were not willing 

to participate in the study were excluded. Participants across 

India were interviewed with different socio-economic 

conditions and different cultures.  

A). In-depth Interviews:  

The face-to-face in-depth individual interviews were 

conducted with recruited participants.  In-depth interviews 

or unstructured interviews were one of the main methods of 

data collection used in qualitative research.  In depth 

interviews were often described as form of conversation 

with a purpose [40].  These in-depth interviews were guided 

by interview guidelines prepared carefully with the help of 

review of literature and discussions with experts in the filed 

of Neuro-Oncology and combined multidisciplinary clinical 

experience. The interviews  were led by open ended 

questions and relevant leading questions whenever 

necessary that allowed freedom for participants to express 

their perspectives and psychosocial needs due to the illness.   

The guidelines were used to ensure consistent data 

collection across all participants.  The interview guidelines 

were validated by three experts and expert suggestions like 

grammatical mistakes, spellings, sentence formation were 

considered, corrected and  incorporated for main study.  

B) Data collection:  

Subsequent to the participant recruitment, socio-

demographic data was gathered from patient's hospital 

records.  The data was collected in the form of in-depth 

interviews conducted at three time points. 1). Before the 

surgery 2). 10 days post discharge from the hospital and first 

follow-up between 3 months to 6 months period.   At the 

time of the recruitment, the researcher spent time talking to 

persons with glioblastoma to establish rapport with the 

participant, gaining insight into the individuals life prior to 

diagnosis and the journey to diagnosis.   Adhering to a 

qualitative approach the principal method of data collection 

involved in-depth semi structured interviews conducted with 

the participants.   The interviews lasted on an average 30-40 

minutes at each point of time.   All interviews were 

conducted by the trained psychiatric social worker -cum-

researcher in day to day conversational style.   The in-depth 

interviews were manually documented in the narrative form 

after each interview immediately.  The interviews conducted 

in Kannada and Telugu languages were translated into 

English subsequently after each interview.  To facilitate the 

accuracy in data collection, techniques such as observational 

field notes, non-verbal expressions, prolonged engagement 

with participant at each point of time were used to bring the 

context.  Additional phone contacts were made by 

researcher for arrangement of appointments, and 

participants also contacted the researcher voluntarily 

whenever they needed help with respect  to information on 

health care services and to clarify their personal queries.   

The approval was obtained from the Institute ethics 

committee for conduct of the study.   A written consent was 

taken from each recruited participant by explaining the 

purpose of the study and participation was voluntary.   The 

sample size of the study was felt to be adequate to research a 

sufficient level of saturation, a term describing a point 

beyond which no new concepts will arise as result of further 

interviews [42]. 

C) Data analysis: 

For quantitative data frequencies, mean and Standard 

Deviation were computed by using R 3.0.2 version. For 

qualitative data, the written narrative transcripts were 

entered into the computer software called R-QOL 3.0.2 

version. The simple descriptive thematic analysis by Pope 

Ziebland and Mays,  the most common method of data 

analysis was used in qualitative work [41,42].  The nearest 

theoretical paradigm is that interpretative phenomenology.   

In the process, the transcripts were read a number of times 

to achieve an understanding of the data as a whole.  Then 

the hidden meaning was identified from words, phases, 
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sentences and paragraphs which were coded into different 

categories and clustered into emergent themes.   Initially 

five transcripts were independently analysed and coded by 

three trained Psychiatric Social Workers and discrepancies 

were resolved through discussion and thus the coding and 

categorisations were refined.  The analysis was completed 

for all remaining transcripts by the researcher himself and 

his research team assisted in developing a final set of codes 

through consensus process which in turn helped to derive 

certain themes. The themes were presented in the below.  

III. RESULTS 

The results depicted that the participants mean age was 

found to be 49.57 years, of which 70% (n=28) male and 

30% were (n=12) female participants. The other socio-

demographic and illness details are depicted in Table I and 

II.  The psychosocial needs that emerged from the 

qualitative analysis of the in-depth interview are listed in 

Table III and elaborated below:    

1). Myths and Misconceptions related to glioblastoma: 

Most of the participants reported that the illness has come 

because of God's punishment, black magic, previous karma 

and as a result of past sins. 

One participant reported that "Since last two months I have 

been suffering with this illness. I had seizure attack when I 

was sleeping during midnight.  I believed, that my relatives 

had done black magic against me, as a result I got seizures" 

[cried.....]( P1). 

"I came to know from treating team that I am with cancer.  

It's not just cancer, its my Karma, that's the reason I got it [ 

by holding  her forehead....]. (P12). 

" How many treatments should I take? I am telling you, 

100% surgery cures my illness. That's the reason I came to 

hospital"(P13). 

2).Denial of diagnosis: 

Participants were not able to believe that they were 

diagnosed with grade IV cancer or glioblastoma.  

" I do not have any bad habits like smoking, drinking but 

how would I get cancer? I do not believe that I am 

diagnosed with cancer. My parents, my fore-fathers none of 

them suffered like this illness. How would I get this?" (P11). 

3).Educational and Informational, communication needs:  

Most of the participants were having less knowledge about 

their disease and wanted to know about their disease 

condition including their family members irrespective of 

their level of education.  A few participants complained 

about the way disease information was passed to 

participants. 

" I am not aware of my disease. I wanted to know about it. 

My mother just informed me that there is" katti"(clot) in the 

brain. But I do not know how it happened to me" (P14) 

Another participant said "I have studied up to B.Sc still I do 

know about my illness, its causes and its consequences. I 

wanted to know about it. Is there any material to know 

about it? please give me" (P22). 

" I visited several 5 hospitals. Every where each doctor had 

given me different opinion related to my illness. The amount 

of information which was provided was not adequate, every 

where doctors are so busy " (P20).   

4).Financial difficulties: 

 Most of the participants expressed their difficulties of 

financial constraints, though they had concession in 

treatment costs by submitting Below Poverty Line card 

(BPL) and health insurance coverage under the programmes 

like Employee State Insurance (ESI), Yeshasvini Health 

Insurance Programmes.  

Some participants had undergone Computerized 

Tomography (CT scan) or Magnetic Resonance Imaging 

(MRI) before coming to the NIMHANS multiple times, 

which made them financially burdened. 

"I met my surgical cost by getting concession under BPL 

category. I had under gone 4 times CT and 2 time MRI.  I 

am unable to undergo radiation therapy and chemotherapy. 

I am unable to buy medicine after my illness since I lost my 

job, no earnings for me now"(P15,22).  

5). Dependency on family members: 

Participants were feeling bad themselves for depending on 

their family members for their self care, taking  

appointments with treating doctors, maintaining the day to 

day schedules with the treating team and at home. 

"My left hand and left leg got weakness after surgery. Now I 

am taking current treatment (radiation), so far I have 

received 10 doses, after taking this I am unable to do any 

work at home.  I lost my interest in day to day activities" 

(P30).  

6). Personal feelings:  

Most of the participants did hospital shopping to get 

accurate opinion of their disease condition.   Each 

participant had visited  more than two hospitals; by doing 
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this they got emotionally exhausted because standing  in 

lines at Out patient departments, travelling more than 200 

kilometres to access health facilities and decreased social 

support and investigation costs pushed them into emotional 

problems. Participants were also nervous about surgical out 

comes and financial issues which  caused to undergo feeling 

of stress, anxiety and depression. 

" I  came from Andhra Pradesh. I almost visited 5 hospitals. 

I am fearful of my condition now. I am worried about 

success of my surgery. I am worried what to do if surgery 

fails?.....(expressed his hopelessness)" (P15). 

The other participant reported that "I feel like I am 

depressed (sad....mood) since when I listened that there is  

possibility  that my right hand and right leg could get 

permanent weakness. I borrowed 2 lakh rupees from my 

relatives. I came to hospital with trust that surgery 

completely cures my illness " (P17).  

 7). Difficulties in adjusting with post surgical conditions 

and  worries about treatments: 

The participants were tensed about their disease condition, 

as to how to adjust at home with focal deficits caused and 

disability that occurred  due to disease and treatment 

regimen.    Participants were also worried about their 

treatment such as radiation and chemotherapy, 

physiotherapy, availability, accessibility and affordability of 

those services.  They were also apprehensive about  how 

long should treatment be continued? and when to do suture 

removal? and how to do wound care?.    How their family 

would treat them at home, and how far their believed god 

would help them? and how to cope with the illness?.  Most 

of them were continuously involved in praying God, doing 

poojas, and visiting the temples, churches and the mosque. 

For few participants, God is the source of hope for 

overcoming difficulties.   But, few participants were 

expressed their helplessness in the form of anger for not 

being helped neither by God nor by family members. This is 

evident from the following illustrations; 

"The treating team informed me that I must undergo 

radiation and chemotherapy for better improvement of my 

condition.  I came from rural village and I do not know 

where this radiation and chemotherapy are available and 

how much cost involved ?(P26)" 

"As doctor informed me that my right hand and right leg are 

not working. My face changed its shape. How would I go 

out and show my face in  my village? how would I adjust at 

home with this condition?. (showing at operated site.....his 

face, and his right leg and hand)"(P25). 

" I completely believe in God and Doctors. God is the first 

one who helps me. The second god is the doctor who is 

treating me. He is the only hope and support for me 

now"(lifted up his head....prayed god) (P1, P2, P5, P34, 

P40).  

" I believe that God is not there.  If God is there, he would 

have not created problems for me and for my 

family....(expressed his anger by hitting table) (P3,P32).   

" I am suffering with head ache and seizures  since last 6 

months. I visited 5 hospitals alone. I am not getting any 

support from my family and friends. Even now I am alone 

got admitted in the hospital. My wife is not interested to stay 

in the hospital since no one is there to look after my 

children. I requested my friend to be with me, I do not know 

whether he would come or not to look after me" (P23).  

8).Concerns related to Family and Role changes:  

The participants were more concerned about their future 

condition with respect to spouses, safety of their loved ones, 

children's education, children’s marriage and the properties 

such as house and land.  

One participant reported that " My wife is innocent, we have 

mentally challenged child at home, I do not know, how does 

she manage him with out me? (cried....with tears)" (P23). 

Another participant reported that " I have only one daughter 

who is grown up. Her marriage is fixed in between I got this 

problem. I do not know what to do now. The god really 

punished me" (P31) 

9). Stigma and lack of social participation: 

Participants reported to have experienced stigma by 

neighbours, and within the family.  They were unable to 

participate in social functions due to deficits caused after 

surgery, radiation and chemotherapy.  Stigma was 

associated with the disease and few participants also lost 

their relationships. 

" I am taking treatment for brain cancer. I am not able to go 

and attend my relative's marriage. My family is telling that I 

did sin that's the reason I got cancer. My neighbours also 

keep gossiping and not talking to me after diagnosis of 

cancer" (P25). 

10).Uncertainty related to recurrence and death: 

Some participants had  lost their hope that they would be 

alright in future. Their minds were filled with fears of 

recurrence and death. 

" I am with cancer. I had undergone surgery, radiation and 

chemotherapy. I also practiced physiotherapy. Today I came 

for follow-up after 6 months. The doctor referred me to get 

MRI done. I am worried again that I may get the tumour 
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back.  I feel I reached my last days....(cried loudly........after 

five minutes)......Should I undergo second surgery? (P39). 

IV. DISCUSSION 

Psychosocial issues in brain cancer is an area less studied in 

Indian context.  The observations in Western studies may 

not be directly extrapolated to Indian scenario due to the 

cultural and social differences.  The present study 

highlighted that myths and misconceptions were very 

frequent in participants with glioblastoma.   The participants 

considered that their disease was result of evil spirit, karma, 

God's punishment or past sins.  They also strongly believed 

that surgery cures their disease, surgery was ultimate option 

to cure the disease.  The current study findings were similar 

to another study which reported that the myths and 

misconceptions were widely prevalent among persons with 

cancer and ranged from curses, evil eye and spirits and past 

sins.   It was also evident to know the level of literacy levels 

of persons with cancer  and their perceptions [16 ].  

Most of the respondents shared that they wanted to know 

about their disease condition, few of them informed that  

they do not want to know but preferred family members to 

know.   Similar observation was noted by another study 

which depicted that many participants lack clear clinical 

information in the early part of their illness, a feeling of 

being left in the dark about what was happening, and  was 

also causing uncertainty. Participants also reported a lack of 

information about investigations, tests, what exactly was 

wrong, and what would happen next, particularly before 

confirmed diagnosis.   Patients and relatives alike sought 

procedural information, telling them of what was happening.    

However, individuals varied in the level of and nature of 

potentially unfavourable information they wanted.  There 

was also tension between wanting to feel informed, yet, not 

wanting to know potentially distressing information, which 

could explain the variation in the literature about active 

information seeking and the specific types of information 

people wish to receive [17,18,19,20].   People preferred 

hearing tailored information which could be positive and 

reassuring, which can reduce uncertainty and help prepare 

for the future, minimize distress and promote hope. Some 

patients actively avoided information that was painful to 

contemplate or which threatened their ability to create and 

maintain hope. People with cancer might also require 

information on things like making a will, powers of attorney 

and funerals [21, 22].    The communication problems exist 

in multidisciplinary team.  As breaking bad news is stressful 

task, may physicians either avoid it by saying they are busy 

in the clinical activities or perform it inadequately because it 

results in a cognitive, behavioural, or emotional deficit in 

the person receiving the news that persists for some time 

after the news is received [39].   The study also highlighted 

the financial constrains faced by participants.   The other 

research findings  reported that cancer patients usually did 

not have correct information on financial impact of disease.  

Previous studies showed that low income as a strong risk 

factor for disability, illness, and death.  Inadequate income 

limits one's ability to buy food, medications, and health care 

supplies necessary for health and health care.  Cancer 

therapy consists of three major treatment modalities surgery, 

radiotherapy and chemotherapy.    It was seen in the global 

practice that 50%-70% of all cancer patients are in need of 

radiation therapy.  The duration of Radiation Therapy(RT) 

and cost involved during this phase constitute a major social 

and economic burden respectively.  The cost involved in 

surgery, radiotherapy, chemotherapy, transport, lodging and 

boarding, and medical expenditure increased the  financial 

burden [23, 24].  

The present study reported that participants denied the 

diagnosis of illness.   It was not unusual for persons with 

brain cancer to reject a diagnosis; they hope that it was 

misdiagnosis. Persons with cancer refuse to talk openly, 

refuse further treatment, or even default treatments as result.   

Denial was common phenomena in persons with brain 

cancer [6].   

The present study described that participants had become 

dependent on family members to fulfil their self care and 

day to day activities which made participants feel sorry 

about themselves. Previous similar studies reported that 

people achieve self confidence through physical or cerebral 

achievement.   When a person with cancer is unable to 

maintain his or her day to day activities, he or she feels 

diminished. Participants described this as profound loss of 

self.   Prior abilities no longer exists. Sometimes, sense of 

self esteem also destroyed [25,43].  

The present study depicted  that participants expressed 

emotional and psychological  difficulties in adjusting with 

pre illness condition (symptoms) and post surgical 

conditions such as weakness, fatigue, and pain, even though 

they worked hard to maintain a positive attitude. In addition, 

the current study showed lack of social support and poor 

coping skills exist in persons with glioblastoma.   Not 

surprisingly, psychosocial adjustment becomes an important 

concept in the clinical research in oncology.  The adjustment 

could be employed as a term referring to the individual’s 

cognitive, and behavioural adoptive mechanism with 

specific threat of cancer.   Tiredness, fatigue, weakness, 

exhaustion, lethargy were common.  Sometimes, stress, 

worry about treatment, other mental health problems such as 

feelings of depression and anxiety can exacerbate the 

condition.   The majority of cancer survivors were not 

diagnosed as suffering with a psychiatric illness but may 

experience psychological symptoms and non-psychiatric 

problems of living with cancer [26,31].  However, the 

psychological adjustment of persons with cancer varies with 

a number of factors, including of their intimate relationships 

[31].   In another research study, similar findings were 
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found that the participants struggled and voiced fluctuations 

between hope and despair through out the course of illness.  

This flux is a normal phenomenon of the  adjustment 

process.   There may be individual differences adjusting 

with pre and post surgical conditions.   It depends on the 

acceptance of the illness, and availability of support [27].   

There is an indication that information, advice and support 

may be more difficult to access for a person with a brain 

tumours.   Research had also found that perceived social 

support can reduce the detrimental effects of stress on 

psychological well-being.  Previous research stated that a 

diagnosis of cancer brings with it emotional strain and the 

challenges of coping [28, [32].   Yet the same time, family 

support could play a major role in determining patient’s 

quality of life.   Cancer and its treatment also precipitates 

profound changes in the family system, including disruption 

in daily household routines, financial and emotional strain 

and role changes engendered by a wide array of complex 

care giving responsibilities [35].    Prior literature suggested 

that families were among the most important resources for 

patients coping with cancer and cancer –induced life 

changes.  Very little research had been undertaken to 

examine the role of social support among individuals with 

brain tumours.  [34].   

Understanding persons with cancer and how they cope with 

the challenges of illness  is important. The religious beliefs 

or spirituality helped participants to cope with their disease 

to some extent but a few participants expressed their anger 

towards God.  The findings were collaborated with another 

study which reported that religiosity and spirituality helped 

to have positive adjustment among cancer survivors [31].  In 

contrary, a negative correlation between spiritual well-being 

and anxiety and depression had been identified but no such 

correlation was observed in relation to religiosity [33].  The 

coping strategies can be problem oriented or emotion 

oriented. Problem oriented coping aims to make direct 

changes in the environment so that the situation can be dealt 

with more effectively.   Emotional oriented coping seeks to 

make the person feel better by reducing the emotional 

distress, there by leading to adjustment and improvement to 

better quality of life [29].    

The study revealed that stigma existed towards persons with 

glioblastoma from their own family members and 

neighbours and community due to which these patients were 

not able to actively attend social functions such as 

marriages, death ceremonies etc.. Stigma can be said to be 

society's negative evaluation of the particular features or 

behaviour of certain individuals [36].   It exists in persons 

with cancer.  When a person is stigmatized, his/her physical 

flaws become a negative form of identity in the society by 

which several inappropriate reactions are elicited from the 

society.   These reactions can usually emanate from family 

members, friends, close associates, neighbours and even 

strangers and may be echoed by the media.    A significant 

amount of attention was associated towards persons with 

glioblastoma  which can potentially turn her/him into a 

spectacle increasing psychological distress thus giving rise 

to social morbidity [37].   The present study also showed 

that uncertainty  filled with fears related to recurrence and 

death were issues for persons with glioblastoma.   

Participants were so scared when they listened about repeat 

CT or MRI of brain and admission for second time surgery.   

A few participants reported that they were burden to family 

and also recognized that they may die soon.    The similar 

research findings showed that fear is associated with 

uncertain future, and being burden to the family were among 

most specific concerns mentioned by people desiring death. 

Loss is the core of terminal illness [38]. 

V. CONCLUSION: 

We believe, to the best of our knowledge, that this is the 

first study to analyse the psychosocial needs of glioblastoma 

survivors in India.  The study highlighted that there was a 

wide range of psychosocial issues that exist in persons with 

glioblastoma. The psychosocial issues ranged from myths 

and misconceptions related to disease, denial, informational 

and educational and communicational needs, surgical fears 

and apprehensions, mood disturbances, day to day 

difficulties, financial constrains, availability of social 

support, adjusting with post surgical conditions, various 

treatment regimen and its side effects, poor coping abilities, 

stigma and decreased social participation, and uncertainty 

around recurrence and death.   These needs were reported 

thought out the interview at some point of time in all 

patients.   We caution that these needs might be different 

from person to person based on their socio-demographic and 

cultural background and coping abilities.   Further,  future 

research may be useful to explore phase specific needs with 

larger sample with homogeneity on the same population 

during the illness trajectory.   We conclude that for persons 

with glioblastoma, psychosocial interventions were more 

prominent  and forefront through out the illness trajectory 

and has to be addressed rapidly. 
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Table I and II: Participants Socio-demographic and illness 

details: 

Variable n (%) 

Gender Male 28(70) 

Female 12(30) 

Education Illiterate 16(40) 

Primary 6(15) 

Secondary  10(25) 

Graduation 8(20) 

Religion Hindu 38(95) 

Muslim 1(2.5) 

Christian 1(2.5) 

Domicile Rural 30(75) 

Urban 10(25) 

Type of family Nucler 30(75) 

Joint family 10(25) 

Occupation Daily wagers 11(27.5) 

Working in 

agriculture 

18(45) 

Home makers 4 (15) 

Priviate 7(17.5) 

Treatment cost BPL* + Debts 19(47.5) 

ESI+Yashaswini 5(12.5) 

Own 16(40) 

Focal deficits Yes 15(38.46) 

No 24 (61.54) 

Head ache and 

vomiting 

Yes 32(80) 

No 8(20) 

Seizures Yes 12(30) 

No 28(70) 

* Below Poverty Line  

Table II: 

Variable Mean SD 

Age (in Years) 49.57 8.85 

Total duration of Illness (in 

months) 

4.07 7.32 

Head ache and vomiting 

duration 

3.72 7.08 

Seizure duration 0.55 0.98 

Focal deficits duration 0.77 1.38 

No of days stayed in the 

hospital 

7.3 2.38 

No of hospitals visited prior to 

NIMHANS 

2.97 1.57 

No of family members 

dependent on participants 

3.37 1.51 

Family income before illness 

(Monthly) 

5225.00 3979.03 

Family income after 

(monthly) illness 

0.00 0.00 
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Table III: The themes that were emerged from the 

qualitative data: 

S.No Theme 

1.  Myths and misconceptions related to glioblastoma 

2.  Denial of the diagnosis 

3.  Educational, informational and communication 

4.  Financial difficulties 

5.  Dependency on family members 

6.  Personal feelings 

7.  Difficulties in adjusting with pre and post surgical 

conditions  

8.  Concerns related to family and role changes 

9.  Stigma and lack of social participation 

10.  Uncertainty related to recurrence and death 

 

 

 


