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Abstract 

Background: Schizophrenia is a complex chronic disease that turns the affected person into a dependent and 
disorganized patient. This pathology is responsible for a major burden on the family members who are in charge of 
taking care of that person. 
Objectives: to analyze to what extant can socio-demographic, clinical and environmental variables interfere with 
the burden felt by family members who live with someone suffering from schizophrenia; to analyze the 
relationship between a depressive mood state and the burden on the family members who live with a person 
suffering from schizophrenia.  
Material and methodology: quantitative and non-experimental, cross-sectional, descriptive and correlational 
study. The data collection was done through socio-demographic questionnaires; Vaz Serra and Pio Abreu’s 
Portuguese version of Beck Depression Inventory (1973); Zarit Burden Interview adapted by Sequeira (2007). 95 
informal caregivers taking care of schizophrenic patients were assessed. 
Results: the participants are mainly female (66%), aged 40 or over (79%) and 36 % are the patients’ mothers.    
Gender, age and existing family ties variables interfered significantly with the impact caused on the caregiver’s 
burden. There was a statistically significant correlation between the depressive symptomatology and the burden 
experienced by the family caregivers.  
Conclusion: the family/ informal caregiver experience several difficulties when they have to go through a daily 
process of taking care of a family member suffering from schizophrenia. This situation may cause exhaustion, 
conflicts, emotional suffering and even depressive symptomatology. This burden of care grows stronger as the 
patients are older, when they are male and when there are no families ties binding patient and caregiver. These 
variables must be taken into account in these caregivers’ service plans. 
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1. Introduction 

 
The disease and the social pressure turn a schizophrenic patient into a significantly dependent 

person. The loss of some basic skills, the neurocognitive deficit and disorders, the therapy and its 

collateral effects, the symptomatology, the social significance associated with such a disease (feeling of 

stigmatization), among other factors, make these patients more dependent on their informal caregivers. 

This role is mostly played by relatives (Carvalho, 2011).   

Schizophrenia, an emblematic entity in the field of Psychiatry and Mental health care, is among the 

top ten causes of long-term social burden, showing significant prevalence rates among world 

population. 

Schizophrenia is responsible for the increase in the average number of days a patient will need to 

spend in the psychiatric services in order to be treated (35,4 days when 20 is the average number of 

days a patient suffering from other mental illnesses will be spending during his hospitalization in the 

general psychiatric services). Schizophrenia was the main cause that led patients to look for health 

care.  

In times of crisis, family members have to learn again how to deal with a series of problems like the 

patient’s decrease in self-care, his aggressiveness, odd behaviours, refusal to follow the treatment,  

social isolation, mood changes, anxiety, substance abuse,  bizarre behaviours and even the risk of 

suicide (Yacubian & Neto, 2008). According to the same authors the schizophrenic patient’s 

behaviours associated with the lack of information about the disease are frequent causes of stress-

related problems and make the family more likely to develop situations of anxiety, rage and depression 

which will certainly increase the caregivers’ burden. Rudge and Morse (2007) also refer to the 

emotional disturbance experienced by the caregiver, his worries, his negative feelings and the 

discomfort that comes from the fact that he has to take care of a schizophrenic family member. 

Generally speaking, caregivers look at the action of taking care of someone as something they are 

forced to do. This perspective increases the feeling of burden and of constant concern that the people 

they are taking care of might have to be institutionalized (Rudge & Morse, 2007; Teixeira, 2005).  

When a caregiver is a member of the patient’s family, it usually reduces the possibility of a 

psychotic relapse during treatments. 

McFarlane et al. (2003) show that the use of additional interventions from the patient’s family in a 

period of nine to twelve months may reduce relapse rates by four during a one year period and reduce 

by 20% to 50 % the risk of readmission to a hospital during a two year period. 

The family psycho-educational interventions are seen as the most effective. Results show that these 

interventions meet families’ needs and expectations and improve the patient’s situation and the 

family’s well-being as a whole (Gonçalves-Pereira et al., 2006).  These interventions reduce the level 

of caregiver’s stress and provide information about the illness and about possible types of treatment, 

improving the communication patterns with the informal caregiver and the coping strategies, as well as 

the caregiver’s abilities and skills he will use to solve possible problems (World Health Organization, 

2002, quoted by Gomes, 2008). 
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2. Methodology  

 
We choose to use a quantitative, analytical descriptive and correlational methodology to explore the 

relationships between variables which will allow a better understanding of such a phenomenon. The 

data collection was performed between June and December 2014 and our intention was to analyse to 

what extent the socio-demographic, clinical and environmental variables can interfere with the burden 

experienced by the family members who live with a person suffering from schizophrenia and to 

analyse the relationship between depression and the burden experienced by the family members who 

live with a person suffering from schizophrenia.  

According to the objectives we had outlined, the following research design was created: 

 

 
 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Fig. 1. Base Conceptual Framework (Research design) 

 

95 family members who live with a person suffering from schizophrenia were interviewed.  The 

data collection instrument was a socio-demographic questionnaire that allowed the collection of 

relevant data about the socio-demographic profile of the family members who live with someone 

suffering from schizophrenia. 

Clinical variables which make it possible to create the patient’s clinical portrait: when the disease 

was first diagnosed; the kind of medication the patient takes; other psychiatric diseases diagnosed 

before schizophrenia; psychiatric pathologies diagnosed in other family members; schizophrenia 

patient’s symptomatology; how often do episodes of schizophrenia occur on a monthly basis…  

Schizophrenia patient’s 
clinical variables 

Type of schizophrenia;  
When the disease was first 
diagnosed; 
Presence of psychological 
pathologies in other family 
members; 
Schizophrenia patient’s 
symptomatology; 
Schizophrenia episodes on a 
Monthly level . 

Informal caregiver’s socio-
demographic variables 

 
Gender; 
Age; 
Marital status; 
Academic qualifications; 
Relationship to the 
patient/family ties 
Depressive state. 

Schizophrenia patient’s 
socio-demographic 

variables 
 

Age; 
Gender; 
Academic qualifications; 
Marital status; 
Address. 

Family members’ 
burden of care  
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Environmental variables, five questions through which one can gather enough information to 

establish the profile of the person who suffers from schizophrenia: age, gender, academic 

qualifications, marital status and address. 

1961 Mendelson, Mock e Erbaugh’s Beck Depression Inventory- BDI ( 1973 Vaz Serra & Pio 

Abreu’s Portuguese version), a 21 question self-report inventory which main goal is to measure the 

severity of depression symptoms. The depressive symptomatology is organized into six different types 

of symptoms: affective, cognitive, motivational, delirious, physical and functional (sleep pattern, 

appetite, weight and libido). 

Caregiver’s Burden Interview: this document was translated and adapted to the Portuguese 

population by Sequeira (2007). It allows to assess the informal caregivers’ objective and subjective 

burden of care and helps explore the negative effects that such situation has on those caregivers’ lives: 

on a social, personal, financial, and emotional planes as well as the way relationships will be affected 

by this burden. 

3. Research Questions 

 
Based on the above, there were the following initial questions: 

What factors influence the burden of family members cohabiting with the person schizophrenia? 

That sociodemographic, clinical and contextual caregiver to interfere with overload of family 

cohabiting with the person with schizophrenia. 

4. Purpose of the study 

 
In order to answer the research questions,  the following objectives were defined:To analyze to what 

extant can socio-demographic, clinical and environmental variables interfere with the burden felt by 

family members who live with someone suffering from schizophrenia; to analyze the relationship 

between a depressive mood state and the burden on the family members who live with a person 

suffering from schizophrenia. 

 

5. Results 

 
32 of the caregivers we interviewed are male (34%) and 63 are female (66%). The majority of the 

participants are 40 or over (n=75; 79%), while the other participants are 39 or younger (21%). As far as 

their marital status is concerned we could witness that, whether they were male (62,5%) or female 

(61,9%), participants were mostly married couples or unmarried partners who didn’t graduate from 

high school. When it came to the kind of relationship which exists between the caregiver and the 

schizophrenic patient, the highest percentage went to the role played by the mother (55, 6%) and by the 

father (50%). Brothers (25%) were next in the group of male participants and wives (14,3 %) in the 

female group. 

We got statistically significant differences (p=,000) ( Table 1). 
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Table 1. Family relationship with the patient- according to his gender.  

 Male Female Total Residual 
X2 

 

p Family ties   N % N % N % 1 2 

Father 16 50,0 0 0,0 16 16,8 4,6 -3,3   

Mother 0 0,0 35 55,6 35 36,8 -3,4 2,4   

Nephew/niece 1 3,1 1 1,6 2 2,1 ,4 -,3   

Brother/sister 8 25,0 7 11,1 15 15,8 1,3 -,9   

Friend 1 3,1 0 0,0 1 1,1 1,1 -,8   

Brother/sister in law 1 3,1 1 1,6 2 2,1 ,4 -,3 58,366 ,000 

Husband/wife 3 9,4 9 14,3 12 12,6 -,5 ,4   

Uncle/aunt 2 6,2 3 4,8 5 5,3 ,2 -,2   

Son/daughter 0 0,0 3 4,8 3 3,2 -1,0 ,7   

Cousin 0 0,0 4 6,3 4 4,2 -1,2 ,8   

Total 32 100 63 100 95 100     

 

People’s relatives were diagnosed with schizophrenia 21 years ago or before and 66,3 % of the 

cases studied suffer from paranoid schizophrenia.  

The majority of the male patients (68,6%) and of the female patients (64,5 %) diagnosed with 

schizophrenia are 40 or over. The majority lives with close relatives.  

From the data collected, we saw that, whether they’re male or female, caregivers show signs of 

moderate depression (37,5 % and 63,5 % respectively). The cases in which depression does not exist 

are less representative showing statistically significant differences (p=0,032) to  X2=6,868. This shows 

that depression is more likely to affect female and older people (p=0,002 and X2=12,5889). 

As far as academic qualifications are concerned, we can conclude that participants with the lowest 

qualifications are more likely to suffer from depressive illnesses (p=0,027 to X2=7,202). 

We can stress out that, according to our analysis, 100% of the people we interviewed and who have 

experienced  light burden don’t show any depressive symptoms, while 85, 90 % of the sample who 

have experienced  intense burden show signs of depressive symptomatology. This variable shows 

highly significant  statistical  differences (p=0,000) to X2=15,296. 

Female caregivers got higher rates in all the burden factors when they are compared to male 

caregivers; however the differences are only statistically significant when it comes to –  Impact of Care 

Provided (p=0,030). 

Single participants aged 40 or over were those who showed higher rates in all the burden factors, 

but factor 4- Self-efficiency perception. Participants aged 39 or under were those who showed a higher 

rate in this burden factor. 
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Table 2. Mann-Whitney U Test – showing the relationship between gender and age and burden 
experienced. 
 
Burden 

dimensions 

Variables 

Factor 1 - 

ICP 

Factor 2 - Factor 3 - 

CE 

Factor 4 - 

SEP 

 Global 

burden  

average average average average average 

Gender 

Male 

Female 

 

39.42 

52.36 

 

42.88 

50.60 

 

46.63 

48.70 

 

43.72 

50.17 

 

41.25 

51.43 

 (p) 0.030* 0.191 0.726 0.258 0.089 

age 

<39  

≥40  

 

41.29 

49.68 

 

40.55 

49.86 

 

39.03 

50.24 

 

49.97 

47.51 

 

40.92 

49.77 

 (p) 0.235 0.183 0.109 0.715 0.210 

 

 
 
The participants who have relatives suffering from a mental illness were those who show stronger 

burden in all factors but factor 3- Care expectation and Factor 4- Self-efficiency Perception. For those 

factors the highest average went to the participants who don’t have any relatives diagnosed with 

schizophrenia. However there was no statistical significance in the results displayed.  

Participants who take care of a 39 years old or younger schizophrenic patient were those who 

showed higher burden in all the assessed factors, but factor 3- Care expectation. We could see that the 

statistical differences are very significant for factor 1- Impact of Care Provided (p=0,001) and 

significant for Global Burden (p=0,010). 

As far as the schizophrenic patient’s gender was concerned, we witnessed higher burden in female 

caregivers in all burden factors but statistical significance was found only in factor 1- Impact of Care 

Provided (p=0,030). 

Through Mann- Whitney – U Test, we discovered that higher burden is found in caregivers whose 

schizophrenic relative is not married. This is evident for all the factors, although we don’t find any 

statistically significant differences.   

As far as the schizophrenia patient’s address is concerned, we can see that the highest average 

results belong to participants whose schizophrenic relative lives in an urban surrounding. This is 

evident for all factors although there’s no statistical significance.  
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Table 3. Mann-Whitney U Tests: Relationship between the schizophrenic patient’s socio-
demographic variables and burden experienced.   

 
Burden Dimensions  

Variables 

Factor 1 

- ICP 

Factor 2 – 

RI 

Factor 3 - 

CE 

Factor 4 - 

SEP 

Global 

burden 

average Average average average average 

Age  

<39  

≥40  

 

 

61.27 

41.57 

 

 

55.81 

44.22 

 

 

46.39 

48.78 

 

 

49.92 

47.07 

 

 

58.42 

42.91 

 (p) 0.001** 0.052 0.688 0.621 0.010* 

Gender 

Male 

Female 

 

 

39.42 

52.36 

 

 

42.88 

50.60 

 

 

46.63 

48.70 

 

 

43.72 

50.17 

 

 

41.25 

51.43 

 (p) 0.030* 0.191 0.726 0.258 0.089 

Marital status 

Married/ unmarried 

partners 

 

Other  

 

 

38.75 

49.09 

 

 

41.55 

48.86 

 

 

32.85 

49.78 

 

 

44.90 

48.36 

 

 

35.10 

49.52 

 (p) 0.261 0.429 0.063 0.694 0.117 

Address  

Urban 

Rural 

 

48.16 

43.17 

 

48.26 

40.00 

 

48.13 

44.17 

 

48.63 

28.83 

 

48.37 

36.67 

 (p) 0.757 0.605 0.805 0.200 0.469 

 

We tried to investigate the way the burden of care and its dimensions were influenced by the 

depressive symptomatology global score. We found the existence of positive correlations for all 

factors. This conclusion suggests that the increase in the depressive symptomatilogy scale score leads 

to an increase in the scores of the burden factors and global burden. As far as the global burden is 

concerned, we got a positive correlation (general r=0,498 – moderate positive association) which 

reveals that burden feelings decrease as depressive symptomatology increases. These associations show 

significant statistical differences (p<0,01) and highly significant ones (p<0,001).  

These results suggest that there is a correlation between depressive symptomatology and the burden 

experienced by informal caregivers who deal with schizophrenic patients. 

6. Discussion/conclusion 

 
Several Studies have showed that the presence of a mental patient in the family is an important 

burden for the family members (Jungbauer et al., 2003).  
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This burden may, eventually, cause psychological disorders like anxiety and depression. These 

disorders affect more often women who take care of their mentally ill children or husbands. Because of 

the chronic nature of such illness, these family members are more likely to suffer from the stress that 

comes from the daily experience of looking after someone affected by a terrible disease. This may, in 

the end, affect their own mental health (Martens and Addington, 2001; Rammohan et al., 2002). 

Figueiredo (2007) defined the caregiver’s profile: his gender and age (usually a female between 45 

and 60); the kind of family ties he has with the patient (husband/wife, son or daughter, friends or 

neighbours when there’s no next of kin); his marital status (married) and the geographic vicinity (living 

in the same house or close to the patient). Despite this fact, reality shows that male participation in this 

kind of tasks is more and more frequent. Sequeira (2007) identifies four informal caregiver’s 

characteristics: the family ties that bind caregiver and patient, the fact that both caregiver and patient 

live together, their gender and the conditions caused by the kind of relationships that exist between 

parents and children. Dias (2011) in his study proved that the majority of caregivers were female 

(78,40 %). Most of them were the patients’ mothers (62,20%) and they show an  average age of 59,14. 

Those facts confirm what this study has showed so far.  

As far as informal schizophrenic caregivers’ burden of care is concerned, it’s a fact that the female 

participants got higher rates in all burden factors, when they are compared to male elements. Those 

results are in agreement with those found when the issue of depressive symptomatology was studied. In 

both cases female participants showed a deeper depressive symptomatology and experienced deeper 

burden. Other studies (Frias, Tuokko & Rosenberg, 2005; Giacomin et al., 2005; Mehta, 2005) also 

show that women present a lower self-esteem and higher levels of anxiety and depressive 

symptomatology. All these factors have a strong impact on their quality of life. Female caregivers who 

deal with schizophrenia patients show deep weariness (physical but mainly psychological weariness) 

which is deeper and more consuming when the patients are their children or husbands. This deep 

fatigue is more than understandable since this task has a deep impact on the different dimensions of 

their lives (physical, psychological, social, professional and economic) that will lead to deeper burden. 

To them, there is a moral obligation that leads to a higher commitment to the sick person which will 

increase the levels of stress, namely during any psychotic crisis. The burden, in all its different 

dimensions, is also influenced by the amount of medical consultations and psychiatric hospitalizations.  

Keeping this in mind, one can say that the family member who assumes the role of caregiver will 

have to develop several tasks that will be closely influenced by the receiver’s needs (Martins, 2006). 

New, unknown and unpredictable tasks that will add more efforts and more worries to those which 

already exist in his daily life and that will trigger a multitude of feelings like fear, guilt, uncertainty 

about what the future will bring, responsibility to the patient, feelings of emotional discomfort, distress 

and sadness that threatens his well-being (Fernandes & Garcia, 2009; Pinquart & Sorensen, 2006; 

Silveira, Caldas & Carneiro, 2006). 

This role as caregiver will bring important changes into individual and family life. Taking care of 

someone who suffers from schizophrenia forces a person to spend a lot of time and a lot of energy, to 

have to go through new tasks that can sometimes be unpleasant and uncomfortable during periods of 

time which length is usually unpredictable (Pinquart & Sorensen, 2006).  The consequences that come 
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from this caregiver’s role can be felt at a physical, emotional and social levels and can manifest 

themselves in changes felt by the caregivers. These changes have to do with the difficulty in achieving 

complex tasks, changes in their self-care, changes in their sleeping patterns, insomnia and constant 

weariness, irritability, depression, emotional stress, lower social life, frustration, fear, lack of interest in 

living, discouragement and a poor quality of life (Fernandes & Garcia, 2009a; Sena & Gonçalves, 

2008). 

We have to point out that the participants who take care of younger schizophrenic patients (≤ 39) 

obtained the highest rates in all burden factors, but factor 3- Care expectations. In this factor, the 

higher rates were associated with users aged 40 or over, although the only factor statistically significant 

is factor 1- Impact of Care Provided (p=0,001)  

Martins (2006) found out that older caregivers feel less satisfied with this role and with their sick 

family member and that they feel that this task has dire consequences in their personal life. This 

conclusion is in agreement with the data collected in this investigation. Taking this information into 

account, and according to Sousa et al. (2006), caregivers who take care of mentally ill people suffer 

from structural, procedural, cognitive and emotional discomfort, which will increase the burden they 

experience. When the time comes to assume the role of caregiver, no one knows exactly what to expect 

and what will be expected of them. Taking care of a schizophrenic person involves spending a lot of 

one’s personal time and energy and often performing new tasks that are, most of the time, unpleasant 

and uncomfortable.  

Physical, emotional and social burden is directly associated with some of the caregiver’s 

characteristics: his/her age, gender, his family ties with the patient, the lack of support from Healthcare 

services and the importance this person gives to his/her role as caregiver, his/her commitment with 

his/her role (Fernandes & Garcia, 2009b; Giacomin, Uchoa & Lima Costa, 2005; Martins, 2006). 

We witnessed that female and older caregivers are more likely to feel a stronger sense of 

depression. These results are in agreement with those presented by Basheer et al (2005), Guedes (2008) 

e Maurin e Boyd (1990). In both cases, the conclusion was that older informal caregivers who take care 

of schizophrenic patients present higher levels of burden and higher levels of depressive 

symptomatology. 

We could also witness that participants with lower academic qualifications were more likely to 

experience depressive symptomatology. These results may have to do with the fact that people with 

lower academic qualifications have little access to information and therefore fewer opportunities to 

gather a vaster knowledge concerning their relative’s disease and the way they should deal with that 

condition and with the person who suffers from it. 

 Our professional experience has showed us that society in general has quite a negative opinion 

about schizophrenia. People usually feel afraid or even threatened and some of them think that people 

who suffer from that disease should be locked away in psychiatric hospitals, kept in their homes or 

under the influence of sedatives.  

We could see that all the participants who have experienced moderate burden of care don’t show 

any depressive symptoms, while 85, 90 % of the participants in our survey who have experienced 

intense burden of care show depressive symptomatology. There are highly significant statistical 
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differences (p=0,000) to X2=15,296 which suggests that the subjects who have experienced intense 

burden are more likely to manifest a depressive symptomatology. These results are in agreement with 

those found by Train et al. (2005) and Dias (2011). In their opinion there is a strong relationship 

between high levels of burden and depressive symptomatology in caregivers who deal with mentally ill 

patients. 

In conclusion, when we have to deal with a relative’s disease, like schizophrenia for instance, the 

caregiver must face multiple challenges that require a strong adaptability, the capacity to mobilize 

certain resources (coping) and the capacity to take care of ourselves, which means that we must have 

the capacity to manage the different aspects of our own life. This is why the role of healthcare 

professionals is so important: important to promote or protect people’s health and to help reduce those 

people’s physical and psychological burden. In this context, the therapeutic relationship becomes the 

nurse’s most powerful tool and can be used to work with the schizophrenic patient, as well as with his 

caregivers: helping solve the conflicts that come from living with a schizophrenic member of our 

family, helping members of the family fight and reduce their anxiety, giving them all the conditions 

they need to fight against the destructive social forces that can interfere directly with their quality of 

life, promoting cohesion and the feeling of family identity in order to develop a sense of sharing that 

will reduce the burden experienced by a single caregiver.  

Those healthcare professionals must precociously identify signs that can predict the caregiver’s 

weariness so that they can act and give information to any healthcare support network thus preventing 

more serious consequences. 
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