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OZET

Girig: Bakim veren yiikii, yash, kronik hastaligi veya yetersizligi olan bireye bakim veren kisinin yiik altina girmesi olarak
tammlanmaktadir. Bu yiikiin algilanma diizeylerini ¢esitli kisisel ve hastaliga ait 6zelliklerin etkiledigi bilinmektedir. Dahili ve
psikiyatrik hastaliklari olan hastalarin bakim verenlerinin yiiklerinin karsilastirildigi ¢alismalarda psikiyatri grubunda bakim veren
yiikiiniin anlamli yiiksekligi bildirilmistir. Bu ¢alismamizda, diyabetik ayakli hastalarin bakim verenlerini, yiik diizeyi agisindan psikotik
hastalarin ve kontrol grubu kabul ettigimiz inguinal herni ameliyati geciren hastalarin bakim verenlerinin yiik diizeyleri ile
karsilastirmay1 ve bakim veren yiikii ile iliskili 6zellikleri arastirmay1 amagladik.

Yontem: Hastanemizde yatarak tedavi alan 30 diyabetik ayak ve 30 inguinal herni tanili, Corum Toplum Ruh Sagligi Merkezi
(TRSM)’nde psikotik bozukluk tanist ile kayitli 30 hastanin bakim verenleri dahil edildi. Goniillillerin Zarit Bakic1 Yiikii, Beck
Depresyon, Beck Anksiyete, Hastane Anksiyete ve Depresyon (HAD) ve Kisa Form-36 (SF-36) 6lgeklerini doldurmalar: saglandi.
Bulgular: Diyabetik ayakli grubun bakim verenlerinin ¢gogunlugunun ¢alismayan kadinlardan olustugu gozlendi. Bakim veren yiikii
diizeyleri psikoz grubununkinden farksiz, kontrol grubundan anlamli yiiksek bulundu (p<0,001). Kontrol ve psikoz grubuna kiyasla,
diyabetik ayak grubunda depresyon ve anksiyete 6l¢ekleri anlaml yiiksek, bazi yasam kalitesi alt 6l¢eklerinin puanlari ise anlamli diisiik
saptand1. Sadece, diyabetik ayakli grupta bakim verme siiresi yiik ile iliskili bulundu (r=0,421, p=0,020).

Sonug: Diyabetik ayaklilara bakim verenler, sosyal hayattan daha fazla izole kalmaktadirlar. Muhtemelen bakima ihtiyaci olan bir yasl
ile yasamak zorunda kalmalari buna neden olmaktadir. Her ne sebeple olursa olsun, diyabetik ayakli hastalara bakim verenlerde
anksiyete ve depresyon diizeyleri yiiksek, hayat kalitesi azalmig ve yiik diizeyleri de psikotik grup kadar yiiksek bulunmustur. Bu
nedenle, bakim verenlerin fiziki ve ruhsal sagliklarinin korunmasi anlaminda, dikkatle izlenmeleri ve gereginde destek tedavilerinin
baslanmasi1 uygun olacaktir.

Anahtar Kelimeler: Bakim veren yiikii; diyabetik ayak; hayat kalitesi

ABSTRACT

Introduction: The burden of care-giving is defined as the burden sustained by an individual who is giving care to an elderly, chronically
ill or incapacitated person; the levels of perception of the burden are known to be affected by various personal and disease-related
characteristics. Studies that compare the burden of internal patients’ caregivers with psychiatric patients’ caregivers, reported higher
caregiving burden for caregivers of psychiatric patients. In this study, it was aimed to compare the levels of the caregiving burden of
those caring for patients with diabetic foot with care-givers of psychotic patients. Caregivers of those with inguinal hernia were
designated as the control group to determine the characteristics that are related to the care-giving burden.

Methods: The study was comprised of care-givers of 30 hospital in-patients with diabetic foot, 30 in-patients with inguinal hernia, and
care givers of 30 patients with a recorded diagnosis of psychotic disorder at Corum Community Mental Health Centre. The evaluation
was made from voluntary completion of the Zarit Burden Interview Form and the Beck Depression, Beck Anxiety, Hospital Anxiety
and Depression (HAD) and Short Form-36 (SF-36) scales.

Results: The caregivers of the diabetic foot group were found to be mostly non-working females. No difference was found between
the burden levels of psychotic and diabetic patient groups but the burden level of caregivers of psychotic patients was determined to be
significantly higher than the control group (p<0.001). In comparison with those of the control and psychotic group, the depression and
anxiety scales of the diabetic foot group were signficantly high and some points of the quality of life scales were determined to be
significantly low. A correlation between the duration of care-giving and the burden was only determined in the diabetic foot group
(r=0.421, p=0.020).

Conclusion: Care-givers of diabetic foot patients remained more socially isolated. This was probably due to having to live with an
elderly person requiring care. For various reasons, care-givers of diabetic foot patients were found to have high levels of anxiety and
depression, low quality of life, and burden levels as high as those of the psychotic group. Therefore, in the context of protecting the
physical and emotional health of care-givers, careful monitoring and when necessary, supportive treatment would be appropriate.
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Care-giving Burden and Quality of Life in Diabetic Foot Patients' Care Givers

INTRODUCTION

Medical advances in the last century have enabled the treatment of many diseases and delayed mortality for those who can not be treated.
This has caused an increase in the number of patients requiring care and an increased need for care-givers. A care-giver is defined as a
person providing physical, psychological, and socio-economic support (without payment) to an individual with a chronic disease *. As
the responsibilities of care increase, there is inevitably a conflict with the care-giver’s work, family and social life; thus, with the increase
of problems in a caregiver’s life, a care-giving burden can occur 2.

The burden of caregiving is defined as the burden sustained by an individual, the feeling of being under pressure, or difficulties
experienced during the period of giving care to an elderly, chronically ill, or incapacitated person 3. The levels of perception of the
burden are known to be affected by various personal and disease-related characteristics. The characteristics related to the caregiver
include age, ethnicity, gender, closeness to the patient, whether or not the care is provided willingly, educational level, economic level,
whether or not the caregiver has an illness, coping skills, beliefs, social support, and the care requirements . The function of caregiving
can become more burdensome depending on the characteristics of the disease. The burden experienced by the caregiver leads to negative
outcomes, such as depression, anxiety, burnout, poor physical health, social isolation and economic difficulties 1. The care requirements
differ according to various internal and psychiatric conditions. Significant differences have been found in studies comparing the burdens
of internal patients caregivers with psychiatric patients care-givers > 6.

In this clinical study, it was aimed to investigate the burden of caregivers of patients with diabetic foot and chronic psychiatric disorder
compare the levels of the caregiving burden in those who care for chronic physical and psychiatric patients and investigate the
characteristics related to the caregiving burden in both groups. To be able to evaluate chronic psychiatric diseases, the caregivers of
patients diagnosed with schizophrenia were included as much research has been previosly done with these patients and their burden of
caregiving has been determined to be high ™°. To investigate the caregiver burden in chronic physical diseases, the caregivers of patients
with diabetic foot were included, although there has been limited research with these patients, as their burden of care is known to be
severe 1°, The a control group consisted of the care-givers of patients operated on for inguinal hernia who did not require long-term care
and had no chronic diseases.

METHODS

This study was cross-sectional and observational. The ethical approval was given by Ankara Numune Training and Research Hospital
before beginning the study. Volunteers read and signed the informed consent forms before participating in the study.

The study included the care-givers of patients registered with a diagnosis of psychotic disorder at Corum Community Mental Health
Centre and the care-givers of patients admitted to our hospital with a diagnosis of inguinal hernia or diabetic foot. All participants met
the inclusion and exclusion criteria.

Inclusion criteria were defined as being between 18 and 65 years of age, willing to participate in the study, no mental illness which
would prevent true evaluation (mental retardation, psychotic disorder, dementia etc), being able to read and understand the evaluation
scales, having a level of literacy enabling them to complete the form themselves and signing the informed consent form freely and
willingly. Those aged below 18 years or over 65 years and those who did not sign the informed consent form were excluded from the
study. A total of 30 care-givers of patients with psychotic disorders, 30 care-givers of patients with diabetic foot and 30 care-givers of
patients with inguinal hernia were included in the study, which took place between 1 May 2014 and 30 June 2014.

Informed consent was obtained from all participants of their own free will. The care-giver’s age, gender, educational level, monthly
income, relationship to the patient, duration of care (years), hours spent together per day, and existence of any diagnosed physical or
psychological disease, along with the age, gender and education level of the person receiving the care were recorded with a
sociodemographic data form.

To measure the level of the care-givers’ burden, the Zarit Burden Interview form was completed. The Beck Depression, Beck Anxiety,
Hospital Anxiety and Depression (HAD) scales were used to measure the depression and anxiety levels and the Short Form-36 (SF-36)
was used to evaluate quality of life. The forms were completed by the care-givers themselves, who could consult the attendant clinician
on any questions which they did not understand. The forms were completed by the care-givers in the hospital setting, either in the mental
health centre or in the general surgery department.
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As the scales used in this study have not been studied for validity and reliability in pediatric or geriatric age groups, only care-givers
aged 18-65 were included in the study. Pregnant or breastfeeding females were not included in the study to avoid the possibility of
incorrect findings showing high depression and anxiety scores due to possible anxiety of childbirth or postnatal depression.

The scales administered to the care-givers

The Zarit Burden Interview Form: It was developed by Zarit, et al. to subjectively evaluate the level of the burden of care in chronic
disorders ! . The scale has been tested for validity and reliability in Turkish 2. The form consists of 19 statements with a 5-point Likert
response for each. Administration is easy as it is easily understood. There is no cutoff point. Higher total points demonstrate high level
of problems experienced.

The Beck Depression Inventory (Beck-D): The original measurement scale form was developed by Beck, et al. 3. It has been tested for
validity and reliability in Turkish 4. It is a self-evaluation form to measure changes in the level and severity of depression symptoms.
The form includes 21 self-evaluation statements with 4-point Likert-type responses. Total points range from 0-63. A threshold value of
17 points has been accepted for validity and reliability in Turkish. High total points indicate a high risk of depression.

The Beck Anxiety Inventory (Beck-A): The original measurement scale form was developed by Beck, et al. *°. Adaptation to Turkish
was made by Ulusoy, et al. . It is used to determine the level of anxiety and distribution and severity of symptoms. The form consists
of 21 self-evaluation statements and total points range from 0-63. High total points indicate a high level of anxiety.

The Hospital Anxiety and Depression Scale (HAD): The original form was developed by Zigmond et al 7. It has been tested for validity
and reliability in Turkish 8. It consists of 14 self-evaluation questions in subscales of anxiety and depression. It is used to determine the
risk of anxiety and depression and measure the change in their levels and severity. High subscale total points show a high risk of anxiety
and depression.

Short Form-36 (SF-36): The original form was developed by Ware and Sherbourne *°. It has been tested for validity and reliability in
Turkish 2°. It was developed to measure the quality of life of patients with physical diseases in particular, although it has also been used
successfully for those with psychiatric diseases and for healthy subjects. It is a self-assessment scale of 36 items in 8 dimensions of
health such as physical functioning, bodily pain, role limitations due to physical health problems, role limitations due to personal or
emotional problems, emotional well-being, social functioning, energy/fatigue and general health perceptions. The scoring of the
subscales range from 0-100 and high points indicate a good health status.

Statistical Analyses

In the evaluation of descriptive statistics, percentages derived from the scores of the scales were stated arithmetically as mean+standard
deviation (minimum-maximum). Data defined to have normal distribution in the scale were evaluated with the post hoc corrected
ANOVA test and a value of p<0.05 was accepted as statistically significant. Data without normal distribution were first analysed with
the Kruskal Wallis test, and the significance level in that test was placed at p<0.05.

Following analysis of the three groups, to determine in which group the difference arose, the Bonnferroni corrected Mann Whitney U
test was used, and the significance level was set by dividing by the number of comparisons, p=0.05/3 =0.0167. The data determined by
the scoring were compared with the Chi-square test, and statistical significance was accepted as p<0.05. The relationship between the
caregiving burden of diabetic and psychiatric patients’caregivers and the duration of care-giving (years), Beck anxiety, Beck depression,
HAD anxiety, HAD depression scale total points and the physical function (Pf), physical role difficulties (Rp), pain (Bp), vitality (\Vt),
social function (Sf), emotional role difficulties (Re) and mental health (Mh) points of the SF-36 subscales, were evaluated with the
Spearman correlation test and statistical significance was set as p<0.05.

Fam Pract Palliat Care. 2017 Dec;2(3):28-37 30




Aragtirma Makalesi / Original Article Yazlaetal.

RESULTS

The study was comprised of 90 care-givers with a mean age of 44.67+12.04 years. Various sociodemographic characteristics associated
with the participants that could be of importance in the study are shown in Table 1.
Table 1. Sociodemographic characteristics of the participants

Sociodemographic Characteristics n %
Gender (n=90) Male 42 46.7
Female 48 53.3
Marital status (n=90) Single 10 11.1
Married 74 8.2
Widowed 6 6.7
Educational level (n=90) Illiterate 29 32.2
Primary school 44 48.9
High school and above 17 18.9
Monthly income (n=90) 0-799 TL 31 34.4
800-1499 TL 34 37.8
1500 and above 2 27.8
Relationship to patient (n=90) 1%t degree relative 66 73.4
2" or 3 degree relative 12 13.3
Spouse 12 13.3
Employment status (n=90) Unemployed 31 34.4
Housewife 24 26.7
Employed 35 38.9
Physical disease(n=90) No 63 70.0
Yes 27 30.0
Psychiatric disease (n=90) No 81 90.0
Yes 9 10.0
Help with the care given at home (n=90) No 73 81.1
Yes 17 18.9
Patient gender (n=90) Male 61 67.8
Female 29 32.2
Patient education level (n=90) Illiterate 36 40.0
Primary school 42 46.7
High school and above 12 13.3

The findings obtained from the comparison between the caregivers of the diabetic foot patients (Group 1), the psychotic disorder patients
(Group 2) and the inguinal hernia patients (Group 3 —control) in respect to sociodemographic characteristics and the total points of the
scales are shown in Tables 2 and 3. The diabetic foot group was observed to be predominantly female (80%).

The burden of care of the caregivers to diabetic foot patients was found to be statistically significantly higher than that of the control
group (p<0.001) but no significant difference was found in comparison with the psychotic disorder patient group. The points of the
Beck depression (p<0.001), Beck anxiety (p<0.001), HAD anxiety (p<0.001) and HAD depression (p=0.001) scales were found to be
statistically significantly high compared to those of the psychiatric disorder and control groups. The points of the SF-36 subscales of
physical role difficulties (p<0.001), vitality, (p<0.001), emotional role difficulties (p<0.001) and mental health (p<0.001) were found
to be statistically significantly low compared to those of the psychiatric and control groups. In each group, the relationship was examined
between the care-giver’s points and the other scale points and various characteristics such as age and duration of care. The significant
relationships are shown in Table 4.

Unlike in the other groups, a statistically significant relationship was determined in the diabetic foot group between the caregiver’s
burden and the duration of care (p=0.020, r=0.421).
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Table 2. Comparison of the study groups according to some sociodemographic characteristics *

*Chi-square test was used. Column percentage was taken (significance level p<0.05) ** Chi-square test not applied
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Table 3. Comparison of the study groups according to sociodemographic characteristics and scale points

*ANOVA and Bonferroni Post-Hoc test. **Kruskall Wallis test. ***Control group(care-givers to patients with inguinal hernia)
excluded from test, Mann Whitney U test applied.

HAD: Hospital Anxiety and Depression, Pf: physical functioning, Rp: role limitations due to physical health problems, Bp: bodily pain,
VT: vitality, Sf: social functioning, Re: role limitations due to emotional problems, Mh: mental health

Fam Pract Palliat Care. 2017 Dec;2(3):28-37




Care-giving Burden and Quality of Life in Diabetic Foot Patients’ Care Givers

Table 4. Correlations of the care-giving burden and some parameters

Variable Control (n:30) Group 1 (n:30) Group 2 (n:30)
(r, p) (r,p) (r,p)
Duration of care (yrs) r=0.421

NS 0=0.020 N
Age of care-giver r=-0.421 NS r=0.443
p=0.021 p=0.014
Age of patient (yrs) r=-0.387
NS NS 0=0.035

Beck Anxiety points r=0.426

NS 0=0.019 N
Beck Depression points r=0.524
NS NS 0=0.003
HAD anxiety points NS r=0.039 r=0.446
p=0.033 p=0.013
HAD depression points r=0.459 NS r=0.403
p=0.011 p=0.027
Pf points r=-0.460
NS NS 0=0.011

Rp points NS NS NS
Bp points r=0.487
NS NS 0=0.006
V1 points r=-0.675
NS = p<0.001
Sf points r=-0.626
NS NS 0=0.030
Re points r=-0.397
NS NS 0=0.030
Mh points r=-0.411 NS r=-0.673
p=0.024 p<0.001

NS=not significant
Spearman Correlation test was applied.

DISCUSSION

In parallel with increasing mean survival rates in chronic diseases, the increasing complications bring a greater burden of care to all
sections of society. Following the management of the acute phase of the disease in the hospital, there is a significant need for care to
protect the levels of health in patients when they are discharged.

When the sociodemographic characteristics of the caregivers in this study were compared, it was observed that the caregivers of patients
with diabetic foot ulcers were predominantly female (mainly housewives) and those of the control group were mostly male. In Turkish
culture, in emergency situations and situations requiring physical strength, the man of the family is expected to intervene first. When it
is considered that the inguinal hernia patients are brought to hospital with a sudden onset of pain or complaints and are discharged after
a short period of hospitalisation, dealing with the process of hospital presentation and care procedures can be evaluated as situations
appropriate to the role of the male in the family in Turkish culture. Throughout the world, for reasons of various ideologies, females are
generally thought of as those giving care and in some countries, giving care is even accepted as a woman’s duty according to the family
rules 8. In Turkish society, caregiving is also perceived as a duty assigned to women.

The fact that the care-givers of patients with psychotic disorders were predominantly first-degree relatives was viewed as logical
considering that more distant relatives and others would avoid looking after these kinds of patients in their own home due to concerns
of uncontrolled behaviour being a bad example to their own spouse and/or children. In contrast, in cases where the elderly require care
such as for diabetic foot, care is given by distant relatives who have them stay in their homes. In Turkish culture, this task of caring, in
terms of teaching children to look after the elderly is evaluated as a behaviour which will be appreciated. Theoretically these patients
do not have the potential to cause damage around them.

When the educational levels of the caregivers were assessed, it was observed that the diabetic group’s results were similar to those of
the control group in that most had completed primary school education. There were significantly more illiterates in the psychasis group.
Diabetes is known to be related to diet and lifestyle, therefore in educated, working and high income sections of a developed society,
increased calorie intake and a sedentary lifestyle are known to result in a high incidence. In the structure of our country, as the result of
an educated individual improving their sociocultural level, the educational level of the care-giver was found to be high due to the most
frequent caregivers being first-degree relatives.
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That a significant proportion of the caregivers to patients with psychotic disorders were unemployed could be connected to the low level
of education and/or the caregiver having left employment due to problems of bad time allocation, poor effort or low energy for
caregiving this however, was not indicated in the investigation. In literature, it has been reported that caregivers of psychiatric patients
are usually obliged to take leave from paid employment or choose not to work full-time. Therefore they do not fulfill their economic or
career potential . By not meeting employers’ expectations, those individuals not fulfilling their potential will inevitably remain
unemployed. Thus, the findings of this study, in which more unemployed caregivers are in the psychotic disorder group, are supported
by reports in literature.

When the income levels of the care-givers were examined, an incongruity with the previous paragraph was observed. Despite lower
levels of education and higher rates of unemployment, the income level of the care-givers in the psychotic patients group was observed
to be high. This can be explained by the healthcare policies of Turkey. Unemployment benefit is paid, and those caring for a dependent
patient at home are also paid a caregiver’s allowance. Therefore, this group can obtain a higher level of monthly income.

In the evaluation of the caregivers in respect to their own physical or psychiatric health, the duration of care may be an indicator in the
diabetic group. Whereas the duration of care in the diabetic group was a reason for burnout, it remained at a relatively low limit and no
statistically significant difference was determined, when the duration of the psychosis group was taken into consideration.

While no statistically significant difference was found between the diabetic foot and the psychosis groups in respect to the burden of
care, both groups were found to be at high levels of burden compared to the control group. In studies in literature which have compared
the caregiver’s burden in physical versus psychological diseases, it was found that those caring for psychologically ill patients were
under a greater burden. It has been claimed that the increase in the caregiving burden could be due to problems such as the inappropriate
behaviours of psychiatric patients, mood changes, attacks of anger and sleep disorders > . Parallel to several studies in literature, a
difference was observed in the current study between the psychosis group and the control group, but no difference was determined when
compared to the diabetic group, as the caregivers of the diabetic group were also seen to be under a severe burden of caregiving. Pervious
studies reported that low levels of education were associated with an increased burden of caregiving 2. Supporting that finding, the high
number of illiterate caregivers in the diabetic group of the current study could be found to contribute to the high level of the burden of
care.

Being of female gender has been reported to be related to a high burden of caregiving ?. In the current study, the fact that the caregivers
in the diabetic group were predominantly female was thought to play a role in the high level of the burden of caregiving.

When the anxiety and depression scales were evaluated, the caregivers of the diabetic group were observed to have higher levels
compared to both the psychosis group and the control group. This would seem to be due to the majority of the group in the current study
being housewives and as such having to live together with an elderly person requiring care at home, and losing the opportunity to go
out of home. They remained isolated from social life which caused a decrease in quality of life and increased anxiety and depression
levels in addition to the high burden of care. As diabetic foot patients are older it is thought that difficulties in conformity to treatment
could also be a reason for increased anxiety.

Caregivers of schizophrenia patients have been reported to experience physical and psychological health problems associated with the
long-term effects of stress Z. In the current study, although physical and psychological diseases were determined at a higher rate in the
pyschosis group than in the diabetic foot group, the anxiety and depression scale scores were lower. This can be associated with the
caregivers of psychotic patients having become accustomed to living with somebody with a chronic illness, and having learned the
importance of regular treatment both for themselves and for the patient. Although this is is not supported by studies in literature, our
clinical practice has shown that the majority of caregivers of psychotic patients are themselves receiving supportive treatment.

While the burden of caregiving in the diabetic group was found to be no different from that of the psychosis group, the anxiety and
depression levels were higher and the quality of life was found to be lower. This can be associated with the caregivers not accessing
information services and the necessary treatment for their own physical and psychological health problems, as it is mainly housewives
who are caring for diabetic foot patients. In fact, the necessary education on this subject has not yet been organised in our country,
corresponding with the increasing numbers of patients with diabetic foot ulcers in recent years. This situation arises from both patients
and their caregivers not receiving the required education on dealing with the problems they experience.

When the characteristics related to the care-giving burden were examined in the diabetic group, the duration of care-giving was found
to be significant. This finding is supported by studies which have found a correlation between the care-giving burden and the duration
of the disease *22. When treatment is extended for patients with diabetic foot ulcers, the caregivers should be referred to the relevant
departments for support.

When the characteristics related to the caregiving burden were examined in the psychosis group, a positive correlation was found with
the age of the caregiver and a negative correlation was found with the age of the patient. The positive relationship determined in this
study between the caregiving burden and the age of the caregiver is supported by previous studies which have found that as the age of
the caregiver increased so the caregiving burden increased %24, The increase in the caregiving burden has been reported to be associated
with additional responsibilities for the caregivers, patients’ families and patients’ own health and with increasing age The caregiver is
less able to deal with physical and psychological problems 5.
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In the current study, it was also considered that the increased caregiving burden associated with an increased age of the caregiver could
be due to an older caregiver having less physical and psychological resistance and therefore an increase in their own illnesses. The
negative correlation between patient age and the caregiving burden is consistent with data in literature on this subject °. In Turkish
society, while the elderly with age-related diseases are accepted as family members, the acceptance of disease in the young is known to
be more difficult 2. In the current study, the finding of a decreasing caregiving burden as the patient age increases can be interpreted as
difficulties accepting the disease and treatment in the early stages of psychatic diseases and behavioural problems continuing until the
appropriate treatment is organised.

Although this study had some limitations in that the gender, educational levels and occupations of the caregiver groups were not
homogenous, the data can be considered to be a timely reminder to clinicians that potential problems should not be ignored in the care-
givers of patients with chronic diseases such as psychotic disorders and diabetic foot. If clinicians address this issue, they can help
caregivers who are at risk for high caregiver burden by consulting them to a psychiatrist. Psycholog interviews or group therapy can
also be useful for most of the cases.

By overcoming the limitations on this subject, further studies regarding the care of patients with chronic diseases would be able to
provide more comprehensive information on the subject of the caregiver’s and the patient’s anticipated problems. Starting with the
assumption that those caring for patients with chronic diseases are healthy individuals and then protecting the physical and psychological
health of this group is just as important as the treatment of the patients.
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