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Abstract

Background: A significant proportion of the care needs of theomically ill are covered by the informal
caregivers. These needs can create the conditanthé physical and psychological burden of therimfal
caregiver.

Aims: The aim of this study was to investigate the degreburden of chronically ill caregivers, as wedl a
possible correlations between demographic andceliiharacteristics of caregivers and patients thighdegree
of burden on caregivers.

Methodology: A cross-sectional study was performed using a &tred questionnaire. The studied population
was the informal caregivers of chronically ill matts, who were hospitalized in a general provinkapital in
Greece. The duration of the study was frorft &35 December, 2020. A total of 150 informal caregiveese
enrolled and 148 agreed to participate (response9éi6%).

Results: The average age of caregivers was 54 years, mast etéldren (62.2%) or spouses (33.1%) of the
patients and the average hours of daycare was THelfifty per cent of caregivers had a mild burdeverall
score from 21 to 40), 31.8% had a moderate (ovecalte from 41 to 60), 10.1% had a very low (oVesebre
from O to 21) and 8.1% had a severe burden (ovecalte from 61 to 88). According to the findingstbé
multivariate linear regression, the gender of thgemt (female), the increased daily hours of gamision, the
existence of chronic health problems of caregiwerg patients, unemployed/domestic/retired caregifative

to employees and caregivers increased level of atiuc were statistically significantly related tohigher
burden of caregivers.

Conclusions: Every year the prevalence of chronic diseases ase® and therefore the need for informal
caregivers will increase, making it imperative taprove their quality of life so that they will bélea to provide
health care.
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Introduction hours of care, can create the conditions for the

Chronic diseases have a high incidence and a(}r(%ysmal and psychological burden of the

. . . - ormal caregiver. In the above care conditions,
responS|bI(_e for th_e high rates of disability an(tﬂe needs of tghe chronic patient outside his home
death internationally (World Health '

Organization, 2021; Buss# al, 2010). In fact, a which include traveling to health structures for
significant nl’meer’of peoplé suffer. from r;loreexaminations, visiting the attending physician,

than one chronic disease (Hajat and Stein, 201%??%25'8&5”?2 giosseggallZc?rtlc;ﬂef(?[ietgt?ngr?taté?ei?st
The continuously increasing number of patient

with chronic disease is also creating increasi;%%mﬂf;gﬁn;h d 2?1?:;? ar:gttwge S %\;]egllgoilézﬂ'
care needs for these patients. A significan P Y psy gically

proportion of the care needs, both when patien portant consequences of mformal care. A
study in family caregivers of patients diagnosed

visit or are hospitalized in health service ith lung cancer in Taiwan found high levels of

structures and at home, are covered by t epression and anxiety even before patients
informal caregivers. Informal care may be P y P

defined as the provision of health care to received treatment (L.GEt al, .2013)' Factors
dependent persons by family, friends, neighbofjgequssﬁgn bsve?ess?amzteinc\ngffeir':i)\(/ls%s:n?n
or others in the patient's immediate socia Press : g .
network, who do not receive financialm2nagding the patient's symptoms. In particular,

compensation for the assistance the . .
providé'(Govina et al, 2020). Informal %nowledge of managing patient symptoms, were

caregivers have the role of partner and/olfrfs gl;(zﬁstﬁlsxgett'gnc?nsgﬂﬁty afgggepéziilgf'
assistant, can provide emotional suppor y 9

personal care, transport services to and frog'fxreglvers was conducted in the US, which

health care structures and generally facilitate theé</ a;gﬁtzgeéh?hgu?ggog ![fmeatogf?eacrf gtlr:/:rrns a}r;]i
patient's adaptation to the disease and the nedds 19 '

or limitations that arouse from it (Govire al, s_udy was con_ducte_d two years. after the
2020). diagnosis of their patient relative with cancer

(Kim and Spillers, 2010). Regarding the mental

A study carried out on informal caregivers ohealth of caregivers, those who were elderly,

patients with dementia in Greece showed that tineale, relatively affluent and cared for patients

majority of informal caregivers (70%) residedwith less serious diagnosed cancer with good
with the patient who they cared for and in theimental and physical function, reported better

entirety caregivers came from close familynental health. The physical burden of chronic

environment (Dimakopoulou, Efthymiou andcaregivers is also important. In a systematic

Karpathiou, 2015). According to the same studyeview of 192 studies regarding the burden of

the average age of caregivers was 63.16 yeafsmily caregivers for patients diagnosed with

providing daily an average of 13.6 hours of careancer, pain was one of the major problems that
for patients, while 38.7% provided care 24 hoursaregivers experienced (Girg& al, 2013). In

a day. A study also in Greece, in caregivers @farticular, caregivers reported back pains, leg
patients with advanced cancer, found that thgains, muscle tensions as well as headaches.
majority of informal caregivers (86%) had anCaregivers also reported sleep problems. More
affinity of husband or child with the patient, withspecifically, caregivers reported sleep disorders,
the average age of caregivers being 53.3 yegsor sleep quality and restless sleep as well as
(Govina et al, 2015). The average duration ofreduced sleep time. Many caregivers said they
the informal care provided was relatively shonvere also experiencing insomnia. Fatigue, loss of
(14.4 months) and 59% already had experienemergy and physical exhaustion are included in
of previous chronic care (Govir al, 2015). the burden of caregivers. Finally, according to

iIhe same systematic review, many caregivers
found themselves facing loss of appetite,

f’@digestion, weight loss and physical strength.

ounger caregivers, and those with a greater

The family and professional obligations o
informal caregivers, combined with the
obligations to cover the care needs of chron
patients, for which many caregivers declar&he informal caregivers of chronically ill

ignorance, as well as the cohabitation of thpatients systematically offer valuable care to
caregiver with the patient along with the severalhronic patients, supporting them both physically
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and psychologically. Investigating the degree dfequencies, while the quantitative variables are
burden of informal caregivers and the factorpresented as mean, standard deviation, median,
contributing to this burden, contribute to theminimum value and maximum value.
creation of support services by the state to mel€blmogorov-Smirnov testing and normality
the above needs. charts were used to control the normal
gistribution of quantitative variables. The
degree of burden of chronically ill caregivers, aghdependgn_t variables were the demo_grz_;lpmc
well as possible correlations betweers aracteristics and professional characterls'tlcs of
demographic and clinical characteristics otrh.e caregivers as well as the demographic and

caregivers and patients with the degree of burd%ﬁn'gﬁgeﬁ?a:/zﬁgglsé'civagf tg;e bﬂ?gggtsbnTTﬁe
on caregivers. P

caregivers. Because of the limited variability,
Methodology: A cross-sectional study wasfamily relationships with the patient and
performed using a structured questionnaire. Thilagnoses could not be used in correlations.

studie_d pop_ulatio_n was the informal ca_reg_ivers_olthe analysis of variance was used to investigate
chronically ill patients, who were hospitalized N o existence of a relationship between a

the clinics of a general provincial hospital in o : ) .

Greece. Initially, the study protocol Wasquantltatlve variable and a dichotomous variable

approved by the Ethical Committee and then b smg_the ttest (studenps t-tesj), while analy3|s
f variance was used to investigate the existence

the administration of the Hospital. The f a relationship between a gquantitative variable
researchers conducted the interview with thgn d a cate orirz: al variable 3vith >2 cateqories
caregivers of chronically ill  patients. 9 9 '

Convenience sampling was applied. The duratioFr’1earSf)nS correlat|o'n coefficient was u'sed FO
vestigate the existence of a relationship

of the study was from 10 to 31 December, 2ozg)-'letween two quantitative variables following the
A total of 150 informal caregivers were enrolle 9 9

and 148 agreed to participate (response ra'?grm.al. distribution. S'pearrr']ans corre_latlon
98.6%). coeff|C|en_t was used to investigate th_e existence
of a relationship between a quantitative variable
Instrument and Data collection: The Zarit following the normal distribution and an ordinal
Burden Interview, which has been translated andariable. In the case that >2 independent
validated in Greek (Papastavrou, Kalokerinowariables were obtained statistically significant a
Anagnostopoulou.et al, 2006), was used to the level of 0.2 (p<0.2) in the bivariate analysis,
collect the data. Permission was sought andultivariate linear regression was applied with
given by the Greek researchers who translatgde burden scores as dependent variable. In this
the questionnaire. The Burden Scale consists chse, the multiple linear regression method was
22 questions and was initially designed to asseapplied by backward stepwise linear regression.
the subjective burden on American caregivers ®for multiple linear regression, the coefficients’
dementia patients. The 22 sentences reflect theta, the corresponding 95% confidence intervals
feelings of caregivers of elderly people withand the p-values are presented.
dementia. For each point, the participants a
asked to indicate how often they have felt thi
way, on a Likert scale with ascending orde
(from O = never to 4 = almost always). Th
summary index (total score) of the scale is th
sum of the reactions at the individual pointsResults
Higher grades are indicative of a higher burde?

for the caregivers with a maximum value of 88 he studied population included 148 informal
9 chronically ill caregivers. Demographic and

The 22 proposals of the Scale are divided int ofessional characteristics of caregivers are

fs?;jarinSL(jg-?)(;gLeossa(lfsa)lCt(l)?rcfl)é ;\{gﬂ] (?ri)rcl):’pecrsaolg Lown in Table 1. The average age of caregivers
Relational deprivat'ion (4 proposals) an vas .54 years, while most were women (77%),
Management of care (2 proposals) married (83.8%) and high school graduates
' (64.2%). Also, 49.4% of -caregivers were
Data Analysis: The categorical variables areworking, while 39.2% had chronic health
presented as absolute (n) and relative (%oblems. Most were children (62.2%) or

The aim of this study was to investigate th

The two-sided statistical significance level was
et at 0.05. The data was analyzed with the IBM
PSS 21.0 (Statistical Package for Social
ciences).
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spouses (33.1%) of the patients. The averageore from 41 to 60), 10.1% had a very low
hours of daycare were 14.1 and the averageverall score from O to 21) and 8.1% had a
number of years of care was 5.4. severe burden (overall score from 61 to 88).

The patients’ demographic and clinicaBivariate correlations between demographic and
characteristics are presented in Table 2. Thadinical characteristics of caregivers and patients
mean age of the patients was 76 years, mostwith the total score and with the score of the 4
them were men (61.5%), married (93.9%) andub-scales of the questionnaire were initially
elementary graduates (56.8%). Also, 43.2% qferformed. After the bivariate analysis, for those
patients were ambulatory, 36.5% were oimdependent variables that resulted in a statistica
stretcher, 13.5% were on cane and 6.8% were oglationship at the level of 0.20 (p<0.20),

wheelchair. The most common main diagnosesultivariate linear regression was applied, the
were cancer (42.6%), chronic renal failurgesults of which are presented in Table 4.
(18.9%) and stroke (10.1%). Also 84.5% ofAccording to the findings of the multivariate

patients had co-morbidity. linear regression, the gender of the patient

The descriptive results and the Cronbach’s alpl’gg?male)' the ‘increased daily hours of care

internal consistency factor for Zarit scales ar@rovision, the existence of chronic health

shown in Table 3. The Cronbach’s alpha internﬁrObIems of caregivers and patients,

consistency factors for Zarit scales were betweiﬁ%rgplﬁjy?elsdo;}zsgglrrst'xﬁs C}?L?gg’:g d rg\?glv if
0.74 and 0.84 and 0.9 for the total scale, whic ploy 9

indicates excellent reliability. The fifty per Centeducatlon were statistically significantly related

of caregivers had a mild burden (overall scor%:0 a higher burden of caregivers.

from 21 to 40), 31.8% had a moderate (overall

Table 1. Demographic and working characteristics othe caregivers (n=148).

Characteristics N %
Se>
Male 34 23
Femalt 114 77
Age 542 9.2
Educational Leve
Primary Schoc 22 14.¢
High School 95 64.2
University 31 2C.9
Marital Statu
Unmarriec 16 10.¢
Marriec 124 83.¢
Widowel 2 14
Divorcec 6 4.1
Number of Childre 22 1P
Professio
Unemploye! 8 54
Houseworl 42 284
Retirec 25 16.€
Civil Servan 22 14.¢
Private Servai 32 21.6
Freelance 17 11.t
Farme 2 14
Family relationship with the
patien
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Paren
Child
Sibling
Spous
Caregiver’'s Residen
Same as patie
Different home, in the
patient’s building
Different are.
Hours of Daiy Care
Years of Car
Chronic Health Problen
No
Yes

92
49
67
48
33
14.7
5.4

9C
58

1.4
62.2
34
33.1

45.c

32.4

22.%
7.4
4.9°

60.¢
39.2

2mean P standard deviation

Table 2. Demographic and clinical characteristics fathe patients (n=148).

Characteristics N %
Sex

Male 91 615

Femals 57 385
Age 76° 11.8°
Educational Leve

None 10 6.8

Primary Schoc 84 5638

High Schoc 50 338

University 4 2.7
Marital Statu

Unmarrie( 4 2.7

Marriec 13¢ 939

Widowel 2 14

Divorcec 3 20
Number of Childre 22 1°
Mobility Status

Ambulatory 64 432

Cane 2C 135

Wheelchai 1C 6.8

Stretche 54 365
Main Diagnos

Stroke 15 101

Cance 63 426

Chronic Obstructive Pulmonary 9 6.1

Diseas

Chronic Renal Failul 28 189

Dementi: 1C 6.8

Othel 23 135
Ca-morbidity

Hypertensio 58 392
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Cardiovascular Disea 53 358

Diabete 48 324

Dementi: 27 182

Chronic Obstructive Pulmonary 10 6.8
Diseae

Ca-morbidity
No 23 155
Yes 12t 845

2mean® standard deviation

Table 3.Descriptive statistics and Cronbach's alpha for thesubscales and the overall Zarit Scale.

Scale Mean Standard Median Minimum Maximum Cronbach
deviation value value
alpha

Personal strain 16.7 6.4 16 3 34 0.81
Role strain 10.7 4.4 10 3 23 0.82
Relational deprivation 8.6 4.1 8 0 16 0.84
Management of care 3.2 1.9 4 0 8 0.74
Overall score 39.2 13.7 37 12 74 0.90
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Table 4. Multivariate linear regression analysis wih the demographic and clinical characteristics otaregivers and patients as the independent

variables and the scores of the subscales as thgderdent variables.

Dependent variable Coefficient 95% confidence p-value Adjusted R2
Independenvariable beta interval for beta
Overall Zarit scale 34%
Female patients versus men 4.1 0.3to 7.9 0.033
Daily hours of care 0.5 0.2t0 0.7 <0.001
Chronic health problems of caregivers 13.8 10.1to 17.5 <0.001
Personal strain 42%
Unemployed/domestic/retired caregiver
relative to employees 4.1 21t06.1 <0.001
Daily hours of care 0.2 0.02t0 0.3 0.027
Chronic health problems of caregivers 5.7 4t07.4 <0.001
Caregivers’ level of education 1.8 0.4t03.3 0.015
Role strain 20%
Daily hours of care 0.1 0.03t0 0.2 0.01
Chronic health problems of caregivers 3.1 1.8t04.5 <0.001
Relational deprivation 30%
Daily hours of care 0.2 0.1t00.3 <0.001
Chronic health problems of caregivers 3.9 2.7t05.2 <0.001
Caregiver’s age -0.1 -0.2 t0 -0.002 0.046
Female patients versus men 1.3 0.1to24 0.03
Patients’ co-morbidity 0.7 0.2t01.3 0.007
Management of care 5%
Chronic health problems of caregivers 0.8 0.2tol4 0.011
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Discussion provided include treatment for trauma, decubitus
According to the findings of this study, informaIUIcerS’ stomas, psychological support for patients
ﬁpd families, as well as the training of patients

caregivers experience a moderate burden, wi nd caregivers in the management of their disease
the sub-scale of personal strain achieving thge condi?ion Throuah thig service we avoid
highest score and therefore the greater burded]. ' g

The sub-scale of personal tension describes t%%ff'g)grt] rggvizgemztil;or:t S?r:\gcizrsni(\j/erreil:]%e ttr?ee
personal feelings of despair and chronic fatigu alth svstem (Fpren id’oet al 20199_ Alexias
experienced by the caregivers and the possitﬂg y 9 K '

damage to their health when caring for a chroni nd Flamou, 2007). The training of the patient

patient. This sub-scale also highlights the burde‘r’}‘Pg ?ﬁéedgi';/ggslg tigearr??&a%(?gﬁm;;tgﬁev\fggg'ﬂg?}
felt by the caregiver due to the care needs, t P

patient's dependence and the feelings of tensigni\\:\'llagg g]erebl;rr%?: O(]:o(\:/zrrzglt\a/ecr)? I\hiié(;:kar?g
caused by this care (Papastavrou, Kalokerino 9 g 9 g bny

Anagnostopoulouet al, 2006). The statistically
significant findings related to this subscale iis th
study, i.e. caregivers who are not working ang. . :
ereore spend much more tme wih patenTAROUCL EIITIOL ond, Kepation,
increased daily hours of care and chronic heal afient su O’rt services pat fimar I(fvel i
problems of caregivers interpret the high scoref g tal ?p i ltiol bp fit y f thei
the subscale. These findings are consistent wi jndamental for the multiple benetits ot their
the findings of studies on a sample of Greeﬁnplementatlon.

informal caregivers with cancer and multipld.imitations: This study has some limitations that
sclerosis (Argyriouet al, 2011; Govinaet al, should be assessed when interpreting the results.
2015) and the corresponding findings offhe limitations pertain to the small size of the
international studies (Tharet al, 2021). In a sample and to carrying out the study in a single
systematic review of 192 studies regarding thieospital.

burden of caregivers .for patients with a d'agnosEonclusions: The
of cancer, the significant effect of care on th

psychological problems of chronic patients has
been found to be associated with a greater burden
n caregivers (Whitlatch and Orsulic-Jeras, 2018;

informal caregivers of

%hronically ill patients offer valuable care and

physical and mental health of caregivers Was - hel - . .
LI L . p both when visiting patients in health
highlighted (Girgiset al, 2013). In particular, the structures and during their stay at home. This

burden —experienced by informal careglver%@re can last from 8 hours a day and extend to 24

includes back pain, leg pain, headaches, as WHours a day. This care can also last for years and

as muscle tensions. Problems have been recor% the passage of years it can be more

with thg sleep of caregivers, as they InOIICatSemanding in some chronic patients, especially
sleep disturbances, poor quality and restless Sle\nevﬂen they are already elderly. This study

anq reduced sleep time or insomnia. Als.%ighlighted many factors associated with the
fatigue, loss of energy and physical eXh"’wSt'ng'urden of informal caregivers. Informal

are |nc'Iuded in the burden of caregivers. Fma”yCaregivers should be appreciated by the state,
according to the same systematic review, man

caregivers were found to face loss of appetitvgho should try to cover them. Every year the

o . . . %’revalence of chronic diseases increases and
indigestion, weight loss and physical strength. therefore the need for informal caregivers will

The degree and extent of the burden of caregivarerease, making it imperative to improve their
make it necessary to create a supportivguality of life so that they will be able to proeid
environment of the care framework for chronihealth care.
patients, through the interconnection of hospit%

; s eferences
and primary care. In Greece there is primary care
service for chronic or elderly patients who needlexias, G., & Flamou, A. (2007). Evaluation of the
health care at home. The service is called "Help social and psycho-emotional support of aged
at Home", is active with the responsibility of the PeoPle facing health and social isolation and
Municipalites and takes care of patients or exclusion problems: the “in house-help” program.

elderly people in their home. The services 'Z‘ECh'VGS of Hellenic Medicine24(Suppl 1), 37—
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