International Journal of Caring Sciences Januay-April 2014 Vol 7 Issue 1 102

ORIGINAL PAPER

Informal Care in a Formal Setting: the Case of a Nerosurgery Clinic in
Western Greece

Vassiliki Stavrou, BSc, MSc, RN
University General Hospital of loannina, Greece

Sofia Zyga, BSc, MSc, PhD, RN
Assistant Professor, Faculty of Human Movement an@uality of Life Sciences,
Department of Nursing, University of Peloponnese, #rta, Greece

Spiridon Voulgaris, MD, PhD
Assistant Professor of Neurosurgery, Medical SchooUniversity of loannina, Greece

Markos Sgantzos, MD, PhD
Assistant Professor of Anatomy, Department of Medioe, University of Thessaly, Larissa, Greece

Nikolaos Tsitsis, BSc(Law), BSc (Economics), MSk Economics
General Secretary, Special Collaborator of Legal ash Financial Courses, Alexander Technological Educainal
Institution of Thessaloniki, Greece

Despina Sapountzi-Krepia, Bsc, MSc, PhD, RN, RHV
Professor, Nursing Department, Frederick University Nicosia, Cyprus
Professor Emeritus, Alexander Technological Educatinal Institution of Thessaloniki, Greece

Corespondence:Despina Sapountzi-Krepia, Professor, Nursing Depamt, Frederick University, Nicosia, Cyprus, 7
Y. Freiderickou Street, 1036, Palouriotissa, Niap§lyprus

Abstract

Introduction: Informal care is a common phenomenon that ocauralli hospitals around the world. Greek and
International literature define informal care as wmpaid care that provided to hospitalized patidntsn family
members, friends and in general from the closeas@rivironment. In Greece informal care has becantedition
mainly due to the shortage of nurses in hospitals.

Aim: The main aim of the present study is to investighe informal caregivers’ opinion about informalre in a
neurosurgical clinic.

Methodology: The sample consisted of 39 in-hospital informakgavers from a neurosurgical clinic of a hospital
Western Greece. The data were collected in 2011#mwét period of three months. A self-reported, datied and reused
guestionnaire was completed. The statistical arslyas based on the statistical measure SPSS amdlidbility of the
scales were analyzed by using alpha-cronbach factor

Results: The majority of the informal caregivers in the ramurgical clinic were women and the main reasdias t
stayed by the bedside of the patient were: to stiggsychologically the patient, the severity of ffeient’s condition
and fear about the patient’s safety. Caregiversegyith doctor’s and nursing staff's recommendatitait someone
should stay close to the patient and most of thgraeato hire a privately paid helper. The genderanégivers does not
affect the level of services that they offer to thaient neither the educational level but age dbeslly, the study
showed that caregivers want to be informed of tagept’s condition and most of them prefer to det information
from nurses also, they need emotional support ieaith professionals, to learn how to face patiemmtional needs
and to know about the financial availability fronsurance companies.

Conclusion: In- hospital Informal caregivers play an importaoie by providing help to patients as well as &alth
professionals. The design of appropriate suppotéahniques and training programs from health msiémals will
help caregivers to strengthen their role.

Key words: Informal care, caregivers, health professionalaragurgical patients.
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Introduction their hospitalized relatives (Rotman-Pikielny et al
lrjOO?; Fedor & Leyssene-Ouvrard2007). The

country has a different model of care. Althoug nformal caregivers’ needs are summarized in the
informal care takes place in all countries all oger  21€2S Of information, communication and support
world (Sundstrom et al., 2002:AloHaWC 2004(Grifﬁn et al. 2009, Davidson, 2009, Lavdanitiagt

Decima Research INC 2004; Viitanen, 2005‘2011). Moreover, Tamayo et al., (2010) emphasizes

Mesteneos & Triantafillou 2005; Doran et al. 2006.1at caregivers often cite deficit in skills traigj
Vilaphana et al., 2011, Van Houtven et al., 2011) related to the care of their patients, lack of Hedm

Europe the number of countries that have developQ g!t_h profﬁ_ssiona:js and Iackzggssocial SUPEOH' hln
national strategies for informal carers services ition, Elliott and Pezent (2008), argue that the

limited (Garcia-Calvente et al., 2007). ealth care ~sServices ,can help in adequately
addressing of caregivers’ needs, as these needs are

A selection of definitions of informal care from subject to change associated with physical,
the international literature psychological and social resources of caregiver.

Health provision varies around the world, eve

Informal care is defined by Masanet and La Pari@-hospital Informal Care in Greece

2011) as the provision of care to dependent perso
( ) P P p ﬁesearch on in-hospital informal care in Greek

ospitals started from the early ‘90s (Sapountzi,
él_[992) and it is supported that is highly correlated
with the nursing staff shortage and cultural
influences on health care provision patterns
apountzi-Krepia et al., 2006; Sapountzi — Krepia
t al., 2008b; Lavdaniti et al., 2011). It is also
pported that the reason for the long lasting
%E?dition of the in-hospital care is the reductioin

e

from family members, friends, neighbors, and fro
their close social environment, without an
compensation for the care provided. In an earli
definition informal care is described as a non-raairk
composite commodity consisting of heterogeneo
parts produced by one or more members of t
social environment (Van den Berg et al., 200559,
another definition describes informal care as
unpaid care provided by family members, friends
other persons to people who are unable to perfo

successfull the activites of dalil livin

" e Vit o g(Sapountzi-Krepia et al., 2006, 2008a). Another

(AloHaWC, 2004). ; , ,
_ factor that caregivers argue that influenced their

Informal caregiver burden decision to stay by the bedside of their patients i

Informal caregivers undergo a series of challeng¥éS the severity of patient condition; while itiso

and consequences regarding physical, emotionﬁprorted that the presence of a family member as

mental, social and financial well being (Dunn@" in-hospital caregiver is a course of psychokagic

2010). Recovering from a critical illness may last SUPPOIt for patients (Sapountzi- Krepia et al., 200

long time, increasing the risk of overburdening th@)- In Gréece, as in most countries, the vast figjor
caregiver (Choi et al., 2011). During the primar)‘/"f_ the informal caregivers are middle-aged women,

period caregivers report many changes in theisliveV'veS Or daughters of the patients (Sapountzi-
Caregivers have to adopt a new role with mari€Pia et al.,, 2006, 2008a, 2008b; Lavdaniti et al.

problems and difficult responsibilities and to?911)- The Greek studies published about the in-
experience new feelings that were unexpecté}PSp'tal mformal care h_ave been carried out in
(Alspach 2009: King et al., 2010b). In additionAthens which is the capital of the country and in

stress affects the caregivers’ behavior and theTpessaloniKi the second major city of Greece, were
perceived experience of the caring process (Douglg@nducted in surgical and pathological wards, in

spital costs of covering nursing activities with
wer nurses and even with less specialized nurses

& Daly 2003; McKee et al., 2011). onco_logy hospitals (Sapountzi 19_92; Sap_qun_tzi-
_ Krepia et al.,, 2008a, 2008b) and in rehabilitation
In-hospital Informal Care settings (Sapountzi-Krepia et al., 2006). So fanen

The majority of the literature on patients’ visitst Nave been conducted in a Greek Neurosurgical
and in-hospital informal care is focused mainly ofliNiC, thus it was interesting to explore this
intensive care units (Dietel et al., 1982; Rosalgt particular topic.

1997; Tanner 2005; Van Pelt et al., 2010). Howevegjm of the study

there is evidence in the literature thaimily

members stay at the bedside of their hospitalizdd'® &im of the present study were to assess the in-
relatives also, in other hospital wards for hospital informal caregivers opinions regarding: (a

considerable amount of time in order to take cdre ¢ reasons that prompted in-hospital informal
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caregivers to provide care to their hospitalizedccommodation and care and finally, two questions
relatives; (b) the kind of caregiving tasks that inof quantitative methodology, which depict the
hospital informal caregivers provided to hospitadiz uniqueness of the caregivers’ experience in looking
patients; and (c) satisfaction from the number dfter the patients. The second unit included 17
nurses that were working in the ward in which theiquestions on a first degree scale that were related
relative were hospitalized: (d) their health edicrat the services of care that caregivers offer to the
needs, informational needs and needs for support. patients and one question in which the caregivers
were asked to develop their opinion. The scoring on
the five-degree scale ranges from: 1=completely
Sample and procedure disagree to 5=completely agree. The third unit
8onsisted of 17 questions on the same five- degree
scale, multiple choice questions and open format
guestions of developing an opinion and investigatio

f caregivers’ need for health training. The fourth
nit investigated the need to gather information
rough 6 five-degree scale questions, 2 multiple
choice questions and one question where the
caregivers were asked to present their opiniothén

to speak and read Greek, (c) age 18 years or oléigh ,l[J.nitt tge 'czzregivlers’ er?otiongl nefdls'mvyere
(informal) and (d) in-hospital informal caregivers'nveS Igated, via = scale questions, s muiliplé@o

who cared for a hospitalized patient at least for 1questions and 2 questions in which the caregivers

days.All informal in-hospital caregivers in theVe'® asked to state their opinion.

neurosurgical clinic who were eligible to partidipa Statistical analysis
in this study (n = 47) were provided informatio . .
about the study, including issues of confiden'g'ralitnTSii sta’ilﬁgcals'z;}[flslgi/(s:; ofrrggzsrjrséjltssvg%s;;ﬂct
Three of the potential subjects were excluded fro@V rg hing else. the reliability of the scales was
the sample, because they were not capable to read ything ' y

and understand satisfactorily the Greek languade aﬁnalyzed by using Alpha-Cronbach factor. The

seven denied participation in the study for perkon rgssg;i ?/;Itgs gﬁtrzsetl(szig)lles\l/gi?r:ﬂrcsn;rglftfgrgir;f%ren
reasons.The remaining thirty- nine respondeng 9

agreed to participate in the study, signed an inéat vel factors, gender, age, educational level were

consent form and filled the questionnaire. Twingglfic:'tEgrf;[S?ttuzltji:)pnOZi’atlhsi:tstlsglr?glf;nc?mdos
guestionnaires that were incompletely filled wer y y

excluded from further analysis. The data wer\gfgmﬁ]r;%\/at%’eWer;eseﬁiid'or-rﬂgugp tg;e r(-erl:';[:tai?)tnsvxia
collected in 2012 within three months. P b

between the dependent variable and each scale. In

Ethical Issues the case when the supposition of the steady
ctuation was not satisfied, instead of the T-t@s
uctuation analysis by one factor, the Welch teas

ed which is checked by the Levene test. To
etermine statistically significant or no differesc
among categories when they were more than two,
the LSD multiple comparison method was used.

Methodology

The present study is a pilot descriptive studyt th
was conducted in a neurosurgical clinic of a hadpit
situated in a major city in Western Greece. Eligibl
for participation in the study were in-hospitalo
informal caregivers who cared for a hospitalize
patient in the neurosurgery clinic for at leastesev
days. Further inclusion criteria were the following
(a) willingness to participate in the study, (b)liab

Ethical approval of the study protocol were grante
by the Medical School of the University of Thessal
in Greece were also provided a permission for da
collection — after approval of the research proteco
by the scientific committee of the hospital in whic
the research were carried out.

Research instrument of data collection Results

A self-report, validated and used in prior Greeﬂ—he mean age of the sample was 48.76 + 12.58 years

studies questionnaire was used (Sapountzi-Kre iaaéld the majority c.)f them (n = 30, 82.1%) were
al 200&?, 2008a: Lavdaniti eg aFI) 2011). ?héemales and married (n = 31, 83.8%).The socio-

questionnaire consisted of 80 questions with fiydémographic  characteristics of the sample are
units. The first unit included patients’ andpresented in Table 1. Regarding the demographic

caregivers’ socio- demographic characteristics,als hf;ZCtgglsg:;S of the p?tler};[;, the majority ?5%10&
guestions that were related to hospital n=24, 64.9%) were male with a mean age of 50.08+

19.49 years. The mean duration of hospitalization
was 18.9 +4.7 days.
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Table 1: Social and demographic With regard to why the nursing staff/ doctors
characteristics of sample. recommend to the family to hire a privately paid
Sex N % patient's helper, the caregivers’ answers were the
= following: 1 strongly disagreed (2.7%), 10 disagree
Men 7 19 (27.0%) 10 answered neutral (27.0%) and 16 agreed
Woman 30 81 (43.2%).

Regarding the question, what you would like the

Marital status = . . .
ministry or the administration to change or do in

Single 3 8.1 order not to be obliged to be continually closé¢hi
Married 31 83.5 patient but visit him/her during visiting hours we
Widowed 1 27 received the following ansvyers: .
Divorced 1 57 to hav”e a nurse responsible for every room, like
_ abroad”,
Education “| prefer to be close to him/her, it is better this
llliterate 1 2.7 way”,
Primary 12 325 “for critical patients there should be no visiting
Secondary %level \ 8 21.5 hours'.
(3 years) Out of the total number of interviewees, 5.4% (n=2)
Secondary ? level 7 19 believe that the number of nursing staff is
(3 years) completely unsatisfactory, 27.0% (n=10) almost
Vocational Training 4 10.8 satisfactory, neutrally satisfactory 45.4% (n=17),
University/Polythechnic |5 135 very satisfactory18.9% (n=7) and 1 answered totally

satisfactory (2.7%).
In table 3 we can see the services that caregivers

Relation with the Patient

Wife/Husband 13 35.14 provide at the neurological clinic, the study sapl
Mother/Eather 11 29.73 and the frequency that offered.

: As we can see in Table 4, 28 escorts agreed (75.7%)
Sister/Brother 6 16.22 and 2 (5.4%) strongly agreed to be given
Daughter/Son 5 13.51 information about where the patient can go after
Daughter-in-law/Son-in- | 1 27 being discharged from hospital, where the choice of
law residence in their home is impossible. About the
Grandchild 1 57 above information they believe that it is the

hospital’s obligation to offer it. Of these, 89.2%
(n=33) agreed and 1 (2.7%) strongly agreed, while 3
(8.1%) gave a neutral answer.

The same number of interviewees agree on 3%
Caregivers usually stay by their patients’ bed$wle (n=36) and 1 (2.7%) strongly agrees that it is the
24 hours, if they were unable to stay another famihealth professionals’ obligation to offer such
member substitute them or they hire a privatelyl painformation. In the question “what other piece of
patient’s helper (n=29, 78.4%) . information do you consider useful to be given?”,
The sample were asked to provide the reasons thagy generally report funds, insurance companies,
prompted them to stay by their patients’ bedsid@nd employment.

their answers varied and most of them gave mowith regard to the question which health
than one reason. professional ought to provide information to the
Escorts’ opinions about why they believe that thpatients’ relative about the patient’s care, escort
nursing stafff doctors recommend to familyhaving the option to choose more than one answer)
members to stay close to the patient even aft@dicated: nurses (n=35, 94.6%), doctors (n=29,
visiting hours were the following: 78.4) psychologists (n=6, 16.2%), physiotherapists
disagree (n=2, 5.4%), neutral (n=7, 18.4%), agréB:4' 10.8%) and soci'al workers (n:_2, 5.4%). Until
(n=26, 70.3%) adding, not for all the cases, only f today they have received valuable information the
the critical patients strongly agree (n=2, 5.4%).  0/-6% (n=25) from doctors, the 83.8% (n=31) from
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nurses, 2.7% (n=1) from social workers, 1 (2.7%)hysiotherapists while the rest 4 answered from no
from psychologists and 1 (2.7%) fromone because they thought that it wasn’t necessary.

Table 2: Reasons of staying close to the patienttside visiting hours.

Which are the reasons that a family member stayed ih the patient|N %
outside visiting hours?

1. Because of the severity of the patient’s coaditi 22 59.5
2. To support psychologically the patient 34 91.9
3. Because of family tradition 4 10.8
4. Out of fear for the patient’s safety 15 40.5
5. Because of shortage in the nursing staff. 7 18.4
6. Because of unsatisfactory care (in quantitya qart of the nursing staff. |4 10.8
7. Because of unsatisfactory care (in quality) grad of the nursing staff. 1 2.7
8. Other 14 37.8

With reference to the additional emotional needsDiscussion

that they would like to be covered by the hospital|n the neurosurgical clinic, the majority of the
staff, .mos.t caregivers answered: “l can’t think of sample were women, primarily spouses or parents,
anything right now”, “I don’t know what else”, they gpviously due to the patients’ young age in these
should talk to him/her, I'm exhausted”, “I want t0 njts. The main reasons that caregivers stayee clos
hear all the time that he’s fine, that they arendoi tg the patient outside visiting hours were to suppo
their best”. 33 escorts (89.2%) agreed that in&s t psychologically the patient, the severity of the
health professional’s obligation to offer emotional cgndition and finally, due to the fear for the
support to the patients’ relatives, 3 (8.1%) ansder patient's safety. These findings correspond with
neutrally and 1 (2.7%) disagreed. Regarding thegarlier studies by Sapountzi- Krepia et al., 2006,

question which health professionals they aresamuntzi-Krepia et al., 2008 and Lavdaniti et al.,
expected to provide emotional support, caregivers)ps.

suggested nurses (n=30, 81.1%), doctors (n=30
0 i = 0, i
81.1%), psychologists (n=21, 56.8%) and SOCIaIdoctors or nursing staff recommendation that a

wgrkers (n=4, 10.8%). _ _ family member or a relative should stay close ® th
With regard to who provided them emotional patient, possibly because of the severity of the
support 5 (13.5%) answered doctors, 16 (43.2%)condition, 18.4% held a neutral opinion, possibly
nurses, 4 (10.8%) psychologists while the for reasons related to lack of family environment,
remaining 12 answered that they did not have theyhjle 5.4% disagreed probably because staying
chance of emotional support. The majority of the cjose to the patient requires professional saesfic
caregivers would feel more comfortable asking for 43 2o, agreed to hire a privately paid helper,
help from nurses the 97.3% (n=36) and from possibly because of the obvious overburdening of
doctors the 35.1% (n=13), while they did not selectthe relative, 27.0% disagreed, probably because of
any other health professional. financial problems and 27.0% answered neutrally,
In whole, caregivers do not hesitate to ask whatmainly because they believe it concerns only severe
they want, although they would prefer to be cases. Further research, regarding short term and
encouraged more, to listen to the escort mordong term consequences due to the professional
carefully and to have more time available for them. sacrifices arising from the need for care, would

Interviewees seem to agree to a great extent with
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Table 3: Frequency of care activities that performd by informal in-hospital caregivers per week.
Every day 5—-6times |3 -4 times 1-2times Never
no% per Week | Per Week Per Week no%
n % n % n %
Oral and facial care 35 94.6 - - - - 1 27 1 27
Help getting dressed 20 54.1 5 135 (8 216 4 10.8 - -
Making patients’ bed, exclusive |31 83.8 - - - - 2 54 4 10.8
changing sheets
Changing sheets 4 10.8 3 8.1 15 405 7 184 8 21.62
Help with feeding 29 78.4 - - - - 1 2.7 7 18.92
Help with taking oral medication |32 86.5 - - - - - - 5 135
Help with administering medicatior1 2.7 - - - - 3 81 33 89.2
Monitoring the flow of the LV. fluid |36 97.3 - - - - - - 1 27
Providing a bedpan 20 541 - - 2 56 8 216 7 18.92
Help with or hair washing in th- - - - 1 27 1 2.7 35 94.6
bathroom
Help with or hair washing in bed |- - - - 3 8.1 8 216 26 70.3
Help with or body washing in th- - - - 4 10.8 2 5.4 30 83,34
bathroom
Help with or body washing in bed |11  29.7 11 29.7 |6 16.2 2 5.4 7 18.92
Help with transfer activities (bed |- - - - 1 2.7 3 8.1 33 89.2
wheelchair and vice-versa)
Transfer of patient to hospit- - - - - - - - 37 100.0
departments (X-rays ect)
Help with physical therapy exercis(5  13.5 - - 2 5.4 2 54 28 75.7
Errands (post, bank, shopping etc. 1 2.7 1 27 7 189 24  64.9 4 10.8
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Table 4: Informational and Emotional needs of theatients’ caregivers

108

Informational needs Strongly agre€ Agree Neutral Disagree Strongly
disagree
N % N % N % N % N %

Do you consider it useful to be giv|11 29.7 26 70.3 - - - -
information on a regular basis ab
the course of rehabilitation of t
patients?(n=37)

Do you consider it useful to be givi5 13.5 22 595 7 18.9 - -
information about financial benef
offered by insurance companies

rehabilitation equipment? (n=37)

Do you consider it useful to be givi7 18.9 30 81.1 - - - -
information about financial benef
offered by insurance companies fo

privately paid helper? (n=37)

Emotional needs

To be able to discuss my concerns |7  18.9 27 73 2 54 1 27
fears concerning the patient’s heg
condition with health professiong
(n=37)

To be able to discuss my fears as9 24.3 24 64.9 3 81 1 27
whether | will be able to effective
face the patient’s needs for care {

may arise in the future (n=37)

To be given ample time to discy 15 405 8 216 14 37.8
even general issues with heg
professionals as a stress relief mea

(n=37)
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provide further knowledge about the emotionaConclusions

burden of the patients’ escorts. The findings of our study could guide nurses to
According to the study, in the neurosurgical clinicdesign appropriate supportive techniques for
men and women offer the same level of services taregivers through effective communication and
the patients (p=0, 322), mainly because the p&ientargeted interventions which would fulfill their
condition dictates what they offer, the number ofxpectations. The knowledge of the changes that
offered services by caregivers is not affectedneyrt taking place due to the sudden aspect of the diseas
educational level (p=0, 099) and that probablwill enable health professionals to adjust their
shows the perceptions about care. The resultseof thtervention and support towards caregivers in orde
study also showed that young people offer moe help them cope with the difficult tasks. The
services than older ones (p=0, 010) followed bgoncept of prediction and cognitive preparation for
middle aged people that offer as well more servicesm upcoming event, as well as the estimate of how
than older people (p=0, 032), which may be relatgueople handle a challenge are important aspects of
to the escorts’ physical condition or to the treatin intervention with the aim of delaying the appeaganc
of the disease, which is a challenge for youngef the effects of overburdening because of care
people, while, for the older ones, it may be a bard giving. The definition of the overburdening factors
in their already overburdened life. In additionjst will help in the appropriate interventions to
clear from the study that caregivers need to leaempower caregivers.
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