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Abstract

Introduction: In-hospital informal care is a common phenomeirGreece. Health education,
information and emotional support needs are imporelements for informal caregivers’ care.
Informal caregiver is defined as a spouse, aduld,cbther relative, partner or friend who is cldse
the patient and provides care or help within a wadeye of needs.

Aim : To conduct a comparative study on health educaitidormation and emotional support needs
between informal caregivers of hospitalized pasenttwo University Hospital Clinics.

Methodology: Seventy five informal caregivers of hospitalizedtigrats of the Department of
Physical Medicine and Rehabilitation and 37 infdrroaregivers of the Neurosurgery Division
participated in this study. The family care for pitslized patients questionnaire distributed to all
participants and data were collected and analyzedyuhe statistical software SPSS (Version 15.0).
Results The analysis showed that there is a higher neelidalth education (0.006) and information
(0,019) in the caregivers of the Department of Riaydedicine and Rehabilitation compared to their
counterparts of the Neurosurgery Department, whdedifferences were observed regarding the
needs for emotional support.

Conclusions During rehabilitation, hospitalized patients’ egivers should be well trained by nurses
on fulfilling patients’ needs, on detecting sigrigisease progression, on expected complicatiods an
they need also to be emotionally supported. Thed niee health education and provision of
information was more pronounced at the Rehabiitatilinic. Providing information and training on
nursing techniques to inpatients’ caregivers cakenthem more capable on fulfilling patient’s needs,
while the provision of emotional support may beddemal for minimizing their burden.
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Introduction Informal caregiving is a common phenomenon in
: : ospital wards in Greece, and has been
Care is a worldwide phenomenon and care % P . ! \ .
researched since the early 90’s (Sapountzi,

provided in all cultures Whil? in certain ones_ca}rg—\[ggz). The rise of in-hospital informal caregivers
is a moral duty for any family member who is in related to the understaffing, to severity of the

need. Colliere (1989), has identified that care 12 L
not a professional characteristic but it refers t isease, but also to the cross-cultural Cafeg""”?
support given by any person to another in ord andar?s_ (Szpou_ntmt _I K;%Fgg etS al, 2?96'
to continue living (Gonzaga & Arruda, 1998).Kapoun I — Rrepia et al., a, sapountzi —

The number of informal caregivers, mainy oR % Fou, LR TG B e tht
family member, is rising due to the higher life 9 P P

disabled and long-term ill patients. In addition 9 ’ 9P ' P 9

the provision of ambulatory care to those patien/C rg%\]fg]r% p;gf:;[s’ for?]}[/r'glmg mge%?fglonpagigt
contributes to the above (Braun et al., 2007). Ir ' y ’

hospital informal care is a common phenomenc.sl.;.‘,\ymptOm management (Sapountzi et al, 2006;

in Greece since the early 1980s due to tH ee et al, 2009). As it is stressed by Sapountzi-

nursing staf shortage, but mainly due 1o culturg 2 2 Py 80 8N S O
beliefs on family bonding. The cultural belief is » SUgg

that family has an obligation and responsibility t(gtay at the patientss bed-side even after visiting

provide care to its family members in iliness an ours.
disability (Sapountzi — Krepia et al., 2008aNursing staff shortage in the hospitals of the
Sapountzi — Krepia et al., 2008b). Greek National Health System is the main reason
for such a high patient/nurse ratio. Although
there have been periods, in Greece, when
economics were good, allowing a solution to the
problem of nursing shortage, nothing was done,
wide range of needs (Bevans & Sternberg, 201manifestin_g_that_it has b.e?” more of a politipal
Grand et al., 2013). and admlnlstratlve' decision tha'n a decision
related to economics (Sapountzi et al, 2006;
Informal in-hospital care Skroumpelos et al, 2012).

Within the context of the present study informa
caregiver is defined as a spouse, adult chil
other relative, partner or friend who is close ti
the patient and provides care or help within

In recent years a better understanding of familydealth Education needs, information and
role in periods of chronic iliness and disabilityemotional support of the caregivers.
started to develop in Greece helping experts

consider that diagnosis of chronic illness is }ﬂthOUQh caregivers are often characterized as

important period for health professional to stzf‘r[t]‘r"ter.]t patients be_cause Qf the organic,
motional, psychological, social and financial

developing a family-oriented approach of th urden they experience (Dunn, 2010), nurses

patients’ care. The term "family" is used in n}end to overlook their needs (Schubart et al,

broader concept including family members a : , .
whoever the patient himself feels as his family. t008)' The caregivers’ needs are related, mainly,

. . health education, information and emotional
can be a spouse, children, parents, relatives ar?d ’ ; -
friends from the social or professional field. A”support (Northouse et al, 2010; Parks & Noviell,

the above usually provide care to the patien%ooo: Choi et 6."' 2011). It is often reported that
nformal caregivers lack the necessary skills

share his concerns and problems associated wi - .
the disease(arkanias, 2010 related to caregiving (Sapountzi et al, 2006) and

they do not have any assistance from healthcare
Informal Caregiving exists in almost all culturegrofessionals or any kind of social support
and informal caregivers can be found in patient§Tamayo et al, 2010). It is also reported that
homes, in rehabilitation centers and in other longursing staff usually underestimates the need to
term care facilities where chronically ill andinform the patients’ relatives and their need to be
disabled patients are hospitalized after thedlose to their patient (Davidson, 2009). Earlier
discharge from hospitals (Davidson, 2009; Lee &tudies in Greek population argue that the
al, 2009; Van Pelt et al, 2010). informational and educational needs of informal
caregivers are focusing on patient’s conditions,
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treatment and dexterities of care (Kosco &nhabitants of western Greece. Eligible for
Warren, 2000). participation in the study were informal

. Lo aregivers who provided care for hospitalized
In order to support caregivers it is important tgatientsin the Neurosurgery and Rehabilitation

embrace their social and psychological nee(Painic for seven days at least. This limitation was

(Tamayo et al, 2010). Help provided by a ) . ;
supportive context can substantially decrease t St because the guestionnaire asked the $UbJeCtS
?Ff recall and report on the educational,

feelings of loneliness and helplessness. Providir ormational and emotional support needs that

g?f:j:gt]il\\//sr\fv aW'g} rzﬁﬂi;?ﬁna;ﬁ eégfcgr%aﬂﬁg e:fair?trﬁhey realized they had during the previous week.
y 9 ol eligible for participation in-hospital informal

The information needed concerns d'agnOS"c%%regivers were approached by a member of the

treatment and prognosis of the disease and it h :
to be adjusted to each health condition ant search team, they were |'m.‘ormed about t.he
suitable and comprehensible by the caregiver u()jy e;nd W?re asked tofpartlcrl]pate. Seventy f'\::e
. " £75) informal caregivers from the Department o

It can be properly understood (Papadatou hysical Medicine and Rehabilitation and 37

Anagnostopoulos, 1995; Griffin et al, 2009). A formal caregivers form the Neurosurgery clinic
thorough understanding of how people search 01 9 gery

information could be vital for healthcareagreed to participate in the study, they were

professionals in order to be more effective iﬁ)rowded with a copy of the questionnaire and

providing care (Papadatou & Anagnostopoulosgsﬁggti(;r? bggemsplete it and put it in special
1995; Schubart et al, 2009). One reason that mosQ[ '
of healthcare professionals have to focus on \ rocedure

maintaining the caregivers’ good health status, ilgermission for the study was granted by the

. . . . aH:ospitaI’s research committee and administration
f;IaIilgr?nghrinzoog?[ienlt)se’ﬁ)lgpiltnagllizz:}[ioLunbcetzltc\)/\?ea;%ermisgons were granted by the head of the
! gp P ’ epartment of Physical Medicine and

Rehabilitation units’ staff and caregivers iﬁq e
. ehabilitation and the Neurosurgery Department
strongly recommended (Elliott & Pezent, 2008). of a University Hospital of Weste?n é,reefe.

The aimof the present study was to compar :
outcomes related to health education needq—he purpose of the study was explained to the

. . . garegivers, who also signed a written consent
informational and emotional support need§

. . orm. The questionnaire was anonymous, it was
between the informal caregivers of the

Neurosurgery Department (acute rehabilitatio%dmlnl‘c’tered in the Greek language and the

; .. principles of the Declaration of Helsinki were
phase) and the Department of Physical Medici .
and Rehabilitation (sub-acute rehabilitation llowed in all the stages of the research.
phase). The instrument

A comparison of the two groups of patientsA specially designed, self-reported questionnaire,
caregivers -at acute rehabilitation phase and stthe In-Hospital Informal Care Questionnaire
acute rehabilitation phase was done in order (IHICQ) developed and validated by Sapountzi-
assess their needs on health education aKrepia et al (2006) and it was used as a research
support of patients, because it was hypothesiztool in previews studies (Sapountzi — Krepia et
that acute state of the disease and urgealt 2006; Sapountzi — Krepia et al., 2008a,
condition may trigger emotions and needs nd&apountzi — Krepia et al., 2008b; Lavdaniti et al,
possibly observed in rehabilitation phase, whei2011). The questionnaire included questions on
patient is more stable or improved or he/she hthe demographic and social characteristics, both
already accepted his permanent disability. for caregivers and patients, as well as
Methods inforr_nat'ion' about cause and dura"[ion 'of
hospitalization. Moreover, in the questionnaire
Setting and sample there were included three specific subscales: a)
health education needs, b)information needs
and c¢) needs for emotional support needs, with a

the Rehabilitation Clinic of a University hospitalS_ oint Likert tvoe format auestions (1 Stronal
of Western Greece. The wards included in th>" yp q ( gly
Disagree, 2 Disagree, 3 Neutral, 4 Agree, 5

study, accepted patients who were mainly

The study carried out in the Neurosurgery an
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Strongly Agree). The health education needsurses, 81.1% (n=30) the doctors, 56.8% the
subscale includes 13 questions, the informatigrsychologists (n=21) and 10.8% (n=4) the social
needs subscale has 6 questions and the emotionalkers.
support needs subscale includes 4 questions.

the present study the Cronbachis of the -Ilﬂe needs
subscales were 0.758, 0.741 and 0.7
respectively.

recorded on health education,
motional support and information by caregivers
both Departments are presented on Table 1.
More caregivers 89.2% (n=33) of the
Data analysis Neurosurgery Department needed to get

ducation related to the specific disease than

A comparison between the two groups OE? . s
: . . ose of the Department of Physical Medicine
caregivers was carried out using Independe d Rehabilitatiopn 20.7% (n:Sg) while those

samples t-test, after applying the Levene's te rom the specific department needed more

for the equality of variances. Significance wa nformation on social security benefits for the
set at 0.05. All analyses were conducted with tHe Y

use of SPSS (Version 15.0) necessary supporting medical equipment 98.7%
o (n=73) compared to caregivers of the
Results Neurosurgery Department 73% (n=23). Almost

ty five (75) inf I [ f patient . o
Seventy five (75) informal caregivers of patien epartment  of  Physical Medicine  and

hospitalized in the Department of Physic ehabilitation 46.8% (n=35) stated they need to

Medicine and Rehabilitation filled the . . .
questionnaire. The participants were 30-79 yeaP§ In contact with the health care professionals as
means of stress relief in comparison to 40.5%

old, mostly women 73.3% (n=55) and married " )
90.7% (n=68)A 64.0% (n=48) of the participants n=15) caregivers of the Neurosurgery
stayed by the bed of the patient for the whole d%epartment.

and night. The duration of the patient'sSThe analysis presented on Table 2, showed that
hospitalization was from 14 to 90 days. Thehere is a statistically significant higher need fo
participants expressed that they feel a need fhealth education (p=0.006) and information
support  84% (n=63) and that this support wg=0.019) in caregivers of the Department of
expected to be given mainly by the nursing stafhysical Medicine and Rehabilitation compared
94.7% (n=71). A multiple regression analysiso the caregivers of the Neurosurgery
revealed that when the caregivers were asked Department. The p-value for the comparison of
state the professional that is expected to delivemotional Support needs was 0.603 showing no
support to them, 69.3% (n=52) replied nurseslifferences between the two Departments. The
68% (n=51) expect support from doctors, 50.7%ignificance level was set at 0.05 for all
(n=38) from psychologists, while another 8%comparisons.

(n=6) stated from social workers and 4%
from physical therapists.

aéalf of the sample of caregivers of the

(=3iscussion
The Neurosurgery Department sample consist (ﬁle r_esmts of the st udy lead to the conclusion
of thirty seven (37) informal caregivers aged 2 at .mformal. caregvers of .ﬂ.]e .dePartmem of
70 mostly women 82.1% (n=30) and marrie hy51c.al Medlcme and Rehabllhitatlon need health
83.8% (n=31), spouses 35.1% (n=13) but als@?u.catlon more mtepsely. T.hlS is probably.due to
parents 29.7% (n=11) who stayed by the bed el frequent ar.ld intense m.VOlvemem .Wlt.h the
their hospitalized relative assisting with caree ThPatents, Somethlr}g.that requires of acquisition of
range of patients’ hospitalization was 13-38 days. proved caregiving eChr.HqueS'. Imp roving
Their answers showed that health ca ealth .educano.n n COH.JUHCHOH with P F.OVldmg
professionals should be providing support t etter information can !MProve Caregiving and
caregivers 86.5% (n=32) and that this suppo ?a_d to l?etter recovery while creating feelings of
should be given mainly by the nursing staffatisfactionand reward.

94.6% (n=35). Thirty three of the participantsThere is also greater need for information about
(89.2%) agreed that it is within the health carward (local) resources, manifested by their wish
professionals’ duties to provide emotionato be able to rely more on themselves in
support to caregivers. When asked on the persprovision of care. Our findings are in accordance
providing support 81.1% (n=30) stated thavith these of theEurofamcare study (2006),
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where great lack of information was observed cinformal caregivers will encourage them to

existing services and their availability, as wedl aexpress feelings of abandonment, isolation from
for the criteria to access them. (Triantafillou &external support systems, loss of confidence or
Mestheneos, 2006). the burden of care. The need for support of
caregivers provide an integrated approach to care
environment where nurses can recognize
informal caregivers’ degree of adaptability in the

acute phase and promote their adaptability, by

feelings such ~as - sadness, anger Abridging the gap between theory and clinical
disappointment caused by acute cases or Chro‘pragicg 9ap y

diseases. Creating a supporting environment f&

The need for emotional support is common in th
caregivers of the two departments. But peop
cannot always manage by themselves, negati

Table 1: Frequencies and percentages of positive smers recorded by caregivers on
needs relating to Health education, Emotional suppband Information.

Caregivers of patients Caregivers of patients
of the Department of | of the Neurosurgery
Physical Medicine and Department
Rehabilitation
Health Education Needs
on treating the patient after bein§5s 73.3% 30 81.1%
discharged from the hospital
on the patient's need for emotiondd4 72.0% 28 75.7%
support
related to each specific disease 53 70.7% 33 89.2%
Information Needs
on the patient’s recovery path 74 98.7% 37 100%
on social security benefits for th&4 98.7% 27 73%
necessary supporting medical
equipment
on social security benefits covering thé8 90.7% 37 100%
occupation of an exclusive nurse
on treatment options for the dischargeg 82.7% 30 81.1%
patients besides home treatment
Emotional Support
related to the caregiver’'s need to tak 82.7% 34 91.9%
about their fears and the patient’s status
related to their need to know whethe8 90.7% 33 89.2%
they will manage to efficiently support
the patient in the future
related to their need to be in conta8b 46.8% 15 40.5%
with the health care professionals as a
means of stress relief

www.internationaljournalofcaringsciences.o
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Table 2: Comparisons of the Need for Health Education, for Information and Emotional
Support in the caregivers of the two Departments.

Health Education Needs by Department

Department n Mean Standard Levene’s test | p-value of the
Deviation for equality of | T- test
variances
Physical Medicine | 75 3.72 0.380 p=0.291 p=0.006
and Rehabilitation
Neurosurgery 37 3.52 0.309
Total 112 3.66 0.369

Information Needs by Department

Physical Medicine | 75 4.18 0.373 p=0.089 p=0.019
and Rehabilitation

Neurosurgery 37 4.01 0.301

Total 112 4.13 0.358

Emotional Support Needs by Department

Physical Medicine | 75 3.82 0.555 p=0.728 p=0.603
and Rehabilitation

Neurosurgery 37 3.77 0.497

Total 112 3.80 0.535

Informal caregivers’ relatives and friends'Worldwide families’ are expected to provide care
contribution can be of great importance irfor their chronically ill or disabled members.
reducing feelings of loneliness andMore specifically in Greece, where there are not
disappointment in caregivers. Our study alsenough rehabilitation centers or services of
emphasizes on specific emotional needs aiassistance in patient caring, family is burdened
informational needs of caregivers recorded bwith this duty regardless of its’ ability to proed
both departments. These concern their need the required support and little attention has been
feel the closeness and availability of the nursinpaid on caregivers’ needs. It is often not an
staff and to be encouraged by them, discussimgtion to not undertake the patient’s care because
the current and future needs of their patierdf the conditions in the shade of the prevailing
relative. Much evidence by other researchetselief, that care is an inherent feature of the
report also informal caregivers’ high levels ofamily and an obligation (Triantafillou &
stress, anxiety and depression, general heaMtestheneos, 2006). After the start of the
problems, loneliness and social isolation (Parkeeconomic crisis in Greece a major change was
1993; Twigg & Atkin, 1994; Warner, 1995; also applied in hiring staff policy, where the rule
Henwood, 1998; Keeley, & Clarke, 2002). A‘One new employee for every ten departures” in
well-structured and organized context providinconjunction with the retirement of thousands of
information and support to the caregivers is veremployees led the National Health System to
likely to lighten the burden for them but also foisignificant understaffing. In order to prevent o
the nursing staff. to relief caregiver's burdening complex
interventions are needed. Such interventions will
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empower, strengthen and will make him/hemostly at the acute period of the disease, will
more effective. Some of them might bemotivate the caregivers to participate
maintaining a relation based on mutual respesubstantially. The responsibility to develop
between informal caregiver and patienteffective communication with the caregivers and
maintaining a dynamic interpersonal relationshigtherefore make them capable to face their worries
devoting time for themselves, reducing stress, gand anxiety lies with the nursing staff. And
adequate sleep, having social support as well effective communication is actually about
emotional professional empowering about thsupportive care. The nursing staff will be aided
significance of what they offer. Preservincto carry their working burden, through the
emotional health of the caregiver provides an allthorough understanding of the caregivers' needs,
to the patient fight against disease or disabilitas they alter in the disease course, and through
but an ally to professional work of care. the right interpretation of attitudes that emerge a
the impact of the need to constantly adopt to new
situations and as the impact of the overall crisis
Caregivers, according to our study, are ndntroduced by the presence of a disease.

passively present. They are close to the hospital’s . : , : .
personnel trying to gain knowledge to enhancDurlng the disease’s acute period, and the period

the patients’ recovery, but also for their personaneXt to that, protecting the sentimental reactions

need. Adjustment for the caregivers’ needs is aOf informal dcar[eglve][s ?nd FIrIaCIr(;g thef['r: major
integrated part of successful caregiving as thegﬁ?gsrr]naﬁg thz Ejr?jeico?]rnvl\jlrsése uce their own
will have to support the patient after hospita '
discharge and many times for the rest of the&cknowledgements
lives. This kind of care requires a certain way o
communication and information provision, an
the way to define health education needs must
adequate and considerate of the needs RBeferences

educatj(_)n,_ informgtion and emotiqnal Supporee P, Barnes P, Luker K. (2009). A systematicewvi
Rehabilitation continues for a long time after the ot informal caregivers’ needs in providing home-
patient's hospital discharge. Relatives are invited pased end-of-life care to people with cancer.
to gradually replace services, to fulfill basic and Journal of clinical nursing. 18:1379-1393
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to do so they should receive proper guidance and Burden stress and Health Effects among Family
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trained and well-informed in order to become experienceAm J Crit Care. 20, 12-22.
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express themselves and share their feelings. 162-172. _ _
Davidson JE. (2009). Family- Centered Care: Meeting
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positive collaborative environment so caregiver@unn J. (2010). Impact of mobility impairment oreth
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this way, caregiver will endure this commitment ~SClerosis. Expert Rev Pharmacoecon Outcome.

- . : Res10, 433-440.
| ’
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caring team.
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The quality of communication that develops Rehabilitation. 23,439-46.
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