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Abstract

Background. There has been an increase in the number of patdth implantable cardioverter defibrillator (ICD is
important to understand ICD patients’ experienceh i

Aim. The aim of this study was to describe experienégatients with implantable cardioverter defibrida (ICD).
Methodology. A qualitative approach was used. Focus grougnitews were used to obtain data from 19 patierite w
were implanted cardioverter defibrillator at twantars in Izmir, Turkey. The patients were assigiméd four groups. The
data was analyzed using qualitative content arslysi

Results. The analysis revealed six main themes: act&vité daily living, social life, familial relationgbs, emotional
changes, implantable cardioverter defibrillator dtsoand experiences with receiving information @oedinselling from
health care providers.

Conclusions.It can be concluded that patients with ICD expemepioysical and psychological problems and are fieteul
the education they need. To reduce the fears op#tients and their families and to prepare thempfissible life style
changes, comprehensive training programs that istdtte pre-implantation period and continue irtie post-implantation
period should be organized.

Keywords: nursing; qualitative research; implantable carditaredefibrillator

Introduction (Swygman & Wang 2002). Therefore, problems
associated with ICD treatment are of particular
Sudden cardiac death (SCD) is an importamterest to health professionals. Although this
health problem in Western countries, includingiew technology has been effective clinically,
Turkey. It has been reported that high mortalitpgome patients and their relatives have
in patients with SCD is due to a delay in cardiocexperienced psychosocial and physical problems
pulmonary resuscitation (CPR) and defibrillatiorfollowing implantation (Dunbar et al., 1993;
(Gollob & Seger, 2001; White, 2000). Advance®ougherty,1995; Burke, 1996; Craney et al.,
in diagnostic and treatment alternatives1997; Schuster et al., 1998). The difference
especially implantable cardioverter defibrillatordetween ICDs and other implants, such as
(ICDs), have increased the survival of patientgacemakers, is that the patients with an ICD
with ventricular arrhythmia and SCD (Doughertyexperience unexpected sudden shocks released
et al., 2000; Gemici et al., 2000; Dougherty et alby the equipment. These shocks can lead to fear
2001; Kupersmith2002). and anxiety in patients due to their unpredictable
In view of these technological developmentsjature (Dunbar et al.1993; Molchany &
clinical studies have estimated that there will bBeterson 1994).
an increase in the number of patients with an ICD
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Although patients with an ICD experience & previous sudden cardiac arrest. Left ventricular
shock immediately after implantation which isejection fraction ranged from 20% to 79%
administered to check the instrument in thémean=37.5%, SD=10.8%). The majority of
catheter laboratory, this experience is insuffitierpatients (84.2%) had not comorbidities.

to prepare patients for what they will experience ,

outside hospital (Dougherty et al., 2000Data collection , _
Dougherty et al., 2001). To ensure effectivd "€ approval was obtained from the ethics
nursing care, possible physical and psychosocig@mmittee of the Ege University School of
post-implantation problems in ICD patients neeflursing and the two hospitals. In addition, the
to be well understood. There have been marmprpose o_f the study was explalnt_'—.\d to the patients
studies on this topic. However, the findings oficluded in the study and their consent was
these studies are not reflective of the situation sought for recording interviews. Focus-group
Turkey. There has been little research on ICHterviews were used to investigate the
patients in Turkey and those studies that ha®periences of patients with an ICD. The
been reported are not qualitative. Therefore, thefi€ctive of the focus group interviews was to
is a need for qualitative studies to identify angnderstand the attitudes, feelings, beliefs,
understand the lived experiences of patients wifxPeriences and reactions of individuals. These
an ICD in Turkey. The findings of such studiedyres _of investigations are especially useful for
can provide the basis to design out interventiofg§vealing different views (Holloway & Wheeler
to assist patients and their families makd996; Morse & Field 1996).

appropriate  physiological and psychosociaTO _|dent|fy volunteers for the f0(_:us groups, ICD
adjustment to ensure better quality of life. Th@atients who attended outpatient clinic were
purpose of this study was to, investigate theontacted and was explained the objective of the

experiences of patients with an ICD. study. The phone numbers of ICD patients were
obtained and patients who voluntered to be
Methodology included were asked to specify a date for the

A gqualitative descriptive approach was chosen asterview. The interview date was decided at the
most appropriate for the determination of aend of the phone calls. Four groups were formed
individual's feelings, interactions, perceptiongach consisting of 4-5 individuals, an appropriate
and behaviours (Speziale & Carpenter 2007). Asze for a focus group (Kitzinger 1995). In the
this study was designed to seek understandingioferviews, semi-structured interview forms were
the experiences of patients with an ICD, ased that involved open-ended questions for the
qualitative design and data collection througketermination of patient's experiences. The
interviews was selected to allow participants toterviews began with the broad question: What
freely express their thoughts and feelings it like to live an ICD?. Other questions

(Speziale & Carpenter 2007). included: How has it had an impact on your life?
Tell me about your experience of receiving
Sample defibrillatory shocks? Have you needed to look

Purposeful sampling technique was useqgr more information about ICD?
Inclusion criteria were as follows: (a) older tharrhe interviews were conducted in the meeting

18 years, (b) able to speak Turkish, and (¢homs of the two university hospitals and lasted
agreeing to participate in the study and to havg, 50—90 minutes.

his or her conversation audiotaped during the
interview. Those who had severe psychiatric Qhata analysis

cognitive problems were excluded. The studyt the end of the interviews, the records were
included 19 volunteering patients who Werganscriped verbatim and an analysis was
implanted cardioverter defibrillator at WOimmediately carried out. The data was analyzed
uniyersity hospitals, in 1zmir, Turkey. Out of 19using qualitative content analysis. Two
patients, four were females and 15 were malggsearchers conducted the content analysis
with @ mean age of 53.57£13.44 years. Th@dependently. The data was first separately
majority (84.2%) were married, 63.1% wer&qded by both researchers and then compared.
primary school graduates. The mean number §he researchers continued discussing each case
months since ICD implantation was 15.47+9.82 il they reached a consensus (Morse & Field

months. Most of the patients (68.4%) had 1-39gg: Emir@lu 2002; Yildinm &Simsek 2006).
discharges. Ten patients (52.6%) had experienced
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Following the coding stage, the data was thethe social activities that they had participated in
classified according to the themes. Later, all thgreviously. One of the patients noted that he was
information was interpreted in a report. unable to leave the home due to the fear of
During the planning for the research, six maidamage to the ICD from cellular phones and that
themes had been established from the literatulnés social relationships had therefore diminished.
and according to the perception of th&he patients who had driven before treatment
researchers: Regular activities of daily life, sbci with the ICD stated that they continued to drive

life, familial relationships, emotional changesafter the implantation. Only one patient reported
ICD shocks and experiences related to receivirtbat he could not drive in case he became excited.
counseling and information from health caréour patients reported that they did not work due
providers. It was seen that the raw data wase their illness and one patient noted that he
compatible with the previously determinedchanged his job because of his illness. The
themes. following comments exemplify the patients’

experiences regarding their social life:
Results

Six main themes were determined: reguldiCD restricted me like... | ...used to do sports
activities of daily life, social life, familial until my illness appeared; | had to stop doing
relationships, emotional changes, ICD shocksports. | mean, | can't do things which require
and experiences related to receiving counselimguch effort. My social life was restricted”

and information from health care providers. ] ) )
“I can never go outside, everybody is using

Experiences in the regular activities of daily life cellular phones. | don’t know how much distance
Regular activities of daily life were considered td am to keep with cellular phones, he walks on
include physical activities, shopping, householthe other side of the road with a cellular phone
chores and self-care. The patients noted that thagd | immediately change my route. | can't go
restricted their daily activities and receivedut in public, | don’'t work, | stay at home, and
support from their family members during thes¢here is no one else to talk except my spouse. |
daily activities as they feared that shocks magm afraid that the instrument gives shocks while |
occur and that the ICD may dislocate. One of them sitting next to someone in a public transport
patients noted that he refrained from quarrels amgthicle, that's why we can’'t go out to anywhere.
remained unresponsive for fear that physicAle have been psychologically exhausted.”
contact might damage the ICD. Patients also

reported that the fear of a shock stopped theRamilial relationships

from showering by themselves in case theln the interviews, three patients reported a
experienced problems during the shower. Patierdecrease in sexual activities. The patients noted
who did not experience shocks or whdhat their spouses were also uncomfortable. The
experienced less shocks reported that their dapatients also noted that their relatives looked out
activities had not changed. Some patients stateat them more, worried about them and in some
that they were reluctant to go outside alone asises prevented them from doing certain
there were worried about unforeseen evenggtivities. Overprotection was particularly noted
occuring. The following statements exemplify thdoy patients who had SCD.

patients’ experiences while carrying out regular )
activities during daily life: “All my children call me on the phone every day

and ask me how | feel, whether | need anything
“l always feel that | carry a battery on me, | feeland advises me not to do anythifdy husband
its weight and | limit myself” works 15 days at night shift and 15 days at day

_ shift. He demanded to work at day shift in order
‘I cannot take a shower alone. | think that theg stay home at night. He is afraid.”

ICD will give a shock, when | get under the
shower it feels like | am drowning. My mothegmational changes

stayed in the bathroom while | was having gear, nervousness, anxiety, anger and changes in

shower in the bathroom” body image due to the ICD generator were the
_ o most frequently reported emotional changes. The
Experiences related to social life patients reported the fear of receiving a shock,

The patients noted that the ICD affected thepjeath, cellular phones and using electrical
social life and that they were unable to Cont'nuéquipment. They also feared that the instrument
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would fail or that its battery would become “When it strikes my eyes radiate flames, my
depleted. The patients who received shocks webeain jumps in my skull. It strikes with such
found to be more anxious than those who did ndnhtensity that it tears me apart.”

The patients expressed their fear of thPatients stated that they felt anxiety, fear othlea
instrument in different ways: and helplessness during the shocks. Patients who

“I was very impressed by the battery when it wagXperienced successive shocks experienced more

implanted; | thought | would live with a batteryS€Vere pan.

forever, with a continual fear. | don’t know if $hi “I have already been tense because of my high
device works when my heart stops. Then, | dieart rate and then | begin to fear that | will die

outside or everywhere. I'm 52 and I'm afraid thagll of a sudden, of course | began to pray.

I will die suddenly” Especially during the third instance | began to

Despite their fear of death, the patients were supEdy and took my wife’s blessing, she was

that the device would work in the case of a lifduttering around.me and | thought that there was
threatening arrhythmia and that in thes@0 escape that time but you can not be sure, too.

circumstances they would have a chance 4t that moment you cannot realize it will work

survival. They noted that the device was 892In"

guarantee for their lives, that they feel safef th@he patients revealed that they sat or lay down
the chance of survival would have decreasatlring shocks. One patient said that he coughed
without the device and that they were grateful tduring a shock and stopped the shock by
the device. The following statements exemplifgoughing. The patients often expressed their faith
their positive feelings about ICD: in God while they were talking about their
experiences with ICD. Some patients noted that

“The best thing in living with this battery is thit
g g Y they accepted their fate.

know that it will save my life and it will start to

work when my heart stops beating and and it . , _ : o
keeps me alive” Patients’ experiences relating to receiving

information/counseling from health care

“l thank God, | would be dead now, but now 'providers

am surviving. My heart stopped. Now my life ipatients emphasized that they had not received
longer. I'm grateful, too, because | died and theRgequate information from health care personnel
| returned to life. This is a kind of gift” about the function of the defibrillator, how it
However, the patients also stated that they feiould affect their lives and what to do during a
anxious because the timing of shocks was nehock. However, they noted that they were given
predetermined. The following statemenboth verbal and written information about the
illustrates their feelings of uncertainty about theonditions likely to affect defibrillator function
timing of shocks: and advice about driving. They added that they
emselves asked the doctors or the
anufacturers to provide this information. Some
patients reported that they did not have the
opportunity to ask the health care providers
Experiences related to ICD shocks questions and that they had received
The patients’ experiences relating to ICD shocksontradictory information.

Wr?(;gr t(r)]r?e vyrc;]r:t r?étetgihadtlmfglru;satgr?gckh;d “This is crucial, if they had informed us before
by gone. y pri aving been discharged from the hospital we

felt faint, hot and nauseous, and that their cardi -
' i ould be psychologically more relaxed. The
rhythm changed and f[hey did not hear the IC%Id me thztythey g3vereygoing to implant thg
signal. Most .Of the patlents reportgd that they'd|§ fibrillator. That's it. They never explained why
not feel the impending shock. Patients descrlb(? ey would do it and what | was diagnosed with.

a shock "k‘? an explosion, Ilgh'tnlng, reCeVING {yjithout any explanations, the defibrillator was
blow on their chest or an electric shock. Only onﬁ;nplalnted | should have been offered

Sﬁ'ﬁli?]gttr\:\éazhgecri(orted to have lost consmousneﬁ,ﬁormaﬁon about the issue.”

“l felt as if | received a blow on my Chest’ af" didn't know what benefits the device would

feeling of a very severe blow and | see streaks Bfing. Actually, I did not ask about the benefits o
lightning on my eyes.” the device. | learned them as | lived with it.”

“It always keeps my mind busy. | am always alelq'|
and feel uneasy because | wonder whether
occurs if I do this or that.”
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The patients were asked about the occasions imfiormation provided was misinterpreted. In
which they had needed the help of health caealdition, patients who drove before implantation
providers after discharge. of the device continued driving although they
They were also asked about the subject mattesgre not recommended to do so. It may be that
for which they had needed more information. Ththe patients did not fully understand the
most frequently asked questions by the patienisplications of their disease and that there are no
were about the life-span of the battery, usingfficial regulations regarding driving for ICD
electrical devices and cellular phones, and abopétients in Turkey.
swimming. Three patients reported a reduction in sexual
Moreover, patients reported that they had haaktivity, which is consistent with the literature
questions about the possible changes in théBchuster et al., 1998; Heller et al., 1998; Tagney
lives, medicines and how they should exerciset al., 2003; Steinke 2003). Changes in sexual
One patient noted that they needed educati@aativity occur as a result of fear of harming their
about first aid. partner and provoking a discharge during sexual
, , , activity (Zayac & Finch 2009). As sexual activity
“It is relaxing to listen to the doctors and thejs 5 ‘sensitive subject for many people, the
nurses, even if they utter only a few words. Th@mper of patients who mentioned their worries
advantages of device should be explained to Ugyout their sexual life was low. Therefore,
Besides, first aid training should be given, firshroplems related to sexual activity may be easier
aid saves lifes.” to discuss in one-on-one interviews.
The patients emphasized that they received
insufficient information regarding how the device
erated and how it would affect their life. This
in regular daily activities, the inability to Study indicates that thg phySin”" and .psychosqcial
continue certain hobbies, possible overprotectio‘?{eparaﬂon of the patients prior to |m_plantat|(_)n
by relatives, changes in sexual activity an("i‘.nOI dlscharge were inadequate. The information
yen to patients related to technical aspects of

decreased time spent outside. Patients and th Iie aopliance and this did not prepare the patients
relatives exert considerable effort adjusting t ppliar IS di - Prep - pall
or life with an ICD and issues relating to

such changes in daily life (Dougherty 2001). Bsychosocial preparation were not duly

The results of this study are similar to thos mohasized. It also appears that nurses did not
previously reported in the literature. As reporte& P " Ppea
lay a role in the education and follow-up of

in previous studies, we identified uncertainty i ese patients
patients about the timing of shocks and thi Pe o : .
e timing of the information and the manner in

anxiety caused changes in behavior (Dunbar et~ ™. "~ ~ . :
al., 1993; Dougherty 1995; Heller et al., 1998W ich it is given is extremely important for these

Dickerson et al. 2000 Eckert & Jones 2002batients. Many patients experience neurological
Tagney et al., 2(')’03)_ In'the hope that the numbgpanges leading to cognitive disorders following

of shocks will decrease, patients often decreaggiii?n C(;aggézc bde?i:‘g.-thlr::;[gnirfongjrﬂ\m':hn?igd
their activities while trying to overcome their y y 9 y

feelings of helplessness. Receiving shocks caudtdy prevent the' patients frqm Iearnlng. _and
r?membermg the information given. In addition,

ambivalent feelings. Patients are worried abo ; . - .
g %e patients and their families may not predict

Discussion
After implantation of a cardioverter defibrillator,
life style changes include: the need for assistan

ICD shocks, but at the same time they want . ) .
avoid the risk of sudden death. Many studies eir long-term needs before discharge and it may
' erefore not be appropriate to provide the

this topic have revealed that the device is welf- tient d their  famil ith
tolerated and that patients believe that the ICD patents - an er famiies wi excess
necessary although they are afraid of receivi jgformation in the early stages (Dougherty et al.,
shocks (Dunbar et al1993; Dougherty 1995; 00; Tagney et al., 2003).
Thomas et al., 2001). .

Conclusion

This study is the first to reveal “cellular phon . .
phobia” among patients with an ICD. Cellula %)f;:r?ent::i gﬁ;scilgglegn(;hs;ygr?gﬁ)gﬁialwgrhobllgras
phone related fears may be explained by the fa nd are not offered the education they need. To

that cellular phones are widely used in Turke;f’i . : .
that the patients were not given adequaf)gduce the fears of the patients and their families

information on this subject matter or that thé’lnd to prepare the”.‘ for pQSS|bIe life style
changes, comprehensive training programs that
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start in the pre-implantation period and continue Hensirelikte Argtirma: ilke, Sire¢ ve Yontemleri

; i ; ; (Research in Nursing: Principles, Process and Msfhod
into the post-implantation period should be Odal Ofsetistanbul, Turkey, 103.112.

organized. These training progra}ms could inclu emici K., Aydinlar A. & Cordan J. (2000). Primamad
the use of videos, written material and role playSsecondary treatment of sudden cardiac death. Vurki

to convey the messages effectively. A Klinikleri Journal of Cardiologyl13: 322-326.
multidisciplinary team approach is important fotGollob M.H. & Seger J.J. (2001). Current status fo$ t

enhancing the quality of life of patients with an implantable cardioverter-defibrillator. Chest, 11210-
1221.

ICD, allowing for the physiological and yejier s.s., Ormont M.A., Goster L.L., Sciacca RR. &
psychosocial adaptations required by the patientsteinberg J.S. (1998). Psychosocial —outcome #&Br

Support groups allow patients with an ICD to implantation: A current perspective. Pacing and iCh

discuss their experiences, fears and expectatiop&/ectrophysiology21: 1207-1215.
. P : P ﬂolloway I. & Wheeler S. (1996). Qualitative Resdmnfor
It is recommended that support groups ar€y sesoxford: Blackwell Science.

formed and that the patients and their relativegtzinger J. (1995). Introducing focus groups. Biti
are encouraged to join these groups, where theWedical Journal311: 299-302.
may learn effective coping strategies for |CDKupersmith J. (2002). The past, present, and fubirthe
related problems mplantgble cardioverter defibrillator. Americanudnal

) of Medicine 113: 82-84.
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