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Abstract

Background: Implantable cardioverter-defibrillators (ICD) are the most effective treatment in patients with the risk of sudden
cardiac death. ICD improves patients’ safety but is also the source of numerous inconveniences. Especially young people consider
such ICD-related inconveniences as most unwelcome.

Aim: To assess the quality of life and main psychological problems encountered in young adults with an ICD.

Methods: We studied 45 subjects aged 14-29 years (mean 21.2+4.3). ICDs were used in primary prevention in 22 patients, and
in secondary prevention in 23 patients. Time elapsed from implantation ranged from 5 months to 11 years (4.3+2.7 years). Since the
problems affecting this group were rather specific, the patients’ quality of life was assessed with a special questionnaire addressing
important issues and problems associated with living with an ICD.

Results: ICD discharges were observed in 67.4% of patients (primary prevention — 45.5%, secondary prevention — 82.6%), multiple
shocks in 47.2%, and phantom shocks in 21.4%. Anxiety associated with an ICD discharge was reported by 84.4% of patients. In order
to prevent ICD discharges, 53.3% of patients decreased their activity. Problems with memory were observed in 42.2% of patients,
with concentration in 47.6%, and with sleep in 42.2%. Almost half of those over 18 years of age were active drivers. None of the
subjects experienced an ICD discharge during sexual intercourse. None of the men reported any sexual problems, while seven (41.2%)
women did. Almost a quarter of the patients claimed to have had complications after the implantation. Young adult patients generally
were compliant to have their ICD checked and accepted their limitations and disease. Fewer people assessed their health status as
bad. Some patients in the group studied found it extremely difficult to accept their disease and/or ICD and to adapt to the situation.
As many as nine patients believed the ICD implantation had been unnecessary, seven did not accept the ICD, three patients thought
negatively of follow-up visits, three were not compliant, 13 did not accept the limitations, four refused to accept the fact that their
disease existed, and seven refused to do anything. At least four patients talked or thought about having the ICD removed.

Conclusions: Patients with ICD have problems in different spheres of their activity (physical, psychological, and social). Such
patients need to be informed appropriately about the ICD itself and its functioning. They should be granted psychological support
from health professionals who are familiar with the specific problems of ICD recipients.
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Introduction immense knowledge of the functioning of young people
with ICD. The presented report is the first one in Poland,
and also one of very few publications in world literature,
to cover many aspects of the quality of life of young adults

with ICD.

Implantable cardioverter-defibrillators (ICD) are
implanted in patients with the risk of sudden cardiac death
(SCD). The ICD increases the safety of the patient (by
limiting the risk of SCD) and reduces the possibility of

neurological complications due to SCD [1, 2]; however, it
causes numerous inconveniences and difficulties [3, 4].
The limitations that result from the heart disease together
with the difficulties connected with the ICD are especially
severe in young adults [5, 6]. The treatment of this group
of patients is connected with many difficulties and requires

Methods

Fifty five subjects who had an ICD implanted in our
department between the years 1995 and 2006 and who
were younger than 21 years at the time of the implantation
procedure (6-21 years, mean 16.7+3.5) were qualified for
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the study. The characteristics of the study group are
presented in Table |. The questionnaire was sent via regular
mail after an earlier phone call informing about the aim
of the study and the request to complete the forms. It was
not possible to establish the current addresses and
telephone numbers of 5 patients. One patient died. Two
female patients refused to participate in the study. Two
patients did not return the questionnaire.

Considering the specificity of the problems of examined
patients, in order to assess the quality of life, an individual
questionnaire concerning important issues and problems
of patients with ICDs was used. The first part of the
questionnaire covered issues connected directly with the
functioning of patients with ICDs: questions about ICD
shocks, if they occurred, the number of ICD shocks, whether
the patient suffered from a series of ICD shocks (>3 ICD
shocks per 24 hours), phantom ICD shocks (the condition
when the patient thought he had an ICD shock, but the
ICD control did not reveal it), and whether the patient is
afraid of the ICD shocks. The questions also referred to the
test ICD shock performed as a standard procedure a few
days after the implantation as well as the evaluation of the
implantation site. The second part consisted of questions
connected with various psychological problems: occurrence
of aggressive behaviour, problems with sleeping,
concentration, psychologist’s and psychiatrist’s care, and
intake of sedative drugs. The third part applied to everyday
activity of patients: education, work, driving and physical
activity. The fourth part included questions about the
advantages and disadvantages of life with an ICD and plans
for the future. Some of the questions were closed
questions, with suggested answers, i.e. yes or no, while
some of the questions were open. Additionally, patients
older than 18 years (n=35) received a separate anonymous
questionnaire concerning the possible influence of the ICD
on their sexual life.

Because not all responders answered all the questions,
the description of the results includes the number of
answers (n=x).

Results
ICD shocks

The characteristics of ICD shocks are presented in
Table Il The frequency of occurrence of the fear of ICD shock
and the intensity of the fear are displayed in Figure 1.

When describing the feelings accompanying ICD shocks
45.5% of subjects mentioned pain; 22.7% described it as
a beat; 9.1% felt bad. The patients also described their
feelings during ICD shocks as ‘intense, unpleasant’, ‘strong
shock’, and ‘decline of the visual field, loss of
consciousness, hitch’ (n=22).

In order to eliminate the number of ICD shocks 53.5%
of subjects limited their activity, 42.2% did not limit their
activity and 4.4% limited their activity at some times (n=45).
In order to prevent ICD shocks the patients avoided running

—58.3%, exertion — 45.8%, 4.8% — playing football, carrying
weights, fast walking, swimming, hard work, rapid and

intense movements, and 1 person avoided stress (n=24).

Table I. Characteristics of the study group

Number of subjects [n] 45
Age [years] 21.2+4.3 (14-29)
Female 20
Primary prevention 22
Secondary prevention 23

Time after ICD implantation [years]

4.3+2.7 (5 months — 11 years)

Aetiology:

hypertrophic cardiomyopathy 19

long QT syndrome

arrhythmogenic right ventricular dysplasia

6
idiopathic ventricular fibrillation 6
5
3

dilated cardiomyopathy

polymorphic catecholaminergic

ventricular tachycardia 3

others 3

Table Il. Characteristics of ICD shocks

Yes No

Shocks (n=43)
In] 29 14
[%] 67.4 32.6
Series of shocks (n=36)
[n] 17 19
[%] 47.2 52.8
Phantom ICD shocks (n=42)
[n] 9 33
[%] 214 78.6
Fear of ICD shocks (n=45)
[n] 38 7
(%] 84.4 15.6
Shocks after ICD primary secondary
implantation prevention prevention
[%] 45.5 82.6
Number of ICD shocks 1-30
per individual mean=7.1
(n=25)
ICD shocks appropriate inappropriate
(n=20) 14 subjects 10 subjects

(only inappropriate - 6,
appropriate and
inappropriate —4)

Number of series
of ICD shocks
(n=13)

10 subjects experienced 1 series
of ICD shocks, individuals experienced
2,3 and 10 series of ICD shocks

Number of ICD shocks
in one series

3-36
mean=8.6
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[%] Answers about advantages of life with an ICD included:
30 security — 66.7%, life protection — 13.3%, serenity — 10%,

27.30

27.30

points

n=44

Figure 1. Fear of ICD shock — patient self-
-assessment (in points from O to 5)

None of the examined subjects reported problems with
leaving home or staying home alone. Two subjects noted
that they had not had such problems for a few
months/years.

After ICD implantation (n=40) 6 subjects (15%) reported
improvement in the quality of life, 2 subjects (5%) reported
worsening, 3 patients reported anxiety as the major change,
2 patients reported stress, and 2 subjects reported decreased
intensity of physical activity; patients also pointed out the
necessity to follow doctor’s recommendations, problems in
interpersonal contacts, decreased self-esteem, changes in
their plans for the future (‘before implantation | was
a healthy man, now I have to live the life of an invalid’);
a lack of changes was reported by 9 patients (22.5%).

Answers to the question ‘What did/do you give up
doing because of the ICD implantation?’ (n=37) included:
physical exertion — 27%, sport — 27%, swimming — 8.1%,
activities that can lead to damage of the ICD device — 8.1%,
dancing — 5.4%, using the mobile phone in the right hand
— 5.4%, single answers — carrying heavy things, going to
the supermarket; 21.6% of the subjects did not give up
doing anything.

Table Ill. Evaluation of subjects’ health

Health

44 Good Average Bad
Prior to implantation

[n] 22 16 6
[%] 50 36.4 13.6
Currently

[n] 24 19 1
(%] 54.5 432 23

Kardiologia Polska 2008; 66: 10

increased activity — 6.7%, fewer hospitalisations — 6.7%,
normal life — 6.7%, single answers — more serious attitude
to life, breaking habits, positive life attitude, better quality
of sleep; 16.7% of the subjects did not notice any positive
aspects of life with an ICD (n=30).

The disadvantages of life with an ICD in patients’
opinion (n=31) included: ICD shocks (anxiety, unnecessary)
— 22.6% of subjects, 22.6% — the appearance of the
implantation area (scar — 4, convexity — 3), limitations (i.e.
when deciding on a profession, inability to carry heavy
things, do gymnastics, work out, dance, use some electrical
devices) — 16.1% of subjects, 9.7% — the extraneous body,
9.7% — pain in the ICD implantation area, 6.5% — taking
care of the ICD, 6.5% — exchanges of the device. 9.7% of
subjects reported no negative consequences.

As answers to the open question ‘After ICD
implantation | am afraid of...” 57.5% of the patients
indicated ICD shocks (inappropriate moment, the presence
of other people who are not aware of the ICD, in situations
when other people may get hurt, i.e. when driving a car;
inappropriate discharges), 7.5% of the patients indicated
the possibility of ICD damage (e.g. getting smashed), 5%
— effort, 5% — exchanges of the device, 5% — passing
through the gate in a supermarket, single answers — the
future, thunderstorms, swimming in a lake (n=40).

Seventy seven percent of the subjects believed that
the implantation was necessary; 23.1% reported otherwise
(n=39). The ICD was accepted by 82.9% of the patients,
and not accepted by 17.1%. At least 4 subjects (9%) of the
studied group spoke/thought of ICD removal.

The defibrillation test (DFT) following ICD
implantation

Twenty-four subjects (57.1%) were anaesthetised for
DFT; 18 (42.9%) were fully conscious (n=42). When asked
about the feelings accompanying DFT (n=16), out of 13
patients who were not anaesthetised, 7 had unpleasant
memories (‘one of the worst moments in my life’,
‘something awful’, ‘horrific’); those who were
anaesthetised (3 patients) did not remember DFT or
described it positively.

Nine patients (22%) reported post-DFT, whereas 32
(78%) did not (n=41).

Evaluation of the implantation site (scar)

The appearance of the implantation site was accepted
by 77.3% of the patients and was not accepted by 22.7%,
including 5 females and 5 males (n=44). Three patients
(6.7%) did not have any stipulations concerning the
implantation site, 25 (55.6%) described it as a scar, 17
(37.8%) as a keloid. Twenty patients (55.8%) admitted to
exposing the wound, 19 (44.2%) to covering it (n=43).
When asked about the look of the scar, 16 patients (48.5%)
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Table IV. Characteristics of physical activity (number of patients)
Walking Running Cycling Swimming Dancing Working out
Before the heart disease 25 25 30 23 16 19
Before the ICD implantation 33 18 29 23 22 12
Currently 38 5 28 17 16 2

had no stipulations, 15 patients (44.5%) had negative
opinions (n=33). At least one subject, who was ashamed
of the appearance of the implantation site, had problems
with intimate contacts; another patient reported that he
had stopped going to the swimming pool.

Consequences of the disease

Because of the disease patients had given up the
following: physical effort — 47.4% of subjects, sport
—34.2%, education — 7.9%, dancing — 7.9%, stress — 5.3%,
(n=38). The disease was accepted by 75% of patients,
15.9% of the subjects resisted it and 9.1% denied the
disease. The evaluation of the subjects’ health condition
is displayed in Table IIl.

Forty one (93.2%) patients followed doctor’s
recommendations, whereas 3 (6.8%) did not. 68.3% of the
patients accepted the limitations, 31.7% did not (n=41).

Table V. Psychological aspects of functioning with ICD

Yes No
Psychological care
n=45 6 39
[%] 13.3 86.7
Psychiatrist care
n=44 2 42
(%] 4.5 95.5
Sedative drugs
n=41 6 35
(%] 14.6 85.4
Memory problems
n=45 19 26
[%] 42.2 57.8
Concentration problems
n=42 20 22
(%] 47.6 524
Sleeping problems
n=45 19 26
(%] 42.2 57.8

Table VI. Characteristics of aggressive behaviour

Life activity

Decreased life activity was noted by 22 subjects (50%),
unchanged by 18 patients (40.9%), increased by 4 subjects
(9.1%) (n=44). The characteristics of the physical activity
are displayed in Table IV.

Forty and half percent of the patients lived their life
exactly as their peers, 30.1% lived a worse life, none of the
subjects functioned better, 28.1% lived differently (slower
— 4, more carefully — 5, 1 — ‘without sport or recreation,
avoiding meeting other people’, ‘feeling sorry when seeing
somebody running, dancing and | cannot because
fibrillation or ICD shock is possible — such simple life
situations’). The sum of the answers ‘worse’ or ‘differently’
was 25 (59.5%) (n=42).

Sixteen subjects drove a car (45.7% of people older
than 18 years), 23 did not (19 — 54.3% of people older than
18 years).

Psychological problems

The characteristics of some psychological aspects of
functioning of young adults with ICD are presented in
Table V. Some of the patients reported having sleep
problems after ICD implantation. Twelve subjects (26.7%)
had problems with both memory and concentration.
According to the patients, the problems with memory and
concentration occurred or increased after sudden cardiac
arrest, ICD implantation, or ICD testing, or resulted from
the intake of medications.

The characteristics of patients’ aggressive behaviour
are displayed in Table VI.

Sexual area

The questionnaire concerning sexual life was completed
by 28 out of 35 subjects older than 18 years, 11 males and
17 females. None of the studied subjects experienced ICD
shock during intercourse. None of the studied male subjects
encountered difficulties in the sexual area. Seven female
subjects (41.2%) had problems: 4 patients felt anxiety about
sexual contacts, 4 limited intimate contacts, 3 did not have

Occurrence of aggressive behaviour The frequency of aggressive behaviour Type of aggression
(h=45) before implantation (n=42) (h=44)
often sometimes  rarely never the same less more physical  verbal
[n] 3 15 20 7 25 15 2 11 33
[%] 6.7 333 44.4 15.6 59.5 35.7 4.8 25 75
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intercourse. Two female patients added their own
comment: one felt anxiety about sexual contacts shortly
after ICD implantation, but not at the moment; the other
explained that she felt ashamed of the scar.

Plans for the future

Most of the subjects mentioned work, family, ‘living
happily with the disease that they have and that they got
used to’, 3 patients do not have plans for the future (‘lack
of long-term plans because of the disease’, ‘I live for the
present day’), 1 - ‘it is difficult to change the plans you had
that are now unattainable’, ‘remove the ICD’ (n=34).

Discussion

In the years 1995-2006 in our department an ICD was
implanted in 598 patients; 10% of them were young adults
(<21 years of age) [7]. Long-term observation of such
a large group of patients results in vast experience,
especially in terms of the treatment of young adults with
ICDs in Poland [8].

During the observation period most of the subjects
experienced ICD shocks. Similar results are presented by
Sears et al. [9]. According to their study the percentage of
patients experiencing ICD shocks during the first two years
after the implantation varies between 50 and 70%. Maron
et al. observed appropriate ICD interventions in 20% of
subjects (in secondary prevention — 42%, in primary — 13%)
(mean 3.7+2.8 years) [10].

Another issue concerning that group of patients are
inappropriate ICD shocks. Lewandowski et al. observed 46
young adults (mean follow-up of 4.3 years). No significant
differences in the number of appropriate discharges were
noted between children and adults, but more inappropriate
discharges were observed in younger patients (30% single
or multiple unnecessary interventions) [8]. Credner et al.
observed a series of ICD shocks in fewer patients than in
the presented study (10-30%) [11]. ICD shock is a very
traumatic and painful experience; its consequences might
include serious psychological disorders such as post-
traumatic syndrome [4].

The feelings accompanying ICD shocks are very
unpleasant, which is one of the reasons for the fear of
their occurrence. Sears et al. reported a lower percentage
of patients presenting with a fear of ICD shocks compared
with our study (33-46%) [12]. ICD shock tends to be such
a strong experience that even an indifferent impulse (e.g.
slight physical effort) can result in anxiety or a panic
attack. The studies of Godemann et al. indicate that 19.4%
of subjects present with agoraphobia and/or panic attacks
[13]. It is especially difficult for patients to accept
inappropriate shocks (especially in the primary prevention,
and when there is a lack of appropriate shocks) and series
of ICD shocks.
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In extreme situations a patient limits his activity, not
only physical but also life activity, in a considerable and
unwarranted way [13]. Our observations suggest that the
problems in the studied group are even greater than the
questionnaire would suggest. It should be emphasised
that the ICD implantation procedure reduces patients’
physical activity more than the heart disease (Table IV).
The fear of ICD shocks seems to be more important for
patients than the threat connected with the disease. Sixty
percent of patients claim that they live worse or a different
life than their peers. Dyga et al. in a study of a group of
young patients with pecemakers found that the way of
life of one third of them differed significantly from the way
of life of their peers [6]. The most severe limitations
(reported most often) that result from the disease and the
presence of device are connected with physical activity.
Young subjects examined by Dyga et al., similarly to our
group of patients, complained of decreased physical
activity, limitations in working out, not attending
gymnastics at school, taking care not to damage the
device, stress, and ‘not being able to do things that others
do’. It is especially difficult for young patients since the
need for physical activity is strong during developmental
age [6]. Repeated ICD interventions most often result in
decreased physical activity. The study of Duru et al. [14]
confirms that patients with ICD shocks more often present
with restriction of their physical activity more greater fear.

The possibility of emotional disorders increases
proportionally to the number and frequency of ICD shocks
[15]. In the CIDS study the quality of life deteriorated in
those patients who had experienced five or more ICD
shocks during the last 12 months [4]. Contrary results were
obtained from the NSIRSO study, where no correlation was
found between the ICD shocks and the quality of life [16].

There are many possible complications of ICD
implantation [7, 8]. Lewandowski et al. indicate that
surgical complications in young patients occur often (12%),
whereas in adult patients only in 3% of cases [8]. Our
observations indicate that the complications affect more
subjects, not just those who mentioned it in the
questionnaire. Due to the complications one patient died.
The study of Gepner et al. confirms that surgical
complications in patients with ICD are frequent [7].

Another issue concerning the studied group is DFT. An
important question is whether the procedure should be
performed under general or local anaesthesia. It is thought
that when the patient experiences the ICD shock in controlled
conditions he gains knowledge of how to behave during the
ICD shock in everyday life; however, the patients’ reports do
not confirm that; the test ICD intervention and real ICD shocks
differ significantly and the test does not prepare the subject
for real shock. Attention should be paid to the very unpleasant
sensations and high levels of stress that accompany DFT
testing performed without general anaesthesia. From the
psychological point of view such experiences should be limited.
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Currently in our department DFT is performed during the
implantation procedure (in general anaesthesia); it is not
routinely performed after the procedure.

Patients with ICDs are at high risk of experiencing anxiety
disorders and depression. Sears et al. demonstrated that the
level of anxiety increases in 24-87% of patients after ICD
implantation, and 13-38% of subjects present with anxiety
disorders [12]. According to Eicken et al. almost 50% of young
patients suffer from depression and/or increased level of
anxiety [17]. Younger patients are more stressed and present
with worse quality of life [18].

Examined subjects experience many psychological
problems (Tables V, VI). According to Sears et al. memory
problems affect 64% of patients, sleeping disorders 56% of
ICD patients (this is compatible with the results of the present
study), and irritation level increases in 18% of subjects [13].

Another important problem in the studied group is the
appearance of the implantation site. In the majority of
young patients with an ICD the scar does not objectively
look good. The scar can be the cause of difficulties in self-
acceptance and numerous limitations. In Dyga et al.’s study
two patients presented with keloid, and 27% of patients
presented with scarring (9 girls and 7 boys) [6]. Specific
problems of this age — group connected with self-esteem,
problems with accepting one’s body, scars on the skin and
the importance of physical appearance are quite common.

Sears et al. demonstrated that 33% of patients
experienced problems in their sexual life [12]. Eicken et al.
reported that 43% of patients with ICDs reduced their
sexual activity after ICD implantation [17]. In our study 41%
of females had problems with their sex life.

In our study almost 50% of subjects continued driving
a car. Luderitz et al. reported that almost 1/3 of subjects
continued to drive a car. According to their study the risk
of a road accident due to arrhythmia or ICD shock is
relatively low [4]. Also the latest study of Epstein et al.
(2007) demonstrates that the risk of a car accident in
patients with ICDs, including numerous factors, is 3.4%,
which is lower than in the general population (7.1%) [19].
Moreover, driving a car can reduce stress and limitations
in everyday life. Llideritz et al. also point out the significant
negative correlation between quality of life and the
limitations in driving a car [4]. Some patients consider
a ban on driving a car as a major difficulty, huge infirmity
and stigmatisation (for some young adults it is almost
a tragedy).

Young adults usually regularly attend ICD controls, and
accept the limitations and the disease. They notice positive
aspects of life with an ICD; moreover, after implantation of
the ICD they reported an improvement in their health
(Table I11). In the NSIRSO study, 91% of patients with an ICD
described their quality of life as satisfactory, 45% of them
described it as better than prior to the ICD implantation
procedure, whereas 46% did not notice any change in the
quality of life [16]. Some patients do not accept the disease

or the limitations connected with it. Another thing that
makes life with an ICD hard to accept is ICD implantation as
primary prevention, which may result in the low motivation
for this type of treatment. Many patients wonder whether
the implantation procedure was necessary considering the
lack of appropriate, life-saving ICD shocks and the
complications that occur. Patients face various problems; it
depends on how important are physical activity, sport,
physical appearance, and future plans, including professional
plans, and to what extent the disease disturbs all these
things. If the disease impedes or prevents the realisation of
future plans, including simple activities (e.g. playing football,
running), the need to change plans for the future occurs.
What is crucial is the acceptance and awareness of the
disease, the threat that it carries, the will to live, self-
acceptance despite the infirmity, having important plans (e.g.
planning a family) and the ability to fulfil them, and family
support. Adaptation to the new situation results in fewer ICD
shocks and complications. The majority of patients with an
ICD, who experienced sudden cardiac arrest or symptomatic
ventricular fibrillation prior to the ICD implantation procedure,
consciously agree to the procedure, being aware of the high
risk of sudden cardiac death [4].

It seems that psychological factors play an important
role in adapting to life with the ICD, and significantly modify
the quality of life in the studied group. Some of the studied
subjects in our group experience significant difficulties in
accepting the disease and/or ICD as well as adapting to the
situation: 9 patients consider the ICD implantation as
unnecessary, 7 do not accept the ICD, 3 patients present
with a negative attitude towards routine check-ups,
3 patients do not follow medical recommendations, 13
patients do not accept limitations, 4 patients deny the
disease, 7 patients resist. At least 4 patients from the
studied group talk or think about removal of the ICD. This
problem is not assessed since for ethical reasons a question
concerning this issue was not included in the questionnaire.

Multiple British studies demonstrate that over 30% of
children under the age of 15 years with chronic disease
present with many adaptive problems (neurosis disorders,
impaired educational motivation, problematic social
behaviours) [20]. Adolescence is the least favourable age to
cope with the disease. It was found that time positively
influenced adaptation to life with an ICD [6]. The majority of
patients from the studied group do not use the psychologist’s
or psychiatrist’s care, or take sedative drugs (Table V). The
question still remains unanswered whether they cope with
the problem themselves or they are left alone with it. Some
of the patients do not use psychological therapy even though
it was suggested [8]. It should be remembered that access
to psychological therapy in Poland is limited, especially
considering psychologists who would be familiar with the
problems of this group of patients. However, for many of the
difficulties that the patients encounter, psychological help is
essential. The necessity of psychological help in young
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subjects was emphasised by Eicken et al. [17]. The problems
may also arise some time after ICD implantation, during the
exacerbation of the disease, during ICD shocks and other
complications. Psychological care is especially essential during
hospitalisation or when numerous complications occur. In
order to improve the quality of life of patients with an ICD
and to avoid numerous psychological problems the following
are necessary: forming an appropriate attitude towards ICD
shocks, explaining the mechanisms of its functioning,
answering patients’ questions and prevention of improper
behaviour. Support should also be given to members of the
families of patients with an ICD, in order not to share their
own fear with patients. The studies of Kohn et al. [21]
demonstrated that psychological support might result in
a reduction of anxiety and depression. Sears et al., however,
claim that the cardiologist might be able to provide sufficient
psychological help [9]. There are numerous arguments
supporting the idea of the psychologist being a member of
the team that takes part in the treatment of the patient.
Physicians usually do not have enough time and very often
lack the psychological skills. Sometimes the doctor wants to
hear that the patient feels fine. Sometimes there is a specific
bond between the patient and the doctor and the patient
does not want to worry the doctor who takes care of him.

Patients with ICDs have ambivalent feelings. The ICD
device is the source of the fear of ICD shocks and the
feeling of being dependent, but also the guarantee of
safety. Depending on which is stronger, the patients
returns to everyday activities, or, conversely, the ICD results
in anxiety disorders, post-traumatic syndrome, loss of the
will to live, and a sense of misery and helplessness [22].
The presented study confirms this thesis. It becomes
crucial whether the patients focuses on what they have
lost or on what they may gain despite the limitations they
encounter. As one of the female patients wrote in her
questionnaire, ‘you must appreciate what you have and
not look back on what you have lost’.

Study limitations

The study was limited by the fact that the questionnaires
were completed by the patients in different periods after
the implantation, which might have influenced the results.
However, the observations made demonstrate that the time
that has passed since the procedure is not crucial for the
patients’ opinion. The number of ICD shocks, complications,
the occurrence of inappropriate ICD shocks, series of ICD
shocks seemed to be more crucial. Another limitation of this
study was the fact that patients did not complete a similar
questionnaire before the ICD implantation. However, many
of the questions could only be answered after the
implantation, i.e. about the fear of ICD shocks or sex life.

Conclusions

1. Patients with an ICD experience numerous, various
difficulties in different areas of their life (physical,
psychological, social).
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2.1CD patients require support with information
(appropriate knowledge about the ICD and ways of
functioning with it) as well as psychological care of
specialists familiar with the specific problems of this
group of patients.
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Problemy kliniczne i psychologiczne mlodych os6b
z implantowanym kardiowerterem-defibrylatorem

Mariola Wéjcicka, Michat Lewandowski, Edyta Smolis-Bagk, Hanna Szwed

Instytut Kardiologii, Il Klinika Choroby Wienhcowej, Warszawa

Streszczenie

Wstep: Kardiowerter-defibrylator serca (ICD) implantuje sie chorym z ryzykiem nagtego zgonu sercowego. Urzadzenie to zwieksza
bezpieczefstwo, ale jest tez zrédtem niedogodnosci (wytadowania, wymiany urzadzenia, powiktania, koniecznosé regularnych kontroli
lekarskich, przestrzeganie zalecen lekarskich). Trudnosci zwigzane z funkcjonowaniem z ICD sg szczeg6lnie dotkliwe dla ludzi mtodych.

Cel: Ocena gtéwnych psychologicznych i klinicznych probleméw mtodych oséb z implantowanym ICD.

Metodyka: Zbadano 45 os6b w wieku 14-29 lat (21,2+4,3). W ramach profilaktyki pierwotnej ICD wszczepiono 22 chorym,
w ramach profilaktyki wtornej nagtego zatrzymania krazenia (NZK) — 23. Czas od wszczepienia (czas obserwacji) wynosit od 5 miesiecy
do 11 lat (4,3+2,7 roku). Ze wzgledu na specyfike probleméw tej grupy chorych, do badania jakosci zycia wykorzystano ankiete wtasna,
dotyczaca waznych zagadnien i probleméw zwigzanych z zyciem z ICD.

Wyniki: Wytadowania miato 67,4% chorych (w tym 45,5% chorych z ICD wszczepionym w ramach profilaktyki pierwotnej i 82,6%
z urzadzeniem wszczepionym w ramach profilaktyki wtérnej), serie wytadowan miato 47,2% oséb, wytadowania fantomowe — 21,4%.
Lek przed wytadowaniami odczuwato 84,4% badanych (skala 0-5, x=3,1%1,7). Aby unikna¢ wytadowan, 53,3% chorych ograniczato
aktywnos¢. Aktywnos¢ po wszczepieniu u 50% chorych byta mniejsza, u 40,9% taka sama, a u 9,1% chorych wieksza. Tak samo jak
réwiesnicy funkcjonowato 40,5% oséb, 30,1% — gorzej, 28,1% uwazato, ze funkcjonuje inaczej, nikt nie ocenit swojego funkcjonowania
jako lepszego niz réwiesnikéw. Problemy z pamiecig miato 42,2% chorych, problemy z koncentracja — 47,6%, problemy ze snem
- 42,2%. Samochéd prowadzito 45,7% 0séb powyzej 18. roku 2ycia. Zadna z badanych 0séb nie miata wytadowania w trakcie wspétzycia.
Trudnosci w sferze seksualnej nie zgtosit zaden z badanych mezczyzn, miato je 7 (41,2%) kobiet. Jako plusy zycia z ICD 66,7% 0sdb
wymienito bezpieczehstwo, 13,3% — ochrone zycia, 10% — spokdj, 16,7% uwazato, Ze nie ma pozytywnych nastepstw wszczepienia
ICD. W3rdéd minuséw zycia z ICD 22,6% chorych wymienito wytadowania (w tym lek z ich powodu i wytadowania niepotrzebne), taki
sam odsetek badanych wskazat na wyglad (blizna, wypuktosé), dla 16,1% byty to ograniczenia wynikajace z posiadania ICD: dla 9,7%
—obce ciato, dla 9,7% — b6l w okolicach ICD, dla 6,5% — uwazanie na ICD, 6,5% jako minus wymienito wymiane urzadzenia, 9,7% nie
widziato zadnych negatywnych nastepstw wszczepienia ICD. Powiktania po zabiegu miato 22% chorych. Mtodzi chorzy ogélnie chodzili
regularnie na kontrole ICD, akceptowali ograniczenia i chorobe. Po wszczepieniu odczuli poprawe swojego stanu zdrowia. Jednak
niektérzy chorzy z badanej grupy doswiadczali powaznych trudnosci w akceptacji choroby i/lub ICD i adaptacji do sytuacji — az
9 0s6b uwazato, ze wszczepienie nie byto niezbedne, 7 nie akceptowato ICD, 3 osoby miaty negatywny stosunek do kontroli lekarskich,
3 nie przestrzegaty zalecen, 13 nie akceptowato ograniczef, 4 osoby zaprzeczaty chorobie, a buntowato sie 7 chorych. Co najmniej
4 osoby z badanej grupy méwity lub myslaty o usunieciu ICD.

Whioski: Osoby z wszczepionym ICD doswiadczajg wielu réznorodnych trudnosci w réznych sferach swojego funkcjonowania
(fizycznej, psychologicznej, spotecznej). Chorzy ci wymagaja wsparcia informacyjnego (odpowiedniego przekazania wiedzy o ICD
i zasadach funkcjonowania z ICD), jak réwniez opieki psychologicznej 0sdb znajacych specyfike probleméw tej grupy chorych.

Stowa kluczowe: jakos¢ zycia, nagty zgon sercowy, kardiowerter-defibrylator, problemy psychologiczne
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