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Catheter meaning for the adolescents in dialysis

LiLIANA CRISTINA MORALES, MG1, EDELMIRA CAsTILLO, PHD?

SUMMARY

Goal: Terminal renal failure affects all the person’s life dimensions. The impact of this illness during adolescence is
quite dramatic because the adolescent must live with the iliness demands and the demands from this crucial developmental
stage. Knowledge regarding the impact of the dialysis catheter on the adolescent’s life is spare.

Methodology: A phenomenological study was carried out with 8 female and male adolescents that were in dialysis.

Findings: The adolescents had to learn to live with the dialysis catheter in their body. The catheter became an obstacle
to achieve their identity and deteriorated their physical appearance and peer relationships.

Keywords: Adolescents; Dialysis catheter; Chronic illness.

Significado del catéter para los(as) adolescentes en dialisis

RESUMEN

Objetivo: La insuficiencia renal terminal afecta todas las dimensiones de la vida de las personas. El impacto de esta
enfermedad durante la adolescencia es mas dramatico debido a que el(a) adolescente debe ademas de superar las demandas
de esta etapa de la vida, vivir segln las demandas de la enfermedad. EI conocimiento sobre el impacto del catéter para la

didlisis en la vida de los (as) adolescente es escaso.

Metodologia: Se realiz6 un estudio fenomenologico con 8 jovenes de ambos sexos que estaban en dialisis.
Resultados: Los(as) jovenes tuvieron que aprender a vivir con el catéter en su cuerpo. El catéter les genero deterioro
de la apariencia fisica y de las relaciones con los pares, ademas se constituyd en un obstaculo para lograr la identidad.

Palabras clave: Adolescentes; Catéter de dialisis; Enfermedad crénica.

Theadolescenceisthe stage of the vital cycle with the
lowest morbidity and mortality®. However, inthe last 10
years, there has been an increase of chronic diseases in
adolescents from 5% to 31%?2 chronic renal failure
(CRF) is one of these diseases. CRF is a worldwide
public health problem with increasing incidence and
prevalence, poor prognosis and a high cost®. In United
States, the incidence for children (0-19 years) is 11/
million/persons/year®. In Colombia, the average incidence
is 3-6 million/persons/year*. In Caliand Valle del Cauca,
there is about 1,000 persons in dialysis therapy that
represent 15% of the Colombian patients; 250 of these
are children®.

CRF has a great impact on the adolescents’ life. The
adolescents must cope simultaneously with the challenges
from adolescence and the illness. On one hand, they are

living in a permanent stage of ambivalence, contra-
dictions, and search; they are concerned by and frequently
unhappy with their physical appearance due to the
physiologic and morphologic changes they are going
thru; they struggle for their independence and
continuously seek for identity. On the other hand, they
face a chronic illness that has additional challenges and
great stress.

The adolescents with CRF have problems related to
body image and isolation that affect their development
and their opportunities to achieve goals, independence,
and meaningful interpersonal relationships®. The lived
experiences of adolescentswith CRF indialysis have not
been studied as such; most of the studies of adolescents
with chronic illness have been done with adolescents
suffering from other diseases such as diabetes, AIDS,
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cancer, cystic fibrosis and using methodologies that do
not allow the description of the adolescent’s everyday
concerns, care practices, habits and difficulties from
their own perspective.

The published studiesregarding the dialysis catheter
are quantitative and focus on clinical issues such as:
infectionincidence”®and dialysis effectivenessaccording
to the catheter diameter and insertion technique®!4.
There is scarcity of studies regarding the psychological
impact of the dialysis catheter on the adolescent suffering
CRF.

This study was done to describe the adolescent’s
lived experiences with the illness and the treatment, as a
contribution to the scientific knowledge about the life of
the adolescent with CRF. The knowledge derived from
this study should help nurses and other health
professionals in providing care that is based on the
adolescent’s lived world, which could help the teenagers
in adapting to the illness situation with the less possible
suffering for them and their families. This paper only
describes the findings regarding the meaning of the
dialysis catheter for the adolescents in their everyday
life.

METHODOLOGY

Design. The methodological strategy used to carry
outthe study was the interpretive phenomenology based
on Heidegger ontological philosophy. The goal of this
phenomenology isto understand the everyday experiences
andtoarticulate similaritiesand differences in meanings,
concerns, practices, skills, and experiences of human
beings!>. Therefore, itisamethodology appropriate to
study the lived experiences of the adolescent suffering
from CRF and having dialysis.

Sample. The study participants met the following
criteria: 10-18 years of age, being active in peritoneal
dialysis or hemodialysis. To be active in peritoneal
dialysis, the adolescent should have the daily dialysis
according to the Renal Unit Protocols; to be active in
hemodialysis, the adolescent should come to the Renal
Unit four times a week for dialysis. The sample was
comprised by eight participants: four women and four
men; women age was 13-16 years and men age 14-17
years; six participants were in high school and two had
finished high school; during the study, two participants
abandoned their school.
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Data collection and analysis. Before collecting data,
one of the researchers contacted the adolescents and
their parents during two months. During this time, the
adolescents who metthe inclusion criteriawere selected:;
the adolescentsand their parents gave the writteninformed
consent to participate in the study.

Datawere collected through two in-depth interviews
to each participant. The first interview was conducted
after the dialysis with the hemodialysis adolescents and
after the physician visit with the peritoneal dialysis
adolescents. The second interview took place at the
adolescents” home. Guidelines previously developed by
the researchers were used for the interviews; however,
the researcher always allowed the adolescents to freely
expresstheirthoughts and feelings. The interviews were
done and transcribed by one of the researchers.

The datawere initially analyzed during its collection
to identify those issues the researchers felt needing
clarification or more data. After collecting all data, an
in-depthanalysiswas done of the interview transcriptions.
In doing this, each adolescent’s story was written and
each interview transcription was read and interpreted in
different moments. This analysis and interpretation
allowed the identification of similarities and differences
inthe participants’ stories, which let to the identification
of the themes that comprise the meaning of the dialysis
catheter for the adolescents.

Ethics. The study was approved by the Human
Ethics Committee of the Health Faculty of Universidad
del Valle. Both parents and the adolescent gave the
written informed consent to participate in the study.

FINDINGS

The teenagers had to learn to live with the conse-
guences of having the catheter in their body. The catheter
damaged the adolescents’ physical appearance and peers
relationships; it also was an obstacle to attain their
identity. The following are the themes that comprise the
catheter meaning for the adolescents; the adolescents’
names used in describing the results are fictitious.

The catheter: something awful but necessary. The
catheter size had the greatest impact on the adolescents.
Theadolescentsdid nothave any ideaabout the catheter
dimensions; they thought the dialysis catheter was like
the peripheral IV catheters they were familiar with. Due
to the lack of information about the catheter size, the
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adolescents had a picture of the catheter very different
from the real one.

When they were going to putitonme ... they told me
«we’re going to put on a catheter» and then | said
«0O.K» because | thought itwas atiny thing like the ones
they put on the vein when one is the hospital. So when
they already put it on me and | woke up from the
anesthesia then I quickly touched it to know how it was,
and | touched my self and felt those long hoses, then |
thought that wasn’t the catheter and | asked my mom
who was there with me and she said it was the catheter.
So I feltavery strange thing and I told her «and with this
I had to go home with?»

After the catheter was inserted in the adolescent’s
body, the adolescents explore it carefully to learn about
the shape, the size and the place where itwas laying. The
adolescents felt the catheter was something grotesque in
their body, especially those who got the hemodialysis
catheter. This catheter is setin the right jugular vein and
because of this it is more visible than the peritoneal
dialysis catheter, which is set in the abdomen left flank.
The adolescents having hemodialysis spent lots of time
in front of the mirror looking at the catheter; by doing
that, they realized the dressing and the tape holding and
protecting the catheter magnified its size and presence
for them and for everybody else.

Atthe beginning of the process to accept the catheter
presence in their body, the adolescents felt great shame
and sadness due to the fact they had to face the difficult
task of adapting to the catheter as an element not
belonging to their body but essential for the illness
treatment, in other words they must learn to accept it as
a part of their body.

I was very depressed when they put on me that
catheter, the first I did... 1 didn’t go out, | stayed in my
room crying, | didn’t want to leave my room, | cried,
cried all the time. And my mom got desperate, my dad,
my sisterstold me «let’s go out for amoment» and I said
no, no; leave me alone here inmy room, | feltvery sad...
and | was ashamed of that catheter.

After inspecting and acknowledging the catheter as
something they should live with, the youngstersrealized
they had to go out to deal with the peers’ reactions to the
awful but indispensable catheter they had in their body.
They created different ways to explain their peers why
they had the catheter. Some felt this was a very hard
situation and they considered they did not have to give
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any justification about the catheter; therefore they
concealed the catheter under their clothes.

As soon as the adolescents got in contact with peers
and other people, they had to deal with the questioning
about the catheter: what was it? Why they had it? For
how long would they have it? Besides the questioning,
the adolescents had to handle their peers’ continuous
jokes. Even though, they had prepared themselves for
this, they could not avoid feeling sad and anger. The
questioning and jokes about the catheter did not decrease
as time went by.

Theadolescents’ responsesto others’ reactionstothe
catheter were diverse; as a whole, they gave different
explanations about the need for the catheter and avoid
contact with peers and others whenever they could.
Some such as Claudia only said she had it because of a
health condition. Natalia gave lots of reasons but she
was emphatic that was a transitory situation. Fernando
felt the relationships with his peers from school
deteriorated to the point he could not stand anymore life
at school. He was quite unhappy at the beginning but
soon the unhappiness became rage followed by being
rude and physically aggressive with his peers.

The catheter as an obstacle for relating to peers. It
is important to understand that for amusement the
adolescents requires being with peers. So to lose the
possibility of having fun as they were used to before the
illness was one of the most difficult aspects they had to
cope with; this was a significant loss for them. Losing
this possibility was due basically to the restrictions
imposed by the catheter. They must protect the catheter
from getting wet, so they could not go swimming in
rivers or swimming pools. They could not practice any
exercises, play active games or dance because they must
avoid excessive sweating since this damage the catheter
dressing. Besides, they could not make any abrupt body
movements to prevent displacement of the catheter by
breaking the sutures holding the catheter. This situation
generated feelings of nullity, sadness and anguish in the
male adolescents.

The dialysis type did not make a difference in
amusement restrictions for the youngsters. Atfirst, they
did notthink of these restrictions as a loss; they even felt
happy because they did not have to go to the physical
exercises classes; while their classmates were in the
exercisesclass, they could do othersactivitiesaccording
to their preferences such as going to the cafeteria, the
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library, and the computer room. As time went by, this
situation which seemed an advantage for the youngsters
became a condition that made them feel sad, different,
handicapped and pointed out by their peers. Peers
completely excluded them from all the amusement
projects.

The amusement situation outside of school was
worse because their neighborhood friends and relatives
also precluded them from their recreational activities as
soon as they learned their health condition and the
restrictionsthey had due to the catheter. Being excluded
from the peer groups was something overwhelming for
the teenagers; they felt they had a double loss: their
friendsand the opportunity to enjoy life. Because of this,
feelings of frustration, sadness and nullity became
stronger. They felt trapped in the vicious circle of «you
can’t, you can’t, and you can». The adolescents having
peritoneal dialysis could not go outat night so they could
not be part of the peer meetings in the neighborhood in
the evenings as it happens with David, Fernando and
Esteban, who could not go to their friends’ parties they
were used to. Gathering at night with their peers from the
vicinity wasasignificantactivity for the adolescents, so
they felt they were loosing their identity because they
could not participate in these meetings.

The youngsters reacted in different ways to the loss
of the entertainment with peers. Patricia learned to
endure her friendsand classmates’ rejectionand mocking;
regardless Patricia’s insistence, her peers and friends
didnotallow hertoshare their leisure time and activities.
Asaway to overcome this, Patricia asked for help to the
adults around her. At school, she talked with the princi-
pal andteachers, who explained to Patricia’s classmates
her health condition and its consequences in Patricia’s
physical appearance. After these explanations, Patricia’s
classmates showed some compassion for her, some of
them welcomed her in their group and allowed her to
participate in the activities she was able to do but only
for a short period. Outside of school, with her mother’s
help she was able to get her friends” acceptance. David
looked for his family protection as a way to defend
himself from his peer’s rejection and the loss of
amusement with them. This situation was identified by
the health team in charged of his care as something
morbid, so David and his mother were sent to
psychotherapy. Being with the family was a source of
tranquility and a means to relieve the sorrow David felt
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for not having contact and entertainment with his peers.
David’s family recreational activities were too boring
for him; he was aware of his family’s efforts to please his
recreation needs butthis did not preclude him for feeling
sad, different, and alone; he yearned for having fun with
his peers. Esteban reacted with behaviors that could be
considered as self-destructive; he continued with all the
recreational activities he was used to before the illness
such as swimming in rivers and pools, playing hard
games with his peers from school and neighborhood; he
did not comply with the recommendations fromthe renal
unit staff, he took good care letting his friends and peers
know about his no compliance with the treatment. He did
things that affect the placement and integrity of the
catheter and his life such as injecting alcohol thru the
catheter. As a result of these behaviors, Esteban had
many fall backs and hospitalizations. Esteban was very
disturbed by his friends’ pity; anytime they showed some
concernfor hishealth; he became verbally and physically
aggressive with them.

Fernando’s choice was to abandon the school while
he had the catheter. He was very careful in following the
staff’s instructions, especially those about the catheter.
He almost completely discarded all of the recreational
activities, even playing soccer which was his favorite
sport. Fernando was very conscious he could not play
soccer for a long time or maybe for ever. Regardless of
hiscommitmentto comply with the treatment, Fernando
was hurt by the social isolation from his neighborhood
friends; he did not understand why not playing soccer
wasanimpediment for hisfriends to talk and spend some
time with him; he felt sad because of that but he hoped
the situation would change after he had the kidney
transplant.

To cope with the loss of everyday recreation they
were used to, the other adolescents from the study reduce
the dialysis time, missed some of the visits to the clinic,
and ate some «forbidden» foods in order to keep their
previousstatus within their peersand be able to participate
inthe recreational activities. However, they were careful,
never forgot their limitations but always felt different
and handicapped.

Overall, all teenagers perceived the catheter as
bothersome, asa hindrance, as something very awful, in
other words as the main obstacle to do all the recreational
activities they were used to before the illness. They
understood the catheter was the main reason for having
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all the restrictions they had to live everyday, not the
illness as such.

The catheter as an obstacle to be as somebody else.
Clothing is important for all human beings but it is
crucial for teenagers. The adolescents spend great part
oftheireveryday life intrying todressas other adolescents
and show great concern for their outfits'’. Clothing is a
source of identity for the adolescents and allows them to
show important aspects of their personality. Therefore,
being fashion is quite important and becomes a
requirement for them.

Forthe teenagers in dialysis, the dress was a cause of
great stress because they had to adapt their clothes to
having the catheter and the changes in body weight they
were going thru. Girls did not wear the pants with low
waist and the short tighten blouses that were in fashion.
Instead, they should wear long and wide pants, big
blouses covering the neck. For the boys, dressing was
not as hard as for the girls since they could wear sport
clothing, shirts and T-shirts covering their neck.

Teenagers felt the changes in the way they dressed
were another important loss that cause them sadness,
rage, frustration and mostly embarrassment. To be out
of fashion or not dressing according to their preferences
stripped of, in some way, their identity as adolescents.

Oh!!T' Noo, Oh!!!' Noo, this stresses me so much, yes
because Oh!!! Noo, because when one sees the other
girlsinthe neighborhood or in school wearing all those
clothes one can’tthatis awful, one gets bored seeing the
girls, the girls so pretty and one so ugly, and that should
wear nothing, so I feel bad, | get furious, sometimes |
feel like doing many things, it’s that one looks like an
old person.

There were differences in the way teenagers react to
the loss of dressing like others, especially among the
girls. Patricia could not wear the clothes she considered
appropriated for her because the fluctuations in body
weight, the multiple scars in her body, and the catheter.
She felt rage and jealousy for not being able to look like
her two older sisters, her classmates, and other women
friends. Natalia, who most of the time was in peritoneal
dialysisand with severe ascitis, was forced to wear very
loose clothes. She was very ashamed, sad, anxious and
felt quite different. It is important to mention Patricia
and Natalia lived in a city with high temperatures most
of the year where women dress clothes that expose their
bodies.
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Being unable of dressing the fashion clothing was
alsoaloss for Claudia. However, it was notasignificant
loss for her because she adapted her clothing to the
dialysis type and weight changes. Luisa did not feel
bothered by the clothes she should wear. She had a
congenital kidney disease with deformity of the legs and
difficulties in walking so Luisa found the clothing she
should wear more comfortable for her that the clothing
she wore before the catheter.

For the boys, dressing was not a main concern,
however they felt sad, embarrassed whenever they were
aroundthe girls, unselfconfident, differentand sometimes
point out by others; every so often peers made fun of
them. The boys in peritoneal dialysis found the new way
of dressing concealed better the increase in body weight.
The boysavoided being with peers and used the dialysis
procedure in the evenings as a plausible excuse for not
going out with peers and friends.

Theteenager boysinhemodialysisalso had to change
their way of dressing to sport clothes and loose T-shirt.
During the first days of hemodialysis they followed the
staff recommendation about wearing high neck T-shirts
because they realized it was an excellent way to hide the
catheter. After being in dialysis about six months, the
boys did not continue wearing those T-shirt because of
the heat and the sweat which bother them and might
damagethe catheter. Boyswere consciousthe questioning
aboutthe catheter would increase with the visible catheter.

Regardless it was easier for boys to mingle and go
unnoticed by others, they perceived their outfits move
them away from being a normal teenager so they felt
rage, frustration, and shame.

All study participants, after one year of dialysis,
began changing their dressing in order to look more like
other adolescents.

DISCUSSION, CONCLUSIONS, AND
RECOMMENDATIONS

The study findings show that for the adolescents,
being indialysisforakidney chronicillness entails many
effortsin learningto live withall changesand losses due
tothe dialysis catheter. This hard work and daily struggles
of the adolescents are unknown for nurses and other
health professionals, who because of this lack of
knowledge might be too faraway from providing care
based on the adolescent’s needs. Consequently, the
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study results have implications for the care, specially
nursing care, of the teenagers in dialysis.

The dialysis catheter was perceived by the study
teenagers as something repulsive to see and touch but
necessary to live until they had the kidney transplant.
This finding suggests physicians and nurses caring for
theadolescentsindialysisshould regard as very important
the placement, fixing and covering of the catheter,
specially the hemodialysis catheter. Voluminous
dressings and excessive taping that make the catheter
more noticeable should be avoided to help teenagers to
adapt or tolerate better the catheter. Due to the need of
being especial and unique, adolescents are egocentric;
this makes them to think whatever exists and concerns
them, also exists and concerns everybody else. As a
result of this egocentrism, adolescents feel others pay
muchattentiontotheir physical appearance and behavior.

Teenagers also perceived the catheter as an obstacle
forbeing like their peersand interacting with them. This
means the catheter is lived as a barrier to achieve one of
the adolescence most important developmental tasks:
the development of a self- differentiated identity.

Nurses and psychologists play an important role in
helping the adolescent to live with the dialysis catheter.
Listening and providing information to the adolescents
are means of helping them to live everyday with the
catheter. Information should not be the traditional one
but focused ontheir fears, concerns, doubts and regarding
helpful coping strategies. The adolescents should be
allowed to express what they are going thru in everyday
life, how was his life before the illnessand how itis with
the illness. For the adolescents could be worthwhile to
feel the health professionals in charge of their care
attempt to understand the catheter impact on their lives,
this could help them since they do not feel alone in their
coping with the illness situation.

Health professionals also could help the adolescents
thru facilitating meetings with other adolescents living
similar health conditions who are coping successfully
with the catheter and the illness. Interacting with peers
insimilar circumstances mightstrengthen theadolescent’s
identity and coping. Support groups also give the
adolescents the opportunity to share with peers fears and
effective coping strategies.

It is important health professionals stimulate
adolescents to find amusement activities with peers
going to the support group meetings. By doing this, the
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friendshipties, identity, and self-esteem are strengthened.
Health professionals should make efforts to ensure
lasting of the support groups such as finding a special
meeting place, scheduling the meetings, and solving any
meeting difficulties that could happen.
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