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Theme: Evidence-based practice.

Contribution to the discipline: Post ICU syndrome is character-
ized by physical, cognitive, and emotional problems in the medi-
um and long term after discharge. Considering the prevalence of
these alterations, and their impact on people and even their fami-
lies, understanding the experience of critical illness survivors after
ICU discharge will make it possible to propose interventions that
mitigate these symptoms, include this phenomenon in the training
of personnel working in these units, and provide research tools to
justify early symptom detection, mitigation, and rehabilitation pro-
grams that allow the patient to recover altered functions or mini-
mize their impact.



Abstract

Introduction: Surviving Intensive Care Unit (ICU) brings positive and
negative feelings, depending on each person’s experience. Likewise,
some patients may present with negative mental and physical conse-
quences after discharge, causing a very complex stay at home. Aim:
To understand the experience of critical illness survivors after three
months of ICU discharge. Methods: Hermeneutical phenomenological
study using in-depth interviews with 15 adult participants after three
months of ICU discharge. Data analysis was made considering Cohen,
Kahn, and Steeves’ procedures. Results: Phenomenological analy-
sis revealed three existential themes: Changes in memory and mood,
Changes in day-to-day life, and My body after ICU. Conclusion: Surviv-
ing ICU brings with it positive aspects such as winning a battle against
death. However, psychological, emotional, and physical consequences
after discharge turn it into an exhausting experience.

Keywords (Source DeCS)
Critical illness; critical care; qualitative research; patient; survivors.
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supervivientes de enfermedades criticas

Resumen

Introduccién: sobrevivir a la Unidad de Cuidados Intensivos (UCI)
trae sentimientos positivos y negativos, dependiendo de la expe-
riencia de cada persona. Asimismo, algunos pacientes pueden pre-
sentar consecuencias fisicas y mentales negativas tras el alta, lo que
ocasiona una estadia en casa muy compleja. Objetivo: comprender
la experiencia de los sobrevivientes de enfermedades criticas des-
pués de tres meses del alta de la UCI. Métodos: estudio fenomeno-
l6gico hermenéutico mediante entrevistas a profundidad a 15 parti-
cipantes adultos después de tres meses del alta de la UCI. El analisis
de datos se realizé con base en los procedimientos de Cohen, Kahn
y Steeves. Resultados: el andlisis fenomenoldgico reveld tres temas
existenciales: Cambios en la memoria y el estado de animo, Cam-
bios en la vida cotidiana y Mi cuerpo después de la UCI. Conclusién:
sobrevivir en la UCI trae consigo aspectos positivos como ganarle
una batalla a la muerte; sin embargo, las consecuencias psicologi-
cas, emocionales y fisicas tras el alta convierten todo esto en una
experiencia agotadora.

Palabras clave (Fuente: DeCS)
Enfermedad critica; cuidados criticos; investigacion cualitativa;
paciente; sobrevivientes.



Experiéncia da sindrome pés-UTl em
sobreviventes de doencas criticas

Resumo

Introdugio: sobreviver 3 Unidade de Tratamento Intensivo (UTI)
traz sentimentos positivos e negativos, dependendo da experiéncia
de cada um. Além disso, alguns pacientes podem apresentar conse-
quéncias fisicas e mentais negativas apds a alta, o que ocasiona um
periodo complexo de repouso domiciliar. Objetivo: compreender
a experiéncia dos sobreviventes de doengas criticas depois de trés
meses da alta da UTI. Materiais e métodos: estudo fenomenolégico
hermenéutico mediante entrevistas a profundidade com 15 parti-
cipantes adultos depois de trés meses de receberem alta da UTI.
A andlise de dados foi realizada com base nos procedimentos de
Cohen, Kahn e Steeves. Resultados: a analise fenomenoldgica re-
velou trés temas existenciais: “mudangas na meméria e no humor?”,
“mudancas na vida cotidiana” e “meu corpo depois da UTI”. Con-
clusées: sobreviver a UTI traz consigo aspectos positivos como o
sentimento de ter ganhado uma batalha contra a morte; contudo, as
consequéncias psicolégicas, emocionais e fisicas apés receber a alta
tornam tudo isso uma experiéncia exaustiva.

Palavras-chave (Fonte: DeCS)
Estado terminal; cuidados criticos; pesquisa qualitativa;
paciente; sobreviventes.
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Introduction

Despite technology and medical and care advances, a typical ex-
perience in the intensive care unit (ICU) involves many patients
leaving it. Consequently, discharge from the intensive care unit be-
comes along road for many former patients. During hospitalization
inthe ICU, they are faced with isolation from their families, immobi-
lization, sedation, painful procedures, and physical deconditioning
that may persist one to five years after hospital discharge, resulting
in motor problems and risk of falling and adversely affecting the
quality of life (1). Other patients develop delirium, a consciousness
alteration shown in disorganized cognition and perception; it var-
ies from hours to days and prevents the information from being
properly processed, stored, and remembered (2). Itis also associat-
ed with poor prognosis for the patient (3), such as more extended
hospital stay (4), high mortality rates (5,6), readmission to ICU (7),
cognitive decline (8), and long-term functional impairment (9); anx-
iety, depression (10) , and other psychiatric symptoms in 17-47 % of
the cases (11).

The American Association for Critical Care defines Post Intensive
Care Syndrome (PICS) as a set of new impairments that worsen
physical and cognitive or mental health beyond ICU hospitaliza-
tion (12). PICS considers the impact that the intensive care unit can
have on the patients’ lives after discharge and the manifestations
experienced.

The first manifestation reported in the literature is generalized mus-
cle weakness and poor mobility and signs and symptoms of myop-
athy due to critical illness; the triggers considered are malnutrition
and sensory disorders (13). Alteration in sleep patterns is reported
in a study in which some patients did not remember their stay in the
ICU, for which amnesia is often cited as a consequence of sedating a
mechanically ventilated patient (14). In one study, patients reported
confused or disoriented memories and negative memories (20-45 %)
related to pain, anguish, sleeping difficulties, noise, fear, and feeling
of abandonment; 20 % reported positive memories. At three months,
the experience in the ICU was characterized by anxiety and post-
traumatic stress disorder (15). In qualitative studies, participants describe
sleeping difficulties, expressing the need for a night of normal sleep
and how nightmares torment them after hospital discharge (16).

Thus, this research aims to understand the experience of critical
illness survivors three months after ICU discharge. This study will
allow the nursing staff to understand patients’ sequelae after dis-
charge and thus develop strategies that reduce problems with time-
ly integration into daily life.

Materials and methods

This qualitative research is of a hermeneutical phenomenological
type. Qualitative research helps to understand social phenomena,



emphasizing participants’ experiences and points of view (17). The
phenomenological approach is the deep understanding of a phe-
nomenon from the experience until it reaches its essence (18).

The study was conducted in a twelve-bed ICU of a tertiary referral
hospital in a city in Colombia. The inclusion criteria were as follows:
adults with physical and mental conditions, after ICU hospitaliza-
tion, willing to be interviewed and participate in the study. Records
were available to locate each participant.

After explaining the aim and method to each participant, they gave
their verbal consent. No financial or other remuneration was of-
fered, with no coercion by the researcher, who announced that the
interview would end when they said so. Interviews were conducted
by a single interviewer from the nursing staff affiliated with the ICU
from which participants were discharged. The interviews were car-
ried out without complications, protecting privacy and confidential-
ity by avoiding proper names and giving a number to each interview.

The sampling included fifteen volunteers who met the selection
criteria. The participants’ contact details were provided by the dis-
charge registry of the last three months of the ICU in which the study
was conducted. In-depth interviews were conducted to collect the
information, asking a central question about their experience. Ques-
tions: How was your experience three months after ICU discharge?
What changes have you experienced in your daily life? The inter-
views lasted 40 to 60 minutes, were recorded in magnetic medium,
and conducted between October and November 2019. The partic-
ipants were interviewed individually at their homes. In eight inter-
views, they were with a family member who did not participate in
the interview. The participant’s autonomy to end the interview at the
time indicated was respected.

We analyzed data manually as recommended by Cohen, Kahn, and
Steeves (16). First, the interview was transcribed to the end, without
omitting any phrase or expression, then compared to the recording
and finally saved on a computer. Then, each sentence was read line
by line. The initial interpretation gave the general aspects, followed by
coding, analysis, and transformation into significant data. Topics in
another record were labeled with the interview number, page, and
consecutive number to locate each interview. Their interpretation
showed the participants’ point of view and depth the researcher
gave to each finding; it reflected reality but respected their individ-
ual expression. Then, the second interview was conducted, follow-
ing the same process and order described above, until obtaining the
theoretical saturation of the data, achieved with 15 participants.

The data analysis followed the three phases proposed by Van Ma-
nen. Phase | describes the experience three months after ICU dis-
charge. In Phase Il, the experience was interpreted by generating
units of meaning and themes supported by the interviews and field
notes; the themes were identified by two of the researchers. In
Phase Ill, description and interpretation were combined, reflected
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in themes and their similarities, allowing an understanding of the
phenomenon and the preparation of the text (19).

Two preliminary interviews were conducted to assess communica-
tion and interaction with the participant. Questions were also eval-
uated to identify those that produced enriching answers for later
analysis. Experts reviewed all results and helped to estimate their
relationship with the aim. The study has the institutional endorse-
ment under the Declaration of Helsinki guidelines (20) and includes
all ethical aspects to protect participants. Signing the written in-
formed consent was requested to participate in the study and re-
cord the interviews, where the study objectives and methods were
explicit. The interviewer had training for referring and counseling
the interviewee in case of identifying alterations in their physical
and mental health that require immediate attention.

Results

Fifteen people, including five women and ten men, participated in
the study, with educational levels ranging from primary to second-
ary education. The youngest was 25 years old and the oldest 86, and
for thirteen of the participants, it was their first ICU hospitalization.
Admission to the ICU was elective for one participant with a post-
operative diagnosis of orthopedic surgery; the other 14 participants
were admitted unplanned due to pneumonia (4), acute myocardial
infarction (3), renal failure (4), and stroke (3). The average length of
ICU stay was nine days, with mechanical ventilation. All interviews
were held at home.

The ICU where the participants were hospitalized is a unit for differ-
ent critical illness diagnoses. It is the most important referral center
in the city. It has 12 independent patient cubicles and the care of an
interdisciplinary group

Changes in memory and mood

For the participants, hospitalization in the ICU meant dramatic
changes. Their stories revealed alterations in their mental functions,
mainly in memory, mood, sleep cycle, and cognition.

Regarding memory, they had from occasional gaps that improved
over time to significant alterations in working memory that needed
the company of a family member for some activities:
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“The first few days at home, I hardly remembered things. Now, thank God, | have recov-
ered most of my memory because it was like losing it.” E2

“I' have noticed that my memory has decreased; in any case, having been there has been
a complication because | feel that | would have been someone if | had not gone through

that event.” E4

“I'have become forgetful; | forget to take my medication.” E1o

Most of the participants reported significant changes in their mood
after the ICU. They had no desire to do anything, avoided contact



with other people, and felt discouraged; symptoms such as anhedo-
nia, sadness, and even anxiety were identified in the speech. Some
of them experienced these effects just after discharge, but others
continued with these symptoms even until the interview.

“Depressed, tired; there are days when | am very disheartened. | went out alone. | did not
want to contact anyone; everyone annoyed me. | was very depressed, exhausted. | did not
want to do anything with anyone. | did not want to go out. It seemed awkward to me.” E1g

“I feel discouraged. | do not feel like talking to anyone or listening to people, much less
having long conversations. | used to talk a lot, and | liked learning about many things.
Now, | am not interested in anything.” E8

“Depression. | just want to cry and run away. That’s how | feel, and | don’t know why.” E13

Few participants reported disturbances in the sleep cycle, such as
conciliation insomnia, waking up several times at night, and sleeping
but no resting. This aspect is striking, given that sleep is essential
to have physiological and emotional balance, especially after being
hospitalized in the ICU.

“Some nights | don’t sleep well; | can’t fall asleep.” E1

“Il'am sleepless, and | feel tired, like exhausted from not sleeping. The tranquility of
sleeping goes away. | cannot sleep at night.” E3

Changes in day-to-day life

During the interviews, patients described before and after ICU sce-
narios in their daily lives. They talked about physical alterations that
made it difficult or impossible for them to perform some daily ac-
tivities, including decreased independence, especially in activities
outside the home. This topic highlighted the importance of physical
therapy as a treatment for critical patients to mitigate short-term
sequelae and keep their independence.

“I do all my shores by myself. Now | get tired after a long walk, but things at home are
fine. If | go to a place with big crowds, | get tired. | do not do that kind of activity alone
anymore.” E17

“l was alittle bit worried when | started feeling exhausted, but after a while, everything
came back to normal.” E7

Accompaniment became emotional support due to the participants’
muscle fatigue when doing outdoor activities involving cognition
such as money management. The impact on the degree of the per-
son’s independence went beyond muscular disorders, turning into
emotional sequelae that affected social integration after admission
to the ICU.

“I carry out daily life activities at home normally, although | feel exhausted. However, |
have limited activities outside the house; now, my family always go with me.” E3

“I require assistance to go shopping, and with money, however, | can do activities such
as bathing or brushing my hair by myself.” E11

“Now | am afraid of going out alone; | feel nervous and worried about that. | always look
for someone to go out with me.” E1g
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My body after the ICU

Some patients reported changes in their bodies after their stay in
the ICU. Voice changes were identified with some other physical al-
terations that made communication difficult. They also talked about
changes in their weight and appearance caused by the orotracheal
tube associated with mechanical ventilation and the routine laryn-
goscopy procedures performed in the ICU.

“My voice has changed; it is very deep now. It was not like that, and now people hardly
understand me.” E4

“There are days in which | have many mouth sores. My mouth is covered in sores.” Eg

“The truth is | have felt so bad these days; it is not the same as before | entered the ICU.” E11

“Tragically, | am in my bones; even my hair fell out.” E6

Likewise, they identified pain as a symptom that persisted after dis-
charge. They emphasized the discomfort that it causes. Prolonged
times in bed with a critical illness left a mark on the participants’ skin
of such a magnitude that muscle discomfort and pain were present
even three months after ICU discharge.

“When | sitand then get up, my legs hurt, at the level of the hip.” E4

“My back sores; | feel excruciating pain.” E7

“Sometimes, I'm in pain.” E12

Discussion

The results identified the meaning given to the experience of be-
ing an ICU survivor. However, despite recovering from a critical
illness, they still present with psychological, cognitive, and physi-
cal disorders. These results are consistent with those provided by
other studies in which survivors expressed psychological disorders
(particularly depression), respiratory problems (abnormal spirom-
etry), and moderate to severe dyspnea during daily life activities.
Significant deterioration in the quality of life and functional capacity
were also noted (21,22). These aspects were recognized by the par-
ticipants, remarking by their dependence on other family members
to carry out life activities, such as managing money.

Studies one year after discharge report improvements in physi-
cal function, vitality, and social skills. However, these domains are
also the least likely to recover in the common population, as they
were more deeply affected by critical illnesses (23). The study par-
ticipants were contacted three months after admission to the ICU;
hence, the reported experiences should continue to be investigated
much longer.

Alterations such as anxiety and depression in ICU survivors were
higher than in the general population. Almost one-third of ICU
survivors with delirium dealt with depression, anxiety, and post-



traumatic stress and needed psychiatric help even one year after
discharge (24). Another study reported poor quality of life after ICU
discharge, showing a significant association with post-traumatic
syndromes, anxiety, and depression (25).

Sleep disturbances are present in patients with the post-ICU syn-
drome. A study in ICU survivors showed that prolonged mechanical
ventilation was related to fragmented sleep after discharge (26,27).
In some cases, sleep cycle distortions associated with mechanical
ventilation finally improved six months after discharge.

Dependence on others for specific activities has been reported in
studies with elderly ICU survivors. In these studies, the baseline
functional state did not recover after one year, with a moderate to
severe level of dependence (28). In another study, functional depen-
dence initially increased but decreased one to three months after
discharge. It affected the quality of life regarding mobility, personal
care, habitual activities, pain, and anxiety/depression three months
after ICU discharge (29).

Dependence occurs because ICU survivors do not feel safe. Prior-
ities during their return home are focused on feeling comfortable,
improving mobility, self-control, and self-care. Other essential goals
are affirming personality, connecting with people, ensuring family
well-being, restoring psychological and physical health, resuming
previous roles and routines, and looking for new experiences (30).

In this way, it is vital to incorporate improvement strategies related
to early detection of pain and delirium, favoring early mobility and
conscious sedation management while preventing patients from
reaching their maximum level of suffering. After discharge, the con-
sequences of admission to the ICU were evaluated. Therefore, strat-
egies with educational aids such as videos, simulation, and training
in detection instruments must be developed for the interdisciplin-
ary group that works in the ICU.

Conclusions

Surviving the intensive care unit has many advantages such as win-
ning a battle against death. However, discharge’s psychological,
emotional, and physical consequences make this experience ex-
hausting for patients and caregivers.

Knowing these experiences provides a research approach to pro-
pose interventions that mitigate these symptoms after ICU dis-
charge. It makes it possible to demonstrate the need to include this
phenomenon in the training of personnel working in these units and
strengthen interdisciplinary work aimed both at patient care in the
ICU and after discharge. Likewise, this paper calls for the early iden-
tification of symptoms to mitigate the consequences of ICU stay.
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Limitations: The participants expressed their experience only three

months after ICU discharge. Nursing research should be conducted
for patients after admission to the ICU at 6 and 12 months.

Conflict of interest: The authors declare no conflict of interest
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