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Abstract

�e provision of family-centered care in the intensive care unit (ICU) is crucial for both patients and their loved ones. In
this review manuscript, we underscore the signi�cance of family care in the ICU setting and present a comprehensive analy-
sis of the existing literature on this topic.

We highlight the vital role of families in the care of ICU patients and emphasize the positive impact of family involvement
on patient outcomes and overall satisfaction with care.

Furthermore, we propose a systematic approach to family care during ICU daily routines, with a speci�c focus on the ABRA-
COS protocol.

�e ABRACOS protocol emphasizes fostering a collaborative relationship between healthcare providers and families, pro-
moting open communication, and providing support and education to family members.

�rough our review of  the literature  and the proposed systematic  approach,  we aim to encourage the implementation of
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structured family care practices in the ICU setting, ultimately enhancing the overall well-being of patients and their families.
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Introduction

�e technical side of medicine has undeniably ad-
vanced in recent years, and we have reached the 21st centu-
ry with the possibility of removing tumors through robotic
surgery, prolonging life with mechanical ventilation and he-
modialysis,  and  reducing  maternal  and  infant  mortality.
�e current  development  agenda  was  unthinkable  decades
ago, but the essence of medical practice remains, as it has al-
ways  been,  a  relationship  of  trust  between  human  beings,
with  decision-making  processes  that  concern  not  only  the
disease itself but also ethical, religious and philosophical di-
mensions [1].

Understanding how each of these dimensions im-
pacts each individual patient is the core of so-called patient--
centered care and the �rst step toward ethical decisions and
the establishment of care goals on the basis of bene�cence,
nonmale�cence, justice and autonomy.

�e  term  patient-centered  care  was  �rst  used  in
1988 by Picker et al. in the Commonwealth Program for Pa-
tient-Centered Care in the United States of America and is
de�ned according to the following aspects (Figure1):

1. Respect for the values, preferences and needs ex-
pressed by the patient,

2. Coordinated and integrated care,

3. Quality care,

4. Clear and quality information,

5. Family patient education,

6.  Physical  comfort (including pain control,  emo-
tional support and alleviation of fear and anxiety),

7. Involvement of family and friends, and

8. Continuity, with appropriate transition of care.

Figure1: Aspects of patient centered care
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Subsequently, the Institute of Medicine (IOM) in-
cluded  patient-centered  care  as  a  quality  practice  of  the
American health system, de�ning it as “care that is respect-
ful of and responsive to the preferences, needs and values of
the  patient,  such  that  clinical  decisions  are  guided  by  pa-
tient values”.  Intrinsic to this de�nition is  the need for pa-
tients and health professionals to work together.

Patient-centered care and the decision-making pro-
cess

In some situations, there is one clear, scienti�cally
well-de�ned  path  regarding  treatment;  for  example,  bacte-
rial meningitis requires antimicrobials, and a hip fracture re-
quires surgical  correction [2].  However,  most clinical  cases
entail more than one plausible decision, including the deci-
sion  not  to  intervene.  In  these  cases,  patient  involvement
can impact the decision-making process.

In this process, both parties share information: the
physician  presents  the  options  and  potential  impacts  of
each  choice,  and  the  patient/family  expresses  their  values
and preferences. Several tools proposed in the literature can
facilitate this process.

Although the above makes sense, transforming th-
ese theoretical points into practice is a challenging process,

and it includes a cultural change exempli�ed by the change
from the question of “What is your problem?” to “What im-
pact does your problem have on you?”.

One  of  the  most  interesting  articles  we  reviewed
was the publication by Bokhour et al. [3], who studied how
American  veterans’  hospitals  worked.  �ey  observed  that
the shift  from a model centered on disease and health care
provision  to  care  centered  on  patients  involved  7  domains
of practical action (Figure 2):

1. Leadership involvement,

2. Engagement of patients and family,

3. Sta� engagement,

4.  Innovations  related  to  patient-centered  care,
here citing a committee of  patient-centered care or experi-
ence,

5. Focus on the concept within the organizational
structure and processes, breaking the idea of working in si-
los and developing an integrated approach between areas,

6. Involvement in speci�c points of care,

7. Dissemination of experiences lived in the hospi-
tal in relation to the subject.

Figure 2: Seven practical actions towards a patient centered care model
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In  summary,  the  authors  state  that  patient-cen-
tered  care  does  not  concern  only  the  clinical  level  but
should involve all spheres and levels of contact with the pa-
tient, starting with the top leadership of the organization.

Considering  the  above,  we  believe  that  the  work
routine of an intensive care unit should contain points that
meet the need for patient-centered care. When such process-
es  are  part  of  the  daily  routine  of  the  multiprofessional
team,  the  inclusion  of  the  concept  becomes  natural.

One aspect, within the concept of care centered on
the patient and their family, is the so-called patient-report-
ed outcomes (PRO), de�ned as the ability of the patient him-
self to describe his health status and expected outcome.

Within  this  aspect  (PRO)  some  quantitative  data
can be brought into discussion. Austin et al, at the Universi-
ty of Washington, evaluated 14 PRO implementation mod-
els and found that only 47% of them captured clinical data
in common between them (such as depression), demonstrat-
ing that  there  is  still  a  long way to  go in  standardizing the
model [4].

Although data on PRO are well studied in special-
ties  such as plastic  surgery [5] dentistry [6],  endocrinology
[7] and neuro-ophthalmology [8], little is commented on in-
tensive  care  setting.  A  very  interesting  proposal,  in  our
opinion, was brought by Granholm et al, that the traditional
outcome of randomized controlled studies in the ICU, mor-
tality, is replaced by patient-focused outcomes such as sup-
port-free  days,  functional  outcomes  and quality  of  life,  the
authors included 687 outcomes of 167 studies, only 32% of
them with important patient outcomes other than mortali-
ty, of the “non-mortality” outcomes the most common were
cognitive functionality (62%) and quality of life (89%) [9].

Patient-centered care  in  the  routine  of  an intensive
care unit

In the process of admitting a patient to the inten-
sive care unit, two feelings are commonly present: fear and
anxiety.

In an aviation analogy, when passengers board an
aircra�, moments before takeo�, they are subjected to a rou-
tine  of  guidance  on  �ight  procedures,  including  the  usual

steps as well as how to proceed in case of a �ight emergen-
cy.

While  the hospital  environment shares  many fea-
tures with aviation, such as the need for strict safety proto-
cols, anxiety about the unusual situation and team multitask-
ing, patient brie�ng is not so well structured. �erefore, we
developed  a  mnemonic  rule  to  guide  patients  admitted  to
the  ICU,  the  so-called  ABRACOS  (hugs)  protocol  (Figure
3),  in  which we outline  the  unit’s  routine  using each letter
of the mnemonic:

Alarms (Alarmes): Here, we explain that the pa-
tient  will  be  monitored and that,  eventually,  alarms will
sound, and the team will be attentive to them. �e alarms of
drug infusion pumps and the importance of not changing
their parameters is also highlighted at this point.

Good practice (Boas práticas): �e companion/-
family is invited to be the protagonist for the patient’s safe-
ty,  a barrier for every health professional who examines,
medicates or even enters the patient’s room to wash their
hands.

Routine (Rotinas): We indicate the times of feed-
ing, exams and multiprofessional visits.

Companions (Acompanhantes): Companions are
instructed about the unit’s visitation policy.

Care (Cuidado): �e importance of a multiprofes-
sional approach in the ICU is explained to the patient, who
will be cared for by a team composed of physicians, nurses,
physical therapists, clinical pharmacists, speech therapists,
psychologists, nutritionists and, eventually, any other spe-
cialist that may be appropriate according to the patient’s
needs.

Listening (Ouvir): Here, we express openness to
questions or doubts.

Emergency situations (Situações de emergência):
We explain that although we have a policy promoting moni-
toring by family members, with the possibility of a 24-hour
stay, there may be situations of emergency care when they
are invited not to be present.  This item is included in a
consent form upon admission to the ICU, along with items
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and procedures that may be necessary throughout the pa- tient’s care in the unit.

Figure 3: �e protocol “ABRACOS”

Notably,  sometimes,  upon  patient  admission,
there is such anxiety, fear and expectation of care that clear
communication  is  di�cult,  and  selective  listening  can  oc-
cur. In such cases, the ABRACOS protocol may be given the
day following admission but still within the patient’s �rst 24
hours in the unit.

Family presence in the ICU as a tool for patient-cen-
tered care

�e  relationship  between  hospitals  and  families
has been ongoing for the last 200 years. Historically, hospi-
tals made their access policies more restrictive at the end of
the  19th  century,  considering  that  companions  could  be-
come  a  means  for  the  transmission  of  infectious  diseases
and potentially introduce prohibited items into the hospital
[10,11].  �e cultural  change  toward  more  permissive  poli-
cies fostered a scienti�c research agenda on the subject.

Rosa et al. evaluated the impact of so-called extend-
ed  visits  (up  to  12  hours  a  day)  compared with  traditional
visits (up to 4.5 hours a day). �e �ndings did not demons-
trate an impact on the primary outcome, which was the re-
duction in acute mental confusion, a situation described as

delirium, but a reduction in anxiety and depression was ob-
served  in  families  who were  able  to  spend more  time  with
their loved ones during hospitalization in the intensive care
environment [12].

�e unrestricted presence of  the family in the in-
tensive  care  unit  was  also  studied  by  Bailey  et  al.  from the
point  of  view of  health  professionals.  �rough a  question-
naire  answered  by  1,255  professionals,  74% of  whom were
nurses  working  in  units  with  an  average  daily  family  visit
time of 20 hours (ranging from 10 to 24 hours a day), the au-
thors  reported  that  the  professionals  perceived  great  bene-
�ts  of  unrestricted  visits  to  family  members  but  expressed
concerns regarding the potential  for burnout,  occupational
violence and the workload for health professionals [13].

For the successful inclusion of the family as part of
the patient-centered care strategy, one point is essential: the
way  we  communicate,  especially  in  the  establishment  of
care  goals  and  mutual  respect.

Curtis et al. demonstrated that a strategy aimed at
improving  communication  between  the  ICU team and the
family reduced the length of stay both in the ICU and in the
hospital, as well as hospitalization-related costs [14].
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�e  NICU  environment  is  a  fertile  ground  for
learning  about  family-centered  care  and  communication,
concepts  that  impact  preterm infant  weight  gain,  length of
hospital  stay,  reduction  in  maternal  stress  and even  minor
structural changes in infant brains, as demonstrated by mag-
netic resonance imaging [15-17], in addition to better prepa-
ration  for  the  care  of  vulnerable  patients  a�er  hospital
discharge.

�e  practical  application  of  this  concept  involves
family  participation  in  multidisciplinary  ICU  visits,  skin--
to-skin contact with the baby, engagement in care safety is-
sues,  and  a  welcoming  culture  with  a  written  information
lea�et  accompanied  by  a  debrie�ng  explaining  hand  hy-
giene,  equipment,  the  role  of  ICU  sta�,  companion  policy
and other aspects of care in the unit.

�rough  the  observation  of  this  good  practice  in
the neonatology scenario, we brought the routine of the mul-
tiprofessional  visit  with the presence of  the family  into the
scenario of the adult patient. �e family/loved ones are in-
formed,  through the  ABRACOS protocol,  that  routinely  at
17:00, they will be invited to join the multidisciplinary team
for discussion of  the case.  �e phrase “We will  discuss the
case of your family member; there will be various technical
terms,  but  in  the  end,  we will  summarize  the  next  steps  in
care” is used the �rst time they are invited to participate.

We  believe  that,  in  addition  to  being  a  technical
routine, the moment when we check the achievement of the
established care goals in the morning also represents a rou-
tine  that  establishes  a  bond  of  trust  between  the  intensive
care unit team and the family.

�e COVID-19 pandemic was a recent experience
revealing  the  impact  of  limiting  the  presence  of  the  family
in the environment and in the ICU, and visiting restrictions
negatively  impacted  the  well-being  of  both  patients  with
COVID-19 and those without COVID-19 [18]. An example
of the impact was the di�culty in mourning due to the im-
possibility of saying goodbye to loved ones at the end of life
[19].

Despite all the theories described above, nothing is
put  into  practice  if  there  is  not  a  relationship  between  pa-
tients/families  and  health  care  providers,  including  health

institutions.  In  an  article  published  in  2017,  Dugdale  pro-
vides  an  interesting  perspective  of  how  relationships  be-
come more pleasurable for both sides when there is a rela-
tionship  of  “exchange”  of  experiences  and  perspectives  of
care [20].

In this context,  a question is  imperative:  what are
the determinants of a bond of trust?

Although  we  instinctively  know  what  the  feeling
of trust means, there is no single de�nition. Two are present-
ed here:

1.  Trust  is  the  expectation  that  the  other  person
will  behave  with  good  intentions,  keep  his  promises  and
avoid doing evil, implying the ability to delegate something
valuable to the other person.

2.  Trust  is  the  willingness  we  have  to  make  our-
selves  vulnerable  to  someone,  on  the  basis  of  the  expecta-
tion that the other will act according to our expectations re-
gardless of whether we can control or monitor their actions.

�ere  are  initiatives  to  measure  trust,  both  inter-
personal  and  institutional,  such  as  the  Australian  General
Social  Survey  (AGSS),  the  Canadian  General  Social  Survey
(CGSS),  the  European  Social  Survey  (ESS)  and  the  Gallup
World  Poll,  and  they  consider  the  sphere  of  diverse  sub-
jects,  such  as  sociology,  political  sciences,  psychology  and
economics. Interestingly, the degree of con�dence is corre-
lated with well-being, per capita income and quality of life.

Note  that,  regardless  of  the  de�nition  used,  the

word expectation  is present, such that there is a link be-
tween  trust  and  expectation.  Thus,  the  establishment  of
trust entails the alignment of expectations of care, although
there are intrinsic factors of the person that have a strong
impact on the patient’s con�dence in his doctor, vulnerabili-
ty [21] and mental health situation [22], and patients may
be from groups that have historically been discriminated
against as minorities [23].

However,  what  interpersonal  characteristics  lead
people  to  trust  each  other?

Zanger and Folkman, in a publication in the Har-
vard  Business  Review,  analyzed  87,000  people/leaders  and
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identi�ed 3 points:

1.  Quality  of  relationships.  �e ability  we have to
recognize  important  points  in  others,  cooperate  and  give
honest  feedback,

2.  Judgment.  �e technical  capacity and expertise
of the person in a given subject.

3.  Consistency.  In  English,  this  is  called  “walk
their  talk”,  that  is,  whether  the  person  acts  according  to
their  speech,  honoring  their  commitments.

A concept that goes hand in hand with that of pa-
tient-centered care is the “culture of transparency”. Easy ac-
cess to information is another bene�cial point in this discus-
sion,  as  it  supports  a  greater  ability  to  engage  in  the  deci-
sion-making  process  [24],  a  greater  degree  of  trust  in  the
doctor [25] and an understanding of the care plan [26].

In  this  discussion,  cultural  aspects  must  also  be
put  into  perspective.  Alshammari  et  al,  through  a  qualita-
tive study demonstrated that the nationality of  the nursing
staff  in�uenced  the  perception  of  quality  of  communica-
tion,  aspects  of  respectful  and  non-verbal  communication,
regardless  of  the  barrier  language,  religious  or  work  over-
load [27].

Danjoux et al published the experience of a Cana-

dian center in Ontario in a workshop with its collaborators,
raising cultural barriers experienced in everyday routine, of
which both cultural and religious aspects stand out [28]. De-
spite the cultural heterogenicity that may exist within an in-
tensive  care  environment,  some  initiatives  such  as  that  of
Brooks et al, in Australian centers with a cohort of patients
in  the  process  of  death,  demonstrated  that  looking  at  each
family member is viable, 224 patients (52%) were of another
nationality, 64 (14.9%) spoke a language other than English,
216 (50.2%) were christians, 8 (1.9%) muslims and 13 (3%)
buddhists, this personalized approach was possible through
multidisciplinary  help  with  leaders  local  clergy,  translators
and social workers [29].

What do we believe?

In  this  book,  the  reader  can  come  into  contact
with  various  experiences  that  illustrate  patient-centered
care. However, such care is focused not only on these experi-
ences but also on the daily role of  the patient in his  or her
care. �e successful application of such a concept requires a
vision  not  only  of  the  professionals  who  perform  the  care
but also of the institution that supports them.

To us,  it  is  reasonable  to  work to  continually  im-
prove communication and mutual respect and to design pro-
cesses and routines of the units that provide moments sup-
portive of the application of this concept.
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