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KEYWORDS Abstract Patient safety is a priority for health systems and is especially relevant for critically
Safety; ill patients. Despite its relevance in recent years, many patients suffer adverse events with
Patient participation; harm and negative repercussions for professionals and institutions.

Patient experience; Numerous safe practices have been promoted and strategies have been developed that have
Intensive medicine been incorporated into institutional policies and thereby improving the safety culture. But
services; there are still underdeveloped strategies, such as incorporating the participation of patients
PRIMS (patient and family members in their safety.

reported incident Until recently, the patient and family have been considered as a passive part in the reception
measures) of health services, not as an active part, much less as a possible opportunity to improve safety

against errors that occur during care.

The critically ill patient and/or family members must be informed and, ideally, trained to
facilitate active participation in their safety. It is not about transferring responsibility, but about
facilitating and promoting their participation by reinforcing their safety. And professionals must
be committed to their safety and facilitate the conditions to encourage their participation.

We provide tools and reflections to help professionals implement the participation of patients
and family members in safety as they pass through intensive medicine services.
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seguridad.

¢{Como implicar al paciente y familia en la mejora de la seguridad en los servicios de

Resumen La seguridad del paciente constituye una prioridad de los sistemas sanitarios y es
especialmente relevante en los pacientes criticos. A pesar de su importancia en los GUltimos
anos son muchos los pacientes que sufren eventos adversos y con repercusiones negativas para
pacientes, los profesionales y las instituciones.

Se han promovido practicas seguras, y desarrollado estrategias, que se han ido incorporando
en las politicas institucionales, mejorando la cultura de seguridad. Pero todavia existen estrate-
gias poco desarrolladas, tales como, incorporar la participacion de pacientes y familiares en su

Hasta hace poco se ha considerado al paciente y familiares como parte pasiva en la recepcion
de los servicios sanitarios, no como parte activa, ni mucho menos, como una posible oportunidad
de mejora en la seguridad frente a los errores que suceden durante la asistencia.

El paciente critico y/o familiares deben estar informados e, idealmente, formados para facil-
itar una participacion activa en su seguridad. No se trata de traspasar la responsabilidad, sino
de facilitar y promover su participacion reforzando su seguridad.Y los profesionales deben estar
comprometidos con su seguridad y facilitar las condiciones para fomentar su participacion.

Aportamos herramientas y reflexiones para ayudar a profesionales a implementar la par-
ticipacion de pacientes y familiares en la seguridad a su paso por los servicios de medicina

intensiva.

© 2024 Elsevier Espana, S.L.U. y SEMICYUC. Todos los derechos reservados.

Introduction

Intensive care units (ICUs) are areas of increasing complex-
ity and use of multiple health care resources, where patient
safety is a priority and is particularly relevant. Despite its
importance and advancements made in recent years, several
patients experience adverse events with negative repercus-
sions for professionals and institutions.’

Adverse Events (AEs) are a common finding in the inten-
sive care unit (ICU) setting. In the Safety and risk in the
critically ill patients(SYREC) study conducted in Spain, the
probability of a patient experiencing at least one PSRI
(patient safety-related incident) was 62%. The rate of occur-
rence of AEs was 2.04/100 patient-hours of ICU stay. A total
of 74% of the AEs were related to drugs, equipment, care,
vascular access, tubes, airway, and mechanical ventilation.
Sixty-six percent of harmless incidents and 34% were AEs;
29.5% caused temporary harm and 4.28% caused permanent
harm that compromised the patient’s life or contributed to
death. Ninety percent of all incidents without harm and
60% of all AEs were considered undoubtedly preventable or
possibly preventable.?

In recent years, patient involvement in health-related
aspects has gained prominence, coining terms such as
patient-centered care,® disease self-management,* active
patient,> expert patient,®” and patient experience, being
increasingly present in the agenda of policymakers and
health care managers.®"'" It is increasingly recommended
to incorporate the patient and their surroundings to care
for their health, manage their disease, and involve them
in their safety. ICUs are no exception.'? However, empirical
knowledge is lacking on the effectiveness of interventions
aimed at promoting patient participation in their safety."

The severity of critical illness, communication barriers,
a high number of activities per patient per day, the prac-
tice of diagnostic procedures and invasive treatments, the
use of numerous high-risk drugs, the volume of data gener-
ated in their care, the use of technology, stress, workload,
the quantity and complexity of information used, handoffs,
and the need for teamwork, as well as professional burnout,
among other factors, make these units high-risk areas for
safety incidents.'#"°

What patient and family participation means
and the necessary elements for it to occur

Participation means intervening in something alongside oth-
ers to improve a situation.?’ For someone to participate
in a process, in this case, the patient, certain prerequi-
sites are necessary, which are summarized by the English
acronym CLEAR: Can do, Like do, Enable to do, Ask to do,
and Respond to.

Table 1 outlines these prerequisites in relation to patient
participation in their health care; these will facilitate
patient participation and make it more useful. For these
prerequisites to occur, information and good communication
are essential.?’

We should clarify that participation is not a binary
all-or-nothing concept but will have a gradation in its pro-
cess depending on the patient’s intrinsic determinants and
the socio-environmental situation (extrinsic determinants
related to professionals and the context in which the health
care action takes place). Therefore, even if a patient has
all favorable characteristics and qualities to participate
to improve safety, the impact of unfavorable factors can
reduce their ability to participate.??
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Table 1  Aspects related to patient participation.

Can: have the resources and knowledge to participate.

Want: be aware of the problems that affect them and feel the need to do things to improve them.

Permission: find opportunities to participate.

Invitation: patients are mobilized, whether by patient associations, professionals, or the administration per se through

its services and managers.

Receiving a response: see evidence that their contribution has made a difference.

Additionally, in the context of intensive care medicine,
it is common for the patient to not always be able to
exercise their capacity to participate. Hence the impor-
tance of broadening the concept of patient (and patient
participation) to include family members, caregivers, or
companions.

Participation raises awareness, has an empowering
effect, and predisposes to learning, motivating the desire to
learn. Although there are multiple ways to learn, they can
basically be summarized in two: through education (edu-
cational knowledge) and through experience (experiential
knowledge). If the patient and/or family members feel capa-
ble, want to participate, and find the opportunity to do so,
they will. If they receive a benefit in response, and the
response they get from professionals is positive, they will
continue to acquire the capacity and knowledge to keep
participating. Their participation will become increasingly
effective, and their empowerment will grow.??

The World Health Organization (WHO) defines empower-
ment as the ‘‘process by which people gain greater control
over decisions and actions affecting their health and, as
such, individuals and communities need to develop skills,
access information and resources, and have the opportunity
to participate and influence factors that affect their health
and well-being’’.2?

Some patients and family members of critically ill
patients, especially those with chronic and recurrent dis-
eases, have acquired knowledge and skills that allow them
to participate, reinforcing their safety. This may be because
they have previously had negative experiences or because
they have witnessed risky situations as spectators. They have
thus learned to take certain precautions and act as real
safety barriers in their care processes.?

Barriers to patient and family participation at
the ICU setting

The lack of information about the activities and processes
performed at the ICU setting is one of the key factors that
hinders patient participation in their safety. This informa-
tion is essential for participation. It raises awareness and
motivates patients and families, having a triggering effect
that empowers them to participate in their safety.

In this regard, there are initiatives that provide writ-
ten information manuals to patients and families about the
procedures performed in ICUs, which empowers them to
participate. Examples of guides and recommendations for

active patient participation in the prevention of safety inci-
dents are already numerous.?* Most of these refer to aspects
related to drugs, an especially problematic issue in all areas
of the health care system and the leading cause of safety
incidents in hospitals.?

Patient and family participation in factors
influencing their safety at the ICU setting: a
paradigm shift

In a complex, specialized, and technologically advanced
ICU, coordination difficulties between the parts or elements
that compose it are also increasing, making it challenging
for professionals to have éverything under control.Handoffs
between shifts, communication between different profes-
sional disciplines, and the information shared with the
patient can facilitate the occurrence of safety incidents.

In this regard, the Reason’s Swiss cheese model of acci-
dent causation'® applied to the health care context of ICU
patient care states that medical errors result from a chain
of safety problems, suggesting that the more tools profes-
sionals and health care organizations have to prevent errors,
the less likely they are to occur. However, this theory does
not consider the contribution of patients and families as
protective barriers regarding safety.

In this scenario, the patient and/or the families could act
as safety enhancers to minimize risks. They are not passive
recipients of medical care but should also play an active
role in their own safety and well-being. When patients and
their families are informed and actively participate in their
care, a collaborative atmosphere is created between pro-
fessionals and them, which helps improve the quality of
care, reduce medical errors, and promote better patient
outcomes.?’

Therefore, family members of patients can identify risky
situations before professionals, detecting failures or errors
that the professionals themselves had not been able to
detect. In fact, patients and their families are the only
élementof the system present in different settings and
levels, occupying a privileged position to monitorwhat is
happening and even alertwhen something is not right if
detected. Additionally, patients and their families have the
greatest interest in ensuring everything goes well.?'

This approach helps overcome the cultural resistance
inherent in the traditional paternalistic relationship model,
through which the scientific-technical knowledge of profes-
sionals prevails over the knowledge or experience of the
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Table 2 Indicators for improving health care.

Name Concept

Example

Scope

PROMs: Patient Reported
Outcomes Measures

Health outcomes perceived
by the patient

PREMs: Patient Experience
Reported Measures

Experience perceived by
the patient

PRIMs: Patient Incidents
Reported Measures

Safety incidents perceived
by the patient during health
care

Health-related quality of
life as perceived by the
patient.

Timeliness of care,
accessibility, information
received, impact of the
disease on the patient’s life.
Perception of safety,
perceived risk of falls,
perceived risk of allergies,
medication errors perceived
by the patient.

Quality and patient
experience

Safety and efficacy
Patient experience

Clinical safety and patient
experience

patient, restricting their participation. It is about incor-
porating the knowledge and experiences of the patient to
achieve safer care.

Different ways of patient and family
participation regarding safety at the ICU
setting

The spectrum of participation can be broad, ranging from
shared decision-making to the presence of patients in clini-
cal sessions, or participation in patient committees with the
capacity to influence decisions, to consultative bodies.?® The
main characteristics of these initiatives and some examples
of how patients and families can be involved in safety at the
ICU setting are presented in Tables 2 and 3.

Participation can be active in its various forms (com-
plaints, user associations, community participation bodies,
active participation in the care process) or at the initia-
tive of the system (perceived quality surveys, qualitative
research, etc.).

Available evidence indicates that the most useful inter-
ventions for involving patients in their safety are those that
help them identify specific safety issues, mainly awareness
campaigns and educational actions implemented in health
care settings, encouraging patients to take specific measures
related to their safety during their health care process,? %8
such as unambiguous identification, safe use of drugs, or
hand hygiene, among others.

Also useful are actions that facilitate and encourage the
patient to ask professionals to clarify their doubts regard-
ing diagnosis, treatment, and disease progression, and those
that allow patients to provide retrospective information on
safety issues through surveys, interviews, incident report-
ing, and improvement suggestions.?’

Below are the main activities and strategies to promote
patient and family participation in safety.

Mobilizing patients as a group

Mobilizing patients as primary agents for raising awareness
of safety issues among the population and health care pro-
fessionals, and as drivers of active participation by other
patients, is one of the 6 priority action areas of the WHO'’s
Global Patient Safety Alliance.*

Its main objective is to identify leaders and patient orga-
nizations that, based on their own experience of the issue
at stake can promote the participation of other patients
and health care institutions to prevent the incident from
happening again.

In this same vein, we can also include safety incident
reporting systems that involve patients as potential active
reporters. Although they are in the minority, they exist,
such as the National Learning and Reporting System of the
U.K. National Patient Safety Agency and the medication
error reporting system of the Institute for Safe Medical
Practices.>" %

Active participation of patients and families in the
health care process

As previously mentioned, there has been a grow-
ing interest on incorporating patients in the decision-
making process regarding their health care. Examples of
guides and recommendations for active patient partici-
pation in the prevention of safety incidents are already
numerous, with the U.S. Agency for Health Research
and Quality (AHRQ) being particularly notable for its
breadth and leadership (they can be consulted at:
http://www.ahrq.gov/consumer/espanoix.htm).

Initiatives such as the publication of brochures or small
manuals that inform patients of the safety problems they
may be exposed to when receiving health care, emphasize
those that can be easily perceived, and indicate what they
can do to avoid them should also be considered.
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Table 3

Examples of patient and/or family involvement in safety at the ICU setting.

1. Participation in decision-making: patients and their families should have clear information about their
condition, available treatment options, and potential risks or complications. This enables them to actively

participate in decisions related to their medical care.

2. Effective communication: Open and transparent communication among the medical staff, the patient, and
their family is essential to ensure mutual understanding. This can include discussing treatment plans, changes

in the patient’s condition, or any concerns they may have.

3. Monitoring the health care plan: The patient and family should be aware of the care plan established by
the medical team and actively involve themselves in its implementation. This involves following medical
instructions, taking medications as prescribed, attending scheduled appointments or recommended therapies,

among other aspects.

4. Reporting adverse events: If the patient or their family observes any adverse events or errors in medical
care, it is important to report them to the medical staff immediately. This allows for timely corrective actions

and helps prevent future occurrences

A commitment and active partnership between health
care professionals and patients and families working at all
levels of the health care system are needed to improve
health and quality, safety, and health care delivery. This
commitment includes, among other things, participation in
direct care, communication of patient values and goals, and
transforming care to promote and protect respect and dig-
nity of individuals.??

Regarding the involvement of families in the health
care of patients at the ICU setting, various studies demon-
strate its benefits, especially by promoting their presence
and visits, shared decision-making, and even direct patient
care.’* ¥

However, it is common that, although family members
actively participate in communication and decision-making
processes, they are excluded from ward rounds and
witnessing cardiopulmonary resuscitation, among other
restrictions,*®

Informative campaigns

In 2019, the WHO World Assembly proclaimed September
17th as World Patient Safety Day. Since then, various activ-
ities have been held around this day every year in all
countries worldwide to raise awareness and encourage citi-
zens to get involved in this cause. On its website, the WHO
offers recommendations for organizing a patient safety cam-
paign, as well as graphic and audiovisual tools and resources
for its development.*’

Training activities

There is a wide range of tools and web resources, with
graphic and audiovisual materials, to raise awareness and
promote the participation of patients, their families, and
caregivers in safety, particularly in the care of patients at
the ICU setting

In this regard, the objective of ICU professionals regard-
ing training should be double: anyone, even before needing
care and becoming a patient, should have the basic knowl-

edge to know how and in which aspects to participate to
reinforce their safety when needed by establishing a partic-
ipation plan; and, on the other hand, professionals should
recognize its importance, identify barriers and facilitators,
and provide it to the ICU setting.“0-*2

Incorporating patient experience indicators

The quality of care is defined by considering 3 domains
or dimensions, although these are not the only ones:
patient safety, clinical effectiveness, and patient experi-
ence. Currently, the idea of quality is linked to the patient’s
perspective and revolves around the idea of value.*

Health care must increase value from the perspective of
the service recipient. More and more opinions place patient
experience as the third pillar of quality care* and, addi-
tionally, as a key element for improving health care in the
context of person-centered care.*

Patient experience is defined as the sum of all interac-
tions between the patient and the health care system,*
within a specific organizational culture that influences the
perception of the person being cared for.“¢ Since 2017, the
OECD (Organization for Economic Cooperation and Develop-
ment) has recommended collecting indicators of interest to
the individuals receiving care within the framework of the
Patient-Reported Indicators Surveys (PaRIS).*

The evaluation of patients’ experience, or Patient
Reported Experience Measures (PREMs), focuses, as
described by Black,”® on the humanity of care and its
value. PREMs are tools that measure care experience
from the patient’s perspective, capturing whathappened
in a patient-system interaction and howit was, from the
patient’s perspective.*’

On the other hand, Patient-Reported Outcome Mea-
sures (PROMs) are measurements of outcomes reported by
patients to assess their health and well-being.

Both PROMs and PREMs represent standardized measures
to quantify the patient’s perspective and help us understand
how illness, the health care system, and health care delivery
impact patients.>
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Evaluating patient experience has shown favorable
results, even in the perception of their safety. A pre-
vious study suggests that ICU patients’ vulnerability can
be reduced by the security they experience when ade-
quately informed about what is happening and when medical
and nursing care is personalized based on their individual
needs."’

PROMs and PREMs measure patient experience based on
information provided by the patient about their functional
well-being and health status (PROM) and the experiences
they report (PREM) after receiving treatment. Recently,
the term PRIM (Patient Reported Incident Measures) has
been coined to measure safety-related patient experience.
Table 2 includes the concepts and examples of these indica-
tors that measure patient experience.

PRIMs would be indicators associated with patient safety
that can be collected through validated self-administered
surveys by patients and/or families. In its 2019 report enti-
tled Patient-Reported Safety Indicators: Question Set and
Data Collection GuidanceOECD proposes using a series of
indicators to monitor patient safety through a validated sur-
vey that asks a series of questions about potential safety
issues related to medical care.’? Its main limitation is that
the questions are not specifically formulated for the ICU
setting.

In this regard, the Spanish Society of Intensive Care
Medicine, Critical and Coronary Units (SEMICYUC) has
encouraged various initiatives to reduce health care-related
harm. One example is the development and updating of
quality indicators for critically ill patients, many of which
are related to patient safety.>

Measuring these indicators through these validated sur-
veys submitted to patients and/or families can help
involve patients and families in their safety, complementing
the actions performed by professionals and organiza-
tions.

Conclusions

At the ICU setting, clinical safety is an objective to improve
quality and minimize AEs caused by health care involun-
tarily. Therefore, now more than ever, given the renewed
emphasis on quality, alongside the emphasis on safety and
patient participation in their care, the role of patients and
families cannot be ignored.

Although there are initiatives and methodological
advances in the field of patient and family participation
in the continuous improvement of safety, both in provid-
ing information to identify problematic areas and in actively
collaborating in problem prevention, their full incorporation
into safety still seems to be an ongoing task.

It is highly recommended to engage patients and families
in their safety, providing information even before admission
and encouraging participation, as they represent genuine
opportunities for improvement against potential clinical
safety gaps.

Through targeted surveys, evaluation tools like PREMs
and PRIMs can help identify safety issues and implement
preventive and corrective measures.

Incorporating patient experience into safety at the ICU
setting can not only contribute to improving the experience
of patients, families, and professionals but also enhance
safety and quality of care.
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