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ORIGINAL ARTICLE: CARING FOR THE CHRONIC PATIENT

“Could I return to my life?” Integrated Narrative Nursing
Model in Education (INNE)

Grovanna Artioli’, Chiara Foi’, Chiara Cosentino’, Francesco Sulla’, Alfonso Sollam1’,
Chiara Taffurellr*

"IRCCS (Scientific Institute for Research, Hospitalization and Health Care), Santa Maria Nuova Hospital, Reggio Emilia,
Italy; > Department of Medicine and Surgery, University Italy; * Education and Humanities Department,University of Modena
and Reggio Emilia, Italy; * University Teaching Hospital, Parma, Italy

Abstract. Background and aim: The Integrated Narrative Nursing Model (INNM) is an approach that inte-
grates the qualitative methodology typical of the human sciences, with the quantitative methodology more
often associated with the natural sciences. This complex model, which combines a focus on narrative with
quantitative measures, has recently been effectively applied to the assessment of chronic patients. In this study,
the model is applied to the planning phase of education (Integrated Narrative Nursing Education, INNE),
and proves to be a valid instrument for the promotion of the current educational paradigm that is centered on
the engagement of both the patient and the caregiver in their own path of care. The aim of this study is there-
fore to describe the nurse’s strategy in the planning of an educational intervention by using the INNE model.
Methods: The case of a 70-year-old woman with pulmonary neoplasm is described at her first admission to
Hospice. Each step conducted by the reference nurse, who uses INNE to record the nurse-patient narrative
and collect subsequent questionnaires in order to create a shared educational plan, is also described. Resu/fs:
The information collected was submitted, starting from a grounded methodology to the following four levels
of analysis: I. Needs Assessment, II. Narrative Diagnosis, III. Quantitative Outcome, IV. Integrated Out-
come. Step IV, which is derived from the integration of all levels of analysis, allows a nurse to define, even
graphically, the conceptual map of a patient’s needs, resources and perspectives, in a completely tailored man-
ner. Conclusion: The INNE model offers a valid methodological support for the professional who intends to
educate the patient through an inter-subjective and engaged pathway, between the professional, their patient
and the socio-relational context. It is a matter of adopting a complex vision that combines processes and
methods that require a steady scientific basis and advanced methodological expertise with active listening and
empathy — skills which require emotional intelligence.

Key words: Integrated Narrative Nursing Model, patient, engagement, education, hospice, chronic disease

1. Introduction

For chronic illnesses in particular, education aims
is to help the patient, the family and the environment
that surrounds them to maintain the ability to effec-
tively manage their life, despite the limitations that the
disease presents. Specifically, the implementation of

educational interventions aims to: strengthen the deci-
sion-making autonomy of patients in their integrated
care pathway, promote and facilitate the appropriate
use of hospital and territorial services and to help the
patient live an active and peaceful life with chronicity.

According to Nozzoli and coll. (1), education is
a process of four phases, the first of which being the
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analysis of the need. In this phase, the nurse, with other
professionals, can perform a quali-quantitative and in-
tegrated assessment (see; INNM; 2), aiming not only
to identify needs and what is lacking but also the po-
tential strengths on which to act, as well as perform-
ing an analysis of personal and social difficulties and
weaknesses.

This phase is followed by the design phase, which
consists of defining and sharing the aims, identifying
the contents and choosing the proper methodologies
and operating conditions of implementation in order
to stipulate a therapeutic contract with the patient and
their family.

The third phase is implementation. In this phase,
through in-person meetings, the professional seeks to
propose pertinent, interactive and active learning to
facilitate the patient’s adaptation to life within the
context of the disease.

The final phase is evaluation, which consists of
monitoring the desired learning and clinical outputs
followed by analysis of the achieved results.

As for the purposes of education, they should be
oriented in order to encourage the patients to know
their own body, the disease and its repercussions, in
addition to their needs, ideas, expectations, emotions
and values.

Furthermore, the health care provider must be
able to educate the patient on a multitude of other
matters. Following education, the patient should be
able to: understand and prevent early symptoms; ana-
lyse potentially hazardous situations; adopt adequate
conduct in the face of relapse or situations critical to
health; manage to solve everyday problems; develop a
capacity for agency in the processes of drug delivery
and implementing treatment prescriptions; change
their physical, social and emotional environment,
adapting favourably to the context of their new life-
style; use the resources of the socio-health and welfare
system; know where and when to request a consulta-
tion, whom to contact and where to find support and
adequate information.

If we are therefore in agreement on the processes
and the aims of education, when regarding implemen-
tation one must always critically consider the expec-
tation that the patient, though informed, puts into
practice the advice and indications given, particularly

if they promote health and are related to quality of life.
In order for there to be an effective educational alli-
ance, an empathic relationship of trust and collabora-
tion must first be established between the patient and
their health team.

In regards to recent research on education, many
studies carried out so far have emphasise the role of
the nurse in supporting and promoting patient engage-
ment and its discrete components (such as empower-
ment, self management etc.), proposing contributions
based on the disease (such as stroke, diabetes etc.) and
based on the most functional protocols for the long-
term management of a patient with a specific chronic
pathology (3, 4).

In Italy, Graffigna and coll. (5) drafted more gen-
eral recommendations for chronic diseases, promoting
patient engagement in the setting of clinical-care, and
highlighting that the health results and the quality
of life of these patients does not depend on the mere
technical quality of the clinical-care, but rather has
deeper roots in the degree to which patients actively
collaborate and to which the family are involved, in
addition to the patient’s social environment. These fac-
tors work in tandem with the health system and pro-
mote the quality and effectiveness of the care pathway
itself.

However, according to Sofaer & Schuman (6),
knowing how to enter a process of engagement re-
quires first that the nurses have acquired a specific cul-
tural background that leads them to: 1. consciously ap-
ply a completely patient-centered approach; 2. marry
the belief that the patient and their family are or may
become competent in informed decision-making re-
garding their health and the health system; 3. develop
the will to support the patient and the family, when
necessary, to overcome the difficulties and obstacles
related to the health system itself.

Among the different methods with which an en-
gaged educational process can be tackled, the design
process of the Integrated Narrative Nursing Education
(INNE) will be examined here.

This educational model, based on the Integrated
Narrative Nursing Model (see INNM; 2), addresses
the individual as a unit made up of a plurality of di-
mensions (bio-physiological, psychological, socio-cul-
tural and spiritual) and uses qualitative methodologies
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and tools, typical of the human sciences (e.g. interview,
narrative and patient agenda), integrating them with
quantitative methods that derive from the natural sci-
ences (e.g. scales, tests and questionnaires).

Starting from an approach that has its roots in
Grounded Theory (7, 8), the research presented here
provides a systematic but flexible collection collection
and analysis of data, which leads to the identification
of a tailored educational project. The method is induc-
tive and interactive, and it can be imagined as a process
which, beginning with the data, proceeds following a
circular and recursive path (8).

As already exemplified in the assessment phase
(Integrative Narrative Nursing Assessment, INNA),
particularly in cases of chronic illness (9), the use
of subjective methods, tests and scales allows us to
achieve personalised and unique results. These must
however be integrated with objective methodologies,
which help to frame the ideographic characteristics in
nomothetic frameworks, which are more standardised
and recurrent in the examined population.

In short, the nurse, must come to an integrated
assessment, which will help the design of the INNA.
This integrated evaluation uses methodologies deriving
from non-overlapping conceptual models, which then
require the mastery of epistemological approaches and
diversified instruments (2).

Therefore, this method provides training for the
professional in regards to how to conduct assessments
with both flexibility and specificity in the context of
the patient, and how to integrate quantitative aspects,
co-constructing both qualitative and quantitative data
in order to plan the assessment, the assistance needed,
and to reach a truly personalised education.

As we have already argued (9), it is the critical and
reflective thought of the nurse, as well as their relation-
al awareness, which help the nurse effectively organise
the collected data in a dynamic way, establishing the
main needs, care priorities and educational purposes.
It also allows them to choose the most appropriate
methodology based on the characteristics of the pa-
tient, the phase of the disease and the socio-family and
cultural situation in which it is arranged. The profes-
sional therefore is like a tailor, who “sews” to create the
“dress” that fits best for that specific person.

2. Aim

On the basis of these premises, the purpose of
this study, which analyses a particular case is used to
explain the method adopted by a nurse who must use
Integrated Narrative Nursing Education (INNE).
Starting from a grounded epistemology, guided by the
patient’s free narration, we then exemplify the process
that gradually integrates this information with what
the measurement scales offer in reproducibility and
standardisation.

The study focuses in particular on a case of chron-
ic disease, to exemplify the logical and methodological
process that underlie such an integrated bio-psycho-
social approach, not only aimed at alleviating pain and
improving the quality of life of the patient, but also
aimed at increasing the engagement level of the pa-
tient and the family.

3. Method

The Integrated Narrative Nursing Method
(INNM) of achieving the central purpose of bringing
out the overall characteristics of the patient in front
of them needs a rigorous methodology characterised
by the recursion of an analysis that alternates between
zooming in and focusing on particular details of infor-
mation collected, and looking at a complete overview
of the patient, so as to not lose sight of the individual
elements that emerge during the analysis, whilst keep-
ing in mind the overall context.

If, in the context of clinical assistance, the actions
of analysis, focusing on specific problems and seeing
the overall picture are inseparable and occur almost
simultaneously within the mind of the nurse with ad-
vanced competence, we explain the logical, methodo-
logical path, divided here into four progressive levels,
leading to the integrated assessment of the patient To
facilitate understanding of the analysis carried out by
the processes adopted, the levels were separated and
analysed progressively. Beyond mere expository needs
however, it is nevertheless always necessary to remem-
ber that, in the welfare practice, these levels are recur-
sively referenced and intersect continuously.
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QUALITATIVE ANALYSIS
Level I: Needs assessment

The first level of evaluation for the patient re-
sults from the descriptive and analytical analysis of the
qualitative data collected, which in this case is patient-
professional narration, which was previously recorded
with the consent of the patient and fully transcribed.

The first methodological operation of analysis was
the subdivision of the integral narrative into extracts,
constructed on the basis of distinct periods of mean-
ing accomplished. Each extract was then progressively
assigned a number. Following this first subdivision,
the narrative often appears to be disordered and dis-
connected, consisting more of recursive emotion and
autobiographical thought, rather than logical and ana-
lytical insight.

It is the critical and reflective thought of the nurse
(10) who orders the thoughts in order to bring out the
unmet needs that the patient presents, thus responding
to a first analytical need. These needs, identified with
reference to the list of the 26 needs of the assisted pa-
tient identified by Artioli and Coll. (2), are thus listed
and supported each by some from the extracts of the
narrative.

A conceptual map was then constructed, which
connects the emerging primary needs with both sec-
ondary and potentially related needs, so as to finally
obtain a schematic, whilst at the same time, complet-
ing a representation of the patient's current needs and
the possible evolution of these needs.

At this first level of analysis, the nurse gets a pro-
file of the unmet needs of the patient, derived from his
own words.

Level II: Narrative Diagnosis

In a second, qualitative level of analysis, the pro-
fessional must arrive at a broader vision of the same
narration, which will then be re-interpreted as a uni-
tary unit of data. The professional will recall the im-
pressions gathered during the interview, which can be
represented by the patient's non-verbal behavior, tone
of voice, posture and silences during the narration. In
this type of analysis, it is necessary that the profes-

sional activates their relational competence and their
emotional resonances during the course of the narra-
tion, asking themselves "how did I feel?".

Such data of more interpretative nature, which
aims to grasp the essential inner most thought, is
aimed at identifying meta-problems of a higher or-
der, derived not only from what is expressed by the
patient's words, but also from their general condition,
from their non-verbal behavior and the relational as-
pects of the intersubjective encounter between the pa-
tient and the carer.

QUANTITATIVE ANALYSIS
Level I1I: The use of measurement scales

The quantitative analysis, which uses tests, assess-
ment scales and questionnaires, is an essential step for
pointing out needs and assigning a basic score. How-
ever, the choice of which need to study and which tool
to use requires the application of specific methodo-
logical criteria and good competence in the usage and
knowledge of tools available. The first step, at this level,
is therefore to identify a database of questionnaires and
assessment scales that can be used by the professional
to refer to, which is more up-to-date than the tools
available in the scientific literature.In the present case,
specific reference is made to the standardized and vali-
dated scales used on the Italian population presented
in the book by Artioli et al. (11).

The choice of the tool used provides a careful re-
flection on which needs should be brought to atten-
tion, and which needs may be secondary in nature, but
considered important to the patient and their way of
life. This allows for the identification of which needs
are saturated by the narration itself, delineated with
such centrality that they do not need further quantita-
tive analysis.

Once the primary needs of the assessment have
been identified, it is therefore necessary to choose the
appropriate tool, so that right construct is evaluated
(i.e. the exact nuances of the need under examination)
in the right context (i.e. with reference to the specific
patient's condition) and that it responds to an efficien-
cy criterion, collecting the most information possible
with the least possible number of items.
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INTEGRATED ANALYSIS
Level IV: an overview

After having adopted a synthetic yet analytical
point of view of the patient and their problems, we
finally combine the information collected in the three
levels of analysis in order to obtain an integrated out-
come from which the needs, difficulties and the re-
sources can emerge, and therefore, the general charac-
teristics of the patient and their context. To complete
the integrated outcome, it is advisable to evaluate the
individual and social resources that the person has
available, which can be a cushion for current problems
and a propulsive drive for the activation of positive be-
havior aimed at improving one's condition.

Among the constructs that deserve attention, we
find for example the prevailing coping strategies and
the level of engagement of the patient, which will al-
low for the activation of an educational plan in which
the patient can feel understood and motivated, given
that the project is completely tailored based on history,
needs and perspectives.

The integrated outcome is therefore central to the
caregiver, on which they can prepare an educational
path that has a truly personalised value and meaning
for the patient.

4. Research context

The study was conducted in a Northern Italy
Hospice, where the Nurses Coordinator presents in-
coming patients to nurses and social-health workers
on duty. The introduction happens through a summary
of the data available from pre-entry documents, and
after this, professionals on duty, along with the physi-
cian responsible for treatment, receive and assess the
patient’s problems for the first time. Aiming to this, an
interview is held with the patient and their family, in
order to provide them with detailed and precise infor-
mation on the Service, as well as to collect data on the
difficulties that patients and family are facing.

In the case described here, the meeting took place
in a Hospice in 2016, and was conducted by a nurse.
She had to compile the pre-entry documentation,

drawing interesting and sometimes illuminating data
from the explanation of the problem, which were then
integrated with those collected at the entrance in order
to prepare a personalised protocol, that takes into ac-
count the “idios” (singularity), as well as the “nomos”
(general values) characteristics.

The collected information constitutes a core part
in defining the contents of and methods aimed at edu-
cational planning. When properly managed, they con-
stitute the first step in building a trusting relationship
with the patient, and therefore promoting engagement,
which is realised only if the patient feels included in
the mind of the professional.

5. Results
5.1. Case Description

Daniela is a 70-year-old woman suffering from
multi-metastatic pulmonary neoplasia (including lum-
bar spine), diagnosed 2 months before her entry.

She carried out the first cycle of chemotherapy.
The Hospice was then suggested methods of control-
ling pain and other symptoms offering psychological
support to the patient and bringing relief to the fam-
ily, currently composed of a son and his daughter-in-
law that Daniela had to live with because of her health
conditions for roughly a months time.

5.2 Patient Description

Daniela arrives accompanied by her son and
daughter-in-law in their private car. She gets out of
the car, helped by her son. There are evident difficulties
in her movements and a pained expression on her face.
The son extends her stick to one side and holds her on
the other. The nurse shows up quickly and proposes to
help them.

Daniela looks like a petite, smiling woman. Though
modest in style, she has her hands manicured and her
clothes ironed; she looks graceful and refined. She po-
litely follows the formalities of the interview and does
not show altered thought processes, both in form and
content. She shows initial embarrassment in regards to
her muscular hindrance, mainly due to the pain, saying:
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“The only position that gives me a little ‘break’ is with the
back partially raised and turned slightly on the right side
(she massages her leg). Here it goes! Thank you very much “.
She is open to the dialogue and collaborates with
the requests gradually proposed by the nurse. “Of
course, you can, otherwise how can you help me? Contin-
ue asking!”. Daniela describes her personal life freely,
adopting a concise style that doesn't get lost in detail.

5.3 Need Assessment: which are the primary unmet needs?

The professional at this level asks: “Which are the
primary unmet needs? “. With the aim to answer this,
the interview begins with a general question: “Mrs.
Daniela, I would like to get to know your situation bet-
ter and understand what you are experiencing, the changes
in your life and the problems you are living with, so that
together, we can evaluate what we can do to help you. Do
you want to tell me a little bit?”

The four central needs identified by the nurse are
the following: pain, self-esteem, self-efficacy, quality
of life, self-care and loss of social role (socio-cultural
dimension). These needs appear many times in the pa-
tient’s free story as not being satisfied, and therefore
are unmet.

Pain
Patient Narration Extracts

“‘Unfortunately, I can withstand being seated only
Jfor a few minutes, because this pain (indicates the lumbar
s]‘)ine) is unleashed shortly after I sit down, so Id rather
place myself lying down’ a little’. [extract n. 2]

“The only position that gives me a little ‘break’ is with
the back partially raised and turned slightly on the right
side (she massages her leg) ...”. [extract n. 1]

“And then I really need it too, because now this pain is
preventing me from living: I walk like a snail, I cannot sit
for more than a few minutes and always terrified that this

unbearable pain will be triggered’. [extract n. 6]

“It takes an extremely long time to get up, I cannot
even wash properly, not to evacuating’. [extract n. 7]

“If it were not for the pain, I could say it would be all
bearable after all, ... instead HE makes everything terri-
ble: I no longer have my life! It is always from here that it

starts, from this point (she always indicates the same point
at the level of the lumbar spine), and then descends along
the legs up to the knee like a kind of shock, which also takes
away my strength, but it is above all in this leg (indicates,
massaging her right leg) that the pain rapidly becomes un-
bearable, even reaching 10°. [extract n. 10]

Narrative outcome

This patient reports a pervasive, unbearable back
pain that has taken away her life. It prevents her from
sleeping, causing her to “despair, until I no longer un-
derstand anything”. She also refers to pain with a direct
impersonation “HE makes everything terrible’.

SELF-ESTEEM AND SELF-EFFICACY
Patient Narration Extracts

“ Caught between tiredness and pain, I can no longer
even deal with myself, I have always been strong and inde-
pendent, and I never wanted to disturb anyone, much less my
son and daughter-in-law ... and now they have had to host
me at home because I am no longer able fo do anything alone.
Myself, five years ago, I cared for my husband until the end,
all alone, without disturbing my son!”. [extract n. 3]

1 do not claim that you can solve all of my problems, I
Just hope you can give me some help and above all I would
like to recover some of my autonomy, to going back to resemble
at least a little bit to what I used to be before”. [extract n. 16]

Narrative outcome

This patient describes herself in life as a produc-
tive person and seems frustrated by the fact that she
“can no longer even deal with myself’. It is not by chance
that what is vitally important for her is “going back to
resemble at least a little bit to what I used to be before,
recovering some of my autonomy’ .

QUALITY OF LIFE
Patient Narration Extracts

“I felt very tired, I was sick and I could not eat, but
above all this pain appeared in the back (still points with
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the hand in the direction of the lumbar spine) that descends
along the legs and that has taken away my Ife’. [extract
n. 2]

“Since there is this pain instead I can no longer sleep,
1 wake up continuously, I have to take more painkillers per
night, I get moments of despair where I do not understand
anything anymore”. [extract n. 8]

Narrative outcome

The perceived quality of life seems to be low
enough to declare that “iz is preventing me from living
... I no longer have my life’.

SociocurTuraL DiMmeENsioN: PErRsoN, Famiry, Com-
MUNITY

Patient Narration Extracts

“At least I can let my son rest a bit, since I have a bit
upset his life for the last two months.

So instead of helping them, I loaded them with a very
heavy weight, while they would need to sit still and alone:
they already had enough of their problems. I know that
they love me and that they do it willingly, but I see that
they are collapsing...”. [extract no. 4]

“My son is a good boy, but he has always been rather

[fragile, with periods of anxiety that led him to try different
drugs, sometimes abusing them...”. [extract n. 13]

“I have always tried to protect him, for example dur-
ing his father’s illness, but perhaps I exaggerate foo... he has
a wonderful wife, who loves him a lot and has a strong
character, but probably starts to get tired of always having
to support him, I do not know ... I only know that lately I
think they have had a tenser relationship and me, with my
illness, I'm certainly not helping them...”. [extract n. 14]

“I also get aggressive, especially at night, when the
pain rises... I fear that my son has resumed excess usage of
drugs and various substances, which he had already used in
the past...”. [extract n. 15]

Narrative outcome
From this story emerges a great concern for the

son. The patient shows an attachment and a high sense
of protection towards him, even admitting that the son

has always been rather fragile, with periods of anxiety
that led him to use drugs and other substances ‘I have
always tried to protect it.”

For Daniela, the figure of the daughter-in-law
and the real caregiver of the whole family, seems to be
particularly important. “I# seems to me that they have a
tenser relationship and I am not helping them with my ill-
ness: he is very worried and anxious, ... besides for both the
Jfew hours of sleep caused by my frequent nocturnal awak-
enings, 15 making things worse... I fear that my son has
resumed excesses with drugs and various substances, which
he had already used in the past “.

5.4 Narrative diagnosis: “Who really is the patient?”

At this stage, the professional asks: “Who is Dan-
iela beyond the individual unmet needs reported?”.
This is an analysis carried out on the same narrative
content used at level I, but, unlike the previous assess-
ment in which the nurse, for care purposes, looks for
what is important for the patient, in this case the tex-
tual analysis is striving to find out how these needs are
inherent to the specific patient, with their individual
and socio-family peculiarities. The narrative diagnoses
derived from the text, which arise from the richness of
the patient’s contribution, are fundamental when es-
tablishing a truly personalised educational alliance. In
the case of Daniela, they are specifically the following:

A. “I no longer a support, I must be supported in-
stead’: 'The dependence on the caregiver

The story of Daniela shows the problem of addic-
tion (practical and emotional) in her son. “Can I belp
you? Yes, thank you, so I let my son rest a bit, since I have a
bit upset his life for the last two months.”

But, from the narration, it emerges that the
daughter-in-law is the true caregiver of the whole
family, since it is up to her to bear the weight not only
of her husband’s fragility, but also of Daniela: “He has a
wonderful wife, who loves him very well and has a strong
character, but probably begins to be tired of always having
to support it [...] lately it seems to me that they have more
tense relationships and I with my illness I am certainly not
helping them”. Daniela explains that her son, though
an adult, is still harnessed by addictive dynamics with
his mother and his wife, as well as with drugs and sub-
stances. “He s very worried, anxious, he does not know
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what he has to do, he always leans a lot on his wife”. Feel-
ing a burden in a couple that in itself struggles to man-
age the daily life, grips Daniela perhaps more than the
disease itself: “for both the few hours of sleep caused by my
frequent nocturnal awakenings, is making things worse .

B. “I, who have always been strong and independ-
ent”: The loss of the social role

Daniela spontaneously describes the social role
she played in the past and how she now feels that she
has lost her son, revealing the sense of guilt for not
being able to help: “I have always been strong and in-
dependent, that I never wanted to disturb anyone |...]
and now they have had to host me at home because I'm no
longer able to do anything by myself! So instead of helping
them, I loaded them with a very heavy weight

Daniela describes the role of caregiver she also
provided, until recently, towards her husband: “I five
years ago I treated my husband until the end, all by my-
self, without bothering my son”. It seems, in a nutshell,
that Daniela puts the needs and needs of others, rather
than their own, in the foreground. This has always
been her relational model. Giving, doing, caring for
someone gave meaning to her life and her identity as a
wife and mother.

C. “Return to resemble what I was before!” The
search for lost autonomy

Since Daniela is a person who is more oriented to-
wards giving rather than receiving, she does not appear
sad and in need of care. Despite the marital mourn-
ing, concerns for a son who assumes little independ-
ence, the relatively recent diagnosis, the severity of the
prognosis, the impact of the disease symptoms and the
quality of life (nocturnal and diurnal), Daniela hardly
complains with a victimised attitude even when con-
sidering the situation in which she finds herself: “Yes,
1 have a bit of pain, but that’s okay; if I walk slowly and
with a little help, I can do it! It better than sitting up!”.
Conversely, she presents herself to the world as if she
wanted to mask her pain, whether it is physical, emo-
tional or relational. “Now? ... not really pain ... it’s a bit
painful really ... but bearable”. Her minimising modality
is also evident from the fact that Daniela smiles, prais-
ing the beauty of the place and expressing satisfaction
about the positive impact of the structure. Whilst this
shows skills in personal reflection, it also highlights
high discrepancies between reported content (dys-

phoric, anxious) and corresponding emotional-affec-
tive expression (light, playful, cheerful). Her positiv-
ity will show itself to be combative and resilient, and
could be interpreted as unexpressed hope for a possible
improvement in her condition, or in the expectation
that hospitalisation can improve her autonomy.

When the nurse summarises: “So, I understand
that the main problems that is going on right now are the
pain [...], the insomnia and the enormous fatigue that de-
prives it of all energy and [...] some concern for her condi-
tion and that of her son and daughter-in-law. Is that 1¢2

Daniela answers: “Well, I would say, is that not
enough? (Smiles) Joking aside, yes, basically these are, but I
do not pretend that you can solve them all, I just hope you
can give me some help and above all, I would like to recover
a bit of my autonomy, to return to look at least a little like
what I was before”.

5.5 Quantitative analysis: how unmet are the patient’s
needs? What are their resources?

As mentioned before, this phase is aimed at meas-
uring the patient’s needs by using quantitative tools, in
order to corroborate the results of the analysis made
during the qualitative phase, which gives information
on whether the needs are actually altered and to what
extent. In particular, the assessment scales quantita-
tively detect a phenomenon (in this case a particular
need expressed by the patient) and allow the meas-
urement of any changes over time. These tools pro-
vide a common and standardised language as well as
concepts operationalised as variables. There are several
tools used in this phase, which differ according to the
need they apply to, and they focus on either specific
multi-dimensional or one-dimensional evaluations
(10). When selecting the questionnaire that will be
utilised for this purpose, professionals should bear in
mind that lengthy questionnaires can induce fatigue
among respondents and result in uniform and inaccu-
rate answers (12-14).

In this case, the needs and narrative diagnoses
that the professional decided to evaluate were: qual-
ity of life, loss of her role functioning (socio-cultural
dimension), mood, self-eflicacy, and coping strategies.

Pain was not assessed, seeing that the patient
demonstrated to be perfectly capable to discriminate
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her pain level using self-evaluation (as with the Nu-
merical Rating Scale).

With regard to quality of life (QoL), the ques-
tionnaire selected was the EORTC Quality of Life
Questionnaire-Core 36 (15; 16). The EORTC QLQ-
C30 is a questionnaire developed to assess the quality
of life of cancer patients. It incorporates five functional
scales (physical, role, cognitive, emotional, and social),
three symptom scales (fatigue, pain, and nausea and
vomiting), a global health status / QoL scale, and a
number of single items assessing additional symptoms
commonly reported by cancer patients (dyspnoea, loss
of appetite, insomnia, constipation and diarrhoea) and
perceived financial impact of the disease.

The patient reported the following results:

Functional scales where 0% means high impact
and 100% means no impact:

Global health status (QL.2)16.7%

Physical functioning (PF2) 0%

Role functioning (RF) 0%

Emotional functioning (EF)33%

Cognitive functioning (CF) 50%

Social functioning (SF) 0%

Symptom scales where 0% means no impact and
100% means high impact:

Fatigue (F) 88%

Nausea and vomiting (NV') 33%

Pain (P) 100%

Dyspnoea (D) 33%

Insomnia (I) 100%

Appetite loss (AL) 33%

Constipation (C) 66%

Diarrhoea (D)0%

Financial difficulties (FD) 33%

A significant impairment in quality of life in gen-
eral (16.7%) was confirmed. In particularly, there was
serious impairment to physical, role, and social func-
tioning conditions (all 0%). Her emotional function-
ing impaired too (33%). However, in this question-
naire, emotional functioning is investigated through 3
items only. For this reason, and because of what had
emerged from the narrative diagnosis (“I would like
to look like my old me”), we decided to further inves-
tigate her mood tone as the second level of qualita-
tive analysis had revealed a discrepancy between the
content of what she had been saying and how she had

been expressing it; while the content seemed to reveal
dysphoria, her way of speaking seemed to conceal the
impact of it.

To investigate the mood, we used the HADS -
Hospital Anxiety and Depression Scale (17), which is
a 14-item self-report screening scale that was origi-
nally developed to indicate the possible presence of
anxiety and depressive states. It contains two 7- item
scales: one for Anxiety (A) and one for Depression
(De) both with a score range of 0-21. Items referring
to symptoms that may have a physical cause (e.g. in-
somnia and weight loss) are not included in the scale.
The patient obtained a score of 10 on the anxiety scale,
meaning that she is a borderline case for anxiety; she
obtained a score of 15 on the depression scale, mean-
ing that she is a case for depression.

In order to measure the patient’s personal re-
sources, for adapting to stress caused by the disease,
the professional decided to identify her coping strate-
gies and her perceived self-efficacy — the belief “I am
capable of .

The COPE-NVI-25 scale (18), which meas-
ures five coping strategies, showed that Daniela has a
fighting-spirit problem-focused coping style (M = 4).
Strategies related to a positive attitude (M = 2.67) and
search for a social support (M = 2.6) were found to
have a minor impact on the patient. These strategies
were followed by transcendent orientation (M = 1.75).
The least utilised by the patient was shown to be avoid-
ance and denial of the problem (M = 1.4).

Self-efficacy was measured using the General
Self-efficacy Scale from the Italian adaptation by
Sibilia, Schwarzer and Jerusalem (19). It is a 10-item
psychometric scale (responses are made on a 4-point
scale) that is designed to assess optimistic self-beliefs
to cope with a variety of difficult demands in life. Dan-
iela obtained an above average score (M = 3.5), which
coincide with a high-perceived self-efficacy.

The PAM-13-Patient Activation Measure by
Grafligna et al. (20) was utilised for measuring en-
gagement level. The PAM scale defines four increasing
levels of activation: 1. disengaged and overwhelmed; 2.
becoming aware but still struggling; 3. taking action;
4. maintaining behaviour and pushing further. Daniela
obtained a score of 35, which places her on level 3.
Individuals at level 3 of activation have the key facts
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and are building self-management skills. They strive
for the best practice behaviour and are goal-oriented.

«r

Their perspective is “I'm part of my health care team’.

5.6. Integrated outcomes

From the integrated set of collected data, we can
assume with some certainty that Daniela’s quality of
life is compromised. The collapse suffered in the two-
month period between diagnosis and the evaluation
was drastic (QL2 16.7%). Although levels of physical
impairment are evident “I fe/t very tired (F = 88%), I
had nausea (NV=33%) and I could not eat, [...] this back
pain appeared (P = 100%) (PF 0%)”, psychological suf-
fering is also evident, linked to Daniela’s concern for
“my son, since I upset his life a bit for the last two montbhs.
[-..] I know that they love me and that they do it willingly,
but I see that they are collapsing [...] I have always tried
to protect him”. The loss of her active and effective role
within the family system in terms of being family’s car-
egiver was drastic (RF 0% and SF 0%) and pushes her
to manifest the desire “going back to resemble at least a
little bit to what I used to be before”.

The identification of the discrepancy between dys-
phoric and anxious content “HE makes everything ter-
rible: I no longer have my lif¢” and emotional-affective
expressions often light and playful “we/l, I would say,
is that not enough? (She smiles)”, along with reported
emotional functioning scores (EF 33%), led the nurse
to investigate Daniela’s mood. This led to a stronger
focus on the meta-problem of autonomy loss, high-
lighting the presence the presence of a state of anxiety,
even if borderline (A = 10), and an important depres-
sive state, even if not directly manifested by Daniela
(De = 15). The narrative diagnosis has also provided
the right starting point to clarify Daniela’s resources.
Daniela, being a “strong and independent” woman, still
has a combative coping (coping oriented to the prob-
lem M = 4), a high level of self-efficacy (M = 3.5) and
an individual level of activation that places her in the
condition of being able to build a good engagement
with the care staff and her care process, adequately
defining her educational objectives and implementing
the appropriate behaviours to achieve them (PAM =
35). The graphic depiction of Daniela’s strengths and

weaknesses is the conceptual map showed in Figure 1.

Qualitiy of life

: Engagement :

...................

-------------------

DANIELA

------------

Loss of family role

Autonomy loss

Figure 1.

6. Towards the co-construction of the educational
intervention

Following integration of these elements, what
should the trustee do at this point? In the case of Dan-
iela and her family, reliance on the advanced experi-
ence of Hospice professionals could be a true relief for
several reasons: 1. It would allow for the alleviation of
different symptoms (e.g. pain) and related needs (e.g.
poor movement, insomnia, lack of appetite, quality of
life);

2. Hospitalisation would make it possible to re-
cover self-governance, which had been lost due to dis-
ruption caused by the illness and by loss of role, and
which must be regained in a healthy manner in order
to help maintain the greatest possible sense of agency
in leading one’s own existence;

3. Daniela tendentially has shown to possess ac-
tive coping mechanisms and a high self-efficacy — both
resources that must be preserved so that they do not
fade under the heavy burden of the disease. These re-
sources must however be redirected towards herself
this time, rather than towards others. The educational
intervention takes into account both the objective
needs arising from the disease and the subjective ones
more linked to identity changes;

4. For her family, the hospitalisation will seem to
be a precious resource. In this sense, the trustee could
address the intervention to the daughter-in-law and
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the son, whom Daniela does not want to be looked af-
ter by as an invalid. The trustee must therefore collabo-
rate with the family so that Daniela can realise that
desire not expressed, but well explained, to recover, in
Hospice, a sense of autonomy and personal dignity.
This could also be of great help to the family, alleviat-
ing the worries and anxieties of the child, and raising
the emotional and practical weight of which Daniela’s
daughter-in-law has been bearing.

The set of processes from the integrated outcome,
clearly shows how the investigation of not only unmet
needs and difliculties, but also personal and family re-
sources can represent a fertile ground for designing a
truly engaged partnership between the care giver, the
patient and the social-relational context.

Based on these considerations, where should the
educational effort of the nurse be placed according to
the INNE model? In the case of Daniela, the effort
should be directed towards making the patient recover
the right to control her life, to instill confidence in being
able to do various things, and above all, to allow herself,
and perhaps a few others in her life, to place herself at
the center of her own life. The precise purpose of the
educational intervention at its core is to allow Daniela
to recover the importance of her life, despite this being
undermined by the painful experience of the recent di-
agnosis and the side effects of the treatment.

When addressing the question “Who is this per-
son?”, fundamental to the orientation of the education
process, the nurse knows that she will not have to help
Daniela from the outside with an intervention that
adopts the image of a shoulder to cry on, even if given
in good faith. This type of intervention would have lit-
tle success in this case, as Daniela is not used to receiv-
ing but is rather more oriented to give. Knowing this,
the nurse will have to place herself at the relational level
as a guide, who, in an equal context, gives Daniela the
chance to: free herself from “HE" (the pain), helping
her to recover her desired autonomy; have confidence
in that there is still space for personal direction and a
sense of dignity in her life and that which remains to
her; and to direct her natural energy and combative-
ness towards herself, more than towards others.

The inter-subjective meeting between profession-
al and patient also means that Daniela does not feel
alone in this change — especially considering that it is

not known 4 priori the degree to which Daniela will be
able to face this change.

In any case, if the nurse has worked carefully,
Daniela knows she can always count on a nurse who
has grasped the true meaning of her illness, which of-
ten goes beyond the needs and the symptoms report-
ed. This is a nurse who showed interest and expertise,
understanding both who the patient really is, and the
family system in which Daniela lives.

7. Conclusions

Starting from an educational perspective, and
considering the significance that this perspective has in
the current debate, the aim of this paper was to dem-
onstrate that the efficacy of an intervention lies in the
understanding that the professional should have to-
wards the patient. The professional should predispose
a path of assistance and education that may improve a
specific symptom verbally communicated or physically
expressed by the patient, but also one that takes into
account the intra-psychological and inter-personal dy-
namic, which is unique to every patient. In this dy-
namic, the symptom, the need, the problem, and the
help from the caregiver, acquire a precise importance.

This approach foresaw the use of several tools.
Firstly, a good knowledge of the patient’s needs is nec-
essary (2). This information may be acquired through
active listening to the patient. At this level of analysis,
the words utilised by the patient fill a semi-structured
grid that holds certain information. This grid should
be in the mind of the professional when they are tran-
scribing or recording what the patient is saying. The
patient’s needs do not show up in the narration in a
logic or linear way. It is more likely that the patient
will express their needs in an irregular, circular, overly-
ing way, made by references, intersections and inter-
ruptions. The patient provides the “raw material”; the
professional gives this material a structure. The pro-
fessional that uses the INNA (9) has the 26 needs
described by Artioli et al. (2) in mind. They must ask
themselves: “which of these needs are unmet in the pa-
tient”. The answer to this question is the first step in
the construction of a personalised path of assistance,
based on satisfying unmet needs.
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The second level of analysis is the narrative diag-
nosis, where the narration is now free from the grid.
At this level, the professional must ask himself: “who
is the person in front of me?”. The answer to this ques-
tion is very important to the process of designing both
the intervention and the education of the patient. This
answer guides the relational modality that comes into
contact with the patient.

At the third level of analysis, the professional
must ask himself: “how severe is the alteration of the
needs compared with the reference parameters?”. At this
level, the professional uses standardised instruments to
confirm or contradict the centrality of the needs that
emerge from the patient’s narratives. Furthermore, this
analysis provides both an intra-subjective (same per-
son over time) and inter-subjective (different people,
same time) comparison. At this level of analysis, the
professional must be cautious when deciding the right
moment and the right way to administrate the ques-
tionnaires, and at the same time, they should select the
best instrument in terms of length and comprehensi-
bility.

At the fourth and final level, the integrated out-
come guides the professional in the identification of
the overall basis on which the intervention should
be designed, on a path that starts with an assessment
phase and leads to the education of the patient. During
this path, the re-administration of the questionnaires
over time in addition to follow up narrative interviews,
should be foreseen.

This will allow the professional to monitor in a
dynamic, recursive, and circular way, not just the satis-
faction of the needs told by the patient, but also their
general adaptation to their life.

We wish that the here-described INNA model
could provide a valid methodological support to those
professionals that have a more current and correct
epistemological vision of patient education. Indeed,
education cannot be considered mere information
based on knowledge that goes from the care provider
to the patient in one direction, often in a standardised
way. Education should be a truly engaged inter-sub-
jective path that involves the care provider, the patient
and his/her socio-familiar-relational context, resulting
from to understanding, active listening and empathy. It
should be considered both a process and a method that

requires solid scientific foundations and inter-profes-
sional training, and should be constantly updated.

Therefore, professionals who deal with education
should not be the expert teacher of health, which in-
forms and instil knowledge from the outside, but rather
a “tailor”, who is able to “deliver” a tailored suit, which
fits the assisted patient to perfection, as well fitting the
familial-relational environment that the patient is in.

It is a professional who, even once the dress has
been delivered, is always willing, with professionalism,
competence, self-confidence and with a humble heart,
to redo the edge, to readjust the shape, if it becomes
too much tight or too loose, to patch a possible tear in
the best way, pandering the adjustment in the life of
each of its “customers”, in a completely idiosyncratic
way.

What we have described so far represents a path
that, according to the authors, becomes essential in or-
der for an educational intervention to be effective.
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Abstract. Background and aim of the work: Cancer-related fatigue (CRF) is one of the most common symp-
toms experienced by cancer patients (CPs) and negatively affects quality of life. Although CRF is frequently
experienced, it is often underreported, underdiagnosed and undertreated. The objectives of this study were to
evaluate the level of fatigue in patients with pancreatic cancer undergoing chemotherapy and to analyse its
correlation with patients’ demographic and clinical variables. Mezhods: A cross-sectional observational study
was implemented in the Oncology Day Hospital of a Northern Italian hospital. A sample of 48 patients re-
ceiving chemotherapy were evaluated through the Brief Fatigue Inventory Italian version (BFI-I) between 1
May and 12 October 2016. Data were statistically analysed. Resu/ts: Most of our patients (94%) experienced
fatigue. Women as well as patients with an age 265 years reported more fatigue. Anemia, pain and a weight
loss of over 16 kg in the last 6 months were significantly related to the perception of fatigue. Regarding life
habits, smoking was related to high global score of BFI-1. Conclusions: In accordance with literature, our study
suggests that fatigue is a frequent symptom influenced by many constitutional, clinical and environmental
factors. Our results highlight the need for an early and regular evaluation of fatigue among cancer patients,
in order to implement all those pharmacological and non-pharmacological interventions with proven efficacy
in attenuating this symptom.

Key words: pancreatic neoplasm, pancreatic cancer, fatigue, chemotherapy, Brief Fatigue Inventory

Background and aim

Pancreatic cancer is the seventh leading cause of
cancer death (1) and, in 2017, pancreatic cancer deaths
exceeded breast cancer deaths (2). In the United States,
approximately 50,000 individuals are diagnosed with
exocrine pancreatic cancer each year with fatal out-
come for most of them (3). AIOM (Ttalian Association

of Medical Oncology) show that 12,500 new cases of
pancreatic cancer occurred in 2015, which represented
about 3% of all incident cancers (4). In Italy, pancreatic
carcinoma is one of the top five causes of cancer death
in males and the fourth place in females, with greater
incidence in the North of Italy (5). Pancreatic ductal
adenocarcinoma has the lowest five-year survival rate
as compared to others cancers (6).
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In literature there is no univocal definition of
Cancer-Related Fatigue (CRF), however the most re-
current is that proposed by the National Comprehen-
sive Cancer Network (NCCN) (7), which defines it
as a persistent distress, a subjective feeling of physical
exhaustion, related to cancer or to its treatments. The
fatigue experienced by cancer patients is totally dispro-
portionate in comparison with the physical activity un-
dertaken, highly impacts on the performance of daily
normal activities, significantly worsening the quality of
life (7, 8). Fatigue can exacerbate other symptoms and
negatively influence mood (9). It is different from nor-
mal fatigue since it does not find relief with rest and
may persist for months or even years after the comple-
tion of chemotherapy treatment (10). CRF has been
reported as the most common and, for many people,
the most stressful symptom related to cancer disease
by the NCCN (7). In accordance with most authors,
fatigue is one of the most common symptoms related
to cancer, affecting patients in many domains such as
physical, emotional, cognitive and behavioral spheres.
It includes subjective feeling and objective symptoms
that may persist from the diagnosis of cancer to the
end of life (11-13). CRF has been hypothesized as the
result of a complex interaction among multiple factors
related to both the disease and the side effects of the
treatments. Nevertheless, it could also be influenced
by other clinical or environmental factors such as mal-
nutrition, sleep disorders, pain, anxiety and depression
(14). CRF may be present for a short period or persist
for years after the end of treatment and therefore it
can be classified as acute or chronic. In acute fatigue,
the recovery mechanisms maintain all their effective-
ness, allowing the body to regain its strength and to
reintegrate the consumed energy through an adequate
period of rest; in chronic fatigue, the person cannot
recover an adequate energy level even after prolonged
rest period and/or suitable supportive therapies (13-
16). The prevalence of fatigue in cancer patients dur-
ing chemotherapy treatment ranges from 25% to 100%
(11, 17). 'The different ranges reported in literature can
be related to the study samples, the treatments received
and the symptom evaluation methods. It can also be
influenced by other concomitant pathological condi-
tions, such as anemia and depression, conditions often
present in patients with various types of cancer (18).

Patients describe fatigue as a sense of chronic tired-
ness, overwhelming depression, oppressive exhaustion
and loss of life energy. The terms most commonly used
to describe this condition are: listlessness, weakness,
sluggishness, apathy, laziness, abatement, exhaustion,
etc. (15). Patients are unable to concentrate and often
present other associated depressive symptoms (19).

In particular, the symptoms of fatigue most com-
monly reported by patients are related to many do-
mains:

* physical level: impossible to lead a normal life
and to carry out usual activities; feeling of tired-
ness corresponds to an increased need for sleep
and rest;

* psychological level: reduction of motivation and
interest, feelings of sadness, frustration, irritabil-
ity, loss of the ability to appreciate life and in-
timacy with partner, difficulty in concentrating;

* social level: loss of interest in relationships with
friends and colleagues;

* professional level: difficulty in keeping a job,
need to change work, request to reduce work
time (20).

Commonly, fatigue is undertreated although it
can represent the most debilitating symptoms with
negative impact on patient and family quality of life
(15). Recent research on the biological mechanisms
that underlie CRF has focused on inflammation as a
key pathway (21). The associations between CRF and
alterations in the immune and neuroendocrine system
has been documented. The same association has been
observed in the Interferon-alpha therapy which pre-
disposes to the development of fatigue (22). In partic-
ular, changes in leukocyte subsets, dysregulated corti-
sol rhythm, reduced glucocorticoid receptor sensitivity,
and alterations in the autonomic nervous system have
been correlated with the development of CREF. These
systems are closely linked to inflammation and may
influence fatigue by initiating or maintaining elevated
inflammatory activity (21).

The management of CRF is difficult due to its
uncertain and complex etiology as well as its subjec-
tive characteristics (23). The guidelines developed by
the NCCN recommend early treatment of all condi-
tions that may contribute to the onset of fatigue, which
include pain, emotional disturbances, sleep disorders,
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anemia, malnutrition, poor physical activity and co-
morbidities for all patients in active treatment, even
in the long term, and at the end of life. Recommended
treatments include educational and psychological in-
terventions as well as strategies for fatigue and energy
management, distraction techniques, pharmacological
and non-pharmacological interventions (7).

Over the last years, the eflicacy of different
pharmacological approaches has been tested: anti-
depressants, corticosteroids, drugs for anemia and
psychostimulants (24, 25). Among these drugs, only
psychostimulants have been shown to improve CRF
(25). Non-pharmacological interventions have the
advantage of coping with multiple symptoms without
inducing any side effect, which makes them particu-
larly acceptable for cancer patients. In the last decade,
research on the efficacy of non-pharmacological treat-
ments has been increasingly implemented, with par-
ticularly promising results as evidenced by randomized
controlled trials (RCT) related to the effectiveness of
physical exercise (26), psycho-educational approaches
(27) and energy conservation (28). A review of 57
RCTs that tested the efficacy of non-pharmacological
interventions concluded that exercise and psycho-so-
cial interventions led to a similar reduction in CRF
(29).

Although CREF is frequently experienced by can-
cer patients it is often under-recognized by health-care
professionals and consequently under-treated (9).

Aim

The objective of this study is to evaluate the level
of fatigue in patients with pancreatic cancer treated in
an oncology day hospital and to analyze its correlation
with patients’ demographic variables, clinical condi-
tions, life habits and chemotherapies.

Methods
Study design
To analyze the level of fatigue in patients with

pancreatic cancer treated with chemotherapy, a cross-
sectional observational study was conducted through

the administration of a questionnaire, during the pe-
riod between May 1 and October 12, 2016.

Participants

In this study, we included all patients aged 18
years or over, suffered from a pancreatic cancer and
treated in the Oncologic Day Hospital of a Northern
Italian medical center, during the observation period
of this study, with the following chemotherapy treat-
ments: gemcitabine, gem+abraxane or folfirinox. All
patients enrolled (n=48) were able to understand the
questionnaire, to complete it independently and to
give us their informed written consent for participa-
tion in the study, following our explanation of its pur-
pose and design.

We excluded patients who were minors, affected
by other types of cancer, treated with other chemo-
therapies and/or not able to give us their informed
written consent due to intellectual disability, cognitive
deterioration or no knowledge of Italian language.

Data were anonymously collected according to
the current privacy regulations.

Instruments

To evaluate the fatigue level, we administered the
Brief Fatigue Inventory (BFI), a simple scale validated
in several languages (30-35), including Italian (BFI-I)
(36). The validation studies of this instrument showed
good acceptance by the subjects and good internal
consistency (30), also in the validation studies of the
Italian version (Cronbach’s 0=0.94) (36).

The BFT is composed of 9 items aimed at assessing
the severity and impact of fatigue on daily functioning
in patients with cancer or treatment-related fatigue in
the previous 24 hours. Three items ask patients to rate
the severity of their fatigue at the moment of ques-
tionnaire administration at its “usual” and at its “worst”
level during the previous 24 hrs using a 0-10 Likert
scale, where O corresponds to the description “no fa-
tigue” and 10 with “fatigue as bad as you can imagine”.

Six items focused on how much fatigue had in-
terfered with aspects of the patient’s life during the
previous 24 hours. Interference items include general
activity, mood, walking ability, normal work (which in-
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cludes both work outside the home and daily chores),
relations with other people, and enjoyment of life.
These items are measured on a 0-10 Likert scale where
0 means “does not interferes” and 10 “completely in-
terferes”. A global BFI score is calculated as the mean
of all nine questions, and higher scores correspond to
more severe fatigue. Patients who could answer at least
five of the questions were included. The level of fatigue
can be divided into “mild” (1-3), “moderate” (4-6) and
“severe” (7-10) in accordance with literature (30, 37-

39).
Statistical analyses

Descriptive statistical analyses were performed:
means and standard deviations for continuous data,
and percentages for categorical data, while t-test and
ANOVA were applied to identify significant differ-
ences among continuous data. Categorical variables
were calculated through the contingency tables and
the differences were detected through the Chi-square.
We analyzed both the total mean score of BIF-I as
a continuous variable and the four levels of question-
naire score as categorical variables in order to apply
a sort of sensitivity analysis, in accordance with other
studies (34, 36, 38). Cronbach’s Alfa allowed us to de-
termine the internal consistency of the questionnaire
items. The statistical analysis was performed using the

SPSS software.

Results

Our sample consisted of 48 patients: 29 males
(60.4%) and 19 females (39.6%). 62.6% of them were
>65 years old. The most frequent comorbidity was rep-
resented by cardiovascular diseases (45.8%); smoking
was the most frequent life habit (22.9%). Most of the
interviewed patients were treated with gem-abraxane
(85.4%) (Table 1).

The internal consistency of the scale was very
good: Cronbach 0=0.905.

We divided the fatigue into four level groups
according to the BFI-I score: absent (score=0), mild
(score range=1-3), moderate (score range=4-6) and se-
vere (score range=7-10). 94% of patients experienced

Table 1. Constitutional and clinical variables of our sample

Variables N %
Gender

Females 19 39.6
Males 29 60.4
Age (years)

18-50 9 18.7
51-64 9 18.7
>65 30 62.6
Comorbidities

Cardiovascular 22 45.8
Endocrine 6 12.5
Neurological 1 2.1
Musculoskeletal 2 4.2
Urogynecological 3 6.3
Infectious 3 6.3
Unknown 7 14.5
No comorbidity 4 8.3
Life habits and correlated disorders

Smoking 11 22.9
Substance abuse 1 2.1
Eating disorders 5 10.4
Normal 30 62.5
Unknown 1 2.1
Chemotherapies

Gem-Abraxane 41 85.4
Gemcitabina 6 12.5
Folfirinox 1 2.1

fatigue according to BFI-I score, mostly mild (n=26)
and moderate (n=18).

As shown in Table 2, many constitutional and
clinical variables are statistically significantly cor-
related with the four level groups of fatigue: fe-
males (y’=8.723, p=.033), patients with age 265 years
(x’=14.521, p=.024), patients affected by cardiovascular
comorbid diseases (y?=62.262, p=<.001), patients with
smoking habit (¥’=31.077, p=.002) presented statisti-
cally significant higher levels of fatigue. Both mild and
severe anemia were frequently associated with fatigue
whereas only a weight decreased from 6 to 15 kg in the
last 3 months was associated with severe fatigue. The
other variables selected, chemotherapy drugs, depres-
sion and pain, did not present any statistically signifi-
cant correlation with fatigue (Table 2).
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Table 2. The constitutional and clinical variables correlated with the BFI-I score groups

Variables Absence Mild Moderate  Severe Total Statistical test
fatigue fatigue fatigue fatigue

n=3 n=26 n=18 n=1 n=48 Probability
Gender, n (%)
Females -- 7 (26.9) 11 (61.1) 1 (100) 19 (39.6) 1*=8.723
Males 3 (100) 19 (73.1) 7 (38.9) - 29 (60.4) p=0.033
Age (years), n (%)
18-50 3 (100) 4(15.4) 2(11.1) - 9 (18.8) 1*=14.521
51-64 - 5(19.2) 4(22.2) - 9(18.8) p=0.024
>65 - 17 (65.4) 12 (66.7) 1 (100) 30 (62.5)
Comorbidities, n (%)
Cardiovascular - 15 (57.7) 6 (33.3) 1(100) 22 (45.8)
Endocrine - 4(15.4) 2 (11.1) - 6 (12.5)
Neurological - 1(3.8) - -- 1(2.1) ¥*=62.262
Musculoskeletal - - 2(11.1) - 2 (4.2) p=<0.001
Urogynecological 3(100) - - - 3(6.3)
Infectious - 1(3.8) 2(11.1) - 3(6.3)
Unknown - - 4(22.2) - 4(8.3)
No comorbidity - 5(19.2) 2 (11.1) - 7 (14.6)
Life habits and correlated disorders, n (%)
Smoking - 6 (23.1) 5(27.8) - 11 (22.9)
Substanceabuse - 1(3.8) - - 1(2.1) ¥2=31.077
Eatingdisorders 3 (100) 2(7.7) -- - 5(10.4) p=0.002
Normal -- 17 (65.4) 12 (66.7) 1 (100) 30 (62.5)
Unknown - - 1(5.6) - 1(2.1)
Chemotherapies, n (%)
Gem-Abraxane 3 (100) 20 (76.9) 17 (94.4) 1(100) 41(85.4) 1’=3.474
Gemcitabina - 5(19.2) 1(5.6) - 6 (12.5) p=0.747
Folfirinox - 1(3.8) - - 1(2.1)
Pain, n (%)
Absent 3 (100) 18 (69.2) 6 (33.3) 1(100) 28(58.3) 1*=8.856
Mild - 7 (26.9) 11 (61.1) - 18 (37.5) p=0.182
Severe - 1(3.8) 1(5.6) - 2 (4.2)
Weight, n (%)
Unchanged 3 (100) 16 (61.5) 3(16.7) - 22 (45.8)
Increased - 3 (11.5) 4(22.2) - 7 (14.6) ¥*=30.374
Decreased from 1 to 15 kg in the previous month -- 1(3.8) 3(16.7) -- 4(8.3) p=0.011
Decreased from 6 to 15 kg in the previous 3 months - 6 (23.1) 5(27.8) -- 11 (22.9)
Decreased by over 16 kg in the previous 6 months - - 2(11.1) 1 (100) 3(6.3)
Unknown - - 1(5.6) - 1(2.1)
Anemia, n (%)
Haemoglobin > 11g/dl 3 (100) 16 (61.5) 5(27.8) 24 (50) 1*=8.940

Haemoglobin 8-10g/dl - 10 (38.5) 13 (72.2)  1(100) 24 (50) p=0.030

Depressive disorders, n (%)

Yes - 4(15.4) 2(11.1) - 6 (12.5) 1*=2.478
No 3 (100) 22 (84.6) 15 (83.3) 1(100) 41(85.4) p=0.871
Unknown - - 1(5.6) - 1(2.1)
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The global score of BFI-I showed higher val-
ues among the patients aged from 51 to 64 (A/=3.02,
S$D=1.66) and 265 (M=2.91, $D=1.92), with a statisti-
cally significant difference between the two genders:
males had a mean score of 2.18, SD = 1.66 and females
one of 3.71, $D=1.78 (#=3.043, p=.004).

As shown in Table 3, the mean scores of BIF-I
statistically significantly differed among respond-
ents regarding the following variables: comorbidities
(F=2.782, p=.019), life habits (F=2.98, p=.029), pain
(F=4.710, p=.014), weight (F=4.419, p=.003) and ane-
mia (F=12.835, p=.001). In particular, the BFI-I scores
showed high level of fatigue among patients affected
by musculoskeletal comorbidities (4.2%), smoking

population (22.9%), patients with mild pain (37.5%),
patients who decreased weight by over 16 kg in the
last 6 months (6.3%), patients with Hb values ranged
between 8-10 g/dL (50% of our sample) (Table 3).

The impact of fatigue on all daily activities was
prevalently absent or mild, with severe influence only
on two dimensions, mood and enjoyment of life, as
shown in Figure 1.

Discussion

The findings of our study revealed that 94% of
our participants experienced CRF during the course of

Table 3. The constitutional and clinical variables correlated with mean global score of BFI-I

Variables BFI-I Confidence Statistical test
Mean (+SD) interval 95% Probability

Comorbidities

Cardiovascular 2.66 (1.95) 1.80-3.53

Endocrine 2.57 (1.22) 1.28-3.85

Neurological 0.55 (0.0) - F=2.782

Musculoskeletal 5.16 (1.17) -5.42-15.75 p=0.019

Urogynecological 0.07 (0.12) -0.24-0.39

Infectious 3.81(1.32) 0.52-7.10

Unknown 2.77 (1.43) 1.44-4.10

No comorbidity 4.44 (1.18) 2.55-6.33

Life habits and correlated disorders

Smoking 3.29 (1.33) 2.39-4.18

Substance abuse 3.00 (0.0) - F=2.986

Eating disorders 0.68 (0.95) -0.49-1.86 p=0.029

Normal 2.84 (1.90) 2.12-3.55

Unknown 6.00 (0.0) -

Pain

Absent 2.15 (1.83) 1.44-2.87 F=4.710

Mild 3.75 (1.51) 3.00-4.51 p=0.014

Severe 2.88 (2.04) -15.46-21.24

Weight

Unchanged 1.89 (1.44) 1.26-2.53

Increased 3.04 (2.10) 1.10-4.99 F=4.419

Decreased from 1 to 15 kg in the previous month 3.63 (1.88) 0.64-6.63 p=0.003

Decreased from 6 to 15 kg in the previous 3 months 3.03 (1.45) 2.05-4.00

Decreased by over 16 kg in the previous 6 months 5.62 (1.50) 1.88-9.37

Unknown 6.00 (0.0) -

Anemia

Haemoglobin >11g/dl 1.93 (1.58) 1.26-2.59 F=12.835

Haemoglobin 8-10 g/dl 3.64 (1.73) 2.91-4.38 p=0.001
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Figure 1. The impact of fatigue on daily activities, mood and relationships

treatment. This result is in line with the highest preva-
lence rates of fatigue reported by other studies, which
ranged CRF between 25 to 100% during the course of
chemotherapies (11, 17, 39-42). The prevalent consti-
tutional factors associated with fatigue were represent-
ed by female gender and older age, in accordance with
recent research (17, 42-46). Among clinical variables,
anemia, loss of weight and pain were associated with
the highest scores of BFI-I in our study. This result
overlaps literature and clinical experience concerning
the close relationship between fatigue and physical
impairment induced by both cancer and chemothera-
pies. In particular, low hemoglobin levels are associ-
ated with greater fatigue in cancer patients (9, 18, 39,
40, 42, 47, 48) as well as pain symptoms in accordance
with most reports (14, 17, 40, 49). Weight loss is a
significant symptom in this type of cancer, often as-
sociated with neoplastic cachexia. Our analysis shows
that a weight loss >16 kg in the previous six months is
related to higher mean score of fatigue. As highlighted
by other authors, an important weight loss can be con-
sidered a factor that affects the perception of fatigue

in many patients (50). From our analysis, we can in-
fer that fatigue can be a consequence of both chemo-
therapies and cancer but not of other comorbidities,
since we found higher levels of fatigue in patients who
did not have any concomitant disease in comparison
with others who did. We have to put in evidence that,
among the comorbidities reported by our patients, the
ones most correlated with fatigue were cardiovascular
and musculoskeletal diseases, a result that is in line
with another study (40). Smoking has also proved to
be a factor that affects the perception of fatigue: smok-
ing patients reported higher mean score of fatigue
than non-smokers in our study as in others (17, 51).
Although the treatment with Gemcitabine+Abraxane,
to date the elective treatment for metastatic pancreatic
cancer, has been strongly associated with fatigue as a
prevalent side effect (52), we did not find any signifi-
cant correlation between this treatment and fatigue.
The BFI-I has shown to be a questionnaire easy to
administer and simply to answer. The internal consist-
ency of the scale was very good, similar to the value
obtained in the BFI Italian validation study (36).



Evaluating of fatigue in patients with pancreatic cancer receiving chemotherapy treatment 25

Conclusions

We observe that the majority of our participants
experienced mild and moderate fatigue. Several fac-
tors influenced the perception of fatigue: gender, pain,
important weight loss, anemia and smoking. These
data highlight how fatigue is frequently present as
a consequence of cancer and its treatments, placing
importance on CRF diagnosis and recognition to im-
plement early on all those pharmacological and non-
pharmacological interventions with proven efficacy in
reducing it.

This study has many limitations, in particular
its limited sample size, insufficient to draw definitive
conclusions. Another limitation is represented by the
period of BFI-I administration from May to October,
concomitant with the warmest part of the year, which
can exacerbate the perception of fatigue. In addition,
other relevant risk factors for fatigue as reported in lit-
erature (41), physical activity, sleep disorders and clini-
cal stage of cancer, were not investigated.

We can conclude by suggesting that fatigue is a
multidimensional symptom which can be influenced
by a variety of constitutional and clinical factors. It
represents one of the most prevalent and debilitating
conditions observed in cancer, for which we can sug-
gest a holistic therapeutic approach, based on the ac-
tive involvement of the person in care and treatment
for fostering clinical recovery with respect for patient
dignity (53, 54). Education about fatigue should be of-
fered in a tailored way to all patients with cancer, in
particular to those beginning potential fatigue-induc-
ing treatments (7, 9). Moreover, professionals should
give their psychological support to patients, reassuring
them that fatigue can be overcome or reduced con-
comitantly with the treatment implementation. In this
regard, only an empathic attitude can help profession-
als to better understand the level of fatigue suffered
from patients in order to help them to face their fear
of disease progression.

Further studies focused on fatigue and its multi-
factor aspects are recommended in patients with pan-
creatic cancer who undergo chemotherapy.
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Abstract. Background and aim: Healthcare workers (HCWs) employed in Emergency Departments (EDs)
frequently face with patients becoming violent because of long wait or diseases or under the influence of alco-
hol or drugs. Globally, workplace violence (WPV) in EDs is a major challenge to safety for HCWs, involving
significant consequences to the victims, patients, and healthcare organizations. We reviewed the current lit-
erature with the aim to explore the topics focused on and to detect new evidences about approaching the issue
of WPV toward HCWs in EDs. Methods: A search for articles regarding WPV toward HCWs employed
in EDs and published from January 2007 through December 2017 was performed; using predetermined
criteria for inclusion, selected articles were reviewed and qualitatively assessed for the aims of the review.
Results: We found 60 papers which matched our inclusion criteria; the topics, discussed in order of frequency
from highest to lowest, were: “Risk Assessment”, “Occurrence Rates”, “Risk Management”, and “Physical/
non Physical Consequences”. Dementia, schizophrenia, anxiety, acute stress reaction, suicidal ideation, and
alcohol and drug intoxication were found as predictors of physical violence perpetrated by patients against
HCWs. Conclusion: A strategic way to the effective management of WPV should prioritize training courses
focused on: constructing HCW-patient relationship, improving the workers’ communication skills, accurate
reporting of each violent incident, and improving the labor context through management commitment and
employee involvement in WPV prevention programs. A special effort is required in implementing workplace
design effective in minimizing stressful conditions in waiting rooms which turned out to be the most frequent
site of assaults.

Key words: assault, occupational risk, safety measures, risk assessment, risk management

Introduction

Workplace violence against healthcare workers
(HCWs) employed in Emergency Departments (EDs)
is a major challenge to HCWSs’ workplace safety and
health worldwide, involving significant consequences
to the victims, patients, and healthcare organizations.
EDs are high-risk settings for WPV, compared to all
health care settings (1-6); by literature, ED HCWs face

many acute and chronic, often unpredictable, stressors

every day, including sudden death, trauma and hospital
overcrowding and frequently deal with patients with
grat potential for violent behavior due to their disease
state, long waits or drug and alcohol intoxication (1,
8-9). In a recent research, Ferri et al. (1) showed that in
an italian ED the 63% of violent events occurred in the
waiting room, hypothesizing that there is a relation-
ship between WPV and high level of anxiety and stress
endured by both patients and their carers or relatives
that is compounded by long waits. Long waits and the
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stress of waiting in combination with substance abuse
and psychiatric comorbidities of patients can lead to
WPV (10, 11).

Sequelae of violent attacks against HCWs may
include not only somatic injuries but also psychologi-
cal consequences, in fact, anger, fear or anxiety, post-
traumatic stress disorder symptoms, guilt, self-blame
and shame, decreased job satisfaction and increased
intent to leave the organization, lowered health-relat-
ed quality of life (HRQoL), were found as frequent
consequences of workers’ (short or long-term) expo-
sure to WPV (12, 13). The psychic consequences of
WPV for ED HCWs who have been the victims of
WPV often lead to absenteeism, poor morale and
decreased productivity (14-16). More specifically, re-
search examining the effect of WPV on ED nurse pro-
ductivity revealed that ED nurses exposure to violent
events significantly decreased productivity in the areas
of Cognitive Demands and Support/Communication
Demands in contrast to their feelings that they were
able to maintain their work performance and provided
safe and competent care (17).

The aims of this review were to explore the most
common themes raised in the literature on WPV com-
mitted by patients and visitors against HCWs in EDs
in the last 10 years. Although WPV against HCWs is
a global problem, to date there is no general agreement
among researchers on the definition; for the purposes
of the present review, WPV was defined: “Any incident
in which a person is abused, threatened or assaulted in
circumstances relating to their work; this can include
verbal abuse or threats as well as physical attacks”, ac-
cording to the definition adopted by the Health and
Safety Executive (HSE) (18).

Methods

A search for articles regarding WPV  toward
HCWs employed in EDs and published from January
2007 through December 2017 was performed using
two common literature databases: PubMed and Web
of Science; selected keywords were used to search ar-
ticles for the aims of this review. The keywords were:
Violence, Emergency Department, Healthcare worker,
Assault, Prediction, Prevalence, Occupational Risk,

Safety Measures, Risk Assessment and Risk Manage-
ment. The keywords were systematically combined to-
gether to conduct the search. For example, “Healthcare
worker,” AND “Violence” AND “Occupational risk”
was one combination. Our search was aimed to iden-
tify original research articles (i.e. non-reviews) using the
above- mentioned keywords with the following exclu-
sion criteria: (1) not written in English; (2) not pub-
lished after January 2007 (the year 2007 was chosen,
with the aim to analyze the research studies of the last
10 years); (3) studies not regarding EDs, and (4) not
full reports (i.e. letters to the editor). The screening of
articles was carried out in two phases. In the first phase,
articles were screened on the basis of title and abstract.
Two independent reviewers (G.d and V.P) assessed the
abstracts and categorized them as relevant, not relevant
and possibly relevant. In the second phase, the full-text
articles were evaluated for eligibility. Two reviewers
(G.d. and V.P) independently applied inclusion and ex-
clusion criteria to potentially eligible papers and both
reviewers then independently extracted data from the
original articles. Any disagreements were independent-
ly checked by a third reviewer (M.M.) and discussed
with the other reviewers until consensus was reached.
Every full-text article that met the inclusion criteria
was reviewed and categorized into one or more of the
following four categories based on its subject matter:
Risk assessment (articles addressed to the examination
of WPV perpetrated by patients as well as the prob-
ability that they will occur), Risk management (articles
aimed at detecting effective interventions to minimize
the WPV risk to an acceptable level to protect workers),
Occurrence rates (e.g. incidence or prevalence of patient
violence), Physical/non physical consequences (e.g. in-
juries or mental disorder following patient violence).

Results

Our search of the two literature databases resulted
in a total of 653 publications that matched our inclu-
sion criteria. Of those, 593 were removed because they
did not meet inclusion criteria (e.g. conference pro-
ceedings or not concerning HCWs of EDs). Therefore,
60 papers remained in the study. The topics, discussed
in order of frequency from most frequent to least fre-
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Table 1. Summary of literature review findings and articles categorization based on addressed topics

Author and year

Risk assessment

Risk management

Occurrence rates

Physical/non

Physical consequences

Ferri et al. 2016 (1)

Vezyridis et al. 2015 (19)
Hamdan & Hamra 2015 (11)
Gacki-Smith et al. 2009 (20)
Hyland et al. 2016 (21)
Gillespie et al. 2016 (22)
Arimatsu et al 2008 (23)
Wuetal. 2015 (24)

Wong et al. 2015 (25)

Baydin et al. 2014 (6)
Magnavita et al. 2012 (9)

Abou-EIWafa et al. 2014 (26)

Angland et al. 2014 (27)
Morphet et al. 2014 (28)
Daniel et al. 2015 (29)
Burchill et al. 2015 (30)
Shaw et al. 2015 (31)
Kansagra et al. 2008 (10)
Chapman et al. 2009 (32)
Jiao et al. 2015 (34)

Wei et al. 2016 (35)
Gillespie et al. 2012 (36)
Wong et al. 2016 (37)
Gerdtz et al. 2013 (38)
Gillespie et al. 2014 (39)
Lietal. 2017 (67)
Nikathil et al. 2017 (68)
Copeland et al. 2017 (69)
Partridge et al. 2017 (70)
Han et al. 2017 (71)
Gillespie et al. 2014 (40)
Peek-Asa et al. 2007 (41)
Somville et al. 2016 (42)
Adriaenssens et al. 2012 (43)
Gillespie et al. 2013 (44)
Gillespie et al. 2013 (45)
Stene et al. 2015 (46)
Eslamian et al. 2015 (47)
Kowalenko et al. 2013 (2)
Baykan et al. 2015 (48)
Ramacciati et al. 2015 (49)
Gates et al. 2011 (17)
McPhaul et al. 2008 (50)
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Table 1 (continued). Summary of literature review findings and articles categorization based on addressed topics

Risk assessment

Author and year

Risk management

Occurrence rates

Physical/non

Physical consequences

Hsieh et al. 2016 (51)
Park et al. 2015 (52)

Shablon et al 2012 (53)

Terzoni et al. 2015 (54) X
Mantzuranis et al. 2015 (4) X
Alameddine et al. 2015 (55) X
Zafar et al. 2013 (56)

Bigham et al. 2014 (57)

AL Bashtawy et al. 2016 (58)

Kitaneh et al. 2012 (59) X
Zampieron et al. 2010 (60) X
Pich et al. 2011 (61) X
Rees et al. 2010 (62)

Kelley 2014 (63)
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quent, were: “Risk Assessment”, “Occurrence Rates”,
“Risk Management”, and “Physical/non Physical Con-
sequences”. 34 papers focused on “Risk Assessment”;
32 papers on “Occurrence Rates”; 29 papers on “Risk
Management”; 19 papers on “Physical/Non Physical
consequences”. Seven papers discussed both “Occur-
rence Rates” and “Risk Assessment”; four papers fo-
cused on both “Risk Assessment” and “Risk Manage-

ment”, two papers were addressed to all the 4 topics.

Discussion
Risk Assessment of WPV

The results of the present literature review show
that in the last 10 years, the main topic of the checked
papers was focused on “Risk Assessment”, with the aim
to examine the risk factors of WPV perpetrated by pa-
tients against HCWs, as well as the risk that WPV will
occur. The checked papers relating to “Risk Assessment”
focused on: the predictors of violence perpetrated by pa-
tients; the determinants within the EDs; the perceived
risk of violence among HCWs. Regarding the predic-
tors of violence perpetrated by patients, Ferri et al. (1)

reported that verbal violence was frequently perpetrated
by patients in a lucid and normal state of consciousness;
dementia, schizophrenia, anxiety, acute stress reaction,
suicidal ideation, and alcohol and drug intoxication
were found as predictors of physical violence perpetrat-
ed by patients against HCWs. These findings are con-
sistent with the workplace violence literature (5, 19-27,
34-36) that showed an higher perceived risk of physical
violence among ED HCWs facing patients affected by
mental health disease or disorder or under the influence
of drugs or alcohol, than facing patient in a lucid and
normal state of consciousness. These evidences support
the need for EDs to have action plans aimed to assess
prior every patient for the risk of being violent and to
make known to colleagues that a patient is at risk for
becoming violent (34). Chapman et al. (28) developed
the STAMPEDAR assessment tool to identify patients
and visitors at risk for violent behaviors, based on the
work of Luck et al. who developed the STAMP ac-
ronym (29). The acronym STAMPEDAR stands for
staring, tone and volume of voice, assertiveness, mum-
bling, pacing, emotions, disease process, anxiety, and
resources. Though the tool does not allow to predict
whether the patient will become violent or not, STAM-
PEDAR is effective to alert ED HCWs on behavioral
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precursors to violence (e.g., staring, tone and volume
of voice, assertiveness, emotions, disease process). This
approach is aimed to preventing WPV through early
detection of potentially violent patient and it is in line
with literature which evidenced the need to implement
procedures to identify in advance the patients as well as
being in alert if the patients were to return to the ED
in the future.

With regard to the determinants of violence
within the EDs, they were most frequently identi-
fied as: inadequate HCW-patient relationship, high
anxiety level among the staff, poorer perceived safety
climates, high job demands, long waiting times for
patients. HCWS’ characteristics that were associated
with the experience of physical WPV included, but
were not limited to age less than 30 years and female
gender (20). Although these evidences, Kansagra et
al. (10) showed that staff who had worked more than
5 years perceived less safe than staff who had worked
shorter periods of time. This finding may be due to the
fact that staft felt less safe and able to manage violent
patients as they have been witness of many epysodes of
WPV in the past.

Organizational factors were evidenced as fre-
quent determinants of WPV. In particular, Wu et al.
(20) demonstrated the relationship between high job
demand and WPV, in fact, an excessive service vol-
ume, high-stress situations, and overload of physicians
in daily practice were related to poor-quality medical
care and, consequently, to dissatisfied patients, which
revealed being the main cause of WPV against phy-
sicians. In the light of these findings, organizational
interventions aimed at managing the job demand and
at improving the safety climate should be adopted as a
strategic way in increasing worker safety and in protect-
ing HCWs from WPV and its negative consequences.

By literature, the surveys targeted on the staff
perception of safety were detected as a valuable strat-
egy to assess WPV risk and to achieve the gool of
WPV risk reduction. In fact, Shaw et al. (27) found
that among nurses of a pediatric ED, the assessment
of perceived safety leaded to detect improvement in-
terventions based on HCW5’ suggestions and consist-
ing in increased presence from hospital security staft
(55%) and local police (71%). This finding is consistent
with WPV literature; in the past, Burchill C. (26) de-

veloped the Personal Workplace Safety Instrument for
Emergency Nurses (PWSI EN) and revealed its effec-
tiveness in measuring the perception of safety in EDs’
nurses and in finding solutions for managing WPV.
Based on perceived safe assessment in EDs, Kansagra
et al. (10) showed that nurses perceived less safe than
the other HCWs in EDs, and interpreted this finding
as a consequence of the close association between ED
nurses and patients throughout the visit which may ex-
pose them to higher risk of violence and, consequently,
lead them to perceive themselves less safe. This finding
is in line with other studies which have shown that
nurses experienced more physical assaults than other

HCWs (21).
Risk management of WPV

Among the 29 papers focusing this topic, 19 pa-
pers discussed the management interventions targeted
to the staff (e.g. training, improvement of skills in de-
escalation approach to violent patients, teamworking,
reporting WPV incidents); 10 papers addressed the
worksite analysis with the aim to eliminate or mini-
mize potential hazards for WPV.

With regard to training, the selected papers focused
most frequently on: contructing the HCW-patient
relationship, improving the workers’communication
skills, accurate reporting of each violent incident, and
improving the labor context through management
committment and employee involvment in a WPV
prevention program. Wu et al. (20) showed that train-
ing based only on lectures was less effective in pre-
venting WPV compared to WPV training programs
in hospital settings based on interactive and dynamic
learning methods for ED workers (e.g. teaching strate-
gies such as small-group learning, interactive learning,
and simulation exercises may be applied during training
in medical schools. In line with this findings, Wong et
al (21, 31) found that an interprofessional simulation-
based team-training curriculum successfully increased
staff ability to manage factors impacting the care of
potentially aggressive patients in the ED. Training re-
vealed effective also to minimizing the fenomenon of
under-reporting WPV incidents; in fact, Stene et al.
(37) showed increased compliance of HCW to report
these violent incidents, after educational program for
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WPV, aimed to encourage HCWs to WPV reporting.

With regard to worksite analysis, several measures
have been purposed to remove the hazards from the
workplace or to prevent contact between HCWs and
hazards identified by the workplace security analysis.
The main security measures evaluated to minimize
WPV risk were: alarm systems and other security
devices, panic buttons, hand-held alarms or noise de-
vices, cellular phones and private channel radios where
risk is apparent or may be anticipated; closed-circuit
video recording for high-risk areas on a 24-hour ba-
sis; employee “safe rooms” for use during emergen-
cies; shatter-proof glass in reception, triage and ad-
mitting areas or client service rooms; with regard to
waiting room, should be prioritized interventions to
make them comfortable and to minimize stress, in fact
Ferri et al. (1) showed that 63% of violent events per-
petrated by patients took place in the waiting room,
and were related to intolerance for long waiting times,
and misunderstanding in communications or missing
information; these findings are consistent with WPV
literature. In particular, Angland et al. (23) suggested
that to prevent the aggression that may arise from
waiting times, electronic boards indicating approxi-
mate waiting times may be useful. Also, information
guides and videotapes on the patient’s journey through
the ED may be of benefit, and communication training
for ED staff is also recommended.

Many authors showed the importance of limiting
access through security officers, which can manage the
access to the patient treatment area; in fact, patients’
and visitors’ possibility to access the patient treatment
area was felt by ED workers as threat to the safety of
ED workers (23, 42, 43); in particular, Gillepsie et al.
(43) demonstrated that if access were not always con-
trolled and violent patients and visitors were able to
enter the treatment area, emergency nurses felt unsafe
and perceived an high risk of suffering a physical as-
sault. It is also important that early communication
between security officers and ED workers takes place
before violent events occur.

Physical/non-physical consequences of WPV

All the 19 studies focused on this topic evaluated
the psychic repercussions of the attacks; the main con-

sequences reported by abused or assaulted profession-
als, especially those verbally abused, were to mental
health and well-being of the workers in terms of fear,
irritation, anger, depression, anxiety, guilt, humiliation,
feelings of helplessness, and disappointment. These
sequelae, as reported in the literature, can reduce the
ability of HCWs to share and understend the patients’
needs and, sometimes, are predictors of burnout (1,
45). Moreover, Gates et al. (17) revealed that ninety-
four percent of nurses experienced at least one post-
traumatic stress disorder (PTSD) symptom after a
violent event, 17% suffered for probable PTSD, and
found that such symptoms consequent to physical vio-
lence had a negative impact on the cognitive ability of
emergency nurses to perform their work compared to
their ability before a violent incident.

The detrimental effects of stress symptoms suf-
fered by assaulted HCWs involve all the staff; in fact,
lost productivity was found in assaulted HCWs suf-
fering stress symptoms, due to absenteeism, and diffi-
culties in approaching patients; in particular, Hamdan
& Hamra (11) found that after an epysode of WPV,
26.4% of physicians and 21.8% of the nurses victim
of WPV minimized contacts with patients and their
companions and 13.6% and 14.5%, respectively, mini-
mized the time of patient care, as well as 11.8% and
8.2%, respectively, avoided taking decisions that might
involve medical risks.

Occurrence of WPV

The 32 checked studies showed that between 24%
and 88,8% of HCWs on EDs have been victim of vio-
lence by a patient at some stage in the past 12 months;
verbal assaults affected from 46,3 to 72.5% of HCWs;
physical assaults from 16,5 to 48% of HCWs; sexual
harassment from 8.6 to 14% of HCWs. Gacki-Smith
et al. (46) revealed that 25% of emergency nurses re-
cruited into a cross-sectional study on WPV, reported
experiencing physical violence more than 20 times in
the past 3 years, and almost 20% reported experiencing
verbal abuse more than 200 times during the same pe-
riod. Kowalenko et al (2) showed that average violence
exposition rate per person per 9 months was 4.15; six
hundred one events were physical threats (3.01 per
person); two hundred twenty six events were assaults
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(1.13 per person); more than two-thirds of physicians
have experienced WPV during their career, and more
than 50% of physicians have experienced WPV in the
previous year.

With regard to the professionals assaulted in EDs,
no occupation revealed to be not affected by assaults
and threats, although with differences among occu-
pations (1). A recent study by Kitaneh and Hamdan
(47) did not riveal statistical differences in exposure
to WPV between physicians and nurses, in the past
12 months in Palestinian public hospitals; this find-
ing was confirmed by Guglielmetti et al. (48) which
detected nurses and physicians as exposed to the same
risk of WPV. On the contrary, Magnavita et al. (9)
showed that physicians were more exposed to WPV,
compared to other occupations, and hypotisized that
the finding was related to their decision-making role
and to frequently working alone with patients.

WPV occurrence data suffer of under-reporting
WPV by assaulted HCWs; in fact Ferri et al. (1) re-
ported that 84% of HCWs did not report violent
events, in line with literature which indicates many
reasons for under-reporting of WPV: fear of retali-
ation from aggressor and his/her family, feelings of
shame related to being the subject of aggression, or
addiction to WPV considered an integral part of job.

Limitations

There are several limitations in this study. Firstly,
because of the definition of violence is not unique,
some selected papers analyzed only physical violence,
others both physical and verbal; secondly, the occur-
rence of the WPV may be underestimated; in fact, sev-
eral studies showed that in many cases the episodes of
WPV are not reported by assaulted workers. In view
of the above, to carefully analyze the WPV risk, we
used the violence definition made by the HSE, which
is comprehensive of both physical and non-physical
attacks; moreover, we think that the phenomenon
of underreporting of WPV is mitigated by the con-
siderable number of papers which studied the topic
of “occurrence rate” and held into account the above
limitation.

Implications for emergency healthcare workers

A special effort is required in implementing
workplace design effective in: ensuring the safe egress
by staft away from the violent patient or visitor until
help can respond, and in minimizing stressful condi-
tions in waiting rooms rooms which turned out to be
the most frequent site of assaults against HCWs. A
strategic way to the effective management of WPV
should also prioritize training courses focused on con-
tructing the HCW-patient relationship, improving
the workers’communication skills, accurate report-
ing of each violent incident, and improving the labor
context through management committment and em-
ployee involvment in a WPV prevention program; in
fact, the HCW attitudes in assessing and managing
WPV showed determinant in minimizing the risk.
Wong et al. (21,31) demonstrated the effectiveness
in improving HCWs’ attitudes toward patients with
behavioral emergencies through a better understand-
ing of factors contributing to patient aggression. All
HCWs should be also trained to behave carefully to-
ward colleagues when WPV occurs; in fact, assaulted
workers frequently suffer feelings of fear, anger, guilt,
irritation and helplessness. These sequelae, as reported
by the literature, can reduce the empathy capacity of
health care workers and, sometimes, constitutes causes
of burnout.

Interventions targeted at preventing WPV should
consider the post-incident reports of assaults, with the
aim to analyze incidents, including the characteristics
of assailants and victims, an account of what happened
before and during the incident, and the relevant details
of the situation and its outcome, processes and pro-
cedures that put employees at risk of assault, includ-
ing how often and when. The analysis of each assault
helps to identify new or unknown risk factors and de-
ficiencies or failures in work practices, procedures or
controls. Also, the analysis helps to design measures
through engineering or work practices to prevent or
control these hazards. To date, most of the checked
papers highlighted the phenomenon of under-report-
ing the incidents by assaulted HCWs; educational
programs showed effective in encouraging HCWs to
WPV reporting; Stene et al. demonstrated that after
the ED staff were given the education aimed to report
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assaults, the ED staff began reporting those violent in-
cidents that occurred within the ED (37).

Conclusion

The findings of the present review show that the
patients’ violence towards HCW:s is a major problem
for HCWs, healthcare organizations and patients; de-
mentia, schizophrenia, anxiety, acute stress reaction,
suicidal ideation, and alcohol and drug intoxication
were found as predictors of physical violence per-
petrated by patients against HCWs in EDs; despite
this evidence, the short-term prediction of behavioral
emergencies in an ED, based on such predictors, has
limited value compared to community settings; in fact,
in the admittance of acute patients such predictors are
frequently unknown (5, 8-10).

We found a lack of evidence about the long-term
psychic consequences of violence towards HCWs
in EDs; in fact, many authors revealed that among
HCWs both forms of violence, physical and non-
physical, were significantly correlated, in the short-
term period, with symptoms of burnout (emotional
exhaustion, depersonalisation and ineflicacy) and with
experience distressing emotions. In particular, Gates
et al (17) found high risk of PTSD among ED nurses
assaulted and suggested immediate interventions, dur-
ing the first hours or days after a trauma, to provide
the victim with the support system composed of peers
and administrative representatives; in fact, workers
supported by such interventions would have an oppor-
tunity to process the event and put it into perspective,
thus minimizing the short and long-term symptoms
related to stress and anxiety. According to these find-
ings, we suggest the need to analyze the long-term
psychological sequelae of WPV towards assaulted
HCWs, with the purpose of designing the effective
interventions to assist the victims of violence and to
prevent psychological consequences.
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Abstract. Background and aim of the work: The treatment of cardiac arrest in an extra-hospital environment
improves with the increase in the number of people able to establish an early Cardio-Pulmonary Reanimation
(CPR). The main aim of the study was to assess the validity of the two-step method in case of prolonged CPR.
Methods: A randomized comparison study was conducted in the University Nursing School of a Northern
Italian town, during the 2015/16 academic year, among 60 students, to teach them CPR techniques, through
two different teaching methods (4-step and the 2-step of CPR training). The effectiveness of the maneuvers
performed on mannequins equipped with skill-meter was verified. Resu/ts: Our study did not highlight any
significant difference between the two methods of CPR training. The comparison between the two methods
regarding their efficacy in practical teaching of CPR, highlighted by this study, proved the validity of both
the 4-minute continuous method (1st method) and the 30:2 method (2nd method). Conclusions: The results
of the study showed no differences between the 2-step and the 4-step methods, in the effectiveness of car-
diac massage. The correct execution of chest compressions during a CPR is the key to increase the patient’s
chances of rescue. Research has shown that any interruption in the execution of chest compressions, leads to
a progressive reduction of the effectiveness of cardiac massage, with negative consequences on the prognosis
of the patient undergoing at CPR.

Key words: 4-Step, 2-Step, Cardiopulmonary Resuscitation, Out-of-Hospital Cardiac Arrest, Teaching,
Nursing student

Background

Extra-hospital cardiac arrest is still a serious pub-
lic health problem. The metaphor of the “Chain of
Survival”, coined by the American Heart Association
(AHA) and universally adopted, identifies the basic
phases for successfully resuscitating victims of cardiac
arrest (1). Identifying cardiac arrest can be difficult.

Both bystanders and those who manage the emergen-
cy calls must immediately recognize cardiac arrest in
order to promptly activate the survival chain (2). The
key symptoms for recognizing a cardiac arrest are: the
victim is unresponsive, does not breathe normally and
does not show any signs of circulation (3, 4).
Unfortunately, only at times bystanders start Car-
dio-Pulmonary Reanimation (CPR) on their own in
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case of cardiac arrest. It has been demonstrated that
CPR telephonically guided by the emergency opera-
tive center increases the survival rate (2), reduces the
time that elapses between cardiac arrest and the be-
ginning of the first chest compression (5, 6), increases
the number of chest compressions performed (7) and
improves the prognosis of victims of extra-hospital
cardiac arrest (8-10). The emergency center opera-
tors should provide instructions to perform CPR with
chest compressions only if the cardiac arrest victim is
an adult. Immediate CPR can double or quadruple
survival after cardiac arrest (11, 12).

The European Resuscitation Council (ERC) sup-
ports the recommendations of the International Liai-
son Committee on Resuscitation (ILCOR), according
to which a chest compression with a depth of about 5
cm but no more than 6 cm, is reasonable in the average
adult (13). A frequency of at least 100 compressions
per minute, without exceeding 120 compressions per
minute, with the fewest interruptions possible (14),
and with equal times for the compressions and release
phases is optimum (15, 16). Teaching CPR is funda-
mental for training and the most effective method for
training it should be identified (17). A model that has
been increasingly affirmed in medical and university
training since 2000 is Peyton’s Four Step Approach, a
4-step method of instruction, normally used in the
training courses of the European Society of Cardiol-
ogy (ESC)(18).

The 4-step teaching method developed by Peyton
provides the following sequence:

- phase 1: technique performed by the instructor

in real time and in silence;

- phase 2: CPR is repeated and commented by
instructor with explanations of reasons for each
action;

- phase 3: the demonstration is repeated by the
instructor under the direction of one of the
learners;

- phase 4: the execution of the phase is repeated
by a learner.

Although this approach is theoretically very con-
vincing, as a cognitive procedural model there is no ev-
idence that it leads to superior results in terms of learn-
ing compared to other teaching methods (19). Several
studies compared the effectiveness of the 4-step meth-

od with other teaching models. Greif’s randomized
controlled trial compared the Peyton 4-step teaching
method with the traditional “see one, do one” method to
teach a specific technical skill such as cricothyroidot-
omy (20). Orde’s study compared the 4-step teaching
method with the traditional 2-step method for insert-
ing the laryngeal mask (21). Orde’s training method
uses steps 2 and 4 of the Peyton 4-step method. The
study did not show a statistically significant difference
between the 2- and 4-step methods either in terms of
acquiring the skill or remembering it over time.

Aim

The main aim of the study was to assess the valid-
ity of the two-step method in case of prolonged CPR.
Secondary aims were:

- to verify if periodic two-second interruptions
every thirty chest compressions allow the res-
cuer to maintain an effective cardiac massage for
a longer time, regardless of whether the ventila-
tions are performed or not;

- to verify if a feedback system on the effective-
ness of chest compressions (Skill-meter®) has a
positive influence on massage efficacy.

Method
Study design and participants

This randomized comparison trial was conducted
in the University Nursing School of a Northern Italian
town, during the 2015/16 academic year. Our conveni-
ence sample consisted of 60 nursing students: 25 in the
first year and 35 in the second year of Nursing course.
The students of our sample had never performed CPR.

The sample was randomly divided into two nu-
merically homogeneous groups of thirty students: the
experimental and the control group. For allocation of
the participants, a computer-generated list of random
numbers was used. The two initial groups were sub-
sequently divided into three subgroups composed of
10 students each in order to make teaching easier by
reducing the ratio of instructor: students to 1:10.
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17 Phase of the study

Before starting the experiment, the 8 CPR instruc-
tors were divided into 3 randomized instructor groups:
three instructors composed the experimental group
aimed at teaching only 2 of the 4 CPR steps described
by Peyton, the other three instructors composed the
control group to teach the traditional four-step CPR
method and the last two instructors composed the eval-
uation group with the task of evaluating all students’
performance (18). The three groups were double-blind-
ed since the instructors of each group did not know the
teaching methodology of the other groups. Moreover,
instructors and students were not allowed to attend the
other groups’ training and performance.

Before the beginning of the training, each in-
structor was asked to simulate his/her activities to
other instructors in order to ensure that performances
were homogeneous. Eight work stations were created,
six for student training of and two for instructors’ eval-

uation. All settings were equipped with ResusciAnne®
manikin with Skill-meter®, self-expanding balloon
with a medium-sized mask. All the equipment, man-
ufactured by the same company, presented the same
technical characteristics.

The research protocol provided for the following
proceduresfor each group:

- 15 minutes of training for cardiac massage and

ventilation with ambu bag;

- access of three students maximum at a time to

each workstation.

After completing the training, the students were
randomly sent to the two evaluation stations, where
their 2-minute CPR performances were assessed by
the two instructors (Figure 1).

2" Phase of the study
After completing the first phase of the study, the
two training methods were compared to evaluate the

60 students
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8 CPR instructors

Random
A 4

2 instructors:
Evalutation
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v
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Figure 1. 1" Phase of the study
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better one for carrying out the External Cardiac Mas-
sage (ECM). Method 1 provided the execution of 4
minutes of uninterrupted ECM either with or without
the aid of an evaluation tool during practice. Method
2 provided the execution of ECM for 4 minutes with
a pause of 2 seconds (theoretical time for the ventila-
tions) every 30 compressions. In this case also the ex-
periment took place either with or without the aid of an
evaluation tool. The 8 CPR instructors were randomly
divided into four groups (two groups per each method)
and the 60 students were numerically homogeneously
inserted into the four groups (15 students per group).
Two work stations were assigned to each group. The
students assigned to the two groups of Method 1 were
asked to practice ECM by checking the Skill-meter®
for 1 minute; after this, one group continued to prac-
tice the cardiac massage with only the aid of a met-
ronome, whereas the other group practiced ECM for
4 minutes supported by both metronome sound and
Skill-meter® monitor.

The students inserted in the two groups of Meth-
od 2 were asked to practicce ECM by checking the
Skill-meter® for 1 minute; after this, one group con-
tinued to practice the cardiac massage with the aid of
only a metronome, whereas the other group practiced
ECM for 4 minutes supported by both metronome
sound and Skill-meter® monitor. For both training

methods, each student was given 5 minutes of time
(Figure 2).

Data from the 1st and 2nd phases of the study
were collected on two electronic boards. For each stu-
dent, we collected personal data, height, weight and
his/her performance of ECM (number of massages
with insufficient force on the chest of the manikin, the
number of massages with excessive force exerted and
the correct ECMs) and ventilation (number of insuf-
flation with insufficient pressure to fill the lungs, num-
ber of insufflation with excessive pressure and number
of correct insufflations).

Ethical considerations

All students enrolled gave us their informed writ-
ten consent for participation in this study, following
our explanation of its purpose and design. Participants’
anonymity and confidentiality were assured and their
decision regarding participation in this study was re-
spected. The study was authorized by the Director of
the Nursing Degree Programme.

Statistical analyses

Descriptive statistical analyses were performed:
means and standard deviations for continuous data,

Group 1 vyithout
—P»  Skill-meter —P» 8 Workstations
Method 1° 4 minutes of continuous ECM
(Evaluation)
Group 2 | with I
Skill-meter
60 Students
Group 3 Without A
—P»  Skill-meter [—P» 8 Workstations
ECM followed by 2 second
Method 2° interruption (30:2)
Group 4 N with : cycles for 4 minutes
Skill-meter WL LEU))

Figure 2. 2% Phase of study
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and percentages for categorical data. 7-test and ANO-
VA were applied to identify significant differences
among continuous data. Categorical variables were
calculated through the contingency tables and the
differences were detected through the Chi-square.
Multiple comparisons were performed using Tukey’s
Honestly Significant Difference (HSD). We consid-
ered statistical significance to have been attained if p
<.05.The statistical analysis was performed using the

SPSS software.

Results

Sixty students were enrolled in the study: 10
males (16.7%) and 50 females (83.3%). The mean age
of our sample was 22.03 years on average (SD=4.403).
Regarding the physical characteristics of the stu-
dents (Table 1), divided by gender, significant differ-
ences were found both in weight (»=.0001) and height
(p=-0001), as highlighted by another study (21).

In our sample, the efficacy in performing CPR was
not influenced by gender, weight or height of students.
Regarding the two methods of CPR, the #-test did not
show any significant difference (p=.885), although the
number of effective chest compressions was higher in
the 2-step method (A=75.24, §D=33.56) than in the
4-step method (M=73.30, $D=32.03) (Table 2).

Table 1. Constitutional variables of our sample

Males Females Total Statistical test
n=10 n=50 n=60  Probability
Weight (Kg), n (%)
40-50 0 (0) 10 (20) 10 (17)
51-60 1 (10) 35 (70) 36 (60) *=33.4
61-70 5 (50) 4(8) 9 (15) £=-0001
71-80 1 (10) 1(2) 2 (3)
81-90 2 (20) 0 (0) 2 (3)
91-100 1(10) 0(0) 102)
Height (cm), n (%)
150-160 0(0) 22 (44) 22 (37)
161-170 3 (30) 27 (54) 30 (50) 1*=34.8
171-180 4 (40) 1(2) 5(8) »=-0001
181-190 3 (30) 0 (0) 3(5)

In the second experiment, the number of chest
compressions statistically significantly differed be-
tween the two methods (#=2.936, p=.005). In fact, the
simulator calculation of the average of the total chest
compressions performed, demonstrated that, with
the 1st method, the students performed an average
of 409.96 compressions (§D=28.90), while with the
2nd method, the average number of compressions was
386.28 (SD=33.01).

Regarding the efficacy of the chest compressions,
there were no differences between the 1st teaching
method and the 2nd one (Table 3). However, 4-min-

Table 2. Comparison of chest compression and ventilation effectiveness in the 2 and 4 step methods

N M+SD Standard error Statistical test
Probability

Insufficient chest compressions
4 — step method 16 39.93+33.30 8.474 #=.512
2 — step method 17 33.59+37.13 9.006 p=-612
Too strong chest compressions
4 — step method 6 29.00+28.06 11.457 #=.148
2 — step method 6 26.50+£30.35 12.390 =885
Effective chest compressions
4 — step method 30 73.30£32.03 5.848 t=-.227
2 — step method 29 75.24+33.57 6.233 =821
Effective ventilations
4 — step method 30 7.97+3.09 .564 1=-.223
2 — step method 29 8.14+2.79 517 p=.824
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Table 3. Comparison of the chest compression effectiveness in the 2 and 4 step methods

N M+SD Standard error Statistical test
Probability

Insufficient chest compressions
4 — step method 28 160.54+12.72 22.814 #=-.838
2 — step method 31 188.06+130.52 23.443 p=.405
Too strong chest compressions
4 — step method 5 22.60+37.30 16.681 7=.929
2 — step method 5 7.00£4.47 2.000 =380
Effective chest compressions
4 — step method 28 243.00+115.93 21.910 #=1.251
2 — step method 32 203.19+£128.78 22.766 p=216

ute uninterrupted massage for 4 minutes (Method
1) produced better results: effective massages were
243 on average (§D=115.93), which corresponded to
59.3% of the average total compressions performed
with the 1st method, against 203.19 massages on aver-
age (§D=128.78) of the ECM followed by interrup-
tion (30:2), method 2, which instead corresponded to
52.3% of all massages performed with the 2nd method.

Regarding the use of the skill-meter, group 2
obtained the highest number of effective chest com-
pressions (306.60+86.83, p=<.0001); it practiced the
massage in 4 minutes without interruption with skill-
meter support, reporting a percentage of 74.8% cor-

rect compressions; group 4 follows, with 66.8% correct
massages (257.29+110.55) (Figure 3).

However, the multiple comparison showed sig-
nificant differences between group 2 and group 1
(MD=-134.979, p=.012) as well as between group 2
and group 3 (MD=-147.533, p=.003), but not between
group 1 and group 4 (MD=98.534, p=.095).

Discussion and conclusions

Our study did not highlight any significant dif-
ference between the 4-step and the 2-step methods

ECM 4 min. Skill-meter

| 409.67+21.24

(Group 2)

306.6186.83 (74.8%)

OECM Practiced
B ECM Effective

ECM 30:2 Skill-meter (Group
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ECM 4 min. NO Skill-meter

| 410.31+36.78
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ECM 30:2 NO Skill-meter

| 388.2433.46
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Figure 3. Effectiveness of chest compressions in the two training methods, with or without use of the skill-meter
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of CPR training. Therefore, the results obtained from
this research suggest the validity of the Orde 2-step
method (22) as well as the Peyton 4-step method. This
result was further confirmed by the comparison be-
tween the two methods regarding the efficacy of chest
compressions and ventilations and errors recorded by
the simulators’ skill-meters. Differently from a recent
study (21), the personal and physical characteristics of
our students did not affect their training performances
in CPR.

Furthermore, the 2-step method permitted stu-
dents to have more time to perform the practical ma-
neuvers through the simulator, whereas the instructor
had more time to do corrective interventions. For this
reason, the 2-step method could be useful for health
care workers and non-professionals who need practical
training in CPR maneuvers and airway management
(22). Moreover, we suggest that the choice between
the Peyton and Orde method could depend on the or-
ganizational peculiarities of health setting or training
course that promotes training.

The comparison between the two methods re-
garding their efficacy in practical teaching of CPR,
highlighted by this study, proved the validity of both
the 4-minute continuous method (1st method) and
the 30:2 method (2nd method).

Finally, we suggest that the choice between the
1st or 2nd method could be inferred from the re-
sults obtained by the four groups of our students who
used the Skill-meter® during CPR. In fact, our re-
sults highlighted the effectiveness of both methods in
groups 2 and 4, where students used the Skill-meter®.
This result indirectly suggests that the correct choice of
teaching method depends on the availability of simu-
lator equipment and not on the typology of method:
for health settings or institutions with low technol-
ogy instruments, which do not permit the evaluation
of students’ performances during chest compressions,
the method which involves 4 uninterrupted minutes of
massage could be preferred, whereas, the availability of
medium-high technology simulators, could permit the
use of the traditional 30:2 method.

We conclude by highlighting that both clinical
learning and competency development are essential
parts of nursing teaching (23) and realistic simulation
can be an effective training method, especially if it is

supported by the presence of trained instructors (24,
25).

The main limit of the study was represented by
the small size of our sample, not homogenous for gen-
der but only for age. Furthermore, the skill retention
after a period of time was not verified due to the dif-
ficulty to collect the same sample in a follow-up (most
of students subsequently participated in complete
CPR course, or they began working, or transferred to
other locations).

To confirm our results, further studies with bigger
sample, including subjects with different professional
and personal characteristics, are necessary.
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The palliative care in dementia context: health professionals
point of view about advantages and resistances
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Abstract. Background and aim: The 38/2010 law has expanded the provision of palliative care to patients with
chronic-degenerative diseases. The ISTAT data show that 60% of the dying population is suffering from these
diseases and could, according to the literature review, benefit particularly from such treatments. This study
investigates the point of view of healthcare professionals, working in the context of dementia, regarding the
knowledge and application of palliative care in the field of dementia. The focus is on the analysis of the resist-
ance that may prevent the spread of palliative care, slowing the application of such care in different settings
of terminality. Merhods: 'The method is a qualitative phenomenological approach. A grid of semi-structured
interviews was created and was proposed to 33 health workers (18 women) who work in Health Centres or in
the Alzheimer Nucleus of Northern Italy. Resu/ts: Most operators think they understand palliative care, they
believe it to be useful and necessary, but often only connect it with terminal illness. Others have a broader
vision based on a more abstract and theoretical level than on real practical knowledge. A majority of respond-
ents think that the spread of palliative care is slow and difficult because of the prevalence of the biomedical
model that holistically and prejudicially hinders the introduction of new models. Conclusion: Appropriate
training is the fundamental key to overcoming resistance. The professionals interviewed showed that they
were aware of their lack of knowledge and declared that they had little competence in managing the complex-
ity of long-term pathologies.

Key words: palliative care, dementia, chronic diseases, application resistences, health care operators

Background

The first important definition of palliative care
was given by the World Health Organization (WHO)
in 1990 (1). The most important points of this authori-
tative document concern the centrality of the patient,
the consideration of the multifaceted nature of the hu-
man condition and the identification of quality of the
life as a final goal (2, 3). It considers the patient as a

whole, consisting of an interconnected plurality of di-
mensions (e.g., biological, physiological, psychological,
socio-cultural, spiritual) (4, 5).

Palliative care has been created to provide active
and total assistance to patients affected by a disease
that no longer responds to specific treatment and
whose direct evolution is the end of life. In 1999, the
WHO (6) defined this condition as terminality, a state

no longer reversible through treatment, characterised
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by a progressive loss of autonomy, and by the manifes-
tation of physical and psychic symptoms that involve
the family unit and social relationships. At this stage of
the disease, the medical system interrupts all attempts
at healing, limiting itself to treating the symptoms and
alleviating suffering (7), through a remodelling of the
assistance interventions in progress in relation to the
new goals of treatment (8).

A big step forward was the introduction of the
38/2010 law that clearly and precisely defines the ba-
sic elements that constitute palliative care in our na-
tional context and sets out to address such care even
for the patient suffering from a chronic illness with an
evolutionary trend pathology, thus opening the hori-
zons to a new vision of a person having the right of
access to such care. Chronic conditions are defined
as medical conditions associated with symptoms or
disabilities that require long-term management (9)
and the persistence of a morbid state to which the
possibility of a resolution is not seen (10). Although
some chronic disease conditions only cause minor
disadvantages, others can cause important symptoms
and limitations of activities (11). The management
of these conditions can be difficult for patients, as it
must include learning strategies for living with symp-
toms and disabilities, and addressing identity prob-
lems that may result from the same chronic condition
(9). In many types of chronic disease the symptoma-
tology is similar to that of cancer diseases; the only
aspect that differentiates them is the prognosis. The
chronic patient can live for years with their pathology
that goes through different phases, characterised by
episodes of exacerbation. The trajectory, not always
predictable, often ends in a gradual or rapid decline
that leads to death (12).

By 2050, there will be a demographic and epi-
demiological transition that will lead to an 8-fold in-
crease in the number of people aged over 80 and to an
incidence of chronic conditions of 20% (9). According
to the WHO, the need for palliative care services will
continue to increase, due to the increase in chronic dis-
eases and the aging of the population around the world
(13). National health systems must therefore include
palliative care in the continuum of care, for people
with chronic conditions, through prevention strate-
gies, early diagnosis and planned treatments (14).

The analysis of epidemiological data highlights
how dementia can be considered to be among the most
serious of chronic diseases, due to the numerous disa-
bilities of the people affected, the significant social and
health impact, and the growing increase in the world
population. Therefore, dementia represents a global
public health priority in relation to the alarming data
associated with it, as defined in the WHO Report.

The symptoms of the dementia patient are com-
plex: restlessness, wandering, incontinence, delusions,
hallucinations, reduced motility and eating disorders
(15). In the international context, about 46.8 million
people suffer from dementia. Of these, 60-70% suffer
from Alzheimer’s, and this figure will tend to double
every 20 years, up to 74.7 million in 2030 and 131.5
million in 2050, with 7.7 million new cases each year
(1 every 4 seconds) and an average survival of 4-8 years
after the diagnosis (16).

The significant impact in economic, social and
ethical terms, and the complexity of the phenomenon,
require an extraordinary capacity for governance capa-
ble of integrating very different skills and knowledge.
In Italy, the Ministry of Health established a National
Chronicity Plan, in which it emerged that the “inte-
grated management model” is now considered the
most appropriate approach to improve care for people
with chronic illnesses. In fact, such patients need, not
only effective and modulated treatments at different
levels of severity, but also continuity of assistance, in-
formation and support (17). Dementia, not curable but
treatable, can last longer than ten years, so the treat-
ment of dementia poses at least two orders of problem:
(a) the identification of the needs of the person and
of those who take care of them in the various phases
of the disease and in the different contexts of life; (b)
the integration of responses to different and changing
needs (18).

It is therefore essential to analyse this pathology
in the field of palliation. However, in the medical and
nursing literature, palliative care applied to demen-
tia is still an under developed issue today. Therefore,
this study launches a new challenge: to move towards
a cultural change that arises from the recognition, by
professionals, of a medicine centred on “caring” rather
than on “curing”.



The point of view of health professionals on palliative care in dementia context

47

Aim of the work

The aim of the study is to investigate the point of
view of health professionals working within the field of
dementia, dealing with pathologies considered inter-
esting for their chronicity characteristics but especially
for the critical issues related to daily care practice. The
analysis focuses specifically on the knowledge and
availability of the application of palliative care in these
areas, with particular attention to the analysis of the
resistances that could prevent the spread of, or slow
down the application of, such treatments within con-
texts different from terminal illness.

Methods

Qualitative research methods are increasingly im-
portant in the development of nursing knowledge and
improving the quality of care. Qualitative research re-
sponds appropriately to the need to describe, explore
and explain increasingly complex phenomena, with an
approach centred on the subject and not on the vari-
ables.

Specifically, this study made use of a phenomeno-
logical approach to research. The goal of the phenom-
enological approach applied to qualitative research is
purely descriptive and is limited to outlining the expe-
riences of participants as they have been lived. The goal
is not to create theories or models of the phenomenon
under consideration but to try to discover the subjec-
tive and personal meanings that participants give to

their reality (19, 20).
Instrument

The data were collected through a semi-structured
interview built ad hoc. The interview is characterised
by flexible questions that represent a perimeter within
which the interviewee and the interviewer have free-
dom of movement, while maintaining the rigor that
allows the latter to deal with all the topics necessary
for the cognitive objectives (20, 21). The interview grid
was tested through a pilot survey administered to a co-
ordinator of the medical team of a hospice in northern
Italy. His availability and decades of experience in this

field, has allowed the researcher to modulate the ques-
tions effectively, as well as to confirm the elements to
be explored. Following the pilot phase, and based on
the research objectives, 13 questions were composed to
explore the following areas of investigation: (a) Opin-
ion and knowledge of palliative care (interview ques-
tions example: “Do you know what palliative care is? Do
you know them?”’; (b) Opinion on the application of
palliative care in a chronic context (e.g., “What specific
advantages could the application of palliative care bring to
your working context?); (c) Use of palliative care in the
context of work (e.g., “Would you be willing to intro-
duce new methods of care and assistance to the patients in
your daily practice?”; (d) Resistances to the application
of palliative care (e.g., “In your opinion, how could the
resistances be overcome?”). With the prior written con-
sent of the participants, the interviews were audio-re-
corded. Their duration ranged from 30 to 40 minutes.
They were conducted in the period between October
and December 2016 and were then fully transcribed in
order to be analysed.

Participants

The selected participants are health professionals,
who work as health care professionals with dementia
patients. More specifically, the inclusion criteria of se-
lection for the study were: voluntarily consenting to
participation, operating in a care setting in the area of
dementia, personally assisting patients with moderate
to severe dementia, participating in a team of health
professionals in the management of clinical cases of
dementia.

The participants were recruited from the Health
Care Residences, or the services of protected residenc-
es, or the Alzheimer Nucleus of Northern Italy, in the
provinces of Pesaro, Modena, Reggio Emilia, Verona,
Mantova and Monza, through the use of a conveni-
ence sample.

A total of 33 professionals took part in the re-
search (18 female), of which 15 were physicians (8
male), 12 were nurses (9 female), 3 were psychologists,
1 was an occupational therapist (male) and 2 were so-

cial health professionals (both female).
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Data analysis

The texts of the interviews were transcribed, giv-
ing each operator a name of convenience (only the
name of the profession was made recognisable).

The transcriptions were submitted to an analysis
of the content, according to some well-defined steps
(22): (a) Detection of the issues emerging from the
transcripts, in which the members of the research
group reach agreement on the definition of the salient
contents that emerge from the operators’ narratives;
(b) Passage from the final themes to a report capable
of underlining the meanings connected to the partici-
pants’ experiences. The analysis and the connections
between the meanings that emerged lead to a recon-
struction of a representative sense of the experiences
of each interlocutor and at the same time allow us to
outline recurring modalities of attribution of meaning
to the experiences that accompany them.

Results

From the analysis of the interviews, a series of
macro-areas emerge that correspond to the issues in-
vestigated with the interview grid. Each macro area
is composed of sub areas that highlight the prevalent

contents (meanings) specified by the participants (Ta-
ble 1).

1. Opinion and knowledge of palliative care

a. Knowledge of palliative care

The majority of the professionals declare that
they know about palliative care and describe it from
two different points of view: connected exclusively to
terminality (17 out of 33), and to be used at the end
of life (P2: “Palliative care is a set of different treatments,
that are provided basically to people nearing death and
to people who have incurable diseases, therefore fo can-
cer patients rather than to patients with serious infectious
diseases”) or as a holistic approach to the care (15 out
of 33) in a broader and more complex view of the pa-
tient (M4: “What we face daily comes into palliative care.
We aim at a global well-being aimed at the person at 360
degrees.”).

Only a small percentage of professionals (3 out of
33) say they do not know about it, or say they vaguely
remember references to it (I2: ‘T have heard about it, but
now if I had to say exactly what it is, I don’t remember. ).

b. Opinion on the usefulness of palliative care

The professionals, questioned about the useful-
ness of palliative care, in almost all cases report an ex-
tremely positive opinion, considering it indispensable
in the practice of care (20 out of 33) (M12: ‘Iz is also
Jfundamental in non-oncological and terminal diseases. Its
usefulness is inescapable”), others (9 out of 33) define
it - despite a minor emphasis as - useful, considering it
a great opportunity to be undertaken in the care path-
ways (I11: ‘I think it’s a great opportunity for the person
and for the family.”).

Only one operator considers palliative care as un-
necessary, defining it as risky and unreliable (16: ‘T pre-
fer normal treatments, because in my opinion it is always
a risk, I wouldn’t trust a lot.”).

2. Opinion on the application of palliative care in a chronic
context

a. Usefulness of palliative care in chronic diseases

The point of view of the professionals has been
specifically investigated regarding the usefulness of
palliative care in chronic illness, such as for Alzheimer
patients.

Although palliative care is an area considered by
some to be still unexplored and little known, the ma-
jority of respondents (23 out of 33) testify that pallia-
tive care is absolutely essential not only in oncological
contexts, but should begin to be a presence in all health
areas (recognised utility) (MI10: “I¢ is the future, I believe
in it and it must be applied to chronic-degenerative dis-
eases and I'm fighting for it, I hope it can become a tool in
the central health care sector in the near future.”).

There are some professionals (4 out of 33) who,
not fully aware of what palliative care involves; they did
not express such a definite judgment (doubtful utility
due to lack of knowledge). Some think it depends on
the degree of the disease and on the patient’s clini-
cal situation, others on the wishes of the family and
on the patient him/herself (doubtful utility due to lack
of knowledge) (A1: I don’t know exactly what it might
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Table 1. The results

Macro area

Sub area

Meanings

1. OPINION AND

a. Knowledge of palliative care

terminality
holistic approach

KNOWLEDGE OF no knowledge
PALLIATIVE .. indispensable
CARE (PC) Oplmqn on the usefulness of useful
palliative care
unnecessary

2. OPINION ON

Usefulness of palliative care in

recognised utility
doubtful utility due to lack of
knowledge

THE chronic diseases innovative fopic
APPLICATION OF etopic |
PC IN unrecognised utility
CHRONICITY e e control and management of symptoms
. global management
chronicity : .
improvement in team work
daily use
VTt e pain thgrapy and terminal phases
sporadic
not used
no answer
Usefulness of palliative care in useful
3. USE OF resolving critical issues doubts as to usefulness
PALLIATIVE Availability to open up to new availability
CARE IN ways of treatment
PRACTICE favourable
Availability of the working lack of knowledge

context to open up

lack of dialogue / comparison
opposed

Urgency in the application of
palliative care

immediate urgency
urgency only in the terminal phases
no urgency

4. RESISTANCE TO

Slow and difficult diffusion

biomedical model

pharmaceutical and political interests
lack of training

Catholic Church culture

lack of laws and well-defined

THE guidelines
APPLICATION OF cultural resistance / prejudice
PC lack of training

Resistance to the application

lack of personal motivation
resistance to the use of morphine

Overcoming resistance

training
communication

bring, or if it is really valid, for example, for dementia, also the help of palliativist doctors and, above all, through
a cultural change that allows it to establish itself. It is
highlighted that there is still little knowledge of pallia-

tive care in contexts of chronicity, as it is an extremely

because I have never had the opportunity to try it out.”).
Others (3 out of 33) believe palliative care is an
innovative topic, that has not yet taken hold in Italy

and which needs to be extended to all realities, with ~ new topic (M7: “Then we say that we are still at the be-
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ginning and we need a lot of knowledge of this new cul-
ture, which, however, must be more specific to our field. ).
Among all the interviewees, we distinguish only
one operator who believes palliative care associated
with chronic diseases is absolutely useless (unrecog-
nised utility), as it cannot be standardised in the way
that has already happened for cancer patients (M5: Iz
is useful with cancer patients because it started many years
ago and is standardisable in some aspects, but if we refer
to the emotional and psychological field of patients, both
chronic and demented, we are lacking in knowledge.”).

b. Benefits of palliative care in chronicity

The professionals have highlighted how the intro-
duction of palliative care in chronic conditions could
lead to an improvement in the control and manage-
ment of symptoms, such as pain, respiratory crises and
dysphasia. It can also lead to better management of
complications caused by chronic disease (M13: “In dis-
eases such as Alzheimers, being a bighly complex disease
and with a slow course, I would apply palliative care, al-
ways and especially in the terminal phase to alleviate the
complications of the disease.”).

The professionals underlined how the use of pal-
liative care can allow a global management of the pa-
tient and the family members, guaranteeing a holistic
vision by all health professionals. The advantages are
found in: - improvement of quality of life; - reduction
of suffering; - accompanying the patient (I4:"I# is pre-
cisely a day-to-day caring for the patient and their family,
which 1s what we do, and what’s more, it also means lis-
tening to what they have to say and then finding the right
path to help them and accompany them on their journey.”).

According to other operators, the introduction of
palliative care in chronic contexts could lead to an im-
provement in team work and the possibility of build-
ing an integrated territorial network among the vari-
ous professionals. Team work, according to this vision,
can provide more adequate interventions according to
the patient and the stage of illness (M11: “Certainly
introduce interventions that should be coordinated with
other professionals. It would be useful to have a team that
evaluates, together with the general practitioner and the
patient’s family, the most appropriate interventions de-
pending on the stage of the disease.”).

3. Use of palliative care in the context of work

a. Use of palliative care

Some of the professionals (16 out of 33) tell us
that they use palliative care every day. Specifically they
refer to using it daily, since it is inherent in their role
(M10:" 1 apply it daily during the course of my profession
and I have also had experience in a personal context.”).

Other professionals (3 out of 33) claim that the
use of palliative care within their structure is as a pro-
tocol exclusively used as pain therapy and in the ter-
minal phases (I72: “The diagnostic therapeutic treatment
path we have worked on involves the phase of palliation
Jor patients with dementia even if only in the terminal
phase. The course would have to be recalculated as pallia-
tive care is applied too late.”).

Others (4 out of 33) tell instead of having used it
in the past, of having experienced it only a few times
or that, within their structure, it is not used in a sys-
tematic way but only for sporadic use (for example on
the basis of the presence or not of a palliativist doctor)
(M7: “In the structure, not in a systematic way because we
have to do a training course for all staff; to provide eve-
ryone with basic knowledge of the palliative culture and
later, more specifically, in the department that we are going
to organise in those terms.”).

Many interviewees (7 out of 33) claim to have
never had anything to do with it, that in their struc-
ture they have not used it, or, in any case, they are not
even familiar with it. Some even claim that there is
no dedicated team, that there are no guidelines and
describe their department as not suitable for treatment
of this type (16: “No, in the ward where I work, it is nei-
ther known nor applied”; M11:” We don’t have a dedicated
team or even guidelines.”).

Other professionals (5 out of 33) say they do not
know how to answer this question because they are hav-
ing trouble understanding what is really meant by using
palliative care, not knowing what it really is and what it
consists of (M5: “No, is there palliative care?”; I1:” I can’t
give you an answer, because I don’t know what it does. ”).

b. Usefulness of palliative care in resolving critical issues
The majority of professionals (25 out of 33) be-
lieve that the application of palliative care is useful
in resolving various critical issues present in everyday
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work: - fewer worries about the emotional management
of patient and family suffering; - fewer doubts about the
interventions and the management of some symptoms
such as pain and the use of analgesics; - a shared man-
agement necessary to work in an integrated manner to
safeguard the patient; - avoid unnecessary hospitalisa-
tions and too much technicality (I70: “Yes, absolutely yes,
help the patient at that time, but also help the awareness
and the accompaniment of family members, so it becomes a
type of shared management in the phase of terminality and
suffering. It is absolutely primary for us, precisely to work in
a complete manner and to safeguard the patient.”).

A minority of professionals (5 out of 33) have
strong doubts about the fact that palliative care can re-
solve daily critical issues (77:”But I do not think it works
with the big problems to be faced every day that have to be
solved”; M6:"No, I do not think it can solve problems. ).

c. Availability to open up to new ways of treatment

Despite the different points of view, most of the
operators (24 out of 33) declare that an attitude of
readiness to innovate is necessary, with a view to the
usefulness of learning, and of being able to work bet-
ter in a team. For example, some professionals propose
the introduction of a psychologist into their structure
or the possibility of using palliative care not only in the
terminal phase of illness but also in the early phase (17.”
Of course, our work is also based on this: we need to be able
to accept new things and above all put them into practice.”).

d. Availability of the working context to open up

However, most professionals (20 out of 33) think
that their colleagues would support the introduction
of palliation, as the idea that it is useful is shared and
there is a lot of sensitivity on the subject. It is very no-
ticeable availability especially by nurses.

Some professionals think it is a way to confront
problems, but the need for skills and training also
emerges (I12: “I notice enlarged sensitivity with respect
to these treatments; some people don’t know them but they
understand their necessity.”).

Many professionals, however, point out that for
some colleagues a lack of knowledge prevails, since
one does not invest in a specific formation and in the
course of studies one does not speak about it; others
have distorted knowledge, as they link palliative care

only in relation to cancer patients; others consider it a
real taboo (M12:” Some people do not really know it, in
particular the general practitioners who should be the most
interested.).

Only two operators point out how, in the struc-
ture in which they work, there is a lack of compre-
hension on this issue and that they do not talk to col-
leagues about this topic (I7: T do not know, we never
talked about 1t”; P3: I do not think there 1s, we do not talk
about this topic.”).

Only one operator declares that his colleagues
would be opposed to the use of palliative care in the
structure in which he works (19: A/ my colleagues are
against it!").

e. Urgency in the application of palliative care

Many professionals (10 out of 33) believe that pal-
liative care should be urgently applied and are driven
by important motivations: - feeling powerless next to
patients who suffer; - wanting to give patients a better
quality of life and end of life; - being able to respect the
wishes and needs of patients and their family members
(M4:> I would say that it is very urgent: the goal of quality
of life is fundamental.”).

Some professionals (4 out of 33) consider it nec-
essary, but refer only to the application of palliative
care in the terminal phase of disease, and, even then,
according to the classic application (172: “I¢ is urgent,
but certainly not immediately when the person is still in
good condition.”).

A small number of respondents (8 out of 33)
agreed that the real urgency is not in having to apply, or
not having to apply palliative care, but in other priority
issues (no urgency). This is linked to the fact that, on the
one hand, there is little time available to be able to in-
sert palliative care into everyday work practices, on the
other hand, there is a belief that something like this is
already being done as part of patient care, and that this
is sufficient (16.” It would be a good idea, but it is not really
urgent”; T1:” In my opinion there is no high urgency.”).

4. Resistance to the application of Palliative Care

a. Slow and difficult diffusion of palliative care
All respondents think that the diffusion of pallia-

tive care is difficult and slow because:
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- a biomedical model predominates, in which
there is no wish to surrender to the disease and the
triumph of death over life (M3: “There is no mentality,
in the sense that one does not speak of death. So if you do
not talk about death you can’t even talk about palliative
care.”); - the company is characterised by an interest
in pharmaceutical companies and politics; - in health-
care facilities, assistance is hasty; there is a lack of time
and of staff expertise in this matter; there is still a lot
of confusion on the subject because - as mentioned
- there is no training and there is little interest from
health professionals in this developing area of medi-
cine that (T'1: “In my mind, there is a lack of adequate
training. I think there is a reduction in staff and an in-
crease in the user base that causes us to run in all directions
without being able to devote time to important i/.)ings, such
as, for example, the introduction of palliative care. ”). On
the other hand, the Catholic culture is deeply rooted in
the value assigned to life, in which the idea that man
must bear earthly suffering predominates (M4: “Be-
cause of the Catholic Church. The diffusion of palliative
care is culturally hampered by the fact that it is confused
with the definition of port to death, the last days of life.
In Italy, a country so rooted in Catholic culture, there is a
perception of pain as being the way to salvation”). Pallia-
tive care is also linked exclusively to the end of life, It is
lacking laws and well-defined guidelines to allow pro-
fessionals to work in the best way (P1:T offen see that
nurses are more concerned with administering therapy or
writing up deliveries and do not evaluate everything that
15 around the patient, because, unfortunately, they don’t
have the time.”).

b. Resistance to the application of palliative care

Some professionals (7 out of 33) argue that the
resistance is mainly cultural: the idea is that it is caused
by the prejudices present in our society, also influenced
by the Catholic Church and the fear of communicat-
ing to the patient and family members the diagnosis of
an incurable disease. In a society where commitments
are deemed to be burdensome and highly empowering,
selfishness and rejection of disease seem to be predom-
inant (172: “We live in a society influenced by the Catholic
religion that causes poor integration with palliative care.
Also, there is an extreme individualism devoted to power,
beauty and non-acceptance of disease and death.”).

Other professionals (7 out of 33) think that the
resistance is a consequence of the lack of training,
which could be overcome on several levels: for example
by informing people more, by training in the concepts
and through master classes, conferences and congress-
es dedicated to palliative care. (M4: “Training at 360",
with masters, conferences, seminars. ”).

Some professionals (2 out of 33) attribute the re-
sistance, not so much to the lack of training, but more
to the personal motivation of the operators, as their
ability to get involved (M7: “Training is not enough to
find the inner motivation and get involved with your first
patient, because palliative care brings us close to death, a
Jfundamental existential aspect of life; we need to find op-
portunities and tools that encourage motivation.”).

Some respondents (2 out of 33) think that the
resistance is related to the use of morphine as it is
considered as a drug that causes the death of the per-
son and it is administered as the last resort, at the last
moment, when it is often too late (M8: “There is fear,
yet someone sees morphine as killing ... we proceed to spot
leapard, some know its use well, others not. ”).

¢. Overcoming of resistance

Almost all professionals (27 out of 33) think that
training in palliative care would be essential and fun-
damental: it would help to overcome resistance and
could change the cultural model. Training is therefore
seen as a cornerstone to ensure dignified care and pro-
fessional growth in step with the times, not based on
prejudice and the classic “ways of doing things” that
are now obsolete and outdated (I70:” Training and in-
Jformation at the various levels of the profession are urgent
... Training must be understood by all the actors involved,
because each actor has a precise and important role in the
implementation of palliative care.”).

To overcome the resistance, some professional
operators (6 out of 33) think that the key can also
be found in communication with family members
and professionals, in an exchange of ideas, in a social
network, which is open to the sharing of choices and
experiences (M8: “We need to involve family members
in the choices ... every day there should be an exchange
of information that can make a common understanding
grow.”).



The point of view of health professionals on palliative care in dementia context

53

Conclusion and Discussion

From the literature, a theme emerges that pallia-
tive care, in the current context, is mainly addressed to
cancer patients in the terminal phase of their life (23).
However, epidemiological data show how the demo-
graphic transition expected in the coming years will
lead to a significant increase in the number of peo-
ple with chronic diseases (9). Da questi dati, si evince
quindi come il problema sia ancora sottostimato.

The analysis of the scientific literature shows, on
the one hand, a lack of studies in this area, but at the
same time, the intent of palliative care experts to ex-
tend such care even to people suffering from chronic-
degenerative diseases (24, 25), providing an integrated
approach with pharmacological therapies from the ini-
tial stages of diagnosis (26-28).

Based on these premises, the data emerging from
this research show a wealth of information and specific
aspects that make the results particularly interesting
when compared to the initial objectives.

Most professionals, regardless of their profession-
al role, think they know palliative care, but some only
connect it with the terminally ill. Others have a wider
vision, but it is based more on an abstract and theo-
retical level than on real practical knowledge. Knowl-
edge of this subject seems to be, in summary, confus-
ing and superficial. The answers of the professionals,
regarding if and how palliative care is used within their
own working reality, are most heterogeneous. A lack
of homogeneity is noticed both between profession-
als working in the same structures and between those
who carry out the same profession. This is due to alack
of knowledge of the subject and a lack of awareness
of the application of palliative care in practice. There
is a discrepancy between the individual availability of
the professional and that of the work context, because,
according to the perception of many interviewees, the
context in which they work is still not very mature for
the introduction of innovative ways of treatment. From
this, it emerges that the availability of the individual is
not lacking, but rather the tools and knowledge pro-
vided by the work context.

An important fact to underline is that, despite the
confusion and the lack of knowledge, almost all the

interviewees have a positive vision of palliative care,

considering it useful and necessary even in chronic
patients. The issue of chronicity has brought out dif-
ferent opinions of the operators regarding the useful-
ness and urgency of the application of palliative care
in this area. For some professionals, it is useful and
urgent because its use could improve the management
of symptoms, the overall care of the patient and their
family and contribute to the development of a mul-
tidisciplinary team. For some professionals, palliative
care is considered an innovative topic but not of pri-
mary importance. In contrast to these professionals, a
much lower percentage does not consider it useful for
chronic patients.

With respect to enforcement resistance, palliative
care is still considered as to be a weak discipline. It is
almost always associated with the concept of the end
of life. The most common types of resistance, emerging
from the analysis of the interviews, are those related to
cultural factors, where medical biology predominates,
and those related to the training deficit in this area.
There is resistance linked to prejudice due to lack of
knowledge, such as the fear of the use of morphine/
opioids. This is because these drugs are usually associ-
ated with terminality and there is motivational resist-
ance, linked to the personal sensitivity of each profes-
sional and his ability to engage in the discussion. It is
interesting to underline that, from the point of view of
professionals, resistance can be overcome by commu-
nication at various levels, highlighting how little work
is done in the team and how little one considers the
opinion of the patient and his family about his care.

Training is the basic key to the possible over-
coming of resistance and to allowing palliative care to
spread to different fields, such as chronicity. To sub-
stantiate this, there is the emergence of a strong will
among the majority of professionals working with de-
mentia, towards a change of model, in the awareness of
being poorly prepared and with a sense of inadequacy
in the management of critical issues.

In conclusion, the questions that arise spontane-
ously from this exploratory study are: “What kind of
professionals have we become and in what direction are
we going?’, “As professionals and human beings, are we
preparing to face and manage such a heavy burden of re-
sponsibility?” The results show that there is a long way
to go towards an awareness of the needs that chronic
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degenerative diseases cause in patients and their fami-

lies, and of their human and professional role in their

fulfilment.
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Abstract. Background and aim of the work: Procedural pain during Peripheral Venous Catheterization (PVC)
is a significant issue for patients. Reducing procedure-induced pain improves the quality of care and re-
duces patient discomfort. We aimed to compare a non-pharmacological technique (distraction) to anaesthetic
cream (EMLA) for the reduction of procedural pain during PVC, in patients undergoing Computerized
Tomography (CT) or Nuclear Magnetic Resonance (NMR) with contrast. Mezhods: This is a Prospective,
Randomized Controlled Trial. The study was carried out during the month of October 2015. A total of 72
patients undergoing PVC were randomly assigned to the experimental group (distraction technique, n=36)
or control group (EMLA, n=36). After PVC, pain was evaluated by means of the numeric pain-rating scale
(NRS). Pain perception was compared by means of Mann-Whitney Test. Resu/ts: The average pain in the
distraction group was 0.69 (SD+1.26), with a median value of 0. The average pain in the EMLA group was
1.86 (SD=+1.73), with a median value of 2. The study showed a significant improvement from the distraction
technique (U=347, p<.001, r=.42) with respect to the local anaesthetic in reducing pain perception. Conc/u-
sions/Implication for practice: Distraction is more effective than local anaesthetic in reducing of pain-perception
during PVC insertion. This study is one of few comparing the distraction technique to an anaesthetic. It
confirms that the practitioner-patient relationship is an important point in nursing assistance, allowing the
establishment of trust with the patient and increasing compliance during the treatment process.

Key words: distraction, fear, peripheral venous catheter, procedural pain perception, local anaesthetic

Background and aim of the work

Procedural pain is a clinical manifestation of in-
tense episodic pain following a therapeutic interven-
tion. This consists of transient exacerbations reaching
an intensity peak within a few minutes, against the
background of a persistent pain manifestation (1, 2).
In everyday clinical practice, many procedures are car-
ried out that cause pain for the patient (3). During any
procedure including the use of needles, besides pain

reduction, it is fundamental to control fear and stress
(4). Fear is the response to a perceived threat that is
consciously recognized as a danger (5) and varies along
a continuum from “none” or “very little” to a serious
fear of needles (6).

A potential risk for patients during painful pro-
cedure could be vasovagal response. A vasovagal re-
sponse consists of the establishment of bradycardia
and arterial hypotension, presenting as vertigo, shock,
syncope, tonic-clonic seizures, increase in pain sensa-



56

1. Balanyuk, G. Ledonne, M. Provenzano, et al.

tions, excessive sweating and nausea (4, 7). For this
reason, techniques were created for the rapid manage-
ment of stress and fear (8). Many intervention pos-
sibilities, pharmacological or otherwise, decrease pain.
Many can concretely help a patient to face and solve
their own fear of pain. These techniques can be utilized
with adults and can be carried out autonomously or in
teams by nursing personnel (9).

Lynn (10) and Goodspeed & Lee (11), highlight
the necessity, both for the nurses and for the patient, of
adequate room during venepuncture. Adequate room
allows space for the patient to lie down during the
procedure, can reduce the risk of a vasovagal reaction,
and allows for recovery time after the procedure. A
peaceful space, where there is no feeling of oppression,
would very much help the patient to face the situa-
tion with lower anxiety and fear. In addition, such a
setting would favour establishing good nurse-patient
communication, conducive to creating a positive trust
relationship and fear reduction.

In order to reduce perceived pain, some pharma-
cological techniques are used. In a study carried out
by Burke et al. (12), lidocaine 8.4% administered sub-
cutaneously as local anaesthetic, before the introduc-
tion of a Peripheral Venous Catheter (PVC), resulted
in more effective perceived pain relief than placebo. A
systematic review carried out by Eidelman et al., found
that the effects of a topically applied mix of lidocaine
and prilocaine (Eutectic Mixture of Local Anaesthet-
ics, EMLA) are superimposable with the subcutane-
ous application of lidocaine (13). The study also stated
that using EMLA is preferred since it is less invasive.
EMLA is indicated for superficial analgesia of skin in
concurrence with superficial surgical interventions, in-
sertion of peripheral venous catheters and for superfi-
cial analgesia of genital mucosa (14). In Italy, EMLA
is primarily utilized in paediatrics to reduce pain as-
sociated with needle insertion. Its” application is an
intervention that can be carried out by the parents or
health care professional. Its’ effect is actuated by means
of a reversible block of conduction along the nerve fi-
bre paths; the numbing effect extends for some hours
after application (14).

As far as non-pharmacological techniques to re-
duce pain, the pain-free technique is utilized to carry
out subcutaneous and intramuscular injections (11).

A novel solution described in the literature involves
the combination of cold, vibration and distraction.
The medical device used for this is called “Buzzy bee”
(15). The device is shaped like a bumblebee, vibrates
and contains an ice pack. The device is placed a short
distance upstream of the venepuncture site, is turned
on for the duration of the procedure, and manages to
block nervous pain transmission, providing significant
relief to the patient.

The Mindful Moist mouth technique maintains
that, in order to reduce the bothersome sensation of
a dry mouth caused by stress, it is sufficient to chew
gum or squeeze the tip of the tongue, thus stimulating
saliva production. Another solution is the use of stress
balls as a distraction device. However, these devices
primarily function to set up adequate breathing, since
in times of anxiety and fear, breathing tends to become
tachypneic.

The “Three-step progressive muscle relaxation train-
ing” behavioural technique is based on the approach
of readdressing a person’s attention, trying to let the
muscles relax in three areas of the body: feet, knees
and hands. Another technique that has the same ob-
jective of focusing attention away from the procedure
is visualization. The most utilized method is that of
geographic visualization, whereby the person is invited
to mentally visualize a real or imaginary place that sug-
gests a feeling of calm, tranquillity and safety (16).

Among the non-pharmacological techniques,
distraction has been shown to be simple and of im-
mediate application, while requiring no prior training
(16,17). Distraction is not a passive strategy oriented
to amuse the patient, but it is a way to focus their at-
tention on an alternative stimulus, which allows for the
modification of the patients’ sensorial perception. By
concentrating on something other than pain, the pa-
tient can distance himself from anxiety and fear. Any
distraction should be appropriate to the patient’s age
and, wherever possible, reflect their interests and pref-
erences (18).

While commonly utilized in paediatrics, such
distraction techniques have grown in importance even
among adults. This is demonstrated by several studies
carried out internationally over the last few years (16,
17, 19-22). The distraction techniques described in
the literature are physical exercise, concentration and
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mental exercise. Various studies have investigated such
techniques in paediatrics. MacLaren & Cohen confirm
the efficacy of non-pharmacological techniques for the
treatment of paediatric-neonatal pain (18). The reduc-
tion of anxiety and fear associated with pain, use of
appropriate tools, and involvement of parental figures
in symptom management are essential therapeutic ele-
ments that must always be integrated with medication
strategies.

The aim of this study is to compare the effective-
ness of non-pharmacological techniques (distraction)
to pharmacological anaesthetic cream (EMLA) for re-
duction of procedural pain resulting from the insertion
of a peripheral venous catheter in adult patients un-
dergoing Computerized Tomography (CT) or Nuclear
Magnetic Resonance (NMR) with contrast.

Methods
Study Design

We conducted a monocentric, randomized, open-
Label, clinical trial. For trial management, data elabo-
ration and presentation, the CONSORT guidelines
for reporting of randomized parallel groups trials were

followed (23).

Primary Outcome

Evaluating the reduction of pain perception when
inserting a PVC in participants undergoing NMR and
CT with contrast, possibly achieved by means of the
distraction technique.

Secondary Outcome

Evaluating the correlation between fear and pain
when positioning the PVC, in participants undergoing
NMR and CT with contrast.
Participants

The participants involved in the study were people

undergoing NMR and CT with contrast, not admitted
to hospital and accessing the Complex Operating Unit

of Radio-Diagnostics of the Teaching Hospital Luigi
Sacco in Milan.

Inclusion and Exclusion Criteria

The selection of the participants followed specific

inclusion and exclusion criteria.

Inclusion criteria:

* People aged 18 or over.

* Capacity to sign the informed consent in com-
pliance with good clinical practices and current
national laws.

* Outpatients and day patients.

Exclusion criteria:

* People with cognitive impairment.

* People unable to read and understand Italian.

* Hypersensitivity to the active ingredients or any
excipients in EMLA.

* Congenital or idiopathic methemoglobinemia
(contraindication to EMLA use).

Sample Size

Based on the results of a prior study (17), the hy-
pothesis was derived that patients treated by means of
the distraction technique would have an average pain
score of 1.5+1.2 as compared to patients without dis-
traction but with EMLA, for which an average pain
score of 3.3+2.0 was hypothesized. With an Alpha
level of 5% and a power of 90%, it was necessary to an-
alyse 27 people per group. Considering the possibility
of participant drop-out, the sample size was increased
by 30%, thus bringing the total number to 72.

Recruitment

The study was carried out during the month of
October 2015. All participants were recruited by one
author (BI), who also collected all data. In the wait-
ing room of the Radiology Operating Unit, the au-
thor explained the study aims, as well as the two main
interventions characterizing it and collected written
informed consent. Once consent was obtained, the pa-
tient was randomly assigned to a treatment group as
detailed below. Participant recruitment and PVC in-
sertion occurred in separate rooms.
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Randomization

Randomization was carried out by means of the
blocks method, with blocks of 6. The randomiza-
tion list was maintained in closed opaque envelopes.
Envelopes were opened by the practitioner who per-
formed the PVC after the participant had been de-
clared suitable and informed consent was received.
The randomization list was created online by means
of specific software (https://www.sealedenvelope.com/
simple-randomiser/v1/lists). The person who collect-
ed the data (BI) was blind to the randomization and
therefore did not know its content.

Location

The Radiology Division of the Hospital where
the study was carried out supplies over 150 types of
different radiological services. Specific competencies
are present in diagnostic characterization of diffuse
infiltrating pulmonary diseases, mammary pathology,
pathology of AIDS, newborn’s congenital dysplasia,
chronic Inflammatory bowel disease and treatment
of hepatic primitive tumours by TACE (Trans Arte-
rial Chemo Embolization). The site was chosen due
to the number of users accessing the radio-diagnostic
services and making use of contrast, which clearly re-
quires PVC insertion. These participants were outpa-
tients.

Procedure

Experimental intervention

The distraction technique consisted of formulat-
ing simple questions on different subjects (Table 1),
with the possibility to give a free and articulated an-
swer, thus distracting the participant from the invasive
procedure in progress.

A guideline that the person tasked with collect-
ing the data would have to follow was formalized in
order to formulate questions. At the end of the proce-
dure, the nurse asked the person to grade, in accord-
ance with the Numeric Rating Scale (NRS), the pain
perceived during the procedure.

Control intervention

Control intervention consists of the application
of EMLA cream, which is the most frequently recom-
mended medicinal analgesic during venepuncture (24).
Participants were randomised into the control group.
The cream was applied by means of a pressure dressing
for 15 minutes at the venepuncture site, in compliance
with the therapeutic indications of the local anaesthet-
ic (25). Carrying out the rest of the procedure corre-
sponded with the current procedures mandated in the
operating unit where the study was carried out.

Instruments
Procedural pain was evaluated by means of the
Numeric Rating Scale (NRS). This measure was car-

Table 1. Example of distraction topics utilized (Andrews & Shaw, 2010)

Discussion scenarios

Topic

Experience of a journey or a holiday

Description of places visited, emotions of that time, people that were with the patient at

the time, and memories of particular experiences.

Hobbies or interests

Description of one’s own hobbies or interests, whether they are shared with other people,

how long is dedicated to such pastimes, whether the person practices or follows any
particular sporting activities and how important is that sport in their life.

Relationship with caregivers or friends

Description of the person’s family, children, grandchildren and, friends, of an amusing

and/or moving occurrence experienced together with them.

Town the person lives or lived

Description of the town the person lives or lived in, the town’s people and customs, of

popular traditions and of the organization of cultural, educational and entertainment

events in that town.
Feeling

Sing a song

Description of the participant’s health or emotional status;

Ask the participant whether they want to sing a song, even if only in their own mind.
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ried out immediately after the PVC insertion (12).
Post-consent and prior to PVC, the patient was evalu-
ated with respect to venepuncture fear by means of the
Visual Analogue Fear Scale (VAFS)(26,27). All data
collection cards were guarded by the authors in a room
accessible only to them.

Data Analysys

The data were collected in an Excel worksheet and
described as numbers and percentages if qualitative,
and by mean and standard deviation or median and
interquartile range (where appropriate), if quantita-
tive. Normal distribution for continuous variables was
evaluated using the Shapiro-Wilk test. The continuous
variables in the two groups were compared by means
of Student’s #-test if normally distributed; categorical
variables were compared instead using Pearson’s chi-
square test. In case of non-normal distribution, the
comparisons between the two groups were carried out
by means of the non-parametric Mann-Whitney test.
The correlation was evaluated between fear level and
pain level in the two groups, by determining Spear-
man’s Rho coefficient. For all statistical analyses, a
significance threshold was considered as p va/ue<0.05.
Data analysis was carried out in accordance with in-
tention to treat. Statistical analysis was performed
with SPSS® version 21.0 (Chicago, IL, USA) (28).

Ethical Considerations

The study protocol was approved by the Ethical
Committee of the Teaching Hospital Luigi Sacco in
Milan (Protocol no. 0019382 of 27 July 2015). Writ-
ten Informed Consent was obtained from all patients
included in the study, before their registration and
group assignment. The study was conducted in compli-
ance with the Helsinki declaration and with the cur-
rent Italian legislation on privacy (29).

Results

The sample was composed of 72 participants
conforming to the inclusion criteria, chosen from 126
evaluated subjects. There were no dropouts from either
group (Figure 1) and each patient was analysed in the
assigned group, by means intention to treat analysis.

Evaluated for suitability
N=126

Escluded (N=54):

- not satisfying inclusion
criteria (N=54)

Randomized (N=72)

Distraction Group EMLA Group
(N=36) (N=36)
- received treatment (N=36)

- received treatment (N=36)

Analyzed (N=36) Analyzed (N=36)

Figure 1. Randomization Flow Chart (Consort, 2010)

The average age of the distraction group was
61.9+16.2 years and 63.0+13.25 years in the EMLA
group. Data analyses indicated the presence of 46
males and 26 females. 21 males (58.3%) and 15 females
(41.7%) were assigned to the treated group, 25 males
(69.4%) and 11 females (30.6%) to the control group.
The majority of the people suffered from oncological
pathologies. In addition, seven people were recognized
as suffering from cardiovascular illnesses (19.4%) for
both sub-samples, two from gastrointestinal patholo-
gies (5.6%) in the treatment group and three (8.3%) in
the EMLA group and finally, two people (5.5%) in the
treatment group suffered from other pathologies. The
most frequent venepuncture site was the antecubital
area (basilic or median veins), where 68 PVC (94%)
were positioned. Two PVC (3%) were inserted in the
dorsal metacarpal veins and as many in the wrist area
(cephalic vein).

In the treatment group the antecubital fold was
chosen as the puncture site in 35 cases (97.2%), while
the wrist was used only once (2.8%). In the EMLA
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group: the elbow fold was chosen in 33 assisted people
(91.7%), the back of the hand in two cases (5.6%) and
the wrist in just one case (2.8%). The venepuncture site
displayed no significant difference between the two
groups (p=-.357).

The majority of subjects in both groups had pre-
viously had needles inserted (91.7% in the treatment
group and 94.4% in the control group). This result
was not significantly different between the two groups
(p=.643), neither was the gauge of the needle used
(p=.827).The two populations were superimposable for
the main defining characteristics at the beginning of
the study (Table 2).

Before inserting the peripheral venous catheter,
participants were asked to rate their own fear level
regarding the PVC insertion using the VAFS. The
maximum fear level was 10 and the minimum 0. Sta-
tistical analysis showed no significant difference in

fear level between the two groups (Distraction Group:
Median=1, First Quartile=0; Third quartile=5, IQR=5;
EMLA Group Median=0, First Quartile=0; Third
quartile=2, IQR=2; U=532, p=0.156, =.17).

After PVC insertion, pain was measured by means
of the NRS. Values for the distraction group ranged
between 0 and 2 with a median of 0 In comparison the
EMLA group range was wider, 0-5.25 with a median
of 2 (U=347, p<.001, r=.42) (Table 3).

Thus, the distraction technique resulted in a sig-
nificant improvement in reducing procedural pain in
comparison to the control, as showed also in Figure 2.

We found a moderate, but significant correlation
between fear and pain, with an 7,,,=.247 (p=.037). As
observed previously, fear levels were uniform between
the two groups. Therefore, participants’ fear from pre-
vious experiences did not influence pain perception
during PVC insertion.

Table 2. Characteristics of patients included, venepuncture site and needle size

Distraction group Emla Group p value

(N=36) (N=36)
Age (Mean+SD) 61.9+16.2 63+13.25 .510*
Gender, N (%) N(%) N(%)
Male 21 (58,3) 25 (69,4) .326°
Female 15(41,7) 11(30.6)
Pathologies N(%) N(%)
Oncological 25 (69.4) 26 (72.2) 5285
Cardiovascular 7 (19.4) 7 (19.4)
Gastrointestinal 2(5.6) 3(8.3)
Other 2 (5.5) 0(0.0)
Puncture site N(%) N(%)
Hand back 0(0.0) 2 (5.6) .357°
Antecubital Fold 35(97.2) 33(91.7)
Wrist 1(2.8) 1(2.8)
Previous needles N(%) N(%) p value
Yes 33 (91.7) 34 (94.4) .6438
No 3(8.3) 2 (5.6)
Needle size N(%) N(%)
18 Gauge 2(5.6) 3(8.3) .827°
20 Gauge 30 (83.3) 28 (77.8)
22 Gauge 4(11.1) 5(13.9)

SD-= Standard Deviation; * Student t test; * Pearson Chi-square test.
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Table 3. Pain level after venepuncture

Mean+SD Median Q1 Q3 IQR p value
Distraction Group 0.69+1.26 0 0 1 1 <.001
EMLA Group 1.86+1.73 2 0.25 3 2.75

SD-= Standard Deviation; "Mann-Whitney Test

. |
Distraction Group EMLA Group

Figure 2. Pain perception in the two groups (Numeric Rating
Scale=0 to 10)

Discussion

Despite the lack of directly comparable studies,
the present study is relatable to Mutti, et al. who in-
vestigated the decrease of procedural pain by means of
the distraction technique, without a specific interven-
tion as control (17). Results from the primary objective
suggest that the distraction technique is not only more
functional and non-invasive, but also cheaper, since its
cost is zero. Furthermore, the technique has no side
effects, as a medication might, and can be utilized with
any patient. Distraction is a powerful non-pharmaco-
logical technique that is simple and immediately ap-
plicable and requires no special training (16, 17). As
stated in the background, by concentrating on some-
thing other than pain, the patient can distance himself
from anxiety and fear. This should also influence physi-
ological reaction to fear and anxiety, reducing breath
and heart rate and preventing vasovagal response. The
open questions used to distract the patient’s atten-
tion away from pain further serve the development of
a positive relationship between nurse and patient (16,

17). Such a relationship can become essential in the
patient’s compliance with a specified treatment plan.
It has been shown previously that the practitioner-
patient relationship is pivotal in the treatment process
(16, 17). Here we show that the distraction group me-
dian was O on the NRS scale and the EMLA group
had a median of two (U=347, p<.001, r=.42). These
findings support those previously published and high-
light the superiority of the distraction technique to
either no-treatment or pharmacological treatment.
Consistent with WHO Guidelines on the pharmaco-
logical treatment of persistent pain in children suffer-
ing from serious pathologies (30), this study confirms
that acting on the multi-factorial dimensions of pain
(emotional, behavioural and cognitive), can influence a
patients’ pain perception. Studies by Lotto & Alberio
(7) and by Zengin, et al. (4), state that there is a cor-
relation between fear and increased perception of pain
sensations. The perceived fear level varies depending
on the environment and of the procedure being carried
out (4). The current study was carried out in an out-
patient treatment setting, while the Zengin, et al. (4)
study was conducted in the operating room. As argued
by Zengin, et al. (4), the fear level shown by a person
about to undergo a surgical intervention is higher than
that of a person undergoing a less invasive procedure in
an outpatient care context. This may explain the differ-
ent correlation between fear and pain found in the two
studies. Zengin, et al. (4), observed a strong correlation
between the two phenomena, while we observed only a
weak correlation between the two (r.=.247; p=.037).
The present study has some limitations that
should be considered. Firstly, it is monocentric and in-
volved outpatients. Secondly, since it is an open-label
study, a possible detection bias should be considered.
Finally, we didn’t evaluate if the effectiveness of the
intervention varies because of the questions provided.
The results therefore, should be considered in light of
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these aspects that could reduce their external validity.
Despite these limitations, the distraction technique
showed a promising effectiveness in the reduction of
pain during PVC insertion.

Conclusions

Standard approaches to the reduction of proce-
dural pain perception in adults vary widely depending
on the individual practitioner. Due to the ease of ap-
plication, our study suggests that the distraction tech-
nique can be employed anywhere painful procedures
are enacted. The distraction technique in the present
study was more effective than a pharmacological in-
tervention in decreasing procedural pain during the
insertion of a peripheral venous catheter.

Future research

Considering the results of the present study, it is
interesting to evaluate the application to other pain-
inducing interventions, such as: venous or arterial
blood sampling, insertion of urinary catheter, mobili-
zation, dressing change. It would also be useful in fu-
ture, to compare among themselves different types of
distraction, in order to evaluate the possible existence
of different degrees of effectiveness among them, or
to verify their efficacy in relation to the type of popu-
lation on which they are used. In regard to the cor-
relation between needle fear and pain, there are few
studies comparing these phenomena in different envi-
ronments, such as outpatient care, home care, hospital
admission or operating theatre. In view of the scarcity
observed in the literature, this could be a starting point
for future research.

Relevance for clinical practice

This study confirms the practitioner-patient rela-
tionship is an important point in nursing assistance,
allowing the establishment of trust with the patient
and increasing compliance during the treatment pro-
cess. The present study is one of few comparing the
distraction technique to an anaesthetic (31); therefore
it constitutes a starting point for further investigations

with the benefit of being inexpensive and applicable to
all. Finally, this study confirms that patients reporting
fear of needles have, at some time in the past, been
subjected to a painful experience, without adequate in-
tervention on the part of health professionals. There-
fore, we believe that, by using appropriate techniques
to decrease perceived pain, it will be possible to pre-
vent the development of future phobias, in addition to
reducing the distress experienced in the course of the
procedure.
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Abstract. Background and aim of the study: Pain is always present in the Emergency Department (ED), but
is often underestimated. The primary purpose of this study is to analyze the degree to which the intensity
of pain is underestimated or overestimated in the perception of the nurse and the patient in the ED. The
secondary objective of this research is to study possible factors that lead to these discrepancies in assessment.
Methods: The observational study was carried out in two Hospitals in Central Italy. The sample population
was based on 130 patients and 26 nurses. A questionnaire was given to the patients who provided personal
data followed by information regarding their pain, including an assessment of the intensity of pain on a scale
from 0 to 10. A similar questionnaire was given to the nurses. Resu/zs: The average score based on the numeric
rating scale (NRS) to assess the intensity of pain perceived by the patients is 6.16, while the numerical aver-
age estimated by the nurses based on their assessment is 5. Using the t test we found that the average between
nurse and patient assessments was very significant. The analysis of the nurses’ characteristics and professional
experiences, age, years of employment and years of service in the ED are all significant variables affecting the
discrepancy between the nurses’ and patients” assessments of pain. As previous studies have shown, nurses
tend to underestimate the degree of pain. In fact, in only 55.5% of the cases was there a correspondence in
the evaluations of the intensity of pain done by nurses and patients, and in no case did the nurses’ evaluation
exceed that of the patients. Conclusions: This study reveals the persistent difficulty in pain management, while
attempting contemporaneously to communicate the importance of the assessment, since adequate under-
standing of pain renders it possible to recognize and treat it.

Key words: Emergency Department, nurse, pain, pain management

treated and is sometimes underestimated (5). Though
there are many campaigns and training programs to

Pain, whether sudden, acute, or chronic, is defined sensitize health care providers to the correct assess-

as “an unpleasanz‘ sensory and emotional experience associ-
ated with actual or potential tissue damage.” (1). The oc-
currence of pain is one of the main reasons for patients
to seek aid from the Emergency Department (ED) (2,
3). As much as 70% of ED cases are due to pain (4).
Despite these statistics, pain is not always properly

ment of pain, this symptom is sometimes inadequately
considered, resulting in oligoanalgesia of the patient
(6).

The reasons why pain is not immediately managed
with medication or recognized by caregivers in the ED
may be explained by adverse effects which may result
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from the use of some medications; the risk of masking
signs and symptoms, thus leads to misdiagnosis, and
lack of trust in the patients’ own expression of pain (7).

Furthermore, EDs are often subject to overcrowd-
ing which results in long waiting time before patients
receive specialized ambulatory treatment or diagnostic
exams. Overcrowding may prevent the nurse from pro-
viding correct pain management, adequate assessment
and timely treatment (8, 9). Crowding in the ward is
the main cause of mistaken pain assessments: the nurse
is unable to focus on a correct evaluation of pain inten-
sity due to the disorderly atmosphere typical of emer-
gency wards, characterised by long waiting lines. This
pushes the nurse to base assessments more on objective
symptoms rather than on pain, a highly subjective and
personal factor which is underestimated and not con-
sidered as a fifth vital sign. A proper assessment of pain
is the first step towards alleviating and treating pain
(10), yet this fundamental truth is often underestimat-
ed by doctors with respect to the patients” expressed
degree of pain (11). Underestimation of pain occurs
even among nurses responsible for triage as they accept
patients into the ED (12, 13). This may result in many
negative outcomes for the patient who foremost is not
receiving analgesic medication, or experiences delay in
receiving medication (14). A major recognition of pain
by the nurse derives from a greater sensitivity to pain
and the importance of its treatment, starting from a
greater awareness of the great gap between the nurse’s
assessment and what the patient feels.

Objectives

Nurses have to undergo pain sensitivity training
in order to be aware of the big difference that exists
between their assessments and those of the patients so
as to be able to minimise it. The aim of this study is to
determine the congruence between patients’ and nurs-
es’ assessments of pain intensity in two Italian EDs.

Materials and methods

Data was collected from October to December
2015 in two EDs in the hospitals in Foligno (Perugia)

and in Assisi (Perugia), second-degree and third-de-
gree level facilities, respectively, in Central Italy.

Design

The methodology adopted for this study was a de-
scriptive cross-sectional study of a purposive sample
of ED patients who came to the department with a
primary complaint of pain, and a convenience sample
of emergency nurses.

Sample

In order to select a sample population, criteria of
inclusion and exclusion used in previous studies were
applied (12.13). The criteria of inclusion for participa-
tion of patients in the study are as follows:

1. Age 218;

2. Subjects whose lives are not in immediate dan-
ger or in such critical condition as to require
immediate recovery and urgent care;

3. Patients capable of understanding and using
the NRS.

The criteria of exclusion that prevent participa-

tion of patients in the study are:

1. Subjects whose lives are in immediate danger or
in such critical condition as to require immedi-
ate recovery and urgent care;

2. Patients incapable of using the NRA due to
difficulty in communicating, mental disabili-
ties, learning disabilities or those suffering from
dementia;

3. Prisoners or young offenders.

The only criteria for inclusion of nurses was at
least six months of service completed in the ED, ap-
plicable as well to the nursing coordinator in the emer-
gency unit.

The nurse-patient ratio is 1:5 while in previous
studies the ratio was 1:4; however, the number of nurs-
es and patients was greater in previous studies (12, 13).

Furthermore, in order to avoid potential errors in
the selection of the available sample and to maintain
the greatest possible objectivity, the researcher was not
permitted to deliberately choose participants.
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Instruments

Data gathering was done with two tools: two spe-
cifically designed datasheets, one for the patient and
another for the nurse. Particularly, two data sheets were
completed: one by patients seeking assistance from the
hospital and one by nurses responsible for triage. The
patient’s data sheet includes a personal section fol-
lowed by a part concerning pain, which describes what
kind of pain it is, and if it is a referred pain or local-
ized pain — in this case the exact origin is required (for
example musculoskeletal, abdominal, or chest pain,
etc.). The duration of the pain is established, and if the
pain is acute or chronic, the patient evaluates his level
of pain. Pain was calculated on a horizontal numeri-
cal scale, therefore, measurement of pain intensity was
added to the study-specific protocol and the numerical
rating scale (NRS), with the endpoints 0="no pain” to
10="“worst possible pain,” was used (NRS categories
are 1-4 mild pain, 5-6 moderate pain and 7-10 severe
pain). The NRS has been validated and is a reliable
instrument to use in an active setting (15) and its use
in EDs is preferable to the VAS (Visual Analog Scale).
Though results often overlap between the two meas-
urement instruments, the former is better known and
easier to use (16). The tool used for pain assessment,
that is, the NRS, is already being used in the aforesaid
hospitals.

The nurse’s data sheet is the usual triage record
for the patient’s admission in the Emergency Depart-
ment. In fact it is composed of personal data of the
nurse that includes information about post-university
education, working years, years of service in the ED,
and participation in training courses on assessment
and treatment of pain. The second part concerns the
pain evaluation that the nurse makes concerning the
same patient, using the NRS. It was not necessary to
obtain the Research and Ethics Approval because the

triage record was already in use in the two hospitals.
Procedure

Upon access to the ED, a third party informed
the patients of the procedure of the research and asked
if they were willing to participate. Consent to provide
data was equivalent to consent to participate in the re-

search project. After obtaining the consent, the nurse
asked the patient to give the information on pain and
drafted the corresponding data sheet. Therefore, the
patient access the triage area and is evaluated by the
triage nurse who completes the data sheet concerning
the pain of the same patient. However, the nurse de-
cides the score of the NRS in advance, without know-
ing the rating given by the patient to the nurse sta-
tioned upon access to the ED.

Planning and development of the study

The compilation of the questionnaire and collec-
tion of data, which contained a series of questions re-
garding the educational and professional background
of the interviewee, was designed in such a way as to
ensure anonymity and respect Italian laws on privacy.
The data sheet forms an integral part of the triage re-
cord that each nurse has to fill out for the patient’s
admission in the triage area. That is why the Research
and Ethics Approval was not required since the triage
record was already in use in the two hospitals.

Statistical analysis

The data was organized on an Excel 2007® spread-
sheet (Microsoft Corporation, WA, USA) then elabo-
rated according to the statistical program Stata 14.1
(Copyright 1996-2015 StataCorp LP, 4905 Lakeway
Drive, College Station, TX 77845 USA) applying the
Pearson y? Test, and the Fisher Exact Test, with an ex-
pected significance level of 0.05. “Pwcorr” command
was used to obtain pairwise correlation coeflicients be-
tween the variables (p<0.05).

Results

From October to December 2015 there were 255
pain-related accesses in the ED in the hospitals in Fo-
ligno and in Assisi (Italy). Particularly, 85 took place
in the ED in Assisi and 170 in Foligno, differentiating
16 red codes, 59 yellow codes, 80 green codes and 100
white codes. In accordance with the criteria of inclu-
sion and exclusion, only the pain-related green and
white codes were taken into account for this research
survey: there were a total number of 180, and were ex-
cluded the patients with difficulty in communicating
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Table 1. Differences between nurse and patient average (SD)
NRS Scores

n Mean - (IC) Min Max
Nurse 126 5[4.688 - 5.312] 2 9
Patient 130  6.16 [5.825 - 6.445] 2 10
Diff. 126 0.913 - 1.357] *

#p<0.0001

Legend:

- n=number of observations of the pain;

- Min=the minimum score observed by nurse/patient using the
NRS;

- Max=the maximum score observed by nurse/patient using the
NRS;

- Diff.=difference between the observations of the nurse and
patient

Note: there is a difference between the number of observations
of the nurse and patient because there are four cases of “pain
not observed.”

and cognitive deficits. Among all these accesses, 130
cases were selected randomly that were then submitted
to the statistical analysis.

A total of 130 patients and 26 nurses participated
in providing data. The mean regarding data on the NRS
to assess intensity of pain perceived by patients was cal-
culated at 6.16 (SD 1.74) while the average assessed
by the nurses was 5 (SD 1.77). Furthermore, while the

Table 2. Pain assessment of patients and nurses

minimum numerical value attributed to intensity of
pain was 2 for both nurses and patients, the maximum
value expressed on the NRS was 10 for the patients and
9 in the assessment of the nurses (Table 1).

With the use of the t test it was possible to deter-
mine the average difference between the assessments
of the nurse and patient, thus showing that the dif-
ference between the two assessments was significant
(p<0.0001).

The observation of the assessment of pain by pa-
tients and nurses (Table 2) reveals that 18.25% (23
cases) of patients were confirmed to suffer mild pain,
30.95% (39 cases) moderate pain and 50.79% (64 cas-
es) severe pain. Nurses assessed 45.24% (57 observa-
tions) as mild pain, 30.95% cases (39 observations) as
moderate pain, and 23.81% cases (30 observations) as
severe pain. Thus it was possible not only to note a
tendency in nurses to underestimate the degree of pain
but even in cases where patients assess the pain as se-
vere. The difference in assessments between nurses and
patients was statistically significant (p<0.001).

In examining results concerning the level of in-
congruence between the assessment of patients and
nurses, an attempt was made to analyze the charac-
teristics of the individual nurse and his or her profes-
sional and educational experience through the use of

Nurse NRS

Patient 1-4 5-6 7-10 Total

NRS 1-4 mild pain 23* 0 0 23
100.00 0.00 0.00 100.00
40.35 0.00 0.00 18.25

NRS 5-6 moderate pain 22% 7 0 39
56.41 43.59 0.00 100.00
38.60 43.59 0.00 30.95

NRS 7-10 severe pain 12* 22* 30* 64
18.75 34.38 46.88 100.00
21.05 56.41 100.00 50.79

Total 7 39 30 126
45.24 30.95 23.81 100.00
100.00 100.00 100.00 100.00

Pearson chi-squared test=64.6850 P<0.001

*P<0.05



68

G. Giusti, B. Reitano, A. Gili

Table 3. Individual correlation variables to the level of congru-
ence in assessments

Variabile R value
Age of nurse -0.3234*
Gender of nurse (M=1;F =2) 0.0104
Years of employment -0.2841*
Years in Emergency Service -0.3065*
Courses in Pain Management 0.1154

*p<0.005

the Pearson correlation coeflicient (Table 3). The ques-
tionnaire compiled by the nurse provided the factors
for analysis including age, gender, years of employ-
ment, years of service in the ED and possible partici-
pation in specific training on pain management and
assessment.

The age of the nurse, years of employment and
years in Emergency service are significant in so far as
these three factors are inversely proportional to the
level of congruence in assessments. The greater the age
of the nurse, and the higher the number of years of
employment and time worked in Emergency Depart-
ments, the higher is the difference in the evaluation of
pain assessments of nurse and patient.

Discussion

Among pathologies most often found in EDs, a
rating of pain intensity above 6 is considered as severe
pain (17). In a previous study (12) the average intensi-
ty of perceived pain by patients was 7.5 in triage while
nurses rated the level at 5.1. Successively, in 2008
Martin Duignan and Virginia Dunn (13) repeated the
statistical analysis and found that the patient’s average
intensity rating was 6.45 while that of the nurse was
5.2. Our study resulted in a calculation of patients’ av-
erage assessment of intensity at 6.16 while the average
pain rated by nurses was 5. Thus, the patient’s aver-
age of 7.5 found by Puntillo undergoes a progressive
decrease to 6.16 with a corresponding decrease from
levels of severe to moderate pain. Similarly the average
assessment of the nurse decreased to 5. However, in
this case, there is less discrepancy between nurse and
patient in assessments of lower values. In the Duignan

study (13) 45% of the nurses assessed the category of
their patients’ pain differently from that of the patients
themselves; in 90% of the cases the rating was lower.
In only three cases did nurses overestimate in compari-
son to the patients’ assessment. In the present research
study, 55.5% of the nurses estimated a degree of inten-
sity congruous to that estimated by the patient but in
no case did the nurse overestimate. Having found un-
der-assessment, Baharuddin (18) could attribute this
underestimation to the context and general environ-
ment of the ED: overcrowding in EDs could be a fac-
tor that leads to indifference among caregivers towards
pain, and thus to underestimation and undertreatment.

Every patient when turning to the ED for assis-
tance does not always desire medication to alleviate
the pain (19). Only half the number of patients who
turn to EDs due to pain, request and receive analgesics
and among these the majority express satisfaction with
hospital services (20, 21).

Unlike similar studies (13), ours correlates the
demographic characteristics of nurses to the variables
in assessment of pain. This study concludes that age,
years of employment and years in Emergency service
are detrimental to congruence in assessment by nurse
and patient resulting in a wider divergence between
points attributed to the degree of pain.

It is still the case that overestimation of pain oc-
curs among young, inexperienced nurses, while, on the
contrary, nurses with long experience tend to underes-
timate pain (22).

Use of nursing protocols for pain management
with implementation of medication can reduce inter-
vention delays and the occurrence of oligoanalgesia
(23, 24), for pediatric patients also (25, 26).

In any event, difficulties in pain assessment may
not always be due to problems related to caregivers
in EDs. Marco et al. (27, 28) conducted several stud-
ies regarding the self-reporting of pain correlated to a
number of demographic factors particular to the popu-
lation. Higher pain scores were significantly correlated
with younger age and the number of ED visits in the
previous 12 months. Female gender, African race and
patients with Medicaid coverage similarly reported
higher scores. Nevertheless, gender alone does not sig-
nificantly influence pain scores among patients coming

to EDs (29).
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Limitations

Our study has several notable limitations. The
main is that it was conducted in two hospitals in a
single geographical region, and the results may not be
generalized to include other locations.

Conclusions

This study demonstrates how difficult it is to as-
sess pain in EDs. The nurse, in fact, tends to under-
estimate the patient’s pain intensity level, as shown
by the results of this survey, and by many other arti-
cles in literature. The combined use of pain measure-
ment with the same tool by the nurse and the pa-
tient would allow a step forward to be taken towards
raising awareness of professionals to such a delicate
topic. The measurement of pain by both parties will
stimulate the nurse in realising the difference between
her assessment and that of the patient. Moreover this
would imply a reduced oligoanalgesia since the nurse,
upon noticing the level of pain declared by the pa-
tient, will tend to pay greater attention to the fact.
The nurse’s pain assessment has to be based, in fact,
essentially on what the patient says - pain is totally
subjective and only the suffering person is aware of it -
supported by other parameters regarding the opinion
and critical sense of the nurse who observes, speaks
to and interrogates the person. If these criteria are
complied with, the gap between the nurse’s pain as-
sessment and that of the patient can be bridged. This
will trigger greater sensitivity of nurses to the issue of
pain, help in creating a stronger therapeutic rapport
with the patient, and reduce the oligoanalgesia phe-
nomenon. To favour this change, we would need to
organize a training course that can involve the nurse
firstly as a person, and then as a healthcare practition-
er. A training path has to be set to show nurses the
real status of pain assessment in the ED, the evident
underestimations, the causes that lead professionals
to size down the points referred by patients and the
consequences of this fact. This study moreover offers
a further contribution to increase nurses’ awareness
and greater attention to recognizing pain. Good doc-
umentation can lead to good pain management, while

a lack of adequate awareness acts as an impediment to
pain assessment.
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Abstract. Background: Congenital Heart Diseases (CHDs) afflicting children are estimated in 8 per 1000 live
births. Recent advances in surgery and medical treatments allowed an improvement in survival rates leading
to changes in diseases management as chronic conditions. Parents involvement during clinical pathways is
considered an essential component of care, but frequently they experience stress and anxiety conditions dur-
ing the care path. These feelings are typical of the pre and peri-operative period, however they don’t disap-
pear easily and sometimes they can increase after hospital discharge, affecting the family environment and its
behaviors. Aim of the work: The purpose of this qualitative study is to examine the lived experience of parents
during the time just after their children return home from hospital after undergoing surgery for CHD. Mezh-
ods: Parents were enrolled and interviewed as a prepositive sampling until concept saturation using Cohen’s
phenomenology approach. A quantitative approach was also applied using SF-12 questionnaire. The study
was conducted in two Italian hospitals: the Pediatric Heart Surgery Center of the Fondazione Toscana G.
Monasterio Institute in Massa and the Pediatric Cardiac Surgery Center of the Federico II University Hospi-
tal in Naples. Resu/ts: The main themes emerged after the analysis were “happiness and uncertainty”; “chronic
psychophysical fatigue”; “the rediscovery of a strong link with health care professionals”. Conclusions: Fully
understand the life experience of these families will allow the implementation of targeted health interventions
through the implementation of shared strategies and tools to reduce families and children discomfort after

hospital discharge.

Key words: parents, qualitative, children, congenital heart disease, experience

Introduction

The current prevalence of Congenital Heart Dis-
ease (CHD) is eight children per 1000 live births (1,
2). The involvement and support of parents of sick
children is an essential component of care and is uni-
versally recognized in the delivery of correct holistic

assistance by nurse (3). In the last ten years research-
ers have recorded a net improvement in survival rates
of patients undergoing pediatric heart surgery inter-
ventions (4). The recent advances in cardiac surgery
and pharmacological treatment have been shown to
be increasingly effective in treating major congenital
heart disease and to be able to change life-threatening
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illnesses in chronic diseases (5, 6). Regardless of the
type of heart defect a child has, families of children
suffering from CHD experience anxiety and stress (7,
8). These feelings are typical of the pre and peri-oper-
ative period (9), however once at home, these feelings
do not always disappear. When these children return
home, mothers, who are often the primary caregivers,
experience an increase in workload (10). This is inevi-
table given the fact that they must work night and day,
and this generates additional stress from sleep disrup-
tion and chronic sleep deprivation (11). Fear and stress
can lead to the development of acute stress disorder
(ASD) and post-traumatic disorder (PTSD). Moreo-
ver, as with many caregivers of chronic pathologies, a
social isolation begins that amplifies the perception of
depressive disorders. Parents of children with CHD
also reported higher levels of psychological symptoms,
such as stress, anxiety and depression, than parents of
healthy children (12).

This workload and the negative feelings that may
arise within the parental dyad during a child’s return
home from hospital may affect the family environ-
ment and also the child him/herself (10, 13, 14). The
children of parents that suffering from PTSD have a
greater risk of developing sleep and eating disorders
with consequent increase in the number of hospital ac-
cesses (12).

The purpose of this study is to understanding the
lived experience of parents during the time just after
their children return home from hospital after under-
going surgery for CHD.

Methods

Theoretical basis and sampling

For the purpose of conducting this study, we used
the phenomenology of Cohen (15), which unites the
descriptive phenomenology of Husserl and the inter-
pretative phenomenology described by Gadmer. We
chose this method in order to obtain a deeper under-
standing of both the lived experience and the meaning
that people attach to that experience (16).

We used purposive sampling to recruit partici-
pants within two hospitals where children were given

cardiac surgery. Participant meeting the following in-
clusion criteria were enrolled in the study:

1) participants had to be considered by Italian law
to be “of age”;

2) had to be able to speak and understand Italian;

3) parents had to discharged as a result of surgical
intervention from one to three months preced-
ing the interview;

4) they must have expressed their willingness to
participate in the study through signing a form
to give their informed consent.

The exclusion criteria were: 1) the unwillingness
to participate in the study; 2) the willingness to with-
draw from it (at any time).

We informed participants that they could with-
draw from the study at any time and that this would
not compromise the assistance delivered by the hospi-
tal in any way.

We guaranteed total anonymity and explained the
study type, its aims, and the mode of data collection,
analysis and retention. This study fully complied with
the principles of the Declaration of Helsinki.

Data collection and analysis

Before data collection, each researcher involved in
the study ran a “bracketing” procedure in accordance
with the methodology. That is, each researcher tran-
scribed their own prejudices about the topic with the
purpose of to set aside it, so that their extrapolation of
the themes would not be unduly influenced by their
personal attitudes and beliefs (15).

After this phase, four authors conducted the first
in-person interviews. Researchers contacted the par-
ents of the children who underwent cardiac surgery in-
tervention a few days before their discharge to mention
the study and ask their permission to be reconducted.
After spending a month after discharge, researchers
contacted the parents and made an appointment for
interview. The interviews were conducted in a place
chosen by participants in order to put them at ease.

Researchers conducted the interviews through a
single open question in order to give maximum free-
dom of expression to participants (15). For the entire
duration of the interview, interviewers maintained a
welcoming attitude in order to facilitate honest and
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open description of experiences. All interviews were
audio-recorded. During and immediately after the in-
terviews, researchers recorded notes in their research
diaries and made field notes on the environment, in-
terview, body language and their reflections. All inter-
views had a duration of about 30 minutes. We reached
data saturation (17) at the 24th interview.

After participants signed the informed consent
form, interviewers gathered all of their socio-demo-
graphic information and administered the SF-12 ques-
tionnaire (18). The SF-12 questionnaire is the short
version of the SF-36 questionnaire (19). Using 12 of
the 36 original questions, it asks participants to answer
how it feels and how it is possible to carry out nor-
mal activities of living, considering the day on which
they completed the questionnaire and the previous
four weeks. Its score is composed of two synthetic in-
dexes, the Physical Component Summary (PCS) and
the Mental Component Summary (MCS). The advan-
tages of this questionnaire, which is recommended for
self-administration, are its brevity and relative ease of
use. This instrument has been translated and validated
for the Italian population (20, 21).

The interviews were transcribed word for word.
All researchers immersed themselves in the data, read-
ing and re-reading interview transcripts and field
notes in order to proceed with the extrapolation of the
themes. All themes were discussed among research-
ers until they reached an agreement. There were not
discrepancies in this phase the validity of themes was
obtained by requesting confirmation from the partici-
pants who were interviewed. All participants verified
and confirmed the accuracy of the themes we extrapo-
lated. The last phase of the analysis was the drafting of

this manuscript.

Results

Participants were mainly women (75%), who were
mothers of children who underwent cardiac surgery.
The average age of the sample was approximately 38
years, and participants had a middle to high level of
education. Almost all subjects were married or cohab-
iting and half had other children, but no one with con-
genital heart disease. The average duration of the hos-

pitalisation of participants’ children was about 37 days,
with a range between three and 120 days. At discharge
only one child was resigned with device (Table 1).

Results of our start up analisys through the SF-12
administration are summarized in Table 2.

From analysis of the interviews, four main themes
emerged. These were happiness and uncertainty about
their child’s return home, chronic psychophysical fa-
tigue, the rediscovery of a strong bond with health
operators and the desire to control their children con-
stantly. Also, in parenting dyads to “first experience”
to these main themes there was a sub-theme of con-
stantly monitoring the weight of the child.

Happiness and uncertainty about the return home

All participants described an initial feeling of joy
upon returning to their homes. However, the whole
sample admitted that immediately after this joy was
a feeling of fear that could be characterized as uncer-
tainty. The return home represented to participants the
reconquest of their spaces and habits and the recon-
quest of healing, but participants also described the
feeling of being alone with their child. They felt that
they had lost the immediate support of the entire team
of caring hospital staff. A quotation that illustrates this
main theme is:“...zhat is beautiful, back home, at last!
Your home is always your home, even if at the beginning
I was not for nothing quiet...the day of discharge I was
almost terrified, a thousand questions, a thousand fears. ..
Joy and then still afraid. . .two things so opposite that lived
together inside me...” (AZ01).

Chronic psychophysical fatigue

Another common theme present in the accounts
of all participants was the feeling of chronic psycho-
physical fatigue. For all participants, the return home
generated an increase in their workload that led to
chronic tiredness. Participants described this tiredness
as both physical and mental. Participants said they felt
trapped in a vicious circle generated by an overload of
work, just as a mother told us, now as it is now a bit
better ... but I've always been tired ... my body, my mind,
I always head with my child, a thousand thoughts, we had

to care for all, trivial things and more serious... wash if,
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Table 1. Socio-demographic characteristics

Frequency Percentage Mean (DS) Range

Age 37.18 (8.976) 18-49
Parental Role Father 6 25%

Mother 18 75%
Highest Level of Education Elementary 4 16.7%

Middle 8 33.3%

Hight 2 8.3%

University 10 41.7%
Civil Status Married 16 66.7%

Single 2 8.3%

Cohabiting 6 25%
Other Children Yes 12 50%

No 12 50%
Other Children with CHD Yes 0 0

No 12 100%
Religion Catholic 24 100%
Average Hospitalisation Days 37Dd(25.39) (3-120)
Resigned with the Deans No 23

Yes 1 4.1%

Table 2. Average SF12 Score

SF-12 Mean (+SD)
PCS 42.9+10.2
MCS 42.7+12.2

change it, follow every his step. In  the night you no more
sleep, a little to control him, a little for the thoughts that slip
into your head. Then suddenly it comes again in the morn-
ing and starts ... home, husband, the child and other thou-
sand things, in short this cycle never interrupts ...” (BX02).

The rediscovery of a strong bond with health operators

Almost as a consequence of the first theme ex-
trapolated, study participants admitted to having
noticed the absence of healthcare professionals dedi-
cated to the assistance of their child. That presence
that seemed superfluous now makes its absence felt.
Professionals dedicated to helping silently had become
part of their everyday life and had become almost like
family. A mother told us, “...and then. ..suddenly...here

is to think of those nurse...you find them on the internef,
the calling, you realize that you are missing their words,
those words that have given to you the strength to face
the difficulties, fo go forward and be serene here today...it
is true it is their job but is a sensation beautiful have the
certainty that some of them. ...can you say friends? In short
we became friends...and I am happy...”(EUOS).

Wanting to control constantly

Another theme emerged is that participants felt a
constant need to check everything that happened and
everything that rotated around their child. Initially,
this seemed to be a desire to enjoy the moment since
the danger had been escaped, participants had new vi-
sion for the little things in life. Then, for all partici-
pants, this seemed to transform into a constant desire
to control their child so that everything was under
control and nothing could disturb what they expected.
This constant control seemed to be parents’ response to
their fears, as reported by one of the participants, “...T
want fo enjoy every moment, I do not think to tomorrow

or to the future...I want fo live my son one day at a time
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without thinking about other thinks... I would like to be
with him when he is in school when he plays at the park
when he relates to others ... in short, at any time of the day,
but unfortunately sometimes it is not possible.... and I feel
terribly guilty of this.... because I think that she could be
Jfeels bad ... when I'm with him I have everything, I have
everything...”(A1).

Constant monitoring of their child’s weight

The theme that emerged only in those who par-
ticipated in the “first experience” was constant weight
monitoring. The parents of children who underwent
cardiac surgery for the first time and discharged wait-
ing a possible second intervention reported this theme.
It seems that for them, weight was a fundamental pa-
rameter, it is immediately measured for the purposes of
correct management at home. To proper preparation
for a new shelter is only the weight of your baby. A
participant told us, “...1 know that it is strange, but now
do everything and you think of the weight of your child...
and you think that if he increases is good, otherwise what
is wrong? If it does not increase in weight is because I get
something wrong? And at the end you find yourself weigh
before eating, after eating, but not only, you weights he
after a snack before and after the diuretic...so the weight
is at the center of my thoughts because if it not increases in
weight will not be able to do the next surgery, and I am
afraid, I fear...” (CWO03).

Discussion

The purpose of this study was to describe the
lived experience of parents of children with heart
disease who had returned to their homes after being
discharged from hospital after heart surgery. Studies
have concentrated on the diagnosis of congenital heart
disease (22) and on the process of hospitalization (23),
but little attention has been paid up until now to the
experience of returning home. All participants sur-
veyed admitted that the feeling of joy that comes from
being able to return home transformed into a feeling
of uncertainty. This is typical of those who must face
a new situation without feeling safe. Just as in studies
that investigate the hospital experience of these par-

ticipants (23), the fear of the unknown seems to domi-
nate. The rediscovery of a strong bond with healthcare
professionals dedicated to the assistance of their own
child may be a theme because of the relationship that
is established between parents and hospital personnel
during the hospitalization of children (24, 25).

Chronic psychophysical fatigue is a typical expe-
rience of primary carers.

These results were also confirmed by the SF 12
scale. The average results of the partecipants show that
these subjects report a perception of quality of psycho-
logical condition “below normal”; they having average
scores below the level considered normal in the physi-
cal state ( Physical Component Summary - PCS) and
in psychological state (Mental Component Summary
- MCS).

The increase in workload and desire to try to rec-
oncile their private lives with this new role is typical of
all participants who found themselves in this position
(26, 27). Healthcare providers should identify these is-
sues and offer structured educational programs to help
families deal with such situations. In the specific case
of heart surgery, the lived experiences of parents post-
discharge emphasize the need for educational pro-
grams designed to support parents once their children
have returned home (10). These programs have also
been suggested for parents who feel the constant need
to monitor their child’s body weight (10). Regard-
less of whether children have been discharged with or
without a device for power, fear related to the possi-
ble loss of weight is strongly present in these parents
and is a source of stress that has been recognized in
previous research (10). It seems that many experiences
related to the hospitalization of cardiopathic children
continue at home during the period after discharge. At
this stage, supportive networks between profession-
als and parents, or even between parents and parents,
seem to be an ideal solution for such situations (10).

This multicenter study showed similar results re-
gardless of the geographical area where enrolled the
partecipants. It seems therefore that the lived expe-
rience of parents is similar regardless of the hospital,
welfare network, region and local health service. A
common request expressed by parents was the desire
for information and the desire to be prepared through
specific educational programs.
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Conclusion

Understanding the lived experience of parents
whose children have recently been discharged after un-
dergoing cardiac surgery for congenital heart disease
can direct the design of specific educational programs
designed to improve long term welfare outcomes in
the dyad of care. The understanding of this lived ex-
perience also immediately allows a correct holistic
approach to nursing care. Understanding the areas
of support sought by parents of children undergone
to cardiac surgery and discharged to home will direct
nurses to specific areas of intervention and support
within the care process.

Limitations

This multicenter study has the capacity to com-
pare participants’ unique experiences of programs of
hospital discharge indirectly, however as the discharge
programs in this study were not standardized, it is dif-
ficult to relate the results with these procedures.

The study’s limitation is that it has not distin-
guished the various CHDs and any assistance issues
that have occurred during surgery or during the post-
operative period. This certainly could have influenced
the experiential experience of the respondents.
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