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How might ehealth and digital technologies impact on palliative

care?

Sheila Payne

Faculty of Health and Medicine, Lancaster University, United Kingdom

There have been extraordinary developments in information
and communication technologies over the last 50 years
which have impacted on health and palliative care. The
purpose of this editorial is to consider to what extent ehealth
and digital technologies remain out of reach of many people
with life-limiting illnesses and how does this impact on
palliative care practice, with a focus on three examples:
electronic health records, telemedicine, and sensors and
wearable devices.

What are ehealth and digital health technologies?

The World Health Organisation defines ehealth as the ‘use
of information and communication technologies for health’
and have adopted an ehealth strategy (World Health
Assembly 2005). eHealth is recognised as one of the most
rapidly growing areas in health care. According to the
European Commission Policy on ehealth: ‘digital health and
care refers to tools and services that use information and
communication technologies (ICTs) to improve prevention,
diagnosis, treatment, monitoring and management of
health-related issues and to monitor and manage lifestyle-
habits that impact health. Digital health and care are
innovative and can improve access to care and the quality
of that care, as well as to increase the overall efficiency of
the health sector.” Moreover since 2019, digitalisation has
been a key political priority in the European Union, with
access for all citizens considered to be essential. Digital
technologies refer to a wide range of functions including
electronic health records, telemedicine, smartphone apps,
sensors and wearable devices (for diagnosis and
monitoring disease, and health optimisation), speech
recognition and natural language processing, virtual and
augmented reality, artificial intelligence and robotics. The
Covid-19 pandemic precipitated a rapid adoption of many
forms of ehealth, including in palliative care contexts
(Dunleavy et al 2021).

Implications of digital health for palliative care

There are a number of core competences in palliative care
including establishing compassionate personal
relationships with patients and families, respect for personal
values and goals, empathetic listening and communication,
enhancing dignity and patient-centredness, therapeutic
touch, and psychological, social and spiritual support, which
need to be kept in mind when designing digital health
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interventions for palliative care (Gamondi et al 2013). For
each aspect of care, itis important to carefully consider both
the advantages and disadvantages that digital health may
bring. For example, according to a systemic review, the use
of electronic health records has increased substantially in
palliative care since 2014 (Bush et al 2018). This offers
advantages for rapid sharing of information across teams
and organisations, with clinicians only needing to ask
patients for their medical history once, and it enables them
to share information with patients if they have access to
their own records. However, questions remain about
ensuring the accuracy, security and privacy of data when it
is shared across health sectors, and importantly about the
availability of access to devices and the need to maintain
and update electronic systems. Moreover, there is
evidence from the USA, that junior doctors (residents)
spend up to 50% of their shift time interacting with
computers, and only 10% interacting with patients. This has
implications in palliative care where direct interaction with
patients is regarded as an essential aspect of
compassionate communication.

Telemedicine is a healthcare delivery model that has
expanded rapidly in the context of the Covid-19 pandemic
when patients with advanced disease were highly
vulnerable to infection and mostly preferred to remain out of
hospital (Tang and Reddy 2022). For patients undertaking
consultations online, using smartphone apps or via
conventional telephones may have advantages in reducing
travel time and expenses in clinic visits, especially for those
living in rural and remote areas. Patients may also
appreciate the opportunity to be proactively engaged in
managing their own disease and treatment. In addition,
telemedicine may offer direct access to specialist palliative
care providers which in many countries are very few in
number. However, this needs to be balanced by recognising
that some people such as older people, those with
communication challenges (such as non-native language
speakers), those with less access to digital devices and
connectivity, and less digital literacy, should not be
marginalised. The focus on self-reporting of physical
symptoms may mean that psychological, social and spiritual
concerns may receive less attention (Payne et al 2020). It
may also be difficult to establish sufficient rapport to offer
complex psychological or spiritual assessment and support
using telemedicine alone.
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A third area of rapid innovation is in wearable devices and
sensors, especially in the context of long-term care for older
people (Uddin and Syed-Abdul 2020). In the context of
home-based palliative care, these devices make it easier to
monitor patient’s condition, require less staff-time in making
domiciliary visits, and can provide real-time data such as on
physiological parameters and mobility or sleep patterns.
However, does the focus remain on what can be measured
and ‘seen’ (such as Fitbit steps), rather than holistic
assessments. These devices also raise questions about
privacy, where remote monitoring may be regarded as
invasive. There is the risk of having more information about
patient’'s physiological functions but less knowledge about
them as human beings, their values and goals and social
situation nearing the end of life.

High-quality palliative care is a responsibility of every
clinical team whose role is to provide care to patients with
life-limiting illness. Reaching out to include the innovations
offered by ehealth and digital technologies requires a
careful appraisal of the balance between advantages and
reduction of known barriers for each person to ensure that
they are utilised appropriately for the people who will benefit
most.

Care ar putea fi impactul
asistentei medicale online si al
tehnologiilor digitale asupra
ingrijirii paliative?

Tehnologia informatiei si comunicatiilor a cunoscut in ultimii
50 de ani o evolutie extraordinaré cu un mare impact
Scopul acestui editorial este de a analiza in ce masura
tehnologiile digitale si de asistenta medicala online raman
inaccesibile pentru multe persoane cu boli care Iimiteazé
pallatlve cu accent pe trei exemple: dosarele electronice de
sanatate, telemedicina, senzorii si dispozitivele purtabile.
Ce sunt tehnologiile digitale utilizate in domeniul sanatatii si
asistenta medicala online?

Organizatia Mondiald a Sanatatii defineste asistenta
medicala online ca fiind ,utilizarea tehnologiilor informatiei
si comunicatiilor pentru sanatate” si a adoptat o strategie in
acest sens (Adunarea Mondiald a Sanatati, 2005).
Asistenta medicald online este recunoscuta ca fiind unul
dintre domeniile cu cea mai rapida crestere in domeniul
sanatati. Conform politicii Comisiei Europene privind
asistenta medicala online: , ingrijirea si asistenta medicala
digitale se refera la instrumente si servicii care utilizeaza
tehnologia informatiei si comunicatiilor (TIC) pentru a
imbunatadti prevenirea, diagnosticarea, tratamentul,
monitorizarea si gestionarea problemelor legate de
sanatate, precum si pentru a monitoriza si gestiona stilul de
viata care au impact asupra sanatatii. Asistenta si ingrijirea
medicala digitale sunt inovatoare si pot imbunatati accesul
la ingrijiri si calitatea acestora, si cresc eficienta generala in
domeniul sanatatii. n plus, incepand din 2019, digitalizarea
a fost o prioritate politica cheie Tn Uniunea Europeana,
accesul tuturor cetatenilor fiind considerat esential.
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Tehnologiile digitale se refera la o gama larga de functii,
inclusiv dosarele electronice de sanatate, telemedicina,
aplicatiile pentru smartphone-uri, senzorii si dispozitivele
purtabile (pentru diagnosticarea si monitorizarea bolilor si
pentru optimizarea starii de sanatate), recunoasterea
vorbirii si procesarea limbajului natural, pentru realitatea
virtuald si augmentatd, pentru inteligenta artificiala si
robotica. Pandemia Covid-19 a precipitat o adoptare rapida
a multor forme de asistentd medicala online, inclusiv in
contexte de ingrijire paliativa (Dunleavy et al. 2021).

Implicatii ale asistentei medicale online pentru
ingrijirea paliativa

Exista o serie de competente de baza in ingrijirea paliativa,
inclusiv stabilirea unor relatii personale pline de
compasiune cu pacientii si familiile, respectul pentru valorile
si obiectivele personale, ascultarea si comunicarea
empatica, cresterea demnitatii si centrarea pe pacient,
atingerea terapeutica si sprijinul psihologic, social si
spiritual, care trebuie avute in vedere la conceperea
interventiilor de asistentd medicala digitald pentru ingrijirea
paliativé (Gamondi et al. 2013) Pentru fiecare aspect aI
avantajele cat si dezavantajele pe care le poate aduce
asistenta medicala digitala. De exemplu, conform unei
analize sistemice, utilizarea dosarelor electronice de
sanatate a crescut substantial in Tingrijirea paliativa
incepand cu 2014 (Bush et al. 2018). Acest lucru ofera
avantaje pentru schimbul rapid de informatii intre echipe si
organizatii, medicii fiind nevoiti s& le ceard pacientilor
istoricul medical doar o singura data, si le permite acestora
sa Impartaseasca informatii cu pacientii, daca pacientii au
acces la propriile dosare. Cu toate acestea, raman intrebari
cu privire la asigurarea acuratetii, securitatii si
confidentialitatii datelor atunci cand acestea sunt partajate
intre sectoarele de sanatate si, ceea ce este important, cu
privire la disponibilitatea accesului la dispozitive si la
necesitatea de a mentine si actualiza sistemele electronice.
in plus, exista dovezi din SUA, conform cdrora medicii
incepatori (rezidenti) petrec pana la 50% din timpul turei lor
de lucru interactiondnd cu computerele si doar 10%
interactionénd cu pacientii Acest lucru are implicatii in
pacientii este considerata un aspect esentlal al comunicarii
pline de compasiune.

Telemedicina este un model de furnizare a asistentei
medicale care s-a extins rapid Tn contextul pandemiei
Covid-19, cand pacientii cu boli avansate erau foarte
vulnerabili la infectii si preferau, Tnh cea mai mare parte, sa
ramana in afara spitalului (Tang si Reddy 2022). Pentru
pacientii care intreprind consultatii online, utilizand aplicatii
pentru smartphone-uri sau prin intermediul telefoanelor
conventionale, consultatiile pot prezenta avantaje in ceea
ce priveste reducerea timpului de deplasare si a cheltuielilor
in cadrul vizitelor la clinica, in special pentru cei care
locuiesc in zonele rurale si indepartate. De asemenea,
pacientii pot aprecia oportunitatea de a se implica in mod
proactiv Tn gestionarea propriei boli si a tratamentului. Tn
plus, telemedicina poate oferi acces direct la furnizorii de
ngrijiri paliative de specialitate, care Tn multe tari sunt foarte
putini la numar. Cu toate acestea, acest lucru trebuie sa fie
ponderat datorita faptului ca unele persoane, cum ar fi
persoanele in varsta, cele cu dificultati de comunicare (spre
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exemplu persoanele care nu sunt vorbitoare de limba
materna), cele care au mai putin acces la dispozitive digitale
si conexiune la internet, si care au mai putine cunostinte
digitale, nu ar trebui sa fie marginalizate. Accentul pus pe
autodenuntarea simptomelor fizice poate insemna céa
preocuparile psihologice, sociale si spirituale pot primi mai
putina atentie (Payne et al. 2020). De asemenea, poate fi
dificil sa se stabileasca un raport suficient pentru a oferi
evaluare si sprijin psihologic sau spiritual complex folosind
doar telemedicina.

Un al treilea domeniu de inovare rapida este cel al
dispozitivelor si al senzorilor portabili, in special Tn contextul

Syed-Abdul 2020). n contextul ingrijirii paliative la
domiciliu, aceste dispozitive faciliteaza monitorizarea starii
pacientului, necesita mai putin timp din partea personalului
pentru efectuarea vizitelor la domiciliu si pot furniza date in
timp real, cum ar fi cele privind parametrii fiziologici si
mobilitatea sau tiparele de somn. Cu toate acestea, se
pune accentul in continuare pe ceea ce poate fi masurat si
,vazut” (cum ar fi pasii Fitbit), mai degraba decét pe evaluari
holistice. Aceste dispozitive ridica, de asemenea, intrebari
cu privire la viata privata, in cazul in care monitorizarea de
la distanta poate fi considerata invaziva. Exista riscul de a
avea mai multe informatii despre functiile fiziologice ale
pacientilor, dar mai putine cunostinte despre acestia ca
fiinte umane, despre valorile si obiectivele lor, precum si
despre situatia sociala la apropierea sfarsitului vietii.
Tngrijirea pallatlva de inalta calitate este o responsabllltate
a fiecarei echipe clinice al carei rol este de a oferi ingrijire
pacientilor cu boli care limiteaza viata. Includerea inovatiilor
oferite de asistenta medicaléd online si de tehnologiile
digitale necesita o evaluare atenta a echilibrului dintre
avantajele si reducerea barierelor cunoscute pentru fiecare
persoana, pentru a se asigura ca acestea sunt utilizate in
mod corespunzator, astfel incat persoanele sa beneficieze
de acestea cat mai mult.
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Abstract

Objective: The aim of this study was to determine the impact of Hospice Casa Sperantei Brasov outpatient palliative care service
on opioid treatment compliance of cancer patients.

Material and methods: The research retrospectively analyzes, from 01.01.2022 to 30.06.2022, the observation charts of patients
who accessed the outpatient department of Hospice Casa Sperantei Brasov to determine the need to initiate and ensure
continuity of opioid treatment. Compliance to opioid treatment of oncology patients monitored in this department was also
assessed.

Results: The research group consisted of 52 patients, female = 36, male = 16, urban = 36, rural = 16, mostly belonging to the
age groups 60 - 69 years = 21 patients. 35 patients had an ECOG performance status = 2, 10 patients had an ECOG = 1. 22
patients had nociceptive pain; 20 patients had neuropathic pain. Patients with moderate pain are 40, 12 patients stated that the
pain is severe. 40 patients use minor opioids, 12 patients use major opioids. 26 patients who presented for consultation had
opioid analgesic treatment initiated by other healthcare providers, 16 patients returned for continuation of treatment initiated at
some point, for 10 patients consulted during this period opioid analgesic treatment was initiated. 33 patients stated that pain was
controlled, 18 patients stated that pain was partially controlled. For 1 patient the pain was not controlled.

Conclusions: The study found that the specialized outpatient clinic of Hospice Casa Sperantei Brasov has a positive impact by
initiating and ensuring continuity of opioid treatment.

Key words: opioids, treatment compliance, outpatient, palliative care
Rezumat

Obiective: Scopul acestui studiu a fost de a determina impactul serviciului de ambulatoriu de Tngrijiri paliative al Hospice Casa
Sperantei Brasov asupra compliantei la tratamentul cu opioide a pacientilor cu cancer.

Material si metoda: Cercetarea de fatd urmareste analiza retrospectiva pe perioada 01.01.2022 - 30.06.2022 a foilor de
observatje ale pacientilor care acceseaza serviciul de ambulatoriu al Hospice Casa Sperantei cu scopul de a determina nevoia
de initiere si de asigurare a continuitatii tratamentului cu opioide, dar si evaluarea compliantei la tratamentul cu opioide a
pacientilor oncologici monitorizati in acest departament.

Rezultate: Lotul de cercetare a fost reprezentat de 52 pacienti, femei = 36, barbati = 16, din mediul urban = 36, din cel rural =
16, majoritatea apartinand categoriilor de varsta: 60 — 69 ani = 21 pacienti. 35 de pacienti au avut un status de performanta
ECOG = 2, 10 pacienti au avut un ECOG = 1. 22 pacienti au durere nociceptiva, 20 pacienti au durere neuropata.

Pacientii cu durere moderata sunt in numar de 40, 12 pacienti au afirmat ca durerea este severa. 40 pacienti utilizeaza opioide
minore, 12 pacienti utilizeaza opioide majore. 26 pacienti care s-au prezentat la consultatie aveau tratament cu antialgic opioid
initiat de alti furnizori de servicii medicale, 16 pacienti au revenit pentru continuarea tratamentului initiat la un moment dat, pentru
10 pacienti consultati Tn aceasta perioada a fost initiat tratament cu antialgic opioid. 33 pacienti au afirmat ca durerea a fost
controlata, 18 pacienti au afirmat ca durerea este partial controlata. Pentru 1 pacient durerea nu a fost controlata.

ISSN 1844 — 7058 6 Fundatia HOSPICE Casa Sperantei
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Concluzii: Tn urma studiului efectuat s-a constatat c& ambulatoriul de specialitate al Hospice Casa Sperantei Brasov are impact
pozitiv prin initierea si asigurarea continuitatii tratamentului cu opioide.

Cuvinte cheie: opioide, complianta la tratament, ambulatoriu, Tngrijire paliativa

Introduction

According to the World Health Organization
(WHO) definition, palliative care is an approach that
improves the quality of life of patients and their families
facing the problems associated with a life-threatening
illness through early identification, accurate assessment
and appropriate treatment of pain. (1)

Specialized outpatient clinics are a key point of
integration, where the patient has timely access to palliative
care services. (2) Their aim is to support the patient by
providing care throughout the evolution of the chronic
disease and by monitoring them in the early stages of the
disease. (3)

Hospice Casa Sperantei is a non-profit
organization founded in 1992 in Brasov. The integrated
outpatient service manages the monitoring of patients from
the moment they request services. (4)

One of the most common and unpleasant
symptoms affecting patients diagnosed with cancer is pain.
Pain is an unpleasant physical and sensory experience
associated with actual or potential tissue damage, or
described in terms of such damage. Referred to as the "fifth
vital sign,” pain is "whatever the patient says they
experience, being present whenever they say". (5) It
involves more than a physical sensation and is considered
"a bio psychosocial phenomenon that includes sensory,
emotional, cognitive, developmental, behavioral, spiritual
and cultural components". (6)

In chronic pain, positive adaptation does not occur,
as time goes by, the system becomes more sensitive,
hyperactive and capable of producing intense, widespread
and continuous pain. The goal of pain management is to
reduce this symptom to a level that allows the patient to
have an acceptable quality of life for them and it must be
well controlled as quickly as possible.

Chronic cancer pain requires a different approach
to treatment than other chronic or acute pain. The aim of
treatment is to relieve the pain quickly and prevent its
recurrence.

The treatment of chronic cancer pain is a
component of the multidisciplinary total care plan and
cannot be addressed in isolation from the psychosocial and
spiritual issues that can influence pain. It needs to be
reassessed to monitor the effect of treatment, to match the
stage of the patient's disease, to be consistent and to
ensure continuity of care. Any unforeseen changes can lead
to loss of confidence in the care team. (7)

The analgesia ladder is a strategy developed by
the World Health Organization in 1986 with the aim of
providing adequate pain relief for cancer patients.
Classification is based on pain intensity which can be
measured using the analogue-visual scale (VAS),
numerical or descriptive. Three stages of pain are
described: first stage = mild pain (VAS 1-3), second stage
= moderate pain (VAS 4-6), third stage = severe pain (VAS
7-10). (8)

Pain management in cancer should always start
with patient assessment. The assessment should be as

ISSN 1844 — 7058

comprehensive as possible, consistent with the patient's
comfort, including as detailed a history of the disease as
possible,  physical examination, assessment  of
psychological circumstances, assessment of pain
persistence, pain intensity. Assessment can be performed
using measuring instruments and diagnostic procedures.

©)

Despite the availability of opioid analgesic therapy
and current guidelines, pain remains one of the most
prevalent symptoms of patients diagnosed with cancer.
Ineffective management of pain relief therapy may be the
result of misconduct on the part of both the patient or
caregiver and the healthcare provider. Adequate pain
management depends on the patient's condition,
willingness and ability to follow medical advice and poor
compliance with the analgesic regimen can be an important
reason for ineffectively treated pain. (10)

According to Turk and Meichenbaum, "compliance
is an active process with voluntary and collaborative
involvement of the patient who adheres to the therapeutic
means necessary to improve their health". This perspective
suggests that patients need to be involved in making
choices about how to implement therapeutic interventions
(e.g., taking an analgesic drug). (11)

Nurses play a critical role in caring for patients
living with pain throughout their lives. They provide
important services that strongly influence the quality and
effectiveness of a care plan, ensuring that the patient
receives, understands, executes and reports the
effectiveness of pain treatment. They play an important role
in several aspects of pain care, which include
assessing/reassessing pain, developing a patient-centered
treatment plan, implementing that plan, observing and
reporting the impact of that plan, and providing and
reinforcing patient education. (12)

The aim of this study was to determine the impact
of Hospice Casa Sperantei outpatient palliative care service
on opioid treatment compliance of cancer patients.

The objectives of the study were to perform
retrospective analysis over the period 01.01.2022 -
30.06.2022 of patients accessing the outpatient clinic
service of Hospice Casa Sperantei, to determine the need
to initiate and ensure the continuity of opioid treatment in
patients in the outpatient service of Hospice Casa
Sperantei. Compliance to opioid treatment of oncology
patients monitored in this department was also assessed.

Material and methods

This paper is a retrospective, quantitative
observational study of adult patients in the outpatient
department of Hospice Casa Sperantei Brasov. The study
group includes 52 patients. During the period 01 January
2022 - 30 June 2022, 420 consultations were carried out in
the adult outpatient service.

Data were obtained from patient observation
charts and included socio-demographic, clinical
characteristics, malignancy location, pain characteristics,
treatment and patient response to treatment. The data
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obtained were entered into a database and processed using
Microsoft Excel 2010.

The patients who were included in the study were
adults with oncological disease attended in the polyclinic
service of Hospice Casa Sperantei Brasov who are on
opioid treatment and who signed the Informed Consent
Form.

Patients who were not included in the study were
those without pain, patients with mild pain receiving
treatment with non-opioid analgesics, treatment with Doreta
(Tramadolum + Paracetamolum), Ultracod (Paracetamolum
+ Codeinum), and patients without analgesic treatment.

Results

The analysis shows that there is a difference in the
research group in terms of the gender of the patients, the
majority, 69.23% (36 patients) of them being represented
by the female gender, while the male gender is represented
by 30.77% (16 patients).

Majority of the patients, 40.39% (21 patients)
belong to the age group 60-69 years, 26.93% (14 patients)
of the patients are in the category of 70-79 years, and
23.07% (12 patients) of the patients belong to the age group
50-59 years.

Patients coming from urban areas represent a
percentage of 69.23% (36 patients), while patients coming
from rural areas represent 30.77% (16 patients).

Breast cancer is the most common diagnosis (12
patients) among the patients in the study group.

Holistic assessment of the patient in the palliative
care service also involves identifying the psycho-emotional
status of the patient. To the question "Do you feel
depressed?" 44.23% (23 patients) of patients answered no,
38.46% (20 patients) said they were anxious, 13.46% (7
patients) of patients answered yes, and 3.85% (2 patients)
were diagnosed with anxiety-depressive disorder.

In terms of pain mechanism, 42.31% (22 patients)
of the patients included in the research group have
nociceptive pain, 38.46% (20 patients) of the patients have
neuropathic pain and 19.23% (10 patients) of the patients
have mixed pain.

After analyzing the data, it was observed that
patients with moderate pain intensity (76.92%) use step Il
opioid analgesic (76.92%) and patients with severe pain
intensity (23.08%) use step Il analgesic (23.08%). (Figure
1)

Figure 1 Percentage distribution of pain intensity by
category of opioid used
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Half (26 patients) of the patients in the study group,
at the time of presentation to the palliative care service, had
opioid treatment initiated by other healthcare providers
(oncology). For 30.77% (16 patients) of the patients the
treatment had already been initiated in previous
consultations in the palliative care outpatient clinic, and for
19.23% (10 patients) of the patients who presented to the
organization's outpatient clinic treatment with opioid
medication was instituted. (Figure 2)

Figure 2 Distribution of patients by treatment initiator
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Opioid treatment
instituted by other
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More than half of the patients in the study group,
63.46% (33 patients) said that their pain was effectively
controlled with the pain medication they were taking.
34.62% (18 patients) of patients stated that pain is partially
controlled. For 1.92% (1 patient) of the patients it was found
that the pain is not controlled with the pain medication
administered. (Figure 3)

Figure 3 Distribution of patients by therapeutic effect
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= Controlled pain

= Pain partially
controlled

Uncontrolled pain

Table 1 shows the factors that influenced compliance of
opioid treatment. Of the 18 patients who stated that their
pain was partially controlled, 7 patients were not compliant
to treatment due to fear of developing dependence to opioid
treatment. Low compliance to treatments including
oncology was another reason for 4 of the patients. Side
effects (constipation) led 1 patient to reduce the dose of
pain reliever. 6 of the patients are in the category of patients
with difficult to treat pain (neuropathic pain).

Table 1 Factors that influence compliance of opioid
treatment
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Patient non- Fear of developing 7
compliant with addiction
treatment Low compliance for any 4
type of treatment
Side effects 1
Pain that is Neuropathic pain 6
difficult to treat

Uncontrolled pain | Patient with schizophrenia 1
who required
hospitalization on the adult
bed unit

Discussion and Conclusions

50.00% (35 patients) of patients have an ECOG of
2, 33.33% (10 patients) of patients have an ECOG equal to
1 and patients with an ECOG of 3 are poorly represented,
with 16.67% (7 patients). The results of this study are
consistent with studies in the literature that palliative care
outpatient clinics should be designed to meet the needs of
patients. Patients should be supported throughout the
course of chronic illness and by monitoring them from the
earliest stages of the disease. (13)

Patients of the integrated outpatient clinic of
Hospice Casa Sperantei Brasov receive appropriate
treatment in terms of pain intensity. According to the World
Health Organization, patients who report moderate pain
intensity should be prescribed step Il (mild opioid)
analgesics, and patients who claim to have severe pain
intensity should be prescribed step Il (strong opioids)
analgesics. (5)

For the majority of patients, 90.38% (47 patients),
the route of drug administration is oral. 5.77% (3 patients)
of patients in the study group use Fentanyl which is applied
to the tegument, and 3.85% (2 patients) of patients use the
subcutaneous route of administration (Morphine injection).

According to the literature on the principles of
analgesic administration in chronic cancer pain it is
preferable to choose the oral route of administration
whenever possible. (14) For the two patients in whom
subcutaneous administration was used, this route of
administration was chosen because swallowing the
medication was difficult.

Most patients stated that their pain was controlled
with the prescribed treatment. However, there were patients
whose pain was not effectively controlled. According to the
literature, the management of cancer pain can be done
incorrectly due to behavioral barriers or based on
misconceptions regarding opioid treatment. (15)

Among the reasons given by the patients in the
study group was the fear of developing dependence on this
type of medication, as well as a decrease in opioid dosage
due to adverse effects (constipation).

The literature shows that it is important to take into
account the factors that make pain difficult to treat. (10) In
the studied group there were such factors that made the
therapeutic response partially achieved. In these patients,
holistic reassessment is needed to identify the causes of
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patient’s non-compliance with treatment and to determine
the cause of pain (total pain). (9)

The nurse is an important member of the
multidisciplinary team. In the integrated palliative care
outpatient clinic of Hospice Casa Sperantei she has the role
of case coordinator for each patient.

From the study it can be seen that the role of the
nurse has an impact on the compliance to opioid treatment
of oncology outpatients by: monitoring symptoms and
prescribed treatment, accurately assessing and educating
patients and caregivers about compliance with the
treatment regimen. The nurse also ensures access to
analgesic treatment by scheduling patients for specialist
consultations.

The study also found that the specialist outpatient
clinic of Hospice Casa Sperantei Brasov has a positive
impact by initiating and ensuring continuity of opioid
treatment.

For half of the patients who presented, opioid
treatment was initiated by other medical services, but they
benefited from regular monitoring and evaluation by
Hospice Casa Sperantei. At the same time, it is encouraging
that other healthcare providers are also taking the initiative
in opioid treatment.

This study aims to improve the effectiveness of
outpatient specialist interventions that have a direct effect
on patients’ quality of life and stimulate research on this
topic to make significant contributions to healthcare in this
area.

For a better understanding of the limitations of the
study and to obtain additional information, prospective
research using questionnaires and/or interviews as
research tools is required.
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Abstract

Objective: The aims of the present study were: (1) to describe psychotropic drug consumption patterns in palliative care patients
with late-stage dementia; (2) to determine the ratio of potentially inappropriate psychotropic agents prescribed to the above
population using two different updated criteria for PIPM: 2019 Beers criteria and v2 STOPP criteria.

Methods: Cross-sectional, observational study of palliative care patients with late-stage dementia. Data on sociodemographic
and clinical variables were collected. Psychotropic drugs were classified into four categories: antipsychotics, antidepressants,
benzodiazepines and nonbenzodiazepine sedative-hypnotics. To identify the psychotropic drugs to be avoided, a review of
treatments received by the patients was performed based on the 2019 Beers criteria and v2 STOPP criteria. Additionally, the
patient’s medication list was also examined to identify psychotropic polypharmacy.

Results: The study included 107 patients of whom 78.5% were on psychotropic polypharmacy, and 84.1% were prescribed
PIPMs according to 2019 Beers criteria and v2 STOPP criteria. Overall, 81.3% of patients were on benzodiazepines, 66.4% on
antidepressants, 45.8% on antipsychotics and 37.4% on nonbenzodiazepine sedative-hypnotics. The number of psychotropic
medications a person was exposed to range from 1 to 4 with the following prevalence rates: 1 psychotropic drug 21.5%, 2
psychotropic drugs 34.6%, 3 psychotropic drugs 32.7% and 4 psychotropic drugs 11.2%.

Conclusions: Optimization of pharmacotherapy has turned into a global public health problem. A significant number of the elderly
received PIPMs based on selected criteria. It is crucial to re-evaluate the relevance and efficiency of these medical prescriptions
to improve quality of life for these patients.

Keywords: Psychotropic medications, Polypharmacy, Dementia, Beers criteria, STOPP criteria

Rezumat

Obiective: Scopurile acestui studiu au fost: (1) descrierea tiparelor de prescriere a medicatiei psihotrope la pacientii cu forme
severe de dementa dintr-un serviciu de ingrijiri paliative; (2) determinarea prevalentei medicatiei psihotrope potential inadecvate
prescrise populatiei mai sus mentionate utilizdnd doua instrumente diferite: criteriile Beers 2019 si criteriile STOPP versiunea a
2-a.

Metode: Studiu cross-sectional, observational al pacientilor cu forme severe de dementa dintr-un serviciu de Tngrijiri paliative.
Au fost colectate date sociodemografice si clinice. Medicatia psihotropd a fost impartitd in patru categorii: antipsihotice,
antidepresive, benzodiazepine si nonbenzodiazepine sedativ-hipnotice. Pentru identificarea medicatiei de evitat, s-au analizat
recomandarile terapeutice utilizand criteriile Beers 2019 si criterile STOPP versiunea a 2-a. Totodata, s-au evaluat schemele
terapeutice pentru a identifica polipragmazia psihotropa.

Rezultate: Studiul a inclus 107 pacienti, dintre care 78.5% prezentau polipragmazie psihotropa si 84.1% dintre acestia aveau
prescris cel putin un medicament psihotrop potential inadecvat, conform instrumentelor mai sus mentionate. in total, 81.3%
dintre pacienti au primit benzodiazepine, 66.4% antidepresive, 45.8% antipsihotice si 37.4% nonbenzodiazepine sedativ-
hipnotice. Numarul de medicamente psihotrope la care un pacient a fost expus variaza de la 1 la 4 cu urmatoarele prevalente:
1 medicament psihotrop 21.5%, 2 medicamente psihotrope 34.6%, 3 medicamente psihotrope 32.7% si 4 medicamente
psihotrope 11.2%.

Concluzii: Optimizarea farmacoterapiei a devenit o problema de sanatate publica la nivel global. Un numar semnificativ de
pacienti au fost expusi la medicatie potential inadecvata conform criteriilor selectate. Reevaluarea relevantei si eficientei acestor
prescrieri medicale este esentiala in vederea imbunétatirii calitatii vietii acestor pacienti.

Cuvinte cheie: Medicatie psihotropa, Polipragmazie, Dementa, Criteriile Beers, Criterile STOPP
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1. Introduction

Dementia is a broad term for several diseases that are
mostly progressive, altering memory, other cognitive
abilities and conduct, and that interfere substantially with a
person’s ability to preserve the activities of daily living.
Alzheimer disease is the most frequent form of dementia
and may contribute to 60—70% of cases. Other significant
forms include vascular dementia, dementia with Lewy
bodies, and a group of diseases that play a part in
frontotemporal dementia. The margins between different
forms of dementia are indistinct and mixed forms generally
coexist. [1]

In 2015, dementia affected 47 million people worldwide
(or nearly 5% of the world’s elderly population), a figure that
is speculated to increase to 75 million in 2030 and 132
million by 2050. Current reviews estimate that worldwide
roughly 9.9 million people develop dementia each year; this
figure translates into one new case every three seconds. [1]

Dementia is a major cause of disability and
dependency among older adults worldwide, having a
significant impact not only on individuals but also on their
careers, families, communities and societies. Dementia
accounts for 11.9% of the years lived with disability due to
a honcommunicable disease. [2]

Symptoms of dementia are gradual, persistent and
progressive. Alongside the symptoms that affect cognitive
functions, there are alterations in personality and behavior,
such as agitation, apathy, aggression, psychosis,
hallucinations and delusions; their clinical presentation
varies greatly among individuals and can cause
considerable distress for patients and their caregivers. [3]
Behavioral and psychological symptoms of dementia
(BPSD) are associated with several negative outcomes,
such as faster cognitive decline, functional impairment,
reduced independence and inability to complete activities of
daily living, with progression to more severe stages of
dementia and increasing risk for secondary complications
such as falls and fractures, causing higher hospitalization
rates and eventually early institutionalization. [4]

Psychotropic medications include antipsychotics,
antidepressants and benzodiazepines and these are
commonly prescribed to older people in residential settings,
particularly those with dementia, to manage BPSD, despite
limited evidence of efficacy in this setting and their known
potential serious adverse effects. [5, 6] Potentially
inappropriate use of psychotropic medications is a
particular concern for people living in residential aged care
as psychotropic medications have been associated with
increased risk of falls, hospitalization, stroke and mortality
in this population. [7] Moreover, during ageing, a decline in
functional capabilities can increase the risk of toxicities. [8]

To promote effective and safe treatment strategies
among elderly, clinicians often rely on tools such as the
Beers criteria and STOPP (Screening Tool of Older
Persons' Prescriptions) criteria as there is lack of
substantive evidence through clinical trials. [9] In January
2019, the American Geriatrics Society published the latest
update to the Beers Criteria for Potentially Inappropriate
Medication Use in Older Adults. This update includes
specific recommendations for a medication or therapeutic
class that should not be considered or should be used with
caution in older adults. [10] The STOPP and START
(Screening Tool to Alert to Right Treatment) criteria were
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the first European explicit criteria and are the most used and
validated among the European elderly population. After
version 1 (84 criteria), version 2 was developed (114
criteria), expanding the explicit criteria as well as
incorporating three implicit criteria. [11]

People with dementia are often denied their human
rights in both the community and hospitals. In addition,
people with dementia are not regularly participating in
decision-making procedures and their desires and
preferences for care are generally not respected. [1]

The aims of the present study were: (1) to describe
psychotropic drug consumption patterns in palliative care
patients with late-stage dementia; (2) to determine the ratio
of potentially inappropriate psychotropic agents (PIPM)
prescribed to the above population using two different
updated criteria: 2019 Beers criteria and v2 STOPP criteria.

2. Methods

This was an observational, cross-sectional study,
performed in a palliative care facility from lasi, Romania and
included participants with severe forms of dementia. It was
conducted from January to June 2022. The sample
comprised 107 patients with valid data for all variables.
Information on the institutionalized elderly and their
treatments were carefully recorded from the medical
records and completed with supplementary clinical
information. Collection was carried out guaranteeing the
anonymity of the patients and the confidentiality of the data.

Demographic characteristics (age and sex) and
pathologies (International Classification of Diseases, Tenth
Revision, ICD-10) of the residents were registered.
Psychotropic drug use was retrieved from medical files. All
psychotropic drugs that were prescribed at the date of the
study assessment were recorded excluding cognitive-
improving drugs. Cognitive-improving drugs, such as
acetylcholinesterase inhibitors (donepezil) and NMDA-type
glutamate receptor antagonists (memantine) were not
included in this study, the main focus being on the
potentially inappropriate medications. Only regular
prescriptions were recorded, since Pro Re Nata (PRN)
prescriptions could not be reliably assessed, as they are
hardly traceable or not reliably documented. All treatments
were classified according to the World Health Organization
(WHO) anatomical therapeutic  chemical (ATC)
classification system. [12] The medications were further
classified in to four groups: antipsychotics, antidepressants,
benzodiazepines and nonbenzodiazepine sedative-
hypnotics. Medications were ruled as potentially
inappropriate if the psychotropic medication was listed in
the 2019 Beers criteria and v2 STOPP criteria. Additionally,
the patient’s medication list was also examined to identify
psychotropic polypharmacy. The use of two or more
psychotropic medications from the same therapeutic class
or two or more psychotropic medications from different
therapeutic classes was defined as polypharmacy.
Descriptive statistics were used (Microsoft® Office Excel
2007, Microsoft Corporation).

3. Results

A total of 107 residents were included in the present
study out of which 60.7% were females and 39.3% were
males. Table 1 summarizes the demographic and clinical
characteristics of the participants. 63.6% of the elderly were
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aged over 75 years, and the remaining 36.4% were less
than 75 years. Mixed dementia was diagnosed in 57.9% of
the elderly, 29.0% had Alzheimer’'s dementia and 13.1%
had vascular dementia.

In the studied population, an overall 84.1% of the
residents were prescribed PIPMs, and 78.5% were on
psychotropic polypharmacy (two or more psychotropic
medications for 30 or more consecutive days). As shown in
Table 2, 81.3% of patients were on benzodiazepines,
66.4% on antidepressants, 45.8% on antipsychotics, 37.4%
on nonbenzodiazepine sedative-hypnotics and 78.5% took
more than one psychotropic class.

Of the 81.3% of residents on benzodiazepines,
35.5% were on clonazepam. With regard to
antidepressants, trazodone was the most frequently used
drug (19.6% of residents). In the group of patients on

antipsychotics, 18.7% took risperidone. The most
commonly prescribed nonbenzodiazepine sedative-
hypnotic was zopiclone (25.2%). The number of

psychotropic medications a person was exposed to range
from 1 to 4 with the following prevalence rates: 1
psychotropic drug 21.5% (N=23), 2 psychotropic drugs
34.6% (N=37), 3 psychotropic drugs 32.7% (N=35) and 4
psychotropic drugs 11.2% (N=12).

According to both tools, 90 patients had been
prescribed at least one potentially inappropriate
psychotropic drug, which accounted for 84.1% of the
sample. The most frequently involved psychotropic class
was that of benzodiazepines.

As shown in Table 3, in conformity with the 2019
Beers criteria, 54 participants (50.5%) had only one PIPM,
34 (31.8%) received two PIPMs and 2 (1.9%) had three
PIPMs. On the other hand, according to v2 STOPP criteria,
38 participants (35.5%) were prescribed only one PIPM, 44
(41.1%) received two PIPMs, 7 (6.5%) had three PIPMs and
only 1 (0.9%) had four PIPMs.

Table 1. Demographic and clinical characteristics of
residents

Characteristics Total (N = 107) N (%)
Sex

Female 65 (60.7)
Male 42 (39.3)
Age (years)

<75 39 (36.4)
275 68 (63.6)
Primary psychiatric
conditions

(ICD-10-CM) 31 (29.0)
Alzheimer’s dementia 14 (13.1)
Vascular dementia 62 (57.9)
Mixed dementia

Potentially  inappropriate
psychotropic medications

Yes 90 (84.1)
No 17 (15.9)
Psychotropic

polypharmacy 84 (78.5)
Yes 23 (21.5)
No
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Table 2. Prevalence of use of the different types of
psychotropic medications (N=107)

Medications* N (%)
Antipsychotics 49 (45.8)
Haloperidol 11 (10.3)
Tiapride 7 (6.5)
Risperidone 20 (18.7)
Quetiapine 11 (10.3)
Antidepressants 71 (66.4)
Escitalopram 11 (10.3)
Sertraline 6 (5.6)
Duloxetine 9 (8.4)
Trazodone 21 (19.6)
Mirtazapine 8 (7.5)
Tianeptine 19 (17.8)
Benzodiazepines 87 (81.3)
Lorazepam 28 (26.2)
Alprazolam 18 (16.8)
Bromazepam 3(2.8)
Clonazepam 38 (35.5)
Nonbenzodiazepine sedative- 40 (37.4)
hypnotics 13 (12.1)
Zolpidem 27 (25.2)
Zopiclone

N° of psychotropic drugs

1 23 (21.5)
2 37 (34.6)
3 35 (32.7)
4 12 (11.2)

Values are given as number of patients (%).
*The percentage exceeds 100% because some patients
consume more than one type of psychotropic medication.

Table 3. PIPMs per 2019 v2 STOPP

Number of participant Beers criteria N

patients criteria N (%)

with  PIPM (%)

identified 0 17 (15.9) 17 (15.9)

by the 1 54 (50.5) 38 (35.5)

different 2 34 (31.8) 44 (41.1)

criteria 3 2(1.9) 7 (6.5)
4 0 (0) 1(0.9)
21 90 (84.1) 90 (84.1)
PIPM, potentially inappropriate
psychotropic medication; STOPP,
screening tool of older person’s
potentially inappropriate prescriptions

(v2, version 2);

4. Discussion

The present study revealed a psychotropic
polypharmacy prevalence in institutionalized elderly of
78.5%, also most of these residents had at least one PIPM
according to 2019 Beers criteria and version 2 STOPP
(84.1%). Inappropriate polypharmacy is a global problem in
the elderly, as it decreases their quality of life and increases
medication costs and healthcare system use. The
psychosocial impairment, the concurrence of more than one
disease or condition, and patients’ functional dependence
are some of the aspects which are characteristic of
institutionalized patients. These factors can justify the
constant use of psychotropic drugs in these patients.
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The most common PIPM detected in this study
was the regular use of benzodiazepines, which is the most
widely used PIM worldwide. [13] Benzodiazepines are
frequently prescribed in the elderly for anxiety and insomnia
in spite of being one of the pharmacological groups
regularly implicated in the incidence of potential drug-drug
interactions (DDIs) and adverse reactions (sedation, falls
and fractures, mental confusion, cognitive decline, etc.). In
persons with cognitive impairment, pharmacotherapy
should not lead to further decline of cognition. Nonetheless,
it is also essential to treat emotional and behavioral
symptoms which cause discomfort for the patient and
support system. [14] Important risk of falls has been found
with benzodiazepine-like agents such as zolpidem,
communally known as nonbenzodiazepine sedative-
hypnotics. [15]

In this sample, the second most used psychotropic
class was that of antidepressants (66.4%), with trazodone
(19.6%) and tianeptine (17.8%) being the most frequently
recommended. This result is concerning given the fact that
Johnell et al. have reported the increased risk of falls with
the use of antidepressants. [16]

Antipsychotics were prescribed in 45.8% of the
institutionalized elderly, with risperidone as the most
frequently used (18.7%). Antipsychotic use increases
among the demented institutionalized elderly, having as
potential indication the control of their neuropsychiatric
symptoms or delirium episodes. Their use was associated
with extrapyramidal, cardiovascular and cerebrovascular
events and with an increased risk of mortality derived
especially from the use of typical molecules. [17] It is
important to mention that even though these drugs have
been demonstrated to not only enhance morbidity and
mortality, but also involve serious side effects like sedation
and cognitive deterioration, are still recommended so often.
Although some patients can experience a relieve of
burdening symptoms, such as anxiety or restlessness,
when treated with antipsychotics, there is a risk in using
them as antipsychotic treatment can reduce quality of life.
[18] It is critical that prescribers and care providers adhere
to guidelines, in so far as possible, by applying non-
pharmacological interventions in the first instance and
prescribing antipsychotics as a last resort, with proper
review and trials of withdrawal. [19]

Recommendations have been made to avoid the
use of particular medications in people with dementia,
including antipsychotics and benzodiazepines. [10]
Nonetheless, people with dementia are very prone to
endure behavioral and psychological symptoms of
dementia at some point and this can be a serious test for
staff in residential care [20]. Recent clinical practice
guidelines for people with dementia suggest non-
pharmacological interventions should be used as a first line
treatment for changed behaviors, such as person-centered
care approaches, individual care plans and specific
therapies. [21]

This study has some limitations. Firstly, it focused
on psychotropic polypharmacy but did not assess drugs
used for comorbidities, as they might affect psychotropic
prescribing patterns. Another limitation to this study is the
relatively low number of patients admitted. Last but not
least, PRN drug use was not regarded. PRN drugs could
not be accurately estimated, as they were hardly detectable
or not meticulously documented in patient charts.
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As strengths, this study applied two distinct tools
to analyze and determine PIPMs in the elderly, which clearly
enhanced this evaluation. Also, direct data collection (data
were not obtained from registries or databases) enabled the
gathering of accurate information and facilitated full
applicability of criteria.

5. Conclusions

Optimization of pharmacotherapy has turned into
a global public health problem. Psychotropic polypharmacy
is prevalent and frequently shows associations with
complications such as falls, hospitalizations, and mortality,
regardless of which drugs are involved. This study also
revealed a high prevalence of cases on potentially
inappropriate psychotropic medication. Benzodiazepines
are the most frequently used, followed by antidepressants,
antipsychotics and with a lower frequency,
nonbenzodiazepine sedative-hypnotics. Patients with late-
stage dementia have higher sensitivity to psychotropic
drugs owing to their declined brain function and delayed
drug elimination due to aging. These aspects make them
prone to polypharmacy and drug interactions. Adverse drug
events can decrease the patients’ quality of life and worsen
their prognosis. The utilization of guidelines such as Beers
and STOPP criteria recognize high-risk drugs in older adults
and are shown to prevent adverse drug effects and overall
health care costs. Caution for pharmacotherapy
complications will always be necessary. The evidence
regarding psychotropic polypharmacy and high-risk
medications suggests that our older patients benefit from a
persistent, dynamic shift to fewer drugs. Further,
prescribers have to recognize that deprescribing is a vital
ingredient of successful treatment. Substantial effort should
be made to enhance patients’ quality of life.
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Abstract

The objectives of the study were to identify the prevalence of grief among the students from the General Nursing Program of
Transilvania University Brasov, Faculty of Medicine, to identify the impact that grief had on the education of students and the
risk of a possible complicated grief.

Material and method: Out of the total of 460 students who filled out a questionnaire consisting of 14 questions, 117 students lost
a close person in the last 3 years, while 123 students did not go through grief. 220 students refused to complete the questionnaire.

Results: The results show that the major impact that mourning had on students was that of decreasing overall performance
present in 56.4% of them. Closeness to the deceased was a key factor of mental health and academic difficulties, so the rate of
occurrence of possible pathological grief was very low.

Conclusions: This pilot study shows an increased rate of student losses experienced during the Covid pandemic with an impact
on school performance and with a very low rate of a possible complicated grief

Keywords: grief, students, education, complicated grief.
Rezumat

Obiectivele studiului au fost acelea de a identifica prevalenta doliului in randul studentilor de la Facultatea de Asistenta
Medicala Generala, Universitatea Transilvania Brasov, impactul pe care |-a avut doliul in educatia studentilor si riscul de
aparitie a doliului complicat.

Material si metoda: Lotul de studiu a fost reprezentat de studentii de la Facultatea de Asistenta Medicala Generala,
Universitatea Transilvania Brasov.

Tipul de studiu este prospectiv observational, iar instrumentul de studiu s- a bazat pe un chestionar autoadministrat format din
14 intrebari, alcatuit din doua parti: prima parte cu intrebari demografice, despre prezenta pierderii si modul in care aceasta le-
a influentat starea de bine, iar a doua parte a sondajului cu intrebari despre efectele pierderii pentru a identifica un posibil risc
de aparitie a doliului complicat.

Din totalul de 460 de studenti ai programului AMG, 220 dintre acestia au refuzat sa ia parte la sondaj si un numar de 240 au
raspuns.

Rezultate: Rezultatele arata ca impactul major pe care I-a avut doliul asupra studentilor a fost cel de scadere al performantei
generale, prezent la 56,4% dintre acestia.

Apropiere fatd de persoana decedata a fost un factor pozitiv cheie al sanatatii psihice si al dificultatilor academice, astfel incéat
rata de aparitie a unui posibil doliu patologic a fost foarte scazuta.

Concluzii: Acest studiu pilot arata o rata crescuta a pierderilor experimentate de studenti pe parcursul pandemiei Covid cu
impact asupra performantelor scolare si cu o rata foarte scazuta de posibil doliu complicat.

Cuvinte cheie: doliu, studenti, educatie, doliu complicat.

Introduction strongest stressor in people's lives. However, depending on

The loss of a loved one or the death of a close age, gender, personality characteristics, emotional needs,
family member (child, husband or wife, parent, best friend, value system and social support network, and other types
etc.) especially through sudden or tragic death, has been of loss can be equally painful.

identified as the most devastating type of loss and the
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Research on the prevalence of mourning among
students began in 1980, is a little-researched topic, with the
areas explored including a limited number of studies on the
general prevalence of mourning, the effects that mourning
has on students. It is suggested that an average of 30 to
40% of students go through mourning on every university
campus. Most of these incidents include the death of a
family member or friends, most commonly due to known
causes, namely from chronic conditions and accidents.

The effects of mourning highlighted in the
research  include physical, emotional, cognitive,
interpersonal, behavioral and spiritual manifestations.

Since students may have other responsibilities
besides student responsibilities, including family or
parental, this can make mourning unique in their case. In
addition, as the rate of mental illness is increasing in adults,
it is also important to explore the prevalence of complicated
mourning among students, with the findings of studies being
able to provide information about the impact it can have on
student education. [1]

The objectives of the study were to identify the
prevalence of mourning among all students from the
General Nursing Program of Transilvania University
Brasov, Faculty of Medicine, the impact that mourning had
on the students' learning process and the risk of developing
complicated mourning.

Material and method

In order to answer to the research question, a
transversal observational study was performed. The data
collection instrument was a purposely designed
questionnaire build based on elements of complicated grief
following the 4 criteria established by Neimeyer's work in
2002. The questionnaire was distributed electronically and
was self-administered. The final format consisted of 14
guestions: the first part with demographic questions, about
the presence of loss and how it influenced their well-being,
and the second part of the survey with questions about the
effects of loss to identify a possible risk of developing
complicated mourning.

The study group was represented by all nursing
students from the General Nursing Program, at Transilvania
University Brasov enrolled in studies in the academic year
2021-2022.

The study received the approval of the local ethics
committee. Descriptive static was used to present the
results.

Results

Out of the total of 460 students of the AMG
program, 220 of them refused to take part in the survey and
a number of 240 responded (RR=52.17%)

The demographic characteristics of the study
group are presented in the table
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Gen Feminine Masculin I don't want to answer
177 10 53

Age 18- 19 years 20- 21 years | 22- 23 years | over 24 years
G0 G5 56 59

Religion | Orthodox Catholic Atheist I don't want to
Christian answer
182 18 26 14

Tabel 1. The demographic characteristics of the study
group.

In the last 3 years, 117 students have lost one
close person, while 123 students have not gone through
mourning. For the 123 students who did not go through
mourning, the survey ended with this question. Most of the
losses suffered by the students surveyed, in terms of the
degree of kinship, is represented by those who lost a
grandfather or a grandmother, with a percentage of 47%,
followed by those who lost their parents with a percentage
of 27.4%. Mourning had the main effect on students, the
decrease in overall performance of 56.4%. Another effect of
mourning was the absence from classes and only 4.3% lost
their scholarship due to the decrease in teaching
performance.

Regarding the identification of the elements of
complicated mourning, most of the students had no
problems with remembering the memories of the lost
person, only 4 students reported avoiding memories related
to the loss, 6 self-reported difficulties in accepting the loss;
excessive irritability/anger was experienced by 30 students
during the mourning period; experiencing the feeling that life
seems to be meaningless was present in 18 students.

The intense longing was experienced by the
majority of the bereaved students in number of 85; More
than 50% of the grieving students experienced feelings of
distrust, insecurity and lack of control during the mourning
period, while 49 students did not experience these feelings.

Only 2 bereaved students out of the total of 117
had symptoms that persisted for more than 6 months after
the loss of a loved one, which means that they may be at
risk of developing pathological grief.

Discussion

In 2013, Varga attempted to determine the
incidence of mourning in graduate students in the United
States. The focus was on the effects of mourning on the
individual, the forms of support provided and the risk of
developing pathological mourning. Students (N=1,575)
were invited to complete an online survey on mourning
experiences. Students who had experienced significant
losses (for example, the loss of a parent, family member, or
close friend) were also invited to respond to the
guestionnaire on prolonged mourning disorder. About 25%
of participants have suffered the loss of a significant person
in the last 24 months. Various effects of mourning have
been reported, with the emotional effects proving to be the
most significant. In general, the effects were experienced
within the first 6 months after the death of a close person
[2]. The data of the study from Transilvania University show
a higher incidence of mourning among students, but the
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study is referring to the experiences of students during the
Covid pandemic so the fact can be attributed to this cause.

Walker, Hathcoat, and Noppe (2012) conducted a
study to explore the prevalence of mourning among
university students. The study also explored the effects of
mourning on educational outcomes and psychiatric health
in relation to the degree of attachment to the deceased. The
results showed that motivation and concentration had a
significant negative impact. The results indicated that the
closer the students were to the deceased individual, the
more academic difficulties they encountered due to
changes in motivation and concentration. [3]. Our study also
indicates a decrease in school performance as a result of
going through loss.

Varga, McClam and Hassane (2015) tried to
identify experiences of mourning among American and
Arab female students to compare the incidence of
mourning, its effects, and the risk of complicated mourning.
In total, 471 female students (308 [65.4%)] from the United
Arab Emirates and 163 [34.6 %] from the United States)
completed a survey on their experiences of mourning.

The researchers found that 181 (38.4%) of the
471 students had experienced the loss of a loved one in the
last 2 years. There were few differences between countries
in terms of the incidence of pathological mourning, the
relationship with the deceased person and the cause of
death of the person (mainly the disease). Various effects of
mourning have been reported; American students
experienced effects related to relationships, studies,
physical well-being, religion/spirituality, and perspective on
life more frequently than Arab students. Arab students
suffered sleeplessness, and reported emotional and moody
elements of mourning more frequently than American
students. The few cases of complicated mourning (n = 10.
5.52%) were mostly among Arab people. The reason for
these differences may lie in the relative cultural and
religious aspects of life in the two countries, with the related
expectations regarding the expression of mourning or not.
[1] In this study, the possible complicated grief was
identified only in 2 of the 117 cases.

In addition, Eckerd, Barnett, and Jett-Dias (2016)
compared the severity of mourning and its predictors into
equivalent groups of students who reported experiencing
the death of an important person in their lives (n=146) over
the past 2 years. The group that experienced a person's
death showed higher scores of mourning severity. The
closeness to the deceased was by far the strongest
predictor of the severity of mourning. [4]

Cupit, Servaty-Seib, Tedrick Parikh, Walker and
Martin (2016) conducted a study among undergraduate
students in the process of mourning using mixed methods
to observe how students handled the process of mourning
with the challenging demands of the faculty. The
participants in the study were university students who
attended one of the two rural public universities in the
Midwest, with a total of 950 students at a large regional
university and a demanding research institution. The
guantitative results showed that closeness to the deceased
person is a key positive factor of mental health and
academic difficulties, as well as positive associations
between changes in relationships with colleagues.
Qualitative results showed that closeness to the deceased
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was associated with a greater sense of purpose in the
university experience after his or her death. [5]

Conclusions

This pilot study shows an increased rate of student
casualties experienced during the Covid pandemic with an
impact on school performance and with a very low rate of
possible complicated grief.
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Abstract
Aim: To facilitate a better understanding of the SPB (Self Perceived Burden) phenomenon.

Objectives: To identify useful interventions to reduce or remove patients' perception of being a burden and to establish
relationships between SPB and physical and/or psychological symptoms.

Material and method: a quantitative, prospective, cross-sectional, observational study, has been conducted between 01.04.2022-
05.08.2022 on a group of 55 eligible patients cared in the in-patient unit for adult patients at Hospice ,Casa Sperantei” Brasov
(HCS). Data was collected using: Edmonton Symptom Assessment Scale (ESAS), Mini Mental State Examination (MMSE),
ECOG Performance Status and Self Perceived Burden Scale (SPBS).

Results: SPB is common among cancer patients, with 83.64% (n=46) of surveyed patients having SPB, 38.18%(n=21) were
being cared by their partner and 27.27%(n=15) by their children.

The proportion of patients with moderate-severe to extreme SPB levels of those with ECOG 4 is 71.43%, of those with ECOG 3
is 65.22%, of those with ECOG 2 is 25% and of those with ECOG 1 is 0. The ESAS assessment revealed that 98% of respondents
had pain of various intensities.

Conclusions: Perception of self as a burden to the caregiver is common among cancer patients, with 46(83%) of the 55(100%)
participants having experienced SPB. In most cases the primary caregiver is the patient's partner or the children.

The SPB level increases with increasing intensity of sadness, pain, nausea. It is also higher among patients with low functional
status.

Coping methods in SPB include: ability to repay the caregiver; caregiver not being part of the patient's family.

Key words: cancer, burden, palliative care, caregiver

Rezumat
Scop: Sa faciliteze o mai buna intelegere a fenomenului SPB (Self Perceived Burden).

Obiective: Identificarea interventilor utile pentru a reduce sau elimina perceptia pacientilor ca au devenit o povara si stabilirea
relatiilor dintre SPB si simptomele fizice si/sau psihologice.

Material si metoda: Lucrarea de fata este un studiu cantitativ, observational, prospectiv, transversal, a fost realizat in perioada
01.04.2022- 05.08.2022 pe un grup de 55 de pacienti eligibili Tngrijiti in unitatea de internare pentru pacienti adulti de la Hospice
"Casa Sperantei" Brasov (HCS). Datele au fost colectate folosind: Edmonton Symptom Assessment Scale (ESAS), Mini Mental
State Examination (MMSE), ECOG Performance Status si Self Perceived Burden Scale (SPBS).

Rezultate: SPB este frecventa in randul pacientilor cu cancer, 83,64% (n=46); in randul pacientii ce aveau SPB, 38,18% (n=21)
erau ingrijiti de partenerul lor si 27,27% (n=15) de copiii lor.

Proportia pacientilor cu SPB moderat-sever pana la extrem si ECOG 4 este de 71,43%, a celor cu ECOG 3 este de 65,22%, a
celor cu ECOG 2 este de 25% si a celor cu ECOG 1 este de 0. Evaluarea ESAS a aratat ca 98% dintre respondenti au avut
dureri de diferite intensitati.

Concluzii: SPB este frecventa in randul pacientilor cu cancer, 46(83%) din cei 55(100%) de redpondenti experimentand SPB. in
cele mai multe cazuri, principalul ingrijitor este partenerul de viata sau copii pacientului.

Nivelul SPB creste odata cu cresterea intensitatii tristetii, a durerii, a senzatiei de greata. De asemenea, SPB este mai mare in
randul pacientilor cu status functional scazut.

Cuvinte cheie: cancer, povara, ingrijire paliativa, ingrijitor
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Argument:

The experience as nurses in the HCS in-patient unit for
adults has made me aware of the patients wracked with
feelings of guilt, some of them blaming themselves for
getting sick, for needing help with their daily activities, for
being an obstacle instead of a help to their loved ones,
concluding that the illness has turned them into a burden to
their loved ones. While others were at the opposite pole,
feeling entitled to the help they needed to get through the
illness.

Patients' contradictory thinking on this topic, and the desire
to be able to help them in this regard, trigger our interest
and made us want to find out why there are such different
ways of thinking about SPB.

The cancer diagnosis and treatment dramatically change
the lives of patients and their families. Patients start to rely
progressively on the help of family and friends in order to
ensure their own functionality, to carry out daily activities,
and cope with the psycho-socio-emotional disturbances
caused by the disease. Over time, many patients come to
see themselves as a burden on their family and loved ones,
who support them.[1][2]

Self-perceived burden: definition and implications
Self-Perceived Burden (SPB) is common among seriously
ill patients, particularly for those with an oncological
diagnosis. It occurs when patients experience physical
deterioration or psychosocial, existential problems and is
correlated with depression, anxiety, suicidal ideation,
hopelessness, and caregiver burden.[l] SPB has a
significant influence on the decision-making process related
to the disease. To ease the burden on the family, patients
may choose to receive palliative care (PC) even though they
actually want to continue curative treatment. SPB is known
to be a significant predictor of suicidal ideation and actions
that hasten death.[3][4][5]

Among patients nearing the end of life, the presence of SPB
has been associated with a desire to hasten death.[6]
Christine McPherson defined SPB as: "empathic caring that
originates in the impact of iliness on others and the need for
care that creates feelings of guilt, responsibility, stress and
lowered self-esteem for the patient."[7]

Communication is an essential part of care; it is the basis
for establishing and strengthening social and professional
relationships. It is important both for maintaining trust and
for reducing insecurity. [8] Relationships also provide a
sense of belonging and security. They contribute to the way
people describe their identity. And they are also the pillar of
resilience in difficult times, they are one of the most
important resources available to people to mitigate the
impact of illness or SPB. [9]

Effective communication has been shown to influence
wellbeing by identifying and meeting needs and reducing
isolation and powerlessness. [8] It is also among the coping
mechanisms in SPB. [10]

Recipients of specialized palliative care services and
their perception of SPB

Perception of self as a burden is common among patients
with advanced cancer disease. In the study of Wilson and
colleagues, "A burden to others, a common source of
distress for the terminally ill", SPB in a mild form was found
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in 39% of patients with advanced cancer disease and in
38% of them SPB was moderate to severe.[11]

SPB is intensified when patients: are in pain [12,13]; when
they are near death [14]; the primary caregiver is a close
person (spouse, parent or child); the patient lives alone with
the spouse.[15] SPB also has a negative impact on the
patient's quality of life and mental health. [15;16;17]

In the same study "Prevalence of severe depressive
symptoms increases as death approaches and is
associated with disease burden, tangible social support,
and high self-perceived burden to others" it was found that
patients with severe SPB are 1.77 times more likely to be
depressed than those with low SPB. [18]

According to the study conducted by Su-Ching Kuo, et al.
patients with a moderate level of SPB will experience SPB
at a higher intensity, as the disease progresses and
physical deterioration progresses. In the same study, no
association was found between the patient's functional
status and SPB level [19].

In the study of Hughes and colleagues, "Experiencing
cancer in old age: a qualitative systematic review", several
individuals were found to have been able to free themselves
from the feeling of being a burden to others by: minimizing
the amount of time they spent talking about their illness,
planning the funeral and providing emotional support to
their family in this regard. These actions were described as
a way of restoring the mutuality of the relationship so help
is offered by both parties. [20]

Another study reported that the reciprocity of relationships
plays an important role in the emergence of self-perceived
burden (SPB), as the need for care increases the patients
feel they receive a lot and the fact that they cannot offer
anything in return makes them feel worthless.[1] Patients
with advanced cancer disease use different coping
mechanisms to cope and to decrease SPB. How they
manage SPB is important for maintaining quality of life and
mental health. [7] In the same study, many participants
described themselves as strong and independent before
their illness. For them, SPB was associated with
dependence on others and a need to be cared for, which
emerge once the illness progresses. The inability to fulfil
their role in society and plans for the future such as getting
married or starting a family lowers patients' self-esteem and
exacerbates SPB [7; 21].

The study "How palliative care patients' feelings of being a
burden to others can motivate a wish to die. Moral
challenges in clinics and families" of Heike, et al, showed
that often, in terms of patients' desire to benefit from
assisted suicide or to hasten their death, SPB was the major
reason for not taking this step. Patients felt that the burden
on the family would be greater if they hastened their death.
[22]
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Patients felt that their care required heavy physical work on
the part of their caregivers (e.g. handling the oxygen
concentrator or wheelchair).

Patients felt that they placed an emotional burden on their
caregivers, that the caregiver has a fear of loss and feelings of

guilt, disappointment, anger and helplessness because of them.

Patients feel that because of them their caregivers have too
much work to do, or that they have to perform tasks that are
considered "mappropriate” for them.

Patients refuse outside help at home because of concerns about
maintaining family privacy. This action leads to overburdening

the caregivers.

Main causes precipitating the onset
of SPB

Patients are anxious because of the future they cannot
control. They worry about overwhelming their caregivers with
their care needs as the disease progresses and how their death

will affect them emotionally.

Figure 1 Main causes precipitating the onset of SPB

Aim and objectives:

The research aimed to study SPB of patients who receive
specialized PC while admitted, at least once, in the HCS in-
patient unit for adults in order to gain understanding over
the SPB phenomenon. The objectives of this research have
been to identify the reasons patients perceive they are a
burden for their caregiver, identifying the interventions
considered useful for reducing or removing patients'
perception of being a burden and establishing correlations
between SPB and physical and/or psychological symptoms.
Our research questions were:

"What are the main reasons why patients perceive that they
are a burden to their caregivers?"

"What clinical manifestations occur in patients who perceive
themselves as a burden for their caregivers?"

"What are the main interventions used to reduce or remove
patients' perception of being a burden?".

Material and method:

A quantitative, prospective, cross-sectional, observational
study has been conducted between 01.04.2022 and
05.08.2022 on a group of 55 eligible patients admitted in the
HCS in-patient unit from Brasov, aiming to facilitate a better
understanding of the SPB phenomenon.

The method used for collecting the data was, besides the
demographic data, a combination of validated
questionnaires: Edmonton Symptom Rating Scale (ESAS),
Mini Mental State Examination (MMSE), ECOG
performance status and Self perceived burden scale
(SPBS).

Inclusion criteria: ‘

« Patients over 18 years of age. * Patients with MMSE score less
* Patients admitted to Hospice than 17.
"Casa Sperantei" Brasov + Patient alone, without relatives
between 01.04.2022- who does not receive help to
05.08.2022. care for themselves.
* Patients who refuse to
participate in the study.

ISSN 1844 — 7058

Table 1 Inclusion and exclusion criteria

Results:
SPB is common among cancer patients, with 83.64%
(n=46) of patients surveyed presenting SPB.

Distribution of patients by SPBS score

W 10-14 (normal)

® 15-19 (mild)

M 20-24{moderate)

M 2529 (moderate-sever)

W 30-34 (severe)

M 35-50 (extrem)

Figure 2 Distribution of patients by SPBS score

Distribution of patients according to the
relationship to main caregiver  =spouse

1.82% 1.82%

W Spouse/Spouse/S
pouse/Father-in-
law

M Brother/Sister

M Son/Daughter-in-
law

 Mother

M Grandchildren

M As. Social

W Neighbours

W Employee

M Friends

Figure 3 Distribution of patients according to the
relationship with the main caregiver

Of the respondents, 38.18%(n=21) were being cared for by
their partner and 27.27%(n=15) by their children.

The proportion of patients with moderate-severe to extreme
SPB level of those with ECOG 4 is 71.43%, of those with
ECOG 3 is 65.22%, of those with ECOG 2 is 25% and of
those with ECOG 1 is 0.

The ESAS assessment showed that 98% of respondents
had pain of various intensities. One patient among those
presenting nausea does not have SPB, the others belong to
the group with SPB. Sadness is present in the majority of
patients, only 25.45%(n=14) do not have this problem and
10.9%(n=6) of the studied group present sadness without
having SPB.

After collecting data from the 55 patients included in the
study, it was found that most of the respondents did not
answer the question "What could help you reduce the
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feeling that you are a burden to your caregiver?”, i.e.,
62.96% (n=34). The others gave the following answers:
11.11%(n=6) "To be healthier/get better"; 5.56%(n=3) "To
be able to take care of myself' and "To talk to the caregiver
about SPB"; 3.70%(n=2) "Death"; 1.85%(n=1) "To be able
to reward my caregivers”, "Better public health system",
"Hospice admissions”, "Caregiver not to be family", "Stop
drinking alcohol", "Cry less".

"What might help you reduce the feeling that you are a
burden to your caregiver?"”

85%
_3.70%

1.85%

u No answer

7o be healthier/ to heal
1 To be able to take care of myself mTalk to my caregiver about SPB
7o be able toreward my caregivers A better public health system
& Hospice admissions i The caregiver not to be family
Stop drinking alcohol HCryless

u Death

Figure 4 Answers to open question: What might help you
reduce the feeling of being a burden to your caregiver?

Limitations and future research perspectives:

The data was collected in a limited time, i.e., 4 months,
during this time 80 admissions were performed and after
applying the inclusion/exclusion criteria, a study group of 55
patients was obtained. Of these, only 8 were admitted more
than once during this period so the evolution of SPB over
time was impossible to follow. Further studies on this topic
are therefore needed, conducted on a larger research
group, over a longer period of time, following the changes
over time in the relationship with SPB in each individual
participant.

In the future, further in-depth research is needed through a
longitudinal prospective quantitative study. A small
percentage, i.e., 16.67% (n=9) of the patients included in
the study, gave relevant answers to the open-ended
question included in the questionnaire. It showed the need
to conduct parallel qualitative research using the interview
to study the patient's perspective in depth.

Conclusions:

The perception of self as a burden to the caregiver is
common among cancer patients, with 46(83%) of 55
participants having SPB. In most cases the primary
caregiver is the patient's spouse or children.

The SPB level increases along with intensity of sadness,
pain, nausea. It is also higher among patients with low
functional status.

Coping methods in SPB include: ability to repay the
caregiver; caregiver not being part of the patient's family.
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The 23rd annual conference of the National Palliative Care
Association (ANIP) took place in Poiana Brasov between
October 20t1-22"d 2022, focusing on "Palliative care. Hope,
dignity, professionalism" and registered among the
international events dedicated to the World Day of Palliative
Care 2022.

The opening plenary session of the national ANIP
conference presented an update of the situation of palliative
care in Romania, covering services development, education
programs for the training of professionals in the field,
information on various national and international projects
aimed at integrating palliative care into the general
healthcare system, as well as on research projects.

Current situation of palliative care services

The state of palliative care services was analysed based on
the data obtained from the reporting of Romanian service
providers for the year 2021. The Order of the Ministry of
Health no. 253/2018 stipulates that both public and private
palliative care providers should submit an annual report of
services provided, with details on the structure and process
of care. This regular report can ensure a constant picture of
the evolution of services and can be a starting point for the
authorities in planning services for areas with poor
coverage, as well as for a budget forecasting and allocation
as close as possible to real needs. Compared to the
previous report! analysed for the services in 2019, in 2021
we find a 29.89% lower compliance of suppliers with the
obligation of annual reporting, which alters the real picture
of the compared data from 2019 and 2022. The lower
reporting rate might be due either to palliative care
departments having been temporarily converted to COVID
units, to reduced number of services delivered due to
underfunding, or simply lack of reporting compliance.
However, the trends observed in previous years remained
similar, namely those of maintaining a high percentage of
inpatient service units with designated palliative care beds,
compared to the low development of out-of-hospital
services in outpatient clinics or in the patients’ homes. At

1 https://ww.ms.ro/wp-content/uploads/2021/08/Raport-furnizori-
ingrijiri-paliative-Romania-2019.pdf
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the end of 2021, a number of 80 providers reported
functional services, of which 51% in the public system
(compared to 49% in 2019), 19% in the private non-profit
system (14% in 2019) and 30% in the private for-profit
system (37% in 2019).

13 counties still have no palliative care providers yet.

The trend of developing inpatient palliative care services
continues (77% in 2021, compared to 80% in 2019), with
very few outpatient services (8%, compared to 6% in 2019)
and home-based services (10%, compared to 8%).

Both in the public and private sector, the number of
contracted palliative care beds reimbursed by the health
insurance company is about 25% lower than the total
number of authorized palliative care beds. This indicates a
potential trend to increase in the number of functional beds
for palliative care, provided that these service suppliers fulfil
the contracting conditions and conclude contracts with the
county health insurance companies.

Regarding the admission accessibility to palliative care
inpatient units, this is unrestricted in public (60,87%) and
private non-profit (11,59%) services and limited in private
for-profit ones (27,54%), with the latter charging payment or
co-payment.

The actual average cost reported by providers was 761
lei/bed/day of hospitalization, while the rate reimbursed by
the health insurance system is 235 lei/day, which
represents 30.88% of the real cost. The currently
reimbursed rate has not been updated since 2011, although
the salary system was radically changed by the Law no.
153/2017 regarding the payment system of clinical staff in
public healthcare units. The new salary scales have been
significantly influencing the costs of healthcare services,
palliative care included.

Home-based palliative care services continue to be
delivered exclusively through private providers, mainly
charitable organizations (foundations or associations). The
4 existing providers deliver specialized home-based
services in 6 counties: 3 providers have services in one
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county and 1 provider has palliative care services in 3
counties. Services are generally underfunded both as per
visit rate (reimbursement of 102 lei/visit, compared to an
average 310 lei/visit actual cost reported by providers), and
as a general allocation of funds to community and
domiciliary palliative care.

There are only 5 palliative care outpatient clinics
reported in 2021. The 5 outpatient palliative care services
are integrated with hospital units, 2 being in the public
system, 3 in private non-profit units and 2 in private units
(with patients’ payment or co-payment).

Palliative care day centres continue to be under-
developed, with only 5 services reported by 2 non-
governmental organizations that assume, partially or fully,
the operating costs to provide free services. The situation is
mainly due to the authorities’ hesitation in defining the role
of these day units with interdisciplinary impact, located on
the border between the medical and social fields: from the
clinical perspective, medical and nursing interventions are
not clearly defined, and from the social one, there are no
licensing standards for to palliative day centre services.
Help-line services for patients, reported by a single non-
governmental organization, registered 4993 calls
throughout the reported year. They suppose a double role
in the relation between the patient/family and the
professionals: monitoring patients in relatively stable stages
of progressive chronic disease (4767 calls) and providing
support for patients and families beyond the service working
hours (226 calls).

Human resources in palliative services

In 2021, the total number of staff employed in palliative care
services in Romania was of 1592 professionals, of which
126 doctors, 589 nurses, 40 social workers, 50
psychologists, 50 physiotherapists, 38 clerics, 489 assistant
nurses, as well as and 210 volunteers. Most of the services
reported have full-time/part-time staff who provide all
components of palliative care, from medical and nursing to
social needs or psycho-emotional or spiritual support. Of
the total number of employees in different professional
categories, approximately half (50.31%) have specialized
training in palliative care or are in the process of finalizing
their training. Among the various categories of personnel in
the interdisciplinary teams, the percentage of doctors with
competence in palliative care is the highest, 84% having
completed complementary studies in palliative care; 57% of
nurses attended specialization training; 65% of social
workers, 62% of psychologists and between 40-50% of
physiotherapists, clergy and nurses completed
multidisciplinary or master's degree courses in palliative
care. 20 of the providers (18.7%) report having
multidisciplinary teams with 6 out of 8 types of professionals
(doctors, nurses, social workers, psychologists, assistant
nurses, physiotherapists, priests/spiritual  advisors,
volunteers), Another 22 (20%) providers do not have the
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appropriate rate of palliative care doctors for the number of
authorized beds.

Education of professionals

With regard to the education of professionals (doctors,
nurses and other professions involved in palliative care),
during 2022 a number of 110 doctors completed the
competence courses in palliative care, which brings the
total number of physicians who obtained the certificate of
complementary studies in palliative care. Of these, only 106
(14.68%) are employed (full-time or part-time) in the
palliative care services reported in 2021. There are
significant disparities between the counties regarding the
number of doctors with a palliative care competence
certificate, the top being the municipality of Bucharest (105
doctors) and the counties of lasi (70 doctors) and Brasov
(65%), and at the opposite pole being the counties of Gorj,
Tulcea and Valcea with 1 doctor each. The presence of
doctors certified in palliative care is mandatory for the
authorization of specialized services, therefore the
underdevelopment of specialized palliative services in
these last counties is obvious. The number of nurses who
graduated the palliative care specialization program is 388,
of which 338 (87.11%) work full-time or part-time in
palliative services.

The multidisciplinary master's courses organized by
Transylvania University in Brasov have so far registered
422 participants of all professions in palliative care services.

Development, education and research projects

The most important palliative care project with national
impact carried out between 2020-2023 is the PAL-PLAN
Project of "Increasing the institutional capacity for the
coordinated national development of palliative care and
home care". The main purpose of the project is, among
others, of setting up a National Palliative Care Program, of
legislative harmonization towards the integration of
palliative care into the health system, a simplified
authorization/accreditation/licensing process of
independent or integrated palliative care services, as well
as the preparation and piloting of 8 outpatient and home
palliative care services in each region of the country
(Bailesti, Curtea de Arges, Galati, Ploiesti, Targu Mures,
Timisoara, Turda, Vatra Dornei).

The international leadership program in palliative care
EUPCA (European Palliative Care Academy), developed by
four partner institutions - Koéln University Hospital
(Germany), King's College (UK), Copernicus University
Torun (Poland) and Hospice Casa Sperantei (Romania),
continued with the graduation of the 4 series of
professionals from 15 European countries, Bangladesh,
New Zeeland, Turkey and USA.

The most important international projects with the
participation of palliative care providers from Romania aim
at clinical services, professional education and research.
Among these we mention:

A project aimed at Developing and implementing innovative Patient-Centred Care Pathways for
cancer patients. An international project involving consortium of 8 partners, Romania included.

Palliative Care Yields Cancer Wellbeing Support (Pal-Cycles) is a project that aims to find the

optimal transition model between the hospital and home, a programme to facilitate patient-centred
communication and continuity of care for people with advanced cancer, reducing unplanned
hospital admissions and improving quality of life at the end of life. The clinical study will be applied
in 14 medical units of 7 European countries, Romania included.
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The project "Live well, die well” aims to Improve quality of care for persons at the end of life, with
the involvement of 20 partners of 13 countries, Romania included.

A project aiming at Implementing a navigation programme to support older people with cancer
throughout the trajectory of disease, by profining ongowing supportive care, palliative care and
end-of-life care, and including 8 European countries, Romania included.

A clinical research project for Developing and testing an innovative service model addressing the
growing need for evidence-based pain relief methods in the treatment and alleviation of cancer
pain. It will enhance the understanding of pain mechanisms and use a true interdisciplinary
approach to improve pain management in palliative care programmes across Europe. The project
includes 17 partners of 10 countries, Romania included.

The RESPAC (Research for All Palliative Care Clinicians) aims to Encourage basic research
competences in the day-to-day practice of palliative care clinicians. This will allow clinicians to
appreciate the importance of integrating research into their clinical practice, to improve their
research abilities and conduct their own research work.

The project will aim to Improve the quality of higher education in palliative care for nurses, by:

1. Produce a report on shared basic competences in palliative care at European level

2. Develop innovative educational tools for nursing education in Europe

3. Training of trainers to apply the European basic competences matrix

A project with 4 European universities as partners, amongst which the Transylvania University of
Brasov and the European Association of Palliative Care (EAPC)

A project aiming to Foster palliative care for children and adults with cancer by leveraging patient
reported outcome (PRO) systems through their adaptation to the personal needs of the person
with cancer and his/her caregiver(s). A project including 8 partners, Romania included.

"Palliative sedation” is a clinical project focusing on The use of palliative sedation to alleviate
distressing symptoms. A project covering several European countries, Romania included.
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National Conference of ANIP also hosted the elections for
a new Board of Directors and for the position of president of
the Association. After more than 24 years since its
establishment in Brasov, during which the administrative
management of the Association was voluntarily provided by
representatives of Hospice Casa Sperantei, the new Board
of Directors was elected on October 22, 2022. Associate
Professor. Vladimir Poroch from the Regional Institute of
Oncology lasi was appointed as president of the
Association. The new Board of Directors includes: Malina
Dumitrescu (vicepresident). Professor Daniela Mosoiu, MD,
PhD (scientific coordinator), Dana Nagy, MD (member,
Timisoara), Nicoleta Mitrea, Senior lecturer, APRN, PhD,
FAAN (member, Brasov), Psych. Mihaela Dumitrache
(member, Bacau), Psych. Marinela Rotariu (member,
Oradea), Mircea Serpe, MD (member, Lugoj), Ariana Rosiu
MD (member, Alba), Professor Laurentiu Simion, MD
(member, Bucharest), Professor Gema Bacoanu, MD
(member, lasi), Senior lecturer Sorina Pop, MD (member,
Cluj). Rev. Daniel Diaconu (member, Calimanesti). The
General Assembly of the Association proposed the
establishment of 10 working groups organized on topics of
interest to the Association, including: the development of
palliative care protocols for lung diseases and for
paediatrics, access to essential medication for palliative
care and its endorsement by national authorities, ethical
aspects in palliative care, basic palliative care in primary
care, spiritual support in palliative care, the nurse’s role in
palliative care, palliative care in academic education,
palliative care in non-oncological diseases.The XIVth
National Conference of ANIP, with the proposed topic
"Palliative care - dynamism and innovation" will be held in
lasi, between October 26-28, 2023.
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ingrijirea paliativa in Romania
in 2022

Dezvoltare organizationala,
educatie si cercetare

In perioada 20-22 octombrie 2022 a avut loc la Poiana
Brasov cea de-a XXlll-a Conferintd a Asociatiei Nationale
de Ingrijiri Paliative (ANIP), avand ca temé& ’Ingrijirea
paliativa. Speranta, demnitate, profesionalism” si inscrisa in
cadrul evenimentelor internationale dedicate Zilei Mondiale
Ca la fiecare editie a conferintelor anterioare, plenara de
deschidere si-a propus o prezentare actualizata a situatiei
ingrijirilor paliative din Romaénia, a serviciilor si a
programelor variate de educatie pentru pregatirea
profesionistilor din domeniu, a diverselor proiecte nationale
si internationale care vizeaza integrarea paliatiei in sistemul
de sanatate, precum si a proiectelor de cercetare in acest
domeniu.

Situatia curenta a serviciilor de ingrijiri paliative

Situatia serviciior de ingrijiri paliative a fost analizata pe
baza datelor obtinute din raportarea furnizorilor de servicii
pentru anul 2021. Ordinul Ministerului Sanatatii nr.
253/2018 prevede raportarea anuala a serviciilor de paliatie
din sistemul public si privat de sanatate, ceea ce poate
asigura o imagine constanta a evolutiei serviciilor si poate fi
un punct de plecare pentru autoritdti in planificarea
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serviciilor spre zonele cu slaba acoperire, precum si pentru
0 previzionare si alocare bugetare cat mai apropiata de
nevoile reale. Fatd de raportarea anterioara? analizata
pentru servicile anului 2019, in 2021 constatam o
complianta cu 29,89% mai scazutda a furnizorilor la
obligativitatea raportarii anuale, ceea ce diminueaza
imaginea reala a datelor comparate din 2019 si 2022. Rata
de raspuns scazuta poate fi datorata realocarii unor paturi
de paliatie catre compartimente.sectii COVID, reducerii
numarului de servicii datorate subfinantarii, sau
netransmiterii raportarii. Cu toate acestea, s-au pastrat in
general tendintele observate in anii anteriori, respectiv cele
de mentinere a unui procent ridicat de servicii de internare
n unitati cu paturi de paliatie, comparativ cu serviciile extra-
spitalicesti in ambulator sau la domiciliu. La finalul anului
2021 au raportat servicii functionale un numar de 80
furnizori, dintre care 51% in sistemul public (fata de 49% in
2019), 19% in sistemul privat non-profit (14% in 2019) si
30% 1n regim privat cu profit (37% Tn 2019).

Furnizori de paliatie,
pe locatii (n=80)

Consultanta
Tel Pacienti,
1%

Ambulatorii,
6% Centre de ZI,
1%

IP la domiciliu,
5%

Unitati cu
paturi, 86%

13 judete nu au niciun furnizor de ingrijiri paliative

Se mentine tendinta dezvoltarii serviciilor de Tingrijiri
paliative in regim de internare (77% in 2021, fata de 80%
in 2019), cu foarte putine servicii in ambulator (8%, fata de
6% n 2019) si la domiciliu (10%, fata de 8%).

Atat in mediul public cat si in cel privat, numarul de paturi
de Tngrijiri paliative contractate este cu 25% mai mic decéat
al celor autorizate, ceea ce indica un potential de crestere
a numarului de paturi functionale pentru ingrijirile paliative,
n conditiile Tn care acesti furnizori indeplinesc conditiile de
contractare si incheie contracte cu casele de asiguréri de
sanatate judetene.

In privinta accesibilitatii la internare Tn unitati de paliatie,
aceasta este neingradita in serviciile publice si private

Unititi de paliatie, dupa fonma de 48 unitati cu
proprietate ace e’s
* GSpitale publice 4061 54%) neingradit
»  Unitati private non-profit 8 (12 31%) (73,85%)
» Spitale private cu profit 17 (26 ,15%)

non-profit si limitatd in cele private cu profit, care percep
plata sau co-plata.

Costul mediu real raportat de furnizori a fost de 761 lei/zi de
spitalizare, tariful rambursat prin sistemul de asigurari de
sanatate fiind de 235 lei/zi, ceea ce reprezinta 30,88% din

2 https://www.ms.ro/wp-content/uploads/2021/08/Raport-furnizori-
ingrijiri-paliative-Romania-2019.pdf
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costul real. Tariful rambursat in prezent nu a fost a
actualizat din anul 2011, desi sistemul de salarizare a fost
modificat radical prin Legea cadru nr.153/2017, privind
salarizarea personalului medical din fonduri publice,
afectand considerabil costurile serviciilor de sanatate.

Serviciile de ingrijiri paliative la domiciliu continua sa fie
organizate exclusiv prin furnizori privati caritabili
(fundatii/asociatii), cei 4 furnizori avand servicii de domiciliu
in 6 judete: 3 furnizori au servicii intr-un singur judet si 1
furnizor asigura servicii de ingrijiri paliative la domiciliu in 3
judete. Serviciile sunt subfinantate atat ca tarif pe vizita
(rambursare de 102 lei/vizita, fata de 310 lei/vizita cost real
raportat de furnizori), cat si ca alocare generala a fondurilor
catre ingrijirile paliative in comunitate si la domiciliu.

Cei 5 furnizori de servicii ambulatorii de Ingrijiri paliative
au Tn general servicii integrate unor unitati sanitare cu
paturi, 2 fiind in sistem public, 3 Tn unitati private non-profit
si 2 n regim privat (cu platd sau co-plata).

Centrele de zi de ingrijiri paliative continua sa fie sub-
dezvoltate numeric, fiind raportate doar 5 servicii, in 2
organizatii neguvernamentale care isi asuma, partial sau
integral, costurile de functionare pentru a asigura servicii in
regim de gratuitate. Situatia se datoreaza in principal
ezitarilor de definire a rolului acestor unitati de zi cu impact
interdisciplinar, aflate la limita dintre domeniile medical si
social: din perspectiva medicald nu sunt clar definite
interventiile medicale si de nursing, iar din cea sociald nu
exsta standarde de licentiere a serviciilor centrelor de zi de
paliatie.

Serviciile de tip help-line pentru pacienti, raportate de o
singura organizatie neguvernamentala, au fost in numar de
4993 apeluri si au avut un dublu rol: de monitorizare a
pacientilor in stadii relativ stabile de boald cronica
progresiva (4767 apeluri) si de consultanta pentru pacienti
si familii in afara orelor de program ale unitatii de paliatie
(226 apeluri).

Resursele umane in serviciile de paliatie

In anul 2021 numarul total al personalului angajat in
serviciile de ingrijiri paliative a fost de 1592 de profesionisti,
dintre care 126 de medici, 589 de asistenti medicali, 40
asistenti sociali 50 de psihologi, 50 fizioterapeuti, 38 de
clerici, 489 de infirmiere, precum si 210 voluntari.
Majoritatea serviciilor raportate au personal angajat cu
norme complete sau partiale, care asigura toate
componentele ingrijirilor paliative, de la cele medicale si de
nursing, la nevoile sociale sau de suport psiho-emotional.
Din totalul angajatilor pe diferite categorii profesionale,
aproximativ jumatate (50,31%) au pregatire in ingrijiri
paliative sau sunt in curs de definitivare a pregatirii. Intre
diversele  categorii  de personal din  echipele
interdisciplinare, procentul medicilor cu competentd in
Tngrijiri paliative este cel mai ridicat, 84% avand atestat de
studii complementare in ingrijiri paliative finalizate; 57%
dintre asistentii medicali au urmat specializarea; 65% din
asistentii sociali, 62% din psihologi si intre 40-50% din
kinetoterapeuti, clerici si infirmiere au urmat cursuri

Fundatia HOSPICE Casa Sperantei
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multidisciplinare sau masterale pe profil de paliatie. 20
dintre  furnizori  (18,7%) raporteazd ca asigura
multidisciplinaritatea cu 6 din 8 tipuri de profesionisti
(medici, asistenti medicali, asistenti sociali, psihologi,
infirmiere,  kinetoterapeuti, preoti/consilieri  spirituali,
voluntari), Alti 22 (20%) furnizori nu au suficienti medici de
IP la numarul de paturi autorizate.

Educatia profesionistilor

In  domeniul educatiei, a fost prezentatd situatia
principalelor programe de educatie derulate in ultima
perioada pentru medici, asistenti medicali si alte profesii
implicate n ngrijirile paliative. In cursul anului 2022 un
numar de 110 medici au finalizat cursurile de atestat, ceea
ce ridica la 722 numarul celor care au obtinut atestatul de
studii complementare in ingrijiri paliative. Dintre acestia
doar 106 (14,68%) sunt angajati (cu norma intreaga sau
partiala) in serviciile de paliatie raportate Th anul 2021. Se
observa diferente semnificative intre judete, in privinta
numarului de medici cu atestat, in top fiind municipiul
Bucuresti (105 medici) si judetele lasi (70 medici) si Brasov
(65%), iar la polul opus judetele Gorj, Tulcea si Valcea cu
cate 1 singur medic. Prezenta medicilor cu atestat in ingrijiri
paliative fiind obligatorie pentru autorizarea serviciilor
specializate, este deci evidenta subdezvoltarea serviciilor
specializate de paliatie in aceste ultime judete. Numarul
asistentilor medicali care au absolvit programul de
specializare in ngrijiri paliative este de 388, din care 338
(87,11%) lucreaza cu norma intreaga sau fractionata in
servicii de paliatie.

Cursurile masterale multidisciplinare organizate de
Universitatea Transilvania din Brasov au inregistrat pana in

prezent 422 de participanti, profesionisti
interdisciplinare de ingrijiri paliative.

din echipe

Proiecte de dezvoltare, educatie si cercetare

Cel mai important proiect de ingrijiri paliative cu impact
national aflat in desfasurare in perioada 2020-2023 este
Proiectul PAL-PLAN de "Crestere a capacitétii institutionale
pentru dezvoltarea nationald coordonatd a ingrijirilor
paliative si ingrijirilor la domiciliu”. Proiectul are ca scop
principal, intre altele, crearea unui Program National de
Ingrijiri  Paliative, armonizarea legislativd in vederea
integrarii paliatiei Tn sistemul de sanatate, simplificarea
procesului de autorizare/acreditare/licentiere a serviciilor de
paliatie independente sau integrate, precum si pregatirea si
pilotarea a 8 servicii de ingrijiri paliative in ambulator si la
domiciliu in fiecare regiune a tarii (Baliesti, Curtea de Arges,
Galati, Ploiesti, Targu Mures, Timisoara, Turda, Vatra
Dornei).

Programul international de leadership in ingrijirile paliative
EUPCA (European Palliative Care Academy), cu parteneri
Spitalul Clinic Universitar Koln (Germania), King’s College
(UK), Universitatea Copernicus Torund (Polonia) si Hospice
Casa Sperantei (Romania), a continuat cu absolvirea celei
de-a 4-a serii de profesionisti din 15 tari europene,
Bangladesh, Noua Zeelanda, Turcia si SUA.

Cele mai importante proiecte internationale cu participarea
unor furnizori de Tngrijiri paliative din Romania vizeaza
aspecte clinice, de educatie a profesionistilor si de
cercetare. Dintre acestea amintim:
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Proiectul are ca scop Dezvoltarea si implementarea de modele de ingrijire centrate pe pacient,
pentru pacientii oncologici (traiectoria pacientulul de-a lungul parcursului bolii). Proiectul
international se desfasoara in perioada 2022-2027 si este derulat printr-un consortie format din 14
parteneri, intre care si Roméania.

Proiectul Tsi propune Dezvoltarea, testarea si implementarea unui program de tranzitie intre spital
si comunitate pentru pacientii cu cancer avansat, ca studiu clinic in 14 unitati din 7 tari europene
intre care si Romania.

Proiectul "Live well, die well” urmareste Imbunétatirea calitétii asistentei persoanelor aflate la final
de viata si va avea ca participanti 20 de parteneri din 13 tari, intre care si Romania.

Proiectul vizeaza Implementarea unui model de program de navigare centrat pe pacient si familie

in supravietuire si la finalul vietii. Proiectul se desfasoara in 8 tari europene, intre care si Romania.

Acesta este un proiect de cercetare clinica ce vizeaza Atenuarea durerii in ingrijirea paliativa in
cancer, folosind neuromodularea la domiciliu si biomarkeri predictivi. Proiectul include 17 parteneri
din 10 tari, intre care si Romania

Proiectul RESPAC (Research for All Palliative Care Clinicians) Tsi propune Introducerea
competentelor de cercetare de baza in practica de zi cu zi a clinicienilor din ingrijirea paliativa.
Aceasta va permite clinicienilor din toate specialitatile relevante sa aprecieze importanta integrarii
cercetarii in practica clinica, sa isi dezvolte capacitatea de cercetare atat in citirea/evaluarea
lucrarilor de cercetare, cét si in efectuarea propriilor cercetéari si implicit in Tmbunatatirea calitatii
serviciilor oferite pacientilor.

Proeictul vizeaza Imbunétatirea calitatatii invatdmantului superior in domeniul educatiei in ingrijiri

paliative pentru asistentii medicali, prin:

4. Elaborarea unui raport privind competentele de baza comune in ingrijirea paliativa europenana

5. Dezvoltarea de ,instrumente” educationale inovatoare pentru educatia in domeniul ingrijirilor
paliative in tari europene

6. Formarea educatorilor/formatorilor in modul de lucru cu competentele de baza ale matricei
europene de ingrijire

Proiectul are ca parteneri 4 universitati europene (intre care si Universitatea Transilvania din

Brasov), precum si EAPC (Asociatia Europeana de Ingrijiri Paliative)

28 Fundatia HOSPICE Casa Sperantei



PALIATIA Vol. 16 Nr. 1 lanuarie 2023

Dumitrescu M., et al

In cadrul Conferintei Nationale a ANIP s-au desfasurat si
alegerile pentru un nou Consiliu Director si pentru functia de
presedinte al Asociatiei. Dupd mai bine de 24 de ani de la
infiintarea sa la Brasov, perioada in care conducerea
administrativa a Asociatiei a fost asigurata de reprezentanti ai
Hospice Casa Sperantei, noul Consiliu Director ales la 22
octombrie 2022 a ales in functia de presedinte pe
Conf.Dr.Vladimir Poroch de la Institutul Regional de Oncologie
lasi. Din noul Consiliu Director fac parte: Malina Dumitrescu
(vicepresedinte). Prof.Univ.Dr.Daniela Mosoiu (coordonator
stiintific), Dr.Dana Nagy (membru, Timisoara), Dr.as.med.
Nicoleta Mitrea (membru, Brasov), Psih.Mihaela Dumitrache
(membru, Bacau), Psih.Marinela Rotariu (membru, Oradea),
Dr.med.Mircea Serpe (membru, Lugoj), Dr.Ariana Rosiu
(membru, Alba), Conf.Dr.Laurentiu Simion (membru,
Bucuresti), Conf. Dr. Gema Bacoanu (membru, lasi), Conf.Dr.
Sorina Pop (membru, Cluj). Pr.Daniel Diaconu (membru,
Calimanesti). Adunarea Generald a Asociatiei a propus
infiintarea a 10 grupuri de lucru organizate pe teme de interes
ale Asociatiei, intre care: elaborarea de protocoale de ingrijiri
paliative pentru bolile pulmonare si pentru pediatrie, accesul la
medicatia esentiala pentru paliatie si oficializarea acesteia,
aspecte etice in paliatie, ingrijirile paliative de baza in medicina
primara, suportul spiritual Tn Tingrijirile paliative, rolul
asistentului medical in paliatie, paliatia in educatia academica,
ingrijirea paliativa in bolile non-oncologice. Cea de-a XlIV-a
Conferinta Nationalda a ANIP, avadnd ca tema propusa
“Ingrijirea paliativd — dinamism si inovatie” se va desfasura la
lasi, in perioada 26-28 octombrie 2023.
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. Proiectul este dedicat Ingrijirii paliative pentru copii si adulti cu cancer, prin crearea unor sisteme
tehnice avansate de raportare a rezultatelor de catre pacient. Intre cei 8 parteneri din proiect se afla
si Romania

MyP.

"Sedarea paliativa” este un proiect clinic ce vizeaza Utilizarea sedarii paliative proportionale pentru
ameliorarea simptomelor refractare. Vor fi analizate si revizuite apectele curente clinice si etice n
practicile curente de utilizare a sedarii paliative in mai multe tari europene, intre care si Roménia
Palliative
Sedation

Fundatia HOSPICE Casa Sperantei
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Caz clinic si nu numai — o reflectie retrospectiva asupra ingrijirii

Dan Malciolu

Fundatia HOSPICE Casa Sperantei, Bucuresti, Roménia
Received: 15.12.2022 * Accepted for publication: 10.01.2023
Rezumat

Introducere: Osteosarcomul este o tumora maligna ce apare predominant la copii si adolescenti. Tratamentul actual consta in
combinatia dintre interventia chirurgicala si chimioterapie. Supravietuirea pacientilor sub 5 ani se datoreaza gradului inalt de
recidiva si metastazare.

Prezentare de caz: Se prezinta cazul unei paciente in varsta de 19 ani diagnosticata cu osteosarcom din 2015, care se
interneaza in unitatea cu paturi a Fundatiei Hospice Bucuresti cu boald in evolutie datorita diseminarilor la distanta prezente in
plamani, os si ganglioni.

Discutii: Nevoia de ingrijiri paliative a pacientei deriva din complexitatea situatiei pacientei, aceasta prezentand atat suferinta
fizica reprezentata de durere cronica dificil de tratat, inapetenta, constipatie, dispnee, anxietate, fatigabilitate, greata sporadic,
voma rara postprandiala cat si suferinta nonfizica (psihoemotionala, existentiala si sociala).

Motivatia alegerii cazului consta in dramatismul perceput de totii cei implicati (pacienta, mama, personalul medical).

Concluzii: Cazul prezentat a fost unul dificil pentru pacient, apartinator si echipa de ngrijire datoritd multiplelor provocari pe
planul simptomelor, al managementului farmacologic care a implicat alegerea caii de administrare si al suferintei
psihoemotionale, existentiale si sociale extreme resimtita de pacienta. Preluand o parte din suferinta pacientei si a familiei
acesteia au fost necesare interventii de suport pentru personalul implicat.

Nevoia de ingrijiri paliative la pacientii cu osteosarcom deriva din agresivitatea bolii care incapaciteaza persoana din punct de
vedere fizic, emotional, existential si social.

Abstract

Introduction: Osteosarcoma is a malignant tumor occurring predominantly in children and adolescents. Current treatment
consists of a combination of surgery and chemotherapy. Survival of under 5 year for these patients is due to the high degree of
recurrence and metastasis.

Case presentation: We present the case of a 19-year-old patient diagnosed with osteosarcoma in 2015, who is admitted to the
in-patient unit of Hospice Casa Sperantei Bucharest Foundation with evolving disease due to distant dissemination present in
lungs, bone and lymph nodes.

Discussion: The patient's need for palliative care derives from the complexity of the patient's situation, she presents both physical
suffering generated by chronic pain difficult to treat, lack of appetite, constipation, dyspnea, anxiety, fatigue, sporadic nausea,
rare postprandial vomiting and non-physical suffering (psycho-emotional, existential and social).

The motivation for choosing the case lies in the high level of distress perceived by all those involved (patient, mother, clinical
staff).

Conclusions: The case presented was a difficult one for the patient, the caregiver and the care team due to the multiple
challenges in terms of symptoms, pharmacological management involving the choice of route of administration and the extreme
psycho-emotional, existential and social distress felt by the patient. Bearing some of the suffering of the patient and her family
required supportive interventions for the staff involved.

The need for palliative care in patients with osteosarcoma derives from the aggressiveness of the disease which incapacitates
the person physically, emotionally, existentially and socially.
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1. Introducere

Osteosarcomul este o tumora maligna osoasa intalnita
frecvent la copii si adolescenti. Tn ciuda chimioterapiei asociate
tratamentului  chirurgical, supravietuirea pacientilor este
reduséd datoritd aparitiei metastazelor si recurentei bolii
(Cersonimo et al, 2020). La aproximativ 50% dintre pacientii cu
osteosarcom care in momentul diagnosticului nu prezentau
metastaze, boala recidiveaza local sau la distanta (Whelan et
al, 2012). Metastazele apar cel mai frecvent in plamani si cel
mai rar in os si ganglionii limfatici. Tratamentul standard consta
in chimioterapie neoadjuvantad anterior operatiei urmata de
rezectia chirurgicalad a tumorii si a metastazelor rezecabile si
de chimioterapie adjuvanta postoperator (Luetke et al, 2014).
Pacientii cu osteosarcom datoritd varstei tinere la care
descopera boala pot asocia anxietate si depresie prin prisma
ingrijorarilor, fricii si furiei resimtite pe parcursul bolii (American
Cancer Society, 2022).

2. Prezentare de caz

Pacienta in varsta de 19 ani se prezinta la internare, in unitatea
cu paturi a Fundatiei Hospice Casa Sperantei Bucuresti,
insotita de mamé&, cu ambulanta. Pacienta este eleva, dar
frecventeaza cursurile mai mult on-line in ultima perioada.
Relatiile sociale cu colegii si prietenii sunt pastrate, dar n
ultima perioada acestea s-au redus la numar. Are un frate de
5 ani, parintii sunt divortati iar tatal este in strainatate. Mama a
fost ingrijitorul principal pe tot parcursul bolii. Este crestin-
ortodoxa, practicanta. Diagnosticul stabilit la internare este:
Sarcom pleomorf nediferentiat aripa iliaca stanga, determinari
secundare pulmonare, osoase si limfatice.

Din istoricul bolii retinem urmatoarele: 2015 - debut
cu durere lombard sténgd, cu iradiere in fesa stanga si
membrul inferior stang. Pentru mai mult de 1 an nu s-a stabilit
nici un diagnostic, pacienta primind doar tratament conservator
cu antialgice, AINS si miorelaxante sub care durerea a crescut
in intensitate si a aparut mersul antalgic. 2016 - stabilire
diagnostic dupa biopsia osoasa, incepere chimioterapie
neoadjuvantda urmatd de interventie chirurgicala. 2017 -
efectuare a 30 sedinte radioterapie cu usoara ameliorare a
durerii. 2017 - urmeazd o noua interventie chirurgicald
reprezentatd de amputatie membru inferior stang la nivelul
coapsei si protezare a membrului inferior stang apoi o noua
serie de chimioterapie. 2018 apare recidiva locala cu durere
intensa, tumefactie la nivelul bontului operator. 2019 -
hemipelvectomie. 2020 - o noua cura de chimioterapie. 2020 -
recidiva locala cu invadare oase bazin. 2021 - implantare
pompa intratecald pentru tratamentul durerii. 2022 - primeste
recomandare de ingrijire paliativa, boala este in evolutie,
metastazele identificate imagistic pe parcursul ultimilor 3 ani
fiind in progresie numerica si dimensionala.

Din anamneza reiese prezenta unei dureri cronice, mixte
(somatica, neuropata + durere membru fantoma (“m-am
obisnuit sa traiesc cu durerea, e parte din mine, lipsa ei ar fi
ciudata”) cu intensitate de fond pe scala analog vizuala (SAV)
de 2-4/10 , cu 8-10 episoade dureroase/24 ore care ating
intensitatea de 10/10 pe SAV, durere care se asociaza cu
inapetentd, constipatie, dispnee, anxietate, fatigabilitate,
greata sporadic, voma rara postprandiala (apare mai ales Tn
contextul in care pacienta se alimenteazd modest cantitativ si
ocazional consuma un volum discret mai mare de hrana ce
constituie factorul-trigger) si a altei dureri cauzate de defecatie,
permitand defecatia doar intr-o singura pozitie.

https://www.paliatia.eu

La examenul obiectiv se constata faptul ca pacienta este
orientata temporo-spatial, are tegumente palide cu timp de
umplere capilara prelungit, status precar respirator si
hemodinamic (TA: 100/65 mmHg, AV: 95-115 bpm, Sa O2: 88-
92%), casexie (greutate 28 kg), este imobilizata Tn decubit
ventral, prezinta escare gr. 2 la nivelul spinelor iliace, tumori
voluminoase localizate sacrat, crural si parasacrat de 19 cm,
10 cm si 6 cm, mase adenopatice dure inghinal bilateral, masa
tumorala dura, anfractuoasa in hemiabdomenul
stg/hipogastru, edem membrul inferior drept, sonda urinara
permanenta cu schimbare la 3-4 saptamani, functionald si
camera implantabila subclavicular drept.

Pacienta a prezentat la internare urmatoarea schema de
tratament:

- Augmentin 625 mg - 1 tb la 12h, pentru inca 3 zile;

- Nitrofurantoin 50 mg seara, permanent;

- Biseptol 480 mg - 2 cp luni, marti, miercuri;

- Probiotice pe timpul tratamentului cu Augmentin;

- Morfind 20 mg la nevoie (prn), 1-6 cp/24h;

- Fentanyl 75 mcg pach administrat la 48h;

- Fentanyl 200 mcg prn, 1-4 cp/24h;

- Laxative;

- Gabapentina 100 mg x 3;

- Amitriptilind 25 mg x 2;

- Dexametazona 4 mg zilnic;

- Pompa (Fentanyl/Ropivacaina/Clonidina), constant +

boost prn, rezerva pentru inca 3 zile.

3. Discutii

Tngrijire pallatlva medic ATI, aS|sten’;| medlcall infirmieri,
psiholog, asistent social, medic voluntar ingrijire paliativa si

apartenenta clericala, consilier spiritual, preot, mama
pacientei):
1. Fentanyl pach inadecvat, doza absorbita

necunoscuté in conditiile casexiei.
2. Relatarea pacientei asupra durerii:

a. administrarea de Fentanyl oral nu aduce beneficii,

a experimentat 3 cp simultan cu reducerea durerii de

la 10 la 8 pe SAV, fara efecte secundare,

b. efectul analgezic al Fentanyl-ului oral este

comparabil cu 20-40 mg de Morfina orala cu eliberare

rapida si 20-30 mg de Morfina injectabila,

c. doza de analgezic on-demand din pompa nu aduce

nici o ameliorare,

d. de cateva ori plasturele cu Fentanyl s-a dezlipit iar

pacienta a observat dupa 1 sau chiar 2 zile in care

durerea a fost la fel.

3. Pompa greu de utilizat (lipsa de experienta, accesul
la substante, soft, dependenta de alt profesionist).

4. Suferinta complexa:

Fizica — durere necontrolata,

Psiho-emotionala intensa, refuzul tatalui de a
participa la “ramas-bun”, vinovatie (‘boala mea a cauzat
despdrtirea périntilor, o tine pe mama departe de frate, sunt o
povara pentru toatd lumea din jurul meu”),

Sociala — dependenta de ceilalti,
colegii de generatie si scoala.

5. Dorintele si preferintele pacientei:
“sa se termine odata”,
“sa nu simt durerea, s& dorm cat mai mult dar sa fiu treaza
pentru vizitatori — frate, mama, colegi, tata?”,

izolare fata de
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sa detin control asupra mea’,
“pe céat posibil fara pastile, mai bine injectabil’,
‘mai stati putin cu mine”.

Interventiile echipei de ingrijiri paliative au constat in:

1. Control simptome: durere, dispnee, depresie,
anxietate, insomnie.
2. Nursing - pozitionare, ingrijire  corporal3,

administrare medicatie, asistenta nevoilor de baza

(hranire, hidratare, defecatie, etc).

3. Montare cateter subcutanat si conectare la seringa
automata, stabilire doza antialgic/24 de ore si la
nevoie.

4. Interventie psiholog, asistent social, cleric.

5. Crearea unui cadru de Tingrijire largit “adoptie”
(prezenta fizica, atingerea, tinutul de mana, povestiri).

Controlul durerii s-a realizat prin medicatia de fond si

administrarea dozelor la nevoie. S-a decis mentinerea pentru
moment a platurelui de Fentanyl 75 mcg care a fost schimbat
la 72h. Morfina s-a administrat subcutanat cu ajutorul unei
seringi automate si s-au crescut treptat dozele la 1-2 zile in
raport cu intensitatea durerii si numarul episoadelor dureroase
relatate de catre pacienta, ajungandu-se pana la 400 mg/24h.
Necesarul de medicatie la nevoie a fost urmatorul:

Ziva 1 (la |nternare) Morfina - 10 mg administrata

subcutanat (sc), 6-8 doze/24h,

- Ziua 3 Morfina - 15 mg sc, 4-5 doze/24h,

- Ziua 5 Morfina - 20 mg, 4-5 doze/24h,

- Ziua 7 Morfina - 30 mg, 3-4 doze/24h,

- Ziua 8 Morfina - 40 mg, 2-3 doze/24h.

Pe parcursul internarii s-au asociat urmatoarele
medicamente: Metamizol administrat po fara efect, motiv
pentru care s-a retras, Midazolam 2.5 mg prn, laxative de
Tnmuiere/propulsie, Metoprolol, Diazepam 10 mg intrarectal
pentru controlul unui episod convulsiv, Metoclopramid 10 mg
administrat sc, sporadic, la escaladarea dozelor de Morfina.

Evolutia pacientei s-a manifestat prin deteriorare
progresiva. Pacienta a refuzat laxativele deoarece "defecatia
este un chin”. n ziua a 4-a de internare s-a epuizat rezervorul
pompei si acesta s-a umplut cu ser fiziologic. Durerea a
inceput sa fie bine controlata la 6-7 zile de la internare, Tn
contextul escaladarii progresive a dozelor zilnice si la nevoie
de Morfina administrata subcutanat. In ziua a 9-a de internare
s-a produs abcedarea ambelor tumori dorsale si drenarea
spontana a unui lichid sero-sanguinolent, a aparut disfagia, Sa
02 a pacientei s-a situat intre 82-88% motiv pentru care s-a
administrat O2 pe canula 2.5-3 I/min, pacienta a prezentat un
episod convulsiv controlat cu Diazepam 10 mg administrat
intrarectal si s-a adaugat Clonazepam 0.5mg x 2/zi administrat
po in schema de tratament. Tn ziua a-11-a pacienta a devenit
somnolenta, cu disfagie progresiva, a refuzat sa se alimenteze
si concomitent a finceput sa prezinte incapacitate Tn
administrarea medicatie orale motiv pentru care s-a instituit
Protocolul de Fazad Terminald. In ziua a-12-a pacienta a
decedat iar in ziua a-13-a medicul ATl a oprit pompa
intratecala pentru a nu intra in regim de alerta sonora.

Comportamentele observate in cadrul de Tngrijire
Mama a inceput sa lipseasca din ce in ce mai des —distantare?
autoprotectie?

Personalul s-a stratificat spontan Tn 2 categorii:
a. evita/prefera sa nu interactioneze cu pacienta
(evitare, fuga),
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b. prefera sa petreaca cat mai mult timp cu
pacienta, solicitd sa fie repartizati in ingrijire
(lupta, implicare dincolo de asteptari).
S-au observat profesionisti care au intrat voluntar la pacienta
dar nu au putut tolera propriile emotii si au parasit repede
salonul, plangand.
Tatal a intrerupt orice comunicare cu pacienta/personalul dupa
ce initial a vorbit telefonic cu psihologul nostru.
Dupa pierdere personalul a procesat cazul saptamani si luni
de zile, mentionand-o Tn context divers.
Transfer/proiectie: “nu mai pot trece iar prin asa ceva” sunt
cuvinte rostite cand la internare este programat un pacient
foarte tanar.

Emotiile observate in cadrul de ingrijire, indiferent de
calificarea profesionistului au fost de tristete, furie, revolta si
manie.

Osteosarcomul este o forma rara de cancer osos care
apare mai frecvent la copii si adolescenti (Cersonimo et al,
2020). Tratamentul pacientilor cu osteosarcom consta in
combinatia dintre interventia chirurgicala si chimioterapie. in
ciuda tratamentului chimioterapic agresiv, supravietuirea
pacientilor cu stadiu metastatic de boala este sub 5 ani (Zhang
et al, 2020).

in cazul pacientei noastre, diagnosticul s-a stabilit
tarziu iar interventiile chirurgicale nu au reutit sa indeparteze
in totalitate tumorile, ceea ce a dus la progresia bolii si aparitia
muItipIeIor determinari secundare. Mai multe consulturi de tip

"a doua opinie medicala" cu specialisti din Europa si SUA au
concluzionat inca din 2017 ca sansele de vindecare sunt
minime.

Mama si pacienta au recunoscut pe parcursul
internarii ca "poate ar fi fost mai bine sa se opreasca din
tentativele terapeutice cu mult mai devreme in cursul bolii Si
poate ca astfel ar fi evitat foarte multd durere si suferinta". Tn
mod independent pacienta a recunoscut, in absenta mamei,
ca ea s-ar fi oprit mai demult din tratamente dar a continuat
pentru a-i aduce alinare si curaj acesteia.

Ingrijirea paliativa a fost accesata tarziu in cazul
pacientei datorita lipsei de acceptare a evolutiei funeste. In
scurtul interval de supravietuire s-a incercat alinarea suferintei
adunate Tn ani de zile.

Cazul a fost ales din cauza dramatismului perceput de
catre toti cei implicati. Parintele care nu a renuntat la lupta
pentru a nu irosi o sansa infima la stagnare sau vindecare.
Parintele care nu a putut accepta ca isi pierde copilul. Copilul
matur care a acceptat suferinta, durerea, mutilarea pentru a-i
face pe plac mamei si a nu o rani pe aceasta prin renuntare.
Copilul care nu poate sa isi accepte pierderea adolescentei si
a viitorului ca fiintad adulta. Profesionistii din domeniul medical
care au continuat lupta in ciuda oricaror sanse de succes,
pentru a nu se declara neputinciosi in fata parintelui si a
copilului. Profesionistul din ingrijirea paliativa care se confrunta
cu suferintd pe toate planurile, la un nivel impresionant,
suferinta care se intinde pe parcursul a 7 ani intr-o forma sau
alta.

4. Concluzii
Cazul prezentat a fost unul dificil pentru pacient, apartinator si
echipa de ingrijire datorita multiplelor provocari pe planul
simptomelor, al managementului farmacologic care a implicat
alegerea caii de administrare si al suferintei psihoemotionale,
existentiale si sociale extreme resimtita de pacienta.

Atentia echipei de ingrijiri paliative a fost centrata pe
pacienta si pe familia acesteia, echipa imbinand dorintele cu
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nevoile pacientei cu scopul de a usura suferinta. Preluand o
parte din suferinta pacientei si a familiei acesteia au fost
necesare interventii de suport pentru personalul implicat.

Nevoia de ingrijiri paliative la pacientii cu osteosarcom
deriva din agresivitatea bolii care incapaciteaza persoana din
punct de vedere fizic, emotional, existential si social.

Clinical case and beyond - a
retrospective reflection on care

1. Introduction

Osteosarcoma is a malignant bone tumor commonly found in
children and adolescents. Despite chemotherapy coupled with
surgical treatment, patient survival is poor due to the
occurrence of metastases and disease recurrence (Cersonimo
et al, 2020). In approximately 50% of patients with
osteosarcoma who at the time of diagnosis do not have
metastases, the disease relapses locally or in other sites in the
body (Whelan et al, 2012). Metastases occur most commonly
in the lungs and most rarely in bone and lymph nodes.
Standard treatment consists of neoadjuvant chemotherapy
prior to surgery followed by surgical resection of the tumor and
resectable metastases and adjuvant chemotherapy
postoperatively (Luetke et al, 2014). Patients with
osteosarcoma may associate anxiety and depression because
of the worry, fear and anger experienced during the course of
the disease (American Cancer Society, 2022).

2. Case presentation

A 19-year-old patient is admitted to the in patient unit of Casa
Sperantei Hospice Foundation in Bucharest, accompanied by
her mother. The patient is a student, but attends classes mostly
online during the last period. Social relationships with
colleagues and friends are maintained, but lately they have
been reduced in number. She has a 5-year-old brother, her
parents are divorced and her father is abroad. The mother has
been the main carer throughout the iliness. She is a practicing
Orthodox Christian. The medical diagnosis established on
admission is: Undifferentiated left iliac wing pleomorphic
sarcoma, with pulmonary, bone and lymphatic secondary
determinations.

From the history of the disease we note the following: 2015 -
onset with left lumbar pain with irradiation in the left buttock
and left lower limb. For more than 1 year no diagnosis was
established, the patient received only conservative treatment
with analgesics, non steroidal anti-inflammatory drugs
(NSAIDs) and myorelaxants under which the pain increased in
intensity. 2016 - The diagnosis was established after bone
biopsy, neoadjuvant chemotherapy was started followed by
surgery. 2017 - Completion of 30 radiotherapy sessions with
slight pain relief. 2017 — Local disease progresion with surgery
intervention represented by amputation of left lower limb at
thigh level and prosthesis of left lower limb followed by a new
series of chemotherapy. 2018 - Local relapse occurs with
intense pain, swelling at the operative stump. 2019 -
Hemipelvectomy. 2020 - A new course of chemotherapy. 2020
- local relapse with pelvic bone invasion. 2021 - intrathecal
pump implantation for pain treatment. 2022 - palliative care
referral, disease is evolving, metastases identified with
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imaging techniques over the last 3 years are progressing in
number and size.

The history shows the presence of chronic, mixed pain
(somatic, neuropathic + phantom limb pain ("l am used to living
with pain, it is part of me, its absence would be strange") with
a background intensity on the visual analogue scale (VAS) of
2-4/10, with 8-10 breakthrough pain episodes/24 hours
reaching an intensity of 10/10 on the VAS. Pain is associated
with lack of appetite, constipation, dyspnea, anxiety, fatigue,
sporadic nausea, rare postprandial vomiting (occurring on
occasional consumption of a larger volume of food as trigger)
and other pain caused by defecation, allowing defecation in
one position only.

On physical examination the patient is found to be temporo-
spatially oriented, with pale tegument with prolonged capillary
refill time, poor respiratory and haemodynamic status (BP:
100/65 mmHg, AV: 95-115 bpm, Sa 0O2: 88-92%), cachexia
(weight 28 kg), immobilised in ventral decubitus, presenting
grade two pressure sores at the level of iliac spines.
Voluminous tumors located sacral, crural and parasacral of 19
cm, 10 cm and 6 cm were identified, bilateral inguinal hard
adenopathic masses, hard, anfractuous tumor mass in left
hemiabdomen/hypogastrium, right lower limb edema,
permanent urinary catheter with change every 3-4 weeks,
functional and right infraclavicular implanted camera.

The patient presented the following treatment plan on
admission:

- Augmentin 625 mg - 1 tb at 12h, for another 3 days;

- Nitrofurantoin 50 mg in the evening, permanently;

- Biseptol 480 mg - 2 cp Monday, Tuesday, Wednesday;

- Probiotics during treatment with Augmentin;

- Morphine 20 mg as needed (prn), 1-6 cp/24h;

- Fentanyl 75 mcg pach given every 48h;

- Fentanyl 200 mcg prn, 1-4 cp/24h;

- Laxative;

- Gabapentin 100 mg x 3;

- Amitriptyline 25 mg x 2;

- Dexamethasone 4 mg daily;

-Pump (Fentanyl/Ropivacaine/Clonidine), constant + boost
prn, reserve for 3 more days.

3. Discussions
The context for initiating palliative care (with a team comprising
alongside the patient, the palliative care doctors, ICU doctor,
nurses, nurses, psychologist, social worker, volunteer
palliative care doctor and clergy, spiritual counsellor, priest,
patient's mother):
1.Fentanyl patch unsuitable, as absorbed dose is
unknown in cachexia conditions.
2. Patient's account of pain:
a. oral Fentanyl administration has no benefit,
after 3 breakthrough doses a very small reduction
in pain from 10 to 8 on VAS, with no side effects,
b. analgesic effect of oral Fentanyl is comparable
to oral rapid release Morphine and injectable
Morphine,
c. the on-demand analgesic dose from the pump
brings no relief,
d. a few times the Fentanyl patch came off and the
patient noticed after 1 or even 2 days that the pain
was the same.
3. Pump difficult to use (lack of experience, access to
substances, software, dependence on another
professional).

Fundatia HOSPICE Casa Sperantei
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4. Complex pain:
Physical - uncontrolled pain,
Intense psycho-emotional pain component,
father's refusal to participate in "goodbye", guilt
("my illness caused parents to separate, keeps
mother away from brother, | am a burden to
everyone around me"),
Social - dependence on others, isolation from
peers and school.

5.Patient wishes and preferences:
"I want everything to finish to just get over with it",
"to feel no pain, to sleep as much as possible but
be awake for visitors - brother, mother,
colleagues, father?( with hope)",
"to be in control of myself",
"as far as possible no pills, better injectable”,
"stay with me a little longer".

The palliative care team interventions consisted of:
1.Symptom control: pain, dyspnoea, depression, anxiety,
insomnia.

2.Nursing - positioning, body care, medication administration,
assistance with basic needs (feeding, hydration, defecation,
etc).

3.Subcutaneous catheter conected to a syringe driver, setting
up pain relief dosage/24 hours and as needed.

4.Intervention psychologist, social worker, clerk.

5.Creation of an extended care "adoption" setting (physical
presence, touching, hand holding, storytelling).

Pain control was achieved through regular
medication and administration of doses as needed. It was
decided to maintain for the time being the 75 mcg/hour fentanyl
schedule which was changed at 72h. Morphine was
administered subcutaneously using an automatic syringe and
doses were gradually increased every 1-2 days in relation to
the intensity of pain and the number of painful episodes
reported by the patient, reaching up to 400 mg/24h. Medication
requirements on demand were as follows:

-Day 1 (on admission) Morphine - 10 mg administered
subcutaneously (sc), 6-8 doses/24h,

- Day 3 Morphine - 15 mg sc, 4-5 doses/24h,

- Day 5 Morphine - 20 mg, 4-5 doses/24h,

- Day 7 Morphine - 30 mg, 3-4 doses/24h,

- Day 8 Morphine - 40 mg, 2-3 doses/24h.

During hospitalization the following medications were

associated: metamizole administered po without effect, which
is why it was withdrawn, Midazolam 2.5 mg prn, laxatives for
softening/propulsion, Metoprolol, Diazepam 10 mg intrarectally
to control a convulsive episode, Metoclopramide 10 mg
administered sc, sporadically, when escalating Morphine
doses.
The evolution of the patient was manifested by progressive
deterioration. The patient refused laxatives because
"defecation is a torment". On the 4th day of hospitalization the
pump reservoir was exhausted and filled with saline. Pain
started to be well controlled 6-7 days after admission, in the
context of progressive escalation of daily doses and as needed
Morphine administered subcutaneously. On the 9th day of
hospitalization both dorsal tumors abcessed and spontaneous
drainage of a serosanguinous fluid occurred, dysphagia
appeared, patient's O2 Sa was between 82-88% reason for
which O2 was administered by cannula 2.5-3 I/min.
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The patient presented a convulsive episode
controlled with Diazepam 10 mg administered intrarectally.
Clonazepam 0.5mg x 2/day administered po in the treatment
scheme was added. On day 11 the patient became drowsy,
with progressive dysphagia, refused to eat and concomitantly
began to show inability to take oral medication for which the
Terminal Phase Protocol was instituted. On day 12 the patient
died.

Behaviours observed in the care setting

Mother started missing more and more often -
distancing? self-protection?

Staff spontaneously stratified into 2 categories:

a. avoid/prefer not to interact with the patient (avoidance,
running away),
b. prefer to spend as much time with the patient as possible,
ask to be assigned to care (struggle, involvement beyond
expectations).

Professionals were observed who voluntarily entered
the patient but could not tolerate their own emotions and
quickly left the ward, crying.

The father stopped all communication with the
patient/staff after initially speaking to our psychologist by
phone.

After the loss staff processed the case for weeks and
months, mentioning it in various contexts.

Transfer/projection: 'l can't go through this again' are words
spoken when a very young patient is scheduled for admission.

Emotions observed in the care setting, regardless of

the professional's qualifications were of sadness, anger,
outrage and grief.
In our patient's case, the diagnosis was established late and
surgery failed to completely remove the tumors, leading to
disease progression and multiple secondary determinations.
Several "second medical opinion" consultations with
specialists in Europe and the US concluded as early as 2017
that the chances of cure were minimal.

The mother and patient acknowledged during the
hospitalization that "perhaps it would have been better to stop
therapeutic attempts much earlier in the course of the disease
and perhaps this would have avoided a lot of pain and
suffering”. Independently the patient admitted, in her mother's
absence, that she would have stopped treatments earlier but
continued to bring her comfort and courage.

Palliative care was accessed late in the patient's case
due to a lack of acceptance of the fatal outcome. In the short
time she survived, attempts were made to alleviate the
suffering accumulated over the years.

The case was chosen because of the drama
perceived by all involved. The parent who did not give up the
fight in order not to waste a tiny chance at stagnation or cure.
The parent who couldn't accept losing their child. The mature
child who accepted suffering, pain, mutilation in order to please
the mother and not hurt her by giving up. The child who cannot
accept the loss of his adolescence and his future as an adult.
The medical professionals who have continued to fight against
all odds, not to declare themselves powerless in the face of the
parent and child. The palliative care professional who faces
grief on all levels at an impressive level, following patients
suffering that spans over the last 7 years of her life.
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4. Conclusions

The case presented was a difficult one for the patient,

carer and care team due to the multiple challenges in terms of
symptoms, pharmacological management involving choice of
route of administration and the extreme psycho emotional,
existential and social distress experienced by the patient.
The focus of the palliative care team was on the patient and
her family, with the team matching the patient's wishes with her
needs in order to alleviate suffering. Taking on some of the
suffering of the patient and her family required supportive
interventions for the staff involved.

The need for palliative care in patients with
osteosarcoma derives from the aggressiveness of the disease
which incapacitates the person physically, emotionally,
existentially and socially.
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Abstract

Patients with stomas are concerned about their body image and are worried that they will have to change their wardrobe
after the operation. This adaptation is not necessary because society considers them normal people, and uncomfortable
reactions, when they occur, are mainly due to lack of experience. However, the modesty and alteration of the body image make
these patients try to mask the presence of the stoma with clothing. The article aims to review the ways in which the textile industry
helps patients with stomas to improve their body image.

Keywords: stoma, clothes, modesty, hide, disability

Rezumat

Pacientii cu stome sunt preocupati de imaginea corporala si sunt ingrijorati ca dupa operatie vor trebui sa-si schimbe
garderoba. Aceasta adaptare nu este necesara pentru ca societatea ii considera persoane normale, iar reactiile incomode,
atunci cand apar, se datoreaza mai ales lipsei de experienta. Totusi, pudoarea si alterarea imaginii corporale i face pe acesti
pacienti sa incerce sa mascheze prezenfa stomei cu vestimentatia. Articolul isi propune sa treaca n revista modalitatile in care

industria textila vine Tn ajutorul pacientilor cu stome pentru a-si imbunatati imaginea corporala.

Cuvinte cheie: stoma, imbracaminte, pudoare, ascunde, dizabilitate

Introduction

Intolerance towards people with disabilities has
historical roots in the culture, economy and justice of different
societies, culminating with the infanticide imposed by law for
children born with malformations in Sparta (1). Nowadays,
according to the World Health Organization, 15% of the world's
population has some form of disability (2), but society's
perception of disability has changed radically. Even if at the
organizational and legislative level the policy to protect people
with various deficiencies is very clear, in everyday life there are
often situations in which they are discriminated or the
discrimination itself produces a decrease in self-esteem in
different ways (3).

Globally, the prevalence of stomas reaches 0.12% of
the population, the most common being colostomy (0.07%)
followed by ileostomy (0.04%) and urostomy (0.002%), more
than half (56%) of stomas being permanent (4). In parallel,
forecasts for the market value of materials for the protection
and care of stoma will reach 4.1 billion euros in 2027 (4), which
means, above all, accessibility to stoma bags and care
products.

The perception of patients with stomas
The lack of bags and materials for stoma care has led
to the stigmatization of stoma patients in society since the

beginning of surgery due to the impossibility of controlling the
emissions and inconveniences caused by odors and leaks
from stoma. The disappearance of these shortcomings is due
primarily to a visionary surgeon with enormous empathy for
patients - Dr. Rupert Turnbull and to his ingenious patient with
ileostomy Norma Gill, who were the initiators of the first stoma
therapy courses and its certification as a nursing specialty (5).
On the other hand, since the 1950’s, materials for the care of
stomas entered the medical market and have changed the
lives of stoma patients forever. However, the lack of materials
and especially the lack of knowledge for the care of stomas,
continued to ostracize patients with stomas. They isolate
themselves or are excluded from social life just because of that
"but if* the stoma will emit unpleasant odors or there will be
leaks when the patient is in the company of other people. It is
the role of the stoma therapist nurse to increase self-
confidence and eliminate "but if*, a legacy of past times when
the questionable quality of materials and lack of training put
incredible obstacles in the lives of patients with stomas.

The increasing number of people with stomas, the
quality of materials used for stoma care, the policies to reduce
discrimination and the integration of patients into social life
made the sight of a stoma no longer produce discordant
reactions, and the people around didn't even look at the
ostomy bag for a second time. However, the modesty of
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patients with stomas leads them to look for means of
camouflage through clothing that they adapt as best as
possible to the new situation.

Stoma wardrobe

The stoma does NOT limit the wearing of any clothing, not
even the bathing suit. There are, however, some options that
can be considered in certain situations. These are not
necessary for patients with stomas, but can be useful for
improving body image.

Stoma guards are useful when the stoma is at the belt line
and requires protection during sports, car travel with a seat
belt, or unexpected impact with children or pets (Figure 1).

Other protectors can be
E"

attached to the support belt of
Figure 1. Stoma guards

the trousers or skirt, being
extremely discreet, especially
when wearing thin, more
transparent clothes.

The ostomy bag holders are
designed to support the
bags, offering extra safety to
patients, especially when
they are traveling or in
society and do not have the
possibility to empty the
collection bag in time (Figure
2).

Ostomy wraps are the

Figure 2. Ostomy bag
holder

simplest

and most effective methods of
supporting stoma. They are made of
elastic, thin, discreet materials, in
different colors and sizes that can be
worn as clothing accessories, as a
useful post-operative "diaper" or to
support the abdomen during
pregnancy (Figure 3). The body line
is not modified, on the contrary, the stoma bag flattens, and
patients feel comfortable and confident in the image of their
silhouette, the stoma being practically hidden, especially when
the collection bag is empty. These elastic bands have an inner
pocket where the collection bag can be inserted.

Figure 3. Ostomy
wrap

The covers for ostomy pouches are used to mask the
contents but also to give a signal to the entourage that the
patient has perfectly adapted to life with a stoma and is
confident in his own body image. The covers are worn mainly
during recreational or sports activities and can have a design
adapted to the event or the clothing "

worn by the patient (Figure 4).

Ostomy protector seatbelt are
necessary to protect the stoma from
trauma during car rides and from
rubbing against the horizontal ‘
segment of the belt when it is at the 5

same level as the stoma (Figure 5). Figure 4. Stoma bag

cover.

Clothes have a protective and
decorative role and are related
to the concepts of identity,
belonging and differentiation
(6). The production of clothing
for patients with stomas
supports their social integration
and has the effect of democratizing the textile industry,
making it accessible to everyone, without exception. In
addition, for people with stomas, clothes must be adapted
to their needs and ensure their autonomy (7).
The positive role of models
Studies have shown that despite the improvement in
quality of life, body image problems persist for the rest of
life, with only a small attenuation over time (8). The
influence of mass media is so strong that it leads to
adapting the conceptions about the human body imposed
by it (9). The result is that perception of features or
changes that do not fit the patterns as disagreeable, ugly
or shameful. Several patients with stomas have taken on
the role of breaking the ice and removing these customs.
"I became a model after my colon was removed" - these are
the words of the beautiful
Gaylyn Henderson (Figure 6).
S ) Due to Crohn's disease, she
had to endure numerous
operations that ended only after
the removal of the entire colon
and the creation of an ileostomy
(10). The stoma triggered a
storm of negative emotions that
she only got under control after
she started helping and
advising other stoma patients to
overcome this stigma through
the Gutless and Glamorous
website she founded (11): "stop
thinking of your illness as
something that happened to
you; try to focus rather on the
strength you showed when you went through those challenges
and the strength to be able to continue; learn to love yourself
because no other person, no magazine cover, can do that for
you - salvation must come from within.”
Preconceived ideas about beauty standards were dismantled
in parallel with those about the physical performance of
patients with stomas. "Life didn't end after the colostomy" says
Gill Castle (Figure 7) who went through a traumatic birth

Figure 5. Ostomy
protector seatbelt

S

Figure 6. Gaylyn
Henderson
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followed by depression
and colostomy (12). The
recovery  from  this
traumatizing  situation
was possible because
she always tried to test
her limits which she had .
already exceeded: to go . =
skydiving, to compete in Figure 7. Gill Castle
triathlons or to swim in
the cold waters of the English Channel in only a bathing suit
and colostomy bag. These two fighting patients and many
others like them proved to the community that they do not need
to hide their stomas and that they can have a normal life.

Conclusions

Clothes have an important social role and are part of our social
identity. They can highlight or hide certain details of the body
and are often used by patients to camouflage the stomas.
Although the democratization of the textile industry offers many
articles for ostomies, the change in society's conceptions of
patients with disabilities makes them useless, but on the other
hand, it gives them the opportunity to increase their self-
confidence and improve their body image.
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— Opening Act

December 21%t, 2022. A day to remember for patients in
need of Palliative Care and all other stakeholders in Greece.
The Hellenic Parliament voted for the new law on the
“Integrated System for the provision of Palliative Care”. This
act, could be considered as the finishing line of a long
advocacy course, but also as the starting point of a new
marathon for the launching of regulatory acts necessary for its
implementation.

“Palliative Care has a long history in Greece, yet it has
not developed in line with other high-income countries in the
European Union” 1.

At present there are only four services delivering
Specialized Palliative Care in the country, serving a very small
percentage of the 120,000 patients estimated to be in need per
year. Three of these services care for adult patients offering
care at home, in outpatient setting, Day Center and in one
single available, 9-bed Inpatient Unit. The fourth service cares
for children and adolescents at home.

All four specialized programs provide their services free
of charge within the geographical area of Athens and its
surroundings, thus leaving the needs of patients, in the rest of
the country unattended. They operate on an unspecified
regulatory status of “help at home” and cannot receive
compensation from the national health care insurance agency,
neither be supported by government funds, thus depending
entirely on private and institutional donors. Moreover, they face
challenges regarding the availability and prescription of some
essential medicines, especially opioids and the lack of
sufficient educational programs and accreditation for health
care professionals. Nevertheless, for more than a decade, they
have found ways to effectively operate, to raise public
awareness about Palliative Care and most importantly to
alleviate the suffering of their patients and families. At the same
time, they have been advocating at a national level for
Palliative Care policy development, mainly through lobbying
with politicians and other decision makers.

This laborious and long-term effort led to the launching of
the “National Committee for the development and
implementation of a Palliative Care Strategy in Greece” in 2018

by the Ministry of Health. The Committee was kindly funded by
the Stavros Niarchos Foundation with the purpose “to
investigate and address the slow progress on Palliative Care
development in Greece™. The Committee consisted of 15
experts representing all relevant government agencies, the
Academia, the palliative care providers and the patient
organizations. Specialists from the Worldwide Hospice
Palliative Care Alliance and the European Association for
Palliative Care offered consultation.

The work of the Committee involved 3 stages. The first
was the development of a feasibility study which explored the
need for Palliative Care in Greece, assessed the capacity to
deliver Palliative Care in the country, and put forward
recommendations for overcoming barriers to Palliative Care
development. Furthermore, a Palliative Care draft law was
prepared for consideration by the Ministry of Health. The
second stage elaborated the national strategy for developing
Palliative Care in Greece over a 5-year period, while the third
stage introduced the operational standards for the future
implementation of the national strategy. After two-years of
collaborative work, the Committee successfully concluded its
tasks in 2020 and submitted the relevant documents to the
Ministry of Health. Unfortunately, the proposed plan was
bypassed at the beginning of 2020, due to the Covid-19
pandemic and the obvious priorities of the Ministry of Health.

Thus, within the next two years, a series of official letters,
personal meetings, telephone calls etc., between many
members of the Committee and decision makers or other
stakeholders was conducted, to no avail. However, the
experience of a big-scale, life-threatening situation as the
Covid-19 pandemic put the spotlight on the benefits of
Palliative Care and its principles.

Eventually at the very end of 2022, the aforementioned
law on “Integrated System for the provision of Palliative Care”,
consisting of 16 articles was passed. The law covers the
general principles of Palliative Care and sets the stage for
further regulatory acts that will be needed in order to enforce
service provision. It mentions the definition, basic principle



PALIATIA £2)

revista de ingrijiri pallatlw

PALIATIA &2

journal of palliative care

Vol 16 / Nr. 1 / lanuarie 2023

and aims of Palliative Care, describes the different
settings where it can be provided, reimbursement policies and
staff training general requirements. Moreover, it determines
the development of a patient registry and an advisory board of
experts, a National Committee, which will consult the Central
Board of Health and the Minister of Health.

The new law is definitely a breakthrough for our country.
Nevertheless, there are some concerns, regarding conceptual
issues, such as the distinction between General and
Specialized Palliative Care and the predominance of doctors
and nurses, contrary to other professional, in their
representation in the National Committee. In addition, the
arduous and time-consuming procedures determined by the
law in order for interested stakeholders to be licensed, such as
multiple Presidential, Ministerial and Inter-Ministerial decrees
raise concerns regarding the time frame of their
implementation.

Regardless of our justified concerns, it was delightful and
rewarding to watch members of parliament (MPs), from
different parties commenting on the indisputable value of
Palliative Care and the need to develop such services at a
national level. It was after a three-day session, in which MPs
and the Palliative Care providers presented their arguments,
that the first step towards the vision of accessible Palliative
Care services for all patients in need, in Greece, was
accomplished. The new law is a reality.

Looking back at all the efforts and the work accomplished, the

authors feel that the opening act of “Palliative Care in Greece”
has been successfully completed. At the same time a long and
challenging route has just begun, for all Palliative Care
stakeholders, in their quest for delivering as providers or
accepting as patients or families in need, authorized,
sustainable, high quality, hopefully free of charge palliative
care services, which will alleviate suffering.
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Cancer is one of the main causes of morbidity and mortality in
the world. Its prevalence is very high: The International
Agency of Research on Cancer estimated that in 2020 about
18.1 million cases were diagnosed worldwide, and its
incidence is expected to increase in the coming years
(https://gco.iarc.fr/). Cancer is associated with several
physical consequences, of which one of the most distressing
for patients is pain.

More than 50% of the oncological patients develop pain at
some point before their death (Bruera, 2003; Swarm et al.,
2019). It is estimated that 59% of patients under treatment for
cancer, 64% of patients with advanced cancer disease and
33% of those cured, suffer from pain (van den Beuken-van
Everdingen et al., 2007). However, 20% of these patients with
oncological pain show a low response to pharmacological
interventions (mostly using opioids) or have serious adverse
effects. Thus, there is a need to explore alternative strategies
to manage pain in patients with cancer. Although non-
pharmacological invasive interventions such as neurosurgical
procedures have been tested, they involve high risk for patients
and big cost for the society (Bruera, 2003; Steinhauser, 2000).
In recent years there has been a growing interest in
neuromodulation treatments for the relief of a variety of chronic
pain conditions. Among the neuromodulation techniques,
transcranial Electrical Stimulation (tES) stands out for its low
cost, ease of use and minimal side effects. The most studied
tES in the management of pain is transcranial Direct Current
Stimulation (tDCS) (Pinto etal.,, 2018). Transcranial
Alternating Current Stimulation (tACS) has been less studied,
but its preliminary results on pain relief are also promising (Ahn
etal., 2019). Despite the likely benefits of tES in pain
management, these techniques have been scarcely studied in
cancer patients with pain.

The PAINLESS project was born in response to this reality.
PAINLESS is funded by Horizon Europe and led by Maria
Teresa Carrillo de la Pefia (senior researcher of the University
of Santiago de Compostela, Spain). The PAINLESS
consortium is composed of 17 partners from 10 countries, with
the representation of medical specialists in oncology and
chronic pain, researchers in the field of pain and neuroscience,
experts in health economics, as well as patient associations
and small-medium enterprises.

The main goals of PAINLESS are (1) to develop a tool, based
on the assessment of pain perception and modulation
mechanisms and clinical variables, to predict the future
occurrence of pain in patients with cancer; and (2) to adapt and
test a novel, cost-effective, home-based intervention based on

neuromodulation to reduce pain and improve the quality of life
of patients with cancer suffering from chronic pain.

For this purpose, in PAINLESS project we designed 3 studies
(see Figure 1). Study 1 will be a cohort, longitudinal study with
450 patients assessed in the first 6 months after their cancer
diagnosis, and 6 and 12 months after this first evaluation. We
will perform a comprehensive evaluation of the participants
(using validated tests, quantitative sensory assessment and
electroencephalographic recordings) and develop artificial
intelligence algorithms to predict the occurrence of chronic
pain using those biomarkers and clinical variables. Study 2 will
have a cross-sectional design to characterize and stratify
oncology patients, from a sample of 500 patients with pain and
250 without chronic pain. We will compare both groups using
the same evaluation protocol as in Study 1 to better understand
the mechanisms of pain perception and modulation in
oncological pain. Study 3 will be conducted to assess the
feasibility and efficacy of at-home delivery of transcranial low
intensity electric stimulation treatment (tES) for the palliative
care of cancer patients suffering from pain. It is a Randomized
Control Trial (RCT) with 450 oncological patients with chronic
pain. The PAINLESS proposed treatment will consist of 15 —
20 minute sessions of tDCS or tACS that the patients will
administer themselves from home. The researchers in charge
will remotely monitor the whole process. To evaluate the effect
of the treatment, evaluations will be carried out before and after
tES, and at 3 and 6 months of follow-up.

Moreover, to ensure the impact of PAINLESS we will (1)
develop a customized web portal to share knowledge on
cancer pain and to improve management of the patients; (2)
perform techno-economic analyses and Health Technology
Assessment of the proposed protocol to assess and manage
oncological pain and analyze the possibilities of
implementation in different European healthcare systems
(after assessment of regulatory barriers).

The PAINLESS project has been running since June 2022 and
we are currently finalizing the details to start collecting data for
the first study in 4 clinical units across Europe (Spain, Portugal,
Denmark, and Romania).

Overall, the three PAINLESS studies will improve our
understanding of the mechanisms of oncologic pain and will
allow us to assess the effectiveness of a truly interdisciplinary
approach to improving pain management in palliative care
programs across Europe.
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CLINICAL STUDIES pn..uL_,_,

STUDY 1 Developing a predictive tool for cancer pain

Predictive analytics based on the following data

Clinical History:
Comorbidities. tumour type. chronic diseases,
sociodemographic & lifestyle information

Clinical Assessment:
Pain intensity, distress, fatigue, sleep quality, quality of

life

e Pain Biomarkers
Pain threshold, conditioned pain modulation. EEG.

temporal summation & contact heat evoked potentials

AR

Testing Period: Baseline - 6 months - 12 months

Characterising & stratifying patients with cancer pain { =yl sh7 7

Assessing based on clinical variables & pain
biomarkers by examining

itivity & ificity of pain bi to
characterise cancer pain
e Profiles of patients with cancer pain
e Database of pain biomarkers

Using machine learning & clustering analyses

SHEEBANACT Y Piloting home-based tES for addressing cancer pain

Comparison of home-based tES
between three groups

‘= 1 = Active transcranial direct current stimulation
STT,
==
gt g @ H o Active transcranial alternating current stimulation

-— n=200

‘'Sham’ transcranial electric stimulation
15 Sessions incl. remote monitoring. s0
n=

daily assessment
Comparison of cost-effectiveness ] @
between home-based tES and L] T —
r—R

traditional pain management ]

Figure 1. Infographic of the 3 studies that compose the
PAINLESS project.
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