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ABSTRACT
Dementia is a clinical syndrome for which the benefits of palliative care have been recognized.
The aim of this study was to investigate the knowledge and educational needs of mental
health physicians and nurses and also their perceptions of their competence regarding
palliative care for the elderly with dementia. A total of 96 mental health professionals
(doctors, nurses) working in a public psychiatric hospital and its allied community mental
health settings participated in the study. The Palliative Care Quiz for Nursing (PCQN) was used
to detect their knowledge on palliative care as well as a questionnaire to collect participants’
demographics, their perceptions about their competence in palliative care provision and their
educational needs on the basic domains of palliative care for the elderly with dementia.
Results revealed participants’ significant lack of knowledge (PCQN =7.79/20) and low
perception of competence. regarding palliative care for elderly persons with dementia.
Participants who were psychiatrists, who had work experience between 16-20 years and
provided care to more than ten patients with terminal dementia per year, showed higher
PCQN scores at a statistically significant level (p=0.001). The majority (93.6%) of participants
considered training in palliative care for dementia patients as necessary, particularly in
providing information to family/carers, relieving the psychosocial burden of family/carers,
managing the terminal stage of dementia, providing information to dementia patients and
planning their advanced care. The findings of this study could inform the design of training
programs on palliative care for the elderly with dementia in Greece.
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Introduction
Dementia is a clinical syndrome affecting an increasing population of older people worldwide,
for which the benefits of palliative care have been recognized.! This approach focuses on
improving the quality of life of patients and their families through prevention, early detection,
comprehensive assessment and management of dementia symptoms and impact as well as
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the psychosocial and spiritual suffering of both the individuals and their families.? The
supportive and palliative care needs of people with dementia have been shown to be similar
to those of cancer patients; however, they differ due to the unique characteristics of
dementia, such as neuropsychiatric and cognitive symptoms, and its unpredictable long
course.>? Benefits of palliative care provision for dementia patients, include improving patient
and caregiver satisfaction, enhancing their quality of life, better management of end-stage
symptoms, and increasing discussions about prognosis, avoidance of hospital readmissions
and goals of care in advanced dementia.*®

Literature, however, shows deficiencies in health professionals’ knowledge on palliative
care, a fact that hinders the recognition of its appropriateness for individuals with dementia.®’
Inadequate training regarding palliative care knowledge and skills, and also poor recognition
of its appropriateness for persons with dementia, comprise significant barriers in providing
palliative care for this population,® a fact also identified in psychiatric contexts.’

Although the importance of palliative and supportive care for patients with dementia has
been recognized in Greece,'® the level of knowledge of mental health personnel in this field,
has not been investigated. The aim of this study was to explore the knowledge and educational
needs of mental health physicians and nurses as well as their perceptions of their competence
regarding palliative care of the elderly with dementia. Possible correlations between
knowledge, educational needs, perceived competence and demographic and professional
factors, were also explored.

Material and Methods

The sample included 96 mental health professionals (doctors, nurses), working in a public
Psychiatric Hospital (eight psychiatric clinics)and its allied community mental health settings
(two mental health centers and four psychosocial rehabilitation contexts). Data collection
took place between March and April 2022, after study approval by the Research and Ethics
Committee of the University of West Attica (a.n. 25531-14/3/2022) and the Scientific Council
of the Psychiatric Hospital (a.n: 33423-21/12/2021).

Study questionnaires

a) Demographic and occupational data questionnaire (gender, age, specialty, employment
status, years of experience, work setting, education in palliative care). Participants were also
asked to indicate the.approximate number of people with dementia they care for per year, as
well as the annual number of advanced dementia patients during the last 6 months of their
lives, to evaluate on a 4-point Likert scale (1=not at all, 2=a little, 3=adequately, 4=a lot) their
level of competence in managing various aspects of caring for people with dementia as well
as to identify their educational needs. The domains of competence and educational needs
were determined based on the core areas of palliative care in dementia described by the
European Palliative Care Association (symptom management, psychosocial impact, informing
individual/caregivers, family involvement in care, advanced care planning, and managing the
challenges of dementia).!?

b) The Palliative Care Quiz for Nursing (PCQN) was used for the evaluation of participants’
knowledge in the following three main fields of palliative care: (i) its philosophy and basic
principles, (ii) the management of pain and other symptoms, and (iii) the psychosocial aspects
of care.’? A total score of 15/20 or higher is an indication of sufficient knowledge in palliative
care. PCQN has been used in many countries, including Greece, for assessing palliative care
knowledge of healthcare professionals with various backgrounds.’**1n the present study, the
Greek version of PCQN was used with permission.

Statistical analysis



SPSS v.25 software was used for data analysis. Normality was tested through Shapiro-Wilk and
all variables followed a normal distribution. The t-test was used for the analysis of possible
correlations between two independent categories and the one-way ANOVA was used for
independent variables in more than two categories. Pearson correlation analysis was also
applied to investigate correlations between variables. The level of statistical significance was
set at p<0.05.

Results
Participants’ demographic and occupational data are listed in Table 1. A percentage of 48%
reported providing care to more than 20 elderly people with dementia per year, while 34%
reported providing care to more than 10 older adults with dementia during the last 6 months
of their lives, per year.

Table 1

Participants reported feeling competent for managing dementia symptoms (average score
2.83), addressing patients’ psychosocial needs (average score 2.:75), and their personal burden
due to terminal care challenges (average score 2.74), managing family’s psychosocial burden
(average score 2.66), providing information to families and patients (average score 2.55) and
advanced care planning (average score 2.54) (Supplementary Table 1).

The majority of participants (93.6%) considered training in palliative care for the elderly
as necessary, particularly about providing information to family/caregivers (average score of
3.27), addressing the psychosocial burden on family/caregivers (average score of 3.19),
managing the terminal stage (average score of 3.18), providing information to patients and
planning for their future care (average score of 3.14) (Supplementary Table 2).

PCQN showed extremely low scores in all sections, while the overall score was 7.79/20,
a result well below the acceptable limit (15/20), indicating a significant knowledge deficit in
all three key areas of palliative care (Table 2).

Table 2

Statistically significant higher PCQN scores were identified for psychiatrists (p=0.001), men
(p=0.004) participants having 16—20 years of work experience (p=0.001), and those providing
care to >10 people with end-stage dementia per year (p=0.000) (Supplementary Tables 3-6).
Higher PCQN scores showed statistically significant positive correlation with participants’
perceptions of their competences, with management of organic symptoms showing the
strongest correlation (r=1), (Supplementary Table 7), as well as statistically significant negative
correlation with their educational needs, mainly in managing the psychosocial impact of
dementia on patients (r=-0.45) (Supplementary Table 8).

Discussion

Results highlighted a significant knowledge deficit in all key areas of palliative care, a
finding also supported by the international literature.®®*>7 Particular mention merits
participants’ limited knowledge on addressing patients’ psychosocial needs given that,
according to the study of Evenblij et al.° regarding palliative care provision in psychiatric
institutions in the Netherlands, focus on psychosocial and spiritual parameters is greater in
the case of psychiatric patients, including those with dementia, in relation to palliative care
for people with non-psychiatric conditions.



The statistically significant correlations found between participants’ knowledge and years
of work experience are also supported by Chen et al.,® possibly suggesting that healthcare
staff rather rely on clinical practice for becoming familiar with palliative care, than on the
availability of special education programs. The need for training mental health staff in
palliative care for patients with dementia is also found in the literature, where it is highlighted
that specialized training is critical for enhancing professionals’ competence and skills in
palliative care, understanding its appropriateness for dementia patients and reconstructing
common misunderstandings such as that it is only indicated for terminal dementia.*>?’

Managing communication, psychosocial impact, and the terminal stage of dementia that
were identified as educational needs in this study, comprise a finding supported by Bolt et
al.’® who found that the most commonly reported needs of nursing staff (n=416) providing
palliative care to seniors with dementia included managing "difficult" behaviors, such as
agitation and aggression (41%), recognizing and managing pain (38%), addressing emotional
states such as sadness and anxiety (34%), guiding the family throughout the terminal stage
(34%), and communicating with advanced dementia patients (33%). Findings regarding the
educational needs of participants on informing families/carers and. their participation in care,
need special attention, as according to Kiipper et al.> who investigated the challenges of caring
for patients with advanced dementia in the United Kingdom, healthcare personnel often
passed on to family members the responsibility of making decisions on terminal care who,
however, did not have the appropriate information for this purpose, leading thus to the risk
of under- or over-treatment of the sufferers, given-also their reduced cognitive capacity for
autonomous decision making. Findings on participants’ limited competence regarding
advance care planning for patients with dementia, also reported among their educational
needs, are noteworthy, taking into consideration the importance of advance planning for the
quality of care provided to patients facing advanced and terminal dementia.?

The study has certain limitations that need to be considered. Firstly, it focuses on the
staff of one psychiatric hospital, which. means that the findings cannot be applied to other
settings. Secondly, PCQN explores general rather than dementia-specific palliative care
knowledge, while participants’ knowledge and competences in relation to dementia severity
or their working settings, were not investigated. However, this is the first study to explore the
knowledge, competences, and educational needs of mental health professionals in palliative
care for people with. dementia in Greece, a topic for which international research data
regarding psychiatric contexts is also very limited. The findings of this study could contribute
to designing appropriate educational programs addressed to health professionals regarding
palliative care for patients with dementia and their families.
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Tablet 1. Participants’ demographics (N=96)

Specialty n
Psychiatry 12

Internal Medicine 4

Nursing 44

Nurse assistant 36

Sex

Female 68

Male 28


https://pergamos.lib.uoa.gr/uoa/dl/object/uoadl:1453010

Age

20-25 10
26-30 4
31-40 28
41-50 34
51+ 20
Education

Secondary education 10
Vocational Training 28
University degree 40
Postgraduate 12
PhD 6

Work setting

Psychiatric Clinic 74
Psychosocial Rehabilitation 14
Mental Health Center 8

Years of work experience

0-5 32
6-10 14
11-15 6

16-20 10
21-25 20
26+ 14

Table 2. PCQN scoring results

, , True False I don’t know
Odd-numbered items, False = 1 point N n (%) n (%) n (%) Score

Palliative care is appropriate only in 96 32 (33) 58 (60) 6 (6) 0.60
situations where there is evidence of a
downhill trajectory or deterioration

The extend of the disease determines 94 64 (67) 12 (12,5) 18 (19) 0.13
the method of pain treatment

It is crucial for family members to remain 96 82 (85.5) 2(2) 12 (12.5) 0.02
at the bedside until death occurs

Drug addiction is a major problem when 96 74 (77) 8(8) 14 (14.6) 0.08
morphine is used on a long-term basis
for the management of pain

The provision of palliative care requires 96 50 (53) 36 (37.5) 10 (10.4) 0.38
emotional detachment

Men generally reconcile their grief more 96 18 (18.8) 56 (58) 22 (23) 0.58
quickly than women



The use of placebos is appropriate inthe 94 62 (64.6) 12 (12.5) 22 (20.8) 0.13

treatment of some types of pain

Suffering and physical pain are 94 40 (42) 42 (43.8) 12 (12.5) 0.44

synonymous

The accumulation of losses renders 96 66 (81) 16 (10.6) 14 (8.5) 0.17

burnout inevitable for those who seek

work in palliative care.

The loss of a distant or contentious 94 76 (79) 10 (10.4) 8(8.3) 0.10

relationship is easier to resolve than the

loss of one that is close or intimate

Even-numbered items, True = 1 point N L L JCEALE Score
RSP n (%) n (%) n (%)

Morphine is the standard used to 96 42 (43.8) 24 (25) 30 (31.3) 0.44

compare the analgesic effect of other

opioids

Adjuvant therapies are important in 96 84 (87.5) 0(0) 12 (12.5) 0.88

managing pain

During the last days of life, the 96 44 (45.8) 18 (19) 34 (35.4) 0.46

drowsiness associated with electrolyte

imbalance may decrease the need for

sedation.

Individuals who are taking opioids should 96 56 (58) 4(4.2) 36 (37.5) 0.58

also follow a bowel regime

During the terminal stages of an illness, 96 10(10.4) 38 (39.6) 48 (50) 0.10

drugs that can cause respiratory

depression are appropriate for the

treatment of severe dyspnoea

The philosophy of palliative care is 94 50 (53.2) 8(8.5) 36 (38) 0.52

compatible with that of aggressive

treatment

In high doses, codeine causes more 94 34 (35.4) 8(8.3) 52 (54) 0.35

nausea and vomiting than morphine

Pethidine is not an effective analgesicin 96 36 (37.5) 14 (14.6) 46 (48) 0.38

the control of chronic pain

Manifestations of chronic pain are 94 74 (77) 6 (6.3) 14 (14.6) 0.77

different from those of acute pain

The pain threshold is lowered by anxiety 96 66 (69) 26 (27) 4(4.2) 0.69

and fatigue

Total score 7.79
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2YNTOMO APOPO

'VWOELG, EMAPKELX KOL EKTTALOEUTLKEG OLVAYKEG LATPOVOCNAEUTIKOU TTPOCWTILKOU
Yuxkng vysiag yia tnv avakoudLotikn ppovtida atopwv tpitng nAtkiog pe avola

Mapia Mmnovpn,t Ajuntpa Nepnddvou,! Evotpdtiog ZapykARG,2AnUATPLOG
Aayyoag,! Avactacio Mnapurolvn?

1.  Maverotiuio Autikng Attikrg, 2xoAn Anuootag Yyeiag, Tunua Anuootag kot
Kowvortikng Yyeiag

2. Amnodgottoc MMMZ Mpoaywyn Yyeiac otnv Tpitn HAkia, Maventotiuto Autikrg
ATTIKNG, Sx0An Anuootac Yyeiag, Tunua Anuootac kot Kowvotiknc Yyeiag

IZTOPIKO APOPOY: MNapalndOnke 30 Auyouotou 2023 / AvaBewpnBnke 10 NosuBpiou
2023 / AnpootevBnke Atadiktuaka 27 OeBpouapiov 2024

NEPIAHWH
H dvola amoteAel pLa KAWVIKE cuVSpOoUn yla TnVv omnola £Xouv avayvwpLoBel ta opEAn apoxng
avakoudLoTikn g dpovtidag. TKOMmOG TN mapouoag EPEUVOC ATAV N SLEPEVVNON TWV YVWOEWVY
KOLL TWV EKTTALSEUTIKWY OVAYKWYV TOU LOTPOVOCNAEUTLKOU TIPOOWTILKOU PUXLKNAG Lyeiag kKabwg
KOl TWV avTIAAPEWY TOUG YL TNV EMAPKELA TOUC avadOopLKA LE TNV AVOKOUPLOTLKA dpovtida
aTOPWV TPltNG NAKiaG e dvola. ZTnv épeuva CUMHETELXOV 96 emayyeApatieg PUXIKAG LYELog
(tatpoi, voonAeutég/tpleg) epyaldpevol oe SnUOclo PuXLOTPLKO VOOOKOUELO KOL OTLC
KOLVOTIKEC TOU SopEC. XpnoLpormolnBnke to Palliative Care Quiz for Nursing (PCQN) yia tnv
EKTLUNON TWV YVWOEWV TWV CUUUETEXOVIWV OTNV avakoudloTik ¢povtida, kabwg Kot
£PWTNUATOAOYLO Snuoypadlkwyv Kol emoyyeAloTikKwy Sedopévwy, Kataypadng Twv
oVTIAAPEWV TWV CUPUETEXOVIWV YL TNV ETAPKELA TOUC WE TPOC TouG Pactkols ToUE(l
avakoudLloTikng dpovtidag, OnMwe Kal TwV EKMOLSEUTIKWY TOUG aVayKwY oto nedio auto. H
HEAETN avédelfe onuovTikO EMAelppa yvwoewv (PCQN=7,79/20) kai xapnAa emineda
EMAPKELOG TOU Oelypatog oe OAoUC Toug Touelc TNG avakoudlotikng dpovtidag. Ot
CUUUETEXOVTEC TIOU eixav tnv Yuxlatplkny ldikotnTa, 16-20 £Tn £pyOOLAKNG EUMELPLAC KOl
Tapeixav unnpeoiec oe meploootepa amd 10 dtopo pe dvola TeAlKoU otadiou Katd £10G,
gudavilav uPpnAotepo okop oTo epwtnpatoloylo PCQN oe OTATIOTIKA CNUAVTIKO Babuo
(p=0,001). Ztnv mAslodnoia toug (93,6%) oL cuppeTEXOVTEG Bewpnoav amapaitntn Tnv
ekmaildevon Toug otnv avakoudLloTikr dpovtida atdpwy tpitng nAkiag pe avola, Wlaitepa
w¢ TPOg TN Slayxelplon TNG eEVNUEPWONG TNE OLKOYEVELAC/PPOVTLOTWY, TNG YUXOKOLWVWVLKAG
emPBapuvong Twv PLEAWV TNG oLkoyEVeLag/dpovTioTwy, Tou teAlkol otadiou tng Gvolag, Tng
EVNUEPWONC TOU TAGYOVTOC ATOLOU KOL TOU OXESLOOHOU TG LeANOVTIKAG Tou dpovtidag. Ta
omoTeAEoUATO TN TApoUoag LEAETNG, UmopoUV va amoteAéocouv T BAon yLa Tov oXedLaopo
EKTTALSEVUTIKWY TIPOYPOUUUATWY oto medio NG avakoudloTikng dpovtidac atouwv Tpltng
NAKLaG Le dvola KoL oTn Xwpo. Log.

AEZEIZ EYPETHPIOY: Tpitn nAikia, avola, avakoudLotikr dpovtida, emayyeApatieg PuxLkng
uyelag, YVWOoEeLg, EMAPKELA, EKTIALOEUTLKEG AVAYKEC.
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