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NursEduPal@Euro: a strategic partnership for the improvement of palliative care education
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Analytical themes

Descriptive themes*

Competence in the holistic nature of palliative care

The philosophy of palliative care

The purpose of palliative care
Epidemiology in palliative care

Cwality of life in palliative care

Death and dying as a topic in palliative care
Palliative care in different patient groups

Competence in organising palliative care

Crganising palliative care

Critical evidence-based thinking and decision-making in palliative care
Advanced care planning in palliative care

Advocacy in palliative care

Palliative care services

Competence in pain management in palliative care

The multidimensional aspects of pain in palliative care/Total pain
Pain assessment in palligtive care context
Pain management in palliative care

Competence in symptom management in palliative care

Identifying and assessing symptoms in the context of palliative care
Principles of symptom comtral in palliative care

Symptom management in palliative care

Mon-pharmacological symptom management in palliative care
Pharmacological symptom management in palliative care

Competence in holistic support in palliative care

Responsivensss and supportivenass to psychosocial nesds in palliative care

Person-centred supporting when working with palliative patients and those most important to them
Culturally sensitive supporting in palliative care

Maintenance of hope in palliative care

Grief and supporting in bereavement during the different phases of the palliative care process

Holistic communication, encounter, and interaction competence in
palliative care

Open and active verbal and non-verbal communication in palliative care
Cpen and active listening in palliative care

Discussion of difficult topics in palliative care

The importance of being present in palliative care

Open-minded and dignified encountering in palliative care

Responsive appropriate interaction in palliative care

Encounters with the closest ones to patients in palliative care

Communication, and interaction with those most important to patients” in palliative care

*Themes in blue colour have emerEed from the literature




Analytical themes

Descriptive themes*

Competence in empathy in palliative care

Empathy in palliative care
Empathic communication in palliative care

Spiritual competence in palliative care

Meaning of spirituality in the context of palliative care and its importance to patients
Assessment of the spiritual needs of the patients in palliative care

Support patients with spiritual needs in the context of palliative care

Dpenness and confidence towards spiritual, religious and existential issues in palliative care

Competence in ethical and legal issues in palliative care

Ethical issues in palliative care and end of life situations

Working according to moral and ethical values in palliative care

Legislation in palliative care

Awareness of euthanasia (or assisted dying) and the wish of hastened death

Teamwork competence in palliative care

Imterdisciplinarity in palliative care

Cooperation in interdisciplinary palliative care team

Active, pro-active and confident communication with other disciplines involved in palliative care
Teamwork in palliative care

Self-awareness and self-reflection competence in palliative care

Recognising and dealing with own emotions arising in palliative care
Reflecting own emotions of death and loss

self-reflection concerning values and own actions in palliative care
Openness to personal and professional growth

Competence in end-of-life care

dentifying and anticipating the dying phase of life

End of life symptom management

Peychological and spirftual supporting of the dying patient and family
Care after death

knowledge and supporting in grief and mourning in dying phase

*Themes in blue colour have emerged from the literature
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Box 1. Suggested examples of possible learning objectives for the Competence in the holistic nature of Palliative Care (PC) and corresponding descriptive themes

Competence in the holistic nature of palliative care

Descriptive themes

Learning objectives

Cognitive
Knowledge & Understanding

skills
Practical abilities

Attitude
Personal competencies

The philasophy of PC

Knows the WHO definition of PC
Definas philosophy and values of PC

Details important moments (milestonas) from the history

of the PC movement development

Recognises the challenges/misconceptions about PC

Addresses the challenges/misconceptions about PC

The purpose of PC

Explains the holistic principles of practice for PC
Explains the place of PC in medicing, nursing and public
health

Knowledge about the benefits of timely PC for patients,
their close ones and society

Acknowledges and advocates for the integration of PC
within health care systems

Epidemiology in PC

Enumerates the categories of illnessas for which PC has
addreassability (adult/paediatrics; life-threatening/life-
limiting conditions; the 4 categories of chronic
progressive diseases)

Discusses illness trajectories

Acknowledges and advocates for the integration of PC
within the care for patients with different chronic
conditions and throughout the entire lifespan

Quality of life in PC

Explains the concept of quality of life and its value in PC
as the goal of care

Demonstrates understanding of the impact of the gap
betwesn reality and expactations on the quality of life of
people with chronic progressive diseases

Individualized
patient- and family-
centred PC

Describes the nurse's role in providing individualised
person-cantred PC

Describes the role of the other health care professions in
delivering PC: physician, physiotherapy; occupational
therapy; social work; psychology; and spiritual
counselling/pastoral care in providing individualised
person-centred PC

Recognises the professional responsibility to care for
people with life-limiting conditions, and their families, to
ensure comfort and dignity across the entire lifespan

Respects the professional responsibility to care for
people with life-limiting conditions, and their families, to
ensure comfort and dignity across the entire lifespan

Death and dying as a
topicin PC

Understands the impact for patients and their families of
living with a life-limiting condition

Understands the concepts of multi-morbidity, frailty and
polypharmacy and their impact of patients’ quality of life
and families’ dynamics

Understands the taboos related to death and dying

PCin different
patient groups

Explains particularities in PC delivered to specific patient
groups
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The core competencies and their representation in the novice stories
The case of Lukas...
1. Vignette e e e e
2. The story of Lukas — Advanced level
3. The story of Lukas — Novice level .......
The case of Elena
1. Vignette e e e e
2. The story of Elena — Advanced level
3. The story of Elena — Novice level
The case of John............ ced \evel
1. Cae-

The core competencies and their representation in the novice stories

In Intellectual Output 1 of the NursEduPal@Euro project, 12 core competence categories have been defined that
nursing students need to acquire during their studies in order to be ready to provide generalist palliative care once
they go into practice. You can read all about the path towards these competence categories and their detailed
description in the 101 Report which you can download from the project website.

One of the aims of the project is to provide innovative teaching tools and resources to acquire and/or train these
competencies. Therefore, we’ve indicated in the scheme below how the competence categories map on the novice
level stories of the Book of Cases.

Competence category

Patricia
Gabriella

Competence in the holistic nature of palliative
care

Holistic communication, encounter, and
interaction competence in palliative care
Teamwork competence in palliative care
Spiritual competence in palliative care
Competence in symptom management in
palliative care

Competence in pain management in palliative
care

Self-awareness and self-reflection competence
in palliative care

Competence in ethical and legal issues in
palliative care

Competence in organising palliative care
Competence in holistic support in palliative care
Competence in empathy in palliative care
Competence in end-of-life care
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Simulation exercise 1: Focus on advance care planning (ACP)
Simulation exercise 2: Focus on the roles of the informal caregiver
Simulation exercise 3: Focus on pain management

Simulation exercise 4: Focus on recognising the dying phase
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STORY LINE 1/ Andy - 17 - Suffers from a rare adrenal tumour

This is Andy. He is 17
years old and he likes
school very much. He
likes playing football
and being a scout, he
goes to the youth club
and sometimes he
gets into a slap fight
with his sister and
brother.

In March, Andy falls ill: tired, not hungry,
fever, joint pain.

Shortly afterwards, he is diagnosed with
neuroblastoma with metastases. His chances
of survival are estimated at 50% or less. Andy
is treated in the university hospital, 40 km
from his home.

Andy prefers to be at home. There is also little
reason for him to stay permanently in the
university hospital. However, organising palliative
care at home (especially pain control) turns out to
be a nearly impossible task.

£\

The home nurses are not very familiar
with it. The GP is not called in by Andy's
mother because she does not know
that this is possible.

When the pain is unbearable - and it often comes at
night - his mother takes him to the local hospital.
As a result, Andy is cared for in two places: the local
hospital and the university hospital. Communication
between the two hospitals is difficult.

Two operations, chemotherapy,
radiotherapy and a stem cell
transplant follow in nine months.
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The doctors can never predict the
effect of the treatments, nor the
unpleasant symptoms that the disease
and its treatments will bring.

In December, Andy and his family are told that
there is no point in treating him any further and
the doctors give him three months to live. Andy
has to accept his fate.

How do you deal with a death sentence as a 17-
year-old boy? As a parent? As a brother and
sister? As friend and acquaintance? They
resignedly accept their fate, but in fact nobody
supports them.

What is clear is that pain control will
be a major concern because of the
metastases.

)|

Andy returns home. A month later, he suffers
another pain crisis. He is rushed to the local
hospital and a day later transferred to the
oncological paediatric ward of the university
hospital. A ward he knows all too well, because of
his many treatments.

He is familiar with the doctors and nurses. A few
days later, Andy dies there. His mother, elder
brother and sister are with him, together with
the paediatric oncologist and the nurse who
were part of his treatment team.
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Kerem is from Turkey.
He has been living
with his family - four
children and his wife -
in England for twenty
years. He is an
industrial painter in
his older brother's
company. He has been
coughing for a long
time. He thinks it's
from smoking. One
and a half packs a day.

The physicians try to start a discussion
with the family about further care, but
that discu ifficult. Kerem's wife
and children want everything to be done
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Various home care nurses come to his home, but
allstop because of the language problems. In the
region where he fives, there are no home care
workers who speak Kerem's language.

‘The family receives no information about end-of-
Iife care. They themselves do not look for support.
Palliative is not started. They don't want to,
because they remain focused on healing.

)
a

Kerem and his wife speak very ltle English. At home
they always speak Turkish with their family and
friends.

Recently he became so short of breath that he went to
the emergency service. He was admitted

Final diagnosis: advanced COPD (lung failure due to a
severe, chronlc and ireversible inflammation of the.
alveoll).

STORYLINE 2/

I o0
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Charlotte (64), a former
school principal, ives with
her husband Guido (68)in
the city. They enjoy their
retirement and take care of
their four grandchildren
every Wednesday and

Friday: Jonas (10), Free (8),
Lucy (4) and Jasper (3).

In the year that follows Charlotte is completely
taken by her battle against cancer. And
although at first it seemed to be goingin the
right direction, after 15 months it turns out that
the cancer has returned, also in other part

her body. The physicians give up al hope of a
cure

The diagnosis

explained prop
eundersand e
What sh

Kerem doesn't want his children to come to the
hospital. So Kerem goes home without much
information. He continues to smoke, to the
‘annoyance of his wife. He continues to paint; who
else I going to make a lving?

Back home, oxygen has to be brought n for the night.
Additionsl costs. There is no consultation with the.
physicians In the hospital about the home situation.
Moreover, Kerem does not have a GP. It s no longer
posible to work. There is no contact with social services.
Another serious bout of COPD. Kerem stays in the hospital
for weeks and

eventually regains some strengih,

Just before her 65 birthday, Charlotte i diagnosed
with an aggressive tumour in her left lung.

Two weeks after surgery, Charlotte is stillin
great pain. On the eve of chemotherapy,
and later radiotherapy, the oncologist
suggests that Charlotte meets with someone
from the hospital's palliative care team.

Charlotte and Guido are surprised. ‘Pallative.
care!, isn't that something for when there's no
more hope?

Charlotte discusses with her palliative care
physician that she actually wants to be at home. A
pallative home care team is set up, under the
supervision of her GP. Two home care nurses (with
additional teaining in palliative care) will ascist her
in the coming weeks or months.

Twice a week, a volunteer from the palliative care
team will visit her, for coffee and a chat.

Avyear later, Kerem is adritted
to the hospital again because of
2.COPD far-up. Aprt from s

o functioning less.
TR o)
foraweek and s

now. He sta
patched up

undergoes various Interventions. H

In the last two months of hs life, Kerem is
transferred to the emergency department
four more times. On his last admission, he is
transferred to the hospital's palliative care
unit. Keremis at peace with this.

A physician and anurse, appointed by the
hospital as diversity counsellor, explain to
Kerem why he is there and what he can
expect.

Hofask o too el tat e s going o .
His body

His family finds it difficult to come to terms
with his death. They are left with a nagging
feeling that, medically spe:
more might have been po:

They do not want to speak to anyone from
the palliative care team because they feel
that they left Keremto die.

She sees the pallstive care physician more often now.
Ata certain point, the doctor asks what i really
important to Charlotte. Fighting the cancer’, is her
answer. Recover, or at least keep the tmours under
control

But after a few moments of thought, she says, ‘Being a
great grandma to Jasper, Lucy, Free and Jo

5. Being
there, when they need me .. for as long as that s’

At the first consultation, the pal
reassures them. First of all, she will tackle the pain
by adjusti
cancer diagnosis, the operation and the

chemotherapy that ies ahead. How did these issues.
turn Charlotte and Guido's lives upside down? What

ive care physi

ing the medication. They also talk about the

eatments are still shead? Do they still have

questions?

Charlotte is given the contact details of the palliative:
care team.

One Wednesday, Charlotte and Guido sent for
their GP. Could he start palliative sedation the next
day? That next evening, Charlotte is given her first
sleeping medication.

Charlotte is now intensely monitored by the
nurses, who keep her in a peaceful sleep. O
Saturday morning, Charlotte stops bvea(mng

STORY LINE 3/ KRISTOF - 60 - Has young dementia

Kristof and his lfe partner
Jean-Marc have been running
a successful architecture firm
for years. They enjoy their
life: on weekends as active
and sporty outdoor people,
their holidays in their country.
house i the south of France.
“Then the signs begin. Kristof
forgets appointments, his
calculations o longer add up,
his designs lack the usual
creativity.

Jean-Marc and Kristof sl try
joy each day as much as
possible. However, the dis
progresses month by month.
The memory pr
other symptoms increase.

lems and

Kristof can no longer drive a
car and later on he
Ton

His world is getting smaller and smaller, fricnds
and acquaintances drop out. Yet Kristof is not
really unhappy. At least as long as he is with
Jean-Marc, who offers him security and safety.

lulia is 86. Her husband
Flor died four years ago.
Since then, she has
lived alone in the house
they built together in
1962, in the
neighbourhood she
loves so much. But the
years are starting to add
up. She is not il. But she
is fragile and
vulnerable...

Julia is quite happy in the residential care centre.

e, o theic parers anc th grandchidren v
ofen.One day, panymon ths later,

care center

Julia decides to go to the residential
care centre in the village.

——
Apart from Julia, her daughter (Inge) and son (1an) are
also present at the adission interview. Th

nurse asks Julia all kinds of questions about what she
likes to eat, whether she prefers to take a shower or a
bath, whether she wants to help maintain the garden,

Jan can't stand it any longer, jumps up and
exclaims furiously: ‘What kind of
conversation is this? As if my mother is
already dead and buried. Of course,
everything must be done to let my mother
live s long as possible. How can anyone
think of asking such questions?!

whether she likes to , butalso
whether she has pain sometimes, suffersfrom
dizziness or nausea ...

‘Ireally don't need this
circus any more’, Julia
mutters. Inge has
pricked up her ears and
responds. Julia is
resolute: ‘| want you to.
talk about this with the.
people here. | ha
abeautiful life.”

You have to convince Jan that for me lfe is
completed. Above all | want to die in peace and
I've already said that to a caregiver here.

Unfortunately, it is too late to start that conversation.
A quiet and peaceful death s not possible for J

el aresident
fvom me top floor who has suddenly become unviel
They see how the resident is rushed away.

with a crooked mouth. She cannot move her left arm
any more.

happen when Juliais not doing well anymore. Does.
she stll wan to be taken to the hospital?

The physician on duty is called. They try to reach
Inge and Janby phone, without result. Finally, Julia
is taken to the hospital, but she slips into a coma
on the way. At the emergency ward, they do
everything they can to get Julia through,

Three days later, Jula dies in the intensive
care unit of the hospital

experience. Not only the
the way her m

Kristof and Jean-Marc discuss ther decision
with their GP.

The GP calls in a second physician and a
psyehiatrist. The doctors agree that all the.
conditions of the Euthanasia Act are met:
Kristof s still mentally competent, his
condition i irreversible, there is unbearable
suffering and he repeats his wish several
times.
However, just like Kristof and Jean-Marc,
they think it s till too early to carry out
euthanasia.

The diagnosis of dementia confirms their ears.
They sell their office. Kristof doesn't want to go
through the deterioration process that comes
with dementia. He has seen what dementia
does to people in his aunt’s house. Together
with Jean-Marc he decides to leave Iife with
dignity when the time comes.

On the day of the euthanasia, everyone is
calm. In the aftemoon, the physician inserts a
catheter and it is agreed upon that he will
return at 4 pm to perform the euthanasia.

Inevitably Kristof deteriorates further and his
mental capacity becomes more limited. The GP
confirms this. Is it time to set a date?

An extremely difficult d
Kristof is at peace with it, even though in
the last few months his death wish has

faded somewhat. Jean-Marc's fears and

pressures have dwsaﬁneared
T @'
iy i

&

Andor s lying peacefully on his lap when
Kristof says goodbye to Jean-Marc and tells

P: "OK, it's time now, go ahead”. Less
than 10 minutes later Kristof dies.

Julia and Inge are startled by Jan's reaction and ook
the other way in bewilderment. The head nurse looks

atsan very carefully for 2 few moments and then she.

puts on a big smile: ‘Shall we go and look at the room’,
she says and closes her information folder

here are many q

uestions that could be
discussed with Julia about the moment she
would be well

What would Julia want to happen then?
Does she want to be resuscitated?
Does she wan to go to the hospital?

Has she filled in aliving wi

For the daughter Inge, this i a doubly painful

e loss of her mother, but also
ther died did not correspond to how she
tin the end. She would have preferred to die

‘at home', and for her that had become the residential

The doctors’ conclusion is a release for Kristof. It feels
a5f he has averted the ultimate decline.

He picks up the thread again and can enjoy the litle
things In Ife. Together with Jean-Mare he buys
ouppy, Andor. Andor stays close to Kristof the entire
time,

rc hopes to ha
o
long time, but in the bacl
of his mind Is the fear

ihat they might be too
late. That Kris

A ke

Compame

ey wil

“This would mean that the
conditions for euthan

use they
are suffering from dementia
euthanasia i ot allowed in
Belgium.

probably been more downs than ups, but he had
armed himself against that. One thought he once read
on a website about euthanasia keeps crossing his
min

hose who suffer f ind do not want to

S el e AT o
On the other hand, Jean-Marc realises that inl
any other place in the world, it would have been

much harder to lat Kristof die a dignified death.
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Meet John

66 years
early last year: lump in lower leg = liposarcoma
o chemotherapy + radiotherapy
o amputation
end of last year: brain tumour = radiotherapy
last month: metastases in hip = chemotherapy
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from diagnosis week or days decisional capacity

Find the 4 themes!

natural dying

end of life phase
process

active ending of life

Each theme is described
by 3 terms

choice of the

quality of life patient maximal comfort
decision of a refractory
. . can last years
physician symptoms



from diagnosis

week or days

~

~

decisional capacity

. J
\ ( ™)
- I )
Find the 4 themes! end of life phase natural dying active ending of life
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PALLIATIVE CARE AND ADVANCE CARE PLANNING
The INDICATORS

indicator
BINGO! \/ V

Any change Difficulty in Recurring Refusal New severe

(suspicion of) swallowing infections (care, food) pathology
Weight loss Change of End-of-life After Repeated
(>5% at 6m) care need question hospitalisation falling

ASSESS AND ACT

Dementia

Surprise Question Use the SPICT Talk aboutit!




Questions
% or o

reflections?




Nicoleta Mitrea Danny Vereecke
nicoleta.mitrea@hospice.ro danny.vereecke@howest.be




	Let’s Influence!��Educational resources to promote knowledge and leadership in palliative care
	NursEduPal@Euro
	Slide Number 3
	Slide Number 4
	NursEduPal@IMPACT
	Slide Number 6
	Slide Number 7
	The European palliative care matrix
	Slide Number 9
	Slide Number 10
	Slide Number 11
	Slide Number 12
	Slide Number 13
	NursEduPal�resources
	Slide Number 15
	The book of cases
	Slide Number 17
	Simulations
	Slide Number 19
	Palliative debate
	Slide Number 21
	Slide Number 22
	Let’s try
	The schemes
	Slide Number 25
	Slide Number 26
	Slide Number 27
	Slide Number 28
	Escape game
	Slide Number 30
	Slide Number 31
	Palliative care indicators
	Slide Number 33
	Questions�or�reflections?
	Slide Number 35

