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Definitioner af palliation

“Den palliative indsats har til formal at fremme livskvaliteten hos
patienter og familier, som star over for de problemer, der er forbundet
med livstruende sygdom, ved at forebygge og lindre lidelse gennem tidlig
diagnosticering og umiddelbar vurdering og behandling af smerter og
andre problemer af bade fysisk, psykisk, psykosocial og andelig art.”

Sundhedsstyrelsens oversattelse af WHOs definition fra 2002.
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Executive Summary

In agonising, crippling pain from lung cancer, Mr §
came to the palliative care service in Calicut, Kerals,
from an adjoining district a couple of hours away by bus.
His body language revealed the depth of the suffering.

We put Mr 5 on marphine, among other things. A couple
of hours later, he surveyed himself with disbelief. He
had neither hoped nor conceived of the possibility that
this kind of relief was possible.

Mr § returned the next month. Yet, common tragedy
befell patient and caregivers in the form of a stock-out of
marphine.

Mr § told us with outward calm, "1 shall come again next
Wednesday. 1 will bring a piece of rope with me. If the
tablets are still not here, 1 am going to hang myself from
that tree”. He pointed to the window. I believed he meant
what he said.

Stock-outs are no longer a problem for palliative care in
Kerala, but throughout most of the rest of India, and
indeed our world, we find near total lack of access to
morphine to alleviate pain and suffering.

Dr M R Rajagopal, personal testimany

Poor people in all parts of the world live and die with
little or no palliative care or pain relief. Staring into this
access abyss, one sees the depth of extreme suffering in
the cruel face of poverty and inequity.

The abyss is broad and deep, mirroring relative and
absolute health and social deprivation. Of the 298 5 metric
tonnes of morphine-equivalent opioids distributed in the
world per year (average distribution in 2010-13), only

N1 waotein tnana io dioteibotad b o inenessa conmisioo |

poor or otherwise vulnerable people in high-income
countries—is a medical, public health, and moral failing
and a travesty of justice. Unlike so many other priorities
in global health, affordability is not the greatest barrier
to access, and equity-enhancing efficiency-oriented,
cost-saving interventions exist.

The global health community has the responsibility
and the opportunity to close the access abyss in the relief
of pain and other types of suffering at end-oflife and
throughout the life course, caused by life-limiting and
life-threatening health conditions. However, unlike many
other essential health interventions already identified as
priorities, the need for palliative care and pain relief has
been largely ignored, even for the most vulnerable
populations, including children with terminal illnesses
and those living through humanitarian crises, and even
in the Sustainable Development Goals (SDGs).’ Yet
palliative care and pain relief are essential elements of
universal health coverage (UHC).

Several barriers explain this neglect: the focus of existing
measures of health outcomes—major drivers of policy
and investment—on extending life and productivity with
little weight given to health interventions that alleviate
pain or increase dignity at the end of life;' opiophobia,
which refers to prejudice and misinformation about the
appropriate medical use of opiocids;™ the focus, in
medicine, on cure and extending life and a concomitant
neglect of caregiving and quality of life near deathy
limitations on patient advecacy due to the seriousness of
illnesses; the focus on preventing non-medical use of
internationally controlled substances without balancing
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Executive Summary

In agonising, crippling pain from lung cancer, Mr §
came to the palliative care service in Calicut, Kerala,

from an adjoining district a couple of hours away by bus.
His body language revealed the depth of the suffering.

We put Mr 5 on morphine, among other things. A couple
of hours later, he surveyed himself with disbelief. He
had neither hoped nor conceived of the possibility that
this kind of relief was possible.

Mr § returned the next month. Yet, common tragedy
befell patient and caregivers in the form of a stock-out of

morphine.

Mr § told us with outward calm, I shall come again next
Wednesday. I will bring a piece of rope with me. If the

tablets are still not here, 1 am going to hang myself from
that tree”. He pointed to the window. I believed he meant

what he said.

Stock-outs are no longer a problem for palliative care in
Kerala, but throughout most of the rest of India, and
indeed our world, we find near total lack of access to

morphine to alleviate pain and suffering.
Dr M R Rajagopal, personal testimony
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We are all same, same...but different
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Navn: Fru Fatima Ahmed

Alder: 67 ar

Oprindelse: Oprindeligt fra Pakistan, Fru Ahmed har boet i Danmark i 15 ar. Hun taler lidt dansk,
men er mere komfortabel med urdu.

Familie: Fru Ahmed bor sammen med sin sgn og svigerdatter, som begge arbejder fuld tid.
Hendes mand dade for flere ar siden. Hun har ogsa to yngre dgtre, men de bor i andre dele af
Danmark.

Sundhedstilstand: Fru Ahmed har fremskreden lungekraeft, og hendes helbred forvaerres hurtigt.
Sundhedsteamet har anbefalet palliativ behandling for at lindre symptomerne og forbedre hendes

livskvalitet.

Religigs overbevisning: Fru Anmed er praktiserende muslim, og hendes tro spiller en vigtig rolle
i hendes liv. Familien insisterer pa, at religigse praksisser, sasom daglige banner, bliver overholdt,

og de mener, at det er vigtigt at respektere kulturelle traditioner, iseer i livets sidste fase.
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Navn: Fru Fatima Ahmed
Alder: 67 ar
Oprindelse: Oprindeligt fra Pakistan, Fru Ahmed har boet i Danmark i 15 ar. Hun taler lidt dansk,

Udfordringer

men er mere komfortabel med urdu.

Familie: Fru Ahmed bor sammen med sin sgn og svigerdatter, som begge arbejder fuld tid.
Hendes mand dade for flere ar siden. Hun har ogsa to yngre datre, men de bor i andre dele af
Danmark.

Sundhedstilstand: Fru Ahmed har fremskreden lungekraeft, og hendes helbred forvaerres hurtigt.
Sundhedsteamet har anbefalet palliativ behandling for at lindre symptomerne og forbedre hendes
livskvalitet.

Plan
@ Religigs overbevisning: Fru Anmed er praktiserende muslim, og hendes tro spiller en vigtig rolle

i hendes liv. Familien insisterer pa, at religigse praksisser, sasom daglige banner, bliver overholdt,

og de mener, at det er vigtigt at respektere kulturelle traditioner, iseer i livets sidste fase.
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Klinisk Praksis Forskning
1. 1. Kommunikation
2. 2. Navigation
3. 3. Praeferencer
4. 4. Ressource
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Det britiske medicinske forskningsrads (MRC) anbefalinger om udvikle og
evaluere komplekse interventioner

Assessing feasibility and acceptability
of intervention and evaluation design
"""""""""""""""""""" in order to make decisions about

progression to next stage of evaluation

Develop intervention

Either developing a new intervention,

or adapting an existing intervention for
anew context, based on research

evidence and theory of the problem

Core elements

® Consider context
® Develop, refine, and (re)test programme theory
® Engage stakeholders

® |dentify key uncertainties
® Refine intervention
conomic considerations

Assessing an intervention using
the most appropriate method to
address research questions

OR

Identify intervention

Choosing an intervention that already
exists (or is planned), either via policy or
practice, and exploring its options for
evaluation (evaluability assessment)

Implementation

Deliberate efforts to increase
impact and uptake of successfully
tested health innovations

Sk% Kathryn, et al. "A new framework for developing and evaluating complex interventions: update of Medical Research Council guidance." bmj 374 (2021).
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Metode

Endelig

Kvalitativ undersggelse . :
Intervention

W
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Implikationer

Cultural |
Competence .- &

S D U /‘:‘ gssgcilggmark



REHPA

The Danish Knowledge Gentre
for Rehabilitation and )
Palliative Care |

Final Intervention

. Kursus- og traeningssession til
sundhedspersonale

Konsultationer med
sundhedspersonalet

Koordinering af omsorg og pleje
mellem primaer, sekundaer og
frivillig sektor

Pask, Sophie, et al. "A framework for complexity in palliative care: a qualitative study with patients, family carers and professionals." Palliative medicine 32.6

P A g 2018): 1078-1090.
SDU& == (2018)
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En stigende andel af den ldre befolkning | Danmark har
anden etnisk baggrund. Der er derfor et stigende pleje-

ingsbehov blandt mennesker, hvor moders-
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mark has an ethnic minarity background, Thus, there is
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a first language other than Danish. Despit
minority patients with pallative care needs
tives rarely participate in research about pall
an several Danish studies the barriers in participation is
revealed. Some of these barriers can be received as gene-
ral within health care research. Nevertheless, researchers
and health professionals in palliative care prefer to avoid
recegnizing this. The article exemplifies measures that
can contribute to ensuring that patfents and relatives with
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