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Palliative Care – history, concept, models

Care for the dying.



 Until the Renaissance Christian religious societies ran the earliest institutions called 
hospices, which cared for the ill, primarily people who became ill while traveling. 

 Since XVI century the term hospice was reserved for dedicated places for the care of the 
incurably ill (and poor). 

 The first time the term hospice was used to describe a place for the terminally ill was in 
1842 in Lyon, France. The young widow and bereaved mother Madame Jeanne Garnier 
formed L'Association des Dames du Calvaire and is credited with establishing an institution 
there to care for the dying.

 In 1900 Irish Sisters of Charity founded St. Joseph's Convent in London and started 
visiting the sick in their homes. In 1902, they opened St. Joseph's Hospice in East London, 
with 30 beds for the dying poor. 

 Cicely Saunders, then a young physician and previously trained as a nurse and social worker, 
worked from 1957 to 1967 at St. Joseph's Hospice, studying pain control in advanced 
cancer. This was the stimulus for her to establish St. Christopher's Hospice in London in 
1967.

History



http://endoflifestudies.academicblogs.co.uk/open-access-to-watch-with-me-by-cicely-saunders/

Cicely Saunders. Watch with 

Me. Inspiration for a ife in 

hospice care. Observatory 

Publications, 2005.



„My soul is deeply grieved, to the point of death; remain here and keep watch with Me”„

Mt 26:38

"So, you men could not keep watch with Me for one hour?

Mt 26;40



„I only want what is in your mind

and in your heart”

https://cicelysaundersarchive.wordpress.com/

https://cicelysaundersarchive.wordpress.com/


Look at: 
Close attention to his distress

It means really looking at him…

Learning what this pain is like „from both sides” and from this knowledge finding out how best to relieve it. 

Learn: 
What it feels like to be so ill, to be leaving life and its activity, to know… that you are 

parting from loves and responsibilities..

How to feel with patients without feeling like them 

Make it possible for them: 
To pack their bags with the right things, with what they need 

[„My bags are packed and I am ready to go ….” St. Pope John XXIII].

To be there
„We should learn not only how to free patients from pain and distress, how to understand them 

and never let them down, but also how to be silent, how to listen and how just to be there.”

As we learn this we will also learn that the real work is not ours at all”



C. Saunders. The care of the dying patient and his family. Contact 1972(38):12-18. 

Total pain

https://hca.org.sg/HCA-

Connect/223/Total-Pain-Its-

Complicated





Dr Cicely Saunders 
(1918-2005)



 In 1974, Balfour Mount, a urologic surgeon, founded the world's first hospital-based 
palliative care service, at the Royal Victoria Hospital of McGill University in Montreal, 
Canada, as part of the teaching and research structure. 

 It was Mount who first used the term palliative care. Finally, in New York City, a 
consulting team began working throughout St. Luke's Hospital in 1974

History



Palliative Care

WHO definition [2002]

Palliative care is an approach that improves the quality of life of patients and their families facing the problem associated

with life-threatening illness, through the prevention and relief of suffering by means of early identification and 

impeccable assessment and treatment of pain and other problems, physical, psychosocial and spiritual.

Center to Advance Palliative Care

Palliative care is specialized medical care for people living with a serious illness. This type of care is focused on providing 

relief from the symptoms and stress of a serious illness. The goal is to improve quality of life for both the patient and the

family.

Palliative care is provided by a specially trained team of palliative care physicians, nurses, and other specialists who work

together with a patient’s other doctors to provide an extra layer of support. It is appropriate at any age and at any stage in a

serious illness, and it can be provided along with curative treatment.

It is important to note that palliative care is based on needs, not prognosis

 Affirms life and accept the dying/death as a natural process

 Intends neither to hasten or postpone death



Specialistic palliative care (PC)

 Hospital based supportive PC team

 Out-patient clinic of Palliative Medicine

 Home care

 In-patient Departments/stationary hospice; 

 Daycare centre; 

 Bereavement support (out-patient clinic) 



Temel et al. Early Palliative Care for Patients with Metastatic Non–Small-Cell Lung Cancer. New 

England Journal of Medicine 2010; 363:733-742

„Despite receiving less aggressive 

end-of-life care, patients in the 

palliative care group had 

significantly longer survival than 

those in the standard care group 

(median survival, 11.6 vs. 8.9 

months; P=0.02)”



Palliative Care – history, concept, models

Care for the dying.



2 aims:

• Quality of life (patient is living at this 
very moment)

•Preparation for death which is ahead



Transitional phase in cancer patients (last weeks to days of life)

Decreased interest in surroundings; social withdrawal

Looking at own life history/completing tasks and unfinished business

↑weakness, fatigue

↓ appetite (interest may come and go) 

More and more sleep

Sometimes: Falls/incontince/confusions



Last hours (days) in cancer patients….

• Profound weakness, lying in the bed

• Difficulties in swallowing medication – no longer able to take tablets

• Diminished intake of food and fluids

• Drowsy; More and more sleep; 

• Shorten periods of awareness;  level of consiousness

• Nearing Death Awareness

• Incontinence….



…as death approaches: 

The blood pressure decreases; the pulse may increase or decrease.

The body temperature can fluctuate; 

There is increased perspiration often with clamminess.

The skin color changes: flushed with fever, bluish with cold. A pale yellowish pallor (not to be 

confused with jaundice) often accompanies approaching death. Skin gets colder starting from the

periphery and moving inward.

Breathing changes also occur. Respirations may increase, decrease or become irregular; periods of 

no breathing (apnea) are common.

Congestion will present as a rattling sound in the lungs and/or upper throat. This occurs because 

the patient is too weak to clear the throat or cough. The congestion can be affected by positioning, 

may be very loud, and sometimes just comes and goes. 

The arms and legs of the body may become cool to the touch. The hands and feet become purplish. 

The knees, ankles and elbows are blotchy. These symptoms are a result of decreased circulation.

The patient will enter a coma before death and not respond to verbal or tactile stimuli.. 

The pulse get weaker, blood pressure gradually falls. Eventually all signs of  cardiac, respiratory and 

brainstem function cease.





If it is thought that a person may be entering the last days of life, gather and 

document information on: 

• the person's physiological, psychological, social and spiritual needs 

• current clinical signs and symptoms 

• medical history and the clinical context, including underlying diagnoses 

• the person's goals and wishes 
• the views of those important to the person about future care. 

NICE guideline: Care for the dying in the last days of life

Published 16 December 2015



How to recognize dying – diagnostic models? 

Mori et al.  Diagnostic 
models for impending 
death in terminally ill 
cancer patients: A 
multicenter cohort 
study. Cancer Med. 
2021 Sep 29. doi: 
10.1002/cam4.4314. 

Masanori Mori et al. 

EAPC Congress online 

2020



Clinical characteristics Prevalance (%) 

3 days before death 1 day before death

 Level of conscioussness  (Richmond Agitation Sedation Scale (RASS -2 to -5; light sedation = 

briefly awakens to voice (eyes open and contact <10sec)

67,2 79,4

Dysphagia of fluids 77,1 82,3

 response to verbal stimuli 29,4 49,8

 response to visual stimuli 43,9 62,0

Apnea periods (≥ 10s) 20,8 29,8

Cheyne-Stokesa breathing 8,4 12,5

Peripheral cyanosis 21,3 39,2

Pulselessness of radial artery 5,3 17,1

Respiration with mandibular movement (RMM) 4,8 17,5

Drooping of nasolabial fold 18,1 28,7

Hyperextension of neck 7,3 11,4

Inability to close eyelids 11,1 16,2

„Grunting” of vocal cords 6,1 11,6

urine output over last 24h (u/o) ≤200ml 22,4 46,1

Death rattle 26,2 32,5

15 symptoms related with the impending death, if Palliative Performance Scale (PPS)≤20 (i.e.bedbound, completely dependent)

Mori et al. 2020; 2021



PPS ≤20 (i.e., bedbound, completely dependent)

PPS - valid and reliable scale - 0% (death) to 100% (completely 
asymptomatic); includes the patient's function, oral intake, and 
cognitive status.

PPS ≤20% signifies - patient is completely bedbound and has 
limited survival

Mori et al. Diagnostic models for impending death in terminally ill cancer patients: A multicenter cohort 
study. Cancer Med. 2021 Nov;10(22):7988-7995



Clinical characteristics Prevalance (%) 

3 days before death 1 day before death

 Level of conscioussness  (Richmond Agitation Sedation Scale (RASS -2 to -5; light sedation = 

briefly awakens to voice (eyes open and contact <10sec)

67,2 79,4

Dysphagia of fluids 77,1 82,3

 response to verbal stimuli 29,4 49,8

 response to visual stimuli 43,9 62,0

Apnea periods (≥ 10s) 20,8 29,8

Cheyne-Stokesa breathing 8,4 12,5

Peripheral cyanosis 21,3 39,2

Pulselessness of radial artery 5,3 17,1

Respiration with mandibular movement (RMM) 4,8 17,5

Drooping of nasolabial fold 18,1 28,7

Hyperextension of neck 7,3 11,4

Inability to close eyelids 11,1 16,2

„Grunting” of vocal cords 6,1 11,6

urine output over last 24h (u/o) ≤200ml 22,4 46,1

Death rattle 26,2 32,5

15 symptoms related with the impending death, if Palliative Performance Scale (PPS)≤20 (i.e.bedbound, completely dependent)

Mori et al. 2020; 2021



(A) Nasolabial folds are the skin folds 

that run from the nose to corners of the 

mouth (arrow). (B) In the last days of 

life, drooping of nasolabial fold may be 

noted in which they become less 

prominent because of the loss of facial 

muscle tone. The face appears to be 

more relaxed.

Hui D., Hess K., Dos Santos R. A diagnostic model for 

impending death in cancer patients: preliminary 

report. Cancer. 2015;121(21):3914–3921





Symptom management 

Proper assessment of symptoms and their causes

Effective symptom management

Optimal route of drug administration and dosage 

Regular treatment and „if needed” 

Individual plan (Including hydration? Comfort. Holistic support)

Prevention of crisis 



Pharmacotherapy
1.When it is recognised that a person may be entering the last days of life, review their current medicines and, after discussion and 

agreement with the dying person and those important to them (as appropriate), stop any previously prescribed medicines that are not 

providing symptomatic benefit or that may cause harm. 

1.5.2 When involving the dying person and those important to them in making decisions about symptom control in the last days of life: • Use 

the dying person's individualised care plan to help decide which medicines are clinically appropriate. • Discuss the benefits and harms of any 

medicines offered. 

1.5.3 When considering medicines for symptom control, take into account: • the likely cause of the symptom • the dying person's preferences 

alongside the benefits and harms of the medicine • any individual or cultural views that might affect their choice • any other medicines being 

taken to manage symptoms • any risks of the medicine that could affect prescribing decisions, for example prescribing cyclizine to manage 

nausea and vomiting may exacerbate heart failure. 

1.5.4 Decide on the most effective route for administering medicines in the last days of life tailored to the dying person's condition, their 

ability to swallow safely and their preferences. 

1.5.5 Consider prescribing different routes of administering medicine if the dying person is unable to take or tolerate oral medicines. Avoid 

giving intramuscular injections and give either subcutaneous or intravenous injections. 

1.5.6 Consider using a syringe pump to deliver medicines for continuous symptom control if more than 2 or 3 doses of any 'as required' 

medicines have been given within 24 hours. 

1.5.7 For people starting treatment who have not previously been given medicines for symptom management, start with the lowest effective 

dose and titrate as clinically indicated. 

1.5.8 Regularly reassess, at least daily, the dying person's symptoms during treatment to inform appropriate titration of medicine. 

1.5.9 Seek specialist palliative care advice if the dying person's symptoms do not improve promptly with treatment or if there are undesirable 

side effects, such as unwanted sedation. 

NICE guideline: Care for the dying in the last days of life, 2015



symptoms

pain

breathlessness

nausea

confusion

death rattle

dry mouth

incontinence

Symptom 

management



Pain in dying

Pains which appeared earlier before dying phase

New pains due to:

 Progression of disease

 Change in medication/route of administration

 Pathological fractures

 Development of oral thrush

 Urinary retention/constipation

 Pressure ulcers

 (Opioid) hyperalgesia

 Spiritual or psychological suffering



Managing pain 
1.5.10. Consider non-pharmacological management of pain in a person in the last days of life. 

1.5.11 Be aware that not all people in the last days of life experience pain. If pain is identified, 

manage it promptly and effectively, and treat any reversible causes of pain, such as urinary 

retention. 

1.5.12 Assess the dying person's level of pain and assess for all possible causes when making 

prescribing decisions for managing pain. 

1.5.13 Follow the principles of pain management used at other times when caring for people in the 

last days of life, for example, matching the medicine to the severity of pain and, when possible, 

using the dying person's preferences for how it is given. 

1.5.14 For a person who is unable to effectively explain that they are in pain, for example someone 

with dementia or learning disabilities, use a validated behavioural pain assessment to inform their 

pain management.

NICE guideline: Care for the dying in the last days of 

life, 2015



Managing noisy respiratory secretions 
1.5.29 Assess for the likely causes of noisy respiratory secretions in people in the last days of life (exclude for example pulmonary 

oedema, as the treatment is different – lecturer’s comment). Establish whether the noise has an impact on the dying person or those 

important to them. Reassure them that, although the noise can be distressing, it is unlikely to cause discomfort. Be prepared to talk 

about any fears or concerns they may have. 

1.5.30 Consider non-pharmacological measures to manage noisy respiratory or pharyngeal secretions, to reduce any distress in 

people at the end of life (1/ first of all – changing one’s position – lying the patient on their side to facilitate postural drainage; 2/ 

consider whether trial with the gentle oropharyngeal suctioning could be helpful but if not causing more distress to the patient –

lecturer’s comment). 

1.5.31 Consider a trial of medicine to treat noisy respiratory secretions if they are causing distress to the dying person. Tailor 

treatment to the dying person's individual needs or circumstances, using 1 of the following drugs:

• atropine or • glycopyrronium bromide or • hyoscine butylbromide (used for example in Poland – lecturer’s comment) or • hyoscine 

hydrobromide . 

1.5.32 When giving medicine for noisy respiratory secretions: • Monitor for improvements, preferably every 4 hours, but at least

every 12 hours. • Monitor regularly for side effects, particularly delirium, agitation or excessive sedation when using atropine or 

hyoscine hydrobromide. • Treat side effects, such as dry mouth, delirium or sedation.

1.5.33 Consider changing or stopping medicines if noisy respiratory secretions continue and are still causing distress after 12 hours 

(medicines may take up to 12 hours to become effective). 

1.5.34 Consider changing or stopping medicines if unacceptable side effects, such as dry mouth, urinary retention, delirium, agitation 

and unwanted levels of sedation, persist. 

NICE guideline: Care for the dying in the last days of life, 2015



Spiritual crisis

Spiritual care

Dealing with

own dying

Internal healing

Forgive; 

Thank you; 

I love you”; 

Goodbye

; [I. Byock}

Making medical

decision

Loss: 

Independence, step by step, 

dependence on other people

Who am I: dignity, 

respect, freedom

Dying as a 

spiritual

process



Słyszy do końca..

Blundon et al. Electrophysiological 

evidence of sustained attention to 

music among conscious participants 

and unresponsive hospice patients 

at the end of life. Clin Neurophysiol. 

2022 Jul;139:9-22. 

Sci Rep. 2020 Jun 25;10(1):10336.



Sarah Trumbull on Her Deathbed by 

John Trumbull , 1824, Yale University Art 

Gallery 

„Nearing death awareness” ; „Deathbed visions” 

(as a part of „End of life experiences” (ELEs) 

Callanan M & Kelley P, Final Gifts. 

New York, NY: Bantam Books; 1992

Fenwick P, Lovelace H, Brayne S. 

Arch Gerontol Geriatr 2010;51:173-179

Language of dying

CC 50-60% of dying



Categories Comments

Preparing for travel or change

Describing a place with a great sense of wonder. Apparently, it's quite a

beautiful place, colours, music

Talking to or being in the presence of 

someone who is deceased

Contrary to hallucinasions, people who have NDA seem to be calmed and soothed by 

them. They appear to help the person to let go of the physical world and overcome their 

fear of dying.

Knowledge of when death will occur:

Choosing the time of death

Needing reconciliation a desire to bring closure to their life as if there are unfinished business in their way holding 

them back

NDA









N = 80 (pilot study) + 600 (follow-up study)

Dying as a spiritual 

process 

Monika Renz. Dying a transition. 

Columbia University Press, New 

York 2015

Renz M, Mao MS, Bueche D, 

Cerny T, Strasser F. Dying is a 

transition. Am J Hosp Palliat Care

2013; 30(3):283-90. 



When doors of heaven open by 

Martien van Asseldonk

„You can’t die cured, but you can die

healed”.

Twycross R. Omega 2007-

2008;56:7-19


