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Lunney, Lynn, & Hogan, 2002

Different trajectories 



Advance care planning (ACP)

Inspiration
• Detering et al, 2010

• A randomised controlled trial in elderly patients

Conclusion
• Improved fulfillment of preferred place of death, satisfaction 

with health care and reduced stress, anxiety, and depression in 
bereaved relatives



Advance care planning (ACP)



Advanced care planning (ACP)



Advance care planning (ACP)

Systematic approach
discussion & documentation



Definitions of ACP

Singer et al. 1996
“Whereby a patient, in consultation with health care providers, 
family members and important others, makes decisions about his or 
her future health care, should he or she become incapable of 
participating in medical treatment decisions.”

White paper, Lancet Oncol. 2017
“… review these preferences if appropriate.”



Overall aim

Is ACP feasible, effective and beneficial in a Danish context in 
a population of terminally ill adult patients whether they have 
malignant or non‐malignant diseases?

Outcomes:

• Fulfillment of preferred place of death

• Time spend out of hospital in EOL                               Paper III

• Survival

• Level of anxiety and depression                          

• Satisfaction with health care                                         Paper II

• QOL and symptoms

Do patients with various diagnoses have different Paper I
end‐of‐life preferences and different levels of anxiety?



Overview of study 

Patients

Intervention

Control



The intervention

Fictive ACP-discussion







Patients



Patients

The Gold Standards Framework
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General criteria
The patient (all of the five criteria)
1. is above 18 years of age

2. is able to speak and understand Danish

3. is not expected to die within 1 month

4. has relatives

5. is cognitively able to participate in the intervention

Disease-specific criteria



Patients



The participants

Patients (n=205)
• Cancer: 103 (50%)

• Lung: 68 (33%)

• Heart: 34 (17%) 

• Mean age of 70 years

Relatives (n=205)
• Mean age of 63 years



Data consisted of questionnaire and registry data

Questionnaires (4-5 weeks after randomisation)
• Anxiety and depression (SCl-92)
• Health related quality-of-life (EORTC QLQ C-15 scale)
• Satisfaction with health care (FamCare)

Registries
• The Danish National Patient Register 
• The Danish Register of Causes of Death 

Data collection
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Paper I



Aim

To describe preferred place of care and death in 
terminally ill patients with lung and heart diseases 
compared with cancer patients

To describe differences in level of anxiety among 
patients with these diagnoses





Conclusion

Marked differences among patients
• Preferences for place of care and death

• Differences in levels of anxiety
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Paper II

Skorstengaard MH, Johnson AT, Jensen AB, Andreassen P, Brogaard T, 

Bendstrup E, Løkke A, Aagaard S, Wiggers H, Neergaard MA. 

Advance Care Planning for terminally ill lung-, heart- and cancer 
patients and their relatives; a randomised controlled trial 

measuring the effect on quality of life, anxiety, depression and 
satisfaction with health care



Aim

To investigate the effects of ACP among terminally 
ill patients with lung, heart, and cancer diseases 
concerning
• Health-related quality of life (patients)

• Anxiety and depression (patients and relatives) 

• Healthcare satisfaction (patients and relatives) 



Slides med resultater og konklusion af Paper II er 
fjernet, da artiklen endnu ikke er publiceret.



Papers

Patient

Intervention

Control

PAPER III

Death or 
end of follow-up 



Paper III

Skorstengaard MH, Neergaard MA, Andreassen P, Brogaard T, Bendstrup E, Løkke A, 
Aagaard S, Wiggers H, Jensen AB.

Advance care planning improves survival 

in terminally ill patients with heart, lung and cancer diseases; 

a randomised controlled trial



Aim

To investigate the effects of ACP among terminally 
ill patients with lung, heart, and cancer diseases 
with respect to
• Fulfillment of preferred place of death (PPOD)

• Proportion of time spent in hospital

• Survival



Slides med resultater og konklusion af Paper III 
er fjernet, da artiklen endnu ikke er publiceret.



It matters how you die



Overall conclusion

ACP has been shown to be clinically meaningful and feasible 
to patients with cancer, heart and lung diseases.

No harmful outcomes were found.

The results from the RCT is yet to be published.

Patients with non-cancer diagnosis have higher levels of 
anxiety and different preferences for EOL than patients with 
cancer.



Hvad lykkedes?

• RCT blandt svært syge patienter

• ACP blandt patienter med alle tre diagnoser

• Samarbejde med de tre typer afdelinger

• 79 (+ 10) ACP samtaler udført

• Indledende kvalitativt studie

• Ikke tegn på ”bivirkninger”

• Høj deltager-procent

• Validerede sp.sk. (EORTC QLQ C15 PAL, FamCare, 
SCL-92)



Hvad lykkedes knapt så godt?

• Sammenlignelige grupper?

• Sampling via klinikere

• Ikke-valideres spørgeskemaer ift. sprog og 
patientgruppe (EORTC, FamCare, SCL 92)

• Main outcome i registre…

• Ikke påviselig effekt… 
– Virker ACP ikke iDK?

– Større sample?

– Mere effektful intervention?

–



Hvad ville vi have gjort anderledes?

• Sampling:
– Overveje kriterier nøje. Surprise question?

– Metode til sampling uden om klinikere?

– Flere patienter inkluderet

• Main outcome:
– Vurdere nøje(Bestemmer sample size. Realistisk?)

– Raffinere data på main outcome

• Involvere professionelle mere aktivt?

• Gentagne målinger i forløb?

• Gentagne ACP samtaler i forløb?
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