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Abstract

Background Despite dementia being a leading cause of death and clinical guidelines recommending palliative care,
substantial gaps in care quality for this population have previously been shown. This study aimed to investigate and

E n Sve n S k re gi Ste rSt u d i e O I I I compare the quality of end-of-life (EOL) care provided to individuals with and without dementia in different settings.
Methods In this registry-based study, patients registered in the Swedish Register of Palliative Care (SRPC) between
o . . . o eg e oo
vardkvalitet i olika vardmiljoer

2011 and 2020 were cross-referenced with patients in the Swedish registry for cognitive/dementia disorders

(SveDem). For each patient with dementia registered in SveDem (n=39 712), two controls without dementia

matched by year of birth and gender were selected from the SRPC (n=79 336). Quality indicators in the SRPC were

analyzed by group (dementia/controls) and by place of death, separately, using the chi-squared test. Multiple

logistic regression analyses were conducted to examine the association between the quality indicators and having a

diagnosis of dementia or not, overall and in different settings.

Results Individuals with dementia were more likely to have staff or family members present at death, to receive

documented decisions to shift to EOL care, have symptom assessments made the final week of life and prescription

of injectables. However, they were less likely to express preferences for place of death and to be informed about EOL

care transitions, especially in hospitals without specialized palliative care.

Conclusions In this study, individuals with dementia received higher quality EOL care in several domains compared

with those without dementia. However, they were less likely to have expressed preferences for place of death.

These findings highlight the need for early, proactive care planning to align care with patient preferences and avoid

potentially non-beneficial actions.

Keywords End-of-life care, Palliative care, Dementia, Place of death, Advance care planning, Quality of end-of-life,
Quality registry

Katarina Nagga and Anna Segernas contributed equally to this
work.

Katarina Nagga, overlakare, professor

Lisa Kastbomn
lisakastbom@liuse

. . . . . ° e .

Se kt'o nen fo r Ge rl atr' k, N arva rd S kl| Nl ke N q U S | Full list of author information is available at the end of the article

L I n ko I n © The Author(s) 2026. Open Access This article is licensed under a Creative Commons Attribution 40 Intemational License, which permits use,
- B M sharing, adaptation, distribution and reproduction in any medium or format, as long as you give appropriate credit to the original author(s) and

the source, provide 2 link to the Creative Commons licence, and indicate if changes were made. The images or other third party material in this

SER A = £ A 2 ] article are included in the article’s Creative Commons licence, unless indicated otherwise in a credit line to the material. If material is not included
nstitiutionen for Halsa edicln oc ar I the arices Creativ Commmons Icence and yout intinded %2 £ ot parmitiad by tatitan regulation o exceacs the permitel e, you il
) need to obtain permission directly from the copyright holder. To view a copy of this licence, visit httpv/creativecommons.org/licenses/by/4.0¢.
(HMV), Linkopings Universitet

BMC Palliat Care. 2026 Mar 7;25:89. doi: 10.1186/s12904-026-02037-9



https://doi.org/10.1186/s12904-026-02037-9

Varfor ar fraigan viktig?

Kognitiv sjukdom / Demens ar

. . o Tidigare identifierade brister Kunskapslucka
ett livsbegransande tillstand g P
Palliativ planering behéver vara en Otillracklig planering, undvikbara Fa studier har jamfort kvaliteten i
integrerad del av demensvarden, men sjukhusinlaggningar samt begransad varden i livets slut mellan personer med
det &r ofta svart att identifiera ratt kommunikation och involvering av och utan demens i flera olika
tidpunkt for 6vergang till vard i livets narstaende har beskrivits. vardmiljoer.

slut.

Studien fokuserar bade pa diagnos och vardmiljo.
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Syfte och forskningsfraga

Att undersoka och jamfora kvaliteten i varden i livets slut hos personer med
respektive utan kognitiv sjukdom/demens i olika vardmiljoer.

L J
Olika vardmiljoer Tio kvalitetsindikatorer
Huvudfraga

Ar demensdiagnos associerad med skillnader i kvaliteten pa varden i livets slut,
totalt och inom olika vardmiljoer?
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Design och datakallor

Svenska . .. .

- . SveDem Registerlankning Analys
palliativregistret
Vard under sista Kliniskt Unika personnummer. Deskriptiv statistik och
levhadsveckan och karakteriserade Data multipel logistisk
plats for dodsfall. demensdiagnoser. pseudonymiserades regression.

fore leverans.

Studieperiod: 2011-2020 | Matchning 2:1 efter fodelsear och kén | Modeller justerade for kon, fodelsear och dodsplats
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Studiepopulation

119 048 39712 79 336

personer totalt med demens matchade kontroller
Alder Kon Vanliga diagnoser
Medelalder vid SveDem-registrering: 57,1 % kvinnor och 42,9 % man i bada Alzheimers sjukdom, vaskular
81 ar. Medelalder vid dod: 85 ari grupperna genom matchningen. demens, blanddemens och
demensgruppen och 84 ari

ospecificerad demens.
kontrollgruppen.
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Dodsplats skiljde sig tydligt mellan grupperna

Sarskilt boende
Table 2 Place and cause of death in the study sample
Reported place of death in SRPC Total Dementia group Control group p-value 76’8 % ideme nsgru ppen Ja mfort med 34’ 3%i
n119048 n39712 n79336
- P - ” " % 20,001 kontrollgruppen.
Ordinary home, with specialized palliative home care 5003 42 267 0.7 4736 6.0
Ordinary home, without specialized palliative home care 7240 6.1 1095 28 6145 7.7
Specialized palliative inpatient care 10145 85 852 21 92903 11.7
Inpatient care, not specialized palliative care 38953 327 7003 17.6 31950 40.3 . . . . .
Nursing home, shart term homes included 57707 485 30495 76.8 27212 343 SJUkhus Utan speCIallserad paulatlv
Reported cause of death in SRPC vé rd
Cancer diseases 34590 29.1 4481 113 30109 380 <0001 . L . .
Circulatory diseases/cardiovascular diseases 37777 317 11565 20.1 26212 330 <0001 17,6 % i demensgruppen jamfort med 40,3 % i
Respiratory diseases 12547 105 3071 77 9476 119 <0001 ko ntrollgruppen_
Dementia 28094 236 28094 70.7 0 0 <0.001
Stroke 12472 10.5 4062 10.2 8410 10.6 0.053
Other neurological diseases 3710 3.1 1473 37 2237 23 <0001
Diabetes 6411 54 2592 65 3819 4.8 <0001
Fracture 4045 34 1915 4.8 2130 27 <0001
Multimorbidity 32552 273 11539 291 21013 265 <0001 Vardmiljon ar central nar kvaliteten i
Infectious diseases 5780 49 2633 66 3147 40 <0001

varden jamfors.

Kastbom et al. BMC Palliative Care (2026) 25:89 6



Huvudresultat: flera mdikatorer talade till demens gruppens fordel

Group Adjusted Odds Ratios with 95% Confidence intervals

Anticipated death (Ref: No)
Yes
Expressed preferences of place of death (Ref: No}
Yes L]
Someone present at the moment of death (Ref: No one)
Family member(s}
Family member(s) and staff
Staff
Time since the last physician examination (Ref: Days)
Weeks
Months or more
Documented decision to shift to end-of-life (EOL}) care (Ref. No}
Yes
Patient informed about transition to EOL care (Ref: Yes)
No
No, the patient cannot manage to participate
No, been offered but declined

—--»
| |

|

No, opposed by caregiver
Family member(s) given information about transition to EOL care (Ref: Yes)
No
No, been offered but declined
No, the patient had no family member(s)
Pain assessed and documented during last week of life (Ref: No)}

Yes

Symptoms other than pain assessed and documented during last week of life (Ref: No)
Yes

Prescription of PRN drugs against pain, anxiety, nausea and rattles (Ref: No)

Yes

T
All univanable models were adjusted for gender, year of birth and place of death 0

B = B T

Less common in patients with Dementia More commeoen in patients with Dementia
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1.19 (1.14 - 1.24)
0.53 (0.51 - 0.55)
1.03 (0.99 - 1.07)
1.01 (0.97 - 1.06)

1.13(1.08 - 1.17)

1.04 (1.01 - 1.08)
1.68 (1.60 - 1.77)

1.22 (1.16 - 1.28)
1.81(1.76 - 1.88)
5.16 (4.91 - 5.41)
1.63 (1.11 - 2.41)
1.24 (0.50 - 3.07)
0.92 (0.89 - 0.96)
2.10 (1.81-2.43)
0.73 (0.64 - 0.82)
1.31 (1.27 - 1.35)

1.28 (1.24 - 1.33)

1.21 (1.14 - 1.29)

Mer vanligt

Dokumenterat beslut om 6vergang till vard
i livets slut.

Mer vanligt

Smart- och annan symtomskattning
sista levnadsveckan.

Mer vanligt

Ordination av injektionslakemedel vid behov.

Mindre vanligt

Dokumenterade 6nskemal om doédsplats och
information till patienten.



Resultaten varierade mellan vardmiljoer

Group Adjusted Odds Ratios with 95% Confidence Intervals
Anticipated death (Ref: No) !
Expressed preferences of place of death (Ref: No) :
Yes ¥ i
Someone present at the moment of death (Ref: No one) !
Family member(s) ,_i'_'lr--
Family member(s) and staff _'_Q-:
staff P
Time since the last physician examination (Ref: Days) i
Weeks -
Months or more Py
Documented decision to shift to end-of-life (EOL) care (Ref: No}) E
Yes iy N Setting
Patient informed about transition to EOL care (Ref: Yes) i a
No I S mb
No, the patient cannot manage to participate E " - e
No, been offered but declined . —— =
No, opposed by caregiver LI . W

Family member(s) given information about transition to EOL care (Ref: Yes)

No S
No, been offered but declined . =
No, the patient had no family member(s) . 1 s—

Pain assessed and documented during last week of life (Ref: No) i
Yes = -

Symptoms other than pain assessed and documented during last week of life (Ref: No) |
Yes :..—:—F ;

Prescription of PRN drugs against pain, anxiety, nausea and rattles (Ref: No) |
Yes ,_:g"‘ | -

All univariable models were adjusted for gender, year of birth and place of death LI] 1I gl 3 4 5

Less commen in patients with Dementia More common in patients with Dementia

Fig. 2 a-d Forest plots showing the odds ratios with 95% confidence intervals for the quality indicators across four settings: (@) nursing homes (NHs), (b)

hospitals (¢) ordinary homes and (d) specialized palliative care (homecare and in-patient care)
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De flesta monster kvarstod efter stratifiering,
men effektstorlekarna varierade.

Pa sjukhus utan specialiserad palliativ vard
var dokumenterade 6nskemal om dodsplats
sarskilt ovanliga.

Bland personer med demens var narvaro vid
dodsogonblicket mindre vanlig an hos
kontroller i sjukhusmiljo, trots motsatt
monster totalt.

Specialiserad palliativ vard hade generellt
hogre nivaer av dokumenterad
symtombedomning.



Styrkor och begransningar

Minus -
Plus +
e Stor nationell studiepopulation e Registerdata fangar inte patientens egen
e Data fran flera typer av vardmiljoer upp.l.evelse . |
e Kliniskt karakteriserade demensdiagnoser i * Enkaten fylldes oftast i av en enskild
SveDem medarbetare
e Matchade kontroller och justerade analyser e Riskfor felklassificering i administrativa data

e Demensgrad nara dodsfallet saknades
e Ordination av lakemedel ar inte samma sak som
administrering
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Kliniska mplikationer

1. Planera tidigt

Samtal om mal, varderingar och
onskemal bor initieras medan personen
fortfarande kan uttrycka sin vilja.
Dokumentationen behover folja med
genom vardkedjan.

2. Stark kommunikationen

Information om 6vergang till vard i livets
slut behover anpassas efter
beslutsféormaga och kompletteras med
strukturerad involvering av narstaende.

3. Minska miljoskillnader

Sarskilt fokus behovs i sjukhusvard
utan specialiserad palliativ kompetens,
dar flera indikatorer var mindre
gynnsamma.

Malet ar vard som 6verensstammer med personens preferenser och undviker icke-gagnande atgarder.
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Sammanfattning

Personer med kognitiv sjukdom/demens hade hogre kvalitet i flera dokumenterade delar

av varden i livets slut 4n matchade kontroller.

Det positiva Den tydliga bristen Viktigaste budskapet
Mer symtombeddmning, fler Onskemal om dodsplats var mer Tidigt och proaktivt samtal om
dokumenterade vardbeslut och fler sallan dokumenterade. framtida vard ar viktigt.

ordinationer vid behov.

Utmaning: Hur kan vi sakerstalla att patientens preferenser dokumenteras och ar

tillgangliga nar vardmiljon forandras?
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