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Background

Patients with advanced dementia have distinct end-of-life needs, yet hospice care
quality may be shaped not only by how the setting is managed, but also by
structural and environmental conditions that affect dignity and family experience.
Prior reviews suggest that patients with dementia receive unsatisfactory palliative
care, while dignity-centered care depends on respect, comfort, family support,
and care settings capable of meeting complex needs. Studies also suggest racial
and ethnic disparities in hospice access and end-of-life utilization among people
with dementia. Reviews support the need for dementia-specific palliative
approaches and suggest that the care environment influences end-of-life
wellbeing.

Objective

To synthesize current literature on how hospice access, environmental
conditions, and system-level constraints shape dignity-centered end-of-
life care in advanced dementia.

Scoping review of literature identified through PubMed using terms related to
advanced dementia, hospice, palliative care, dignity, family experience,
environmental design, and barriers. Priority was given to review articles,
qualitative studies, and health services research examining dementia-specific
end-of-life needs, environmental features, and barriers affecting hospice access
or quality. Because dignity is often not directly measured in this literature,
attention was given to studies using patient- or family-reported outcomes as
indirect indicators of dignity, including respect, comfort, autonomy, and
satisfaction with care.

Why Dementia Hospice Care Is Different

« Advanced dementia often has an unpredictable course, making prognosis
and hospice timing more difficult than in many terminal ilinesses.

« Communication is often limited in late-stage dementia, which can make
symptom assessment, goals-of-care discussions, and advance care
planning more challenging.

« Family members frequently serve as surrogate decision-makers,
increasing the importance of caregiver support and clear communication
from the care team.

Disparities in End-of-Life

Table 2. Unadjusted Hospice Use, Emergency Department Visits, and Hospitalizations in the Last 180 Days
of Life and End-of-Life Care Preferences Among Dementia Decedents by Race and Ethnicity

Respondents, No. (%)

All Non-Hispanic Non-Hispanic Hispanic
End-of-life service (N = 5058) White (n = 3892) Black (n =809) (n=357) P value
Hospice care

Any hospice enrollment 2429 (48.0) 1967 (50.5) 309 (38.2) 153(42.9) <.001

Total hospice days, mean (SD), d® 49.9 (61.3) 50.4(61.8) 50.1(59.9) 43.5(57.4) .41

Hospice enrollment only during 735 (30.3) 606 (30.8) 84 (27.2) 45(29.4) 42 . .

the last 7 d of life® Lin Figure 1

Hospice enrollment only during 334 (13.8) 269 (13.7) 43(13.9) 22(14.4) .97

the last 3 d of life?
ED visits

Any visit after hospice enrollment 269 (11.1) 191(9.7) 56 (18.1) 22(14.4) <.001

Any visit 3672(72.6) 2753 (70.7) 645 (79.7) 274(76.8) <.001

Total No. of outpatient visits, 2.5(2.1) 2.5(2.0) 2.8(2.2) 2.4(2.1) .06

mean (SD)?

Total No. of inpatient visits, 1.8(1.2) 1.7 (1.1) 2.2(1.4) 1.9(1.1) <.001

mean (SD)?
Hospitalization

Any hospitalization after hospice 184 (7.6) 119(6.1) 48 (15.5) 17 (11.1) <.001

enrollment

Any hospitalization 3530(69.8) 2630(67.6) 625 (77.3) 275(77.0) <.001

Total No. of hospitalizations, 2.1(1.4) 2.0(1.3) 2.4(1.5) 2.3(1.5) <.001

mean (SD)?

Length of stay, mean (SD), d? 8.5(7.0) 8.0 (6.6) 10.0 (8.5) 9.6 (6.6) <.001
Advance care planning (4286 2083 (48.6) 1871(57.2) 146 (20.7) 66 (21.4) NA
respondents)

All care possible to prolong life 114 (5.5) 72 (3.9) 30(20.8) 12 (18.5) NA

(2061 respondents)

Limited care (2045 respondents)  1873(91.6) 1708 (92.8) 114 (80.9) 51(79.7) NA

Any treatment withheld (2001 1576 (78.8) 1448 (80.5) 87 (62.1) 41 (66.1) NA

respondents)

Comfortable and pain free but 1886(92.4) 1712(93.1) 120(87.0) 54(83.1) NA

forego extensive measures to
prolong life (2041 respondents)

Structural Barriers to Hospice Access

Dementia is often not recognized as a terminal illness, which can delay palliative care referral and
hospice enrollment.

Prognostic uncertainty makes it difficult for clinicians and families to identify the right time to
transition from disease-focused care to comfort-focused care.

Reimbursement and policy structures may favor crisis-driven care and hospital transfer over
sustained, dementia-focused hospice support.

Limited staff training and inconsistent communication can make goals-of-care discussions, advance
care planning, and family decision-making more difficult.

Environmental Features That Support Dignity

NUISins hOﬂ)e care nl = number of nursing home
envilonments wards/units

(ﬂl=18, ﬂ2=158) n2 = number of potential

Large scale

De Boer Figure 1 Stand- along.small scale
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= Small scale facility on Stand- alone small scale
e the terrain of a nursing living facility in the | Green care farm
nursing home ward . S e ke
L neighbour (n1=5, n2= 39)
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Conclusion

Dignity in dementia hospice care should be understood as both a clinical
and structural outcome. Improving end-of-life care for people with dementia
may require not only better symptom management but also stronger
hospice access pathways, funding that supports dementia-specific care,
and environments that reduce neglect, distress, and unnecessary
intervention. Future work should evaluate how hospice design,
reimbursement, caregiver education, and equity-sensitive quality measures
shape quality of dying with dementia.
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