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Background: In the United States (US), nearly one third of skilled home health (HH) patients and nearly 
one half of hospice patients have diagnoses of Alzheimer’s disease and related dementias (ADRD), conditions 
often characterized by a slow decline in cognition and function. Many persons living with dementia (PLWDs) 
are cared for at home yet may transition between care settings such as skilled HH or hospice, potentially 
leading to fragmented and poorer care. The purpose of this systematic review was to examine literature 
pertaining to (I) care transitions for PLWD who are enrolled in skilled HH and hospice in the US, and (II) 
specifically, care transitions between skilled HH and hospice for PLWD. 
Methods: We conducted a systematic review. From March to November 16, 2023, we searched CINAHL, 
PsychInfo (EBSCO version), and PubMed databases inputting keywords and index terms related to HH, 
care transition, hospice, and dementia. Articles were included if they were peer-reviewed, primary research 
studies that were published between 2017–2023 and addressed care transitions for PLWD enrolled in US 
skilled HH and hospice or transitions between the two settings. We evaluated the quality of each article 
and extracted relevant data. We described studies by setting while analyzing for similarities and differences 
between them.
Results: Of 230 studies, 14 met our inclusion criteria. We found that PLWD are at higher risk for early, 
unsuccessful discharge from—and readmission to—skilled HH; and PLWD are at higher risk for being 
discharged alive from hospice. Only one study pertained to care transitions for PLWD between skilled HH 
and hospice. 
Conclusions: We included only studies set in the US, as skilled HH and hospice may differ in policy and 
practice in other countries, which limits our findings. Future work should explore assessment approaches 
specific to PLWD that lead to higher quality of coordination of care to, from, and between skilled HH and 
hospice. 
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Introduction

Background

In the United States (US), nearly one third of skilled 
home health (HH) patients and nearly one half of hospice 
patients have diagnoses of Alzheimer’s disease and related 
dementias (ADRD) (1). Skilled HH in the US is defined as 
physician-directed skilled care provided by the disciplines 
of nursing, social work, and/or physical, occupational, or 
speech therapy to homebound patients, with a focus on 
rehabilitation, while hospice is defined as comfort-oriented 
care provided by an interprofessional team to patients with 
prognoses of 6 months or fewer who choose to discontinue 
curative treatments (2,3). In the US, 98% of hospice care 
occurs in the home (4). ADRD are prevalent in both the 
skilled HH and hospice settings in the US.

ADRD are characterized by chronic progressive 
global cognitive impairment (5,6). The term, cognitive 
impairment, has been used as a measure of dementia; 
therefore, both terms are used in the present review (7,8). 
Dementia disorders affect people slowly and insidiously, and 
irreparable brain damage may begin to occur up to twenty 
years before any symptoms are identified (6). Despite the 

6-month prognosis criterion for hospice, determining how 
long a person living with dementia (PLWD) will survive 
is difficult (8). Prognosis may be informed by functional 
status, physical symptoms, poor nutrition, and other  
criteria (9). Long trajectories of decline toward death 
for PLWD are evidenced by high, sustained functional 
impairment in the last 4 years of life, and PLWD have 
the same predicted functional status scores at 17 months 
before death as individuals without dementia at 6 months 
before death (10). However, they receive less healthcare 
in all settings than those without dementia or cognitive 
impairment (11,12). 

During their long trajectory of decline, PLWD are more 
likely to be cared for by family care partners. For example, 
approximately 85% of Americans with probable dementia 
reside with family, friends, or in community adult assisted 
living facilities, while 15% live in nursing facilities (13). 
Family care partners of PLWD are three times more likely 
to experience caregiver burden in the PLWD’s last year 
of life compared to caregivers of people dying from other 
diseases (14). PLWD and their care partners are at higher 
risk for poor outcomes related to care transitions—defined 
as movements between health care services or locations 
of care—than their counterparts without dementia or 
cognitive impairment (15). Services for PLWD should be 
flexible, tailored, and equitable, but care systems are often 
fragmented and difficult to navigate (16). 

Care transitions for all patients increase risks of medical 
errors, disruptions in continuity of care, avoidable hospital 
admissions, and preventable adverse events; however, 
PLWD have the added risk of cognitive impairment, while 
their care partners manage and negotiate care with multiple 
providers, manage illness, and cope with psychosocial issues 
(17-19). PLWDs are at risk for multiple care transitions 
during their long trajectory of decline. For example, during 
the 6-month period post-diagnosis of Alzheimer’s disease, 
the average numbers of patient transitions between care 
settings have been found to be 2.8 originating from an 
inpatient setting, 2.4 from a skilled nursing facility, 0.3 
from a hospice setting, and 0.7 from a home or outpatient  
setting (20). The overall cost burden during this period has 
been high for individuals diagnosed with Alzheimer’s disease 
in a non-ambulatory setting (mean $41,468), while those 
diagnosed in ambulatory settings incurred only $12,597 in 
costs during the same period, suggesting that PLWD cared 
for in home and outpatient settings are better managed and 
cost the healthcare system less than PLWD in institutional 
settings; and that the earlier PLWD are managed, the 

Highlight box

Key findings 
• Some literature exists regarding care transitions for person living 

with dementia (PLWD) who are enrolled in US skilled home 
health (HH) or hospice. However, there is a dearth of literature 
that includes dementia or cognitive impairment as a variable in 
care transitions between the two settings.

What is known and what is new? 
• There is a prevalence of PLWD or cognitive impairment in US 

skilled HH and hospice. Dementia is a terminal illness with a 
long trajectory of decline, during which PLWD and their care 
partners are at risk for multiple care transitions. Skilled HH is 
rehabilitation-focused care, while hospice is comfort-focused care. 

• Evidence shows that PLWD benefit from longer episodes of care 
in either setting, but recent US policy changes have encouraged 
early disenrollment from both settings. Transitions between 
skilled HH and hospice may disrupt care and bring risks for poor 
outcomes. We found only one study that included dementia or 
cognitive impairment as a variable in care transitions between 
skilled HH and hospice.

What is the implication, and what should change now? 
• Future work is critically needed to explore assessment approaches 

specific to PLWD that lead to higher quality of coordination of 
care to, from, and between skilled HH and hospice.
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longer they can avoid intensive healthcare resource use (20). 
For PLWD, a transition may involve moving from 

one healthcare service to another, or it may involve being 
discharged from a healthcare service into the care of 
their informal care partners. In the present review, a care 
transition for PLWD includes being discharged from or 
admitted to a health service; or being transferred from 
one health service to another. Discharges from skilled 
HH to community or from hospice to community are also 
considered care transitions for the purposes of this review 
because care partners of PLWD must find alternate services 
to support their caregiving (21).

Involvement of mid-level practitioners in care transitions 
may affect outcomes for PLWD. For example, in both 
nursing home- and community-dwelling Medicare 
beneficiaries with ADRD, adjusted hospitalization rates 
were lower and hospice rates were higher for individuals 
with higher proportions of involvement by a nurse 
practitioner or physician’s assistant during their final 9 
months of life (22). PLWD are at risk for multiple care 
transitions, and support is needed to optimize outcomes.

Home-based care is an umbrella term used to describe all 
care provided in the home, and it is growing among older 
adults (1). For example, in the US, some type of home-based 
care has been accessed by 44.4% of PLWD, who are more 
likely to be female, non-Hispanic/Latino, and residing in 
metropolitan areas and in residential facilities (23). Growing 
diversity in the US may affect the demographic make-up 
of home-based care in the future (24). Home-based care, 
which can include skilled HH and hospice, is a growing 
setting with benefits for PLWD. For example, benefits 
include familiar environments and routines, which have 
been shown to decrease neuropsychiatric symptoms (NPS) 
and improve health outcomes for PLWD (25-27). Further, 
in post-hospitalization, many patients prefer to rehabilitate 
in skilled HH versus an inpatient setting because services 
are provided in the person’s home (28). As well, skilled HH 
is gaining attention as a site of long-term care with potential 
for palliative care and transitions to hospice (29-31).

The decision to pursue hospice care is like no other 
healthcare decision because it involves considering 
existential issues, adapting to new health care services, and 
coping with a shift in goals of care from cure to comfort 
(32-34). Hospice has been found to benefit PLWD since 
it is associated with improved symptom management 
and care partner satisfaction, decreased care partner 

burden, preventing hospitalization, and discontinuing 
unnecessary medications (35). Approximately one-half of 
all US Medicare hospice beneficiaries have primary or co-
morbid diagnoses of ADRD (5). Such a prevalence exists 
despite the Center for Medicare and Medicaid Services’ 
(CMS) 2016 implementation of a 2-tier payment system 
reducing reimbursement for hospice stays longer than 60 
days, which has been associated with reductions in the total 
number of hospice patients with ADRD (36,37). Evidence 
supports that ADRD diagnoses are prevalent in hospice, 
that hospice care benefits PLWD and their care partners, 
but that PLWD are at higher risk for live discharge than 
their counterparts without ADRD (5,38-43). Live discharge 
from hospice for PLWD and their care partners has been 
described as distressing and confusing; associated with 
numerous losses; and referred to disparagingly as being 
expelled from hospice (21). Once discharged from hospice, 
PLWD may transition to HH or other services which may 
disrupt continuity of care and bring risks of poor outcomes. 
In the US, the number of transitions between skilled HH 
and hospice is unlimited by policy (2,3).

Rationale and knowledge gap

Previous literature has shown that PLWD are at risk for 
multiple care transitions, associated with poor outcomes 
(17-20). However, there is a gap in knowledge regarding 
PLWD and care transitions related to the specific settings 
of skilled HH and hospice. Chen et al. conducted a review 
of literature studying the impact of HH on end-of-life 
outcomes for PLWD (11). They found that HH may be 
associated with a lower risk of acute care utilization in the 
late period (e.g., last 90 days before death) but a higher risk 
in the late period (e.g., last 15 days); that HH may increase 
palliative care referrals; and that advance care planning 
was an important factor influencing end-of-life outcomes. 
They also found that challenges for HH providers in 
medical decision-making and initiating palliative care may 
require further training and external support. Hirschman 
et al. conducted an integrative review and found that 
existing measures focus heavily on the outcomes of 
healthcare resource use and cost rather than the elements 
of transitional care or care coordination for PLWD and 
their care partners (44). Chen et al.’s and Hirschman et al.’s 
articles were excluded from our results because they were 
reviews and did not fit our inclusion criteria. Given the 
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gap in literature, we sought to examine care transitions of 
PLWD related to the settings of skilled HH and hospice.

Objective

The purpose of the present systematic review was to 
examine literature pertaining to (I) all care transitions for 
PLWD who are enrolled in skilled HH and hospice in 
the US and (II) specifically, care transitions between skilled 
HH and hospice for PLWD in the US. Results will inform 
interested parties on the effects of care transitions for PLWD 
in these two settings, which may lead to policy and practice 
changes to optimize care. Results will inform future research 
on health outcomes for PLWD in care transitions related to 
skilled HH and hospice. We present this article in accordance 
with the PRISMA reporting checklist (45) (available at 
https://apm.amegroups.com/article/view/10.21037/apm-
23-524/rc). 

Methods

A systematic review is a structured, comprehensive synthesis of 
literature to determine the best evidence available to address 
a healthcare question (46). The question was, “What is the 
literature pertaining to care transitions for PLWD enrolled 
in skilled HH and hospice and specifically between the two 
settings?” The review protocol was not formally registered. 
Study materials and data extracted from included studies can 
be obtained by contacting the corresponding author.

Eligibility

Inclusion criteria included English-language, peer-
reviewed articles set in the US and published between 2017 
and 2023 that addressed care transitions for PLWD or 

cognitive impairment related to skilled HH and hospice. 
The rationale for the timeframe was due to our intention to 
find evidence that might reflect recent US policy changes 
affecting PLWD in skilled HH and hospice (37,47,48). 
Exclusion criteria included articles older than the timeframe, 
did not fit the topic, and literature reviews, meta-analyses, 
study protocols, and opinion pieces. Inclusion and exclusion 
criteria appear in Table 1.

Search strategy and study selection

We employed a reference librarian (C.K.) to assist in 
the search. From March to July 21, 2023, and again on 
November 16, 2023, we searched CINAHL, PsychInfo 
(EBSCO version), and PubMed databases inputting 
keywords and index terms related to home health, care 
transition, hospice, and dementia (Appendix 1). The term, 
cognitive impairment, has been used as a measure of 
dementia—due to patient needs for reminders, levels of 
assistance, and levels of disorientation and delirium—and 
this approach is consistent with conceptual frameworks 
used to describe cognitive decline associated with dementia 
(7,8,49,50). Therefore, we included the search term, 
cognitive impairment.

Two authors (S.E.B. ,  R.A.F.)  reviewed art ic les 
independently. A three-step strategy was employed. Step 1 
involved viewing titles and abstracts; Step 2 involved reading 
the full article content of studies identified for inclusion from 
Step 1; and Step 3 involved a manual search of reference lists 
for additional studies. We constructed a PRISMA flowchart 
to describe the selection process (Figure 1). 

Data extraction

We extracted relevant data including problem/purpose, 

Table 1 Inclusion and exclusion criteria

Included Excluded

English-language Non-English language

Peer-reviewed Non-peer reviewed

Published between 2017–2023 Published before 2017

Primary research articles Literature reviews, meta-analyses, study protocols, and opinion pieces

Addressed care transitions related to dementia or cognitive 
impairment in the settings of home health or hospice

Did not address care transitions related to dementia or cognitive impairment 
in the settings of home health or hospice

Set in the United States Set in non-United States countries

https://apm.amegroups.com/article/view/10.21037/apm-23-524/rc
https://apm.amegroups.com/article/view/10.21037/apm-23-524/rc
https://cdn.amegroups.cn/static/public/APM-23-524-Supplementary.pdf
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des ign,  sample ,  methods ,  instruments ,  f indings , 
implications, and limitations. Information from included 
studies was extracted by authors S.E.B. and R.A.F. 
independently. Author G.L.T. resolved disagreements and 
checked for accuracy. 

Quality assessment

Following Chen et al.’s example, we used the Critical 
Appraisal Skills Programme (CASP) tool kit to appraise 
the quality of the studies (https://casp-uk.net/casp-tools-
checklists/) (11,51). Studies were rated as strong, moderate, 
or weak. Ratings were based on design, data collection 
method, intervention integrity, appropriate analysis, and 
implications for practice. Two authors (S.E.B., R.A.F.) 
appraised studies independently. Discrepancies were 
resolved through consensus.

Data synthesis

We narratively described the data on care transitions 

between HH and hospice for PLWD. We used synthesis, 
which is a textual approach to the data and involves an 
overall assessment of the robustness of the evidence. We 
described each of the studies and then grouped them by 
setting, while analyzing for similarities and differences 
between them (52). We were unable to conduct a meta-
analysis due to methodological heterogeneity across studies.

Results

Of the 230 retrieved studies, 14 met the criteria for 
inclusion and are listed in Table 2 (38-43,53-60). Articles 
included were set in the US, published between 2017–2023, 
and were primarily quantitative studies involving descriptive 
or regression analyses of administrative datasets. One 
included study was qualitative. Results were grouped into 
three categories based on the research questions: Care 
Transitions for PLWD or Cognitive Impairment Enrolled 
in Skilled Home Health; Care Transitions for PLWD or 
Cognitive Impairment Enrolled in Hospice; and Care 
Transitions between Skilled Home Health and Hospice for 
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• CINAHL (n=12)

• PsychInfo (n=197)

• PubMed (n=21)

Records removed before 

screening:

• Duplicate records removed 

(n=17)

Records excluded

(n=29)

Reports not retrieved

(n=0)

Reports excluded (n=170)

• Literature Reviews (n=9)

• Meta-Analyses (n=7)

• Opinion (n=1)
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Records screened (titles and abstracts) 
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(n=184)

Figure 1 Prisma 2020 flow diagram.

https://casp-uk.net/casp-tools-checklists/
https://casp-uk.net/casp-tools-checklists/
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Table 2 Characteristics of studies included in the review (38-43,53-60)

Source & 
country

Purpose Design Sample Methods Instruments Findings Implications Limitations Quality

Burke et al., 
2022 (53), USA

Compare outcomes of 
post-acute care between 
HH and SNF following 
hospitalization among 
Medicare beneficiaries 
with dementia

Retrospective 
cohort analysis

977,946 Medicare 
beneficiaries with diagnosis 
of dementia, discharged from 
hospital between January 
1 2015 and December 31, 
2016. Included only the first 
hospitalization followed 
by post-acute stay per 
beneficiary.

3-year look-back. 
2-stage least-squares 
regressions

MedPAR, MDS, OASIS, 
Hospice, and MBSF

30.4% received HH after hospital discharge 
and 69.6% went to SNF

SNF may be overutilized. SNF may be used as 
a bridge to long-term care. PLWD may benefit 
more from a supportive home environment than a 
transition from one unfamiliar facility to another. CPs 
may need more support for round-the-clock ADL 
support

Dementia diagnoses may underestimate the true 
prevalence of dementia, especially given the 
change from ICD-9 to ICD-10 codes

Strong

De Vleminck  
et al., 2018 (43), 
USA

Characterize hospices that 
serve PLWD, to compare 
patterns of hospice 
disenrollment for PLWD 
and without dementia, 
and to evaluate patient-
level and hospice-level 
characteristic associated 
with hospice disenrollment

Longitudinal 
cohort study

149,814 hospice enrollees 
cared for by 577 hospices

Generalized linear 
models, multivariable 
logistic regression

Medicare hospice 
claims data & National 
Hospice Survey

4.9% had primary diagnosis of dementia. 
Hospices caring for PLWD were more 
likely to be for-profit and serve a large 
(>30%) percentage of nursing home 
patients. Disenrollment for PLWD more 
associated with dementia diagnosis than 
with hospitalization; PLWD more likely to 
be disenrolled after 165 days if served by 
smaller hospices and hospices serving a 
small percentage of nursing home patients

All hospices should have the right expertise 
in providing quality care for PLWD. Hospice 
disenrollment rates and the reason for disenrollment 
should be a reportable hospice quality measure

Data collected 2008–2010 may not reflect current 
data. Instruments did not include reasons for 
disenrollment. May not be generalizable to the 
7% of hospices that are not Medicare-certified, 
hospice users who are not Medicare beneficiaries 
or who are enrolled in managed care

Strong

Clayton et al., 
2021 (38), USA

Examine the prevalence 
of live hospice discharge 
and understand the 
experiences of families and 
hospice staff who have 
experienced live hospice 
discharge

Mixed 
methods

5,648 hospice discharges. Five 
family caregivers. Six hospice 
staff

Review of 
administrative data for 
hospice admissions; 
focus groups for 
narrative data

NA Dementia was the most prevalent live 
discharge diagnosis

Regulatory guidelines for hospice eligibility need 
increased flexibility to accommodate protracted 
and less predictable patient decline. Patients, 
families, and hospice staff need alternative ways to 
support patients and families when live discharge is 
necessary

None listed Strong

Hunt et al., 
2022 (58), USA

What impacts a Medicare 
client experiencing 
dementia to disenroll from 
hospice or continue in 
hospice?

Retrospective, 
observational 
cohort study

867,695 Medicare hospice 
first-time enrollees with 
dementia

Used national 2012–
2017 Medicare data 
linked to databases of 
hospices and regional 
characteristics

CMS Provider of 
Service Files, Hospice 
Public Use File, 
Hospice Compare 
database

Hospice disenrollment varies by type of 
hospice, geographic region, age, gender, 
race, and ethnicity

2016 Medicare Hospice Payment Reform reduced 
payments to hospice agencies if clients remined 
longer than 60 days. States are instituting laws to 
regulate the opening of new hospice agencies

This was a data study. Did not have information 
on the client’s preferences and beliefs around 
end-of-life care. Results may not be up-to-date 
since the data set ended in 2017, and major 
revision to Medicare have been made. The 
competing risk nature of the outcomes since 
mortality would prevent disenrollment. Race and 
ethnicity are not self-reported

Strong

Knox et al., 
2021 (55), USA

Determine the association 
between patient factors 
and successful discharge 
to community after HH for 
PLWD

Retrospective 790,439 Medicare HH 
beneficiaries

Multilevel logistic 
regression

Home Health Base File, 
OASIS data, MedPAR, 
and Beneficiary 
Summary files

Beneficiaries with ADRD had a significantly 
lower odds of successful discharge to 
community than those without ADRD

Prioritization of evidence-based mobility and self-
care interventions combined with robust episodes of 
care has the potential to improve rates of successful 
discharge to community after HH for PLWD

ADRD definition was based on ICD-10, which 
has been shown to have poor sensitivity

Strong

Knox et al., 
2022a (54), 
USA

Identify home health 
utilization factors 
associated with successful 
community discharge for 
beneficiaries with and 
without ADRD

Retrospective 535,691 patients, 18.0% with 
ADRD

Multilevel logistic 
regression

Medicare Home Health 
Base File, OASIS data, 
and the Beneficiary 
Summary File

Longer HH episodes were associated 
with an increased likelihood of successful 
discharge from HH; and this association 
was stronger for PLWD

Shifts to shorter duration of care may have a 
detrimental effect on the health and rehabilitation of 
PLWD

Stages of dementia were not differentiated. 
OASIS data collection may not be consistent 
across clinicians or agencies

Strong 

Knox et al., 
2022b (56), 
USA

Examine the association 
between dementia severity 
and risk of early discharge 
from HH

Retrospective 91,302 Medicare beneficiaries 
with ADRD 

Multilevel logistic 
regression

Dementia Severity 
Scale. Medicare 
Home Health Base 
File, OASIS, Medicare 
Provider Analysis and 
Review, and Beneficiary 
Summary File

Highest rate of early discharge in PLWD 
occurred in Stage 4 dementia

Future research should examine additional factors 
that may contribute to early discharge from HH for 
PLWD

No gold standard for ADRD severity by which to 
compare this study’s dementia severity scale

Moderate

Table 2 (continued)



Annals of Palliative Medicine, 2024 7

© Annals of Palliative Medicine. All rights reserved.   Ann Palliat Med 2024 | https://dx.doi.org/10.21037/apm-23-524

Table 2 (continued)

Source & 
country

Purpose Design Sample Methods Instruments Findings Implications Limitations Quality

Luth et al.,  
2021 (40), USA

Examine how home 
hospice and nurse visit 
frequency relate to 
dying in hospice within 
the Medicare-intended 
6-month period

Retrospective 
cohort study. 
Multivariable 
survival 
analyses

3,837 patients with dementia 
who met study criteria and 
received hospice services 
from 2013 to 2017 in one non-
profit hospice agency. Original 
data included 23,526 patients

Used electronic 
medical records of 
patients receiving 
hospice care from 2013 
to 2017 in New York 
City

Charlson Comorbidity 
Index. Palliative 
Performance Scale

39% of hospice patients experienced 
live discharge or long length of stay. 61% 
died within 180 days of enrollment. Home 
hospice patients were more likely to 
experience live discharge or long length 
of stay. Frequency of nurse visits was 
associated with patient death

Hospice guidelines may need to permit longer stays 
so home hospice patients can remain continuously 
enrolled saving families the costs associated with 
live discharge

Data was from a single not-for-profit hospice 
agency. Reasons for long length of stay or live 
discharge are not in the data. Home hospice 
patients received visits from facility nurses that 
are not included in the data. Researchers could 
not understand the mechanisms linking home 
hospice, nurse visits, and risk of expected death 
through the use of retrospective data

Strong

Luth et al.,  
2020 (39), USA

Identify demographic, 
health, and hospice service 
factors associated with live 
discharge due to condition 
stabilization or failure to 
decline among hospice 
patients with dementia

Retrospective 
cohort study

2,629 hospice patients with 
dementia aged 65 or over 
who died in hospice care or 
were discharged live due to 
a stabilized disease process. 
Large not-for-profit hospice 
agency in New York

Review structured 
fields in electronic 
medical records

Palliative Performance 
Scale (PPS) upon 
admission. Thirty-three 
comorbidities were 
measured using the 
Charlson Comorbidity 
Index31 and the total 
number of serious 
illnesses

Compared with white hospice patients 
with dementia, African American and 
Hispanic hospice patients with dementia 
experienced increased risk of live 
discharge; longer length of service; 
more days between nurse visits. 7% 
were discharged live (72% female; 98% 
no Medicaid; 73% not married; 32% of 
Hispanic patients were discharged live

Interventions to reduce live discharge due to 
condition stabilization or failure to decline should 
be tailored to meet the needs of African American, 
Hispanic, and home hospice patients. Live discharge 
from hospice is a burdensome and disruptive 
transition for PLWD and their caregivers. Examine 
the decision-making process behind referring 
PLWD to hospice to identify areas for education and 
improvement

Data is from only one hospice agency. Results 
may not be generalizable. Racial & ethnic issues 
may be related to socioeconomic status. EMR 
does not identify the rationale for live discharge 
from hospice

Strong

Osakwe et al., 
2022 (60), USA

Examine 
sociodemographic and 
clinical characteristic 
present on admission 
to HH associated with 
discharge to hospice

Cross-
sectional, 
descriptive

489,230 Medicare HH patients 
age ≥65 who had a start-of-
care OASIS in 2017

Andersen Behavior 
Model, descriptive 
statistics

OASIS data Patients with severe ADL dependence and 
patients with cognitive impairment had 
significantly shorter time to discharge to 
home hospice

The HH setting provides a critical opportunity to 
identify patients at EOL, provide goals of care 
discussions, and facilitate timely referral to hospice

No diagnosis data Strong 

Russell et al., 
2017 (42), USA

Report frequencies and 
associated risk factors for 
four distinct causes of live 
discharge from hospice

Retrospective 
cohort study

9,190 adult hospice patients Logistic regression Agency electronic 
health record

Characteristics associated with live 
discharge: Revocation associated with 
younger age, racial and ethnic minorities, 
those without advance directives. Acute 
hospitalization was the most frequent 
reason for live discharge

Interventions that prepare patients and caregivers 
for EOL at home and improving awareness of 
supportive services available through hospice may 
help to reduce live discharge and promote hospice 
enrollment

Single hospice agency. Retrospective design 
does not allow for attributing causal relationships

Strong

Teno et al., 
2022 (41), USA

Assess trends in place 
of care before hospice 
enrollment

Retrospective 
cohort study

15,203,083 Medicare 
decedents age ≥66 years

Descriptive statistics 
and logistic regression

Medicare Residential 
History File

Among hospice enrollees, 27.7% 
transitioned from community, 31.8% from 
hospital, and 10.1% from SNF

The place of care before hospice reflects the 
functional trajectory in the last year of life. Decedents 
enrolled in hospice from the community need to 
be interpreted with other potential markers of the 
quality of hospice care

Only Medicare beneficiaries were included. 
Hospital considered place of care before hospice 
enrollment for those who transferred from 
hospital to home health and then to hospice but 
died within three days of discharge from hospital

Strong

Wladkowski & 
Endguidanos, 
2023 (57), USA

Explore perceptions of 
hospice re-enrollment 
among caregivers of PLWD 
following a live discharge 
from hospice

Qualitative 22 hospice caregivers Semistructured 
interviews

Interview guide Caregivers believed they needed to wait 
for a crisis to re-enroll in hospice; unsure 
about appropriateness of hospice if PLWD 
could not stay on service until death

Medicare should reform the hospice benefit for 
PLWD

– Strong

Zhang et al., 
2023 (59), USA

Compare healthcare 
utilization and mortality 
after hospice live discharge 
among Medicare patients 
with and without ADRD

Retrospective 
cohort study

153,696 Medicare patients 
discharged alive from hospice 
between 2014–2019

Descriptive statistics Medicare claims data PLWD discharged alive from hospice were 
more likely to have ED visits and less likely 
to be readmitted to hospice 30 days after 
live discharge; 180 days post-discharge, 
they were more likely to be readmitted to 
hospice. Black patients had significantly 
worse outcomes after hospice live 
discharge than white patients

Further investigation is warranted of initial hospice 
enrollment. The lower mortality and prolonged 
survival time of ADRD patients after hospice live 
discharge requires better decision-making regarding 
when to start hospice benefits and improved 
planning and care coordination following a hospice 
live discharge. Policymakers should further explore 
ways to incentivize longer term care coordination 
between hospice and other providers, and to better 
scrutinize hospice enrollment for certain patient sub-
groups such as those with ADRD

Use of claims data might be less precise. Patient 
satisfaction was not examined

Strong

HH, home health; SNF, skilled nursing facility; MedPAR, Medicare Provider Analysis and Review; MDS, minimum data set; OASIS, Outcome and Assessment Information Set; MBSF, Master Beneficiary Summary File; PLWD, person living with dementia; CPs, care partners; ADL, activities of daily living; ICD, 
International Classification of Diseases; NA, not applicable; CMS, Center for Medicare and Medicaid Services; ADRD, Alzheimer’s disease and related dementias; EMR, electronic medical record; EOL, end of life; ED, emergency department. 
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PLWD. Figure 1 illustrates the study flow.

Care transitions for PLWDs or cognitive impairment 
enrolled in skilled HH 

Four studies were found specific to care transitions for 
persons with dementia or cognitive impairment enrolled 
in skilled HH (53-56). Studies focused on discharge to 
community, demographics, readmission to HH, and 
readmission to hospital. Identified factors related to PLWD 
and transitions to and from HH included presence of 
cognitive impairment, stage of dementia, dependence for 
activities of daily living (ADL), and symptom burden. 

When being discharged from the hospital, PLWD are 
more likely to be institutionalized in a skilled nursing 
facility than to transfer to skilled HH, even though PLWD 
may benefit more from a supportive home environment, 
and rates of mortality and readmission to the hospital are 
the same between the two settings (53). Longer skilled HH 
episodes for PLWD have been associated with successful 
discharge—remaining in community without hospital 
readmission or death—than short episodes for PLWD (54). 
Results in this category showed that PLWD in skilled HH 
are more likely than their counterparts without ADRD to 
have unsuccessful discharge to community and readmission 
to skilled HH. Unsuccessful discharge to community is 
defined as readmission to the hospital during skilled HH, 
unplanned hospitalization after discharge from skilled 
HH, or mortality (55). PLWD with early discharge from 
skilled HH—defined as missing more than two planned 
therapy visits—are more likely to have stage 4 dementia 
which represents more independence and a higher level of 
functioning (56). The literature in this category shows that 
PLWD benefit from the home setting and longer episodes 
of skilled HH care; but they are at higher risk for early, 
unsuccessful discharge to community, and higher rates of 
readmission to skilled HH than their counterparts without 
ADRD.

Care transitions for PLWDs enrolled in hospice care

 Nine studies examined care transitions for PLWD enrolled 
in hospice care (38-43,57-59). Studies centered on live 
discharge from hospice and post-discharge characteristics. 

PLWD are at risk for long hospice stays as well as live 
discharge from hospice. For example, among those with 
long hospice stays, dementia has been found to be the 
predominant diagnosis; however, PLWD are up to four 

times more likely to experience live discharge, for which 
Black or African Americans and Hispanic Americans are 
at higher risk (38-43). Live discharge from hospice affects 
caregiver decisions about re-enrollment in hospice because 
the care partners believe they need to wait for a medical 
crisis to re-enroll or are unsure of the appropriateness of 
the hospice service if their loved one cannot continuously 
receive it until death (57). In 2016, Medicare Hospice 
Payment Reform reduced payments to hospice agencies 
if clients remained longer than 60 days, thus providing 
impetus for live discharge of such patients (37,58). 
Predictors of live discharge from hospice for PLWD include 
younger age, being female, racial and ethnic minorities, dual 
eligibility for Medicare and Medicaid, and residing at home 
or in an assisted living facility (58).

Once PLWD are discharged from hospice, they have 
higher rates of emergency department use, lower rates 
of hospitalization, lower mortality, longer survival time, 
and initially lower but gradually increasing rate of hospice 
readmission than their counterparts without ADRD (59). 
Of these, Black patients have significantly worse outcomes 
than white patients (59). 

Care transitions between skilled HH and hospice for 
PLWD 

Only one study included results regarding the relationship 
between cognitive impairment and care transitions between 
skilled HH and hospice (60). Among all beneficiaries, people 
with cognitive impairment, severe ADL dependence, high 
symptom burden, and identification with Black and Hispanic 
race or ethnicity were found to have a shorter time receiving 
skilled HH services before transitioning to hospice care (60). 
Osakwe et al.’s study was the only one of our findings that 
addressed ADRD or cognitive impairment as a variable in 
transitions between skilled HH and hospice (60).

Discussion 

In this systematic review, we aimed to highlight findings 
on (I) care transitions for PLWD enrolled in skilled HH 
and hospice and (II) specifically, care transitions for PLWD 
between skilled HH and hospice. We identified a gap in the 
literature: There was only one study providing evidence on 
care transitions between the two settings for PLWD (60). 

For all US Medicare decedents regardless of diagnosis, 
Oh et al. found that 19.9% received HH only, 25.8% 
hospice only, and 18.8% had received both skilled HH and 
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hospice, at some point during their last 6 months of life (61). 
The finding that 18.8% received both HH and hospice 
during the last 6 months of life may indicate care transitions 
between the two settings. It is unknown what proportion of 
these decedents were PLWD. 

Our findings are notable because they point to the 
propensity for PLWD to experience care transitions that 
involve skilled HH and hospice, which holds implications 
for policy, research, and practice. We found that in skilled 
HH care, PLWD benefit from longer episodes, but they 
are at higher risk for early, unsuccessful discharge to 
community, and they are at higher risk for both a shorter 
time to transition to hospice and for readmission to HH, 
especially among minoritized patients. Appropriate timing 
of referral to hospice for PLWD may be affected by the 
limitations of current prognostic assessment tools based on 
functional status, since PLWD may show other predictors 
of decline related to social determinants of health, quality 
of life, or neuropsychiatric symptoms which are not 
included in many prognostic assessments (62,63). These 
limitations in prognostication may contribute to greater 
risk of long lengths of stay or live discharge from hospice, 
in turn affecting caregiver decisions about re-enrollment in 
hospice care. We did not find support for the phenomenon 
of PLWD transitioning between skilled HH and hospice. 
It may be that the phenomenon does not exist; however, it 
is possible that the transition may not be direct, involving 
a third care setting such as a skilled nursing facility or  
hospital (64). For example, crisis events may prompt 
hospitalization between the skilled HH and hospice settings 
for PLWD. That is, a PLWD in skilled HH may experience 
a crisis and transition to the hospital where goals of care 
conversations take place, and then transition to hospice 
care. Likewise, a PLWD receiving hospice care may choose 
to revoke the hospice benefit in favor of hospitalization, 
and then transition to skilled HH. Another possibility 
contributing to the lack of literature on this topic involves 
methodological choices affecting inclusion and exclusion 
criteria in research. 

Current US policy may affect care transitions between 
skilled HH and hospice for PLWD. For example, in January 
2020, the CMS implemented the Patient-Driven Groupings 
Model (PGDM), designed to place greater emphasis on 
a patient’s clinical, health, and functional characteristics 
when determining the payment rate in HH (47,48). 
PDGM disincentivizes skilled HH agencies from admitting 
patients with chronic and complex conditions, such as 
ADRD, that require more visits and longer durations of 

care (47). As well, current US hospice regulations reducing 
reimbursement after 60 days of enrollment dissuade 
providers from admitting and recertifying patients with 
chronic conditions such as ADRD, even though the 
literature supports that PLWD and their care partners 
benefit from hospice services (35,36). Therefore, adjusting 
hospice eligibility criteria for PLWD and developing 
integrated models of care across the continuum may ensure 
that PLWD and their care partners have the support they 
need (39). Alternatives include dementia care management 
programs and home-based palliative care, which could 
either integrate with or replace hospice services (38,39). 
Home-based care, including longer lengths of stay in skilled 
HH and hospice, has been shown to benefit PLWD, but 
current US policy on skilled HH and hospice discourages 
long lengths of stay. Given the prevalence of ADRD 
diagnoses in both settings, the preference for and benefits 
of home-based care among PLWD, and current US 
policy encouraging discharge from each service, a deeper 
examination of transitions between skilled HH and hospice 
is necessary. That is, PLWD may be experiencing multiple 
care transitions between the two Medicare-reimbursed 
home-based services, but research is needed to examine this. 
Future research should examine such transitions in non-US 
countries, as policies and practices may vary.

Future research should examine health outcomes 
related to PLWD who transition between skilled HH and 
hospice, with methodological approaches that capture this 
population appropriately. Further, future research should 
test precision health approaches, including clinical decision 
support tools, which move beyond current prognostic 
assessment tools used in HH and hospice for PLWD (62,63). 
These precision health approaches could be ultimately 
integrated into health systems to prompt health care 
providers to have goals-of-care conversations with PLWD 
and their caregivers to determine appropriate services such 
as skilled HH and hospice (62). Implications for practice 
include staff education and communication training about 
end-of-life trajectories and needs for PLWD and their care 
partners in HH and hospice. 

For PLWD and their care partners, services should be 
tailored and equitable (12). Our findings hold implications 
for practice, supporting those of Mogan et al.’s narrative 
synthesis which underscored the importance of generating 
innovative strategies such as compassionate community 
palliative care initiatives for care provision for PLWD, who 
are at risk for multiple care transitions including skilled HH 
and hospice (65). Further, having one designated healthcare 
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provider has been recommended to guide PLWD and their 
care partners throughout the disease trajectory to assuage 
fragmentation in dementia care (66).

Care transitions toward end of life carry various effects 
on clients, family members, and health care providers; 
therefore, all interested parties may need education about 
skilled HH, end-of-life care, hospice care, and palliative 
care (67,68). Positive care transitions have been associated 
with family decision-making strategy education as well 
as general education about care transitions, end of life, 
hospice, and palliative care, which take place early in the 
dementia disease process (68,69). 

Facilitators of hospice discussions in the skilled HH 
setting have included interdisciplinary team-based clinical 
review, clinical decision support tools to determine hospice 
eligibility, and staff training (30). Several models exist for 
communicating about such themes (70-72). For example, 
Bigger et al. tested the COMFORT© communication 
model among the skilled HH interprofessional team and 
found that it was feasible and highly acceptable for training 
the team in discussing palliative care, hospice care, and 
advance care planning with skilled HH patients and their 
care partners and may assist providers in supporting PLWD 
and their care partners in avoiding inappropriate care 
transitions and facilitating goal-concordant care (29,71). 

Strengths and limitations

We comprehensively and systematically searched the 
literature by applying a wide range of search terms related 
to our topic. We critically appraised the quality of the 
studies using a standardized tool. Limitations of evidence 
in the literature appear in Table 2. Although the timeframe 
was intended to reflect recent US policy changes, it may 
have limited the results. For example, no included studies 
listed provider comfort with discussing end-of-life themes 
as a potential variable affecting care transitions for PLWD. 
Limitations of the review process include the lack of 
meta-analysis. There was also a limitation in that we did 
not include hospitalization as a potential care transition 
between the two settings of HH and hospice. Further, the 
research was limited by the inclusion criteria of studies set 
in the US, as skilled HH and hospice may look different in 
other countries, based on policy and practice. Finally, the 
literature on hospice did not differentiate between home 
hospice and in-patient hospice.

Conclusions

Evidence shows that both HH and hospice benefit PLWD 
and their care partners (25-27,35). Our findings illustrate 
there is a high risk of care transitions for PLWD, especially 
for those from racial and ethnic minoritized groups; 
however, we found a gap in the literature specifically 
regarding transitions between skilled HH and hospice for 
PLWD. Given PLWD’s long trajectory of decline, future 
research should include dementia or cognitive impairment 
as a factor in studying care transitions for PLWD enrolled 
in skilled HH and hospice. In addition, future work should 
explore assessment approaches specific to PLWD that 
lead to higher quality of coordination of care to, from, and 
between skilled HH and hospice. 

Acknowledgments

The authors would like to thank Milton Bigger for serving 
as copy editor.
Funding: None.

Footnote

Reporting Checklist: The authors have completed the 
PRISMA reporting checklist. Available at https://apm.
amegroups.com/article/view/10.21037/apm-23-524/rc

Peer Review File: Available at https://apm.amegroups.com/
article/view/10.21037/apm-23-524/prf

Conflicts of Interest: All authors have completed the 
ICMJE uniform disclosure form (available at https://apm.
amegroups.com/article/view/10.21037/apm-23-524/coif). 
G.L.T. serves on a DSMB for a clinical trial related to in 
home palliative care for patients living with dementia and 
their care partners. The main role of the DSMB is to ensure 
the study is progressing safely. The other authors have no 
conflicts of interest to declare.

Ethical Statement: The authors are accountable for all 
aspects of the work in ensuring that questions related 
to the accuracy or integrity of any part of the work are 
appropriately investigated and resolved.

Open Access Statement: This is an Open Access article 

https://apm.amegroups.com/article/view/10.21037/apm-23-524/rc
https://apm.amegroups.com/article/view/10.21037/apm-23-524/rc
https://apm.amegroups.com/article/view/10.21037/apm-23-524/prf
https://apm.amegroups.com/article/view/10.21037/apm-23-524/prf
https://apm.amegroups.com/article/view/10.21037/apm-23-524/coif
https://apm.amegroups.com/article/view/10.21037/apm-23-524/coif


Annals of Palliative Medicine, 2024 11

© Annals of Palliative Medicine. All rights reserved.   Ann Palliat Med 2024 | https://dx.doi.org/10.21037/apm-23-524

distributed in accordance with the Creative Commons 
Attribution-NonCommercial-NoDerivs 4.0 International 
License (CC BY-NC-ND 4.0), which permits the non-
commercial replication and distribution of the article with 
the strict proviso that no changes or edits are made and the 
original work is properly cited (including links to both the 
formal publication through the relevant DOI and the license). 
See: https://creativecommons.org/licenses/by-nc-nd/4.0/.

References

1. Sengupta M, Lendon JP, Caffrey C, et al. Post-acute 
and Long-term Care Providers and Services Users 
in the United States, 2017-2018. Vital Health Stat 3 
2022;(47):1-93.

2. CMS.gov. Home Health Providers. CMS.gov. 
September 6, 2023. Available online: https://www.cms.
gov/medicare/health-safety-standards/guidance-for-
laws-regulations/home-health-agencies/home-health-
providers

3. Medicare.gov. Hospice Care Coverage. Medicare.gov. 
2019. Available online: https://www.medicare.gov/
coverage/hospice-care

4. National Hospice and Palliative Care Organization 
(NHPCO). Hospice Facts and Figures. NHPCO. August 
17, 2020. Available online: https://www.nhpco.org/
hospice-facts-figures/

5. Aldridge MD, Hunt L, Husain M, et al. Impact of 
Comorbid Dementia on Patterns of Hospice Use. J Palliat 
Med 2022;25:396-404.

6. Alzheimer's Association. On the front lines: Primary care 
physicians and Alzheimer’s care in America. 2023. Available 
online: https://www.alz.org/media/Documents/
alzheimers-facts-and-figures.pdf

7. American Psychiatric Association. Diagnostic and 
statistical manual of mental disorders. 5th ed. Arlington 
(VA): American Psychiatric Publishing; 2013.

8. Zarit SH, Zarit JM. Disorders of aging: Dementia, 
delirium, and other cognitive problems. In: Zarit SH, 
Zarit JM, editors. Mental disorders in older adults: 
Fundamentals of assessment and treatment (2nd Ed.). New 
York: Guilford Press; 2005. p. 40-77.

9. Mo L, Geng Y, Chang YK, et al. Referral criteria to 
specialist palliative care for patients with dementia: A 
systematic review. J Am Geriatr Soc 2021;69:1659-69.

10. Broyles IH, Li Q, Palmer LM, et al. Dementia’s unique 
burden: Function and health care in the last 4 years of life. 
The Journals of Gerontology: Series A 2023;78:1053-9.

11. Chen PJ, Smits L, Miranda R, et al. Impact of home 
healthcare on end-of-life outcomes for people with 
dementia: a systematic review. BMC Geriatr 2022;22:80.

12. Ding J, Cook A, Qin X, et al. Palliative care needs and 
utilization of specialist services for people imminently 
dying with dementia: A national population-based study. 
Int J Nurs Stud 2020;109:103655.

13. Mather M, Scommegna P. The demography of dementia 
and dementia Caregiving. PRB. 2020. Available online: 
https://www.prb.org/resources/the-demography-of-
dementia-and-dementia-caregiving/

14. Vick JB, Ornstein KA, Szanton SL, et al. Does Caregiving 
Strain Increase as Patients With and Without Dementia 
Approach the End of Life? J Pain Symptom Manage 
2019;57:199-208.e2.

15. Hirschman KB, Hodgson NA. Evidence-Based 
Interventions for Transitions in Care for Individuals 
Living With Dementia. Gerontologist 2018;58:S129-40.

16. Morrisby C, Ciccarelli M, Joosten A. Mind the gap: 
Comparing perspectives of service providers to the 
needs of people with dementia living in the community. 
Dementia (London) 2021;20:1425-41.

17. Hesselink G, Flink M, Olsson M, et al. Are patients 
discharged with care? A qualitative study of perceptions 
and experiences of patients, family members and care 
providers. BMJ Qual Saf 2012;21 Suppl 1:i39-49.

18. Kripalani S, Jackson AT, Schnipper JL, et al. Promoting 
effective transitions of care at hospital discharge: a review 
of key issues for hospitalists. J Hosp Med 2007;2:314-23.

19. Rennke S, Nguyen OK, Shoeb MH, et al. Hospital-
initiated transitional care interventions as a patient 
safety strategy: a systematic review. Ann Intern Med 
2013;158:433-40.

20. Khandker RK, Black CM, Xie L, et al. Analysis of Episodes 
of Care in Medicare Beneficiaries Newly Diagnosed with 
Alzheimer's Disease. J Am Geriatr Soc 2018;66:864-70.

21. Hunt LJ, Harrison KL. Live discharge from hospice for 
people living with dementia isn't "graduating"-It's getting 
expelled. J Am Geriatr Soc 2021;69:1457-60.

22. Oh H, White EM, Muench U, et al. Advanced practice 
clinician care and end-of-life outcomes for community- 
and nursing home-dwelling Medicare beneficiaries with 
dementia. Alzheimers Dement 2023;19:3946-64.

23. Ornstein KA, Ankuda CK, Leff B, et al. Medicare-
funded home-based clinical care for community-dwelling 
persons with dementia: An essential healthcare delivery 
mechanism. J Am Geriatr Soc 2022;70:1127-35.

24. United States Census Bureau. Population Projections. 

https://creativecommons.org/licenses/by-nc-nd/4.0/
http://CMS.gov
http://CMS.gov
https://www.cms.gov/medicare/health-safety-standards/guidance-for-laws-regulations/home-health-agencies/home-health-providers
https://www.cms.gov/medicare/health-safety-standards/guidance-for-laws-regulations/home-health-agencies/home-health-providers
https://www.cms.gov/medicare/health-safety-standards/guidance-for-laws-regulations/home-health-agencies/home-health-providers
https://www.cms.gov/medicare/health-safety-standards/guidance-for-laws-regulations/home-health-agencies/home-health-providers
http://Medicare.gov
http://Medicare.gov
https://www.medicare.gov/coverage/hospice-care
https://www.medicare.gov/coverage/hospice-care
https://www.nhpco.org/hospice-facts-figures/
https://www.nhpco.org/hospice-facts-figures/
https://www.alz.org/media/Documents/alzheimers-facts-and-figures.pdf
https://www.alz.org/media/Documents/alzheimers-facts-and-figures.pdf
https://www.prb.org/resources/the-demography-of-dementia-and-dementia-caregiving/
https://www.prb.org/resources/the-demography-of-dementia-and-dementia-caregiving/


Bigger et al. Transitions between HH and hospice 12

© Annals of Palliative Medicine. All rights reserved.   Ann Palliat Med 2024 | https://dx.doi.org/10.21037/apm-23-524

September 27, 2023. Available online: https://www.
census.gov/programs-surveys/popproj.html

25. Callahan CM, Arling G, Tu W, et al. Transitions in care 
for older adults with and without dementia. J Am Geriatr 
Soc 2012;60:813-20.

26. Callahan CM, Tu W, Unroe KT, et al. Transitions in Care 
in a Nationally Representative Sample of Older Americans 
with Dementia. J Am Geriatr Soc 2015;63:1495-502.

27. Son GR, Therrien B, Whall A. Implicit memory and 
familiarity among elders with dementia. J Nurs Scholarsh 
2002;34:263-7.

28. Gregory P, Edwards L, Faurot K, et al. Patient 
preferences for stroke rehabilitation. Top Stroke Rehabil 
2010;17:394-400.

29. Bigger SE, Zanville N, Wittenberg E, et al. Palliative Care 
Communication Among Home Health Interprofessional 
Staff: A Randomized Controlled Trial of Feasibility, 
Acceptability, and Preliminary Effectiveness. Am J Hosp 
Palliat Care 2024;41:203-10.

30. Osakwe ZT, Oni-Eseleh O, Rosati RJ, et al. "The 
Crossover to Hospice": Perspectives of Home Healthcare 
Nurses and Social Workers. Am J Hosp Palliat Care 
2023;40:613-9. 

31. Ankuda CK, Moreno J, Teno JM, et al. Transitions from 
Home Health to Hospice: The Role of Agency Affiliation. 
J Palliat Med 2022;25:873-9.

32. Casarett D, Crowley R, Stevenson C, et al. Making 
difficult decisions about hospice enrollment: what do 
patients and families want to know? J Am Geriatr Soc 
2005;53:249-54.

33. Candrian C, Tate C, Broadfoot K, et al. Designing 
Effective Interactions for Concordance around End-of-
Life Care Decisions: Lessons from Hospice Admission 
Nurses. Behav Sci (Basel) 2017;7:22.

34. Ellington L, Cloyes K, Berry P, et al. Complexities for 
hospice nurses in supporting family caregivers: opinions 
from U.S. thought leaders. J Palliat Med 2013;16:1013-9.

35. Sternberg SA, Sabar R, Katz G, et al. Home hospice for 
older people with advanced dementia: a pilot project. Isr J 
Health Policy Res 2019;8:42.

36. Gianattasio KZ, Moghtaderi A, Lupu D, et al. Evaluation 
of Federal Policy Changes to the Hospice Benefit and 
Use of Hospice for Persons With ADRD. JAMA Health 
Forum 2022;3:e220900.

37. US Centers for Medicare & Medicaid Services . 
Implementation of the hospice payment reforms. Medicare 
Learn Netw. 2015;MM9201:1-6. Available online: https://
www.hhs.gov/guidance/document/implementation-

hospice-payment-reforms
38. Clayton MF, Utz R, Iacob E, et al. Live hospice discharge: 

Experiences of families, and hospice staff. Patient Educ 
Couns 2021;104:2054-9.

39. Luth EA, Russell DJ, Brody AA, et al. Race, Ethnicity, and 
Other Risks for Live Discharge Among Hospice Patients 
with Dementia. J Am Geriatr Soc 2020;68:551-8.

40. Luth EA, Russell DJ, Xu JC, et al. Survival in hospice 
patients with dementia: the effect of home hospice and 
nurse visits. J Am Geriatr Soc 2021;69:1529-38.

41. Teno JM, Ankuda CK, Keohane L, et al. Pathway to 
Hospice: How Has Place of Care before Hospice Changed 
with the Growth of Hospice in the United States? J Palliat 
Med 2022;25:1661-7.

42. Russell D, Diamond EL, Lauder B, et al. Frequency and 
Risk Factors for Live Discharge from Hospice. J Am 
Geriatr Soc 2017;65:1726-32.

43. De Vleminck A, Morrison RS, Meier DE, et al. Hospice 
Care for Patients With Dementia in the United States: 
A Longitudinal Cohort Study. J Am Med Dir Assoc 
2018;19:633-8.

44. Hirschman KB, McHugh M, Morgan B. An integrative 
review of measures of transitions and care coordination 
for persons living with dementia and their caregivers. 
Alzheimers Dement (N Y) 2023;9:e12391.

45. PRISMA. PRISMA. Prisma-statement.org. 2020. 
Available from: http://www.prisma-statement.org/

46. Grove SK, Gray JR. Understanding Nursing Research: 
Building an Evidence-Based Practice. Amsterdam, 
Netherlands: Elsevier; 2015.

47. Center Activities and Events. Center for Medicare 
Advocacy. [cited 2023 Aug 28]. Available online: https://
medicareadvocacy.org/center

48. Navathe AS, Grabowski DC. Will Medicare’s new Patient-
Driven Postacute Care payment system be a step forward? 
JAMA Health Forum 2020;1:e200718.

49. Tullai-McGuinness S, Madigan EA, Fortinsky RH. 
Validity testing the Outcomes and Assessment Information 
Set (OASIS). Home Health Care Serv Q 2009;28:45-57.

50. Weiner MF, Lipton AM, editors. Textbook of Alzheimer 
disease and other dementias. Arlington, VA: American 
Psychiatric Publishing; 2009.

51. CASP. CASP - Critical Appraisal Skills Programme. 
Available online: http://casp-uk.net/

52. Ryan R. Cochrane Consumers and Communication 
Review Group. Cochrane Consumers and Communication 
Review Group: data synthesis and analysis. Available 
online: http://cccrg.cochrane.org. June 2023 (accessed 

https://www.census.gov/programs-surveys/popproj.html
https://www.census.gov/programs-surveys/popproj.html
https://www.hhs.gov/guidance/document/implementation-hospice-payment-reforms
https://www.hhs.gov/guidance/document/implementation-hospice-payment-reforms
https://www.hhs.gov/guidance/document/implementation-hospice-payment-reforms
http://Prisma-statement.org
http://www.prisma-statement.org/
https://medicareadvocacy.org/center
https://medicareadvocacy.org/center
http://casp-uk.net/
http://cccrg.cochrane.org


Annals of Palliative Medicine, 2024 13

© Annals of Palliative Medicine. All rights reserved.   Ann Palliat Med 2024 | https://dx.doi.org/10.21037/apm-23-524

November 11, 2023).
53. Burke RE, Xu Y, Ritter AZ, et al. Postacute care outcomes 

in home health or skilled nursing facilities in patients with 
a diagnosis of dementia. Health Serv Res 2022;57:497-504.

54. Knox S, Downer B, Haas A, et al. Home health utilization 
association with discharge to community for people with 
dementia. Alzheimers Dement (N Y) 2022;8:e12341.

55. Knox S, Downer B, Haas A, et al. Mobility and Self-Care 
are Associated With Discharge to Community After Home 
Health for People With Dementia. J Am Med Dir Assoc 
2021;22:1493-1499.e1.

56. Knox S, Haas A, Downer B, et al. Association of Dementia 
Severity and Caregiver Support With Early Discharge 
From Home Health. Am J Alzheimers Dis Other Demen 
2022;37:15333175221129384.

57. Wladkowski SP, Enguídanos S. Alzheimer's Disease and 
Related Dementias: Caregiver Perspectives on Hospice 
Re-Enrollment Following a Hospice Live Discharge. J 
Palliat Med 2023;26:1374-9.

58. Hunt LJ, Gan S, Boscardin WJ, et al. A national study of 
disenrollment from hospice among people with dementia. 
J Am Geriatr Soc 2022;70:2858-70.

59. Zhang Y, Shao H, Zhang M, et al. Healthcare Utilization 
and Mortality After Hospice Live Discharge Among 
Medicare Patients With and Without Alzheimer's 
Disease and Related Dementias. J Gen Intern Med 
2023;38:2272-8.

60. Osakwe ZT, Oni-Eseleh O, Bianco G, et al. Symptom 
Burden and Activity of Daily Living (ADL) Dependency 
Among Home Health care Patients Discharged to Home 
Hospice. Am J Hosp Palliat Care 2022;39:966-76.

61. Oh A, Hunt LJ, Ritchie CS, et al. Role of Home Health 
for Community-Dwelling Older Adults Near the End 
of Life: A Resource Beyond Hospice? J Palliat Med 
2023;26:385-92.

62. Sullivan SS, Bo W, Li CS, et al. Predicting Hospice 
Transitions in Dementia Caregiving Dyads: An 
Exploratory Machine Learning Approach. Innov Aging 
2022;6:igac051.

63. Wilkins JM, Goldstein EK, Forester BP. Characteristics of 
Hospice Referrals From an Inpatient Geriatric Psychiatry 
Unit. Am J Geriatr Psychiatry 2019;27:162-6.

64. Wang SY, Aldridge MD, Gross CP, et al. Transitions 
Between Healthcare Settings of Hospice Enrollees at the 
End of Life. J Am Geriatr Soc 2016;64:314-22.

65. Mogan C, Lloyd-Williams M, Harrison Dening K, et 
al. The facilitators and challenges of dying at home 
with dementia: A narrative synthesis. Palliat Med 
2018;32:1042-54.

66. Khemai C, Janssen DJA, Schols JMGA, et al. Nurses' 
needs when collaborating with other healthcare 
professionals in palliative dementia care. Nurse Educ Pract 
2020;48:102866.

67. Izumi S, Noble BN, Candrian CB, et al. Health Care 
Worker Perceptions of Gaps and Opportunities to 
Improve Hospital-to-Hospice Transitions. J Palliat Med 
2020;23:900-6.

68. Radcliffe KG, Halim M, Ritchie CS, et al. Care Setting 
Transitions for People With Dementia: Qualitative 
Perspectives of Current and Former Care Partners. Am J 
Hosp Palliat Care 2023;40:1310-6.

69. Toles M, Leeman J, McKay MH, et al. Adapting the 
Connect-Home transitional care intervention for the 
unique needs of people with dementia and their caregivers: 
A feasibility study. Geriatr Nurs 2022;48:197-202.

70. Arnold RM, Back AL, Baile WF, et al. In: The oncotalk/
vitaltalk model. In: Kissane DW, Bultz BD, Butow PN, 
et al., editors. (2017). Oxford textbook of communication 
in oncology and palliative care; Oxford University Press; 
2017. p. 363.

71. Ferrell B, Buller H, Paice J, et al. End-of-Life Nursing 
and Education Consortium Communication Curriculum 
for Interdisciplinary Palliative Care Teams. J Palliat Med 
2019;22:1082-91.

72. Wittenberg E, Goldsmith JV, Ragan SL, et al. 
Communication in Palliative Nursing: The COMFORT 
Model. 2nd ed. Oxford University Press; 2020.

Cite this article as: Bigger SE, Foreman RA, Keinath C, 
Towsley GL. Transitions between skilled home health and 
hospice for persons living with dementia: a systematic review of 
literature. Ann Palliat Med 2024. doi: 10.21037/apm-23-524



© Annals of Palliative Medicine. All rights reserved.  https://dx.doi.org/10.21037/apm-23-524

Supplementary

Appendix 1 Databases, search terms, and results

PubMed results 

(“home health” OR “home care” OR homecare OR “Home Care Services”[Mesh] OR “home nurs*” OR “Home Health 
Nursing”[Mesh] OR “Home Health Aides”[Mesh])  
AND 
(transition* OR “Transitional Care”[Mesh] OR path* OR transfer* OR refer* OR “live discharge*”) 
AND 
(hospice* OR “Hospice Care”[Mesh] OR “Hospices”[Mesh] OR “Hospice and Palliative Care Nursing”[Mesh]) 
AND 
(dementia OR “Dementia”[Mesh] OR Alzheimer* OR Alzhemer’s OR “Alzheimer Disease”[Mesh] OR “cognitive impair-
ment*” OR “Cognitive Dysfunction”[Mesh]) 
 
11/16/23 
Limits: 2017-present 
Results: 21 

CINAHL results 

(“home health” OR “home care” OR homecare OR MH “Home Health Care” OR “home nurs*” OR MH “Home Nursing” 
OR MH “Home Nursing, Professional” OR MH “Home Health Aides”) 
AND 
(transition* OR MH “Transitional Care” OR path* OR transfer* OR refer* OR “live discharge*”) 
AND 
(hospice OR MH “Hospice Care” OR MH “Hospice Patients” OR MH “Hospice and Palliative Nursing” OR MH “Hospic-
es”) 
AND 
(dementia or Alzheimer* OR Alzheimer’s OR MH “Alzheimer’s Disease” OR MH “Dementia Patients” OR MH “Dementia” 
OR “cognitive impairment*”) 

11/16/23
Limits: 2017-present 
Results: 12 

PsycInfo results 

(“home health” OR “home care” OR homecare OR DE “Home Care” OR DE “Home Care Personnel” OR “home nurs*”) 
AND  
(transition* OR path* OR transfer* OR refer* OR “live discharge*“) 
AND  
(hospice OR DE “Hospice”) 
AND 
(dementia OR Alzheimer* OR Alzheimer’s OR DE “Alzheimer’s Disease” OR DE “Dementia” OR “cognitive impairment*”) 
 
11/16/23
Limits: 2017-present 
Results: 197 

https://pubmed.ncbi.nlm.nih.gov/?term=%28%22home+health%22+OR+%22home+care%22+OR+homecare+OR+%22Home+Care+Services%22%5BMesh%5D+OR+%22home+nurs*%22+OR+%22Home+Health+Nursing%22%5BMesh%5D+OR+%22Home+Health+Aides%22%5BMesh%5D%29+AND+%28transition*+OR+%22Transitional+Care%22%5BMesh%5D+OR+path*+OR+transfer*+OR+refer*+OR+%22live+discharge*%22%29+AND+%28hospice*+OR+%22Hospice+Care%22%5BMesh%5D+OR+%22Hospices%22%5BMesh%5D+OR+%22Hospice+and+Palliative+Care+Nursing%22%5BMesh%5D%29+AND+%28dementia+OR+%22Dementia%22%5BMesh%5D+OR+Alzheimer*+OR+Alzhemer%E2%80%99s+OR+%22Alzheimer+Disease%22%5BMesh%5D+OR+%22cognitive+impairment*%22+OR+%22Cognitive+Dysfunction%22%5BMesh%5D%29&filter=years.2018-2023&sort=date
https://search.ebscohost.com/login.aspx?direct=true&AuthType=ip,shib&db=ccm&bquery=(+(%26quot%3bhome+health%26quot%3b+OR+%26quot%3bhome+care%26quot%3b+OR+homecare+OR+MH+%26quot%3bHome+Health+Care%26quot%3b+OR+%26quot%3bhome+nurs*%26quot%3b+OR+MH+%26quot%3bHome+Nursing%26quot%3b+OR+MH+%26quot%3bHome+Nursing%2c+Professional%26quot%3b+OR+MH+%26quot%3bHome+Health+Aides%26quot%3b)+)+AND+(+(transition*+OR+MH+%26quot%3bTransitional+Care%26quot%3b+OR+path*+OR+transfer*+OR+refer*+OR+%26quot%3blive+discharge*%26quot%3b)+)+AND+(+(hospice+OR+MH+%26quot%3bHospice+Care%26quot%3b+OR+MH+%26quot%3bHospice+Patients%26quot%3b+OR+MH+%26quot%3bHospice+and+Palliative+Nursing%26quot%3b+OR+MH+%26quot%3bHospices%26quot%3b)+)+AND+(+(dementia+or+Alzheimer*+OR+Alzheimer%26%2339%3bs+OR+MH+%26quot%3bAlzheimer%26%2339%3bs+Disease%26quot%3b+OR+MH+%26quot%3bDementia+Patients%26quot%3b+OR+MH+%26quot%3bDementia%26quot%3b+OR+%26quot%3bcognitive+impairment*%26quot%3b)+)&cli0=DT1&clv0=201801-202312&type=1&searchMode=Standard&site=ehost-live&scope=site&authtype=shib&custid=etsu
https://search.ebscohost.com/login.aspx?direct=true&AuthType=ip,shib&db=psyh&bquery=(+(%e2%80%9chome+health%e2%80%9d+OR+%e2%80%9chome+care%e2%80%9d+OR+homecare+OR+DE+%26quot%3bHome+Care%26quot%3b+OR+DE+%26quot%3bHome+Care+Personnel%26quot%3b+OR+%e2%80%9chome+nurs*%e2%80%9d)+)+AND+(+(transition*+OR+path*+OR+transfer*+OR+refer*+OR+%e2%80%9clive+discharge*%e2%80%9c)+)+AND+(+(hospice+OR+DE+%26quot%3bHospice%26quot%3b)+)+AND+(+(dementia+OR+Alzheimer*+OR+Alzheimer%26%2339%3bs+OR+DE+%26quot%3bAlzheimer%26%2339%3bs+Disease%26quot%3b+OR+DE+%26quot%3bDementia%26quot%3b+OR+%26quot%3bcognitive+impairment*%26quot%3b)+)&cli0=PY&clv0=201801-202312&type=1&searchMode=Standard&site=ehost-live&scope=site&authtype=shib&custid=etsu

