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DEMENTIA CARE MANAGEMENT CHECKLIST FOR HOSPICE TRANSITIONS (DCMC-HT) Ask about outstanding legal or ethical concerns (especially where the PLWD’s wishes are unclear or
disputed):
¢ DEMENTIA-RELATED HOSPICE CARE LITERACY Referto hospice social worker as needed

Offer brief description of hospice and services available: Review guardianship, conservatorship, or durable power of attorney documentation, ifapplicable.

Emphasize thathospice focuses on comfort and dignity, not prolonging or hastening death
What types of services are available in hospice care and what is not available ¢  SOCIOCULTURAL NEEDS & RESOURCES

] (] [ [ [ ] (] [
'he DCMC-HT guides clinicians in discussing hospice care
- - - - - Ask“Would you like us to send you more information about hospice?”
Address sociocultural needs and/or practices related to death, dying, and dementia care by asking:
W I c a re p a r n e rs o p e 0 p e I v I n g W I e m e n I a y Assess the care partner’s understanding of hospice in the context of dementia: “Are there cultural orreligious practicesimportant to your family that we can honorin the

care plan?”

Address unmetneeds by asking what’s needed: “What types of caregiving and decision-making
supportwould be most helpful?” (probes below):

[ [ [ [ [ [ w . . -
addressing hospice literacy, goals of care, decision-makin
b ) b ) Whatare your thoughtsabout hospice care? Faithleaders, dementia-friendly congregations
- - Culturally specific community or memory support groups
needs, sociocultural preferences caregiver support and
J J g J Help with feeding, bathing, mobility, skin care, communication, symptom management
- u Emotional/psychological support ¢ HOSPICE REFERRAL PROCESS (IF APPLICABLE)
available community or bereavement resources Spiital/religous support
u Explain the hospice admission process specific to dementia:

Understanding care options as illness progresses

RN visit, assessment of stage, focus on comfort care, caregiver support

Explain respite care options hospice offers for caregiver relief:
“If caregiving is overwhelming, hospice can offer short-term respite stays. Is this
something that would benefityou?”

Address concerns about the transition from current setting:
“Doyouhave any worries about how this transition will affect the person you care for or
your family?”

Clarify that hospice care can continue wherever the person lives:

It also supports a structured referral and documentation
- — — - - 0 GOALS OF CAREAND DECISION-MAKING Home, nursing facility, assisted living, or inpatient hospice

process for the care transition by clarifying hospice EnEsaaEEE
“Are there values, preferences or beliefs that guide your decisions about end-of-life care Offer assistance in checking benefits related to hospice and/orrespite

services, respite options, insurance concerns, legal

) p p ) J g Discuss dementia-specific wishes (if previously expressed by care recipient):
n ] n n = chid-theyever(ixpresshowtheywouldwanttobecaredforiftheycouldnolongerspeakor Doincntall e p eferences in the care plan
ecision-maxKing, care pretferences, ana communication recognize others? Communicate tisnformation o the broadercare eam and!or hospice tars
- Review and discuss end-of-life care decision-making: e f H A pl et pproprlaterthmedlcalprOVIder
with the broader care team.

¢ DOCUMENTATION AND COMMUNICATION

Advance Directives
POLST or MOLST forms ¢ CAREPARTNER-CENTERED RESOURCES (OPTIONAL)

Statements on artificial feeding, hospitalization, antibiotics, or comfort-focused care

OR OR
Confirmlegal decision-maker for health care: Referto cipatory grief counseling
“Who is the legal decision-maker if your family member cannot make decisions?” Shar nf rmation aboutbereavementservices
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Persons with dementia make up The iterative development process

one-third of the home healthcare et s gy i i bl resulted in a structured care
opulation in the United States. : institution. | don't know if I t about that...th _ _
POP Guided by the NIH Stage Model, we used an exploratory (ind of do everything for the patient...but, management checklist designed to
U | IX | \Y/ - unfortunately...it would be strangers doing it.
sequential mixed methods design to develop the DCMC-HT f ly...it would b doing it” o _
Home healthcare has rapidly across three phases. “Care Partner support communication, education,

become an essential setting for
delivering end-of-life care to
persons with dementia and their
care partners. Phase 1 included semi-structured interviews with 20 diverse
care partners to identify barriers and facilitators to hospice
transitions for PLWD. Phase 1 also included input from 37

healthcare professionals across home and acute care
settings to understand workflow and care delivery

and shared decision-making with

“If a practice is created where there's a-a lotta different, uh,
mediums there, you know, and even have, like, you know, dementia care partners
information or workshops about, you know, how this all ]
works, like, that would be helpful too, like forums, like, you
know, Zoom things that people could go on and learn,
what is an MLTC? What is a waiver program? How do you

pick a home health agency? You know, that kinda stuff.” Preliminary ﬁndings Sugg eSt the

-Care Partner . . . .
checklist is appropriate, practical,

and usable within routine home

Many transitions to hospice occur
within this setting.

Dementia Care Coordination Barriers

“I'm the caregiver. You could just speak with me," and

Cha"enges. they're like, "Oh, no, we need authorization from her
Dementia-tailored care PLVDL o e jrgoon e e wheeree | healthcare workflows. The DEME-
management is critical to improve that there were things on fle or they woulda Jus told HT has since progressed to testing

. .. them—easier way tor things to be organized In the

endk'.Of'“fe care and deC|S|On' Phase p. used qua"tative findings (o) develop two L\ﬁ:!t\i/\;&l:ﬁlsg':tvevrfr-];:ﬂuglitgsome feedgback right there, in a Single'arm feaS|b|I|ty trial_
making. investigator-initiated surveys. Surveys were completed by Care Partner |

essential chocklist and intervention components, as well as CONTACT
We developed the DCMC_HT as a P ’ “First of all, it’s rejection. They reject me.They reject the

implementation needs.

concept of hospice, but over a period of follow-up calls
with them and care managing them, they start to have a
little bit of trust...they might become more open to even
listening to me and listening to the benefits...”

-Care Manager

Cultural Alignment

“I think with hospice, there's also a patient and caregiver-
driven sort of piece, and frankly, like one, you have to be
knowledgeable of it. Two, having it be culturally aligned...”

-Physician

Barriers to Access to Hospice

“Unfortunately, lack of education, socioeconomic status,
those things are also sometimes barriers as well because
they just don’t know.They don’t know the resources.”

-Nurse Practitioner

guide for care managers in home
healthcare to support hospice-
related and end-of-life
communication about hospice
care with caregivers in home
healthcare and potentially prepare
for a transition to hospice care.
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Email:
kpd7@nyu.edu

Phase 3 integrated qualitative and quantitative findings
using a joint display to identify priority checklist domains.
Feedback from three study team members guided further
checklist refinement.

LinkedIn:
www.linkedin.c
om/in/komal-
patel-murall

N

Hospice Eligibility Criteria

The checklist was refined through three panel discussions

with 18 healthcare professionals to support clinical “The barriers that | find are because hospice criteriais
n n mgm ased on € pnysical aeterioration, | can 1in a ece

relevancea WorkﬂOW flt! and feaSIblllty- somebody is failing to thrive, but because they're not ALZHEIMER

med'ically in that state, they are .stiII not 9ualiﬁed.A’\’nd ASSOCIATION

that's probably my...biggest barrier that I've found.
-Field Nurse
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