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Abstract

INTRODUCTION: After emergency department (ED) discharge, persons living with

cognitive impairment (PLWCI) and their care partners are particularly at risk for

adverse outcomes. We sought to identify the barriers experienced by care partners of

PLWCI during ED discharge care transitions.

METHODS:Weconductedaqualitative studyof25 carepartners ofPLWCIdischarged

from four EDs.We used the validated 4AT and care partner-completed AD8 screening

tools, respectively, to exclude care partners of older adults with concern for delirium

and include care partners of older adults with cognitive impairment. We conducted

recorded, semi-structured interviews using a standardized guide, and two teammem-

bers coded and analyzed all professional transcriptions to identify emerging themes

and representative quotations.

RESULTS: Care partners’ mean age was 56.7 years, 80% were female, and 24% iden-

tified as African American. We identified four major barriers regarding ED discharge

care transitions among care partners of PLWCI: (1) unique care considerations while

in the ED setting impact the perceived success of the care transition, (2) poor com-

munication and lack of care partner engagement was a commonplace during the ED

discharge process, (3) care partners experienced challenges and additional responsibil-

itieswhenaiding during acute illness and recovery phases, and (4) navigating thehealth

care system after an ED encounter was perceived as difficult by care partners.

DISCUSSION: Our findings demonstrate critical barriers faced during ED discharge

care transitions among care partners of PLWCI. Findings from this work may inform

the development of novel care partner-reported outcome measures as well as ED

discharge care transition interventions targeting care partners.
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1 INTRODUCTION

Persons living with dementia (PLWD) and older adults with mild cog-

nitive impairment (MCI) seek care in the emergency department (ED)

at higher rates than their cognitively intact counterparts and account

for nearly 2 million visits annually.1–4 Together, the majority of these

persons living with cognitive impairment (PLWCI) are discharged from

the ED,3 and their care partners subsequently provide a significant

amount of hands-on care and navigation of health-related and social

needs within this vulnerable time period. After an ED visit, PLWCI

are at increased risk of adverse events, including functional decline,

hospitalization, and mortality.2,3,5–9 The experiences of care partners

have been more greatly described during the post-hospitalization care

transition,10–12 yet little is known from the care partner’s perspective

regarding the ED care transition.

With the ED visit often recognized as a sentinel event for older

adults, efforts to improve care transitions for care partners of PLWCI

have increased in recent years. EDdischarge care transitions havebeen

prioritized within the 2014 Geriatric ED Guidelines1 and the 2018

launch of the American College of Emergency Physicians geriatric ED

accreditation process.14 Recent ED-centric initiatives, as part of the

Geriatric Emergency care Applied Research 2.0 Network – Advanc-

ing Dementia Care,15–18 identified the need for the development of

patient- and care partner-reported outcome measures that capture

what matters most to stakeholders during ED care transitions.6,9

As a first step toward developing a novel care partner-reported out-

come measure, we sought to assess the barriers experienced by care

partners of PLWCI during ED discharge care transitions. A greater

understanding of the ED discharge care transition, as experienced by

care partners of PLWCI, will provide new insights into ways in which

the ED discharge process can be improved. Additionally, this work

will inform the subsequent development of tailored interventions or

educational tools to support this population during ED discharge care

transitions.

2 METHODS

2.1 Study design

This study protocol was approved by the Yale University institutional

reviewboard.Methods and results are reported in accordancewith the

COnsolidated criteria for REporting Qualitative research (COREQ).20

2.2 Setting and participants

In thiswork,wechose to focusoncarepartnersofPLWCI, as theunique

experiences of those with intact cognition would likely identify sep-

arate barriers and themes during the ED discharge care transition.21

Described in greater detail below, PLWCI were identified through the

electronic medical record as well as through in-ED cognitive testing

to additionally capture those with MCI. Historically, the presence of

RESEARCH INCONTEXT

1. Systematic Review: The authors reviewed the literature

usingPubMed for articles on emergency department (ED)

care transitions for care partners of persons living with

cognitive impairment (PLWCI). Care partners play a large

role in navigating the ED care transition for PLWCI, yet

little is known regarding barriers experience ED care

transition and how this touchpoint of the health care

system could be improved.

2. Interpretation: Our findings show that care partners of

PLWCI experience four major barriers regarding ED dis-

charge care transitions. Addressing these barriers has

important clinical implications for improving ED dis-

charge processes and identifying areas of critical need for

care partners regarding new challenges experienced and

difficulties navigating the health care system.

3. Future Directions: Two important next steps include:

(1) the development of novel care partner-reported out-

comemeasures, capturing care partner perspectives, and

(2) the implementation of effective ED discharge care

transition interventions for care partners of PLWCI that

improvemeaningful outcomemeasures.

dementia or MCI has been underdocumented in the electronic medi-

cal record and underrecognized in the ED.22–24 With evidence existing

that these phenomena particularly impact racial and ethnic minori-

ties, we performed cognitive testing of potential participants with

validated tools to overcome limitations of prior research that poten-

tially neglected to incorporate theperspectives of these groupsdespite

higher rates of cognitive impairment.25–27

We recruited participants from four hospital EDs: a Level I trauma

center/tertiary referral hospital, two academic community hospitals,

and a freestanding ED within the same health system. Inclusion cri-

teria for care partners were: (1) family member or friend of an ED

patient aged 65 or older with impaired cognition, (2) anticipated dis-

charge of the patient after the ED encounter, and (3) fluent in English

or Spanish. To increase generalizability of our findings, patients could

be community-dwelling or residing in any type of extended care facility

at the timeof EDvisit. Exclusion criteria included: (1) intact cognitionof

the patient, (2) evidence of delirium, or (3) determination by the treat-

ing ED clinician that the candidate patient was inappropriate for the

study due to critical illness, contact precautions, acute altered mental

status, and intoxication among other reasons.

2.3 Data collection

I.U., a trained research assistant, approached and screened patients

aged 65 years or older while in the ED. With the intent of capturing

unique and diverse range of perspectives and in accordance with sam-
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pling best practices,28 we used the “maximum variation” strategy of

purposive sampling to select participants with varied age, race, and

chief complaint. I.U. assessed capacity and obtained informed con-

sent (assent and proxy consent as indicated) in accordance with best

research practices for the involved population and collected sociode-

mographic and contact information.29,30 Each care partner participant

received a $25 gift card after study participation.

We performed cognitive assessments of all consenting older adults

using the validated 4AT tool and the care partner-completed AD8 tool

to serve as a proxy in identifying older adults with undiagnosed or

undocumented cognitive impairment.31–35 The 4AT is scored from0 to

12 and tests for cognitive impairment, including delirium. A score of≥4

suggests possible delirium (prompting exclusion), a score of 1 to 3 sug-

gests possible cognitive impairment, and a score of 0 suggests delirium

or severe cognitive impairment is unlikely. Due to COVID-19 ED visita-

tionpolicy restrictions,we thenperformed the carepartner-completed

AD8 by telephone with the family member or friend care partner con-

tact person listed in the electronic medical record. Previously assessed

in the ED,31,32 the AD8 is a screening tool more specifically focused on

dementia with eight questions and a score range of 0 to 8. Alignedwith

prior research,33 a score of≥2on the care partner-completedAD8was

noted to suggest cognitive impairment of the older adult patient and

resulted in study inclusion.

K.H.B., a trained qualitative interviewer of care partners, contacted

participants by telephone to complete one-on-one interviews within 3

to 7 days of the initial ED visit. This timeframe was chosen to mitigate

recall bias while also allowing for a reasonable time period to elapse

for the care partner to experience the ED transition and any associ-

ated barriers. We then developed a semi-structured interview guide

based on the existing literature, our study team’s content expertise,

and a conceptual model of ED care transitions among care partners

of PLWCI. The conceptual model considered: (1) how upstream clinical

and sociodemographic factors, as well as access to care considerations

may lead a PLWCI to seek ED care, and (2) how ED care character-

istics may impact subsequent discharge care transition outcomes of

PLWCI aswell as care partners. Consistentwith best practices in devel-

oping semi-structured interview guides,36 the guide was then piloted

through internal testing (review by investigators of the team) and

field-testing, in which the interview guide was tested with potential

study participants from the same population as that which were ulti-

mately enrolled. Minor revisions were made to ensure intelligibility,

modify starting words, and add possible follow-up questions if rele-

vant. All interviews were audio-recorded, professionally transcribed,

and redacted. Field noteswere taken immediately after each interview.

2.4 Data analysis

We used an iterative process of thematic analysis to synthesize the

data, identify patterns, and develop themes across the interviews.37

Specifically, we used a combined deductive and inductive approach,38

where concepts in the standardized interview guide were used to

structure the initial codebook and data from interviews were incor-

porated (Supplemental Text S1). The coding team was composed of

C.J.G. and P.T.S., two emergency physicians with expertise in ED care

transitions.C.J.G. has completed formal training inqualitative research.

Initially, the two investigators independently coded five transcripts and

met to review coding and refine the coding structure. Both researchers

coded 100% of the data. Coders obtained consensus on major topics

and subtopics from the remainder of the research team and applied

the final coding structure to all transcripts. C.J.G. and P.T.S. iteratively

reviewed coded data, compiled separatememos, and identified themes

using NVivo software (version 12; QSR International, Victoria, Aus-

tralia). Recruitment, interviewing, and coding occurred concurrently

until data saturationwas reached. Coders shared findings andobtained

team consensus of representative quotes and contextualized findings.

3 RESULTS

We approached 148 older adults in the ED between November 2021

and February 2022, and ultimately interviewed 25 care partners of

PLWCI. On average, interviews lasted 29minutes, with a range of 16 to

47 minutes. Care partner participants’ mean age was 56.7 years (stan-

dard deviation [SD]=13.2 years), 80%were female, and 24% identified

as African American. Participants frequently carried formal designa-

tions regarding the care of their family member or friend and reported

a wide range of hours of caring per day. The patients cared for by the

care partners resided primarily in the community (52%) and an almost

even split was achieved among those with formal electronic medi-

cal record documentation of dementia and those with undocumented

MCI. (Table 1)

Four themes emerged: (1) unique care considerations while in the

ED setting impact the perceived success of the care transition, (2) poor

communication and lack of care partner engagement was a common-

place during the ED discharge process, (3) care partners experienced

challenges and additional responsibilities when aiding during acute ill-

ness and recovery phases, and (4) navigating the health care system

after an ED encounter was perceived as difficult by care partners.

Themes, subthemes, and representative quotations of care partners

are presented in Tables 2 and 3.

3.1 Unique considerations in the ED setting

Care partners reported key aspects of acute care unique to the ED set-

ting. Whether residing in the community or an extended care facility,

care partners noted that PLWCI fare better in familiar environments

and that the chaotic and potentially intense environment of the EDwas

particularly unsettling and distressing. Many care partners reported

how this factor was amplified during the coronavirus disease 2019

(COVID-19) pandemic given limitations to visitor policies, exemplified

by the following quotations:

I think that, if you have patients like this [with dementia], certainly

any change in the ordinary routine is very upsetting. The extra stimu-

lation of being in one of the beds next to the nursing station out in a
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TABLE 1 Sample characteristics (N= 25)

Variable n (%)

Patient characteristics

Gender

Male 7 (28)

Female 18 (72)

Age, mean years (SD) 83.2 (7.6)

Race

White 19 (76)

African American 6 (24)

Marital Status

Married 9 (36)

Single 7 (28)

Divorced 3 (12)

Widowed 6 (24)

Living environment

Community 13 (52)

Assisted living gacility 6 (24)

Skilled nursing gacility 6 (24)

ED chief complaint category

Cardiopulmonary 1 (4)

Musculoskeletal 12 (48)

Gastrointestinal 3 (12)

Neurologic 4 (16)

Other 5 (20)

Electronic medical record documentation of

dementia

12 (48)

Care partner characteristics

Designations (not mutually exclusive)

Legally authorized representative 17 (68)

Surrogate decision-maker 19 (76)

Health care proxy 19 (76)

Relation to the patient

Grandchild 1 (4)

Child 16 (64)

Spouse 4 (16)

Friend 3 (12)

Sibling 1 (4)

Hours caring per day

1-4 10

5-8 1

8-12 0

13-23 3

24 8

Not reported 3

(Continues)

TABLE 1 (Continued)

Variable n (%)

Meets NASEM caregiver definition 25 (100)

Age, mean years (SD) 56.7 (13.2)

Gender

Male 5 (20)

Female 20 (80)

Race

White 19 (76)

African American 6 (24)

Education

High school 6 (24)

Some college 3 (12)

Completed college 6 (24)

Professional 9 (36)

Not reported 1 (4)

Care partner-completed AD8, mean (SD) 6.7 (1.7)

hallway, I think would be way too much for any of them to handle. (CP

175)

It’s scary for that person. They want somebody there that they

know. I just think that’s the most important thing that I would say any

emergency hospital should allow that, even now with the COVID-19.

(CP 179)

Several carepartnersof thosewithMCIexpresseddesire for greater

efforts regarding coordination of services, referrals, and placement

from the ED. Care partners reported feeling like they were not getting

adequate services (e.g., personal care or skilled care) in a timely fash-

ion, and they believed the clinicians in the ED could be instrumental in

helping them navigate their needs.

Care partners also reported that ED clinicians could seemingly be

given a false sense of security by PLWCI, particularly if the patient

intentionally downplayed existing cognitive impairment. Several care

partners felt like this downplaying could hinder the initial stages of the

cognitive evaluation process. One care partner noted:

They released my momwithout talking to me at all. It’s because she

told them that shewas fine. That’swhy I say I don’t think they asked her

any questions to see if she had an issuewithmemory. . . I just reallywish

that shewas tested for the confusion.Mymother probably played it off

so that they didn’t even think to do any specific tests. (CP 132)

3.2 ED discharge process

Many care partners reported that the ED discharge process was sub-

stantially lacking in communication fromstaff and theydidnot feel they

were adequately engaged during this key portion of the care transi-

tion. One care partner who was able to be present in the ED reported

that the ED clinician had competing interests that prevented a more

substantive one-on-one conversation at discharge, noting:
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TABLE 2 Summary of Themes 1 and 2 and representative quotations

Theme/subtheme Representative quotation

1. Unique care considerations while in the ED setting impact the perceived success of the care transition

Change from familiar environment I think patients with dementia that come into the emergency room require awhole different level of attention

because their reactions to things, their confusion, their change in environment, all of that can have real

impactful effects on them. (CP 186)

COVID-19 visitation policies I know there’s no visitors allowed, but when you have a patient in this condition [with dementia], it’s not really

a visitor. It’s their caregiver. Recognizing that, yes, the nurses are doing that, and the doctors are doing their

function, but no one knows the patient as well as the caregiver. I could tell that mymother was afraid. (CP

175)

Coordination of placement Interviewer:What were some of your hopes for that emergency room visit? Interviewee: To help her find

placement for any assisted living.We tried to deal with at-home nursing and stuff, andweweren’t getting

nursing fast enough for her.Wewere not getting the adequate help that she needed quick enough.We kept

getting denied from the state and all this nonsense and all the runarounds. (CP 62)

Potential downplaying of cognitive

impairment

. . .her going in alone and people start talking to her like she’s all there. She puts on a pretty good front until

you talk to her long enough, you’ll hear something that makes you go, “Wait a minute.” I don’t knowwhat

they’re asking. I don’t knowwhat she’s answering. (CP 185)

2. Poor communication and lack of care partner engagement was a commonplace during the ED discharge process

Competing priorities of emergency

clinicians

We never saw the doctor [at discharge] because the trauma came in. The doctor went to the trauma, so when

the nurse came over, the nurse says, "I’m so sorry, but she’s kind of busy." The nurse went to speak with the

doctor, and I guess the doctor must have said, "Yeah, print out the discharge instructions. The patient can

go home." (CP 124)

Explanation of completed testing I want somebody in layman terms to say, “We did this test. This was fine.We did this test. That concerned us.”

(CP 146)

Lengthy discharge paperwork The pack of papers is getting thicker and thicker. Basically, all I need to know is that, did we change the

medications? (CP 192)

Perceived premature decision for

discharge

When it comes to Alzheimer’s patients, they need to pay attentionmore because they do ask thememory

questions and all that, but there’s a lot more to it. I think theymake too quick of a decision to release people

and then there’s more issues at home. (CP 62)

Communicationwith facility The concept of discharging an 80-year-old dementia patient with discharge papers to go back to her rehab

without anyone, any communicationwith anyone—who knowswhat happens? There’s just no

communication, and that feels like a tragedywaiting to happen. (CP 162)

Explicit instructions for next steps

often lacking

For EDs, clarity about what they’ve done, what they’ve found. Any information they have about how she

should proceed, like does she need bedrest for 2 days. Does she need a change in her medication? (CP 185)

Desire for a follow-up phone call We never got a call back to say, “Hey, this is what the resolutionwas.We think it’s X, Y, and Z, or we think it’s

nothing or whatever.” I think that would be one of my serious considerations that maybe needs tightening

up a little bit maybe, is somemore communicationwith the family. (CP 146)

We never saw the doctor [at discharge] because the trauma came

in. The doctor went to the trauma, so when the nurse came over, the

nurse says, “I’m so sorry, but she’s kinda busy.” [The nurse] printed the

instructions andwewere able to go home. (CP 124)

Collectively, carepartners reported feeling therewasa lackof expla-

nation regarding management of the acute illness and anticipatory

guidance. One care partner emphasized this sentiment by stating:

I think that there could have been somemore instructions that said,

“Okay, [your mother] is home. We found this. We think you should do

X, Y, and Z.” Just maybe some more concise instructions that would

help the family and the care partners and the aides so that we’re doing

things based on recommendations ofmedical folks, not just what we’re

watching on TV. (CP 146)

ED encounters for PLWCI were also perceived to result in dis-

charge deemed premature by several care partners. One care partner

reported feeling be ‘kicked out’ by stating:

I would say it [ED visit] shouldn’t be like we’re kicking her out, and

it’s your, now, responsibility, which is the impression that I got. Not just

throwing her out on the curb. If you know that she has a problem with

the bath—why are you sending her home until you understand how the

bathroom and everything is related to her passing out? I shouldn’t be

the detective to figure this one out. (CP 192)

Care partners almost universally expressed desire for some type of

clinician contact after an ED encounter, with one succinctly stating:

A call 24 hours later to find out how things are goingwould be really

amazing. (CP 162)

3.3 Care partner challenges and responsibilities

After an ED visit for a PLWCI, care partners experienced several chal-

lenges throughout the remainder of the acute illness and recovery
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TABLE 3 Summary of Themes 3 and 4 and representative quotations

Theme/subtheme Representative quotation

3. Care partners experienced challenges and additional responsibilities when aiding during acute illness and recovery phases

Feelings of guilt When I called them to let them know that she fell, broke her nose, and I’m blamingmyself, and they’re, “Stop.

Stop. It’s not your fault. You’re doing the best job ever.” They’re my cheerleaders, my brothers. I just felt so

awful because I didn’t walk her to the car door. (CP 160)

Reliance on co-workers I’m a teacher. . . I am going tomiss amidterm tomorrow, but one ofmy colleagues is covering formewho teaches

the same subject. (CP 178)

Feelings of obligation [Mymother, an additional caregiver] gets away at least a couple of hours but not as she should. It almost feels

like if you’re leaving your child homewith someonewhile you run to the store and you feel that urgency to

get home so you can take care of your child because you don’t want to leave them too long. . . It’s just that you

just feel obligated to be there. (CP 82)

Making a best guess That’s part of the challenge too, is we don’t knowwhat she’s experiencing because it’s hard for her to verbalize

it. (CP 146)

Enhancing in-home safety Then I just went yesterday, myself and a carpenter friend of mine, we installed an aluminum railing system on

the back there to help him so that it doesn’t happen again. (CP 180)

Assistance from a broader social

network

Then I thank God I have daughters that are willing to help because I still have to work tomake endsmeet. (CP

173)

Increased assistance with ADLs I’m helping hermore as far as total care. I’m assisting hermore in washing her up andmaking sure she’s dry and

lotioning her body. Her walking is not the same as it was before so she’s needingmore assistance now.(CP

209)

4. Navigating the health care system after an ED encounter was perceived as difficult by care partners

Desire for community resource

facilitation

For someone likemyself to be able to have a resource or to be able to be directed to a resource where I can ask

questions about the long-term care and/or how to get physical therapy. How do I get her some other

assistance?Where can I just call and ask the question, is this normal, or is this really off the wall? That would

be a great thing. (CP 175)

Primary care coordination They always say, “Follow upwith the primary care doctor andmake an appointment with the primary care

doctor.” No one coordinates anything. She comes home, and it’s a vicious circle. I’m out there floppingmy

arms in the wind. (CP 192)

Effort involved in completing

follow-up appointments

Because she’s immobile, we need to arrange for the van to take themout to appointments and such, so it’s not as

easy as call the doctor, make an appointment, and come tomorrow and check her out kind of thing. (CP 146)

Lack of health record

interoperability

The problemwith Dr. XXX is he’s not a XXX [large integrated health care system] doc, so he doesn’t get into the

whole Epic thing. . .puts him behind the eight ball a little bit. (CP 146)

Degree of paperwork They [Agency on Aging] have a boatload of paperwork that had to be filled out. I don’t knowwhat drives me

more nuts, her anxiety or all this paperwork and red tape that I have to fill out. (CP 192)

Formal testing I would love to be able to get her actually tested to see if she has Alzheimer’s. I don’t knowwhere to look for

that kind of stuff. (CP 147)

Respite care Oh, yeah, I’m 24/7 [caregiver]. I really don’t get any help. I did try and call places to see if I can just get him for a

couple of hours a week. I think it would be good for him and good for me, because he has a lot of anxiety. It’s

like having a 5-year-old. They said that they don’t have anything available. They had an extensivewait list. (CP

150)

Changing facility level of care I have no confidence that she wasn’t going to fall again, none, none at all. Tome, it wasmy next action was to

find a 24-h process to get her into and it was just a live-in place to get her out of there. I didn’t think she

would last very long there. (CP 162)

phases. Prominently, care partners expressed the heightened need for

closemonitoring and follow-up after anEDvisit and the difficultiesmet

when balancing that with their professional responsibilities. One care

partner stated:

Well, I work full time and I take care of their house. I live with him

and I take care of him, so now I as a caregiver have a lot onme. First off,

I’m working full time and 90 percent of the time I got my door closed

and I’m talking to a doctor or somebody or trying to get some answers

for my dad. As a caregiver, I need to knowwhat to expect. It’s putting a

lot of stress onme as to what do I have to do for him. (CP 201)

Second, care partners often relied on a broad social network to

assist in the post-ED care of PLWCI on very short notice. This included

co-worker colleagues as well as grandchildren, with one care partner

noting the impact the EDvisit and care transition had on a young family

member:

I have a 19-year-old daughterwho goes to college. Shewas home for

those 3 or 4 weeks between Christmas and New Year’s. I was crying.

When she’s home, she helps me out a lot. (CP 192)

Finally, care partners also highlighted significant ongoing responsi-

bilities (e.g., bill payment, house chores) related to the family member
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or friend that were exacerbated during the acute illness prompting ED

visitation. These responsibilities were present even for care partners

of a PLWCI residing in extended care facilities and were even more

pronounced for care partners not living in the immediate vicinity of

PLWCI.

3.4 Navigating the health care system

During the care transition period after an ED visit, care partners of

PLWCI experienced difficulty in following up with primary care clin-

icians, obtaining desired information from community organizations

regarding assistance, and changing the level of care at extended care

facilities to increase monitoring during the recovery phase. One care

partner who recognized a need for increased monitoring after the ED

visit noted significant uncertainty, stating:

I find discharging to be a laughable process. It’s like, “All right. Well,

you need 24 hour care.” Like, “Well, where does materialize from?” (CP

185)

Care partners also expressed a lack of knowledge as to where to

obtain formal neurocognitive testing, particularly for those with MCI.

One care partner reported the impact that the recognized but undi-

agnosed status of their family member’s cognitive impairment had

regarding facility placement decisions:

I need them to diagnose, prescribe, do what they need to do before

any other stuff takes place because we’d like to keep her at home as

long as possible. I’mnot thinking institution, but I have to think of safety

first because I can’t be there 24 hours a day. I still have to work. I don’t

live there. I can’t say, “You can live withme.” (CP 173)

Several care partners noted their continuous care for the patient

needing emergency care, its impact on both care partner and the

PLWCI, and their desire for information regarding options such as

respite care. One care partner reported:

I really would like to get him into some sort of daytime pro-

gram. . .where itwouldbegood forhimand justwhere I know I canmake

an appointment and not have toworry about getting someone to check

in on him. (CP 150).

4 DISCUSSION

This qualitative study revealed major barriers and care needs expe-

rienced by care partners of PLWCI navigating the ED discharge care

transition. These barriers included unique care considerations in the

ED setting that impact the perceived success of the care transition;

poor communication, and lack of care partner engagement during the

ED discharge process; challenges experienced during the acute ill-

ness and recovery phases; and difficulty navigating the health care

system after an ED encounter. These findings have implications for

ED discharge discussions and for the development of ED care transi-

tion interventions targeting identified barriers among care partners of

PLWCI.

Ourwork builds upon existing literature by identifying unique barri-

ers experienced by care partners of PLWCI experiencing ED discharge

care transitions. Prior qualitative research has assessed hospital staff

training programs addressing PLWD,39 the role of the care partners

in the ED itself,40 and cognitively intact older adults experiencing ED

care transitions.41 Within the first theme presented, several care part-

ners of PLWCI noted the chaotic and intense ED environment with

amplification experienced with existing COVID-19 visitation policies.

Despite the absence of evidence suggesting that visitation policies

curbed COVID-19 transmission, 93% of hospitals in a nationally repre-

sentative sample had a visitor restriction policy that extended to the

ED, with only 39% of those hospitals having exceptions for persons

with cognitive impairment.42 This work underscores the importance of

such simple patient protections. As part of the second theme, care part-

ners also noted the limitations of the ED discharge process, including

a lack of explanation of testing, results, and next steps. In addressing

ED discharge comprehension, available literature has largely excluded

patients with cognitive impairment and/or their care partners,43,44

representing a potential area for future investigation to improve ED

discharge care transitions for this population.

We additionally identified that care partners of PLWCI experi-

enced several noteworthy challenges, largely centering on navigating

the health care system during the ED discharge care transition. Our

findings related to this critical barrier provide potential underlying eti-

ologies as to why older adults with documented dementia experience

greater 30-day ED revisit rates and other adverse outcomes compared

to those without dementia.2 Identified within this work, care partners

of PLWCI reported experiencing deficiencies in community resource

access, primary care follow-up, respite care access, and completion of

formal neurocognitive testing that may contribute to previously noted

adverse outcomes.We therefore suggest that EDclinicians and investi-

gators should consider these needs of care partners when discharging

PLWCI. Spending extra time in the way of care coordination, case

management, or referral facilitation in the ED could be instrumental

in preventing care transition barriers commonly experienced by care

partners.

Findings from this work will next be used to generate candidate

items for inclusion within a novel care partner-outcome measure,

specifically designed to incorporate care partner stakeholder priori-

ties during ED care transitions. An ED-specific care partner-reported

outcome measure has the potential to overcome limitations of cur-

rently available quality measures or tools due to their current absence

of ED setting-specific considerations, inconsistent psychometric data,

and deficiency-focused approaches to the care partner role.45 Further-

more, a newly developed care partner-outcome measure will have the

ability to quantitatively assess the ‘success’ of an ED discharge care

transition from the perspective of a care partner, particularly having

been developed based on their priorities and perspectives outlined

in this work. Ultimately, prominent themes and subthemes identified

within this work may also serve as a central component in developing

interventions that improve care partner-reported outcome measures

during ED discharge care transitions. To date, few ED-based interven-

tions have been implemented with varying levels of success and have

almost exclusively assessed health care use outcomes as opposed to

care partner-reported outcomemeasures.46
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5 LIMITATIONS

Our study findings should be considered in the context of several limi-

tations. This research occurred in four EDswithin one health system in

NewEngland, and findingsmay therefore not be generalizable to other

regions. The study was conducted during the COVID-19 pandemic. It

is possible that unique pandemic stressors and resource limitations

led to suboptimal processes of care than would have occurred other-

wise. To enhance generalizability, we purposively enrolled participants

to ensure a diverse sample by age, race, and chief complaint category.

However, we were unable to enroll any participants that identified

Spanish as their preferred languagedespite intentional efforts to trans-

late study consent forms and materials and the presence of bilingual

and bicultural study team members. We recognize that inclusion of

a greater proportion of non-English-speaking participants may reveal

additional barriers and themes surrounding ED care transitions.

6 CONCLUSION

Our findings demonstrate critical barriers faced during ED discharge

care transitions among care partners of PLWCI. Findings from this

workmay inform the development of novel care partner-reported out-

come measures as well as ED discharge care transition interventions

targeting care partners.
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