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Abstract 

Direct Care Workers (DCW) provide both personal care to patients and emotional 

support to patients and caregivers in hospice and palliative care. DCWs often develop close ties 

and are then expected to work with new clients immediately following a care transition, with 

little or no time to grieve. A qualitative pilot study (n=24) was conducted to explore the 

experience of DCWs during care transitions. Data was collected via focus groups and individual 

interviews. Thematic analysis was used. Results suggest DCWs managed their experiences 

(n=19), by anticipating and accepting grief and loss (n=21), employing personal coping 

strategies (n=19), and saying good-bye (n=15). Relational factors impacted the experience of 

care transitions (n=22), including building and maintaining the relationship (n=14), and the 

strength of perceived connections (n=15). Increased organizational support and training to help 

address grief and loss will better support DCWs and the direct care workforce.   
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Introduction 

There are nearly 2.3 million personal care and home health aides working in the United 

States, a workforce which doubled between 2008 and 2018 (PHI, 2019). Also classified by the 

umbrella term Direct Care Workers (DCWs), DCWs, including personal care aides, home health 

aides, nursing assistants, or aides provide essential care in a wide array of settings such as the 

home, assisted living, and nursing homes. DCWs’ primary responsibility is to care for and assist 

vulnerable populations such as older adults and individuals with disabilities (Bureau of Labor 

Statistics, 2019), including personal care and assistance with activities of daily living (i.e., 

bathing, dressing, mobility). Additionally, DCWs offer emotional support to patients and their 

caregivers and are integral members of the interdisciplinary care team (Wholihan & Anderson, 

2013).  

DCW’s jobs are physically and emotionally demanding, and limited occupational 

resources contribute to health concerns and high levels of turnover (Olson et al., 2016). There are 

no standard training guidelines and certification requirements vary across states, making accurate 

job analyses challenging (Blau et al., 2015; Newquist et al., 2015). Agencies employ most paid 

DCWs in the United States (e.g., hospice, home care, long-term care) (Howes, 2014), and their 

hourly work structure focuses on maximizing the production of work hours. In a study of 180 

agency representatives across multiple states “[the] time spent training was variable ranging from 

none to 1 week” and supervision and work quality assessments were limited (Lindquist et al., 

2012, p. 1256). DCWs are typically employed only part-time and in temporary positions with 

low wages (PHI, 2019). They have insufficient training and support (Dawson, 2016), all of 

which places additional hardship on the disproportionate number of women of color and 

immigrants who comprise the DCW workforce (PHI, 2019). Given these realities, it is 
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unsurprising that the DCW industry experiences high turnover rates, which can negatively 

impact patient care and continuity (Dawson, 2016).  

Turnover and communication gaps with DCWs can be especially detrimental during care 

transitions which are inherently difficult for patients and families (Mitchell et al., 2018). Care 

transitions from hospital to home or a facility can be wrought with a lack of adequate 

communication and disruption in service delivery. Frequent handoffs during care transitions and 

unfamiliarity with care providers compromise patient care and can leave patients and families 

feeling insecure and distrusting of providers and the health system (Mitchelle et al., 2018). 

DCWs in their roles across the care continuum are central to meeting patient and family needs 

during these times. In hospice and palliative care, DCWs often have more consistent contact with 

patients and families than other team members (Wholihan & Anderson, 2013); yet, they feel 

excluded from care planning discussions (Lai et al., 2018). While many care transitions occur 

while the patient is still living (e.g., hospital or nursing facility discharges), their families and 

caregivers experience a final care transition from provided services when patients die. The quick 

termination of services may not adequately validate the longstanding and close relationship 

established through hours of close and intimate contact with the DCW.  

Studies on care transitions have demonstrated a need to further explore the complex and 

nuanced experiences for everyone involved. One study of caregivers of adults with Alzheimer’s 

disease or related dementias (ADRD) (n=24) following a live discharge from hospice, found that 

the hospice patient and caregiver experienced a loss of the relationship with the DCW (Author, 

2017). Another study by Zmora and colleagues (2021) with caregivers of individuals with 

ADRD (n=85) within residential long-term care facilities found that caregivers value 
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communication, perceptions of care, and relationships with staff following care transitions from 

home to facility.  

While we have gleaned some perspective of how care transitions can impact patients and 

families, there is less insight into how these transitions impact DCWs. As DCWs are often 

overlooked in agencies (Staley et al., 2015) and as team members (Lai et al., 2018), insight into 

supporting DCWs during these transitions, individually and professionally, is needed. Existing 

literature suggests DCWs have a similar grief reaction to family caregivers (Boerner et al., 

2015). More concerning is how common their grief is disenfranchised where they have neither 

the institutional or personal support to name and validate their loss (Ghesquiere & Bagaajav, 

2018; Tsui et al., 2019). The lack of supportive supervisors, processes, and policies likely  

hinders grief processing (Gleason et al., 2016; Staley et al., 2015).  

Compounding the emotional grief of losing a client is often a loss of financial support. 

Once a client dies or is no longer enrolled with the agency, the hours allotted to spend with the 

client are gone. DCWs may choose to begin work with a new client to prevent lost wages leaving 

no time to grieve (Tsui et al., 2021). A study of DCWs demonstrates that grief experiences 

related to client death can be associated with burnout and detachment from clients, impacting 

both patient care and aide retention (Boerner et al., 2017). Since DCWs are integral to caring for 

the patient and caregiver, supporting the emotional well-being of DCWs to ensure the quality of 

patient care is essential (Ayalon & Roziner, 2016; Boerner et al., 2015).  

Emotional support, education, and training is thought to benefit DCWs’ death 

preparedness and general well-being (Gleason et al., 2016; Risenbeck et al., 2015; Tsui et al., 

2019). Yet existing studies from DCW’s perspectives indicate that agencies currently take few, if 

any, steps to support the experience of client loss (Gleason et al., 2016; Tsui et al., 2018), 
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resulting in DCWs feeling ill-prepared to handle client death (Risenbeck et al., 2015; Tsui et al., 

2018). DCWs often learn of client deaths or are discharged in ways that do not support an 

opportunity for grief, such as with a schedule change or during a staff meeting, if at all (Authors, 

in press; Staley et al., 2015). Additionally, agencies do not have clear policies for DCWs 

regarding post-transition contact (Staley et al, 2015), which may impact the overall experience of 

loss.  

Creating agency policy that considers DCWs’ needs, such as allowing for grief 

processing could both improve job satisfaction and reduce turnover (Olson, 2016). Expanding 

our understanding of how DCWs, who provide frequent and intimate care, navigate and 

experience care termination is needed to promote necessary policy and administrative changes 

(Tsui et al., 2019). In addition, agencies who employ DCWs can further support families of older 

adults who wish to remain in their homes and seek end-of-life care and their families (Spillman, 

2016). This study explored DCWs experiences of care transitions in hospice and palliative care, 

whether for a termination of services (i.e. transfer or relocation of care), live discharge from 

hospice, or death.  

Methods 

All participants in the study were working as a DCW (HHA, CNA, HA), had a minimum 

of 3 months experience in end-of-life care, and were employed by an agency that directly 

employs DCWs (hospice, palliative care, home health, skilled nursing facility). Over the course 

of 6 months, purposeful, convenience sampling occurred in a Midwestern state in the United 

States through hospice and home health care agencies, and personal and professional contacts. 

All participants were given a $25 gift card to a local grocery store. Institutional Review Board 

(IRB) approval was obtained from [blinded for review].  
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 Semi-structured, audio-recorded interviews were conducted by the first author. Questions 

included inviting examples of how DCWs deal with planned and unexpected client care 

transitions, including a change in schedule, a termination of services (i.e. client relocation or 

transfer of services), live discharge from hospice, and death. Additionally, questions of available 

supports, suggestions for support, and preparation for care transitions were included.  

Four focus groups were conducted (n=19) as part of a professional development day at 

one home health agency with an average length of 49 minutes. Participation was voluntary and 

individuals could choose to arrive early or stay later than their scheduled training session. Five 

additional individual in-person interviews (average length of 28 minutes) were completed 

separately from the focus groups and at a location of the participant’s choice. Privacy and 

confidentiality in public spaces were discussed prior to consent.  

Recorded interviews were transcribed verbatim and two raters (Authors 1 and 2), 

independently coded 3 individual interviews in Microsoft Word to create a codebook (Creswell 

& Poth, 2018). Using thematic analysis (Braun & Clark, 2006), the authors continued to search 

and review themes while defining and naming themes. After initial coding, each transcript and its 

codes were reviewed against the initial framework. Throughout each stage of searching for and 

reviewing themes, the authors met and modified or adjusted the codebook as needed.  

Findings 

Study participants identified as female (96%), Caucasian/white (67%), Black/African 

American or Multicultural (33%), with a mean age of 36 years old. Most identified their 

professional title as Home Health Aide (83%), and they worked with clients who live in private 

residences (98%); assisted living facilities (67%); independent living facilities (54%). A quarter 
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of participants (25%) identified as working full-time at over 32 hours a week, 29% as part-time 

or between 20-32 hours per week, and 29% reported they work less than 20 hours per week.  

Both personal and professional ways of managing the experience of loss through a care 

transition were identified. Two main themes emerged: how DCWs managed their experience of 

loss (n=19), and how the perceived connection and relationship influenced the experience of care 

transitions (n=22). 

Managing Experience of Loss 

DCWs described three main ways they manage their experience of loss: anticipating and 

accepting grief and loss (n=21), employing personal coping strategies such as mantras or 

spirituality (n=19), and having a specific process of saying good-bye (n=15). 

Anticipation and acceptance of loss. Eight-eight percent of participants (n=21) reported 

grief and loss as an expected part of their profession. Participants described loss as a reality of 

their job, such as this DCW who said, “… you sort of accept it and going into each job having 

this idea that this is probably temporary.” This sentiment was expanded by another DCW, “I 

don’t want to seem hardcore but, it’s a job … I’m going to miss you but I cannot … deepen 

myself in sympathy and worry, because then I won’t be able to take care of myself.”  

Another participant shared they are prepared for a loss:  

… whenever it’s time for them to pass over or for them to go in the nursing home, I’m 

ready for it. [laughter] It’s not that I don’t like them anymore … I’m excited for the next 

person … it’s just like a box of chocolate for me. [laughter] It really is. I’m sad, I do get 

connected with them, but that’s life. I’ve accepted that …  

One participant reported a mindset of the specialness of their professional role in assisting the 

experience of loss: 
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… some people say, ‘Oh it’s so sad, like it must be so hard,’ but I think I can’t do 

anything to prepare, but like a mindset you can have … I always think it is such an honor 

to take care of someone like at this point in their lives and … even when it’s hard and you 

are struggling with what they’re going through, you’re the one that’s there for them.  

Employing personal coping strategies. Eighty percent of DCWs (n=19) expressed how 

they accepted loss and found meaning in their work was through spirituality or personal mantras. 

One participant simply said, “Say a prayer for ‘em at night and keep on going, that’s all you can 

do.” Another expanded on this thought:  

I think the spiritual part of me helps with that [moving on], having a connection with, I 

say, the Lord, some people say a Higher Power, whatever your connection is spiritually 

that keeps you going in that strength that you know. That’s the time when you connect 

with it so you can pull yourself up by the bootstraps.  

Participants described still experiencing grief, but anticipating and knowing loss is inevitable and 

part of their job, provide assistance in their coping and ability to continue their work. 

Finding a process of saying good-bye. Sixty-three percent of DCWs (n=15) shared that 

saying good-bye was a personal process and they found their own way to say good-bye. For 

some, saying good-bye is emotional as this participant said, “I cry. Every client I lose … It hurts 

and it takes a little piece of you every time. I would go home and cry. And I would talk to 

anybody who would listen ... Sometimes it was my dog.” Another expressed, “When they pass, it 

will be peaceful and I do get emotional, I get a lot emotional” Another participant stated, “I 

never say goodbye. I never say goodbye, I think it would kind of hurt.” For others, the process of 

saying good-bye included evaluating their role in being present for the unique stage of a person’s 

life. One participant shared:  
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I’ve been with and lost a number of clients myself, and … you create a relationship with 

that client and … when you do [click], it’s kind of like a, it’s a special thing, you have a 

unique relationship with that person. … if and when they pass away, you sort of feel like 

you were able to help them through a transition … and it feels like you are able to give 

them a gift in a way and allow them to die with, not just dignity, but some peace.  

Additionally, the structure of their work schedule and responsibilities did impact their process of 

saying good-bye. Several DCWs described the need to rely on themselves and move on quickly.  

In one focus group, two DCWs reflected amongst themselves the need for independent grief: 

a: I have me. I got me. I’m just strong. You just gotta be strong.  

b: I don’t know. I feel like it, maybe it just doesn’t bother you, does it? You gotta keep 

going 

a: I’m not gonna say it doesn’t bother me … It hurts, it hurts, I have feelings, But … I’m 

just going to … get it out …  

b: And then you’re over it … we do that a lot … even this morning where it’s just like 

‘So-and-so passed away, you now have this time block open do you want this shift?’ You 

just “boop” [sound] right on over it and we don’t really do like grief counseling. We 

don’t really sit and talk about it. 

a: … I have my own grief … I’m going to grieve myself … I ain’t got time to go to grief 

counseling [laughing] 

This need for self-sufficiency in managing grief was apparent. As one DCW said, “I think it’s 

part of the nature of this job that we kind of do our own support or else we wouldn’t be in this 

kind of field.”  

Impact of Relationship on Grief Experience (n=22) 
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Participants expressed how their relationship with the patient and/or the patient’s 

extended network impacted their grief experience. Specifically, how building and maintaining 

relationship (n=14) and the perceived connections (n=15) impact the experience of losing the 

patient. 

Building and maintaining relationships. Sixty percent of DCWs (n=14) discussed the 

role of their care relationships with clients, such as how and why they build connections and 

maintain them. DCW’s highlighted how building rapport was part of their role in working with 

clients. Many felt that part of their professional role is to see each patient as more than just a 

patient:  

… I treat them as if my grandparents, because I treat my grandparents very well and I do 

a lot for them. … this is the last place they are going to be before they pass so you want 

to make it as comfortable at home as possible. … it takes a compassionate person to do 

this job, everybody cannot do this job. When you walk in there, you have to pull all your 

issues and problems that you have to the side, your focus is on them, so it’s not about 

you, it’s about them.  

For others, the amount of time contributed to the experience of the relationship, such as with 

both the patients and the patient’s extended network contributed to the experience of loss:  

I think it has a lot to do with how long you’ve been with the client … if it’s just a couple 

of months deal and they pass … I don’t continue on with the family or anything. … if I 

do have a real deep relationship with them, I usually do continue on seeing them … 

They’re part of my life, you know?  

Other DCWs shared how any change can contribute to feeling of a relationship loss, such 

as when “…you’re pulled off a client because your schedule doesn’t fit into the times they need. 
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… I’m kind of upset … like, ‘Oh, I don’t get to see them anymore,’ you fall in love with your 

clients.” Another described how the expectations of relationship building is part of their job 

responsibility:  

… you try to have a good fit … we want the client and the caregiver to have a 

relationship … if you have different people going in and out of there, they don’t know 

what his normal day is. … you do build like a relationship because a lot of our clients 

they, their families are either out of state or … they don’t have that companion care from 

their families.  

Participants reported various ways their relationships with patients, and their particular role in 

caring for the patient, contribute to the experience of loss. 

Perceived connections and impact of loss. Sixty-three percent of DCWs (n=15) 

expressed the level of connection with their patient added to their experience of loss. For 

example, “I would say that I think that the closer you get to someone I think it’s gonna be more 

difficult.” Another DCW expanded this sentiment, saying, “You kind of learn yourself, closures. 

And it’s easier if you’re not too attached to them, it’s a lot easier to do.” DCWs also illustrated 

the connection with clients and their extended care network contributes to the anticipatory grief:  

when you get attachment … And you’ve been with ‘em for a while and it’s a good fit, 

you get concerned about ‘em, kind of pulls on your heart because you have developed a 

relationship with ‘em, … They may remind you of a, a parent or something, or a relative 

or somebody that you know that you’ve known …  

The perceived connection also contributed to how a DCW may experience a non-death 

loss, such as, “I had a client … that went to a nursing home and I had a hard time with that …  
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she had to go … but in the back of my head, I’m like, man, ‘cause she was my friend.” Another 

shared:  

… they had to move her into a [dementia] facility … and that was hard. I didn’t really 

lose her, she didn’t die or anything, but I lost her. I thought she was my friend. And she 

thought of me as a friend, she sent people home because they weren’t me.  

Both the amount of time working together and the connection and impact of the relationship 

were detailed in the experience of loss. One DCW said: 

I worked with her [client] for 4 years … and she passed. … It messed me up bad. 

Because you almost feel like they’re a grandparent to you … I used to joke around at 

everybody, “You can’t wipe somebody’s butt and not love them” [laughter] it takes a 

special person to do what we do …  

Another shared:  

And it’s been very traumatic. I’ve had one lady, one day a week and we went shopping, 

and to lunch and to the beauty parlor appointment and all this, and we were really 

buddies, plus I knew some of her other family members and she died. And she didn’t 

seem that sick but she was and she was a little younger than I, so I really miss her.  

Finally, DCWs shared that in evaluating their relationship with the patient and their 

professional responsibilities, the grief they experience, even when felt as personal, is to remain 

professional: 

When they pass, it will be peaceful and I do get emotional, I get a lot emotional, But I 

bond with their family members. … in the beginning … I was upset ‘cause families 

wouldn’t come see them a lot, but I had to put myself in their shoes to say, “Hey, 

sometimes family can’t deal with this situation, they can’t handle it.” … it takes a 
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compassionate person to do this job, everybody cannot do this job. When you walk in 

there, you have to pull all your issues and problems that you have to the side, your focus 

is on them. So it’s not about you, it’s about them.  

Participants highlight the different ways their perceived connection with the patient 

informs their experience and demonstration of the loss. For some, the loss feels personal, while 

for others, their professional status helped them both prepare for and cope with the inevitable 

loss.  

Discussion 

This study explored the perspectives of direct care workers whose views are highly 

underrepresented in research and in practice. Results demonstrate that DCWs are grieving. They 

use both personal and professional ways to manage the anticipation of and the experience of loss 

through a care transition in the absence of structured support. The participants identified a 

variety of ways their relationships with their patients and the specific functions of their job 

informed their experience of loss. Consistent with previous research of home health workers 

(Ghesquiere & Bagaajav, 2018; Tsui, et al., 2019), DCWs incorporate their personal 

understandings of both caring for others and how to grieve, including though personal mantras 

and spirituality. Both personal coping strategies and their understanding of loss contributed to 

how they managed anticipatory grief and the impact of losing a patient through death or 

relocation. Previous experiences with personal and professional loss and grief also informed their 

coping, such as the expectation of loss as part of the job, to never show grief publicly, or if 

possibly, to grieve alone.  

The range of grief experiences provide opportunities for hospice and home health 

agencies to consider the organizational supports available to their team and whether these 
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supports are extended to DCWs. A study investigating home health agency policies and 

practices, found that none of the agencies that employed a median of 1,600 employees, 

reported any formal client death-related workforce policies (Tsui et al., 2021). Agencies 

should recognize the challenges in working with individuals who are seriously ill or have a 

terminal progress and provide ongoing support coupled with education and training for the 

anticipation of loss. As one participant shared, “I don’t think there really is any real preparation 

that you do, to just actually get yourself ready,” which suggests agencies should make support 

for the expected losses explicit. In considering implementing formal policies, agencies and 

organizations can explore the role spirituality and personal mantras play in coping and where 

within their professional roles can this be expressed.  

Care transitions, and the varied complexities within healthcare systems, must be further 

explored. As older adults continue to need to transition across care settings, the role of the DCW 

will become even more important to support within organizations. For example, it is well 

documented that empowering DCWs within nursing homes and other residential care is 

associated with higher service quality (Shield et al., 2013), including patient care and safety 

(Hamann, 2013), and customer satisfaction (Scotti et al., 2009). However, DCWs work across 

different settings and must receive support appropriate for the level of care and the 

corresponding psychosocial needs. Further research to address care transitions within the 

community and home care settings is needed.  

Our results support previous findings that education and training may help DCWs feel 

better prepared for the death of their clients, in addition to feeling supported by their agency 

(Gleason et al., 2016; Risenbeck et al., 2015; Tsui et al., 2019). Hospice and home health 

agencies can provide training opportunities related to care transitions and losing patients as 
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DCWs begin with an agency. Examples include strategies to make meaning of their experience, 

honoring the loss, and preparing for the inevitable changes to their work schedules for both death 

and non-death losses, including financial compensation when hours are unavailable.  

In addition, ongoing psychosocial support at an organizational level and from team 

members will also be beneficial (Authors, In Press; Tsui et al., 2019). Results show the perceived 

connection and relationship influence the experience of care transition and agencies have an 

opportunity to develop space for DCWs to grieve their losses. Currently, DCWs do not have 

adequate time between losing one patient and caring for another (Ghesquiere & Bagaajav, 2018; 

Tsui et al., 2019). To better support DCWs, agencies could provide an outlet such as an 

answering service (Authors, in press), or group opportunities (Ghesquiere & Bagaajav, 2018) to 

provide an opportunity to share their grief during their paid work hours. 

Implications 

Results inform implications for the design and delivery of high-quality and 

compassionate end-of-life care and help to identify ways to better support a marginalized 

working population. As a start, the structural inequalities of low wage workers and lack of 

support must be addressed (Authors, In press). Results also highlight the lack of employer 

support following a disruption in client care, either through death or a loss from other care 

transitions. DCWs must be afforded the same paid opportunities as their team members for 

training, support, and to grieve (Tsui et al., 2021), which would also expand the role of the DCW 

within the interprofessional team model.  

Potential barriers that keep hospice and home care agencies from providing this type of 

education and training for staff, including DCWs is critical to investigate. Team members with 

expertise in psychosocial well being, such as social workers, psychologists, and chaplains can 
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advise agency policies on best practices to better support the structure of the DCW role in end-

of-life care, including formal grief and bereavement support opportunities for staff to say good-

bye or manage care transitions. Efforts can contribute to the stabilization of a the DCW 

workforce with decreased turnover, and for individual agencies to better support their DCWs.  

Limitations 

This study has several limitations. Though efforts were made to expand recruitment 

efforts to reflect multiple forms of diversity within this workforce and to reflect national 

representation, some perspectives were not included in this sample. The fact that all focus 

groups were held at one home health agency is a limitation, yet most participants had worked for 

several other agencies and provided varied examples of their experiences. Also, the agency 

administration was present in the building during the focus groups, and though there was 

separation, there could have been bias in responses with concern their employer would hear 

them. A more comprehensive study might seek to obtain a range of racial/ethnic/language 

groups, as well separating different home care specialties (i.e. solely hospice), which may 

further illuminate the more specific needs in coping with client death.  

Conclusion 

This study contributes an in-depth exploration of the perspectives of direct care workers 

who experience loss through death and non-death care transitions. DCWs care deeply for their 

patients and demonstrate emotional resilience with very little professional guidance. Their  

personal strategies and their professional experience help them to cope with these care 

transitions. While the participants in our study used these strategies successfully, they do not 

reflect the views of hospice and home care workers who chose to leave the field, possibly 
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because of an inability to cope effectively. Supporting direct care workers will strengthen the 

underlying backbone of an essential workforce.  
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