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ABSTRACT

Objective: Relatively little attention has been paid to optimum ways in which community-based
care services can support family caregivers in the context of end-of-life care at home. This paper
addresses such concerns by focusing on the services provided by domiciliary care workers.

Method: We draw on qualitative formal interviews with 42 family members, 1 patient, and 6
staff, as well as observation sessions and informal interviews with additional family caregivers
and staff, to examine the aspects of domiciliary care perceived to be of most value. In particular,
we compare and contrast family caregivers’ experience of the support provided by generic
domiciliary care workers with that of a team of specialist domiciliary care workers.

Results: Our findings show that specialist domiciliary care workers had sufficient time and
expertise to meet family caregivers’ physical and emotional needs in sensitive, proactive, and
family-centered ways, and that these attributes were not so prominent in the services received
from generic domiciliary care workers.

Significance of results: The availability to families of targeted support from an appropriately
trained and carefully monitored team of specialist domiciliary care workers, able to operate
flexibly and with staff consistency, appears to be an important foundation on which to build
greater confidence in the reality of a good death at home.
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INTRODUCTION

An estimated half a million people provide informal
care at the end of life, and family caregiving in this
context is now an international research priority
(Stajduhar et al., 2010). This may not be surprising,
given that family caregivers are integral to the care
of those at the end of life and crucial for enabling
home death (Funk et al., 2010; Linderholm & Frie-
drichsen, 2010; Grande et al., 2009; Stajduhar
et al., 2008; Kwak et al., 2007; Seymour et al., 2007).

Williams and McCorkle (2011) found in their sys-
tematic review that, in assuming the role of family
carer for those with cancer, caregivers incur an in-

creased risk of physical and mental morbidity and
psychological stress. Indeed, family members may
readily accept the end-of-life caring role, often be-
cause of the expectations of relatives and health pro-
fessionals, but they may do so with ambivalence, fear,
and anxiety, and without sufficient preparation or in-
formation (Linderholm & Friedrichsen, 2010). Fur-
thermore, end-of-life family caregivers at home may
assume that role for lengthy periods of time, some-
times over a year, which can lead to a sense of impri-
sonment (Andersson et al., 2010), and the
responsibilities involved in end-of-life family caregiv-
ing tend to escalate and become more complex over
time (Linderholm & Friedrichsen, 2010).

A number of studies detail the adverse effects of
end-of-life caregiving, including anxiety, depression,
and fatigue (Grande et al., 2009); financial, social,
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and relationship challenges (Stajduhar et al., 2010);
worsening of physical health and difficulty revealing
personal needs (Funk et al., 2010); and economic dis-
advantage (Aoun et al., 2005). For all these reasons,
we need a better understanding of how best to sup-
port family caregivers so that they can deal with
the range of challenges involved in helping to provide
end-of–life care at home (Grande et al., 2009).

Applebaum and Breitbart (2012) systematically re-
viewed the psychological services that help reduce
caregiver burden and found that structured, goal-or-
iented, and time-limited interventions that are inte-
grative are of greatest benefit. Such interventions
may help family caregivers maintain a normal re-
lationship with their loved one, which Exley and Allen
(2007) suggest can be seriously compromised by the re-
sponsibility of being a pivotal caregiver, and can also
improve bereavement outcome (Grande and Ewing,
2009). As well as meeting psychological needs, home-
based services should help provide respite care and
attend to psychosocial, spiritual, and emotional needs
(Stajduhar et al., 2010; Andersson et al., 2010). The Of-
fice for National Statistics National Bereavement Sur-
vey (ONS, 2012) found that, of the 11,269 family
caregivers who responded to questions about support
provided at home, 16% had received support but wan-
ted more, 9% had not received support but had tried to
get help, and 9% would have liked support but did not
ask, the latter another indication of the lack of articu-
lation of need referred to earlier. Healthcare providers
sometimes lack resources and sufficient training to fo-
cus on the needs of both patients and family caregivers
(Linderholm & Friedrichsen, 2010).

To summarize, the availability of community-loca-
ted professionals who can both care for patients and
support family caregivers appears to be a critical fac-
tor in the viability of home-based end-of-life care. The
focus of our study, on which this paper is based, was
the unique benefits of skilled workers and innovative
services that make a positive difference in the lives of
caregivers and their loved ones dying at home, often
through seemingly inconsequential interventions,
such as unhurried home visits and provision of re-
spite care at short notice, which increase caregivers’
confidence and resilience.

This paper explores the role of two types of domi-
ciliary care workers. Domiciliary care workers
(DCWs) usually have a generic workload but typi-
cally provide the majority of routine personal care
and support required by end-of-life patients. Though
not medically trained, they increasingly undertake
tasks, such as percutaneous endoscopic gastrostomy
(PEG) feeding, wound care, and stoma care, pre-
viously performed by registered nurses. In addition,
they are commonly employed by private agencies
(Watson, 2011). As part of a larger evaluation of end-

of-life care provision in two counties in England (Marie
Curie Cancer Center, 2012), we explored the role
played by DCWs in meeting the emotional and practi-
cal support needs of family caregivers. Service pro-
vision in both counties included an end-of-life care
coordination center, which received referrals from hos-
pital- and community-based professionals and orga-
nized necessary care, including placement of DCWs.

In one county, referred to in this paper as District B,
the end-of-life care coordination center could call on
the services of domiciliary care workers in 18 different
private agencies to provide care in their largely rural
population. These agency staff were not specialists in
end-of-life care. In the other county (District A), the
end-of-life care coordination center had an in-house
specialist team of eight domiciliary care workers who
only cared for end-of-life patients and worked to NHS
terms and conditions. This in-house team of specialist
domiciliary care workers (SDCWs) was directly at-
tached to the end-of-life care coordination center. The
SDCWs themselves had a variety of professional back-
grounds that included hospices and private care
agencies, as well as previous experience as NHS
healthcare assistants. However, this specialist team
alone could not respond to the county-wide demand
for personal care for end-of-life patients, and families
often received additional or alternative care from dom-
iciliary workers from the 10 private agencies operating
in this mixed urban/rural county.

The aim of the present paper is to explore key
themes affecting the quality of family support provi-
ded by SDCWs and agency domiciliary care workers
(ADCWs), from the perspective of family caregivers
themselves, to compare and contrast the experiences
of each type of domiciliary care provision, and to
examine important implications that arise.

METHODS

This work draws on the qualitative element of our
evaluation. The methods employed included inter-
views and observations. We conducted in-depth face-
to-face interviews with 42 family carers and 1 patient.
To understand more about the DCW role and the
different types of service provision, we interviewed
six staff, including DCWs and other end-of-life care
service providers. In order to obtain empirical data
about the work that the SDCWs carried out, we under-
took two observation sessions, during which informal
interviews were carried out with two additional
SDCWs, as well as relevant family members and
patients. All interviews were recorded and transcribed,
and, togetherwithnotestakencontemporaneouslyand
following periods of observation, were subject to the-
matic and content analysis (Silverman, 2006).Analysis
involved careful reading of each transcript, at least

Percival et al.446

https://doi.org/10.1017/S147895151300076X Published online by Cambridge University Press

https://doi.org/10.1017/S147895151300076X


three times, which provided an opportunity for in-
creased awareness of important and unifying subject
domains, followed by progressive refinement of a ro-
bust scheme for coding themes and subthemes. As
these themes and their components became clearer,
so too did the proportional weighting attached to
them by participants, which led to identification of
comparisons and contrasts between components of
the two types of DCW provisions. Observation notes
were drawn on to refute or confirm themes arising
from the interview analysis. An outline document
with key findings was then drafted, and, in the inter-
pretivephase,variousmembersof the team metonsev-
eral occasions to discuss this document, debate
interpretations, and refine understandings before
agreeing to the final set of themes.

RESULTS

In exploring the ways in which ADCWs and SDCWs
met the emotional and support needs of family care-
givers, we found that the following themes arose from
our data:

† Sensitivity and consistency

† Proactive, family-centered approaches

† Allocation of sufficient time to meet physical and
emotional needs of patients and family care-
givers

† Close monitoring and flexible response to chan-
ging family needs

† Training and quality of care

Sensitivity and Consistency

The sensitivity and respect of DCWs appeared to help
open a dialogue in which patient and family care-
givers’ fears and needs could be safely expressed
and articulated, and practical advice given and un-
derstood. Informal interviews during research obser-
vations confirmed the importance of sensitivity and
respect on the part of SDCWs.

From interviews with family caregivers we learned
about theabilityofSDCWstoprovide care inasensitive
and respectful manner that impressed bothpatient and
family caregivers, helping raise the credibility of
SDCWs as caring individuals and professionals. Obser-
vations of domiciliary careworkers during the course of
research also confirmed the importance of sensitivity
and respect. Relevant observation notes and caregiver
responses are contained in Table 1.

Table 1. Sensitivity and consistency

Observation notes After providing patient care, the two SDCWs sat down with the daughter, who talked about various
things on her mind, including her mother’s recent comment that she is “ready to die,” and the
daughter then asked some questions about managing her mother’s oral care, which the SDCWs
carefully explained. The SDCWs also advised the daughter not to worry about the need to
constantly be doing things for her mother, that it is okay just to sit with her and have quality time.
On leaving the house, the daughter kissed and embraced each of the SDCWs, which reinforced for
me how quickly they can form a valued bond with family caregivers, given that in this case they
have only been involved for three days. [Researcher’s observation notes]

Caregiver
responses

I couldn’t have managed without them, without the confidence that I knew they were coming in (. . .)
and the people themselves, they must have been trained, they were splendid (. . .) they were
respectful, and gave [husband] all the kindness (. . .) and he had to be washed by them, and not once
did he find it embarrassing or awkward. He accepted it all, because of their attitude; they were
treating him gently, and knowing that he was a real true gentleman, with respect, right up until
the end. [Mrs. MP]

I think the continuity of the same people coming all the time is good (. . .) it’s a much smaller team so
everybody’s got to know each other. [Mr. NG].

They [SDCWs] are more caring [than the ADCWs who also visit], I would say, because they know us
well, because it’s the same carers that come, they all know us, they’ve got used to us. [Mrs. RR,
patient, and husband Mr. MR]

We never had a continuing same person. It would have been better, having the same ones all the time
(. . .) He [husband] was getting confident with one person and he would say “Well, why isn’t so and
so coming?” [Mrs. KV]

If you have lots of different people out every day, which happened, you’ve kind of got to explain the
story right from the word go every time. If you put yourself in the patient’s position, where they are,
perhaps, pretty helpless, and in bed, and you get a continual stream of strangers in, who you don’t
know, that’s not wonderful. When you’re dying, it’s important to be surrounded by people you know
and trust (Mrs. MV).

One person who came to wash him, a gentleman actually, he was trying to tell us what to do in the
end and I said, “Well I, you know, I’m old enough, I don’t need to be told,” and especially in my own
home. So we had to ask the agency not to send him again. [Mrs. WJ]
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Families who did not receive a service from the
SDCW team also cited examples of sensitivity shown
by the assigned ADCW staff, although this was men-
tioned much less often in interviews and also fea-
tured alongside accounts that workers did not take
time to get to know an individual patient and family
members or their tried and tested routines, as men-
tioned by Mrs. WJ in Table 1. Along with sensitivity,
a subject that emerged throughout the interviews
with family caregivers, was their appreciation of
SDCW provision with respect to continuity of person-
nel, a highly valued aspect that helped confer confi-
dence by establishing a personal bond, sometimes
described as integral to a “caring” service and an as-
pect less apparent in anonymous and changeable
ADCW teams, as suggested in the responses from
Mr. NG and Mrs. RR and her husband MR in Table 1.
Moreover, family members who only experienced
ADCWs regretted that the private agencies on which
they relied were unable to provide continuity of care,
indicated by Mrs. KV and Mrs. MV in Table 1.

Proactive and Family-Centered Approaches

Family caregivers in this study cited situations
where the SDCW team had flexibility and, most im-
portantly, time to offer a solution to practical pro-
blems, reflecting a “can-do” approach that resulted
in a family-centered, specially designed service. Re-
sponses from family members and one patient are in-
cluded in Table 2.

This constructive, family-centered approach typi-
cally involved attention to the needs of family care-
givers as well as patients, a point emphasized by
Mrs. CJ, included in Table 2, who was especially
grateful for the emotional and psychological support
provided by SDCWs. Respondents often commented
on how the SDCW team operated in a proactive man-
ner, through engaging in discussion of additional

practical ways to help. One example was how the
team obtained a riser recliner chair following their
observations of Mrs. RR’s increasing difficulty get-
ting into and out of her living room chair, as Mrs.
RR, a patient, explained during the interview and
as referred to in Table 2. For Mrs. MP, also rep-
resented in Table 2, the SDCW team’s proactive ap-
proach helped raise her morale at a difficult time
and reduce some of the physical demands of caring
for her dying husband.

Allocation of Sufficient Time to Meet
Physical and Emotional Needs of Patients
and Family Caregivers

Sufficient allocation of time, enabling the SDCW
team to engage flexibly, according to an individual fa-
mily member’s changeable daily circumstances, was
greatly appreciated, even if this sometimes resulted
in lack of punctuality with regard to scheduled ap-
pointments, an inevitable consequence that respon-
dents were often prepared to accept. Indeed, as the
extracts in Table 3 suggest, the provision of sufficient
time can be seen as a hallmark of a good-quality dom-
iciliary care service.

There was some, though substantially less, evi-
dence from families who received support from
ADCWs that they also operate proactively, as Mrs.
SC, a recently bereaved widow, indicated (see Table 3)
when she told us that support workers who were
“really worried” about her husband’s condition would
contact district nurses, who would then visit. How-
ever, families also raised concern about ADCWs’
lack of time and their narrow task-oriented focus,
as revealed by MV, in Table 3. Not all family care-
givers criticized ADCWs’ lack of time and family fo-
cus, and presented positive examples of the support
offered, such as Mr. CW, also quoted in Table 3. Not-
withstanding the excellent care that some ADCWs

Table 2. Proactive, family-centered approaches

Caregiver
responses

He died in the evening, but during that morning, I had this appointment and I said, I’ve got to go out,
I’ll ask [son] to come down. And they [SDCWs] said, no, you won’t, we’ll organize that, and they
organized it (. . .) so one of them stayed. [Mrs. YD]

I think they are a lovely group, and they do a wonderful job both for the patient and for the relatives—
I would like to stress that point. They will chat with you and help you to relax; if they think that
they can, they probably like to do a little bit of counseling as well. Some are more trained to that
than others, and I think, yes, I think it’s very good; on the whole, their attitude towards the
relatives is very good. [Mrs. CJ]

And I was asked, would you like more help in the evening, just to get him undressed, you see? And I
could manage, actually, but it made it easier, made it easier for me (. . .) we used to call them our
earthly angels, because they were, and I couldn’t have coped without them. [Mrs. MP]

Patient response The carers kept on about getting a chair (. . .) kept on about it and kept on about it, and they all said
“that’s all you need is a [riser recliner] chair; it’s going to take you up so that your feet come onto the
floor,” and it does, it’s wonderful. It would take me ages to try and work myself forward to get up,
and I was exhausted. [Mrs. RR]
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provided, when family caregivers had had experience
of both ADCW and SDCW provision, and were there-
fore able to make a comparison, they invariably fa-
vored the latter as more flexible, proactive, and
family focused.

Close Monitoring and Flexible Response to
Changing Family Needs

Embedded within the end-of-life care coordination
service, SDCWs participated in daily briefings and
regularly provided feedback to coordination center
managers on their perceptions of changes in patient
condition, or in family caregiver circumstances, in-
formation that could readily lead to refinements in
level or timing of visits or lead to installation of other
equipment:

Since we’ve had the support workers [SDCWs] in
place, they come in three times a week for hand-
over and we get very up-to-date, very good infor-
mation from them. It’s more cohesive and we all
know where we are. We all know what’s happening
to the patients, and it just sits a lot more comforta-
bly. [Manager, District A end–of-life care coordi-
nation center]

Employing an in-house SDCW team also facilitated
flexibility in resource allocation:

By selecting and employing an in-house team [of
SDCWs], the controls and monitoring are set by
us [NHS managers] [and] we can react promptly.
For example, I assessed a man in hospital in the
morning. His wife desperately wanted him home
as he was clearly dying, and by the end of the day
he was home, as we were able to reschedule some
visits that the [SDCWs] were doing to enable
this. We were also able to provide a night-sit at
very short notice by one of our team. We did not

have to do the lengthy referral [for ADCW pro-
vision] with no guarantee that a sitter would be
found. [Manager, District A end-of-life care coordi-
nation center]

This manager also commented that SDCWs confer-
red with each other to “rework” their daily schedules
to accommodate any sudden increases in provision
that were required. It is important to emphasize
that the ability of the SDCW team to respond so flex-
ibly to family needs was because this team was di-
rectly line managed by the end-of-life care
coordination center staff, who had an up-to-date,
comprehensive overview of end-of-life care provision
across the county. Such a perspective was not avail-
able to ADCW managers, who would only be aware
of the needs in their own small patch. Family care-
givers who did not receive care from the SDCW
team, and therefore relied on ADCWs, sometimes
raised problems experienced when trying to get ad-
ditional support, including night-sitters, and also
spoke of the need for closer monitoring, so as to ad-
dress variability in the quality of care.

Training and Quality of Care

SDCWs were expected to have achieved National Vo-
cational Qualifications (NVQ) level 2 or 3 in health
and social care, or show willingness to undertake
such training within 18 months of employment.
Specialist end-of-life care training was provided in-
house by three qualified and experienced community
nurses who worked at the end-of-life care coordi-
nation center, where the SDCW team was based,
and included mouth-care and simple wound dres-
sing. Continuous ad hoc training was also provided
in the course of daily briefings and supervision of
the SDCWs, who, in addition, had access to a quali-
fied nurse at all hours. SDCWs could also access on-
line e-learning modules on end-of-life care cases.

Table 3. Allocation of sufficient time to meet needs of patients and family caregivers

Caregiver
responses

They’ve [SDCWs] been a very good team; they can’t always be on time, and they can’t in fact give
precise times because of course they won’t leave a patient until, you know, they won’t rush, which is
good (. . .) they took over from a private contractor that was doing the job before, although they were
reasonably [good] they had to be quick, they had to go and they seemed a little bit pressured, and
they weren’t able to give the sort of care that the [SDCWs] are providing you know. [Mr. NG]

With agencies they come in specifically to wash, and that is their remit, and that is a totally different
attitude from the end-of-life team [SDCWs] [who] are supportive; they are very supportive, and I
think if one were very upset they would be able to help you a little. [Mrs. CJ]

I felt with some of the people there [private care agency], that they were so rushed—this was a job,
and they wanted to get it done as quickly as possible, and then on to the next job. [Mrs. MV]

They [ADCWs] were on a very tight schedule, but the patient was more important; in many ways the
care was better at home than in hospital. There was hardly a visit when [ADCWs] wouldn’t say,
“and are you [family caregiver] okay, are you managing?” Yes, so that was good; they were very
aware. [Mr. CW]
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In contrast, it is unclear to what extent ADCWs
had regular supervision and training in end-of-life
care. Healthcare professionals who were in a position
to compare feedback they had received from family
members who had received SDCW and/or ADCW
input concluded that there were possible questions
about the supervision and support of ADCWs by their
managers. The end-of-life care coordination center
that only supplied private agency staff had arranged
end-of-life care training places for agency domiciliary
care providers, to help improve end-of-life care knowl-
edge in particular agencies, and had also signposted
agencies to other educational sources of information,
including relevant websites and Marie Curie Center
training videos (e.g., on the use of syringe drivers).
Despite such initiatives, healthcare professionals re-
mained equivocal about the quality of staff and end-
of-life care provided by the agencies, and caregivers
also shared concerns about the quality and skill of
ADCWs, as the content in Table 4 demonstrates.

Clearly, according to interviewees, lack of training
of ADCWs can affect the potential to provide a holis-
tic service, which in turn may adversely affect
patient comfort at home.

DISCUSSION

The aim of our paper was to explore factors that affect
the quality of family support provided by agency and
specialist domiciliary care workers. We found that
sensitive, consistent, proactive, family-centered,
and flexible components of support were highly va-

lued by family members, and that these features
were more apparent in the service delivered by the
SDCW team, due to the provision of sufficient exper-
tise, continuity, and contact time.

The study had its limitations. Only one patient
was formally interviewed, as most who were seen in
the course of visits to family caregivers were too ill
to participate. Nonetheless, the major focus of this
paper was the experience of family caregivers, which
was successfully captured. Second, as with qualitat-
ive descriptive studies, generalizability is an issue.
For example, the skill mix and capabilities of staff
in one ADCW team will not be the same as those in
another, and caution is therefore required in reach-
ing general conclusions about such provision. Fur-
thermore, respective caseload sizes and lengths of
time available for visits to patients are likely to differ
between SDCWs and ADCWs, and are not easily
comparable, given the exclusive end-of-life care remit
of the SDCW team and its concerted family approach.
Despite these issues, our findings give rise to impor-
tant implications, based on distinctive service
characteristics emphasized by research participants,
in respect of ADCWs and SDCWs for these two coun-
ties. These characteristics are presented in Table 5.

In considering the implications of our data, along
with evidence from studies reported earlier in this
paper, particularly the pivotal role of family caregiv-
ing for people receiving end-of-life care at home, the
challenges of anxiety, fatigue, and stress, and their
needs for ready access to emotional and practical sup-
port, the following points are relevant:

Table 4. Training and quality of care

Healthcare professional
response

We ought to make really sure that all the care providers we’re using are all high quality; they
can tell you that they’ve got all this [end-of-life care] experience, but who they send in is
slightly different. [Manager, District B end-of-life care coordination]

Caregiver responses The cancer was in the spine [and] it meant that he [husband] had no control of his functions
(. . .) it was a private [agency], they’re quite young; fairly unskilled girls came in to help,
very pleasant, but I always was the other [hands-on] carer (. . .) I think some of them were
trained in palliative care; some of the others certainly weren’t; I had a word with their
supervisor, not nastily. I just said I do think they need a wee bit more training. [author’s
italics] [Mrs. WL]

The district nurse had brought out, they call it a slide sheet I think, but none of the [private
care agency] people knew how to use it at all; they just weren’t trained to do the job that
they were being asked to do. I would have thought there would have been more what they
call supervision for the [agency] girls because I think they were being asked to do things
that really and truly they didn’t have the knowledge to be able to do. [Mrs. IM]

They [care agency workers] were supposed to come in, wash him [father], and get him up,
and then put him to bed in the evening. But I didn’t find that service particularly good
[because] they were not allowed to do dressings; he had bed sores. So, I had to do all that
(. . .) you would think they would be trained to deal with that, wouldn’t you really? I think
better-trained [support workers] would be the answer. When you are disturbing somebody
who is not very well, it all needs to be done at the same time. I didn’t think it was worth
having them really. [Mrs. WB]
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† The National End-of-Life Care Programme
(NEoLCP, 2012, p. 5) emphasizes that care pro-
vision “needs to be flexible so that if the individ-
ual’s circumstances change the care package can
change without any major delays.”

† A “proactive” and “preventative” approach may
help prevent the adverse effects of informal
care but is rarely attended to in research studies
(Grande et al., 2009, pp. 339–342).

† The ability of support workers to step up their
level of involvement and provide additional
care to family members, as required, is evidence
of innovative support that facilitates home
deaths (NEoLCP, 2012).

† Knowledge of patient and family changes is de-
pendent on flow of information, which support
workers need to share “in a timely and appropri-
ate manner” (Skills for Care, 2012, p. 14).

We found that the in-house structure of the SDCW
team and its operational base within an end-of-life
care coordination center enhanced the regularity
with which feedback to managers was provided and
improved information exchange within the small
team, so that support could be flexibly and proac-
tively adjusted. Such support attributes were not pro-
filed in our interviews with family caregivers who
had relied on ADCWs, and this may be because pri-
vate agency DCWs tend to strictly adhere to allotted
lengths of time (Baxter et al., 2008), which typically
results in a short duration of calls (Patient and Client
Council, 2012).

Family members who are caring for relatives at
the end of life value sensitive, proactive, and experi-

enced intervention, underpinned by well-trained pro-
fessional support workers. According to the NHS
National End-of-Life Care Programme, training is
one of nine “critical success factors” that facilitate
choice regarding preferred place of death and are cru-
cial for general support workers delivering end-of-life
care, given the fact that district nurse numbers are in
decline and the pressures on those in post is growing
(NEoLCP, 2012, p. 7). However, private agencies of-
ten work in “silos” and lack awareness and infor-
mation about the “complexity” of end-of-life care
provision (personal correspondence with Cheshire
& Merseyside NHS Palliative and End-of-Life Care
Network). It is therefore sobering to reflect that two
fifths of the social care workforce hold no formal
care-related qualifications, a situation exacerbated
by the fact that the DCW turnover rate is around
20%, with over one in five leaving each year (CFWI,
2011). Indeed, according to a recent investigation by
the BBC (British Broadcasting Corporation, 2012),
more than 200 domiciliary care providers in England
have been using staff without proper qualifications.
It is not surprising to learn, therefore, that specialist,
up-to-date training on end-of-life care is unlikely to
be received by all agency care workers involved in
its delivery (Skills for Care, 2010). More surprising,
perhaps, is that there is “no formal requirement”
for agencies that deliver end-of-life care to provide
end-of-life care training or access specially designed
qualifications (personal correspondence from “Skills
for Care”).

Public policy in England has increasingly ac-
knowledged that people’s ordinary home setting is
their preferred place to receive end-of-life care (DH,
2008; 2012), a choice favored by almost three quar-
ters of respondents involved in the first national

Table 5. Respective DCW characteristics

Specialist Domiciliary Care Workers (SDCWs) Agency Domiciliary Care Workers (ADCWs)

Characteristics of
service

Small, eight-person team with NHS terms and
conditions directly line managed by end-of-life
care coordination center.

Dispersed personnel across 10 (County A) or 18
(County B) private agencies; not directly
managed by end-of-life care coordination
center.

Continuity of personnel. Variable or no continuity of personnel.
Flexible and person-focused use of time. Constrained and task-focused use of time.
Highly relevant professional and personal

experience in end-of-life care.
Varied, possibly little or no professional and

personal experience in end-of-life care.
Ongoing end-of-life care training. Varied or no end-of-life care training.
Regular thrice-weekly meetings with feedback

to end-of-life care coordination center so that
care could be adjusted.

Ad hoc contact with end-of-life care coordination
center; dependency on families to report
emerging care needs.

Consistently proactive response to emerging
needs.

Ad hoc response to emerging needs based on
caliber and awareness of ADCW.

Evidence of consistent sensitivity to patients and
family caregivers.

Evidence of some sensitivity to patients and
family caregivers depending on ADCW.
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survey of bereaved people in England (ONS, 2012).
However, as we noted earlier on in this paper, studies
emphasize a myriad of challenges faced by family
caregivers, together with unmet support needs.
Domiciliary care workers play a significant role in en-
abling home-based end-of-life care but too often lack
sufficient resources, training, and time to provide
good-quality continuity of care (Watson, 2011). Our
findings are not nation- or culture-specific, and, in-
deed, many countries seeking to provide home-based
end-of-life care services could profitably reflect on the
benefits of specially appointed and well-resourced
domiciliary care workers. In our opinion, the avail-
ability to families of targeted support from an appro-
priately trained and carefully monitored team of
specialist domiciliary care workers, who are able to
operate flexibly and with staff consistency, appears
to be an important foundation on which to build
greater confidence in the reality of “earthly angels”
and to facilitate the possibility of a good death at
home.
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