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Abstract

Background

Homecare workers provide essential care at home for people at end-of-life but are often

poorly trained and supported.

Aim

To explore the experiences and needs of homecare workers and the views of homecare cli-

ents and carers, and other community-based health and social care staff about the home-

care worker role, including identification of good practice.

Methods

In this qualitative exploratory study, we will conduct 150 semi-structured interviews with

homecare workers within three geographic English localities chosen for maximum socio-

demographic variation. Eligible participants will be consenting adults providing care services

(workers [n = 45], managers [n = 15] community practitioners [n = 30]), receiving care (cli-

ents thought to be in the last 6 months of life [n = 30], family carers [n = 15], or commission-

ers of homecare services supporting end-of-life care [n = 15]. Interviews may adopt a Pictor-

guided or standard semi-structured approach according to their preference. Managers and

commissioners can contribute to an online focus group if preferred. A range of recruitment

strategies will be used, including through homecare agencies, local authorities, local NHS

services, charities, voluntary sector groups and social media. Interviews and focus groups

will be recorded, transcribed, anonymised, and analysed adopting a case-based approach

for each geographic area within-case and then comparison across cases using reflexive the-

matic analysis. The design and analysis will be informed by Bronfenbrenner’s Adapted Eco-

logical Systems theory. This study is registered on the Research Registry (No.8613).
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Contribution

We will provide evidence on ways to improve the experiences and address the needs of

homecare workers in relation to caring for people nearing end-of-life. It will offer insight into

good practice around supporting homecare workers including responding to their training

and development needs. Findings will inform subsequent stages of an evaluation-phase

study of a training resource for homecare workers.

Introduction

Social homecare support enables people to stay at home and live well during illness, meets

other care and support needs, helps prevent avoidable residential care or hospital admissions,

and can enable a good death at home [1–3]. Despite the importance of the role, we know little

about what skills and support are necessary to enable homecare workers (HCWs) to deliver

high quality end-of-life (EoL) care at home.

HCWs support many people with care needs and any family or friends providing informal

care (subsequently referred to as carers), often working alongside, but separate to, other health

and social care providers. However, they often have little training, particularly in EoL care, and

are poorly supported [2, 4–7]. In England, HCWs are primarily employed within commercial

companies and have low status, low pay, limited career progression, isolated working condi-

tions and employment insecurity. There are also specific challenges for HCWs who support

people at EoL including negotiating emotional attachments, bereavement, role ambiguity, and

maintaining professional boundaries [2, 4, 5]. These findings are mirrored internationally

[8–11].

A review of service delivery models for older people at EoL found little reference to social

care [12], indeed, little research has been undertaken with HCWs. There is a substantial evi-

dence gap concerning the best way to support HCWs to provide sustainable, quality, inte-

grated care for those requiring EoL care at home. Therefore, we aim to explore the experiences

and needs of HCWs and the views of homecare clients and carers, and other health and social

care staff, about the HCW role; identifying good practice and training gaps and needs, as well

as ways to include and support HCWs within the wider care team supporting the client/carer.

This protocol forms one work package of a larger study exploring the experiences and

needs of HCWs, with an overall aim to improve the quality and sustainability of person-cen-

tred EoL care by HCWs through training, skill development and empowerment, and to inform

employment practices, commissioning, and policy.

Methods

This qualitative study takes a social constructionist perspective. This views knowledge and

meaning as constructed within social interactions and is sensitive to the geographical and tem-

poral contexts within which it is produced. Bronfenbrenner’s Adapted Ecological Systems

Theory [13] is the strategic theoretical framework informing this study design and analysis.

This recognises five inter-related systems which capture the multiple, complex individual and

service-level interactions which evolve over time within the dynamics of families, communities

and society, informing a whole systems approach to EoL care and palliative care. The five sys-

tems relate to the person, their immediate environment, multidisciplinary care, local geogra-

phies and the overarching policy, funding and social/cultural context.
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Study design

In this qualitative exploratory study, we will conduct 150 in-depth, face-to-face or remote

semi-structured interviews across community health and social care services in three English

localities. We will use a pragmatic paradigm to define our approach to the local areas: the DES-

CARTE (Design of Case Study Research in Health Care) case study model, with each geo-

graphical locality comprising a case or ‘entity,’ and interviews taking place concurrently within

each [14].

Case studies facilitate data collection and analysis within and across settings to produce

transferable findings, offering a flexible approach enabling holistic enquiry from multiple per-

spectives [14, 15]. Each of the three geographical localities, the cases, have been chosen to rep-

resent diversity in respect of key demographic factors such as ethnicity and cultural diversity,

urban and rural locations, affluence and deprivation, and age profile of the populations. These

factors have been shown to influence uptake of and access to health and social care; people

from more deprived communities, minoritized ethnic communities and older adults experi-

ence greater disadvantage than the general population regarding both an increased need for

but reduced access to healthcare [16]. This will also enable a diverse cohort of participants

from different backgrounds. The purpose of the case study approach is to explore commonali-

ties and divergence between the localities in how HCWs are incorporated into service provi-

sion for people at EoL and to enable sensitivity to how the contextual factors above affect the

giving and receiving of this care, to enable wider applicability of our study findings [15, 17].

The study has been designed with, and is receiving ongoing support from, a service user

and carer advisory group (SUC) (n = 6) and a HCW advisory group (n = 3). These groups will

provide advice and guidance throughout the study on language and communication, recruit-

ment, ethical issues, and dissemination. The HCW advisory group will also input into the co-

design workshops, and both groups will help to sense check emerging findings.

Participants

Eligible participants will be consenting staff providing care (HCWs [n = 45], their managers

[n = 15], community practitioners [n = 30]), and commissioners of homecare provision sup-

porting EoL care in clients’ homes [n = 15]), people receiving care who are thought to be in

the last 6 months of life [n = 30], and their carers [n = 15]. Clients will be identified by the rele-

vant professional responsible for their care according to their opinion and use of the “surprise

question” “I would not be surprised if this person died within the next 12 months” [18]. Partic-

ipant groups, sample sizes and eligibility criteria are shown in Table 1.

A range of recruitment strategies will be used, including through homecare agencies, local

authorities, local NHS providers, other health services, charities, voluntary sector groups and

social media. Agencies will be identified using publicly available information and existing con-

tacts and networks. Purposive sampling will primarily be used to achieve a diverse sample in

respect of ethnicity, age, gender, socio-economic status, urban/rural location, funder of care

(local authority or other), and employment status. However, for homecare managers and com-

missioners, convenience sampling will be adopted to include local authority providers (where

possible), commercial, and not-for-profit agencies. HCWs will be recruited through homecare

agency managers across the three sites, in addition to using a snowballing technique following

completed interviews with other HCWs, and through the research units’ social media. Clients

and carers may be identified through homecare agencies, as well as carer support groups and

carer centres locally. Community practitioners will be recruited through agencies, social media

and direct contact with healthcare practices such as GP clinics and community health teams.
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Commissioners will be identified through information in the public domain and local author-

ity contacts within the research team.

Participants will have as much time as they need before providing consent, and an opportu-

nity to ask questions. Witten or verbal consent will be taken prior to data collection. Capacity

to participate will be presumed, as required by the Mental Capacity Act 2005 [19]. If necessary,

this will be assessed by the researcher before and during the interview, and action taken if it is

felt that capacity has diminished to the extent that consent to participate is no longer valid, by

suspending or ending the process.

Data collection

Data will be collected primarily through interviews which will use the Pictor technique–a sim-

ple guided diagramming technique which encourages participants to consider a real, lived

event [20]. The technique is derived from personal construct psychology [17] and has been

used successfully with patients, carers, and clinicians in research exploring service provision

around advanced disease and EoL. Pictor aids recall and explanation, and reduces the intensity

of the interview experience because the focus is on the diagram rather than the interview par-

ticipant [21–23]. It has also been used to overcome noted barriers in research participation by

those with advanced disease [24]. Participants will be invited to make a simple diagrammatic

representation of their support network or an episode of care using arrow stickers to represent

the interaction of the roles of those involved–the proximity and direction of the arrows can be

used to describe aspects of that social interaction. On completion, participants will be asked to

‘tell the story’ behind their diagram. In HCW interviews, they will be encouraged to focus on

barriers and facilitators to delivering good care and support. Clients and carers will be asked

Table 1. Participant groups, target recruitment, and eligibility criteria.

Participant Group Recruitment

No.

Inclusion Criteria Exclusion Criteria

Homecare Workers (HCW) 15 per

site–total 45

Providing end-of-life (EoL) care as part of their role or

have provided care for one or more clients at EoL in the

last 12 months

HCW has not had recent experience of delivering EoL

care (in last 12 months)

Clients 10 per

site–total 30

Individuals in receipt of homecare and who have been

identified by their care provider as in the last six months of

expected life

Have capacity to consent to participation verbally or in

writing

Able to participate in interview for approx. 30–60 minutes

Have sufficient English communication skills to

participate, or be able to participate with the assistance of a

communication assistant or interpreter

Anticipated to die within next 7 days as reported by

homecare provider or health practitioner

Carers 5 per

site–total 15

Carers (family/friend) of a client at EoL who is currently or

previously receiving homecare

Former carers at least 3 months after bereavement and no

more than 12 months after bereavement

Have sufficient English communication skills to

participate, or be able to participate with the assistance of a

communication assistant or interpreter

Carers of a person who is anticipated to die within the

next 7 days, as reported by home care provider or

health practitioner

Former carers less than 3 months after bereavement or

more than 12 months after bereavement

Community Practitioners 10 per

site–total 30

Health and Social Care Practitioners who support people at

EoL (or have done in last 12 months) e.g. district/

community nurses, GPs (family physicians), palliative care

practitioners, social workers

Practitioners who do not have current or recent

(within last 12 months) experience of supporting

people at EoL

Homecare Managers and Local

Authority Commissioning

Managers

10 per

site–total 30

Working to provide and/or commission the delivery of

homecare, including EoL care, or had role within last 12

months

Managers and commissioners who do not have a

current or recent role (within last 12 months)

providing and /or commissioning homecare services at

EoL

https://doi.org/10.1371/journal.pone.0291525.t001
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what factors they perceive would enable others to help them better and what fosters good care

from HCWs and other practitioners. A semi-structured verbal interview without diagramming

will be offered in the case of participants not willing, or able, to use Pictor.

Data collection will be conducted face to face where possible. However, if participants pre-

fer, or in event of any social restrictions, interviews may be conducted online or via telephone.

If conducted remotely, Pictor diagrams may be completed prior to the online interview where

possible, if the participant chooses to do so. Prior to and during data collection, any communi-

cation needs such as interpreters or alternative forms of communication will be facilitated, and

capacity to participate will be monitored throughout as necessary. If a carer and client wish to

be interviewed together, this will be accommodated; Pictor charts will be undertaken sepa-

rately with each participant.

Agency managers and commissioners can opt to participate in a focus group rather than

interview, which will be accommodated where possible without the Pictor technique. Data

from any focus groups will be analysed cognisant of the differences with individual interviews

and how that may impact on data collected and identifiable codes.

Separate interview topic schedules will be developed for each participant group for both

individual and group interviews (see S1 File for an example schedule). These will explore par-

ticipant perspectives on care delivered, HCWs’ support needs, HCWs’ training needs and the

provision available, personal and professional networks for HCWs, workforce retention, coor-

dination and continuity of care for clients, and any difficulties and challenges in assuring this,

and will be further developed by issues arising in ongoing analysis. All data will be stored

securely within university systems.

Any participant appearing distressed during an interview will be offered the opportunity to

pause or withdraw from the study and signposted to local and national sources of support as

necessary. Researchers will have access to a developed support network within the expertise of

the research team.

Interviews and focus groups will be audio-recorded, transcribed, and anonymised for confi-

dentiality by a university-authorised transcription company with a confidentiality agreement

in place. Pictor charts will be photographed; if participants use names on Pictor charts, these

will be anonymised before photographing.

Data management

This study will be conducted in compliance with the protocol, the Declaration of Helsinki

[25], the UK Policy Framework for Health and Social Care Research [26], the Data Protection

Act 2018 [27] and General Data Protection Regulations [28] and other regulatory require-

ments as appropriate. All data will be stored securely within university systems.

Data analysis

Analysis will adopt a case-study based approach [14], with initial analysis focusing on each

geographical locality (case) in turn and subsequent analysis focusing on comparisons across

sites, and take account of the five inter-related systems from Bronfenbrenner’s Adapted Eco-

logical Systems Theory [13]. Within each case, interview and focus group data will be analysed

separately initially, using reflexive thematic analysis following Braun and Clark’s stages of data

familiarisation, code formation and development of themes [29] as a collaborative process

within the research team. Pictor charts from the individual interviews, where completed, will

be analysed by exploring patterns such as the frequency with which specific roles appear and

the formation of charts in network or timeline arrangements. This will enable us to re-interro-

gate the interview data in relation to diverse roles of the participants [23]. The interpretation
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of the interaction between the graphical, i.e. Pictor charts, and the textual, i.e. interviews data,

in all rounds of analysis will be led by an expert in visual methods from the research team

(AB).

At this stage, study findings will be discussed with the service user and homecare worker

representatives to explore the resonance of the themes, and feedback integrated into, and influ-

encing, the study outcomes [30]. Matrix analysis will then be used to provide a cohesive

approach to cross-case comparisons [31], with an a priori focus on the five overarching sys-

tems of Bronfenbrenner’s Adapted Ecological Systems Theory [13].

Findings will also be presented to other stakeholders identified in Pictor charts or partner-

ing with the research team (for example Skills for Care–the national strategic workforce devel-

opment and planning body for adult social care in England) to inform and structure our

dissemination plans.

Ethical considerations

This protocol underpins a work package from a larger study entitled “SUPPORTED: Support-

ing, enabling and sustaining homecare workers to deliver end-of-life care: A multiple-methods

community-based case study.” This protocol was approved by the Health Research Authority

(HRA) West Midlands Research Ethics Committee on 31st March 2023 ref 23/WM/0030.

Information sheets for each group will be supplied for consideration and questions or dis-

cussion prior to consent being requested. Care was taken over the participant-facing wording

relating to the eligibility criterion relating to prognosis as clients receiving homecare at the

EoL may not be aware of their short prognosis. Approved wording was agreed in conjunction

with our advisory groups and the HRA Research Ethics Committee. Signposting for psycho-

logical support will be made available to participants if needed.

Discussion

Care at home is a crucial component of person-centred care, enabling choice and preferences

to be adopted within a culture of patient-or person-directed care, particularly at EoL, where it

is evidenced that most people would prefer to receive care within their home environment

[31]. Within England and many other high-income nations, the delivery of this provision is

supported by HCWs. Any improvements to this care need to be informed by this important

workforce and those connected to that provision.

Contribution

This study will fill a gap in knowledge relating to HCWs’ experiences of supporting people at

EoL. This is vital for societies where home may be the preferred place of care for many people

when faced with an advanced non-curative condition and for ‘ageing in place’ more generally.

Findings from this study will help us to understand the lived experience of HCWs working

with people towards the EoL, the challenges they face, and their needs in relation to providing

that care. This understanding will be comprehensive, including perspectives not only of

HCWs themselves, but also of people with advanced illness receiving homecare, their carers,

homecare managers, commissioners, and community practitioners. Findings will provide in-

depth understanding of HCW’s training needs; psychological and emotional support and

reward; practice challenges; and inform the content of training materials.

We will use a novel approach with Pictor diagramming; a technique shown to be appropri-

ate in the context of EoL research. Pictor has been used to enable in-depth conversations and

generate a more holistic discussion [23, 24, 32], enabling a wider scope for generating under-

standing across multiple perspectives.
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Dissemination

This study will inform the larger project and use the findings alongside evidence from local

and national policy and guidance to investigate options for resources to better equip HCWs to

feel competent and confident in delivering this service. Results will be presented and published

for the wider health and care and research audience to enable this data to influence not only

conversation and debate around supporting HCWs more broadly, but to encourage changes

and improvements culturally and practically worldwide.

Study limitations

The study has limitations in that is it primarily focusing on homecare provision within

England. The study has been designed around three different localities to ensure a wide range

of communities and backgrounds, however other countries may adopt different care models

which may not have the same focus on the commissioning of private sector services. Also, a

significant part of care for people approaching EoL may be provided through a national or

local health service, and other health agencies which are not considered in this study. How

those services may interact with HCWs working alongside other practitioners is an aspect that

will be discussed in the interviews where appropriate. We also acknowledge the significant

number of carers, such as family and friends, who provide care [33], and are often not consid-

ered when training for HCWs is developed; and incorporate this often overlooked perspective

[34] However, there are considerably greater numbers of studies focusing on family carers and

their needs [35–37]. As such this study focuses on the provision by HCWs which does not

receive as much attention.

Supporting information

S1 File. Interview guide example.

(DOCX)

S2 File. Consent form example.

(DOCX)
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