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Abstract

Background Patients who have benefited from specialist intervention during periods of acute/complex palliative
care needs often transition from specialist-to-primary care once such needs have been controlled. Effective com-
munication between services is central to co-ordination of care to avoid the potential consequences of unmet
needs, fragmented care, and poor patient and family experience. Discharge communications are a key component
of care transitions. However, little is known about the experiences of those primarily receiving these communications,
to include patients, carers’and primary care healthcare professionals. This study aims to have a better understand-

ing of how the discharge communications from specialist palliative care services to primary care are experienced

by patients, carers, and healthcare professionals, and how these communications might be improved to support
effective patient-centred care.

Methods This is a 15-month qualitative study. We will interview 30 adult patients and carers and 15 healthcare
professionals (n=45). We will seek a range of experiences of discharge communication by using a maximum vari-
ation approach to sampling, including purposively recruiting people from a range of demographic backgrounds
from 4-6 specialist palliative care services (hospitals and hospices) as well as 5-7 general practices. Interview data will
be analysed using a reflexive thematic approach and will involve input from the research and advisory team. Working
with clinicians, commissioners, and PPI representatives we will co-produce a list of recommendations for discharge
communication from specialist palliative care.

Discussion Data collection may be limited by the need to be sensitive to participants' wellbeing needs. Study find-
ings will be shared through academic publications and presentations. We will draft principles for how specialist pal-
liative care clinicians can best communicate discharge with patients, carers, and primary care clinicians. These will be
shared with clinicians, policy makers, commissioners, and PPl representatives and key stakeholders and organisations
(e.g. Hospice UK) and on social media. Key outputs will be recommendations for a specialist palliative care discharge
proforma.
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Introduction

Background

Palliative care provides care and support for people with
terminal illnesses and those at the end of their life who
are dying, as well as for their close persons. In the UK,
it is often called generalist palliative care when provided
by health and social care professionals in hospitals or
the community, and primary palliative care when pro-
vided by healthcare professionals in primary care e.g.
community nurses and general practitioners (GPs) [1].
Those with acute or complex palliative care needs can be
referred to specialist palliative care (e.g. hospices), which
is not only for people in the last days of life, but is avail-
able to intervene and support people with life-limiting
illnesses whenever they develop complex palliative needs
[2—4]. Patients who have benefited from specialist inter-
vention during periods of acute/complex palliative care
needs often transition from specialist-to-primary care
where their day-to-day healthcare needs will be managed
by general practice and community teams, once such
needs have been managed and/or controlled [5]. A previ-
ous systematic review on hospice discharge [6] estimated
discharge rates from 5-23%.

Effective communication between services during care
transitions known as “discharge communication” is cen-
tral to co-ordination of care to avoid the potential con-
sequences of unmet needs, fragmented care, and poor
patient and family experience. Miscommunications and
unclear information can result in a lack of patient-centred
care [7] and continuity of care [8], confusion and anxi-
ety [9], and avoidable crises such as readmission as an
emergency [10]; such readmissions may be unnecessary
and/or preventable as they could be avoided or at least
reduced with better co-ordinated care transitions [11]
and improved communication and information continu-
ity/sharing [12]. However, if communication is effective
and involves patients in a way that respects their choices
and needs, this can lead to benefits such as improved
well-being [9], increased satisfaction [13], and better
understanding of how to manage their symptoms [14,
15]. Indeed, it has been good practice for over 20 years in
the UK for patients to receive copies of written commu-
nications sent between their physicians [16—19].

Our recent study looking at hospice discharge in five
UK hospices, indicated that hospice patients (and where
relevant, their carers) are not consistently receiving or
being offered discharge letters [5]. Although hospice care
seeks to provide a holistic service, we also found that

there was a focus on physical needs in these letters, with
much less focus on psychological/emotional and social
needs, with spiritual needs being rarely documented
(2.4%) [5].

Our previous research [5, 20] found heterogeneity in
the quality of specialist palliative care discharge com-
munications to primary care, along with the inconsisten-
cies in copying in patients to discharge communication.
We also found that little is known about how being dis-
charged from specialist palliative services affects patients’
and carers’ experiences of end of life care, or what
information community teams need for managing the
patient’s ongoing care;

Improving discharge communication has the potential
to increase shared understanding of the patient’s condi-
tion, their symptoms and planned management of pain,
symptoms and holistic needs. Improved communica-
tion should empower those receiving such information
to better enact the patient’s chosen advance care plan [5,
20], which may in turn improve a patient’s quality of life
and experience of death and dying. Therefore, this study
aims to understand how discharge communications from
specialist palliative care services to primary care are cur-
rently being experienced by those receiving them, and
how this can be improved in order to ensure improved
care at this crucial and time-sensitive part of the health-
care journey.

Research question

How can specialist palliative care discharge communi-
cations to primary care better support patient and carer
needs?

Methods
Objectives

1) Explore patient and carer experiences of discharge
communication from specialist palliative care to
identify how it currently supports their needs and
how it might be improved.

2) Investigate how primary healthcare profession-
als currently experience specialist palliative care
discharge communication and how it might be
improved to support joined-up care for people with
palliative needs.

3) Synthesise findings to inform recommendations
about how discharge communication from specialist
palliative care services can be improved.
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Design

This is a qualitative study exploring the lived experi-
ences of those receiving specialist palliative care dis-
charge communications. Qualitative methods [21] are
well suited for generating rich data drawing on partic-
ipants’ accounts, and will allow us to explore experi-
ences in relation to their contextual settings.

Theoretical framework

This qualitative research is positioned within an inter-
pretative paradigm [22]. Crucial to our approach
are reflexive practices, the ways in which both ours
and our participants’ bounded and partial positions
become knowable [23, 24]. A qualitative approach is
appropriate for the proposed research as we engage
participants about their experiences and explore the
meanings and interpretations of the discharge commu-
nication event(s).

Setting

General practices and specialist palliative care services
provided by hospices and hospitals in the West Mid-
lands. The West Midlands in England, United Kingdom
(UK), has the largest ethnically diverse population out-
side of London distributed across a range of geographi-
cal locations, from inner city to rural areas [25]. This is
a multicentre project within this geographical region.
Participating sites will be sampled for deliberate hetero-
geneity of sociodemographic characteristics of the public
population for which the site cares for and seeks to serve
e.g. indices of deprivation, urban or rural setting, patient
mean age group and ethnicity. Therefore, there will be
diversity and variation of practice locality.
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Participants

Adult patients and carers who have had recent experi-
ence of discharge from specialist palliative care. Primary
healthcare professionals including general practice team
members and district nurses.

Sampling

To ensure the findings have sufficient depth and informa-
tion power [26], we will purposefully recruit [27] from
4—6 specialist palliative care services located at either
hospice or hospital sites, and 5-7 general practices to
provide participant diversity.

We seek to collect 30 recent discharge experiences of
patients and /or carers. Should ongoing community sup-
port be being received, participants will still be eligible to
take part. Where interviews take place with patients and
carers in dyads, this will be counted as a single “experi-
ence’, such that one person’s account cannot be disag-
gregated from the others. The sampling timeframe was
discussed and endorsed by our PPI, who felt people
should be spoken to as soon as possible after discharge
for memory recall, ensuring relevance, and respecting
that participants may not have long left to live.

We will also interview 15 primary care health profes-
sionals with experience of receiving patients discharged
from specialist palliative care. We will recruit for health-
care professional diversity in regards to role (general
practitioners, district and practice nurses...), setting
and locality, specialty/special interest areas, and grade/
experience.

The inclusion and exclusion criteria for the selec-
tion and screening of all participants is found in Table 1
below.

The total sample size of #=45 has been devised using
the principles of the ‘information power matrix’ [26].

Table 1 study inclusion and exclusion criteria for screening and selection of participants

Inclusion criteria

Exclusion criteria (all)

For patients and carers only:
« Adult (18+years) patients or carers® for patients discharged® to primary

care from a participating specialist palliative care facility® at a hospital or hos-

pice following an episode of care

- Discharge event no longer than two weeks ago at the time of participant
screening and selection for the study

For primary care healthcare professionals only:

- Working in a participating general practice team (including associated
community nursing) and receive and/or act upon discharge communica-
tions. This may include, but not be limited to, general practitioners, nurse
practitioners, and district nurses

Children (those aged < 18 years old)

- Patients who are deemed by their care team or treating clinician as lack-
ing capacity to provide informed consent to participate in the study (e.g.
Alzheimer’s) or are otherwise deemed unsuitable for study participation

- Patients discharged to providers or units other than primary care (e.g.
discharge to secondary care)

« Persons who have expressed a prior wish not to participate in research

- Bereaved carers (<6 months)

« Healthcare professional who has worked for less than one month

in Primary Care

2 For the purposes of this study, we define a carer as the primary carer or any person (e.g. friend, relative...) who provides support for daily living activities (e.g.

cooking) or personal care (e.g. washing) but is not directly employed to do so

b For the purposes of this study, we define discharge as any episode of inpatient or outpatient specialist palliative care (complete or incomplete)

©Not all hospital trusts have palliative care wards as a separate designated service. Therefore, discharges from other specialties (e.g. Gastroenterology) will be eligible
so long as the patient has also been under the care and support of the specialist palliative care facility/staff member at that participating site
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The matrix helps us anticipate the pressures for ‘more’ or
‘less’ interviews and provides a balance between fulfill-
ing: (a) the broad explanatory aim of this study — there
has been very little research into experiences of dis-
charge from specialist palliative care (more); (b) a need
to explore several specific locales (hospices, hospitals,
and general practices) and demographic groups (gen-
der; socio-economic status; ethnicity; sexuality; disabil-
ity) (more); (c) the specific and applied contribution this
study provides to the established theories and literature
on discharge communication that exists in other health-
care fields (less); (d) the in-depth quality of dialogue we
expect to collect — accounts of discharge are expected to
be detailed and contain experiences of ‘before’ and 'after’
(less); and, (e) the thematic focus of our analytical strat-

egy (less).

Equality and diversity

This research, as far as possible will ensure and promote
equality and diversity from design, through to implemen-
tation, delivery and dissemination. The study will collect
data on age, sex, sexuality, religion, disability, and ethnic-
ity. The study will be introduced to eligible participants as
they are being discharged from specialist palliative care
to mitigate the barriers that may be experienced from
mail out invitations alone. Professional translators will be
provided if required to ensure that participants can take
part in their preferred language and that this is not a bar-
rier to participation.

Recruitment

To ensure patient confidentiality, participating hospices
and hospitals will be responsible for screening, identify-
ing, and inviting eligible patient and carer participants
for the study. The assessment of capacity will be under-
taken by the patient’s clinical team at the site.

Eligible participants will be signposted to the study
verbally and provided with an electronic or hard copy
invitation. The study invitation will include a copy of
the invitation letter, participant information sheet, and
consent form. Those eligible may also be contacted ret-
rospectively by the direct care team, and/or provided a
reminder after 48 h — this is in acknowledgement that
palliative care discharges can be rapid and/or unplanned
in practice [28]. Interested participants will be given a
minimum of 24 h to decide if they wish to take part and
may directly contact the research team with questions
and to agree a time, date, and place for the interview.

All eligible staff at participating primary care sites will
be invited to take part in interviews, by the staff member/
route of contact for site recruitment or an appropriate
colleague (e.g. CRN nurse or GP champion). This study
invitation will be electronic and/or hard copy and include
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a copy of the invitation letter, participant information
sheet, and consent form.

Data collection and interview procedure

Interviews will be semi-structured and will seek to
elicit the participants’ views on discharge from spe-
cialist palliative care, any discharge communications
or discharge letters they were party to, and when these
were received, as well as their views on what currently
works (or not), and their suggestions for improvements
to discharge communications. The interview schedule
(Supplementary files 1 and 2) are informed by our pre-
vious research involving interviews on discharge com-
munications [9, 29].

Each participant will only take part in one interview
with the research team, which is expected to take no
more than one hour. However, interview timing will be
adjusted flexibly to meet the needs and preferences of
participants.

Patient and carer: Participants will be offered inter-
views via online video (e.g. Microsoft Teams or Zoom),
phone, or in-person at the patient or carer’s home, hos-
pice, or another place of their choice. Given the poten-
tial vulnerability of the participant population, infection
control will be followed for in-person contact to include
encouraging covid-19 lateral flow testing prior and
wearing of face masks; any other reasonable requests to
reduce the risk of viral infection will be respected and
adhered to wherever practicably possible.

Healthcare professionals: Interviews will be flexible
and more rapid in recognition of the pressures on general
practice (10—30 min); structured topic guides will be used
to ensure minimal disruption. Interview dyads or groups
(< 3) will be offered, whereby persons can be interviewed
concurrently/in groups. This method has closer likeness
to that of an individual interview, as opposed to a focus
group [7].

All interviews will be recorded and transcribed. Demo-
graphic information on participants will be collected at
interviews to monitor the purposive sampling objec-
tives. Appropriate steps will be taken to ensure par-
ticipant confidentiality and interview transcripts will
be pseudonymised to include the removal of any direct
identifiers.

Consent process

Informed consent for this study for all participants
will be sought both verbally and recorded in writ-
ten form using the study consent form (supplemen-
tary file 3). Before each interview commences, the
researcher will review the study materials with the
participant, which will have been provided in advance,
and invite any questions. The researcher will confirm
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with the participant their understanding of the study.
In all cases, the consent form will be co-signed by the
interviewer. The study materials clearly state that par-
ticipation is voluntary and participants can decline or
withdraw without reason or consequence and choosing
not to take part will not affect participant medical or
legal rights in any way.

Inclusion and accessibility

Participants will be asked when arranging the inter-
view, what their accessibility needs are and how best
the research team can accommodate these. The con-
sent process has been deliberately designed to maxim-
ise inclusivity and accessibility. This is because some
of the participants for this study will likely have life-
limiting conditions which can affect mobility and small
motor skills, such as Motor Neurone Disease or fol-
lowing chemotherapy, radiation, or stroke. Members
of the research team have lived experience of disabil-
ity and palliative care (personally and/or profession-
ally). Efforts to limit unintended exclusion from the
study include the following. First, the consent form
can be completed in hard copy using a wet ink signa-
ture and/or in electronic form. Combination com-
pletion will also be permitted as suited to participant
preference. For electronic completion, the boxes in the
word document consent form have been formatted so
that clicking in the large square box enters a "tick". The
electronic signature in the end declaration can then
be electronically signed and/or typed. The reasons for
tick box consent for each section are to support partici-
pants who may struggle with initialling boxes. This is an
adaption that has been made to the HRA template but
is in alignment with HRA e-consent guidance (2019)
[30]. Second, proxy signing has also been designed
into this study to allow participation by persons who
are able to read and process information, and provide
informed consent, but may not have the physical ability
to complete the written consent form (e.g. difficulty in
coordination, mobility or writing). The research team
acknowledge in some circumstances that electronic
completion of the consent form may be difficult or pro-
hibiting for those persons with disabilities or health
conditions that affects their mobility or small motor
skills. Therefore, a participant can nominate a proxy
such as a carer or companion (e.g. friend, partner, fam-
ily member), healthcare professional, or a member of
the research team to tick the boxes and type/sign their
name in the signature line for them. The use of proxy
signing will be participant led to ensure autonomy and
dignity is prioritised at all times. The consent form has
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been designed so that proxy signing will be clearly indi-
cated and recorded in all cases that apply.

Study participant support

It is a common occurrence that when interviewing peo-
ple with serious illnesses or terminal conditions that they
will often prefer to have a close person with them dur-
ing the interview for support [31]. Study participants will
therefore have the option to attend the interview alone
or with a carer or close person. The carer/support per-
son can listen only, or if they wish may be able to take
part in the interview in which case a signed consent form
will be required. Where patients and carers, relating to
the same case, have both been invited to take part in the
study, they can be interviewed together (joint interview
or dyad) or separately.

If a participant becomes upset during an interview the
researcher will remind the participant that they can have
breaks or stop the interview at any time. The participant
information sheet provides a list of supportive resources
the participant can access and they will also be reminded
that they can discuss their concerns with their doctor. No
medical advice will be provided at interviews.

Methods for sharing study findings with participants

The results of the study will be shared with all living study
participants (unless they would prefer not to receive
this) in a lay summary which will be co-produced with
our PPI members (see below). If a study participant has
died, the study findings can be shared with a nominated
person, which will be ascertained as part of the consent
process. Participants will also be signposted to any study
webpages hosted by the University of Birmingham and
University of Warwick, which will be updated as outputs
are published and produced e.g. to read the open access
peer-reviewed paper.

Payments, rewards, and recognition for study participants
Patient and carers will be provided with a £25 high street
shopping voucher as a thank you for participating. An
acknowledgement of the contribution of study partici-
pants will be provided in outputs such as publications as
a collective statement. Travel has also been costed as nec-
essary. Clinical sites will be reimbursed for staft time and
any other costs.

Patient and public involvement

To develop the study proposal and assess the accept-
ability of the research, we consulted with an existing
palliative care PPI group associated with BRHUmB - a
NIHR funded Research Hub for Palliative and End of Llfe
Care in the West Midlands. These PPI members reflect
a diverse range of health, social, and cultural needs and
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have all experienced palliative care as a patient, carer or
volunteer. We held an initial meeting with the BRHUmB
PPI group and the group members recognised the issues
around poor communication and how it can affect care
following discharge and cause confusion.

Three PPI members with varying backgrounds and
experience of palliative care have joined the research
advisory team. One member was involved in develop-
ing the patient facing materials and ensuring readability
and accessibility. The PPI group will advise on research
design, recruitment, and where they wish to the analy-
sis, writing and dissemination of findings. They will be
invited to a total of 10 meetings during the 15-month
study to include PPI meetings, advisory meetings with
the research team, and a dissemination workshop.

Analysis

Interview data will be analysed with reflexive thematic
analysis [23, 24, 32, 33]. This will involve synthesis and
interrogation of interview transcripts to identify themes
in the data by CG and KW in line with the six stages of
reflexive thematic analysis. We will use NVivo software
to support the processes of (i) familiarisation, (ii) gener-
ating codes and (iii) constructing themes [23]. KW and
CG will draw on existing relevant literature and discuss
potential themes with JM, the research team, PPI repre-
sentatives, and the advisory group as part of the iterative
process of (iv) refining codes and (v) defining themes,
throughout the ongoing interviews and during the pro-
cess of (vi) writing-up [23].

Development of recommendations

The final study advisory group will take the form of a
hybrid half day collaboration workshop. In addition to
clinical, academic and PPI group members, we will invite
relevant stakeholders and collaborating commissioners to
attend. We will share initial findings and pseudonymised
excerpts from the interviews, using a Modified Nomi-
nal Group Technique [34] (M-NGT), a collaborative and
consensus building approach, to generate transferrable
insights to best inform and translate findings to practice
and policy. We will also co-produce a list of recommen-
dations for discharge communications from specialist
palliative care.

Discussion

This study is important because it will be one of the first
to provide an in-depth consideration into how discharge
communications from specialist palliative care might
be improved to support effective patient-centred care
at the end of life [5]. Our use of qualitative methods
and inclusive approach to data collection will help to
ensure that the experiences of people with life-limiting
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conditions are not “forgotten” and will help to ensure
that palliative and primary care services are able to sup-
port their quality of life through provision of timely and
holistic care [5, 35].

Strengths

This study will produce evidence that can inform
improvement in communication between specialist pal-
liative services, general practice and community teams,
and patients and their carers. Informed by our patient
and public involvement work, and through listening to
peoples’ experiences of discharge from specialist pal-
liative care, this research will focus on making commu-
nication better for all involved. It will highlight the need
to continue to prioritise discharge communications
through evidencing deficits and providing empirically-
based recommendations for practice [7]. Whilst there
are specialised discharge templates for emergency care
and mental health [36], they have not yet to our knowl-
edge been developed for specialist palliative care in the
same way. As an outcome of this work, we will develop
a set of recommendations for palliative care discharge
communications, designed to address the variable qual-
ity that currently exists. This research will bring improve-
ments to patient and carer experiences as well as inform
routes for better communication and integration of care
between services.

Limitations

There are several limitations to this study that arise from
the need to ensure data is collected in an ethical and
appropriate way. Research with people at the end of life,
and those who support them, needs to take into account
the personal, emotional and social difficulties people can
experience during this time [5]. Potential participants
will be identified by clinicians to ensure that those who
are finding this time particularly difficult are not trou-
bled. However, this may mean that those who are most
in need of most discharge support are not afforded the
opportunity to contribute to the study. We may also need
to wait days or weeks to speak to participants, to ensure
participation does not result in an undue emotional bur-
den upon them. As the study is exploring participant’s
accounts of their experiences of discharge, this delay may
lead to poorer recall of events and feelings.

Dissemination and impact strategy

Study findings will be shared through academic publica-
tions and presentations. Through our engagement and
dissemination activities, we hope to raise awareness of
patient’s entitlement to have a copy of their discharge
letter. This study will also inform future research with
the need to implement and evaluate the recommended
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principles to potentially generate a palliative care dis-
charge proforma. We expect our findings will be submit-
ted to the NHS England and PRSB (Professional Records
Standards Body) for consideration to affect policies as
providing quality care in community settings becomes
increasingly important. Such policy recommendations
are likely to have a relatively short timeframe to impact
and be supported by professional bodies, Colleges, and
organisations that have previously supported similar
initiatives, such as the Royal College of Physicians and
Academy of Medical Royal Colleges.

Conclusion

This study will provide important insights into the expe-
riences of being discharged from specialist palliative
care to primary care that have, so far, been significantly
underexplored. It will provide an in-depth evidence base
from which to develop recommendations and principles
of good discharge practice for palliative care. The findings
and recommendations will be of relevance both across
the UK, but also to those responsible for transferring care
from specialist palliative care to primary care in health-
care services around the world.
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