PALLIATIVE

MEDICINE

Original Article

Palliative Medicine
2022, Vol. 36(3) 478-488
© The Author(s) 2021

Article reuse guidelines:
sagepub.com/journals-permissions
DOI: 10.1177/02692163211066256
journals.sagepub.com/home/pmj

®SAGE

Integrating lived experiences of out-of-hours
health services for people with palliative and
end-of-life care needs with national datasets
for people dying in Scotland in 2016: A mixed
methods, multi-stage design

Bruce Mason'(>), Emma Carduff?, Sheonad Laidlaw3, Marilyn Kendall?,
Scott A Murray!'®, Anne Finucane®*>’, Sebastien Moine?,

Joannes Kerssens?®, Andrew Stoddart®, Sian Tucker?,

Erna Haraldsdottirg, Sir Lewis Ritchie®, Marie Fallon??, Jeremy Keen?!,
Stella Macpherson?, Lorna Moussa!? and Kirsty Boyd!

Abstract

Background: Unscheduled care is used increasingly during the last year of life by people known to have significant palliative care
needs.

Aim: To document the frequency and patterns of use of unscheduled healthcare by people in their last year of life and understand the
experiences and perspectives of patients, families and professionals about accessing unscheduled care out-of-hours.

Design: A mixed methods, multi-stage study integrating a retrospective cohort analysis of unscheduled healthcare service use in the
last year of life for all people dying in Scotland in 2016 with qualitative data from three regions involving service users, bereaved
carers and general practitioners.

Setting: Three contrasting Scottish Health Board regions and national datasets for the whole of Scotland.

Results: People who died in Scotland in 2016 (n =56,407) had 472,360 unscheduled contacts with one of five services: telephone
advice, primary care, ambulance service, emergency department and emergency hospital admission. These formed 206,841
individual continuous unscheduled care pathways: 65% starting out-of-hours. When accessing healthcare out-of-hours, patients and
carers prioritised safety and a timely response. Their choice of which service to contact was informed by perceptions and previous
experiences of potential delays and whether the outcome might be hospital admission. Professionals found it difficult to practice
palliative care in a crisis unless the patient had previously been identified.

Conclusion: Strengthening unscheduled care in the community, together with patient and public information about how to access
these services could prevent hospital admissions of low benefit and enhance community support for people living with advanced
illness.
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What is already known about this subject?

People living at home with advanced progressive illness require well-coordinated services at all times of the day and
night.

Early identification for generalist palliative care support and care planning in the community can improve outcomes but
requires effective information sharing across services.
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What does this paper add?

cancer or frailty.
more effectively in line with patient preferences.

available to enable routine proactive identification.

What are the implications for practice, theory or policy?

uled care best suited to their needs.

identified for palliative care.

e People with palliative care needs are high users of unscheduled care in the last months of life.

e People dying with advanced organ failure accessed unscheduled community health services less often than people with
e The organisation of unscheduled healthcare services is poorly understood, and current care pathways could be used

e Early identification of those requiring palliative care informs and enhances their unscheduled care; resources should be

e Better resourcing of unscheduled community services for people identified for palliative care support in the community
will provide safer, more responsive and cost-effective care.

e Rapid access to unscheduled care via effective NHS telephone services and out-of-hours primary care assessment can
reduce unwarranted ambulance calls, attendances at emergency departments and hospital admissions.

e Public education should encourage and support patients and carers living with advanced illness to access the unsched-

e Routine clinical datasets for most NHS unscheduled care services lack a variable to record patients in the community

Background
Unscheduled care is used increasingly during the last
year of life by people known to have significant health-
related suffering. However, most of this group are not
identified prospectively for a palliative care approach.
Management by busy urgent care services can lack coor-
dination and tends to focus on urgent physical prob-
lems.? Avoidable hospital admissions may result. Safe
and effective care 24 hours a day is a priority to enable
people with palliative care needs to live safely in the
community. However, palliative care integration into
unscheduled care services remains challenging? People
at home need rapid and efficient access to urgent and
emergency healthcare. Patients can opt to contact
ambulance services at any time but unscheduled care in
the community varies according to whether routine pri-
mary care services are open (in-hours) or closed (out-of-
hours). Reviews of out-of-hours services have identified
people with palliative care needs as a key group requir-
ing improved services.>

The World Health Organisation® called for early identi-
fication in primary care of people with advanced illnesses
to facilitate timely palliative care. Palliative care includes
proactive care planning and improves care coordination
and integration with unscheduled care.”8 Even in eco-
nomically developed countries, identification of most
people for this palliative approach only happens in the last
months to weeks of life.?12 People with ‘health-related
suffering due to severe illness’’® have unpredictable

episodes of deterioration before dying and depend
increasingly on unscheduled care services.!4

In the UK in 2005, a new GP contract transferred
responsibility for out-of-hours primary care from individ-
ual GPs and practices to local Health authorities deploy-
ing designated unscheduled primary care services for
their region or area. This means that unscheduled care
services are different during ‘in-hours’ (8—6 am week-
days) and out-of-hours (the rest of the time plus public
holidays). During in-hours, unscheduled care in the com-
munity is provided by the patient’s usual GP surgery
while during out-of-hours it is handled by a dedicated
phone line (called NHS24 in Scotland and NHS Direct in
the rest of the UK) and Primary Care out-of-hours hubs to
which patients can be referred by the phone. Secondary
care unscheduled services consisting of ambulance ser-
vices, hospital emergency departments, and emergency
hospital admission are available at all times. Patients may
also have access to other 24/7 advice services depending
on what health issues they have, where they live or
whether they are registered with a hospice. If a person
experiences a health crisis during out-of-hours they (or
someone acting for them) may face complicated deci-
sions about which service to call and the ramifications of
so-doing. In this study we aimed to explore retrospec-
tively which unscheduled care services had been used
during the last year of life as well as prospectively asking
current users about their experiences and why they made
their decisions.
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Methods
Design

We addressed the research question of which unscheduled
healthcare services people used in their last year of life and
their decision-making about accessing such care. To do this,
we combined a quantitative, retrospective cohort analysis
of national clinical datasets for all people dying in Scotland
in 2016 with multi-perspective, qualitative research into
lived experiences of accessing unscheduled NHS services
from service users and professionals. We adopted an
exploratory, multistage method!> drawing on our previous
study of care coordination for people towards the end of
life.’6 Quantitative and qualitative data gathering were
undertaken in parallel with emerging findings from each
utilised to refine further analyses of both datasets. We fol-
lowed the GRAMMS protocol for reporting mixed methods
research and therefore we integrated and described our
findings holistically rather than separating them according
to the data collection method.'” The principal investigators
(Boyd, Murray) worked closely with the project lead
researcher (Mason) to ensure consistent integration of the
findings and full compliance with all data management pro-
cedures. The project steering group provided clinical, ser-
vice management and policy expertise; with ongoing
public-patient involvement (PPI) capturing lay and service
user perspectives.

Setting

The retrospective cohort analysis was conducted using
Scottish national datasets for people who died over a
12-month period starting from 1st January 2016. The pro-
spective qualitative study was conducted in 2019 in three
regions of Scotland chosen purposively to provide a mix of
rural, urban and metropolitan locations with a total com-
bined population of around 2,300,000. Each region consisted
of the area administered by one Scottish Health Board.

Population, sampling and recruitment

The population for the retrospective cohort study con-
sisted of all people aged 18 or over who died in Scotland
during 2016. Three Scottish national datasets — National
Records of Scotland (NRS) deaths, Hospital Admissions,
and the Scottish Unscheduled Care Datamart (UCD) — pro-
vided a complete record of unscheduled healthcare over
the last 12 months of life for each person in the study
cohort.* Records were excluded for people under the age
of 18 or if they had corrupted or incomplete data.

To understand current perspectives and experiences
of service users with advanced, progressive illness, we
conducted qualitative research in the three diverse
regions. Research-active GP practices agreed to
approach patients on their palliative care register or
those with a care planning record such as an advance/

anticipatory care plan or an electronic urgent care
record (known as a ‘Key Information Summary’). The
practice staff gained consent for a researcher to contact
potential participants. The researchers discussed the
study and obtained formal consent from all recruited
patients and their carers. We conducted a purposive,
maximum variation sample of service users with a wide
range of illnesses and a mix of gender and age. The GP
practices were chosen to ensure a diverse mixture of
socio-economic demography.

To recruit participants for the focus groups, we worked
with hospices in each Health Board region. The hospice
staff identified potential participants and made initial con-
tact. Formal consent was obtained by the researchers.
Two focus groups were held with hospice outpatients,
one with a pre-existing group of women with cancer, and
two were with bereaved carers’ groups. We anticipated
reaching data saturation with around 50 participants!®
although we anticipated that the diversity of our intended
sample might require more.

Data collection

Quantitative data collection, linkage and analyses were all
conducted within a secure data haven by a senior data sci-
entist (Kerssens) from the Public Health Scotland Data and
Intelligence Service. Data from the three national datasets
were cleaned, validated and linked entirely within the safe
haven ready for analysis. No unprocessed or identifiable
data were shared with the rest of the project team. The
project data management plan specified that we only col-
lect data needed to answer the research question.

Qualitative data was generated through fieldwork
conducted by the two project researchers (Mason,
Laidlaw). Laidlaw focussed on the largest health board
area while Mason conducted fieldwork in the other two.
All interviews and focus groups with patients and carers
were conducted in person while interviews with health
professionals were primarily by telephone. The inter-
views and focus groups were conducted with a semi-
structured topic guide designed in consultation with our
own PPl group members and approved by the research
ethics committee. All fieldwork was recorded with an
encrypted digital recorder and participant identifier
codes used to maintain confidentiality. Transcription
was shared between the project administrator and a
University of Edinburgh accredited independent tran-
scriber. The project researchers checked each transcript
and fully de-identified it. Any personal information for
each participant was stored separately in an encrypted
folder on the University server.

Data analysis

Quantitative data analyses. The primary analysis for the
national data sets consisted of three elements. Firstly we
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used the ICD10 codes? present in the national register of
deaths for the underlying cause of death to impute an ‘ill-
ness trajectory’?? for each person in our cohort using a
methodology developed by a co-investigator (Moine?!)
for his PhD research.

Secondly we needed to identify each service used in
the dataset. The Unscheduled Care Dataset (UCD) pro-
vided details for the five unscheduled NHS services in
Scotland: NHS24 (the Scottish NHS telephone advice
service), primary care out-of-hours services provided by
GPs and community nurses, the Scottish ambulance ser-
vice, hospital emergency departments and emergency
hospital admissions. A unique aspect of the UCD is that
it links connected service uses together into ‘Continuous
Unscheduled Care Pathways’ (CUPs). A CUP consists of
one more service uses that occur within 24 hours of
each other; this aims to capture the fact that multiple
services may be involved in managing a single, ongoing
episode of care. A CUP was defined as ‘in-hours’ if
started between 9 am-5 pm on weekdays that were not
a public holiday. All other CUPs were defined as ‘out-of-
hours’. As a CUP was defined by the start point, an out-
of-hours CUP could span both in and out-of-hours
periods over several days. For example, a person who
called NHS24 for advice overnight, and then had an out-
of-hours GP visit at home followed by an ambulance
transfer to hospital the next morning experienced one
out-of-hours CUP.

Finally, individual service use was compared using Chi
square tests for categorical variables including demogra-
phy, and multiple logistic regression analysed multivariate
associations. A health economist (Stoddart) from the
Edinburgh Clinical Trials unit used a pricing dictionary to
impute standard service costs. The core project team
worked closely with the data scientist and economist
through scheduled, regular meetings to review the quan-
titative data findings and guide further analyses based on
emerging qualitative findings from the interviews and
focus groups. We have reported the quantitative methods
and findings in detail elsewhere.*

Qualitative data analysis. The qualitative data under-
went a thematic analysis. Transcripts were imported into
the software package NVivo 11 and a process of explora-
tory, in-vivo coding?? guided by the project’s research
question was conducted in parallel with the fieldwork and
quantitative data collection. The project researchers (BM,
SL) coded their own transcripts then read each other’s
coding. A sample of transcripts and initial coding were
reviewed by PPl members then the steering group. The
emergent coding frameworks were then reviewed and
combined. The iterative process and cross-checking gave
us confidence that we had reached data saturation once
new codes stopped emerging.2? When reporting quotes,
we have removed identifiable details.

Analytical integration. Initially we had planned to create
a thematic framework from the quantitative data analysis
which would be used to create a framework analysis for
the qualitative research.?* Unfortunately, the length of
time needed to conduct ethical review and then access
and clean the data made this impossible. Consequently,
after input from the steering group, we adopted an
exploratory, multistage model®3 instead. This enabled us
to use the emerging qualitative findings to guide the
guantitative analysis and vice versa.

A stakeholder workshop using a world café method of
feedback and discussion was held once results from both
datasets were available and had been integrated by the
research team.2® This enabled service providers, commis-
sioners and clinicians from unscheduled healthcare ser-
vices to respond to the composite findings. Feedback
from the stakeholder workshop was incorporated as data.

Ethical issues

Permission to access and link data from the Scottish Public
Benefit and Privacy Panel (PBPP) for health and social care
(reference 1516-0483) and approval from SE Scotland
Research Ethics Committee 2 (reference 17/55/0127)
were gained. Although no issues were raised by either
approval process, it was a lengthy procedure which led us
to revise our data integration method. Scotland has been
a pioneer in enabling effective data linkage of national
datasets for health and social care research in a safe and
ethical manner.

Results

This integrated, mixed method approach enabled us to
quantify and describe patterns of unscheduled care use
whilst also generating a thick description of experiences of
accessing unscheduled healthcare and the decisions service
users made when faced with a health crisis. From an episte-
mological standpoint we approached an understanding of
out-of-hours care as socially constructed,?® meaning that
there is an ‘objectively real’ set of services but how people
understand and use them is complex and emergent. A cen-
tral element of the findings relates to the concept of
Continuous Unscheduled Care Pathways (CUPs). A CUP con-
sists of a linked set of services associated with a single health
crisis so we present extended quotes from some partici-
pants that summarise or narrate all or part of a CUP associ-
ated with their experiences of unscheduled care.

Of the 56,407 people who died in Scotland in 2016,
49% were male (n = 27,534) and 51% female (n = 28,873);
18% were aged 18-64 (n =10,325), 49% were aged 65—
84 (n=27,419) and 33% were 85 or older (n=18,863).
Among the cohort, 91% (n=51,169) died with a pre-
existing long-term condition: 28% from cancer
(n=15,902), 38% from organ failure (n=21,244), 25%
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Table 1. Number (and percentage) of patients (18 +) with contacts in the last year of life in Scotland 2016 for patients dying with

cancer, organ failure or frailty.

All NHS Primary Scottish Emergency Emergency
24 telephone care out-of- ambulance department hospital
advice (%) hours (%) service (%) attendance (%) admission (%)
Total 56,407 33,656 (59.7) 30,161 (53.5) 41,678 (73.9) 35,383 (62.7) 42,253 (74.9)
Cause of death
Cancer 15,902 10,074 (63.4) 9783 (61.5) 11,569 (72.8) 9857 (62.0) 14,039 (88.3)
Organ failure 21,244 11,888 (56.0) 9678 (56.0) 16,770 (78.9) 13,851 (65.2) 15,559 (73.2)
Frailty 14,023 9258 (66.0) 8654 (66.0) 9509 (67.8) 8262 (58.9) 9314 (66.4)

Table 2. Starting point of each CUP for patients (18 +) in the last year of life in Scotland 2016 by CUP start time (in-hours or out-of-

hours).

First CUP element In-hours Out-of-hours Unknown Total

NHS 24 5203 70,743 75,946
Primary care out-of-hours 1514 27,275 28,789
Scottish ambulance service 37,061 22,408 59,469
Hospital emergency department attendance 12,737 10,185 22,922
Emergency hospital admission 978 13,489* 14,467
First CUP element unknown 1496 2146 362 4004
Total 56,515 131,589 13,489 205,597**

*A direct hospital admission does not have a time stamp just date information. This means in-hours and out-of-hours admissions cannot be differen-

tiated on weekdays.

**1,244 CUPs have not been counted in this table. 695 started with a mental health admission (not analysed in this paper) and the rest contained

inconsistencies or missing elements and are not included in Table 2.

from frailty (n = 14,023), and 9% died from other causes
(n=5238). Thus over 90% of people were potential can-
didates for a palliative care approach. For ease of read-
ing, percentages reported in the text have been rounded
to whole figures while they are reported to one decimal
place in tables.

For the qualitative research, we recruited 58 partici-
pants in total. We held five focus groups with a total of 19
participants (three with patients, two with bereaved
carer) and semi-structured interviews with 21 patients,
nine linked family carers, a bereaved carer, and eight
linked GPs. The stakeholder workshop involved 18
participants.

Through integrating the qualitative, quantitative and
workshop data, we identified three themes that com-
bined to build an understanding of patient-carer journeys
through unscheduled healthcare during the last 12 months
of life. Although our focus is on services provided out-of-
hours, unscheduled health care is a round the clock activ-
ity and out-of-hours provision is understood within that
wider context.

Theme 1: Accessing unscheduled and out-
of-hours NHS services

The cohort of people who died in Scotland in 2016 had
472,360 unscheduled care service contacts with the five

NHS services during their last 12 months of life; 95% of
them had at least one contact (Table 1).

People with frailty, compared to other illness groups,
used NHS 24 and primary care out-of-hours more and the
other services less. People with organ failure used ambu-
lance services and emergency departments most, but
NHS24 and primary care out-of-hours the least. People
with cancer had more hospital admissions per patient than
individuals with other illnesses. These contacts linked into
206,841 CUPs (Continuous Unscheduled Care Pathways).
Of those, 65% (n=133,980) started out-of-hours, 28%
(58,157) in-hours, and 7% (n =14,704) were not known.
Table 2 shows the initial CUP element by whether it
occurred in or out of hours. The majority of work in the
out-of-hours period was undertaken by the two primary
care services: NHS24 and primary care out-of-hours. More
ambulance calls happened in the in-hours period despite
the out-of-hours period being twice as long.

Qualitative results indicated that someone caring for
the patient often made the initial contact. Unless the
acute episode caused the person to be unconscious or
unable to communicate, there was dialogue and some-
times a prolonged discussion before deciding which ser-
vice, if any, to access.

The person who called was my son, because . . .he feels
responsible. . . | don’t really want him to call the doctor, we
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have a sort of argument about it. . . but he wants to protect
himself by calling the doctor if he’s not quite sure what to do.

(Interview, female patient with heart failure, son present)

The telephone call initially was a little bit difficult because. . .
the first thing you’ve got to go through is demonstrating
proof that you are the next of kin and have the individual’s
authority to talk on their behalf before you can actually get to
discuss the problem.

(Interview, bereaved male carer of wife with cancer)

People preferred to wait for their GP surgery to re-open.
Otherwise, the decision was between ‘calling the doctor’
or ‘calling an ambulance’” with general reluctance to start
a process leading to hospital admission.

If | phone an ambulance they’re duty bound to take you to the
nearest hospital, and | didn’t want to go to that hospital.
(Interview, male carer of wife with cancer)

Service users made decisions based on perceived prob-
lems with out-of-hours services. A common belief was
that the NHS24 telephone service asked many questions
and involved long waits for a call back.

I’'ve never used it yet [NHS24] but I’'ve heard there’s a lot of
carry on with it you know. You’ve got to wait, and then
phoning you back, and all the rest of it.

(Interview, female patient with multiple organ failure, no
carer present)

Some practices had a ‘named doctor’ system and/or an
enhanced telephone service for patients identified as

being seriously ill. Service users valued this as it helped
them avoid out-of-hours services, where possible.
Likewise, some participants receiving oncology treat-
ments, had access to a 24-h helpline.

I don’t have to phone a GP because I’'ve got a helpline number,
so | phone the helpline number direct and they deal with it. So
even if it is out-of-hours | never have to go through 111
[NHS24].

(Interview, female with lung cancer having palliative
chemotherapy, spouse present)

Some patients and family members had social networks
of contacts with knowledge or experience of the sys-
tem which helped them determine the best point of
access.

I've got a family that would come down and take me to
hospital, or something like that, because | don’t really know
how the system’s working at night time.

(Interview, female with multi-organ failure, no carer present)

A younger male with liver failure illustrated the complex-
ity around accessing unscheduled care. He tried not to
call NHS24 but his neighbour called an ambulance that
took him to hospital. Low self-worth due to alcohol
dependency informed his decision-making and he wor-
ried about wasting professionals’ time. He did not regard
himself as needing palliative care because his ‘life’s not
ending”’. The following extended quote illustrates the
nuances of his experience and understanding of access-
ing NHS services.

 usually try and hack it ‘til the morning.

hospital, okey-doke! | waited till | was in a bad state. . . .

myself as more of a burden.

My liver is goosed. . . . So it’s just a matter of time before I’ll be back in the hospital again, | reckon. . . .
The only time | would phone [NHS24] is if | wasn’t well and it would really need to be quite bad for me to phone them up. If not,

I kind of don’t want to waste their time, | thought it [episode of severe abdominal pain and collapse] might have just been a
daft wee thing right. | didn’t think it was going to be as bad. That’s why | would have left it until the morning.

. . .but, no they wanted me in the hospital. I’'m no’ going to argue with a guy with an ambulance. He says | have to go into

I’'m a bit funny about phoning [NHS24], | feel as if my illness is due to my own self, right? Nobody forced me to drink, | just
ended up getting addicted to it. And, it’s just, my life has just been fuckin’ drink. Nae hope. Nae nothin’.

I don’t know what [palliative care] is. All | know is it’s end of life. I’'m only 49. My life’s not ending yet. I’'m not ready. | see

Theme 2: Use and experiences of NHS out-
of-hours services

Of the cohort, 95% (n = 53,667) had at least one CUP in their
last year. Most out-of-hours CUPs began with NHS 24 and
were managed by telephone advice and/or primary care

out-of-hours (73%), with 54% ending in primary care. Those
beginning with an ambulance call usually led to secondary
care via the emergency department; hospital admission
occurring in 60% of cases. Figure 1 illustrates the ten most
common CUPs starting out-of-hours, how patients move
through services, and the numbers ending an episode with
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each service. The size of a service circle is proportionate to
the total number of contacts with that service.

A patient with breast cancer exemplified the lived experi-
ence of an extended CUP (depicted as NOSEA in Figure 1).

Initially, she and her husband disagreed until her husband
finally called NHS24. The five unscheduled care services
worked together, managing an acute situation safely, rapidly
and effectively. The patient clearly appreciated this.

quite a quick, a quick thing. . .

I couldn’t keep anything down. . . . | hadn’t even the strength to stand up or do anything. . . . When [Carer] got worried he
thought this is gone far enough, and decided to phone out of hours. . .

When the doctor eventually did come out, he didn’t waste any time and he just said, I’'m going down to the car and I’ll phone
an ambulance. . . So he obviously could see it was more serious than | thought . . ...the ambulance arrived, and that was really

The emergency admissions unit. . . | was taken in there and they just examined you, asked a few questions, and they gave me
an anti-sickness injection. . . So | was there overnight and then the next day, | was moved up the stairs to one of the wards.
But yeah, everything went quite smoothly, so it did, from being taken in.

30,434

4,866
18,609

4,028

2,816
9,457
3,890
4,923

L el

Accident &

Emergency

Figure 1. Ten most common Continuous Unscheduled Pathways (CUPs) started out of hours showing point of access and pathway.

Integrating the quantitative and qualitative data show the
complexity of interconnected journeys and how they
interfaced with in-hours primary care and the cancer
treatment helpline. A bereaved carer described calling
NHS24 due to his experience of previous infections.

Although this CUP began out-of-hours, it concluded in-
hours with the carer choosing to speak to a familiar GP to
avoid an admission. The carer valued the coordination
and responsiveness of the services, and his ability to tailor
use to the needs and wishes of his wife.
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leave it alone, don’t worry about it. . .

come down, she’s not clammy or sweaty the way she was.

. . .this chest infection caused a temperature spike of up to about 37.8 or 9. . . | phoned NHS24, and they asked me a number
of questions about (wife’s) symptoms. But my wife at that point was happy enough with more paracetamol and said to me,

. . .the following day, the cancer nurse that we had, we phoned her, and what [cancer nurse] was interested in was the
temperature readings, and then she said, if you want you can bring her into the [unit].

| phoned our doctor surgery. . . and had an appointment for my wife forty minutes later. The doctor just said bring her in, and
I'll see her right then. . . [GP] just prescribed some generic antibiotic, something just to ease this, which it did. . . ..but what |
did was phone her back the following day, [my wife] was beginning to feel a lot better, thanks very much, the temperature’s

So, it worked well. . ..the whole circle there, flowed and worked well.

Table 3. Number (%) of patients (18 +) who contacted PCOOH having been identified for care planning or palliative care in the last
year of life in Scotland in 2016 by cause of death and place of residence (N = 28,265).

Cause of death Lived at home

Lived in institution (mostly care homes)

Number % identified Number % identified
Cancer 9289 67.4 558 73.8
Organ failure 8213 42.1 1513 71.6
Frailty 5128 54.8 3564 75.1
Total 22,630 55.4 5635 74.0

‘Various’ and ‘External’ causes of death are not shown.

Theme 3: Outcomes and learning

Figure 1 demonstrates two major patterns in the use of
out-of-hours unscheduled care. One began and ended
in primary care, and the other mostly resulted in an
ambulance transfer to hospital. Importantly, service
users not professionals made the initial access decision.
Once people experienced an episode of unscheduled
healthcare, they adapted their behaviour to their pre-
ferred outcome.

I have been very reluctant, to go back into [Hospital X]. And /
have found the out-of-hours doctors extremely helpful in
explaining why | should go in, and it not influencing me
unduly, so that | can make a very informed decision

(Interview, female with cancer, carer present)

. .with her mother a few years before, we often were up in
Accident & Emergency sitting there all night. When you had
that fall. . . | phoned the practice and the receptionist said
you’d better get an ambulance. Other times I’'ve gone through
NHS24 and they’ve called the ambulance.

(Interview, male, carer for his mother who has heart failure)

Only one NHS unscheduled care dataset (primary care out-
of-hours) recorded information indicating a patient had been
identified for care planning or palliative care. Of all primary
care out-of-hours contacts (N =28,265), 58% (n=17,527)
had a palliative care Read code and/or a Scottish electronic
care summary (KIS). (Table 3) People with cancer and those

living in a care home were the most likely to be identified,
compared to people dying with organ failure living at home.
None of the routine datasets captured involvement of spe-
cialist palliative care for advice or urgent hospice admission.
Patients and carers did not see specialist palliative care as an
option for support out-of-hours.

GPs confirmed the value of starting an electronic
urgent care record (Key Information Summary or KIS) and
sharing it with all NHS unscheduled care services.
Challenges included identifying patients, time taken to
collate clinical information, keeping information updated
and involvement/consent from patients.

He has no KIS. . . Disaster! If he was on the Gold Standard
Framework he would have had a KIS. | think we’re all aware
that his situation is difficult. He’s just someone that’s probably
fallen through the cracks because he doesn’t shout loudly.
(Interview, GP)

The KIS’s give me a constant feeling of guilt and | aspire to
complete them. There’s five aspects of a KIS which is useful,
but because of the amount of work that we’re doing at the
moment, we’re really, really stretched, so it comes as a bit of
a Cinderella task. (Interview, GP)

Co-ordination and communication between primary care
teams and NHS unscheduled care services or specific hel-
plines was challenging. GPs were keen to know their sum-
maries had been used by other services.

. . .so she obviously used the cancer hotline on the 28, I've
got nothing after that to tell me what happened. She must
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have been assessed up there at the [hospital], but, difficult to
know. . . Yeah, it bypasses us. (Interview GP)

.. .when people are seen in casualty, it says relevant
information gleaned from KIS, so, you know, clearly it is being
looked at, which | suppose was our worry, having done this
work, who looks at it. (Interview, GP)

The stakeholder workshop looked at service pressures and
improvements to out-of-hours care in the last year of life.
Prior identification and an accessible, updated electronic
care plan (KIS) was seen as important for effective triage by
the NHS telephone advice service. Enabling other key pro-
fessionals to update these care plans alongside primary
care teams was highly recommended. High workload
demands on primary care in-hours and out-of-hours meant
primary care professionals struggled at times to deliver
proactive care planning and timely assessment of patients
that could potentially avoid hospital admissions.

Discussion
Main findings

Unscheduled NHS services were used by around 95% of
people in Scotland during their last year of life. Over 60%
of unscheduled care pathways started in the out-of-hours
period: mostly by contacting the NHS telephone advice
service. The most common out-of-hours care pathway,
especially for frail people and care home residents, began
and ended in primary care, and this was the preference of
many service users. If an ambulance was called, 60% of
those care pathways ended with a hospital admission.

Each episode of unscheduled healthcare was initiated
by a patient or carer (or care home staff) who decided
when and where to start the journey. Initial choices about
how to access urgent care was a key factor in determining
the final outcome. Public perceptions of ways to seek help
in an emergency and personal experiences of encounters
with unscheduled care services shaped their decision-
making processes.

Service users described the stress of having to repeat
information and long waits for a return call. Effective tri-
age informed by an existing electronic care plan was the
ideal situation for all involved. Professionals confirmed
that this required reliable systems for identifying patients
at risk of a health crisis, and uploading timely information
to give effective access to care plans for all unscheduled
care services. However, identification of people at risk of
deteriorating acutely or dying in the next year was rela-
tively difficult: especially for people with organ failure at
high risk of hospital admission. The absence of routine
data to drive service improvements in all but the commu-
nity out-of-hours dataset was evident. Except for people
currently receiving cancer treatment, no service users
perceived they had enhanced access to out-of-hours care.

Very few people regarded themselves as receiving or
needing ‘palliative’ care. There was little understanding of
the concept of future care planning.

Strengths and limitations

A major strength of this mixed methods study is its com-
prehensive integration of data from the five Scottish NHS
unscheduled care service datasets with interviews and
focus groups involving patients, families and profession-
als. Linking data for individual episodes and intercon-
nected pathways of care though unscheduled healthcare
services with population data provided a detailed overall
picture of the unscheduled care system from a Scottish
population perspective. The study included perspectives
of patients, carers and bereaved carers and involved peo-
ple dying from all illnesses.

The major limitation for this project is that we did not
have access to national in-hours unscheduled primary
care data for this 2016 cohort. Social care is vital for many
people living at home in the last year of life, so a further
limitation is that we did not include social care datasets.
Although the Unscheduled Care Datamart did include
information about admissions to mental health wards, we
did not include it in this study. Some people accessed pri-
mary care out-of-hours services directly and these con-
tacts may have included community-based services such
as the Marie Curie nursing service but this could not be
quantified. Our national dataset integration and analysis
may not be transferrable to countries without a universal
national health care system that combines primary and
secondary care.

Comparison with other studies

Unscheduled care research has focussed previously on
emergency department attendance and people with can-
cer.2’-2% This study included all NHS unscheduled health-
care services and people who died from any underlying
cause. Cohort studies using large administrative datasets
are being used increasingly to measure healthcare sys-
tems outcomes and screen populations with serious ill-
ness for palliative care and care planning.3%31 Building on
our qualitative research in Scotland from 10 years ago,3?
this study captured in detail the challenges patients and
carers faced when contacting unscheduled care.

Having a specific treatment or care plan, or an ‘end-of-
life’ diagnosis can be a first class ticket to more personal-
ised care. People who Ilack this are potentially
disadvantaged.3® We found people with organ failure
were less often identified for proactive care coordination
in primary care. Canadian research showed that a pallia-
tive care approach in primary care was associated with
less emergency department visits and acute admissions
in patients with chronic organ failure.3031
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The frustrations experienced by service users when
asked to repeat similar information, and professionals’
concerns about lack of information can be mitigated by
having an electronic care summary available to all
unscheduled care services.3* Reviews of electronic care
coordination systems show that these were strongly asso-
ciated with more care being delivered at home.* Electronic
care coordination systems need to record, review and
share a care plan that aligns with what matters most to
our sickest patients.3>3® Emergency treatment and care
planning and targetted unscheduled care delivery based
on predictive algorithms using data from many sources
including routine national datasets can help minimise
potentially preventable hospitalisations.33

In a previous paper relating to this study, we reported
costs of providing unscheduled NHS care in the community
of under 4% of total unscheduled care costs despite primary
care handling most out-of-hours calls.1* Resourcing primary
care and social care to manage more people who need
urgent care is likely to be highly cost-effective and greatly
valued by patients and their carers.3” The WHO affirms that
primary care and hospital-based care should together take a
population-based planning approach, and that care should
be delivered in the community, if possible.38

Conclusions

Patients and carers prioritised safety and a timely response
when accessing healthcare out-of-hours and during a
health crisis. Care in the community was much preferred
unless hospitalisation would be of overall benefit.
Experience increased confidence and ability to navigate
the health systems to meet people’s needs, but the first
call may be as important as the last. Targetted patient-pub-
lic information about how to access unscheduled care for
people living with advanced illness coupled with proactive
identification and care planning in the community are
needed. Timely identification is a pre-requisite for effec-
tive anticipatory care planning and should be shared by
primary and secondary care teams. To do this, the absence
of coding for patients in the community identified for care
planning and palliative care in all but one routine dataset
should be rectified, and data capture extended to include
social care and specialist palliative care.

Developments in electronic care coordination systems
should facilitate data entry by all key professionals caring for
a patient and offer people a patient portal to record their
own priorities and wishes. Rapid access to unscheduled care
via effective NHS telephone services, and primary care
assessment where needed can reduce unwarranted attend-
ances at emergency departments and hospital admissions
for people at risk of needing emergency treatment and care.
Better resourcing of unscheduled community services avail-
able to people with any advanced illness will provide safer,
more responsive and cost-effective care.
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